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Chapter 1 The Survey 

1.1 Introduction and Aims of the Survey 

In the autumn of 1989, the then Unit Management Group of Muckamore 
Abbey Hospital commissioned the Rehabilitation Unit to complete a survey 
of the entire hospital population. This was against a backdrop of 
increasing availability of residential placements outside the hospital, 
and the need for an appropriate means of identifying potential 
candidates for such places. 

Until then, the Rehabilitation Unit had been compiling in-depth reports 
on the social, clinical and behavioural details of a number of hospital 
patients, based on intensive four-week assessment periods in the 
Rehabilitation Unit itself. This form of assessment had been considered 
invaluable as a means of highlighting both the strengths and weaknesses 
of residents considered likely for imminent discharge from the hospital, 
and indeed the four-week assessments of selected individuals continues 
to be a major component of the Rehabilitation Unit's function. 

However, the needs of what had become a major resettlement programme 
were no longer being fully met by the in-depth assessments, which had 
tended to focus on more able patients only, and with a maximum of about 
forty per year. Many of the new residential facilities in the community 
were offering places to individuals not traditionally considered for 
resettlement. It was obvious, therefore, that some system needed to 
be developed whereby a certain amount of basic information (albeit 
clearly not of the detail offered by the in-depth assessments) could 
be collected and stored in a readily accessible format for the entire 
hospital population. Thus the Rehabilitation Unit Survey of Hospital 
Patients (referred to locally simply as "The Hospital Survey") came 
into existence. 

In practice, it was decided to limit the survey to the longer-term 
population only, meaning that patients are included (for the survey 
is a continuing one, and is not limited simply to a single point in 
time) only once they have been in the hospital for a complete three
month period. Respite and temporary admissions are obviously excluded. 

The aims of the survey are threefold: 

(1) To provide a database of information on every longer-term hospital 
resident, including basic background data (DOB, IQ, sex, home 
address, etc.), skills information (washing and dressing ability, 
for example) and clinical details (eg psychiatric history and 
details of current medication). Clearly, this was not so much 
to represent a collection of "new" information on each patient 
(much of which already existed, although not necessarily in written 
format, and perhaps in any of a variety of separate filing 
systems), as a collation and pulling together of information that 
was already known about each person. It was to be the first truly 
multidisciplinary exercize of its type in the hospital, however, 
and the resulting database was to be stored on computer. 

( 2) To identify three major subgroups of residents from within the 
hospital population: 

(a) Those who could be considered for discharge to (appropriate) 
community accommodation immediately. 
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(b) Those who could be considered for discharge af ter a furt her 
period (of up to about 18 months) of treatment and/or training 
within the hospital. 

(c) Those who will probably require long- term hospital care . 

Present (as will likely future) requirements for daycare and other 
specialist support services were also to be recorded. 

(3) To identify, in conjunction with the various Community Units of 
Management in the EHSSB and NHSSB (ie the traditional catchment 
population for Muckamore Abbey Hospital), an "owning" Unit of 
Management for every resident. The idea here was to identify 
the currently most appropriate Community Unit for each patient, 
based not only on i terns such as the home address at time of 
admission (which for at least some of the residents may well have 
been over twenty years ago), but also the present address of the 
next-of-kin, the extent and nature of any contact with the next
of-kin, and so on. Thus the aim was to update the information 
which the hospital currently held on its patients and to make 
that information as meaningful as possible to the present day 
situation. 

Clearly it was hoped that the i nformation provided by such a breakdown 
of the population would be of use not only in alerting the various 
Community Units to the "types" of patients (in terms of skills, 
abilities, etc.) suitable for discharge from the hospital and 
therefore of the range of community facilities for same that the 
Community Units should be seeking to provide - but also in helping 
to clarify the role, function and requirements of any "core" hospital 
facility of the future. Indeed wide consultation with staff from both 
inside and outside the hospital took place before the information to 
be collec ted was finally decided upon. 

1.2 Collecting the Information 

The survey took as its starting-point all patients who on 1 January 
1990 had been resident in Muckamore Abbey for at least three complete 
months. All subsequent admissions of at least three months have also 
been added to the survey, and it is intended that this practice will 
continue in the future. 

The bulk of the data collection took place over a twelve-month period 
between autumn 1989 .and autumn 1990. The process involved three 
discrete stages: 

(1) Background data (DOB, sex, date of registration as being mentally 
handicapped, etc.) were taken from each patient's Confidential 
File in the Medical Rec ords Department. 

(2) "Contact" information (eg with the legal next-of-kin and, where 
a different individual might be involved, with the person 
most concerned with the patient on a practical, day-to-day basis 
as well) and skills-data (proficiency in self-help, communication, 
behavioural-management problems, etc.) were gathered at separate 
meetings with a senior member of nursing staff in each ward. 
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(3) Medical data (eg psychiatric diagnosis), "placement" information 
(concerning the most appropriate form of residential care - for 
example, whether in hospital or in the community) and information 
about the involvement of a number of specialist services (speech 
therapy, for example, or physiotherapy) were all provided at a 
series of specially-convened multidisciplinary ward review 
meetings. 

Full details of the entire range of information-items included in the 
survey are presented in Appendix I: those identified above are examples 
only. 

A "stepwise checking" procedure was operated in gathering the data, 
in that data collected at an earlier stage in the process was always 
verified at each subsequent stage as well. All information, therefore 
(including the background, "contact" and skills data) was considered 
by the multidisciplinary teams involved with each individual. 

Once the collection of information on any given patient was completed, 
the relevant background and "contact" data (ie all of the information 
which could be considered as being in any way important in determining 
the most appropriate Community Unit for each resident) was 
forwarded - anonymously - to whichever Unit had been proposed by the 
relevant multidisciplinary team as being the one with which the patient 
appeared to have the strongest ties at present. The Community Units 
were then free to query any proposed question of "ownership" (something 
which in effect happened only very rarely indeed), and thanks to a 
perhaps unprecedented degree of cooperation between the hospital and 
the various Community Units, we now have an agreed "owning" Unit of 
Management identified for every patient in Muckamore Abbey. 

1.3 The Current Report 

The survey, as has already been said, is on-going. New cases are added 
to it just as soon as the three-month admission criterion is satisfied, 
while it is hoped that the information that has already been gathered 
can be updated regularly at the routine Ward Review Meetings that now 
take place throughout the hospital. 

The present report is based on the situation in the hospital as at 
9 September 1991, when there was a total of 618 beds on site: 602 
for admission and longer-term treatment purposes, and 16 for respite 
admissions. Some 557 individuals had been resident for at least three 
complete months, while a further 31 had been here for a lesser period 
than three months (and of these, 10 had been admitted directly on either 
a temporary or a respite basis). The remaining 30 beds were 
vacant - although a number of those were intentionally so, . to allow 
for the imminent closure of villa "Firgrove". 

The details presented below refer only to those 557 indi victuals who, 
by 9 September 1991, had been resident here for at least three full 
months. For the sake of brevity, however, they will be referred to 
throughout the remainder of the report quite simply as "the hospital 
population". 
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Chapter 2 Profile of the Hospital Population 

2.1 Basic Data 

This section presents information on the age, sex and IQ breakdown 
of the hospital population, as well as details of their ward placements, 
their legal status (in terms of the 1986 N.I. Mental Health Order) 
and their length of stay in Muckamore Abbey. 

2.1.1 Age. Sex and IQ 

Of the 557 individuals who on 9 September 1991 had been resident in 
Muckamore Abbey for at least three complete months, 315 (57%) were 
males and 242 ( 43%) were females. A breakdown of the population by 
both age and sex is presented in Table 1. 

Age (Years2 Males Females Total 

<20 10 7 17 ( 3%) 

20-29 77 38 115 (21%) 

30-39 105 74 179 (32%) 

40-49 69 54 123 (22%) 

50-59 20 26 46 ( 8%) 

60-69 22 25 47 ( 8%) 

70-79 9 10 19 ( 3%) 

80+ 3 8 11 ( 2%) 

Total: 315 (57%) 242 (43%) 557 (100%) 

TABLE 1: Breakdown of the Population by Age and Sex 

Only 3% of the residents were under 20 years of age (it has for a number 
of years now been an explicit policy of the hospital not to admit 
children if at all possible), although some 21% were less than 30 years 
old and a further 32% were aged between 30 and 40 years. Just over 
a fifth of the patients were at least 50 years of age, with our most 
senior resident being some 105 years old! 

Interestingly, males outnumbered females in all age categories up to 
50 years while over that limit the reverse was true. This difference 
in age dis tribution for the two sexes was statistically significant 
(X

2 = 14 . 9, 7df, p <0.04), and ind eed it parallels the trend ,that one 
would expect to find in the general population. 

As far as the degree/level of mental handicap is concerned, 15 
individuals (3%) had IQs over 70 and 101 (18%) had IQs in the "mild" 
category of handicap ( ie 50-69). Of the remainder, 237 ( 42%) fell 
into the "moderate" or "severe" groupings (with IQs between 20 and 
49) and 204 (37%) were "profoundly" mentally handicapped (IQ <20). 
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Tables 2 and 3 allow the above figures to be compared with the results 
of earlier surveys (in 1982 and 1986) of the Muckamore Abbey population. 
They show the changes in the distributions of age and IQ respectively 
over the course of the last nine years and confirm the widely-held 
impression that the population is generally becoming both older (Table 
2) and less able (Table 3). 

Age 
[Years2 1982 1986 1991 IQ_ 1982 1986 1991 

<20 10% 7% 3% <20 29% 32% 36% 

20-49 70% 70% 75% 20-49 50% 51% 43% 

SO+ 20% 23% 22% SO+ 21% 17% 21% 

Total: 100% 100% 100% Total: 100% 100% 100% 

TABLE 2: Age distribution of TABLE 3: IQ distribution of 
the hospital population, the hospital population, 
1982 - 1991 1982 - 1991 

2.1.2 Ward Placement, Legal Status and Length of Stay 

There were 23 wards in occupation on 9 September 1991, although 
one of them (Villa Firgrove) was well on the way towards meeting a 
closure date of 31 October 1991. Table 4 shows the bed complement 
of each ward (excluding respite beds) as well as the number and 
percentage of beds actually occupied. It also identifies which wards 
catered for male patients only (M), females only (F), or patients of 
both sexes (B). Wards have been grouped according to the "type" of 
resident they generally accommodate, beginning (at the top) with 
three wards for elderly patients, then six for physically/multiply 
handicapped individuals, one for younger/adolescent patients, two 
providing admission/ short-term treatment facilities, two catering for 
residents requiring a "semi-secure" environment, five for behaviourally 
disturbed adult patients, two for disturbed/psychiatric cases, and 
two providing rehabilitation training. 

When interpreting Table 4, one must remember the 21 non-respite 
cases who, although resident here on 9 September 1991, had been admitted 
less than three months previously: they are not featured in the table. 
Eight of them were in Movilla A, five in Fintona North, three in Fintona 
South, two in Movilla B and one each in Ennis, Rathmore and Moyle. 
It is clear, therefore, that Movilla A, Movilla B and Fintona North 
were all functioning at a level well in excess of complement, while 
each of the other wards (with the obvious exception of Firgroye) were 
either full or relatively nearly so. Taking the hospital as a whole, 
and including the 21 short-term cases, the overall occupancy 
level was some 96%. If villa Firgrove is excluded from this 
calculation, however, the overall occupancy level was actually 
over 98%. 
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None-resQite beds 

Ward Com2lement Occu2ied % Occu2ied Sex 

Erne 24 24 100% B 
Ennis 23 22 96% B 
Firgrove 22 7 32% F 

Greenan 35 35 100% F 
Finglass 36 36 100% F 
Mayola 36 36 100% M 
Rathmore 31 25 81% B 
Rathmullan 31 30 97% M 
Cloonshee 32 30 94% B 

Conicar 24 23 96% B 

Movilla B 17 18 106% M 
Fintona South 17 14 82% F 

Movilla A 18 17 94% M 
Fintona North 19 17 89% F 

Cushendall 31 29 94% M 
Cushendun 34 32 94% M 
Moylena 28 26 93% M 
Foybeg 29 28 97% F 
Fennor 29 28 97% F 

Mallow 29 24 83% M 
Moyle 25 24 96% M 

Birchill 10 10 100% B 
Hillcrest 22 22 100% B 

TABLE 4: Details of each ward in the hospital 

The vast majority of the patients (501, or 90% of the total) were 
in hospital on a voluntary basis (Northern Ireland Mental Health Order, 
1986), while 41 individuals (7%) were Detained under Part II of that 
Order. Thirteen (2%) were on Part III Detention Orders - seven without 
restriction and six with imposed restrictions. The remaining two 
patients were on Guardianship Orders. 

Tables 5 and 6 present respectively the distribution of the patients' 
ages at current admission to the hospital, as well as the total length 
of their admissions. 
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Age at Current Length of Current 
Admission Admission 

~Years2 Frequency (Years2 Frequency 

<5 52 ( 9%) <l 30 ( 5%) 
5- 9 88 (16%) 1- 4 54 (10%) 

10-19 166 (30%) 5- 9 81 (15%) 
20-39 162 (29%) 10-19 117 (21%) 
40+ 89 (16%) 20+ 275 (49%) 

Total: 557 (100%) Total: 557 (100%) 

TABLE 5: Age at current TABLE 6: Length of current 
admission admission 

Although the hospital now only very rarely indeed has cause to admit 
children to its wards, clearly that has not always been so. Indeed 
a majority of the current population (55%, or 306 in total) were 
admitted before the age of twenty, while some 52 individuals (9%) were 
admitted under the age of five. There is a gradual decline in the 
frequency of admissions over the age of 20 years, with only two patients 
having been admitted at an age above 70 years. 

Given the past tendency for the hospital to admit children of a very 
young age indeed, it is perhaps not at all surprising to find (Table 
6) that virtually one-half (275, or 49%) of the population had been 
in hospital for over 20 years. Another fifth (117, or 21%) had been 
in the Abbey for at least a ten-year period, while only 30 individuals 
(5%) had been admitted within the previous year. (Do remember 
again, though, that this excludes the 21 individuals who had been 
admitted less than three months previously.) All this is extremely 
important to bear in mind when it comes to decisions about 
rehabilitation and discharge of patients from the hospital - for a 
very large number of them indeed, Muckamore Abbey has been the only 
"home" that they have known for a substantial proportion of their lives. 

Table 7 shows this particularly clearly. It represents the numbers 
of patients who have been in hospital for various proportions of their 
total lives. The distribution is fairly uniform across the four 
quartiles, with over 20% of the population having been in hospital 
for at least three-quarters of their lives. Almost 50% had been in 
the Abbey for more than half their lives. 

% of Total Life 
SQent in Hos2ital Frequency 

<25 151 (27%) 
25-49 146 (26%) 
50-74 144 (26%) 
75+ 116 (21%) 

Total: 557 (100%) 

TABLE 7: Percentage of total life spent in hospital 
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For over half the population (315, or 57%), their current admission 
to Muckamore had been their only one. Of the remainder, 93 (17%) 
had had one previous admission, 48 (9%) had had two previous admissions, 
30 (5%) had had three admissions earlier and 71 (13%) had had more 
than three previous admissions. 

2.2 Sensory and Physical Data 

This section presents 
characteristics of the 
with the extent of 
difficulties recorded. 

information about the 
hospital population. 

any visual, auditory, 

2.2.1 Vision and Hearing 

sensory 
It deals 
mobility 

and physical 
particularly 

or dexterity 

Table 8 presents details of how the population stood in terms of both 
vision and hearing. Eighty per cent of the residents had no reported 
difficulties at all in either sphere, while only one individual was 
both totally blind and totally deaf. Visual difficulties were recorded 
as being slightly more prevalent than hearing problems - although that 
may simply be an artefact of somewhat easier diagnosis of the former, 
e·specially in the more profoundly mentally handicapped. (The information 
recorded was provided by hospital staff only, and was not on the basis 
of specialist assessment.) 

Normal Poor Deaf/ 
Heari ng Hearing Almost Total 

Normal vision 443 (80%) 25 (4%) 11 (2%) 479 (86%) 
Poor vision 46 ( 8%) 13 (2%) 1 (0%) 60 (11%) 
Blind/almost 14 ( 3%) 3 (1%) 1 (0%) 18 ( 3%) 

Total: 503 (90%) 41 (7%) 13 (2%) 557 (100%) 

TABLE 8: Multiple sensory handicap 

Eighteen individuals in total (3% of the population) were reported 
as having substantial difficulties (ie a rating of at least "poor") 
in terms of both vision and hearing. Perhaps not surprisingly, the 
majority of these (11 of the 18) were classified as profoundly mentally 
handicapped, a further six fell into the category of severe/moderate 
mental handicap, and only one was mildly mentally handicapped. 

2.2.2 Mobility and Dexterity 

The degree of mobility of the population is represented in · Table 9. 
The categories were designed to indicate the extent of human help 
(ie from some third-party individual) generally required by the 
patient to get about either on the flat only or upstairs. The use 
of a walking stick or frame was not considered, al though wheelchair 
use (provided it represented the patient's customary means of mobility 
around the ward) was recorded. 
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Degr ee of Mobility 

Walks, no human help needed on the flat or upstairs 

Walks on the flat only, human help needed with stairs 

Uses wheelchair "independently" on the flat only 

Walks, but needs human help even on the flat 

Uses wheelchair, but needs human help even on the flat 

Bedfast/chairbound 

TABLE 9: Degree of mobility of the population 

Freguency 

334 (60%) 

81 (15%) 

18 ( 3%) 

49 ( 9%) 

53 ( 9%) 

22 ( 4%) 

557 (100%) 

Only 60% of the patients (334 in total) could manage independently 
in accommodation which includes the management of stairs, although 
another 99 individuals (18%) could negotiate a single-storey building 
quite adequately, either on foot or in a wheelchair. The remaining 
22% (124 cases) would require human help even to get about on the flat, 
with a total of 22 individuals (4%) being either bedfast or chairbound. 
The implications of this for the type of accommodation that is going 
to be required for Muckamore Abbey patients in the future are obvious. 

As far as the patients' use of their ~ limbs is concerned, 70% 
(387) were reported as having no functional i mpairment at all, 13% 
(75) as having difficulties with at least some daily living activities 
and the remaining 17% (95) as having problems with the majority of 
daily activities. 

2.3 Medical and Psychi atric Information 

This section begins with some medical details on the population 
(particularly with respect to the incidence of epilepsy) and then goes 
on to look at the psychiatric status of the patients. 

2.3.1 Medical Details 

Approximately 60% of the population (332 individuals) were recorded 
as having had significant physical illnesses or disabilities, either 
presently or in the past. This does not take account of epilepsy, 
however, which was recorded separately. Seizures over the past five 
years only were considered and t heir frequency in the population is 
presented in Table 10. 

Freguency of Epileptic Seizures 

Monthly (at least) 
Less than monthly 
Never/Not for 5 years at least 

Number of Patients 

68 (12%) 
112 (20%) 
377 (68%) 

557 (100%) 

TABLE 10: Frequency of epilepsy in the hospital population 
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Clearly, just over two-thirds of the population could be considered 
"fit-free", while the majority of the remainder (112 individuals, or 
20% of the total) have their epilepsy well controlled. There remains 
a sizeable number of patients, however ( 68, or 12%) who continue to 
have epileptic seizures on at least a monthly basis. 

The overall physical status of the patients ( ie taking into account 
all forms of disability and illnesses, including epilepsy) was reported 
as limiting the majority of daily living activities in some 24% (135) 
of the population. Around 17% (92) were said to have difficulties 
in some daily activities only, while the remaining 59% (330) were 
recorded as experiencing no limitations at all due to physical 
illness or disability. 

2.3.2 Psychiatric Status 

Table 11 presents details of the psychiatric diagnoses made on the 
hospital population, in each case by the responsible consultant 
psychiatrist. Conditions were recorded as being either acute, chronic, 
recurrent or past, al though for the purposes of this present table 
all acute, chronic and recurrent cases have been considered together. 
Occasionally, patients were reported to be suffering from more than 
one psychiatric illness, in which case they have been recorded in Table 
11 only opposite the most severe of their various conditions. 
Diagnoses were made on the basis of the ninth revision of the 
International Classification of Diseases (World Health Organisation, 
1978). 

Psychiatric Diagnosis Freguency 

Autism 36 ( 7%) 

Schizophrenia 47 ( 8%) 

Depresssion 13 ( 2%) 

Manic Depression 29 ( 5%) 

Organic Psychosis 56 (10%) 

Senile Psychosis 18 ( 3%) 

Presenile Psychosis 2 ( 0%) 

Personality Disorder 24 ( 4%) 

Obsessive-Compulsive 9 
, 

2%) \. 

Neurotic Depression 3 ( 1%) 

Anxiety State 1 ( 0%) 

Alcoholic Dependency 1 ( 0%) 

A "past" diagnosis only 22 ( 4%) 

No diagnosis 296 (53%) 

Total: 557 (100%) 

TABLE 11: Psychiatric diagnoses 
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Just over half the population (43%) were recorded as having an ongoing 
psychiatric disorder, with a further 4% having had a (non-recurrent) 
condition at some time in the past only. Some 7% were suffering from 
autism and 15% had been diagnosed as having one of the major psychotic 
disorders, ie schizophrenia, depresssion or manic depression. 

The most frequently recorded diagnosis was of "organic psychosis", 
which reflects the high incidence of epilepsy already noted in the 
population. Senile and presenile psychosis together accounted for 
some 3% of the cases, while of the remaining conditions by far the 
most common diagnosis was of personality disorder (with some 4% of 
the population in total). 

2.3.3 Use of Medication 

The vast majority of the patients were receiving prescribed medication 
with only 12% of them (66) on no medication at all. Table 12 presents 
the numbers receiving this form of therapy for each of four specific 
reasons separately. It shows that more than half the population were 
receiving medication for physical health problems (61%), with an almost 
identical number (60%) receiving drugs for psychiatric/behavioural 
reasons. 

Reason for Medication Being Given 

For health reasons (eg vitamins) 
For epilepsy 
For psychiatric/behavioural difficulties 
For other (unspecified) reasons 

Frequency 

339 (61%) 
227 (41%) 
334 (60%) 

72 (13%) 

TABLE 12: Patients receiving medication for various reasons 

The number of patients receiving anti-epileptic medication (41% of 
the population) was almost 10% higher than the figure reported above 
for those who actually take epileptic seizures (see Table 10 for 
details). This would suggest that although a sizeable number of 
individuals had remained fit-free for at least the previous five years, 
they were still requiring anticonvulsant therapy to maintain continuing 
effective control of their epilepsy. 

The majority of patients were on medications for more than just one 
of the four classes of reasons presented in Table 12. Although only 
4% (22) were receiving preparations from all four categories, 18% (100) 
and 39% (216) were on medications from three and two of the categories 
respectively. 

2.4 Skills Data 

This section is in three parts. The first presents details of the 
patients' communication skills, the second deals with the area of 
continence and incontinence, and the third reports on the population I s 
self-help skills (ie washing, dressing, feeding, shaving and care of 
self at menstruation). 
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2.4.1 Communication Skills 

Table 13 presents details of the patients' communication abilities, 
in terms of both comprehension and expression separately. As expected, 
the general level of comprehension was somewhat higher than the level 
of expression: only 9% of the population had either no or virtually 
no understanding ability, whereas some 22% were unable to express 
themselves at even a basic level to other people. (A "basic level" 
was considered in this respect as referring to one's need for food, 
drink, warmth, etc). Conversely, just half the population (50%) were 
able to express themselves at more than a simply basic level, while 
somewhat more than that figure (57%) were recorded as having such a 
similarly advanced level of comprehension. 

Level of Comprehension/Expression 

None or virtually none 
At a basic level only 
At more than simply a basic level 

Total: 

Freguency 

Comprehension 

52 ( 9%) 
186 (33%) 
319 (57%) 

557 (100%) 

Expression 

124 (2 2% ) 
155 (28% ) 
278 (50% ) 

557 (100%) 

TABLE 13: Levels of comprehension and expression abilities 

Almost exactly half the patients (280) used speech as their major and 
preferred method of expression. This is shown in Table 14, which also 
lists the various other methods of expression employed. A significant 
number (22%) did not really communicate expressively at all, while 
a very similar number (23%) used gestures as their preferred and major 
method of communication. Other methods, including Maka ton or 
communication boards, accounted for about 5% of the population in total 
(ie 24 individuals). 

Major Method of Expression 

Speech 
Gestures 
Sign Language (including Makaton) 
Communication board or device 
Other 
Nil 

Total: 

Freguencv 

280 (50%) 
129 (23%) 

10 ( 2%) 
5 ( 1%) 
9 ( 2%) 

124 (2 2%) 

557 (100%) 

TABLE 14: Major methods of expression employed by the population 

2.4.2 Toileting Sk:i. l ls 

Incontinence was noted to be a very major problem in the hospital. 
Table 15 summarizes the position with regard to daytime and nighttime 
wetting and soiling episodes separately. (Incontinence due to 
epileptic seizures was recorded in the data, since one of the aims 
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of the survey has been to gauge the level of human support and 
supervision that each of the residents requires). 

Number of Episodes Daytime Night time 
Per Week Wetting Wetting Soiling 

None 298 (54%) 300 (54%) 333 (60%) 
1 - 2 74 (13%) 76 (14%) 63 (ll%) 
Over 2 185 (33%) 181 (32%) 161 (29%) 

Total: 557 ( 100%) 557 (100%) 557 (100%) 

TABLE 15: Frequency of incontinence 

The distribution of the population over the three incontinence measures 
was very consistent, with encopresis (soiling) being reported for 
slightly fewer patients than either of the enuresis (wetting) measures: 
some 29% were recorded as having over two soiling episodes per week 
on average, while the corresponding figures for night time and daytime 
wetting were 32% and 33% respectively. Also, a somewhat greater number 
of patients was reported as having no problems at all in terms of 
soiling (ie 60%, as opposed to 54% for each of the two wetting 
measures). 

Exactly 200 patients (36%) were recorded as having at least one accident 
per week in all three areas, with a somewhat higher proportion than 
that (48%, or 267) having no accidents at all in any domain. The 
remaining 90 cases (16%) were divided fairly evenly between those who 
had difficulties in one of the three areas only, and those who had 
problems in two. 

In addition, 50% of the population (279 cases) were identified as being 
able to go to the toilet both appropriately and without assistance. 
A further 5% (25 individuals) were able to at least indicate their 
need to be taken to the toilet, and the remaining 45% (253) were totally 
dependent on others to be either taken to or reminded to use the toilet. 

All told, therefore, the population could be more or less divided 
equally into those who presented no difficulties at all in terms of 
their continence skills, and those who presented at least some degree 
of difficulty (and for a sizeable number, a major degree of difficulty) 
with same. 

2.4.3 Self-Help Skills 

Table 16 indicates the patients' abilities (in terms of t~e amount 
of help they required from other individuals) in the areas of feeding, 
washing and dressing skills, and in shaving (males) and looking after 
oneself during menstruation (females). But please note that the 
"shaving/menstruation" column excludes all those (76) individuals for 
whom, because of age in the main, the item simply did not apply: that 
i tern only is based on a total population of 481, therefore, instead 
of the customary 557. 



18 of 61
BT Mod 1 Witness Statement FINAL 3 Mar 2023 & Exhibit Bundle (combined) (3342 pages) 1651 of 3342

MAHI - STM - 083 - 1651

- 14 -

Level of Help Shaving/ 
Reguired Feeding Washing Dressing Menstruation 

None 283 (51%) 102 (18%) 149 (27%) 68 (14%) 
Some 180 (32%) 281 (50% ) 250 (45%) 242 (50%) 
Complete 94 (17%) 174 (31%) 158 (28%) 171 (36%) 

Total: 557 (100%) 557 (100%) 557 (100%) 481 (100%) 

TABLE 16: Level of help required in carrying out various self-help skills 

As expected, a greater proportion of the population was proficient 
in feeding skills (51%) than in any of the other areas. Dressing came 
next (27%), followed by washing (18%) and then shaving/menstruation 
(14%). This trend was obviously reversed in terms of the percentages 
who needed total help in carrying out the various skills. As far as 
the numbers requiring pa r tial assistance is concerned, this was the 
case for roughly half the population with respect to washing, dressing 
and shaving/menstruation, but for only about a third of the total in 
terms of feeding skills. 

Just under a hundred patients (95, 17%) were fully proficient in each 
of the feeding, washing and dressing areas, while almost three times 
that number (265, 48%) needed at least some degree of help in all three 
domains . (The shaving/menstruation item has been excluded from this 
analysis, since as has already been mentioned it did not apply 
universally across the population). Of the remaining individuals, 
52 (9%) were totally proficient in at least two of the three areas, 
and 145 (26%) could manage unaided in just one. 

Again, therefore, the picture that emerges is one of a population of 
quite heavily dependent individuals, a large proportion of whom require 
a very substantial degree of assistance in daily living skills. 

2.5 Behavioural Difficulties 

Behavioural difficulties were recorded for each patient in terms of 
six separate categories: aggressive-destructive behaviour. (involving 
physically hurting other people and/ or deliberately damaging objects 
and/or throwing severe temper tantrums), disruptive-hyperactive 
behaviour (ie interferring with the actions or peace of others, albeit 
not involving direct physical harm), self-injurious behaviour 
(ie physically hurting oneself), noncompliance (refusing to carry out 
or to comply with clearly understood rules or requests), offensive 
habits (ie unusual, repetitive or bizarre behaviour that, although 
offensive to other people, is non-criminal), and delinquent behaviour 
(ie behaviour that is both offensive to others and is - at least 
technically - a criminal offence). 

Each category was rated in terms of whether it had presented a "severe", 
a "mild" or "no" management difficulty over the past two years only, 
as defined by either the intensity or the frequency of the problem 
behaviour. (Information on behavioural difficulties prior to the past 
two years was also collected as part of the survey, and is discussed 
below. It was considered important to make a distinction between 
the two, since it is not uncommon for some of our patients to be 
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Table 17 summarizes the relevant data. In terms of presenting a severe 
management problem, the most frequently recorded category of behaviour 
was disruptive-hyperactive behaviour (26% of the population), closely 
followed by aggressive-destructive behaviour (24%) and then 
by noncompliance and offensive habits (21% each). Self-injurious 
behaviour represented a severe management problem in 13% of the 
population, with delinquent behaviour coming in last at some 8% 
only. This relative infrequency of delinquent behaviour is not 
particularly surprising, however, in view of the highly supervised 
environment of a hospital like Muckamore Abbey. 

Extent of Mmagarent difficulty 

Cat~o!}'. of Behaviour Severe Mild None Total 

Aggressive-destructive behaviour 134 (24%) 105 (19%) 318 (57%) 557 (100%) 

Disruptive-hyperactive behaviour 143 (26%) 157 (28%) 257 (46%) 557 (100%) 

Self-injurious behaviour 70 (13%) 77 (14%) 410 (74%) 557 (100%) 

Noncanpliance 116 (21%) 154 (28%) 287 (51%) 557 (100%) 

Offensive habits 116 (21%) 141 (25%) 3CX) (54%) 557 (100%) 

Delinquent behaviour 42 ( 8%) 46 ( 8%) 469 (84%) 557 (100%) 

Table 17: Severity of behaviour-management problems 

Aggressive-destructive behaviour was the only category where fewer 
residents were reported to present a "mild" management problem than 
a "severe" one - a finding which, at face value, suggests that 
aggressive-destructive behaviour if it occurs at all is especially 
likely to be severe in nature. Alternatively, of course, it could 
simply be a reflection of underlying staff perceptions of "difficult 
behaviour", ie in the sense that any aggressive-destructive behaviour 
is more likely to be viewed as severe than as mild. 

There was a significant positive relationship between each of four 
of the behavioural problems and IQ, ie the higher the IQ, the greater 
the reported frequency and severity of behavioural difficulty. Not 
surprisingly, this was most pronounced for noncompliance (X 2 =70, 
df=4, p <0.001), closely followed by delinquent behaviour (X 2 =49, 
p <0.001), disruptive-hyperactive behaviour (X 2 =31, p <0.001) and 
aggressive-destructive behaviour (X 2 =14, p < 0.01). The corresponding 
relationship between IQ and offensive habits was significant- in the 
opposite direction (X 2 =12, p <0.02), while for self-injurious behaviour 
the relationship with IQ just failed to reach statistical significance 
(X 2 =8, p <0.08). The brighter residents were therefore relatively 
over-represented in terms of noncompliance, delinquent, disruptive
hyperactive and aggressive-destructive behaviour, while the more 
severely and profoundly handicapped were relatively more likely to 
engage in offensive habits and (although not to a statistically 
significant degree) in self-injurious behaviour. 
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Table 18 summarizes the numbers of patients with severe behavioural 

difficulties across the various problem-categori es. Although half 

the population (50%) were reported as having no severe behavioural 

difficulties at all, and a further 20% as having severe difficulties 

in one of the six areas only, the remaining 30% of the population 

(ie some 166 individuals in total) were recorded as presenting a severe 

behavioural problem in more than just a single area. Indeed over 10% 

(58 cases) had severe problems in at least four of the six areas. 

Number of Categories 
Where a Severe Behavioural 

Problem was Recorded 

0 
1 
2 
3 
4 
5 
6 

Total: 

Frequency 

279 (50%) 
112 (20%) 

68 (12%) 
40 ( 7%) 
39 ( 7%) 
17 ( 3%) 

2 ( 0%) 

557 (100%) 

TABLE 18: Patients showing various numbers of severe 
behavioural problems 

These figures clearly show a very high incidence indeed of current 

and recent behavioural disturbance in the population. Yet the 

corresponding figure for behavioural problems prior to the past two 

years is even higher: some 79% ( 437 individuals) were reported to 

have presented at least some degree of management difficulty previously. 

There would seem to have been a definite reduction over the years 

in the extent of behavioural problems within individual patients, 

therefore - although the current levels throughout the hospital as 

a whole remain disturbingly high. 

2.6 Major Daytime Placements and Other Specialist Services 

Provision of daycare and other daytime placements withir:i the hospital 

complex was recently reviewed and restructured, in recognition of 

the vital part that these have to play in the total package of treatment 

and training provided for the resident population. Quite apart from 

daytime placements, however, a wide range of other specialist services 

are available to the patients. This section of the report looks in 

turn at the provision of major daytime placements and at other 

professional services, both as presently provided and in terms of likely 

future requirements. 

2.6.1 Major Daytime Placements 

Not everyone was attending off-ward placements: as can be seen from 

Table 19, a sizeable proportion of the population remained on the wards 

during the traditional (Monday to Friday , 9 am to 5 pm) "working week". 

Indeed just over a third (34%) were ward-based throughout the week. 
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Daytime Placement Freg uency 

Work (whether in/outside hospital) 
Adult Taining Centre (ATC) 
Profound Unit (part of the ATC) 
Behaviour Nurse Therapy Department (disturbed individuals) 

School 
Other/college 
Ward-based 

Total: 

TABLE 19: Major daytime placements at present 

12 ( 2%) 
216 (39%) 
105 (19%) 

26 ( 5%) 
5 ( 1%) 
1 ( 0%) 

192 (34%) 

557 (100%) 

For those who did attend off-ward departments, the on-site adult 

training centre (ATC) provi ded the major daytime placement for almost 

two-fifths of the population (39%), with just under a further fifth 

(19%) attending the specialized unit for the profoundly mentally 

handicapped, also on-site. The Behaviour Nurse Therapy Department, 

which specializes in the treatment of disturbed individuals (both 

children and adults) catered for 26 cases (5%), while some five of 

the younger residents (1%) attended the special school about half a 

mile from the hospital complex. Twelve patients (2%) were in full

time employment, the majority of them in on-site jobs. 

Not all individuals were considered as presently attending the 

departments which were likely to be their most appropriate · placement 

in the longer term, however. It was anticipated that at least some 

of those in the Behaviour Nurse Therapy Department in partiq1lar, for 

example, would be able to progress to other forms of daytime placement 

in the foreseeable future. "Potential" daytime placements were also 

recorded, therefore. A recommendation for a placement different to 

that being presently attended was made on behalf of 238 individuals 

(ie 43% of the total population). The majority of these, of course, 

concerned the 192 who were receiving no off-ward placements at all: 

as Table 20 shows, ward-based daycare was considered to be the most 

appropriate option for only 26 of those cases. At present, therefore, 

the system of daytime placements in Muckamore Abbey Hospital would 

appear to be at least 160 places short of requirement. 

Daytime Placement Freguency 

Work (whether in/outside hospital) 27 ( 5%) 
Adult Training Centre 255 (46%) 
Day Centre (for elderly patients) 36 ( 6%) 
Profound Unit 171 (31%) 
Behaviour Nurs e Therapy Department 31 ( 6%) 
School 3 ( 1%) 
Other/college 8 ( 1%) 
Ward-based 26 ( 5%) 

Total: 557 (100%) 

TABLE 20: Potential daytime placements 
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The only type of placement which appears in Table 20 but not in Table 

19 is "day centre". The notion here is of a centre specializing in 

activities for elderly people. The Muckamore Abbey site has no such 

provision at present, although clearly there would be a demand for 

same: 36 individuals (6%) would appear to be most appropriately placed 

in such a setting. Over 65 additional places in the profound unit, 

as well as around 40 more in the general ATC and a further 5 in the 

Behariour Nurse Therapy Department are also required to meet demand. 

Approximately fifteen further residents are considered capable of 

holding down a full-time job, with about seven more than present being 

identified as suitable for attendance at college or some other form 

of specialized daycare. 

2.6.2 Other Specialist Services 

A significant number of other specialist services are currently 

available to the hospital population. Some, however (ie dietetics 

and occupational therapy) are not currently provided on site. Table 

21 presents the extent of both current and required input from a whole 

range of such professional services. Notable by its absence from 

the table is "mental handicap nursing". This has been deliberately 

omitted, however, since clearly every patient in the hospital receives 

the services of that particular profession. 

Currently On Waiting 
Receiving List for Assessment Input Not 

S2ecialist Service Treatment Treatment Reguired ·Reguired 

Chiropody 141 (25%) 0 (0%) 1 ( 0%) 415 (75%) 

Dentistry 64 (12%) 35 (6%) 1 ( 0%) 457 (82%) 

Dietetics 14 ( 2%) 0 (0%) 103 (19%) 440 (79%) 

Medicine (General) 245 (44%) 0 (0%) 2 ( 0%) 310 (56%) 

Medicine (Specialist) 78 (14%) 1 (0%) 7 ( 1%) 471 (85%) 

Nursing (General) 117 (21%) 0 (0%) 0 ( 0%) 440 (79%) 

Occupational Therapy 0 ( 0%) 0 (0%) 82 (15%) 475 (85%) 

Orthotics 59 (11%) 1 (0%) 3 ( 0%) 494 (89%) 

Physiotherapy 155 (28%) 1 (0%) 5 ( 1%) 396 (71%) 

Psychiatry 272 (49%) 2 (0%) 12 ( 2%) 271 (49%) 

Psychology 32 ( 6%) 2 (0%) 64 (12%) 459 (82%) 

Social Work 149 (27%) 17 (3%) 92 (16%) 299 (54%) 

Speech Therapy 64 (12%) 32 (6%) 18 ( 3%) 443 (79%) 

TABLE 21: Involvement of specialist services 

"Psychiatry" was taken as referring to the clinical rather than the 

administrative functions of same, while "Medicine (Specialist)" refers 

to services normally provided by a specialist medical practitioner 

(a neurologist, for example, or a cardiologist), irrespective of whether 

those services were being provided by same or by a consultant 

psychiatrist. Also, "Medicine (General)" refers to the traditional 

services of a general medical practitioner, whether actually provided 

by a GP or by a member of the hospital medical staff instead. Only 

current and active courses of treatment were considered in all cases. 
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The most frequently-utilised services were psychiatry (49% of the 

population) and general medicine (44%), followed by physiotherapy (28%), 

social work (27%) chiropody (25%) and general nursing (21%). 

Dentistry and speech therapy had the largest waiting lists (6% of the 

population each), while the two professions currently not directly 

available on-site (dietetics and occupational therapy) were reported 

to be required for at least assessment purposes in the case of some 

19% and 15% of the population respectively. Social work (16%) and 

psychology (12%) were also recorded as "assessment required " i n a 

sizeable number of cases. 

Most residents were in receipt of more than just a single specialist 

service. Around a quarter (25%, or 141 cases) were currently receiving 

treatment from two of the services available, with a further 18% (98) 

being treated by three different professions. The largest number 

of services providing active treatment simultaneously was eight (in 

the case of two ind i viduals only), while 23% of the population (127) 

were being seen by one profession only and approximately .10% (54) were 

not receiving any form of active specialist treatment at all. A number 

of these latter individuals were either on a waiting list or due to 

be referred for specialist assessment, however, meaning that only 4% 

of the population (23 patients) were considered as not requiring even 

an assessment from any of the specialist services listed. 

Almost half the patients (49%, 271) were reported as likely to require 

the continuing support of a local Community Mental Handicap Team 

foll0wing their possible discharge from the Abbey, with only 4% 

(23 individuals) likely not to require such follow-up. The .remainder 

of the populati on (47%, 263) were considered unlikely to be discharged 

in the foreseeable future and so were not recorded in terms of that 

particular i tern. Clearly, though, ongoing special ist involvement is 

likely to be required, and for some quite considerable time, by the 

vast majority of patients discharged from the hospital. 
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Chapter 3 Population Subgroups 

The information presented in the previous chapter of this report gives a 
broad indication of the major characteristics of the hospital population 
as a whole. In examining needs for care, however, the focus must be on 
individuals or on groups of individuals with similar needs. 

Three different classification systems are discussed in this present chapter. 
The first is by "care group", whereby hospital staff identified patients 
who shared sufficient basic characteristics ( in terms of type of 
accommodation required, care practices, etc.) as to yield useful, albeit 
broad subgroupings. The second classification system is by "dependency 
level" (ie as recommended by the Development Team for the Mentally 
Handicapped, DTMH), which focuses on skill deficits, level of supervision 
required, etc. And the third method is by "placement category", which 
highlights whether each patient's individual needs could be best met in 
hospital or in a community setting and if the latter, the degree of support 
and care considered likely to be required to sustain such a placement. 

3.1 Care Groups 

Eight separate care groups were identified, with each patient being 
assigned to a single care group only: the elderly mentally handicapped, 
the multiply handicapped ( ie physically as well as mentally 
handicapped), adolescents, those in need of admission and short-term 
treatment facilities, those requiring a semi-secure environment, the 
behaviourally disturbed, those with chronic/recurrent psychiatric 
illnesses, and those awaiting discharge or receiving specific 
rehabilitation training. 

A hierarchial approach was adopted in assigning individuals to care 
groups, in which age and physical handicap were given precedence. 
Patients requiring admission/ short-term treatment facilities, as well 
as those needing a semi-secure environment were relatively easily 
identified, although there was considerable overlap between the 
behaviourally disturbed and the chronic psychiatric populations in 
particular. Ultimate assignment to a single care group was on the 
basis of overriding or major care-requirements, and was undertaken 
by the appropriate consultant psychiatrist. 

Table 22 presents the numbers of individuals in each care group. The 
multiply handicapped represented the biggest single grouping, with 
over a quarter of the population (ie 28%). The behaviourally disturbed 
constituted almost a further quarter (24%), with the rehabilitation/ 
pre-discharge (19%) and the elderly (12%) groupings also representing 
sizeable numbers of patients. The adolescent care group was the 
smallest (2%), although this is not at all surprising in view of the 
already-noted relatively small number of younger patients in the 
hospital. Also not surprisingly, only 3% of the population were 
recorded as requiring the very specialized semi-secure type of 
environment which Muckamore Abbey currently provides to the mentally 
handicapped on a regional basis. Just over 8% of the population were 
recorded as having chronic-recurrent psychiatric illness as their major 
presenting feature and care-requirement. 
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Care Group 

Elderly 

Multiply handicapped 

Adolescent 

Admission/short-term treatment 

Semi-secure 

Behaviourally disturbed 

Chronic/recurrent psychiatric 

Rehabilitation/pre-discharge 

Total: 

Frequency 

64 (12%) 

153 (28%) 

12 ( 2%) 

25 ( 4%) 

17 ( 3%) 

136 (24%) 

46 ( 8%) 

104 (19%) 

557 (100%) 

TABLE 22: Distribution of the population in terms of care groups 

The figures presented for the admission/short-term treatment care group 
must be viewed alongside the fact that this present report is concerned 
only with those individuals who had been in Muckamore Abbey for longer 
than three complete months by the target date of 9 September 1991. 
A large majority of the 21 non-respite cases who had been here for 
less than that period could also be assigned to the admission care
group, of course, which would therefore yield a relatively higher 
proportion of short-term treatment cases in the hospital than the 4% 
(25 individuals) reported in Table 22. 

The number of patients in each care group within specific wards in 
the hospital is presented in Table 23. The wards have been grouped 
in terms of the major category of patients generally catered for, 
and in an order that parallels the care groups themselves: wards 
catering predominantly for elderly patients are listed first, therefore, 
followed by those dealing mainly with the multiply handicapped, 
then adolescents, admission/short-term treatment, semi-secure, 
behaviourally disturbed, chronic psychiatric and pre-discharge/ 
rehabilitation. 

Although wards do generally accommodate patients predominantly from 
one particular care group, only in one ward (Rathmullan) was the entire 
population from a single grouping. A further five wards drew their 
populations from only two care groups, while in the case of some nine 
wards altogether were the patients spread across as many as five or 
six different care groups. There is clearly scope for at least a 
certain degree of rationalization of the specialist services provided 
by individual wards, therefore. 
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Care Groups>:< 

ELD MLT ADL ADM SSC DIS CRP RHB Total 

j rne 
Ennis -

-Fi rg-r-o-v-e. 

Greenan --
J'inglass · 
Moyola _ 

-Rathmore 
Rathmullan 
Cloonshee 

Conicar 

Movilla B 
Fintona South 

Movilla A 
Fintona North 

Cushendall 
Cushendun 
Moylena 
Foybeg 
Fennor 

Mallow 
Moyle 

Birchill 
Hillcrest 

Total: 

20 
17 

5 

8 
5 
8 

1 

64 

4 
1 
2 

19 
24 
21 
24 
30 
17 

3 

1 

3 
1 

2 
1 

153 

1 

3 

6 

2 

12 

3 
8 

6 
6 

1 

1 

25 

r 
3 

9 I 

5 I 
·- _J 
~ 

17 

1 

1 
7 
5 

5 

8 

6 
1 

,,,-~ 

3 

14 
14 
23 
15 
16 

7 
10 

136 

2 

4 

1 

2 
3 

1 
1 

1 
4 
1 
4 
5 

3 
9 

1 
4 

46 

1 

3 

1 
1 

4 

6 

3 
2 

1 
2 

10 
11 

2 
9 
7 

10 
4 

9 
18 

104 

* (ELD Elderly; MLT = Multiply handicapped; ADL Adolescent; 

24 :,_ 
22 5 

7 <... 

35 ;-

36 " 
36 :s 
25 .,_ 

30 
30 s 

23 ,._ 

18 (:, 
14 c_, 

29 ,.. 
32 :;-
26 ,, 
28 ...,__ 

28 

24 " 
24 "" 

557 

ADM = Admission/short-term treatment; SSC= Semi-secure; DIS= Disturbed; 
CRP = Chronic/recurrent psychiatric; RHB= Rehabilitation/pre-discharge) 

TABLE 23: Number of patients in each care group, by ward 

3.2 Dependency Levels 

The Development Team for the Mentally Handicapped (DTMH) have produced 
a questionnaire/rating form to help identify four separate dependency 
levels amongst a population of (hospitalized) mentally handicapped 
individuals. The items are concerned mainly with behavioural 
difficulties and mobility and continence skills, but also include self
help skills, legal status (ie whether voluntary or detained) and 
frequency of epilepsy. Psychiatric status or personality factors are 
not considered, however. The four dependency levels indicated by the 
measure (ie from Level 1, the least dependent category, to Level 4) 
are detailed in Appendix II. 
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Every item from the DTMH form was incorporated directly into our own 
survey questionnaire, thereby enabling us to classify each resident 
precisely in terms of the DTMH system. The resulting frequency 
distribution is presented in Table 24. 

DTMH 
De2endency Level Freguency 

Level 1 4 ( 1%) 

Level 2 71 (13%) 

Level 3 25 ( 4%) 

Level 4A 124 (22%) 

Level 4B 258 (46%) 

Level 4C 75 (14%) 

Total: 557 (100%) 

TABLE 24: Distribution of the population in 
terms of D'I'MH dependency levels 

Level 1 individuals are considered by the DTMH to be generally suitable 
for immediate discharge from hospital - either to a group home or to 
some other form of relatively independent community living, b.ut without 
the need for any specialized facilities for management. Needless to 
say, in view of the large number of residents who have already been 
discharged from Muckamore Abbey over the past number of years, only 
a very small minority (1%, or just 4 individuals) of the present 
population fell into DTMH Level 1. 

The DTMH consider Level 2 patients to be suitable for immediate 
discharge to a "traditional" type of hostel setting and, after a short 
period of pre-discharge training whilst there, to move on to a group 
home or other form of independent living in the community. Just 
over an eighth of the hospital population (13%) were assigned to DTMH 
Level 2. 

Level 3 individuals are generally considered to require a further period 
of intensive training in a hospital setting prior to discharge, and 
then to continue to need a fairly substantial degree of support and 
supervision thereafter. Only 4% of the population fell into DTMH 
Level 3. 

The remaining 82% (ie the vast majority) of the population were assigned 
to Level 4 in the DTMH system, which generally indicates a •need for 
long-term residential care of a very highly supervised nature indeed. 
The major presenting difficulty in Level 4A is one of mobility, while 
in Levels 4B and 4C the main problems are with behaviour and continence 
respectively. The numbers of patients in these three sub-categories 
of Level 4 were in turn 124 (22%), 258 (46%) and 75 (14%). The need 
for supervision because of behavioural difficulties in particular, 
therefore, is especially apparent. 
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Table 25 summarizes the relationship between dependency levels (with 
Levels 1, 2 and 3 combined) and care groups in the hospital population. 
It shows that, in all eight care groups, the number of Level 4 

Care Group 

Elderly 

Multiply handicapped 

Adolescent 

Admission/short-term treatment 

Semi-secure 

Behaviourally disturbed 

Chronic/recurrent psychiatric 

Rehabilitation/pre-discharge 

Total: 

DTMH 
Levels 1,2,3 

22 ( 4%) 

13 ( 2%) 

1 ( 0%) 

4 ( 1%) 

0 ( 0%) 

2 ( 0%) 

10 ( 2%) 

48 ( 9%) 

100 (18%) 

DTMH 
Levels 4A,4B,4C 

42 ( 8%) 

140 (25%) 

11 ( 2%) 

21 ( 4%) 

17 ( 3%) 

134 (24%) 

36 ( 6%) 

56 (10%) 

457 (82%) 

64 (12%) 

153 (28%) 

12 ( 2%) 

25 ( 4%) 

17 ( 3%) 

136 (24%) 

46 ( 8%) 

104 (19%) 

557 (100%) 

TABLE 25: Crosstabulation of D'll1H dependency levels and care groups 

individuals exceeded that for the other three levels combined. This 
was most pronounced for the semi-secure, behaviourally disturbed, 
multiply handicapped and adolescent groupings. Substantial minorities 
from the chronic psychiatric, the elderly and (in particular) the 
rehabilitation care groups did fall into Levels 1, 2 or 3, however. 

The relationship between dependency level and level of intellectual 
functioning is summarized in Table 26. As expected, Levels 1, 2 and 
3 were all more frequently encountered in the mildly mentally 
handicapped population (IQ 50+) than in the profoundly mentally 
handicapped (IQ <20). Distribution within Level 4B (which was 
characterized primarily by behavioural difficulties) was similarly 
related to IQ, while the opposite was true for each of Levels 

I 

DTMH Level SO+ 20-49 <20 

Level 1 2 ( 2%) 2 ( 1%) 0 ( 0%) 

Level 2 22 (19%) 45 (19%) 4 ( 2%) 

Level 3 11 (10%) 9 ( 4%) 5 ( 3%) 

Level 4A 8 ( 7%) 41 (17%) 75 (37%) 

Level 4B 69 (59%) 119 (50%) 70 (34%) 

Level 4C 4 ( 3%) 21 ( 9%) so (24%) 

Total: 116 (100%) 237 (100%) 204 (100%) 

TABLE 26: Relationship between IYI'MH dependency level and IQ 
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4A (mobility problems) and 4C (incontinence difficulties): they were 
both encountered considerably more frequently amongst the profoundly 
mentally handicapped. This difference between the IQ groups in terms 
of distribution of DTMH dependency levels was highly significant 
(X' = 118, df = 10, p <0.001). 

The breakdown of dependency levels by individual wards within the 
hospital is shown in Table 27. Wards are listed in the same order 
as in previous tables, although here percentages rather than absolute 
numbers of patients are presented. 

Erne 
Ennis 
Firgrove 

Greenan 
Finglass 
Mayola 
Rathmore 
Rathmullan 
Cloonshee 

Conicar 

Movilla B 
Fintona South 

Movilla A 
Fintona North 

Cushendall 
Cushendun 
Moylena 
Foybeg 
Fennor 

Mallow 
Moyle 

Birchill 
Hillcrest 

1 

0 
4 
0 

0 
0 
0 
0 
0 
0 

0 

0 
0 

0 
0 

0 
0 
0 
4 
0 

0 
0 

0 
9 

2 

25 
50 

0 

17 
3 

14 
0 
0 
0 

22 

6 
7 

6 
6 

3 
12 

4 
11 
11 

29 
17 

0 
45 

DTMH Dependency Level 

3 

0 
0 

14 

11 
6 
3 
0 
0 
0 

0 

11 
14 

6 
6 

0 
6 
0 

11 
0 

0 
0 

30 
14 

4A 

so 
14 
71 

37 
58 
28 
80 
90 
27 

4 

0 
7 

0 
0 

7 
0 
0 
0 
0 

4 
0 

0 
0 

4B 

4 
18 

0 

20 
19 
33 

4 
3 

17 

61 

83 
71 

88 
88 

66 
69 
92 
61 
89 

42 
83 

70 
32 

Table 27: Dependency levels within wards 

4C 

21 
14 
14 

14 
14 
22 
16 

7 
57 

13 

0 
0 

0 
0 

24 
13 

4 
14 

0 

25 
0 

0 
0 

100% 
100% 
100% 

100% 
100% 
100% 
100% 
100% 
100% 

100% 

100% 
100% 

100% 
100% 

100% 
100% 
100% 
100% 
100% 

100% 
100% 

100% 
100% 

The data are fairly self-explanatory. The ten wards designated 
primarily for the care either of behaviourally disturbed indi victuals, 
adolescents, or those requiring either admission/ short-term treatment 
or semi-secure facilities (ie those listed between Conicar and Fennor 
in Table 27) all had over 60% of their patients in DTMH Level 4B. 
Indeed, half of those wards had over 80% of their patients identified 
at that particular dependency level. Only Birchill (70%, one of 
the two wards in the hospital specializing in rehabilitation 
training) and Moyle (83%, catering predominantly for psychiatric cases) 
had a similarly high percentage of DTMH Level 4B patients. 
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Levels 4A (mobility problems) and 4C (continence difficulties) were 
particularly prevalent in the nine wards listed first in Table 27 
(ie those dealing specifically with elderly and multiply handicapped 
individuals). One of the wards for elderly patients, however (Ennis), 
had over half its population assigned to Levels 1 or 2. Only Hillcrest 
(the other ward providing specialized rehabilitation training) 
had an equally high percentage of such relatively independent 
patients: 9% in Level 1, 45% in Level 2 and 14% in Level 3. 

3.3 Placement Categories 

Each multidisciplinary ward review team had been asked to indicate 
what it considered to be the most appropriate form of residential 
placement for the various patients under its charge, both immediately 
and in approximately 6-18 months' time. Four options were available, 
depending on locality (ie whether in hospital or in the community) 
and on the amount of supervision and support considered likely to be 
required. 

Table 28 presents the relevant data. The various options are listed 
in order of increasing supervision, with fairly independent community 
accommodation at the top and hospital care at the bottom. Indeed each 
of the first three options relate to community provision, with only 
the last of the four referring to hospital care. The phrase "community 
accommodation" has been used to signify any type of facility in the 
community, whether registered as a nursing home or as a residential 
home. 

Proposed Form of Residential Acccxrm:xlation 

Carmunity accarrrodation providing minimum supervision 

Camrunity acccxrm:xlation providing rooderate supervision 

Carmunity accarrrodation providing nrucimum supervision 

Hospital care 

Total: 

Fr~uency 

Now 6-18 M)nths 

4 ( 1%) 15 ( 3%) 

15 ( 3%) 35 ( 6%) 

157 (28%) 237 (42%) 

381 (68%) 270 (48%) 

557 (100%) 557 (100%) 

TABLE 28: Proposed residential accommodation, both now and in a further 
6-18 months approximately 

Just over two-thirds of the population (68%) were recorded as likely 
to require hospital care for at least the next few months,· although 
significantly fewer than that (48%) were envisaged as needing hospital 
provision on a longer-term basis. There were corresponding increases 
in the overall proportions of the population considered most 
appropriately placed in all three types of community accommodation 
over the next number of months, although the vast majority of those 
deemed suitable for discharge were recorded as requiring a "maximum" 
degree of supervision: 89% of the 176 individuals who could be 
discharged immediately, and still some 83% of the 287 recorded as 
appropriately placed in the community by the end of the next year-and-
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a-half. The implications of this for the types of residential 
accommodation that will need to be provided in the various Community 
Units over the next while are obvious, with a tendency towards higher 
rather than lower levels of staffing and general support. 

Table 29 summarizes, in terms of "hospital" and "community" provision 
only ( ie without a further breakdown of the various community options 
into differing levels of support provided), the recommended residential 
placements for each patient both now and in a further 6-18 months' 

Proposed Residential Placements 

Hospital 
Community 
Hospital 

Total: 

6-18 Months 

- Hospital 
- Community 
- Community 

Frequency 

269 
176 
112 

(48%) 
(32%) 
(20%) 

557 (100%) 

TABLE 29: Proposed residential placements, both now and in a further 
6-8 months approximately 

time. One patient was actually considered as suitable for community 
placement immediately, but likely to deteriorate to the extent of 
requiring long-term hospital care within the next year or so. For 
the sake of simplicity, however, he will be considered throughout the 
remainder of this report as belonging to the first of the three 
subgroups presented in Table 29. 

Almost half the population ( 48%) were identified as being likely to 
require hospital care on a continuing and probably long-term basis. 
A further third (32%) were recorded as being suitable for immediate 
discharge from the hospital. And the remaining fifth (20%) were 
reported as requiring a further period of treatment and/ or training 
inside the hospital before eventual (ie in about 6-18 months' time) 
discharge into the community. These three groupings will be referred 
to extensively throughout the remainder of this report, and for ease 
of reference will hereafter be called simply the "long-term hospital" 
group, the "community" group and the "short-term hospital" group 
respectively. 

Notwithstanding the overall levels of dependency and disability 
encountered in the population as a whole, it is clear from Table 28 
that a good many of the patients - slightly in excess of half of them, 
in fact - had been identified as being most appropriately cared for 
in the longer term in community rather than in hospital facilities. 
As such, it is likely that any proposed "core" hospital of the future 
could be anything up to 50% smaller in size than the present 
establishment. 
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X
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tests were used to identify distinguishing characteristics of the 
placement category subgroups. They compared the three groupings across 
all appropriate variables separately, and the results of each test 
are summarized fully in Appendix III. Variables which indicated 
significant differences between the three subgroups are discussed below, 
in the following three sections of this report. 

Just before then, however, it is perhaps worth noting that a number 
of variables did not suggest any significant differences between the 
three subgroups. These included sex, number of previous admissions 
to Muckamore Abbey, vision and hearing abilities, use of aids or 
appliances, epilepsy frequency (and use of medications for same), and 
requirement or receipt of services from speech therapy, occupational 
therapy, physiotherapy, orthotics, dietetics and dentistry. In terms 
of each of these thirteen variables, therefore, all three placement 
category subgroups may be considered as essentially paralleling the 
distribution of the population as a whole. 

3.3.1 The Long-Term Hospital Group 

This is the group which, provided it does indeed prove possible to 
secure appropriate community accommodation for every patient identified 
as suitable for discharge, will form the major part of any proposed 
core hospital of the future. Interestingly, it was also the group 
which most closely approximated the overall current population in terms 
of IQ: a third (33%, 89 individuals) were profoundly mentally 
handicapped (IQ < 20), almost a half (45%, 122) were in the 
severe/moderate category of handicap (IQ 20-49), and about a fifth 
(22%, 58) had IQs over 50. 

The long-term hospital (1TH) group tended to have more individuals 
over the age of 40 years (53%), although fewer who had been admitted 
to hospital before the age of 10 years. Relatively fewer had been 
in hospital for under one year (1% only). 

Perhaps surprisingly, patients in the 1TH group tended to be better 
than the population as a whole in terms of language skills, with a 
smaller proportion having no comprehension and/or expression abilities 
at all. More of them used speech (56%). As far as toileting and self
help skills were concerned, they tended to require a cer.tain degree 
of assistance, rather than to be either completely proficient or 
completely dependent on others. 

The major distinguishing feature of the 1TH group, however, was the 
tendency for them to have a significantly higher proportion of severe 
behavioural problems. Indeed of the six behavioural categories 
considered, only in the case of delinquent behaviour were fewer than 
10% recorded as presenting a severe management problem. Conversely, 
well over a third of cases were identified as such for both aggressive
destructive and disruptive-hyperactive behaviour. Significantly more 
of them were reported to have had a history of past behavioural problems 
too. 

Severe psychiatric illnesses were also more common in the 1TH group, 
with relatively more cases of the major psychoses (ie schizophrenia, 
depression and manic depression: 19%), organic psychosis (13%) and 
dementia (6%) than in the population as a whole. Correspondingly fewer 
individuals in this subgroup (43%) had never been attributed a 
psychiatric diagnosis at all. 
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Use of medication was more common in the long-term hospital group, 

with only 6% on no medication wha t e ver. Thi s t r end was e vi dent for 

all classes of medication (sa v e f or epi l e psy ) , al t hough it was 

particularly pronounced in the case of psychiat ric /psychological 

problems. 

Not surprisingly, in view of the high incidence of behaviour problems 

already commented upon, the majority of patients in the LTH group 

(64%) fell into Level 4B on the DTMH dependency system. This compares 

with a figure of only 46% for the hospital as a whole. Levels 1, 

2 and 3 were relatively under-represented, on the other hand, as indeed 

was Level 4C (incontinent patients). The core hospital of the future 

is very likely to have a higher proportion of behaviourally disturbed 

residents, therefore, although with a smaller number of individuals 

with incontinence difficulties. 

Apart from an increased incidence of disturbed individuals (including 

those who require a semi-secure environment), the elderly care group 

was also particularly represented in the long-term hospital group. 

There were fewer multiply handicapped and rehabilitation cases, however. 

The majority (64%) of patients who were currently attending no off

ward daytime placements were from the long-term hospital group, although 

increased provision in the form of Behaviour Nurse Therapy Department 

and day centre places had already been proposed for them. Of the other 

professional services available, social work was identified as being 

relatively unlikely to be required by the LTH group, while general 

nursing, general and specialist medicine, psychiatry and chiropody 

were all recorded as being particularly appropriate and necessary. 

3.3.2 The Community Group 

Patients resettled from Muckamore Abbey in the past have tended to 

be relatively able and less dependent. Those identified as being 

suitable for immediate discharge in the present survey also included 

a relatively large proportion of DTMH Level 1 and 2 individuals (26% 

of the community subgroup only, or 60% of the entire hospital population 

of Level 1 or Level 2 individuals). A significant number (32%) were 

from the rehabilitation/pre-discharge care group too. 

The majority of patients in the community subgroup, 

considerably less able and more dependent than these. 

them were in DTMH Level 4A (mobility problems), with 

in Level 4C (incontinence difficulties). Almost half 

were from the multiply handicapped care group. 

however, were 
Indeed 30% of 
a further 2 7% 
of them ( 4 7%) 

It is clear, therefore, that the community group represents at least 

two discrete subgroups of individuals - the relatively independent, 

and those who, although of very low ability and with a marked degree 

of dependence on others, nevertheless present with no signficiant 

additional problems as to require them to be cared for in a hospital 

environment. 
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Both subgroups did share at least one common characteristic, however: 

they showed relatively few behavioural problems of any kind (either 

presently or in the past) . They were also less likely to have had 

any history of psychiatric disturbance - particularly involving the 

major psychoses - or to be in receipt of medication of any kind 

( excluding anti-epileptic medication, of course, which was independent 

of placement category). 

Almost half the community group (48%) were profoundly mentally 

handicapped (IQ 20), and a relatively large number of them (39%) had 

been admitted to hospital before the age of 10 years . (These figures 

compare with 37% and 25% for the hospital as a whole . ) Also, 

significantly more of the community group had been in Muckamore Abbey 

for more than 20 years (58%, as compared to an overall hospital figure 

of 49%). 

Relatively few of the patients in this group were fully ambulant (46%), 

while significantly more of them were reported as having additional 

physical disabilities or illnesses, and with corresponding limitations 

on their daily living activities. Communication, toileting and self

help skills were all relatively less advanced in the community group 

than in either of the other two placement categories, and indeed they 

were totally absent in a substantial number of cases. 

Not surprisingly, the major daytime placement need for this group was 

noted in a significant number of cases to be a profound unit (38% 

immediately, 47% in the future). Social work was identified as being 

particularly appropriate, with each of psychology, psychiatr~, general 

nursing, general and specialist medicine and chiropody being required 

to a lesser degree than for the hospital as a whole. 

3.3.3 The Short-Term Hospital Group 

The short-term hospital (STH) group was in many ways the opposite of 

the community group - or at least of the major part of the community 

group. There were fewer profoundly mentally handicapped individuals, 

for example, and proportionally more with IQs over 50 (27% and 33% 

respectively). They also tended to be relatively younger, with not 

so many over the age of 40 years. Indeed, just over a third (34%) 

were in their 20s, with another third (35%) in their 30s. 

Relatively more had been admitted to Muckamore Abbey in their 20s (28%), 

although their most common age of admission was between 10 and 19 years 

(31%). They formed the major part of those patients from all three 

subgroups who had been in hospital for less than five years (46%) and, 

in particular, for less than one year (67%). 

Significantly fewer STH patients were in hospital on a Voluntary basis 

(74%, as opposed to well over 90% for each of the other two placement 

subgroups). Patients detained under Part II in particular of the 

N Ireland Mental Health Order (1986), were correspondingly over

represented (21%). 

Physical health and ability was relatively better in the STH group 

than in either of the others. More of them were fully ambulant ( 78%) 

and language, toileting and self-help skills were all relatively more 

advanced. A greater proportion was receiving no medication at all 

(21%, as opposed to an overall hospital figure of 12%). This was 

especially true for medications prescribed for health-related reasons. 
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There was relatively more psychiatric illness in the short-term hospital 
group, with over a third ( 34%) of all cases of schizophrenia in the 
hospital. Aggressive-destructive behaviour, offensive habits and self
injurious behaviour were encountered with neither greater nor lesser 
frequency than in the population as a whole, although delinquent 
behaviour in particular was relatively more common in the STH group 
( 12% presenting with a mild management problem in that area, and a 
further 13% with a severe behaviour problem). Noncompliance was 
considered a problem in relatively more of this group than in either 
of the others (62%), as indeed were mild (although not severe) incidents 
of disruptive-hyperactive behaviour. Previous episodes of behavioural 
difficulties (ie prior to the past two years) were also recorded with 
greater frequency in the short-term hospital group (88%). 

Fewer STH patients were assigned to DTMH Levels 4A or 4C, with 
proportionally greater numbers in Level 4B (56%) and Level 3 (10%). 
Indeed almost half (46%) of all Level 3 patients were in the short
term hospital group. This is not surprising, however, given that Level 
3 includes all patients who fail to gain assignment to Levels 1 or 
2 solely on the basis of Detained legal status - and as has already 
been noted, the STH group contained a relatively larger number of 
patients who were detained under current mental health legislation. 

The admission/short-term treatment, chronic psychiatric and 
rehabilitation care groups were all relatively well represented in 
the short-term hospital group, while the elderly and multiply 
handicapped care groups were correspondingly under-represented. A 
significantly greater number attended the ATC department in the 
hospital, with fewer at the unit specifically for profoundly handicapped 
patients. 

General nursing, general medicine and chiropody were all recorded as 
being relatively less frequently required by the STH group, whereas 
social work and psychology were noted to be in particular demand. 

3.3.4 Placement Category Subgroups : Concluding Comments 

The major similarities and differences between the three placement 
category subgroups are summarized overleaf, in Table 30. The long
term hospital group was essentially older than the other two, of medium 
ability in terms of communication, toileting and self-help skills ( ie 
requiring some degree of assistance only), and with a higher prevalence 
of severe behaviour problems and major psychiatric illness. 

The short-term hospital group was both the brightest and the youngest 
of the three, with a significant number on detention orders. 
Communication, toileting and self-help skills were advanced, and overall 
physical status was also better. Severe psychiatric ill~ess and 
behaviour problems (particularly delinquent behaviour) were common. 

The community group appeared to be made up of two separate subgroups 
of patients. Some were fairly able and relatively independent, although 
a much bigger proportion than in any of the other placement categories 
was profoundly mentally handicapped. They tended to have been in 
hospital for relatively longer, and their communication, toileting 
and self-help skills were particularly deficient. Behaviour problems 
and/or psychiatric illnesses were relatively rare. 
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Age, IQ and 
Legal Status 

Communication, 
Toileting and 
Self-Help Skills 

Behaviour Problems 

Psychiatric Illness 

Major DTMH Levels 

Major Care Groups 

Major Daytime 
Placements 

Major Specialist 
Services Provided/ 
Required 

Community Group 

More profoundly 
handicapped 

Poor or absent 

No (or mild only) 

None 

l; 2; 4A; 4C 

Multiply handicapped 

Profound unit 

Social work 

Short-Term 
Hospital Group 

Younger and brighter; 
tend to be detained 

Good 

Yes (especially delinquent 
behaviour) 

Yes (especially psychoses) 

3; 4B 

Admission/short-term 
treatment; rehabilitation; 
chronic psychiatric 

ATC 

Psychology; social work 

Long-Term 
Hospital Group 

Generally older 

Medium (ie some help 
generally required) 

Severe (though not so 
much delinquent behaviour) 

Yes (all major forms) 

4B 

Disturbed; elderly; 
semi-secure 

w 
N 

Behaviour Nurse Therapy Department; 
day centre; ward-based 

Psychiatry; general nursing; 
general and specialist 
medicine; chiropody 

TABLE 30: Summary of major similarities and differences between the three placement categories 
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The distribution of patients within each placement category across 

the various wards in the hospital is presented in Table 31. No ward 

Erne 
Ennis 
Firgrove 

Greenan 
Finglass 
Moyola 
Rathmore 
Rathmullan 
Cloonshee 

Conicar 

Movilla B 
Fintona South 

Movilla A 
Fintona North 

Cushendall 
Cushendun 
Moylena 
Foybeg 
Fennor 

Mallow 
Moyle 

Birchill 
Hillcrest 

Total: 

Short-Term 
Community Gr oup Hospital Group 

3 (12%) 
7 (32%) 
3 (43%) 

8 (23%) 
11 (31%) 
16 (44%) 
20 (80%) 
13 (43%) 
22 (73%) 

8 (35%) 

1 ( 6%) 
4 (29%) 

3 (18%) 
0 ( 0%) 

8 (28%) 
9 (28%) 
1 ( 4%) 
7 (25%) 
3 (ll%) 

11 (46%) 
6 (25%) 

2 (20%) 
10 (46%) 

176 (32%) 

0 ( 0%) 
3 (14%) 
0 ( 0%) 

6 (17%) 
5 (14%) 
3 ( 8%) 
1 ( 4%) 
7 (23%) 
4 (13%) 

5 (22%) 

7 (39%) 
5 (36%) 

5 (29%) 
7 (41%) 

9 (31%) 
8 (25%) 
1 ( 4%) 
4 (14%) 
4 (14%) 

6 (25%) 
5 (21%) 

8 (80%) 
9 (41%) 

112 (20%) 

Long-Term 
Hospital Group 

21 (88%) 
12 (54%) 

4 (57%) 

21 (60%) 
20 (56%) 
17 (47%) 

4 (16%) 
10 (33%) 

4 (13%) 

10 (43%) 

10 (56%) 
5 (36%) 

9 (53%) 
10 (59%) 

12 (41%) 
15 (47%) 
24 (92%) 
17 (61%) 
21 (75%) 

7 (29%) 
13 (54%) 

0 ( 0%) 
3 (14%) 

269 (48%) 

Total 

24 (100%) 
22 (100%) 

7 (100%) 

35 (100%) 
36 (100%) 
36 (100%) 
25 (100%) 
30 (100%) 
30 (100%) 

23 (100%) 

18 (100%) 
14 (100%) 

17 (100%) 
17 (100%) 

29 (100%) 
32 (100%) 
26 (100%) 
28 (100%) 
28 (100%) 

24 (100%) 
24 (100%) 

10 (100%) 
22 (100%) 

557 (100%) 

TABLE 31: Distribution of the placement categories, by ward 

was catering for patients from a single category, and indeed the vast 

majority of wards (19) had patients from all three subgroups. Six 

wards did have over 70% of their population from a single placement 

category, however. 

If a worthwhile and realistic core hospital of the fu t ure is indeed 

to be effected, based on the notion of a "centre of excellence" in 

the provision of mental handicap services, then clearly the question 

of rationalization of current provision within wards will need to be 

addressed directly, and throughout the entire hospital site. 
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One aspect of a core hospital is already clear, however: the overall 

dependency level in the future is bound to be higher than at present. 

This is readily discernible from Table· 32, which shows the percentages 

of patients in each dependency level throughout the three placement 
categories separately, as well as for the hospital population as a 

whole. 

Short-Term Long-Term Total 
DTMH Level Community Group Hos2ital Group Hos2i tal Grou Q Population 

Level 1 2% 0% 0% 1% 

Level 2 23% 11% 7% 13% 

Level 3 5% 10% 2% 4% 

Level 4A 30% 13% 21% 22% 

Level 4B 13% 56% 64% 46% 

Level 4C 27% 10% 6% 14% 

Total: 100% 100% 100% 100% 

TABLE 32: Relationship between placement category and dependency level 

By comparing the percentages at each dependency level in the long-term 

hospital group with the corresponding figures for the population as 
a whole (ie the two columns at the right of the table), it is clear 

that there is likely to be a drop in the overall proportion of every 

dependency level bar one over the course of the next few years. The 

exception is for Level 4B individuals ( severe behavioural problems), 

where the expectation is rather for a considerable rise in overall 

proportion, from the current level of less than half ( 46%) to almost rt 
two-thirds (64%) of the population. The future core hospital is not r 

only likely to be smaller than the present establishment, therefore, 

but also to have a significantly increased proportion of behaviourally 

disturbed individuals. Indeed even since April 1991, the percentage 
of Level 4 patients in the hospital has risen by a full 2% ( from 44 

to 46%). 

All of this depends on patients from the community and the short-term 

hospital groups being successfully resettled, of course. Table 32 

shows that just under a third (30%) of patients in the community group 

were in DTMH Levels 1, 2 or 3. The remaining two-thirds, however (70%), 

were in Level 4 - indicating quite a substantial degree of dependence 

on others. These indi victuals are clearly going to require a very 

specialized form of community accommodation indeed if a realistic 

discharge from the hospital is to be effected for them. Gertainly 

appropriate community placements for such a large number of highly

dependent people are not available at present, and until they do become 
so a significant reduction in the number of hospital patients - even 

among those already identified as not requiring hospital care - will 
simply not be possible. 

The Community Units of Management throughout the Northern and Eastern 
Boards have obviously an extremely important role to play in the whole 

process of resettling patients from Muckamore Abbey. The following 

chapter of this report looks at the level of community contacts within 

the hospital population, and at the issue of identifying a relevant 

and appropriate Community Unit for every individual. 
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Chapter 4 Community Contacts and Affiliation 

4.1 Contacts with Next-of-Kin and Others 

Information concerning the next-of-kin (NOK) of the patients was 
collected in terms of both the legal NOK and the "practical" NOK (with 
the latter defined as the person - who may or may not be the legal 
NOK as well - who is most directly and practically concerned with the 
patients' affairs). Only 16 residents (3% of the total) had no NOK 
who was known to the hospital, while the legal and practical NOK were 
recorded as different individuals in the case of some 66 patients 
( 12%) al together. In only 43 of these cases, however ( ie 8% of the 
total), were the legal and practical NOK actually living at different 
addresses. 

Parents, as can be seen from Table 33, were the most frequently 
reported NOK, representing well over half the population in terms 
of both legal (63%) and practical (58%) NOK. The difference in these 

Freguency 

Relationship Legal NOK Practical NOK 

Spouse 4 ( 1%) 3 ( 1%) 
Parent 349 (63%) 322 (58%) 
Child 1 ( 0%) 1 ( 0%) 
Sibling 137 (25%) 156 (28%) 
Other so ( 9%) 59 (ll%) 
None 16 ( 3%) 16 ( 3%) 

Total: 557 (100%) 557 (100%) 

TABLE 33: Relationship of next-of-kin (NOK) 

two frequencies no doubt reflects the age and increasing fraility 
of a number of the patients' relatives: they are simply no longer 
able to keep in regular contact with their son or daughter, and have 
to rely on someone else (a sibling of the patient, very often) to 
maintain that contact for them. Siblings were recorded as the legal 
NOK in 25% of cases and as the practical NOK in 28%. Only one 
individual was recorded as having a child as NOK, and only four as 
being married. 

Table 34 summarizes the extent of contact between the patients and 
their NOK, in terms of both "overnight contacts" (ie involving at least 
one overnight stay away from Muckamore Abbey) and "daytime ·contacts" 
(visits inside or outside the hospital, but not actually involving 
any overnight leave). This was recorded for the legal and practical 
NOK separately. 
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Overnight Contacts Daytime Contacts 
legal ITTK Practical ITTK legal ITTK Practical NOK 

Weekly/fortnightly 27 ( 5%) 28 ( 5%) 169 (:JJ%) 178 (32%) 
fvbnthly/quarterly 29 ( 5%) :J) ( 5%) 153 (28%) 162 (29%) 
Half-yearly 13 ( 2%) 13 ( 2%) 35 ( 6%) 36 ( 7%) 
Yearly 16 ( 3%) 16 ( 3%) 55 (10%) 52 ( 9%) 
less than yearly/never 472 (85%) 470 (84%) 145 (26%) 129 (23%) 

Total: 557 (100%) 557 (100%) 557 (100%) 557 (100%) 

TABLE 34: Frequency of contact with next-of-kin (NOK) 

The vast majority of patients (around 85%) had either no or virtually 
no overnight contact with their NOK, although a significant number 
(approximately 5%) did have such contact on at least a fortnightly 
basis. Interestingly, the frequency of overnight contact with the 
practical NOK was only marginally higher than that for the legal 
NOK - suggesting that where a practical NOK is involved, his/her contact 
is restricted to daytime visits and outings only. 

As expected, the level of daytime contacts was considerably higher 
than for overnight contacts, and for both legal and practical NOK. 
Around 30% of the population had at least a fortnightly visit from 
their NOK, with a comparable number receiving at least a three-monthly 
visit. Just under a quarter of the total either never or only very 
rarely indeed ( ie less than annually) received a daytime visit from 
their NOK. 

All told, therefore, in view of the ages of the residents, of the fact 
that the hospital has traditionally served a very wide catchment area 
indeed, and, perhaps particularly, of the length of time that a good 
many of the patients had been in hospital (see above, Table 6, for 
details) the level of NOK contact in Muckamore Abbey must be considered 
as extremely high indeed. 

Not all NOK would be favourably disposed to plans for their relatives 
to be discharged from the hospital, however. This is clear from Table 
35, which summarizes the NOK attitudes to a possible discharge (in 
general terms only, and as based on nursing or social work staff reports 
on individuals' perceptions, in the main). It also gives an indication 
of how the patients themselves were reported to view such a 
possibilility. 

Attitude to Possible Discharge 

Highly favourable 
Favourable, but with sare reservations 
Indifferent 
Against 
Not known 

Total: 

legal ITTK 

41 ( 7%) 
99 (18%) 
18 ( 3%) 

140 (25%) 
259 (47%) 

557 (100%) 

Practical MJK Patient 

40 ( 7%) 64 (12%) 
101 (18%) 45 ( 8%) 
18 ( 3%) 217 (39%) 

139 (25%) 39 ( 7%) 
259 (47%) 192 (34%) 

557 (100%) 557 (100%) 

TA&E 35: Next-of-kin and patient attitu:les to pcss:ible dis:harge fum hoopital 
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Given that in approximately 90% of cases the legal and practical NOK 
were recorded as being the same individual ( or at least as husband 
and wife), it is not surprising that the attitudes to discharge of 
the two categories of NOK were highly similar. A quarter of the 
population were known to have NOK who would be favourable to the 
possibility of discharge from Muckamore (albeit, in the majority of 
such cases, with some degree of reservation). A further 3% were known 
to be indifferent about such a prospect, while the opinions of almost 
half the NOK were simply not known. A substantial minority, however 
( 25% of the population) were known to be against the whole idea of 
discharge from the hospital. 

As far as the patients themselves were concerned, only 7% were recorded 
as being definitely against a possible discharge, with a further 20% 
being either favourably or highly favourably disposed to such a 
suggestion. Almost three-quarters of the population (73%) were 
recorded as either "indifferent" or "not known", which is no doubt 
at least partly a reflection of the very poor cognitive abilities (and 
in particular, communication skills) of a sizeable number of the 
patients. 

In general, though, the patients themselves would tend to view 
resettlement in the community in a somewhat more positive vein than 
would their NOK. Even so, there remains a substantial amount of work 
to be done, with both patients and NOK alike, if the number of 
discharges projected above (in Chapter 3) is to be realised in a wholly 
satisfactory and agreed manner. 

One thing which might help in this respect would be an increased use 
of community placements on a temporary basis by hospital residents, 
so as to present them with alternatives to institutional living and 
thereby to remove what is no doubt one of the greatest obstacles to 
their acceptance of the notion of discharge: a total ignorance (in 
practical terms) of any alternatives. Only 15% of the population 
( ie 87 patients) were recorded as having had at least some 
contact - usually involving overnight stays - with one or more community 
residential facilities either immediately prior or subsequent to 
admission to hospital. 

Contacts other than with the named NOK were also recorded. Some 6% 
(34) of the population were noted to have significant contacts with 
other (non-patient) individuals, while slightly fewer than that number 
(5%, 26) were reported to have equally significant relationships with 
other residents - ie to the extent that plans for the possible discharge 
of one individual would need to be taken only in conjunction with 
similar plans for the other. These figures represent the extent of 
more than simply casual acquaintances, therefore. 

4.2 "Owning" Community Units of Management 

As was mentioned in the opening chapter of this report, one of the 
main aims of the survey has been to identify the currently most 
appropriate and meaningful Community Unit for every resident. Erstwhile 
affiliation had been on the basis of either home address or source 
of current admission - although clearly, in view of the very long time 
indeed that many of the population have been in Muckamore Abbey, the 
original Unit may no longer be the most appropriate one to target in 
terms of a possible discharge, etc. 
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The multidisciplinary team involved with each case made a suggestion 
(based on the present address of the NOK in the main, but also on the 
extent of contact with the NOK and on the home address at time of 
admission, etc.) as to which particular Community Unit should be 
approached with a view to accepting "ownership" of the patient. 
Only a very small number of the multidisciplinary teams' suggestions 
were queried, and it was possible to quite quickly reach agreement 
with the appropriate Community Units throughout the Eastern and Northern 
Boards (ie the traditional catchment population of the hospital) in 
respect of each of their charges. (The WHSSB and SHSSB have to date 
not been involved in that process - the figures that follow for each 
of those two Boards, therefore, are as yet unconfirmed.) Patients 
for whom no single Community Unit could be readily identified were 
accepted by Bannside Unit if there was an affinity with the NHSSB in 
general, or else by North and West Belfast Community Unit. 

The breakdown of the population by Community Unit/Area Board is 
presented in Table 36. Almost two-thirds of the population (65%) had 
been "owned II by Units in the EHSSB, with a further 29% by the NHSSB. 

Community Unit/Area Board Frequency 

North and West Belfast 108 (19%) 
North Down and Ards 68 (12%) 
South and East Belfast 131 (24%) 
Down and Lisburn 56 (10%) 

Bannside SS (10%) 
Causeway 41 ( 7%) 
Loughside 64 (12%) 

SHSSB 17 ( 3%) 
WHSSB 17 ( 3%) 

Total: 557 (100%) 

TABLE 36: Breakdown of the population by community unit/area board 

The Southern and Western Boards each had 17 patients (3%) only. The 
Unit with the largest percentage of pati ents was South and East Belfast 
(24%) closely followed by North and West Belfast (19%). The remaining 
Units in both the Northern and Eastern Boards had between 12% and 7% 
of the population each. 

Not only did the multidisciplinary teams recommend a particular Unit 
for each resident, they also indicated the degree of "rele~ance" of 
that Unit for the individuals concerned. In terms of a possible 
discharge speci fically to the "owni ng" Community Unit, therefore, this 
was rated on a four-poi nt scale from being "important" to actively 
"to be avoided". The relevant data are summarized in Table 37, which 
shows that the link between the patients and their "owning" Unit was 
considered as important in almost half the cases (49%) and as at least 
desirable in a further 29%. It did not seem to be particularly 
important either way in about a fifth of cases (19%) and it was actively 
to be avoided in the remaining 3% of patients only. 
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Relevance of Community Uni t 

Important 
Desirable 
Not at all important 
To be avoided 

Freq uency 

273 (49%) 
159 (29%) 
106 (19%) 
19 ( 3%) 

Total: 557 (100%) 

TABLE 37: Relevance of "owning" community units 

All told, almost 80% of the population were recorded as still having 
at least a reasonably strong link with an identified Community Unit. 
Given that a large number of the patients had been in Muckamore Abbey 
for a very long period of time (see Table 6 for details), this can 
only be considered as an extremely high figure indeed. It also 
underlines the necessity to take possible links with Community Units 
of Management fully into account when discussing patients' suitability 
for resettlement, etc. 

Table 38 presents details of the numbers of residents considered 
likely/not likely to be discharged from the hospital to each of the 
"owning" Community Units separately. The breakdown is in terms of 
the three placement categories identified above, in Chapter 3. Please 
note that the percentages refer to the numbers in each placement 
category withi n each Unit/Area Board individually. 

uxrrnunity Unit/ Short-Term Long-Tenn 
Area P.oard O:mrrunity Grou12 HosQital Grot.1Q HosQi tal GrouQ Total 

North and West Pelfast 31 (29%) 36 (33%) 41 (38%) 108 (10'.1%) 
North wwn and Ards 24 (35%) 12 (18%) 32 (47%) 68 (10'.1%) 
South and East Pelfast so (38%) 20 (15%) 61 (47%) 131 (10'.1%) 
Ibwn and Ll.sburn 17 (30%) 11 (20%) 28 (50%) 56 (100%) 

funnside 20 (36%) 11 (20%) 24 (44%) SS (10'.1%) 
Causeway 7 (17%) 9 (22%) 25 (61%) 41 (100%) 
loughside 18 (28%) 11 (17%) 35 (55%) 64 (100%) 

SHSSB 5 (29%) 0 ( 0%) 12 (71%) 17 (100%) 
WHS.SB 4 (24%) 2 (12%) 11 (65%) 17 (100%) 

Total: 176 (32%) 112 (20%) 269 (48%) 557 (10'.1%) 

TABLE 38: Distribution of placement categories, by community unit/ 
area board 

The overall percentages of patients considered as suitable for 
resettlement over the next 18 months or so is 47% for the three NHSSB 
Units and 55% for the four Units in the EHSSB - figures which reflect 
the greater discharge rate over recent years of Northern Board than 
of Eastern Board residents. The Causeway Unit is particularly advanced 
in this respect, with only 16 patients (39% of their total) still to 
be resettled. 
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Within the Eastern Board, the Down and U .sburn Unit has the smallest 
proportion of its population yet to be discharged (50%) while the North 
and West Belfast Unit has the highest proportion (62%). North and 
West Belfast did accept "ownership" of those patients for whom no other 
appropriate Unit could be identified, however, which has perhaps 
artifically increased their proportion of the overall population 
somewhat. 

Only about a third of residents from both the Southern (29%) and the 
Western (36%) areas are likely to be discharged in the foreseeable 
future. This is not surprising, however, since the patients at present 
in hospital from those two Boards have been admitted in the main because 
of extremely problematic behaviour, and as such are likely to require 
hospital care on an on-going basis. 

Overall, the picture that emerges from the Survey is one of a continued 
need for community residential provision throughout the province, and 
particularly in the area managed by the Eastern Health and Social 
Services Board. A considerable number of patients have been identified 
as not requiring long-term hospital care. Obviously they cannot be 
successfully resettled, however, until appropriate community facilities 
are made available. Continued cooperation between the hospital and 
community sectors is clearly vital. 
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Chapter 5 Summary and Conclusions 

Chapter 1 The Survey 

This report provides details on the establishment of an information 
database in Muckamore Abbey Hospital and presents important basic 
information on every patient who had been in the hospital for longer 
than three complete months on 9 September 1991. The data had been 
checked and ratified by multidisciplinary ward review teams and 
included both standard assessment measures and clinical 
recommendations. It fell into three main categories: basic 
demographic, dependency and clinical details; needs for care, 
including requirements for hospital or community accommodation and 
specialist support services; and clarification of links with Community 
Units of Management, with a view to identifying an appropriate 
"owning" Community Unit for every patient. 

Chapter 2 Profile of the Hospital Population 

2.1.1 There were more males than females and 
( 78%) were under the age of 50 years. 
age. Moderate, severe and profound 
(IQ <50) accounted for almost 80% of the 

the majority of the patients 
56% were under 40 years of 
levels of mental handicap 

total. 

2.1. 2 Bed occupancy in the 23 wards was very high. If one ward due for 
imminent closure is excluded, it stood at over 98%. More than half 
the population had been admitted before the age of 20, and almost 
half had been in hospital for over 20 years. Some 90% were Voluntary 
patients, with the majority of the remainder detained under Part 
II of the Northern Ireland Mental Health Order. A small yet 
significant minority ( thirteen individuals) were detained under Part 
III of the Order. 

2.2.1 Sensory handicap can be difficult to assess in the mentally 
handicapped, but 20% of the population were reported as having at 
least one problem and 3% had serious problems in both vision and 
hearing. 

2.2.2 Regarding mobility, only 60% of the population could manage stairs 
independently, although a further 18% could manage single-storey 
accommodation on their own, either on foot or in a wheelchair. 18% 
needed human help even on the flat, and 4% were totally bedfast or 
chairbound. 

2.3.1 Epilepsy was very common, with 32% having seizures. 12% had 
relatively severe epilepsy, with seizures more often than monthly. 

2.3.2 Psychiatric disorders were also common, affecting 47% of the 
population at some time and being predominantly "major" in type. 

2.3. 3 Medication was used frequently for both general health (61%) and 
for psychiatric or behavioural difficulties (60%). 41% were on 
anti-epileptic medication, and only 12% were receiving no medication 
at all. 



46 of 61
BT Mod 1 Witness Statement FINAL 3 Mar 2023 & Exhibit Bundle (combined) (3342 pages) 1679 of 3342

MAHI - STM - 083 - 1679

- 42 -

2.4.1 Some 50% of the population used speech, but more than 20% had no 

effective communication at all. The remainder used either gestures 

or some other communication system (eg, Makaton). At least a basic 

level of comprehension was believed to be present in over 90% of 

cases, however. 

2.4.2 Continence was a major problem. Approximately 50% had some degree 

of difficulty in this area, of whom the majority (around a third) 

had a severe problem. 

2.4.3 Whereas some 51% were proficient in feeding skills, significantly 

fewer were proficient in dressing (27%) or in washing (18%). These 

figures reflect a considerable degree of dependence on others, with 

48% of the population needing at least some degree of help in all 

three areas. 

2 .5 Half of the population had severe behaviour problems, and of those 

the majority (almost 30%) had problems in two or more areas. All 

categories of problem behaviour were represented, but the brighter 

patients tended to have particular difficulties in noncompliant, 

delinquent, disruptive-hyperactive and aggressive-destructive 

behaviour, while the less able were more likely to have problems 

in offensive habits and self-injury. A past history of behaviour 

problems was even more common in the population (79%). 

2.6.1 A range of daytime placements was available. The majority of patients 

had some sessions off-ward, although not as yet all who might benefit. 

Deficit areas identified included provision for the elderly_ and more 

places for the most profoundly mentally handicapped. 

2.6.2 The most frequently utilized specialist services were psychiatry 

(49%) and general medicine (44%), followed by physiotherapy (28%), 

social work (27%), chiropody (25%) and general nursing (21%). Some 

services identified as required were not provided on-site, ie 

occupational therapy (15%) and dietetics (19%). Two others had 

sizable waiting lists for assessment, which indicates relative under

provision of those services: social work (16%) and psychology (12%). 

Of those patients considered likely to leave hospital in the future, 

the vast majority were recorded as likely to require the continuing 

services of a Community Mental Handicap Team. 

Chapter 3 Population Subgroups 

Three different approaches to measuring care needs were utilized: 

a practical, "care groups" approach, devised within the hospital 

itself; an objective approach using a well-known classification system 

used by the Development Team for the Mentally Handicapped (which 

was incorporated directly into the present survey); and an approach 

employing "placement categories", recommended by the multidisciplinary 

ward review teams and indicating whether individuals' needs were 

best met in hospital or in a community setting. 

3.1 The multiply han·d icap ped constituted the biggest single care group 

(28%), with the behaviourally disturbed (24%), the rehabilitation/ 

pre-discharge (19%) and the elderly (12%) all constituting sizable 

care groups as well. Some 8% had psychiatric illness as their major 
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presenting difficulty. A group requiring semi-secure provision 
accounted for 3% of the population, which although small in percentage 
terms is nevertheless the equivalent of a ward of 17 patients. Only 
2% fell into the adolescent care group, reflecting the hospital's 
current admission policy towards children. 

Wards generally accommodated patients predominantly from one particular 
care group, and six represented no more than two groups al together. 
Most wards, however, were caring for patients from a variety of care 
groups. 

3.2 The Development Team for the Mentally Handicapped (DTMH) dependency 
levels were used to give some indication of the degree of supervision 
required by individual patients. 18% of the population fell into 
Levels 1, 2 or 3 (ie the three least dependent subgroups). The vast 
majority, however, fell into Level 4A (indicating severe problems 
in mobility), Level 4B (severe behaviour problems), or Level 4C 
( incontinence difficulties): 22%, 46% and 14% respectively. Severe 
behaviour problems were clearly predominant, therefore. 

Those with severe problems in mobility or continence (ie DTMH Levels 
4A or 4C) tended to be the more severely or profoundly mentally 
handicapped, while those in DTMH Levels 1, 2, 3 or 4B tended to be 
more moderately or mildly handicapped. 

3.3 Just over two-thirds of the population (68%) were recorded as likely 
to require hospital care now, but significantly fewer (48%) on a 
long-term basis. The majority (ie well over 80%) of those considered 
suitable for community care were recorded as requiring a maximum 
degree of supervision. 

Three placement category subgroups were identified: a long-term 
hospital group (requiring hospital care on a continuing basis, 48%); 
a community group (suitable for immediate discharge from hospital, 
32%); and a short-term hospital group (suitable for discharge after 
a further period of treatment and/ or training inside hospital, 20%). 

3.3 .1 The long-term hospital group tended to be older, of medium dependency 
in terms of personal care and communication skills, and with a higher 
prevalence of severe behaviour disorder and major psychiatric illness. 

3.3.2 The community group was made up of two separate subgroups of patients. 
A number were fairly able and relatively independent, although a 
much bigger proportion than in either of the other two placement 
categories was profoundly mentally handicapped. They tended to have 
been in hospital for relatively longer, and their communication, 
toileting and self-help skills were particularly deficient. Behaviour 
problems and psychiatric illness were realtively rare, however. 

3.3 .3 The short-term hospital group was both the youngest and the brightest, 
with a significant number on detention orders. Communication and 
personal care skills were advanced, and overall physical status was 
also better. Severe psychiatric illness and behaviour problems 
(particularly delinquent behaviour) were common. 

3.3.4 The long-term hospital group had proportionally far more patients 
in DTMH Level 4B than had the population as a whole (64%, as opposed 
to 46%). This suggests that the hospital of the future will have 
a significantly increased proportion of patients who are behaviourally 
disturbed. 
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Chapter 4 Community Contacts and Affiliation 

4.1 Only 3% of the population had no known next-of-kin (NOK). 
Approximately 30% had contact with their NOK at least fortnightly, 
with a similar number at least quarterly. Only about 25% had little 
or no contact at all with their NOK. Given the wide catchment area 
of Muckamore Abbey, as well as the considerable length of time that 
a good many of its patients have been in hospital, this represents 
a significant degree of family involvement, and one which should 
obviously be taken into account in resettlement plans, etc. 

NOK and patients' attitudes to leaving hospital were recorded, if 
known. In fact, almost half the NOKs' attitudes were not known, 
and 25% of them were definitely against the possibility of their 
relatives being discharged from hospital. Patients, on the other 
hand, were less likely to be against the notion of discharge. 

A small number of patients had significant relationships with other 
residents (5%), or with other individuals in general (6%). 

4.2 Virtually two-thirds of the population (65%) were identified as 
belonging to the EHSSB, 29% to the NHSSB, and 3% each to the Southern 
and Western Boards. Attachment to particular Community Units was 
considered "important" in 49% of cases, and as at least "desirable" 
in a further 29%. 

Community Units have been given an indication of how many of their 
patients fell into each of the three placement category subgroups. 
This will allow immediate plans to be made for those in the community 
group, and will give some indication of likely future requirements 
for community placements (ie for the short-term hospital group). 

Conclusions 

The "Hospital Survey", initiated 
now become an active database, 
to the resettlement process and 
population. 

at the end of 1989 and still ongoing, has 
with essential information relating both 
to the care requirements of the hospital 

It is used to inform the planning process for both community and hospital 
services, and it allows for hospital-wide equality and uniformity in the 
selection of individuals who might be considered for community placements. 
In so doing, it enables consideration to be given to dependency levels, 
care needs and specialist services required, while at the same time 
respecting family and other important relationships. 

Within the hospital, the Survey provides a means of monitoring changes in 
dependency levels, of highlighting particular subgroups of patients requiring 
similar forms of care, and of targeting available resources where needs 
have been identified for further treatment and/or training. 

The Survey represents an unprecedented degree of cooperation between the 
hospital and community sectors. Continuation of that cooperation is clearly 
indicated. 
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Appendix I: The Information Collected on Each Resident 

Basic Background Data: 

Hospital File Number 
Surname and Forenames 

IQ (<20, 20-49, 50-69, 70+) 
Ward and Hospital Consultant 

Date of Birth, Sex, Religion Legal Status (voluntary, detained) 

Date and address when Registered as Mentally Handicapped 
Date, Home Address and Source of Original Admission to Muckamore Abbey 
Date, Home Address and Source of Current Admission to Muckamore Abbey 

Number of Previous Admissions to Muckamore Abbey 
Date of Most Recent Discharge from Muckamore Abbey 
Address Most Recent Discharge was To 

"Contact" Information: 

(Note: Information regarding the next-of-kin, NOK, was collected in terms 
of both the legal NOK and the "practical" NOK, with the latter 
defined as the person - who may or may not be the legal NOK as 
well - who is most directly and practically concerned with the 
patient's affairs) 

Relationship of NOK (mother, father, etc.) 
Name, address and telephone number of NOK 

Frequency of NOK Contact Involving Overnight Stays Away from Muckamore Abbey 

Frequency of NOK Contact Not Involving Overnight Stays Away from Muckamore Abbey 

Attitude of NOK to Potential Discharge 
from Muckamore Abbey 

Attitude of Client Himself to Potential 
Discharge from Muckamore Abbey 

(highly favourable, 
some reservations, 
indifferent, against, 
not known) 

Short Summary of Visits To Other Residential Facilities 
Short Summary of Significant Contacts with Other Hospital Residents 
Short Summary of Significant Contacts with Other Individuals (ie non-residents) 
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Skills Data: 

Vision 
Hearing 

(normal, poor, blind/almost blind) 
(normal, poor, deaf/almost deaf) 

Mobility (whether walks, uses wheelchair or needs to be carried; whether 
requires human help even on the flat, upstairs only or not at 
all) 

Dexterity (whether no, some or most daily activities limited) 

Aids/Appliances (eg helmet, splint, brace, hearing aid, catheter) 

Daytime Wetting Episodes 
Nighttime Wetting Episodes 
Soiling Episodes 

(whether 0, 1 or 2, or 3+ per week) 

Toileting Habits (whether goes by himself, indicates a need, or requires 
to be taken/reminded to use the toilet) 

Comprehension 
Expression 

(whether relatively advanced ability, concerning 
basic needs only, or no real ability at all) 

Major Method of Expression (speech, gestures, Makaton, etc.) 

Feeding 
Washing 
Dressing 
Shaving 
Menstruation 

(whether proficient, requiring some 
help or requiring total help) 

Aggressive-Destructive Behaviour 
Disruptive-Hyperactive Behaviour 
Noncompliant Behaviour 
Offensive Habits 
Self-Injurious Behaviour 
Delinquent Behaviour 

(whether presenting - over 
the past two years only -
a severe, a mild or no 
management problem at all) 



51 of 61
BT Mod 1 Witness Statement FINAL 3 Mar 2023 & Exhibit Bundle (combined) (3342 pages) 1684 of 3342

MAHI - STM - 083 - 1684

Medical Data: 

Frequency of Epilepsy 

Major Physical Illnesses/Disabilities (past as well as current) 

Physical Limitations (whether no, some or most daily activities limited, 

due to physical condition - including epilepsy) 

Psychiatric Diagnoses (past as well as current) 

Current Medication (whether requiring medication for a psychiatric/ 
psychological problem, for epilepsy, for a health 

problem, or for some other reason) 

"Placement" and Other Information: 

Present Daytime Placement 
Potential Daytime Placement 

(school, Behaviour Nurse Therapy Department, 
profound unit, ATC/SEC, day centre, work, 
college/other, or ward-based) 

Proposed Residential Placement Now 
Proposed Residential Placement in 

6-18 months approximately 

(whether in hospital or in community 
facility, with an indication of 
the degree of supervision required) 

Community Unit of Management 
Relevance of Community Unit 

(whether important, desirable, not 
important or to be avoided) 

Involvement of Specialist Services (eg speech therapy, psychiatry, orthotics) 

Likely Requirement, on Discharge, 
for Involvement of Community 
Mental Handicap Team 

(Yes, No) 

Major Care-Grouping (elderly, multiply handicapped, disturbed, etc.) 

DTMH (Development Team for the Mentally Handicapped) Dependency Level (1-4) 

Date Reviewed 
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Level 1: 

Level 2: 

Level 3: 

Level 4A: 

Level 4B: 

Level 4C: 

Appendix II: Characteristics of the DTMH Dependency Levels 

(from the Development Team for the Mentally Handicapped) 

Residents who are mobile, who are generally continent, who are 
competent in all areas of self-help, and who have no behaviour 
problems. 

Residents who are ambulant (or at least partly ambulant), who 
have no more than mild problems only in behaviour or in 
continence (but not in both), and who have at leastreasonable 
ability in self-help. 

Residents who are ambulant (or at least partly ambulant), and 
who have no more than mild problems only in behaviour and in 
continence. (Level 3 also includes individuals excluded from 
Levels 1 or 2 solely because of marked epilepsy, detained status 
or extremely limited self-help skills). 

Residents who are non-mobile (including any who are also severely 
behaviourally disturbed and/or severely incontinent). 

Residents who are severely behaviourally disturbed (including 
any who are also severely incontinent, but excluding those in 
Level 4A). 

Residents who are severely incontinent (but excluding those in 
Levels 4A or 4B). 

(Note: Levels 2 and 3 may be further subdivided if desired. For · the sake 
of brevity, however, no such subdivisions are discussed in the 
current report.) 
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Appendix III: Summary of X
2 

Tests Involving Placement Categories 

The following pages summarize the X2 tests which were conducted separately 
between placement category and all other appropriate variables, in an attempt 
at identifying the distinguishing features of each subgroup. 

The three subgroups have been abbrievated throughout this appendix as 
follows: 

COM the "community group" (ie suitable for immediate discharge). 

LTH the "long-term hospital" group (ie requiring continuing hospital care). 

STH the "short-term hospital" group (ie suitable for discharge, although 
only after a further period of treatment/training inside hospital). 

Variables are identified down the left-hand side of each page, followed 
by the categories into which they were grouped for the purposes of the 
present tests. These were usually the categories discussed throughout 
Chapter 2 of this report. In a few instances, however, some categories 
have had to be combined so as not to violate the essential requirements 
of the X2 test (ie fewer than 20% of cells with expected frequencies of 
under 5, and no cell with an expected frequency of under 1). Combined 
categories are separated by commas in the appendix, those as actually used 
in the tests by slashes. 

The outcomes of tests which produced significant X2 values (p <0.05) are 
detailed next. These are followed, as appropriate, by brief comments as 
to which of the subgroups deviated appreciably from the overall population 
distribution (ie as already discussed in detail, in Chapter 2). 
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Variable 

Sex 

IQ 

Current Age 

Age at Current 
Admission 

Length of Current 
Stay in Hospital 

Number of Previous 
Admissions 

Legal Status 

Categories 

Male/Female 

<20/20-49/50-69/70+ 

<20/20-29/30-39/40-49/ 
50-59/60-69/70-79/80+ 

<5/5-9/10-19/20-29/ 
30-39/40-49/50+ 

<l/l-4/5-9/10-19/20+ 

0/1/2/3/4+ 

Voluntary/Guardianship, 
Detained:part II/ 
Detained:part III 

Results of X2 Test 

(Not significant) 

X2 =28 df=6 p<0.001 

X2 =45 df=l4 p<0.001 

X2 =39 df=l2 p<0.001 

X2 =66 df=8 p<0.001 

(Not significant) 

X2 =45 df=4 p<0.001 

Main Variations from Overall Pattern 

COM Relatively more profoundly handicapped (IQ <20); 
fewer with IQ 50+ 

STH Relatively more with IQ 50+; fewer with IQ <20 

STH Relatively fewer over the age of 40 years 
LTH Relatively more over the age of 40 years 

COM Relatively more admitted before the age of 
10 years 

STH Relatively more admitted in their 20s; fewer 
before the age of 10 years 

LTH Relatively fewer admitted before the age of 
10 years 

COM Relatively more have been in hospital for over 
20 years; fewer for under 10 years 

STH Relatively fewer have been in hospital for more 
than 10 years; more for under 5 years 

LTH Relatively fewer have been in hospital for under 
1 year 

STH Relatively fewer Voluntary; more Detained:part II 
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Variable 

Vision 

Hearing 

Categories 

Normal/Poor/Blind 
(or almost) 

Normal/Poor/Deaf 
(or almost) 

Results of X2 Test 

(Not significant) 

(Not significant) 

Mobility Fully Ambulant/Walks X2 =37 df=lO p<O.OO1 
unaided on flat/Walks 
with help/Chair unaided 
on flat/Chair with help/ 
Bedfast or chairbound 

Dexterity No/Some/Many (daily X2 =21 df=4 p<O.OO1 

Use of Aids/ 
Appliances 

activities limited) 

Yes/No 

Physical Illnesses/ Yes/No 
Disabilities 
(excluding epilepsy) 

Epilepsy Frequency 

Physical Limitat
ions (on daily 
activities) 

Monthly/<Monthly/Never 

No/Some/Many (daily 
activities limited) 

(Not significant) 

X2 =6 df=2 p<O.O5 

(Not significant) 

X2 =23 df=4 p<O.OO1 

Main Variations from Overall Pattern 

COM Relatively fewer fully ambulant; more in virtually 
every other category 

STH Relatively more fully ambulant 

COM Relatively more for whom some or many daily 
activities are limited 

STH Relatively more for whom no daily activities 
are limited 

COM Relatively more with a recorded physical illness/ 
disability 

STH Relatively fewer with a recorded physical illness/ 
disability 

COM Relatively more for whom some or many daily 
activities are limited 

STH Relatively more for whom no daily activities 
are limited 
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Variable 

Medication for 
Any Purpose 

Medication for 
Epilepsy 

Medication for 
Health Reason 

Medication for 
Psychiatric/ 
Psychological 
Reason 

Medication for 
Other Reason 

Psychiatric Status 

Categories 

Yes/No 

Yes/No 

Yes/No 

Yes/No 

Yes/No 

None/Past/Autism/ 
Psychotic/Organic/ 
Dementia/Personality 
Disorder/Neurotic 

Results of X2 Test 

X2 =21 df=2 p<0.001 

(Not significant) 

X2 =22 df=2 p<0.001 

X2 =45 df=2 p<O. 001 

X2 =l8 df=2 p<0.001 

X2 =57 df=l4 p<0.001 

Main Variations from Overall Pattern 

COM and STH: Relatively more on no medication at all 
LTH: Relatively more on some form of medication 

STH 
LTH 

COM 

LTH 

COM 
LTH 

COM 

STH 
LTH 

Relatively fewer on medication for health reason 
Relatively more on medication for health reason 

Relatively fewer on medication for psychiatric/ 
psychological problem 
Relatively more on medication for psychiatric/ 
psychological problem 

Relatively fewer on medication for other reason 
Relatively more on medication for other reason 

Relatively more with no psychiatric record at 
all; fewer with a psychotic condition 
Relatively more with a psychotic illness 
Relatively more with a psychotic or organic 
condition, or with dementia; fewer with no 
psychiatric diagnosis at all 

(Note: "Psychotic" includes schizophrenia, 
depression and manic-depression; "Dementia" 
includes senile and presenile dementia) 
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Variable 

Language 
Comprehension 

Language 
Expression 

Main Method of 
Expression 

Daytime Enuresis 

Nighttime Enuresis 

Encopresis 

Toileting Habits 

Categories 

None/Basic level/ 
More than basic level 

None/Basic level/ 
More than basic level 

Speech/Gestures/Other/ 
None 

0/1,2/3+ episodes 
per week 

0/1,2/3+ episodes 
per week 

0/1,2/3+ episodes 
p~r week 

Independent/Indicates 
a need/Needs to be 
taken 

Results of X2 Test 

X2 =21 df=4 p<0.001 

X2 =33 df=4 p<0.001 

X
2
=34 df=6 p<0.001 

X
2 =13 df=4 p<0.01 

X2 =13 df=4 p<0.02 

X2 =20 df=4 p<0.001 

X2 =25 df=4 p<0.001 

Main Variations from Overall Pattern 

COM 

STH 

LTH 

COM 
STH 
LTH 

Relatively more with no comprehension ability 
at all 
Relatively more able to understand at an advanced 
level 
Relatively fewer with no understanding at all 

Relatively more with no expressive ability at all 
Relatively more with advanced expressive ability 
Relatively fewer with no expressive ability at all 

COM: Relatively fewer use speech; more have no main 
method of communication at all 

STH and LTH: Relatively more use speech; fewer have 
no method of communication 

COM 

STH 

Relatively fewer with no episodes at all, or 
with under 3 episodes per week 
Relatively fewer with more than 2 episodes per 
week 

COM Relatively fewer with no epsides at all 
STH Relatively fewer with more than 2 episodes per 

week 

COM Relatively fewer with none or under 2 episodes 
per week 

STH Relatively more with no episodes at all 

COM Relatively fewer independent; more require to 
to be taken to the toilet 

STH Relatively fewer require to be taken; more are 
independent in use of the toilet 
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Variable Categories Results of X2 Test Main Variations from Overall Pattern 

Feeding Skills ] X2 =41 df=4 p<O.O01 1 COM Relatively more with no ability at all ] ] STH 
Washing Skills ~ Proficient/Help 

X2 =56 df=4 p<O.OO1 ] LTH 
Relatively more proficient 

l Relatively more needing help) 

Dressing Skills ] required/No real X2 =45 df=4 p<O.OO1 J (Note: The analysis of shaving/menstruation skills ] ability at all ] 
Shaving/ ] X

2
=45 df=4 p<O.O01 ] involved only those 481 individuals for whom 

Menstruation Skills ] l it was appropriate/relevant 

Aggressive- ] X2 =73 df=4 p<O.OO1 COM Relatively more with no problem at all; fewer 
Destructive Behaviour ] with a severe problem 

] LTH Relatively more with a severe problem; fewer 
] with no problem at all 
] 

Disruptive- ] X
2
=69 df=4 p<O.OO1 COM Relatively more with no problem at all; fewer 

Hyperactive Behaviour] with a severe problem 
] STH Relatively more with a mild problem only; fewer 
] with no problem at all 
] 1TH Relatively more with a severe problem; fewer 
] with no or only a mild problem 
] 

Noncompliant ] No/Mild/Severe X2 =66 df=4 p<O.OO1 COM Relatively more with no problem at all; fewer 
Behaviour ) management problem with a severe problem 

] STH Relatively fewer with no problem at all 
] 1TH Relatively more with a severe problem; fewer 
] with no or only a mild problem 
] 

Offensive Habits ] X2 =62 df=4 p<O.O01 COM Relatively more with no problem at all; fewer 
] with a severe problem 
] 1TH Relatively more with a severe problem; fewer 
] with no problem at all 
] 

Self-Injurious ] X2 =5O df=4 p<O.O01 COM Relatively more with no problem at all; fewer 
Behaviour ] with a severe problem 

J 1TH Relatively more with a severe problem; fewer 
] with no problem at all 
) 

Delinquent Behaviour ] X2 =l8 df=4 p<O.01 COM Relatively more with no problem at all; fewer 
] with a severe problem 
] STH Relatively fewer with no problem; more with 
] a mild or a severe problem 
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Variable 

Behaviour Problems 
Prior to the Past 
Two Years 

Present Daytime 
Placement 

Potential Daytime 
Placement 

Care Groups 

DTMH Level 

Categories 

Yes/No 

ATC/Profound Unit/ 
Behaviour Nurse 
Therapy Department/ 
Other (work, school, 
college)/Ward-based 

ATC/Profound Unit/ 
Behaviour Nurse 
Therapy Department/ 
Day Centre/Other 
(work, school, 
college)/Ward-based 

Elderly/Multiply 
Handicapped/Adolescent/ 
Admission/Semi-secure/ 
Disturbed/Chronic 

•Psychiatric/ 
Rehabilitation 

l,2/3/4A/4B/4C 

Results of X2 Test 

X2 =45 df=2 p<O.OO1 

X2 =51 df=8 p<O.OO1 

X2 =115 df=lO p<O.OO1 

X2 =24O df=14 p<O.OO1 

X2 =145 df=8 p<O.OO1 

Main Variations from Overall Pattern 

COM: Relatively fewer with past behaviour problems 
STH and 1TH Relatively more with past behaviour 

problems 

COM 

STH 

1TH 

Relatively more in the profound unit; fewer in 
the Behaviour Nurse Therapy Department, the ATC 
or ward-based 
Relatively more in the ATC; fewer in the profound 
unit or ward-based 
Relatively more ward-based; fewer in the profound 
unit or the "other" category 

COM Relatively more in the profound unit; fewer in 
the Behaviour Nurse Therapy Department, "other" 
category or ward-based 

STH Relatively more in the ATC or in the "other" 
category; fewer in the profound unit 

1TH Relatively more in the Behaviour Nurse Therapy 
Department, the day centre or ward-based; fewer 
in the ATC, the profound unit or "other" category 

COM Relatively more multiply handicapped and 
rehabilitation; fewer semi-secure, disturbed 
or chronic psychiatric 

STH Relatively more admission, rehabilitation and 
chronic psychiatric; fewer elderly or multiply 
handicapped 

1TH Relatively more elderly, semi-secure and 
disturbed; fewer rehabilitation or multiply 
handicapped 

COM Relatively fewer 4B; more 1, 2, 4A and 4C 
STH Relatively more 3 and 4B; fewer 4A and 4C 
LTH Relatively more 4B; fewer 1, 2, 3 and 4C 
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Variable Categories 

Speech Therapy ] 
] 

Physiotherapy ) 
) 

Occupational Therapy ] 
] 

Orthotics ] 
] 

Dietetics ] 
] 

Dentistry ] 
] 

Social Work ] 
] 
] 
] Currently receiving 

Psychology ] treatment, On a 
] waiting list for 
] treatment, 

Psychiatry ] Assessment required/ 
] No input required 
] 

General Nursing ) 
) 
) 
] 

Specialist Medicine ] 
] 
] 

General Medicine ] 
] 
]' 
) 

Chiropody ] 
] 
] 

Results of X2 Test 

(Not significant) 

(Not significant) 

(Not significant) 

(Not significant) 

(Not significant) 

(Not significant) 

X2 =51 df=2 p<0.001 

X2 =31 df=2 p<0.001 

X2 =6l df=2 p<0.001 

X2 =12 df=2 p<0.001 

X2 =14 df=2 p<0.01 

X2 =15 df=2 p<0.001 

X
2
=21 df=2 p<O. 001 

Main Variations from Overall Pattern 

COM and STH : Relatively more where an input is 
-- required/ongoing 

LTH Relatively fewer where an input is required/ongoing 

COM Relatively fewer where an input is required/ongoing 
STH Relatively more where an input is required/ongoing 

COM Relatively fewer where an input is required/ongoing 
LTH Relatively more where an input is required/ongoing 

COM and STH : Relatively fewer where an input is 
-- requird/ongoing 

LTH Relatively more where an input is required / ongoing 

COM Relatively fewer where an input is required/ongoing 
LTH Relatively more where an input is required/ongoing 

COM and STH : Relatively fewer where an input is 
required/ongoing 

LTH : Relatively more where an input is required/ongoing 

COM and STH: Relatively fewer where an input is 
required/ongoing 

LTH : Relatively more where an input is required/ongoing 



61 of 61
BT Mod 1 Witness Statement FINAL 3 Mar 2023 & Exhibit Bundle (combined) (3342 pages) 1694 of 3342

MAHI - STM - 083 - 1694
-;.. 

------- I • -: -.: •• 



1 of 21
BT Mod 1 Witness Statement FINAL 3 Mar 2023 & Exhibit Bundle (combined) (3342 pages) 1695 of 3342

MAHI - STM - 083 - 1695

r 

NOVEMBER 

I 9 9 I 

C Ill II ~ 



2 of 21
BT Mod 1 Witness Statement FINAL 3 Mar 2023 & Exhibit Bundle (combined) (3342 pages) 1696 of 3342

MAHI - STM - 083 - 1696

MUCK.AMORE ABBEY HOSPITAL-A CHANGING HOSPITAL 
INTRODUCTION BY R.G. BLACK UNIT GENERAL MANAGER 

The work of Resettlement in Muckamore Abbey Hospital has been ongoing for a number of 

years. As patients leave the hospital to take up opportunities to live in the community there are 

inevitable changes in the hospital. Patients who remain in hospital may have to move wards and 

staff will have natural anxiety about the future of their jobs and careers. The reality of course for 

many patients in Muckamore Abbey Hospital is that if appropriate accommodation had been 

provided in their local communities they would never come into hospital in the first place. In 

order to ensure that the task of returning these people to the community is properly co-ordinated 

and dealt with in a sensitive manner, I have appointed a small group of people called the Project 

Group for Resetth:ment and comprising:-

Mrs Norma Hethe1ington 

Dr Maria McGinnity 

Dr Ivan Bankhead 

Mr Oliver McMullan 

Mr Michael May 

Assistant Unit General Manager 

Consultant Psychiatrist 

Principal Clinical Psychologist 

Site Director 

Principal Social Worker 

Representative from N H S S B 

The Project Group take the lead role in securing new placements in the community and 

monitoring the work of resettlement. I have made a commitment to keeping staff, patients and 

families informed about resettlement and the work of the Group generally. To date , we have run 

three Information Days - August 1990, March 1991 and May 1991 . One of these was to inform 

Community Units in both the N .H.S.S.B. and E.H.S.S.B. and, two of them directed towards 

keeping hospital staff in touch with the wider issues around resettlement. Later th,is year we intend 

to run another for Voluntary Groups, Parents and Carers. 

At the last Information Day (May 1991), I gave a commitment to prepare a package of the 

information so that people could read and digest it at their leisure. Most people on the day found 

the facts and figures overwhelming to say the least. I appreciate that staff have the central role in 

successful resettlement and need to be kept informed. As we move to a specialist hospital, staff also 

need to be informed so that they can make important decisions about their future role in caring for 

people with a mental handicap. Clearly the people for whom we now provide care will continue 

to need care both in the community and in the specialist hospital. In recognition of this, we are 

committed to looking at staff needs for information, personal development and training. 
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1987 - 1991 DR MARIA McGINNITY - CONSULTANT PSYCHIATRIST 

The hospital has seen major changes in both the scale and quality of resettlement in the past four 
years. 

When the D.H.S.S. Regional Strategy recommended a reduction of20% in long stay hospital beds 
in 1986, this appeared to be an unrealistic expectation, given that for the previous ten years an 
average of only twelve successful placements were made outside of hospital annually. Very few of 
the 800 patients in the hospital were seen as suitable for the few new hostel beds which became 
available, and some 25% of those tried were returned after unsuccessful attempts. There were 
therefore not only very few opportunities for resettlement but a very limited range of residential 
placements in this "Service" led model. 

The changes which have taken place have been as a result of the combination of a number of 
factors both outside and inside the hospital. The increase in potential places to suit hospital 
residents began when nursing homes for people with a mental handicap opened in 1986. Since 
then both nursing homes and residential homes have developed, vaiying in size and character and 
catering for a wide range of residents. At the same time, there has been continued pressure from 
within the hospital to reduce over-crowding (thereby improving conditions) and more recently 
(1990) for hospital retraction by reducing bed numbers. The effect of these resettlement discharges 
can be seen on the following graphs, showing firstly the reducing overall hospital population 
(Table 1) and then by ward, showing the substantial reduction achieved in overcrowding and the 
four retraction exercises - Moyle/Monard (24 beds) Maine (29 beds) Cappog (24 beds) and 
Firgrove (24 beds). (Table 2). 

As the numbers being resettled has increased the hospital has had to make a number of changes -
for example to respond to the demands for information regarding patients' suitability for particular 
facilities, to ensure that there was equity for all patients in consideration for Resettlement places, 
and increasingly to recognise patients' rights to be resettled. 

The Hospital Survey is the culmination of a great deal of work prompted largely by the need for 
more inform.ation to ensure that all who should have the opportunity for resettlement could be 
considered when likely places arise, and that the information needed to facilitate placements is 
readily available. 

It provides information which allows Community Units to plan facilities which will meet the 
needs of their hospital patients, who could be discharged to conununity care if suitable facilities are 
available. 

To ensure the selection of appropriate patients for community placements, especially in new 
homes, a Resettlement Process has been in operation for some 18months to guide the staff 
involved. This has been extended and modified to include a system of inspecting new homes, as 
well as making sure that all staff and relatives who should be included in the consultation are, and 
that they are informed of progress so that the patient can be best supported in his/her move from 
hospital. 

Once staff could see the benefits of resettlement for individual patients, it became necessary to have 
an explicit policy statement to provide guidance on priorities and set quality standards. At all stages 
the patients' needs must be put first. The Hospital, Policy on Resettlement has now been fully 
discussed, amended and accepted (1991) (Table 3). We also have seen the necessity to recognise 
the rights of those patients who have to be moved within the hospital as a consequence of 
retraction and resettlement - hence the Policy Statement on Relocation (1991), issued at the same 
time. 
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The results of the Resettlement Programme to date are shown in Tables 4, 5, 6, 7. More than 200 

patients have been successfully resettled since 1 January 1987 (Table 4). The majority of these 

have been in the Private Sector with a sizeable proportion in the Statutory, and only a smaller 

proportion in the Voluntary Sector (Table 5). All patients have a trial period of at least three 

months and up until the end of December 1990, six people have returned dming this trial period; 

two had returned after the trial period indicating a breakdown of what was considered to be a 

successful placement. In both these instances new behaviours had arisen, which were unacceptable 

in the Unit. 

A small number have also returned for short-term treatment - three patients within the trial period, 

and it is anticipated that the need for this support and treatment will increase as more dependant 

patients are resettled. A small number of deaths (6) have taken place since resettlement, and these 

we believe are not connected in any way to the process. As an indicator of the age of the patients 

resettled Table 6 shows that the majority have been between the ages of20 and 60, but indeed a 

sizeable number are 60+. Many of these people have been in hospital for a very long time, in 

some cases over 30 years, and it is becoming clear that neither age nor length of stay in hospital are 

barriers to successful resettlement (Table 7). 

We have therefore moved from the situation described in 1986 with very limited opportunities for 

resettlement into statutory homes, to the present situation where a range of accommodation exists 

and has been taken up on behalf of a large number of residents. The systems to ensure that this is a 

"needs led" resettlement are all in place and the emphasis now is on developing further the range 

of opportunity for multiply handicapped people and following up and supporting those already 

discharged. The task of staff in the hospital is to continue to offer choice about community living 

to patients and their families and ensure that if approp1iate placements are available, we access them 

on behalf of our patients, in a way that meets our own quality standards. 

DR IV AN BANKHEAD - PRINCIPAL CLINICAL PSYCHOLOGIST 

The major mu.lti-disciplina1y survey of our hospital residents, which has been on-going since 1 

January 1990, was completed some time ago. It is intended, though, to regularly update the 

information we have gathered, and to add al.I future both medium and long term admissions to tl1e 

database as well. There follows information extracted from the full report of the hospital survey 

made available to staff in November 1991. 

Information has been collected so far on some 674 individuals. The present report, however, is 

concerned only with those 557 who were still in the hospital on 9 September 1991. (This 

represents a shortfall of some 38 on the total bed complement at present. It must be remembered, 

however, that the survey is concerned only with admissions of greater than three months' duration, 

and has always excluded any admission - including all "respite" admissions - of shorter than that 

period. The figures that follow, therefore, are all based only on those individuals who were 

resident here in September 1991, and who had been so for at least a full three-month period 

beforehand). Table 1 gives a breakdown of the population by age and by sex: 
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Table 1: Breakdown of the Population by Age and Sex: 

Age (Years) Male Female Total 

<20 10 7 17 (3%) 

20-34 131 79 210 (38%) 

35-49 120 87 207 (37%) 

50-64 31 40 71 (13%) 

65+ 23 29 52 (9%) 

TOTAL: 315 (57%) 242 (43%) 557 (100%) 

One of the major aims of the survey has been to identify the most appropriate "Community Units" 

for each of our residents. This has now been done, and formal agreements "".ith the appropriate 

units throughout both the Eastern and the Northern Board areas have been agreed for every case. 

Perhaps surprisingly, in view of the very long time indeed that some of our patients have been in 

hospital, the link with a Community Unit has been identified as being "important" in almost 50% 

of cases, and as being at least "desirable ' for a further 29% of patients. 

Another major aim of the survey has focused on identifying three discrete subgroups of patients in 

the hospital: those who do not require hospital care at all (and who could therefore be discharged 

to "appropriate" community accommodation immediately - those who require a further period of 

treatment and/ or traiping inside hospital, but who could hopefully be considered for discharge to 

community acconm1odation after that time; and those who will probably require hospital care on a 

long-term basis. The number of patients who full into each of these categories is set out below: 

Suitable for immediate Discharge 

Requiring Additional Treatment/Training 

Requiring Long-Term Hospital Care 

TOTAL: 

176 (32%) 

112 (20%) 

269 (48%) 

557 (100%) 

The Development Team for the Mentally Handicapped (D.T.M.H.) have devised a simple method 

for gauging the dependency-level of mentally handicapped hospital patients, based largely on 

measures of mobility, incontinence and behavioural disturbance. A four-level system is employed, 

and brief descriptions of each level (with Level 4 being further subdivided) is presented below: 

Level I : Residents who are mobile, who are generally continent, who are competent in all areas 

of self-help and who have no behaviour problems. 

Level 2· Residents who are ambulant (or at least partly ambulant), who have only mild problems 

in behaviour ill in continence (but not in both), and who have at least reasonable ability 

in self-help. 

~ Residents who are ambulant (or at least partly ambulant), and (Level 3 also includes 

individuals excluded from Levels 1 or 2 solely because of marked epilepsy, detained legal 

status or extremely limited self-help skills) . 

Level 4A: Residents who are non-mobile (including any who are also severely behaviourally 

disturbed and/ or are severely incontinent). 

Level 4B: Residents who are severely behaviourally disturbed (including any who are also severely 

incontinent), but excluding those in Level 4A. 

Level 4C: Residents who are severely incontinent, but excluding those in Levels 4A or 4B. 

The information provided by our own hospital survey allows us to assign a D.T .M.H. 

dependency-level to each of our residents. Bearing in mind that it is by no means a perfect 

measure of dependency, the breakdown of the population in terms of D .T.M.H. level does 

nevertheless throw up a couple of very important points. The figures are presented in Table 2. 
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Do remember as you look at this table, however, that the figures are in percentages - separately 

for each of the three subgroups of patients already discussed in terms of appropriate 

hospital/ community placement, and then for the total present population of the hospital. 

Table 2: Breakdown of the Population by D.T.M.H. Dependency-Level 

Suitable for Requiring Requiring Total 

D.T.M.H. Immediate Further Long-Term Present 

Level Discharge Treatment/Training Hospital Care Population 

1 2% 0% 0% 1% 

2 23% 11% 7% 13% 

3 5% 10% 2% 4% 

4A 30% 13% 21% 22% 

4B 13% 56% 64% 46% 

4C 27% 10% 6% 14% 

TOTAL: 100% 100% 100% 100% 

Thirty percent of those individuals considered as not requiring hospital care fall into D.T.M.H. 

levels 1 to 3. The remaining 70%, however, are in level 4 - indicating a quite marked degree of 

dependency. These individuals are clearly going to require a very specialised form of community 

accommodation indeed, if a realistic discharge from the hospital is to be effected for them. 

Certainly "appropriate" community placements for such a large number of highly - dependent 

people are not available at present, and until they do become so, a significant reduction in the 

number of hospital patients -even among those who have already been identified as not requiring 

hospital care - will simply not be possible. 

Let's assume for a moment, however, that it does prove possible to secure appropriate community 

accommodation for all but the "long-term hospital" group, ie, that everyone in each of the first 

two catego1ies of patients is indeed discharged over the course of the next few years. That being . 

the case, then the composition of the Muckamore Abbey Hospital of the future, in terms of the 

dependency-levels of its patients, is going to be at least pretty much as represented in the column 

headed "Requiring Long-Term Hospital Care". When that particular column is compared with 

the one on the far-right of the table (ie, representing the total population at present), it is clear that 

there will be a reduction (in percentage terms) in the numbers of patients in every D.T.M.H. 

dependency-level bar one - and that there will be a considerable increase in fact (from 46% to 

64%) in the proportion of patients with severe behavioural disturbance. 

Muckamore Abbey is likely, therefore, to find itself increasingly catering for patients with 

behavioural problems. Clearly that will have ramifications for the entire se1vice that we are 

provi.ding now, and that we will be expected to provide in the future. 
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MRS NORMA HETHERJNGTON - ASSISTANT UNIT GENERAL MANAGER 

DR McGINNITY - CONSULTANT PSYCHIATRJST 

There is increasing awareness of the prevalence of special problems in the care of people with a 

mental handicap and the need for specialist services. Depending on where surveys are done and 

the definitions they use for diagnosis, we find differing figures, but all show a high prevalence of 

behaviour disorder and psychiatric illness. People with mental handicap, we know, have a much 

higher prevalence of physical and sensory handicaps, and up to 30% have epilepsy, so there is 

complicated medical care in many cases too. With increasing handicap there are increasing 

difficulties in communication, and special skills are required to diagnose as well as care for these 

medical, psychiatric and behavioural problems. The principle of normalisation, while working 

towards enabling people with a mental handicap to use ordinary services, does not preclude special 

services to make sure that their maximum potential can be reached. The function of the hospital 

will be to assess, diagnose, treat and rehabilitate to appropriate community settings. Whilst 

accepting that in some instances the treatment period will be prolonged, the hospital would only 

in the most exceptional circumstances become a permanent residence. It is clear that this is one 

end of the continuum of care which is required if all the needs of people with mental handicap are 

to be met, and this hospital-type care is required to support community services. 

If we examine what has been happening in Muckamore Abbey over the last five years, we can see 

that the hospital has been beginning to respond to the need to provide supporting service for 

community care, as well as to look after the existing population and re-examine how best this 

population might be cared for. On the one hand we have been clarifying what w': have been 

doing at Muckamore Abbey while t1ying to work towards the basis of a specialist service. 

Since 1985 we have had an Admission Policy which states that we only accept people who have a 

need for specific hospital care. However there still appeared to be a great need for social 

admissions and the respite care system with designated beds and prior booking was introduced in 

1987. The embyro of a specialist hospital has been evolving from designated admissions units in 

the Movilla and Fintona complexes, the recent separation of the semi-secure function from 

admission and assessment, the development of the Rehabilitation Unit since 1987 and the specialist 

Day Care and Behaviour Nurse Therapy Services. 

To allow us to concentrate more on those people who need hospital care, both short and longer 

term, we have been taking opportunities to resettle people who have no specific requirement for 

hospital care. In this way scarce funding might be spent on those who really need specialist 

services while at the same time recognising the rights of these people to have as good a quality of 

life as is possible to offer them outside of hospital. We have an increasing number of admissions 

for assessment and treatment, rising from 88in 1989 to 105 in 1990. These admissions for 

assessment will increase as more dependent people are discharged through resettlement and require 

to come back in for short-term treatment. Indeed we are already seeing this happening. 
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So while we have been shaping some of the services which a specialist hospital might provide, we 

have been learning at the same time what the potential demand is for admissions for assessment and 

treatment from a community based service. We are also beginning to get some indication of who 

might constitute a new future long stay hospital population. 

We know that not all of our patients who are admitted for assessment and treatment can be 

discharged out again and a small number continue to need hospital care, approximately 20 per 

year. 

We are therefore in a position to estimate not only the likely functions of, but also the numbers of 

beds required in the future specialist hospital. By adding the number of beds needed for assessment 

and treatment to the numbers from the long-stay hospital group identified in the hospital survey, 

and taking account of the new long-stay group, we arrive at approximately 400 beds. 

The hospital of the future will, we think, have three main elements: 

Active Treatment Function for 

- Specialist admission 

- Short Term Treatment 

- Semi-Secure Unit 

- Adolescent/ Autistic Service 

- Behaviour Therapy Department 

- Rehabilitation 

- Day Care 

2 Continuing Care/Treatment Function (or 

- Elderly (with and without Dementia) 

- Multiply handicapped 

- Disturbed Behaviour 

- Chronic Psychiatric Illness 

3 Therapeutic Support Services Including 

- Psychology 

- Professions Allied to Medicine, (Speech Therapy, Physiotherapy, Occupational 

Therapy, Chiropody, Orthotics, Dietetics) 

- Pharmacy 

- Dentistry 

- Social Work 

There are clear principles which should underly a core hospital. 

- Centre of Excellence 

- Specialist Treatment and Care 

- Highly Trained Staff 

- Explicit Admissions and Discharge policy 

- Explicit operational Policies 

- Dynamic Management Approach 
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While there has been an obvious increase in resettlement and discharges, a;ready detailed, there has 

also been work going on in tandem to prepare us for the specialist hospital of the future. 

- Ongoing investment in plant and equipment 

- Rehabilitation Review and relocation in Birch Hill and Hillcrest 

- Day Care Review and introduction of a single day care structure 

- Plans for the Semi-Secure Unit upgrading 

- Plans for Admissions Facilities 

Site Development Planning Group 

- Major Submission to Area Board re baseline funding 

Clearly Muckan1ore Abbey Hospital will continue to care for its current in-patients unless they 

move to a more appropriate home in the community. The size and exact nature of the hospital 

depends on the development of appropriate facilities in the community and on the trends in new 

long stay and treatment admissions in the future. But experience in this hospital and elsewhere 

leads us to believe that we should plan our services on the foregoing basis as an essential part of the 

continuance of care for people with a mental handicap. 
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MR. EAMONN MOLLOY - DIRECTOR OF PERSONNEL 

The process of resettlement has obvious consequences for staff in the hospital not only in tenm of 

the num.ber of staff required to care for a reducing patient population but more importantly the 

skills and expertise that will be needed to effectively provide high quality care for a more 

dependent patient population. 

The existing staff in the hospital are highly skilled and are totally committed to the specialist work 

that they do. It is important therefore to recognise their continuing contribution and co-operation 

in the resettlement process. 

To manage this process effectively it is of paramount importance to develop and maintain 

appropriate methods of communication to ensure that all staff are aware of progn:ss in resettlement. 

To this end, regular staff information days are held and department based briefing sessions are 

actively encouraged. 

Resettlement and its consequences precipitated the need for a reappraisal of preset and future 

manpower requirements. 

Firstly to create a detailed manpower profile in terms of their age range, gradings, skill levels 

ad specialist knowledge. 

Secondly, to retain the existing high calibre workforce in sufficient numbers by identifying the 

future patient population and their associated levels of dependency and cross matching the 

skills that will be required of the staff to care for them. In addition, it is important to gauge 

the relationship between the hospital workforce and the community. 

Thirdly, to identify the potential requirement to retrain or re-skill the existing staff to enable 

them to respond to future patient demands by exploring educational cou~ses and 

familiarisation attachments in community settings. This hos necessitated o closer working 

relationship with educational establishments in terms of course design and the securing of 

course nominations. 

The Unit also has developed a sophisticated manpower strategy which has focused on the demand 

and supply of manpower, more effective utilisation of the existing staffing by highlighting the need 

to examine skill mix and developmental requirements. To address these issues the Unit has 

embarked on a nursing skill mix study in conjunction with the Nuffield Institute of the University 

of Leeds to enable the Unit to provide an agreed skill mix baseline for wards and associated 

departments. It should be noted that such a study has never before been undertaken in the 

specialism of Mental Handicap nursing. The Unit is therefore delighted to be chosen as the first 

national pilot site for this study. 

The Unit General Manager has also commissioned the University of Ulster to examine in detail, 

the staff development and training requirements of nursing staff in the Hospital to address any 

potential skill or experience deficiency which may arise as a consequence of the resettlement 

process . This study will essentially focus on four key development areas namely:-

Organisational 

Educational 

Policy Issues 

Care and Practice Issues 
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The Manpower Strategy has also attempted to address the impact of national initiatives such as the 
recent changes in nurse education associated with Project 2000 and the national Curriculum for 
Vocational Qualifications. 

The policy of the Unit to maintain a high level of communication has enabled the staff to be re
assured about the future and hopefully has allayed fears and apprehension about the consequences 
of resettlement. Additionally, the Unit's commitment to controlling manpower levels including 
closely monitoring turnover of staff has facilitated internal movement of staff within the Hospital to 
more effectively address th e needs of the patients and minimise the risk of redundancy. 

The Unit will continue to promote its philosophy of providing high quality care for patients by 
ensuring that staff are fully equipped and developed to meet existing patient needs and the 
demands of the future. 

The Development of a Specialist Practitioner Role for People With Mental Handicap 
at Muckamore Abbey Hospital 

DR DAVID SINES- (SENIOR LECTURER MENTAL HANDICAP) 
DEPARTMENT OF NURSING AND HEALTH VISITING-(UNIVERS/TY OF ULSTER) 

This paper describes the ways in which mental handicap nurses may wish to apply their skills 
within the context of the mixed economy of care provision following the enactment of the 
National Health Service and Community Care Order (1991). These changes herald a range of 
opportunities for professional careers and support staff. 

Some have described this the era of the mixed economy of care as one within which the franchise 
for providing such services will no longer rest with the Nati<:mal Health Service (or indeed with 
the Social Services in many instances) and we ,.,;ill soon witness the proliferation of a number of 
"not for profit" , independent sector and consortia developments which will be inv?°lved in 
providing direct care provision for a variety of people under contract to Health and Social Service 
Boards. 

In the future nursing skills may be provided and deployed in a totally different way which will be 
determ.ined by the skills and competencies that nurses are able to demonstrate .in response to client 
need rather than one on the facilities within which they have provided their skills on the past. 
Such an approach is therefore 'facility independent'. 

In May 1990 the four Chief Nursing Officers of the United Kingdom commissioned a working 
group to consider the most effective and efficient way that inental handicap nurses could deploy 
their skills to meet the needs of people with mental handicap and their families within a multi
agency context of care. Their Report has now completed its consultation phase with the 
profession and will be published shortly. 

The Chief nursing Officers stated in their terms of reference that the skills of mental handicap 
nurses should respond directly to the needs of people with mental handicap. In so doing they 
recommended the introduction of a care management approach to identify needs. Care 
management is an holistic approach to matching people's needs to a range of ava.ilable resources in 
a given locality and thereafter ensuring that these needs are responded to in the way in which 
consumers would wish. Emphasis will therefore be placed on greater individual choice in the 
context of a client centred approach. 

In this model, demand for skilled mental handicap nursing intervention ,vill be determined as part 
of the care managemen.c process and mental handicap nurses will need to define the unique 
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contribution that they are able to make within the context of a mixed economy of care and will 

demand that they market their "product" within a potentially competitive culture. 

A significant number of persons currently living in mental handicap hospitals and in other N .H.S. 

managed community accommodation may not require intensive nursing support and through 

application of care management and through the provision of a wider range of choice, it may be 

that Boards begin to rationalise the ways in which they offer intensive support services to people 

with mental handicap. 

The National health Service will continue to have a specific role to play in the provision of such 

services but will begin to restrict its provision of residential accommodation to those persons who 

require intensive nursing support. Specialist mental handicap nursing care may therefore be 

offered to those persons with mental handicap who have associated mental health needs, 

behaviours that seriously challenge the skills of staff, additional sensory and physical handicaps 

which require medical and nursing support and to those elderly persons who by virtue of frailty 

and dependence require 24 hour care from skilled nurse practitioners. 

It is my belief that the future shape of National Health Service provision will therefore move 

towards striking a balance between the provision of residential care at Muckamore Abbey Hospital 

and its associated outreach and support services and comm.unity care models. The formula which 

underpins this model is the flexible deployment of rnental handicap nurses across traditional agency 

boundaries in order to ensure that all persons with mental handicap have access to the skills of 

these practitioners wherever they live for specific periods of time during their lives. 

What then will the N.H.S. offer in the future? 

- Assistance in preparing and facilitating people with mental handicap to access and use ordinary 

services in the community: 

- The provision of services in support of Social Services, the Voluntary and Private Sector by 

assisting in the assessment of need and through the provision of responsive services to enable 

people to stay in their own homes; 

- Specialist provision for those people who continue to challenge our skills and services by reason 

of behavioural presentation or a mental health need and for whom special assessment and 

treatment facilities may be necessary in hospital and in the community. 

- Whilst the majority of people will be able to live in integrated settings in the community there 

may be a significant number of people whose needs can best be met effectively within a N.H.S. 

context and where the necessary specialist skills are concentrated (eg, people with physical, 

sensory, behavioural or psychiatric needs). 

The challenge for nurse education will be to produce qualified practitioners who have the ability 

and confidence to adopt a professional approach to their work, making their own decisions about 

practice and accepting responsibility for those decisions in whatever agency they are working. 

Qualified practitioners will require access to opportunitres for continuing education which will 

assist the practitioner to acquire professional maturity and expertise in areas of their choice in 

response to individual client needs. Consequently each nurse will require an individual personal 

package and training profile which identifies his/her needs, strengths and weaknesses. In response 

nurses will need to feel confident that they have a developing and emergent career structure and 

their skills are valued within multi-disciplinary and multi-agency teams. 

We may soon be witnessing the emergence of"advanced practitioners" practising in the speciality. 

The P.R.E.P.P. proposals published by the U.K.C.C. provides a sensitive framework for individual 

nurse preparation for specialist practice and such a model is advocated within the context of this 

paper. 
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Examples of specialist practitioners are: 

- Co-ordinators of 'challenging behaviour'; 

Interpersonal skills counsellors; 

Community mental handicap nurses acting as consultant nurses; 

Behaviour therapists; 

- Care managers; 

Monitors and evaluators of service quality; 

- Advanced practitioners in the care of people with sensory and 

multiple handicaps (eg, 'alternative therapies'). 

In support of the notion of the advanced practitioner, nursing must also generate its own body of 

knowledge and research. The emergence of new practice centres or development units within the 

mental handicap nursing field may soon be witnessed. Such centres of excellence may provide 

opportunities for the acquisition of the advanced skills referred to in this paper and introduce a 

new breed of nurse practitioner for those persons who have specific health related needs. 

Mental handicap Nurses will also require responsive and effective management and new systems 

will need to be devised to ensure they receive personal supervision from their managers. Nurses 

will also need to learn how to accept personal responsibility and accountability for their work 

practice in dispersed services and as such they will move from the concept of corporate 

responsibility to one of individual accountability as partners with clients. 

Steady progress is being made to relocate many people who currently live in hospital and iflocal 

circumstances and resources permit 1nore people will find new homes in the community during 

the next few years. However, it is most unlikely that everybody who can will move to the 

community for at least a decade or so. Consequently health boards have a continuing 

responsibility to care for all people living in hospital accommodation. They will need to aim to 

ensure that the quality of care people receive is constantly evaluated and improved: It is apparent 

that nurses will continue to be most important agents in realising this objective. Their role and 

contribution is therefore valued and acknowledged. 

It is on the basis of this analysis that I believe that nurses working with the Eastern Health and 

Social Services Board will be offered opportunities to deliver their skills and competences. If the 

workforce rises to this challenge that I believe that we will soon be witnessing the remergence of a 

specialist nurse practitioner for people with mental handicap. 
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EST E E p I 

Resettlement is the process whereby discharge of long stay patients 

into a community setting are effected in a planned and 

co-ordinated manner, to meet individual needs. 

• Persons not requiring hospital care should be enabled to reside in a suitable community setting. 

• All aspects of resettlement should be based on a multi disciplinary assessment of patients' needs. 

• Every person determined as suitable for resettlement has a right to be resettled regardless of level of disability. 

• The person should have involvement at all stages in plans being made and his/her choice enabled and respected. 

Relationships important to the person, whether with family members, staff or other hospital patients, should be 

respected throughout the Resettlement process. 

• The alternative setting should meet the person's need for care (including specialist needs) providing opportunities 

for personal and spiritual development, community involvement, and participation, to the extent that his/her 

experience is dignified. 

Resettlement placement considers all aspects of the person's life, including daytime activities, occupation and 

leisure. 

• In decisions about resettlement, the views of family members and other signifi~ant contacts wiil be sought and 

considered, in conjunction with those of the individual concerned, and the advice of hospital personnel for him/her. 

• Standards of care will be set, evaluated, and monitored to ensure that any move into the community represents an 

improvement in the quality of life for the individual. 

• Management will take account of the impact of hospital resettlement on the receiving community. 

Table 3. 
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Muckamore Abbey Hospital is part of The North and West Belfast Community Unit 

of the Eastern Health and Social Services Board. 

The strategy of the Unit is to actively pursue the resettlement of people with rn.ental handicap to 

appropriate settings throughout the Province, while continuing to provide high quality hospital services for 

those who require specialised care. 

Muckamore Abbey Hospital offers -

Province Wide -

Services include -

A service with specialist facilities and expertise in the treatment of serious 

behavioural disorder in people with a mental handicap, including offenders. 

corn.prehensive assessment and treatment for those suffering from: 

- psychiatric illness and behavioural disorder 
- medical aspects of multiple and complex handicaps 

A full range of specialist therapeutic and support services is available, including Day Care. 

Any cornrn.ents in relation to this document should be forwarded in writing to the Unit General Manager 

at the Unit headquarters. 

NORTH AND WEST BELFAST 
COMMUNITY UNIT 
Glendinning House 
6 Murray Street 
Belfast BT1 6DP 
Telephone: Belfast 327156 

MUCK.AMORE ABBEY HOSPITAL 
1 Abbey Road 
Muckamore 
Antrim BT41 4SH 
Telephone: Antrim 63333 

Produced by Frank i\llurtagh Associates . 

Printed by vVatermark Press Ltd. 



21 of 21
BT Mod 1 Witness Statement FINAL 3 Mar 2023 & Exhibit Bundle (combined) (3342 pages) 1715 of 3342

MAHI - STM - 083 - 1715r 
oosu 



1 of 132
BT Mod 1 Witness Statement FINAL 3 Mar 2023 & Exhibit Bundle (combined) (3342 pages) 1716 of 3342

MAHI - STM - 083 - 1716

Independent Inquiry into Inequalities in Heal... 

Independent Inquiry into 
Inequalities in Health 

Report 

Chairman: Sir Donald Acheson 

S
The. 
tationery 

Office 

published by The Stationery Office 
as ISBN O 113221738 

- @■ffiffi1,Z 

Page l of 1 

£19.50 

We welcome your comments on this site. Prepared 26 November 1998 

http://www.official-documents.eo.uk/doc'ument/doh/ih/ih.htm 11/06/99 



2 of 132
BT Mod 1 Witness Statement FINAL 3 Mar 2023 & Exhibit Bundle (combined) (3342 pages) 1717 of 3342

MAHI - STM - 083 - 1717

This book is to be returned on or before 
the last date stamped below. 

h1 

~ 



3 of 132
BT Mod 1 Witness Statement FINAL 3 Mar 2023 & Exhibit Bundle (combined) (3342 pages) 1718 of 3342

MAHI - STM - 083 - 1718

Independent Inquiry into Inequalities in Heal... 

Independent Inquiry into Inequalities in Health Report 

Contents 

The [nguirv was chaired bv: 
Terms of Reference 
Preface 
List of Tables and Fieures 
Svnopsis 

Part 1 

Introduction 

Inequalities in Health: The Current Position 

Part2 

Reducing Inequalities in Health 

Areas for Future Policy Development 
l. Povertv. Income. Tax and Benefits 
2. Education 
3. Employment 
4. Housing and Environment 
5. Mobilitv. Transport and Pollution 
6. Nutrition and the Common Agricultural Policv 
7. Mothers, Children and Families 
8. Young People and Adults of Working A!:!e 
9. Older People 
I 0. Ethnicity 
11. Gender 

The National Health Service 

List of Recommendations 

References 

Annexes 

A. Letter from the Minister for Public Health ( 10 Julv 1997) 

B. Process of the Inquiry 
C. Acknowled12:ements 
D. Papers. Submissions and Evidence to the Inquiry 

4 l;t&Mi-8QEDllt "' Offfclal Document!. 

Page I of I 

Contents 

We welcome your comments on this site. Prepared 26 November 1998 

http://WVvw.official-documents.eo.uk/document/doh/ih/contents.htm 11/06/99 



4 of 132
BT Mod 1 Witness Statement FINAL 3 Mar 2023 & Exhibit Bundle (combined) (3342 pages) 1719 of 3342

MAHI - STM - 083 - 1719

[ndependent Inquiry into [nequalities in Heal... Page l of l 

Independent lnqulrv Into Inequalities in Health Report 

Independent Inquiry into Inequalities in Health 

The [nquiry was chaired by: 

Sir Donald Acheson, Chairman of the [ntemational Centre for Health and Society at 
University College, London. 

Scientific Advisory Group 

The Inquiry was overseen by a Scientific Advisory Group. 
The members of the Group were: 

Professor David Barker FRS, 
Director of the Medical Research Council's Environmental Epidemiology Unit, 
University of Southampton 

Dr Jacky Chambers, 
Director of Public Health, Birmingham Health Authority 

Professor Hilary Graham, 
Director of the Economic and Social Research Council's Health Variations 
Programme, Lancaster University 

Professor Michael Marmot, 
Director of the International Centre for Health and Society, University College, 
London 

Dr Margaret 
Visiting Fellow, the King's Fund, London 

Secretariat 

Administrative Secretary: 
Dr Ray Earwicker, seconded from the Department of Health 

Scientific Secretary: 
Dr Catherine Law, seconded from the Medical Research Council's Environmental 
Epidemiology Unit, University of Southampton 

Statistical Adviser: 
Frances Drever, seconded from the Office for National Statistics 

We welcome your comments on this site. Prepared 26 November 1998 
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Independent Inquiry into Inequalities in Health Report Terms of Reference 

Terms of Reference 

1. To moderate a Department of Health review of the latest available information on 
inequalities of health, using data from the Office for National Statistics, the 
Department of Health and elsewhere. The data review would summarise the evidence 
of inequalities of health and expectation of life in England and identify trends. 

2. In the light of that evidence, to conduct - within the broad framework of the 
Government's overall financial strategy - an independent review to identify priority 
areas for future policy development, which scientific and expert evidence indicates are 
likely to offer opportunities for Government to develop beneficial, cost effective and 
affordable interventions to reduce health inequalities. 

3. The review will report to the Secretary of State for Health. The report wql be 
published and its conclusions, based on evidence, will contribute to the development 
of a new strategy for health. 

f@j@jf--
We welcome your comments on this site. Prepared 26 November 1998 . 
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Independent Inquiry into Inequalities in Health Report Preface 

Preface 

This Report addresses an issue which is fundamentally a matter of social justice; 
namely that although the last _Q years have brought a marked increase tn prosperity 
and substantial reductions in mortality to the people of this country as a whole the gap 
in health between those at the top and bottom of the social scale has widened. Yet 
there is convincing evidence that, provided an appropriate agenda of policies can be 
defined and given priority, many of these inequalities are remediable. The same is true 
for those that exist between the various ethnic groups and between the sexes. 

In July 1997, I was invited by the Secretary of State for Health to review and 
summarise inequalities in health in England and to identify priority areas for the 
development of policies to reduce them. To accomplish this task, I have been aided by 
a small group of scientists. This Report is the result of our work together. 

Irr this work, we have consulted widely and drawn on the expertise of a range of 
colleagues whose names are acknowledged in the Report. We also acknowledge and 
have built on the work of those who have gone before us. We mention in particular Sir 
Douglas Black's ground breaking report "Inequalities in Health". We have also found 
inspiration in the work of the World Health Organisation which, in its European 
"Health for All" Policy, gives precedence above all other objectives to the promotion 
of equity in health within and between countries. 

There have been many relevant developments between the appointment of the Inquiry 
and our submission of this Report to Ministers. From its earliest days in office, the 
Government has expressed its concern about inequalities in health and in February 
1998 translated this concern into a central premiss of its consultation paper "Our 
Healthier Nation". This has been followed not only by the 1998 Budget but by a 
succession of consultation documents and White Papers relevant to our inquiry. 

As our work developed, it has become clear that the range of factors influencing 
inequalities in health extends far beyond the remit of the Department of Health and 
that a response by the Government as a whole will be needed to deal with them. 

We believe that the policies and areas for policy development which we have 
identified from the available evidence, comprise an effective agenda. Its components 
are congruent and mutually reinforcing. We are convinced that if this agenda is 
implemented it will make a major beneficial impact on inequalities in health. We hope 
that it will also provide a sound basis for policy development well into the next 
millennium. 

At this point, the scientific work of the Inquiry is done. We commend the Report to 
the elected Government as a significant contribution to social equity worthy of urgent 
consideration. It is now for the Government to decide the rate of implementation and 
the affordability of our recommendations. 

Sir Donald Acheson 
September 1998 

Rtii®· •--We welcome your comments on this site. Prepared 26 November 1998 
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Independent Inquiry into Inequalities in Health Report _ __ ____ Synopsis 

Synopsis 

Our task has been to review the evidence on inequalities in health in England, 
including time trends, and, as a contribution to the development of the Government's 
strategy for health, to identify areas for policy development likely to reduce these 
inequalities. We carried out our task over the last 12 months, drawing on scientific and 
expert evidence, and peer review. 

Although average mortality has fallen over the past 50 years, unacceptable inequalities 
in health persist. For many measures of health, inequalities have either remained the 
same or have widened in recent decades. 

These inequalities affect the whole of society and they can be identified at all stages of 
the life course from pregnancy to old age. 

The weight of scientific evidence supports a socioeconomic explanation of health 
inequalities. This traces the roots of ill health to such determinants as income, 
education and employment as well as to the material environment and lifestyle. It 
follows that our recommendations have implications across a broad front and reach far 
beyond the remit of the Department of Health. Some relate to the whole Government 
while others relate to particular Departments. 

We have identified a range of areas for future policy development, judged on the scale 
of their potential impact on health inequalities, and the weight of evidence. These 
areas include: poverty, income, tax and benefits; education; employment; housing and 
environment; mobility, transport and pollution; and nutrition. Areas are also identified 
by the stages of the life course - mothers, children and families; young people and 
adults of working age; and older people - and by focusing on ethnic and gender 
inequalities. We identify possible steps within the National Health Service to reduce 
inequalities. In our view, these areas offer opportunities over time to improve the 
health of the less well off. 

There are three areas which we regard as crucial: 
• all policies likely to have an impact on health should be evaluated in terms of their 
impact on health inequalities; 
• a high priority should be given to the health of families with children; 
• further steps should be taken to reduce income inequalities and improve the living 
standards of poor households. 

These areas form the basis of our first three recommendations. 

We hope our report will provide a sound basis for policy development well into the 
next millennium. 

Donald Acheson 
David Barker 
Jacky Chambers 
Hilary Graham 
Michael Marmot 
Margaret Whitehead 

• dc1\Mfa8 R·itfr♦-we welcome your comments on this site. Prepared 26 November 1998 
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Part 1 

Introduction 

Our Task 

Our task is set out in the terms of reference and the commissioning letter from the 
Minister fo r Public Health (annex A). [t consists of two parts. The first is to review the 
latest available information on health inequalities and "summarise the evidence of 
inequalities of health and the expectation of life in England and identify trends". This 
review would be based on data from the Office for National Statistics (0 S) the 
Department of Health (OH) and elsewhere. 

The second is to identify, in the light of the review "priority areas for future policy 
deve lopment . . . likely to offer opportunities for Government to develop beneficial, 
cost effective and affordable interventions to reduce health inequalities". These policy 
proposals are to be based on "scientific and expert evidence" and ''within the broad 
framework of the Government's financial strategy". 

Bearing in mind the commissioning letter and terms of reference, we have considered 
the work of the Inquiry to be scientific. We have limited our recommendations to 
those based on scientific and expert evidence. 

The short timescale of the Inquiry, combined with the broad nature of inequalities in 
health and their determinants, prohibited a very detailed and comprehensive review. 
We acknowledge at the outset of this report that there are areas which, given a longer 
period of time for our work, we would have reviewed in more detail. Other areas of 
work were omitted because they were not included in our terms of reference. 
So. although we recognise that the setting of targets concerned with reducing 
inequalities in health is an important area for policy development, we were advised 
that consideration of this issue was not within the Inquiry's remit. We do, however, 
welcome the setting up of the Chief Medical Officer's working group which will 
consider targets, including those which address inequalities in health, as part of the 
work on "Our Healthier Nation"l. In addition, we decided at an early stage not to 
consider recommendations for research and development, although the need for 
further research and development is implicit in many sections of the report. 

A key objective of our report is to contribute to the development of the Government's 
strategy for health and an agenda for action on inequalities in the longer term. The 
publication on the 5 February 1998 of the consultation paper "Our Healthier Nation; a 
Contract for Health"l was an important landmark. It identified the need "to improve 
the health of the worst off in society and to narrow the health gap" as an overriding 
principle. This principle also underpins consultation papers on public health from 
Scotland, Wales and Northern Ireland2-4. 

Our report takes account of the main features of "Our Healthier Nation" _as they affect 
inequalities. We discuss tackling inequalities in the settings of schools, the workplace 
and neighbourhoods. Our section on the NHS includes an element on the reduction of 
inequalities through local partnerships taking account of plans for Health 
Improvement Programmes and Health Action Zones. It also takes into account the 
changes outlined in the White Paper "The New NHS: Modern and Dependable"2. 

Structure of the report 

Our report is divided into two sections. Part 1 sets out the approach which \Ve adopted 

http: //wv.w.official-documents.co. uk/document/doh/ih/part 1 a.htm -
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in consi?ering the causes ?f _i ne_q ualities in health. and some of the principles which 
ha ve guided our work. This 1s to llowed by a summarv of our review of data on 
inequalities in health, "The Current Posi tion" . Part 2 is our review of the evidence 
from which we identified areas for fu ture policy development, and contains our 
'.ecommendations. This section also adds to and ampl ifies, some of the data presented 
111 Part 1. In each of the identified areas for future policy development, we have 
summarise9 the inequalities that exist the evidence that indicates areas fo r policy 
~eve lopment, and the benefit which might result from such development . A complete 
list of our recommendations, including cross refe rences, is given at the end of Part 2. 

Our approach 

Historical context 
Our report needs to be seen in its historical context, as an extension of scientific and 
policy development in this country over more than a century. There is a long tradition 
in Britain of analysing national statistics to shed light on the nature and causes of 
social inequalities in health§. This goes back at least to William Farr in 183 7 when 
the General Register Office was set up. Farr, as the first Superintendent of Statistics 
clearly believed that it was the responsibility of the national office not just to record 
deaths, but to uncover underlying linkages which might help to prevent disease and 
suffering in the fururez. 

Firm foundations were set at that time which have allowed the documentation and 
monitoring of health inequalities over the past 150 years to a much finer degree than 
in many other countries. Social and public health reformers since then - from 
Chadwick in the 1840s to Rowntree at the tum of the century and Titmuss and 
colleagues in the Depression and post-war period - have carried on the tradition, 
bringing the evidence into the light of day for public debate and action. 

Evidence on social inequalities and of inadequate access to health care in Britain also 
played a key role in pressure to set up the welfare state in the post-war period, with the 
landmark Beveridge Report of 1942 setting out a national programme of policies and 
services to combat the "five giants of Want Disease Ignorance, Squalor and 
Idleness"l 

It was an assessment in the mid-1970s that Britain was slipping behind some other 
countries in health improvement despite 30 years of the welfare state and speculation 
that persisting health inequalities were to blame that led to the setting up by the 
Government of the Research Working Group on Inequalities in Health in 1977 
chaired by Sir Douglas Black. The resulting Black Report2 presented in 1980 shortly 
after a new Government took office, was a rare example perhaps the first anywhere in 
the world, of an attempt authorised by Government to explain trends in inequalities in 
health and relate these to policies intended to promote as well as restore health.lQ. 
The thrust of the recommendations in that seminal report were concerned with 
improving the material conditions of life of poorer groups, especially children and 
people with disabilities, coupled with a re-orientation of health and personal social 
services. Although there was little sign that the report's recommendations were given 
any official priority in Britain throughout the 1980s, ripples from the report spread out 
far and wide, to be influential in research and public health debates in many countries. 
For example, the Black Report played a part in influencing the decision of the member 
states (including the UK) of the European Region of the World Health Organisation to 
agree a common health strategy in 1985, with equity in health as a theme running right 
through it, and reduction in inequities as the subject of the first of 38 targets to be 
achieved by the year 200011. This in itself has proved a significant development on 
the international front. In 1987, an update of the evidence in the Black Report was 
commissioned and published under the title of "The Health Divide" 12. This stimulated 
widespread debate and led to renewed calls for greater priority to be given to the issue 
of inequalities in health.lQ. 

http://\\--v.iw.official-documents.co.uk/document/doh/ih/partla.htm 
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It \.VJS not until the l 990s. however, that significant mo ement on the issue was 
pe rceptible. The Chief Medical Officer for England set up a sub-group under the 
auspices of "The Health of the Nation" national health strategy, to look into what the 
Department of Health and the NHS could do to reduce variations in health 13. The 
report of the sub-group was published in 1995, and in the same year, the King's Fund 
published an independent analysis of the wider policy options for tackling inequalities 
in health in relation to housing, family poverty, and smoking as well as the I HS_B. 
These initiatives, together with a growing body of evidence from a great many in the 
public health field. were influential in convincing the new Government in 1997 of the 
need to set up the current Independent Inquiry. 

Socioeconomic model of health 
We have adopted a socioeconomic model of health and its inequalities. This is in line 
with the weight of scientific evidence. Figure 1 shows the main detenninants of health 
as layers of influence one over anotherlS .16. At the centre are individuals, endowed 
with age, sex and constitutional factors which undoubtedly influence their health 
potential, but which are fixed. Surrounding the individuals are layers of influence that, 
in theory, could be modified. The innermost layer represents the personal behaviour 
and way of life adopted by individuals, containing factors such as smoking habits and 
physical activity, with the potential to promote or damage health. But individuals do 
not exist in a vacuum: they interact with friends, relatives and their immediate 
community, and come under the social and community influences represented in the 
next layer. Mutual support within a community can sustain the health of its members 
in otherwise unfavourable conditions. The wider influences on a person's ability to 
maintain health (shown in the third layer) include their living and working conditions, 
food supplies and access to essential goods and services. Overall there are the 
economic, cultural and environmental conditions prevalent in society as a whole, 
represented in the outermost layer. 

The model emphasises interactions between these different layers. For example, 
individual lifestyles are embedded in social and community networks and in living 
and working conditions, which in turn are related to the wider cultural and 
socioeconomic environment. 

Socioeconomic inequalities in health reflect differential exposure - from before birth 
and across the life span - to risks associated with socioeconomic position. These 
differential exposures are also important in explaining health inequalities which exist 
by ethnicity and gender. One model of how these risks interconnect is shown in figure 
i. 

This model has been used to guide research. The research task is to trace the paths 
from social structure, represented by socioeconomic status, through to inequalities in 
health. This can be done in stages, for example showing that work is related to 
pathophysiological changes such as raised blood pressure or biochemical disturbances 
which are in tum related to disease risk; or showing that the social environment in 
which people live is related to their health behaviour, such as patterns of eating, 
drinking, smoking and physical activity. 

The model also illustrates various intervention points. Medical care, for example, 
might intervene at the level of morbidity to prevent progression to death, or earlier, at 
the level of pathophysiological changes to interrupt transition to morbidity. Preventive 
approaches might act at the level of attempting to change individual risk, by 
encouraging people to give up smoking or change diet. Interventions in the workplace 
or the social environment might encourage a climate which promotes healthy 
behaviour or improved psychological conditions. Interventions at the level of social 
structure would reduce social and economic inequalities. 

Our approach is shared by the Government which, in "Our Healthier Nation", has 
expressed its determination to tackle "the root causes of health". The Prime Minister 

http://wvvw.official-documents.co.uk/document/doh/ih/partla.htm 11/06/99 -
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emphasised this approach in his answer to a Parliamentary Question on low income. inequality and health (11 th June 1997). 

" ... It is for that reason that the Secretary of Stare for Health has asked Sir Donald 
Acheson to conduct a further review into inequality and the link between health 
and weal th ............... These inequalities do matter and there is no doubt that the 
published statistics show a link between income inequality and poor health. [t is 
important to address that issue, and we are doing so. The purpose of the windfall 
tax is to address that matter on behalf of young people and the long-term 
unemployed. We are also addressing the issue by introducing the minimum wage. 
which will help those on low incomes and with welfare measures particularly 
those designed to get single parents back to work" J.l . 

Need to intervene on a broad front 
The socioeconomic model also dictates the breadth of our review. A broad front 
approach reflects scientific evidence that health inequalities are the outcome of causal 
chains which run back into and from the basic structure of society. Such an approach 
is also necessary because many of the factors are interrelated. It is likely to be less 
effective to focus solely on one point if complementary action is not in place which 
influences a linked factor in another policy area. Policies need to be both "upstream" 
and "downstream". 

For instance, a policy which reduces inequalities in income and improves the income 
of the less well off, and one which provides pre-school education for all four year olds 
are examples of "upstream" policies which are likely to have a wide range of 
consequences, including benefits to health. Policies such as providing nicotine 
replacement therapy on prescription, or making available better facilities for taking 
physical exercise, are "downstream" interventions which have a narrower range of 
benefits. 

We have, therefore, recommended both "upstream" and "downstream" policies - those 
which deal with wider influences on health inequalities such as income distribution, 
education, public safety, housing, work environment employment, social networks, 
transport and pollution, as well as those which have narrower impacts. such as on 
healthy behaviours. We describe the impact of these on health at the various stages of 
the life course, by ethnicity and by gender. 

Absolute and relative inequalities 
The health gap between socioeconomic groups can be considered in both relative and 
absolute terms. An example of a relative measure would be the ratio of the death rate 
in the lowest social class to that in the highest class. Death rates could be, for example, 
twice as high in the lowest as in the highest social class. The equivalent absolute 
measure would subtract the death rate in one group from that in another to give the 
rate difference. This could be expressed as, for example, the death rate in the lowest 
social class is 50 deaths per l 00.000 population greater than the rate in the highest 
social dass. 

Boch relative and absolute measures have important implications. However, it may be 
argued that absolute measures are the most critical particularly with respect to 
identifying the major problems which need to be addressed. This is because an 
absolute measure is determined not only by how much more common the health 
problem is in one group than another but also how common the underlying problem -
for example the death rate in a particular population - actually is. A doubling in social 
class V of the rate of occurrence of a rare disease is not as significant as a doubling in 
the rate of occurrence of a common disease. lajor gains in attacking health 
inequalities are most likely to derive from addressing those health problems which 
occur reasonably frequently, even if le.ss common diseases may in relative terms 
demonstrate a steep gradient, occurring, say, ten or twenty times more often in social 
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class V than I. Relative measures are particularly useful for assessing the relative 
importance of different causal factors, and are important too ls in aetiological enquiry. 

The penalties of inequalities in health affect the whole social hierarchy and usually 
increase _fr~m t~e to~ t_o the bottom. Thus, although the least well off may properly be 
given pnonty, 1f policies only address those at the bottom of the social hierarchy , 
inequalities will still exist. Accordingly, our approach addresses the socioeconomic 
determinants of health as they affect the whole social spectrum. 

Social environment, social support and health 
The economic and social benefits of greater equality seem to go hand in hand. The 
quality of the social environment is worst where financial deprivation is greatest such 
as the inner cities. Recent research suggests that, in addition to the ill effects due to 
absolute poverty, societies in which there is a wide gap between the rich and the poor 
suffer additional social problems, for instance, through high rates of violence and 
crime, and truancy J],. It has also been suggested that people with good social 
networks live longer, are at reduced risk of coronary heart disease, are less likely to 
report being depressed, or to suffer a recurrence of cancer and are less susceptible to 
infectious illness than those with poor networksl.2.. 

This work opens up a range of policy options. Policies to reduce social inequalities 
and to promote social networks are part of a strategy to reduce inequalities in health in 
just the same way as action on economic inequalities or improvements in the material 
environment of disadvantaged communities. These include, for instance, policies 
which reduce unemployment in areas of social need, those which improve the 
availability of social housing for families close to their social networks, and the 
provision of family support services which help parents protect their children from the 
effects of disadvantage. Freedom from prejudice or discrimination, a respect for 
individual worth and a sense of belonging to society will help to reduce the 
manifestations of exclusion, such as crime, violence, self-harm and isolation. 

Priority for parents and children 
While remediable risk factors affecting health occur throughout the life course, 
childhood is a critical and vulnerable stage where poor socioeconomic circumstances 
have lasting effects. Follow up through life of successive samples of births has pointed 
to the crucial influence of early life on subsequent mental and physical health and 
development20. The fact that the adverse outcomes, for example, mental illness, short 
stature, obesity, delinquency and unemployment, cover a wide range, carries an 
important message. It suggests that policies which reduce such early adverse 
influences may result in multiple benefits, not only throughout the life course of that 
child but to the next generation. 

Another line of research, which concentrates on the effects of a mother's nutrition on 
her child's later health, has shown that small size or thinness at birth are associated 
with coronary heart disease, diabetes and hypertension in later life. As two principal 
determinants of a_ baby's weight at birth are the mother's pre-pregnant weight and her 
own birth weight, the need for policies to improve the health of (future) mothers and 
their children is obvious2 l. It also follows that, among migrants who move from a 
poorly nourished to a well nourished community, there will be implications for fetal 
growth and adult health for more than one generation. 

Taking into account these findings and the view expressed in "Our Healthie_r Nation" 
that "good health is rhe supreme gift parents can give their children", we take the 
view that, while there are many potentially beneficial interventions to reduce 
inequalities in health in adults of working age and older people, many of those with 
the best chance of reducing future inequalities in mental and physical health relate to 
parents, particularly present and future mothers, and children. 

$®1·+4illC!at 
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Independent Inquiry into Inequal ities in Health Report Part 1 continued 

Inequalities in Health: The Current Position_ 

Socioeco norriic inequalities in health and expectation of life have been found in many 
contemporary and past societies. In England although informatio n based on an 
occupational definition of social class has only been available since 1921, other data 
identifying differences in longevity by position in society have been available for at 
least two hundred years. These differences have persisted despite the dramatic fall in 
mortality rates over the last centuryf 

Inequalities in health exist, whether measured in terms of mortality life expectancy or 
health status; whether categorised by socioeconomic measures or by ethnic group or 
gender. Recent effo rts to compare the level and nature of health inequalities in 
international tenns indicate that Britain is generally around the middle of comparable 
western countries, depending on the socioeconomic and inequality indicators used22 . 
Although in general disadvantage is associated with worse health, the patterns of 
inequalities vary by place, gender, age, year of birth and other factors and diffe r 
according to which measure of health is used23. 

General trends in health 
Death rates in England have been falling over the last century, from a crude death rate 
of 18 per thousand people in 1896 to 11 per thousand in 199624,25. Over the last 25 
years, there have been falls in death rates from a number of important causes of death, 
for example lung cancer (for men only), coronary heart disease and stroke25. 

Life expectancy has risen over the last century26, but not all life is lived in good 
health. Healthy life expectancy - the measure of average length of life free from ill 
health and disability - has not been rising; the added years of life have been years with 
a chronic illness or disability27. 

The proportion of people reporting a limiting long standing illness has risen from 15 
per cent to 22 per cent since 197 S. The proportion reporting illness in the two weeks 
previous to interview has nearly doubled from 9 per cent to 16 per cent. There is a 
slight increase in the proportion of people consulting the NHS28. 

Measuring socioeconomic position 
A number of different measures can be used to indicate socioeconomic position. These 
include occupation, amount and type of education, access to or ownership of various 
assets, and indices based on residential area characteristics. There has been much 
debate as to what each indicator actually measures, and how choice of indicator 
influences the pattern of inequalities observed. For example, measures based on 
occupation may reflect different facets of life for men compared to women, and for 
people of working age compared to older people or children. 

Choice of measure is often dictated by what is available. In Britain occupational social 
class is frequently used, especially for data collected nationally. Table l shows 
examples of the occupations in each social class group. 

Mortality 
Over the last twenty years, death rates have fallen among both men and women and 
across all social groups25,29. However, the difference in rates between those at the 
top and bottom of the social scale has widened. 

For example, in the early 1970s, the mortality rate among men of working age was 
almost twice as high for those in class V (unskilled) as for those in class I 
(professional). By the early 1990s, it was almost three times higher (table 2). This 
increasing differential is because, although rates fell overall, they fell more among the 
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high social classes than the low social classes. Bet\veen the early 1970s and the earlv 
l 990s, rates fell by about -W per cenr for classes I and II, about 30 per cent for class~s 
IIIt . IIIM and IV. but by only I 0 per cent fo r class V. So not only did the differential 
between the top and the bottom increase, the increase happened across the whole 
spectrum of social classes29. 

Both class I and class V cover only a small proportion of the population at the 
extremes of the social scale. Combining class I with class II and class IV with class V 
allows comparisons of larger sections of the population. Among both men and women 
aged 35 to 64, overall death rates fell for each group between 1976-81 and 1986-92 
( table 3 ). At the same time, the gap between classes I and II and classes IV and V 
increased. In the late 1970s, death rates were 53 per cent higher among men in classes 
IV and V compared with those in classes I and II. In the late 1980s, they were 68 per 
cent higher. Among women, the differential increased from 50 per cent to 55 per 
cent30. 

These growing differences across the social spectrum were apparent for many of the 
major causes of death, including coronary heart disease, stroke, lung cancer and 
suicides among men, and respiratory disease and lung cancer among women29 .. 30. 

Death rates can be summarised into average life expectancy at birth. For men in 
classes I and II combined, life expectancy increased by 2 years between the late 1970s 
and the late 1980s. For those in classes IV and V combined, the increase was smaller, 
1.4 years. The difference between those at the top and bottom of the social class scale 
in the late 1980s was 5 years, 75 years compared with 70 years. For women, the · 
differential was smaller, 80 years compared with 77 years. Improvements in life 
expectancy have been greater over the period from the late 1970s to the late 1980s for 
women in classes I and II than for those in classes IV and V, two years compared to 
one year3 l. 

A good measure of inequality among older people is life expectancy at age 65. Again, 
in the late 1980s, this was considerably higher among those in higher social classes, 
and the differential increased over the period from the late 1970s to the late 1980s, 
particularly for womenJl. 

Years of life lost 
Premature mortality, that is death before age 65, is higher among people who are 
unskilled. Table 4 illustrates this with an analysis of deaths in men aged 20 to 64 
years. If all men in this age group had the same death rates as those in classes I and II, 
it is estimated that there would have been over 17,000 fewer deaths each year from 
1991 to 1993. Deaths from accidents and suicide occur at relatively young ages and 
each contribute nearly as much to overall years of working life lost as coronary heart 
disease. Death rates from all three causes are higher among those in the lower social 
classes, and markedly so among those in class V32.33. 

These major differences in death rates and life expectancy between social classes do 
not just apply to those people already well into adulthood. Infant mortality rates are 
also lower among babies born to those of higher social classes. In 1994-96, nearly 5 
out of every thousand babies born to parents in class I and II died in their first year. 
For those babies born in to families in classes IV and V, the infant mortality rate was 
over 7 per thousand babies. As with mortality at other ages, infant mortality rates in 
each class have been decreasing over the last twenty years. However, there is no 
evidence that the class differential in infant mortality has decreased over this period34. 

Morbidity 
Although death rates have fallen and life expectancy increased, there is little evidence 
that the population is experiencing less morbidity or disability than l 0 or 20 years ago. 
There has been a slight increase in self-reported long standing illness and limiting 
long standing illness, and socioeconomic differences are substantial. For example. in 
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t 996 among the 45 ro 64 age group L 7 per cent of professional men reported a 
limiting long standing illness ~ompared to 48 per cent of unskilled men. Among 
women, 25 per cent of profess10nal women and 45 per cent of unskilled women 
reported such a condition. These patterns were similar among younger adults, older 
men and among children28. 

In adulthood, being overweight is a measure of possible ill health, with obesity a risk 
factor for many chronic diseases. There is a marked social class gradient in obesity 
v,·hich is greater among women than among men3S-37. [n 1996, 25 per cent of women 
in class V ,vere classified as obese compared to 14 per cent of women in class I. For 
men. there was no clear difference in the proportions reported as obese except that 
men in class I had lower rates of obesity, 11 per cent, compared to about 18 per cent in 
other groups. Overall, rates ofobesity are rising. For men, 13 per cent were classified 
as obese in 1993 compared to 16 per cent in 1996. For women, the rise was from 16 
per cent to 18 per cent3 7. 

Another indicator of poor health is raised blood pressure. There is a clear social class 
differential among women, with those in higher classes being less likely than those in 
the manual classes to have hypertension. In 1996, 17 per cent of women in class I and 
24 per cent in class V had hypertension. There was no such difference for men where 
the comparable proportions were 20 per cent and 21 per cent respectively37. 

Among men, major accidents are more common in the manual classes for those aged 
under 55. Between S5 and 64, the non-manual classes have higher major accident rates 
(figure 3). For women, there are no differences in accident rates until after the age of 
75 when those women in the non-manual group have higher rates of major 
accidents3 7. 

Mental health also varies markedly by social class. In 1993/4, all neurotic disorders, 
such as anxiety, depression and phobias, were more common among women in class 
IV and V than those in classes I and II - 24 per cent and 15 per cent respectively38. 
This difference was not seen among men. However, there were striking gradients for 
alcohol and drug dependence among men, but not women. For example, 10 per cent of 
men in classes IV and V were dependent on alcohol compared to 5 per cent in classes 
rand II, (figure 4)38. 

Trends in socioeconomic determinants of health 

Income distribution 
Over the last twenty years, household disposable income per head of population has 
grown both in actual and in real terms. Between 1961 and 1994, average household 
disposable income (in real terms) rose by 72 per cent39. However, this was not 
experienced to the same extent across the whole of the income distribution. 
The median real household disposable income, before housing costs, rose over the 
period 1961 to 1994 from£ 136 per week, to £234 per week (figure 5). The top decile 
point more than doubled, from £233 per week to £473 per week. The bottom decile 
point rose by 62 per cent from £74 per week to £119 per week. 

Households below average income 
The proportion of people whose income is below average has been at about 60 per 
cent for the last 35 years (figure 6). However, the proportion of people below half of 
the average income (the European Union definition of poverty) has grown over this 
period from 1 O per cent in 1961 to 20 per cent in 1991. It has decreased since then and 
was at 17 per cent in 199540. 

Education 
Since the early l 970s, the proportion of children aged J or 4 who attend school has 
trebled from 20 per cent to nearly 60 per cent40. The proportion who attend school (as 
opposed to playgroups) varies from 84 per cent in the North East to 43 per cent in the 
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Educationat attainment - as measured by the proportion of children gaining 5 or more 

GCSEs at grades A star to C - has risen from less than 25 per cent in 1975/76 to about 

45 per cent in 1995/9640.42. This measure of attainment varies not only by gender, 

but also by g~ographical area and by measures of deprivation. 

As well as looking at the future workforce and their qualifications, it is useful to look 

at_ the educational attainment of those presently of working age40. In 1997, 16 per cent 

ot men and 21 per cent of women of working age had no qualifications. There were 

also large differences between ethnic groups (figure 7). 

Employment 
The seasonally adjusted unemployment rate for those aged 16 and over stood at 6.2 

per cent in summer 1998, almost three times the level of 30 years ago43 . Although 

rates have been falling since 1993 there have been changes in the patterns of 

unemployment over the last thirty years, well beyond what might have been expected 

from seasonal and cyclical variations (figure 8). Youth unemployment is still at higher 

rates now than it was in 1991 and unemployment rates are four times higher among 

unskilled workers than among professional groups44. 

Across different ethnic groups, there are very different rates of unemployment (table 

1). Those from minority ethnic groups have higher rates than the white population. 

Black men have particularly high unemployment rates as do Pakistani and 

Bangladeshi women45. 

Housing 
Over the last sixty years, the number of dwellings has doubled from 10.6 million in 

1938 to 20.7 million in 199746.47. Housing tenure has also changed dramatically over 

this period with a doubling of the proportion of owner-occupied dwellings46.47 and a 

dramatic fall in the proportion of privately rented dwellings (table 6). 

There has also been a growth in the number of one-person households over the last ten 

years from 4.4 million in 1984 to 5.5 million in 1995/9648. The proportion of all 

households which had only one person rose from 25 per cent to 28 per cent over this 

period. In 1984 46 per cent of one-person households were owner occupied. By 

1995/96, this had grown to 54 per cent (table 7). 

Between 1991 and 2016, the number of households is expected to rise from 19 .2 

million to 23.6 million - a rise of 4.4 million households49. 

Conditions of the housing stock vary considerably. In 1996 about 14 per cent of all 

households were living in poor conditions. About 8 per cent of dwellings in England 

were unfit, and about 7 per cent of households were living in unfit dwellings. The 

proportions of households in unfit dwellings varied with the type of tenure from 4 per 

cent in the Registered Social Landlord sector to 18 per cent of households who rented 

from private landlords. In urban areas, 8 per cent of dwellings were deemed unfit 

whereas in rural areas, 5 per cent were deemed unfit50. 

Homelessness 
Between 1982 and 1992, there was a steep increase in the number of households 

accepted by Local Authorities as homeless. Since then, there has been a decrease of 

about a quarter. Of the 166 000 households classified as homeless in 1997, over 

103,000 were accepted by local authorities to be unintentionally homeless and in 

priority need. Over half of households accepted by local authorities as homeless had 

dependent children and a further tenth had a pregnant household memberS l. 

Public safety , 
The crime rate has nearly trebled since 1971. In 1996, the crime rate in England was 

nearly one crime for every ten people40. Crime rates were highest in areas with large 

ht+~ · 1 lrnu,u ('\ffil'i~ l-rinrt1mf'nt~_co_uk/document/doh/ih/part 1 b.htm 11/06/99 



20 of 132
BT Mod 1 Witness Statement FINAL 3 Mar 2023 & Exhibit Bundle (combined) (3342 pages) 1735 of 3342

MAHI - STM - 083 - 1735

i/99 

Independent Inquiry into Inequalities in Heal... Page 5 of 7 

conurbations - the North East, Yorkshire/Humberside and London4 l. There were also 
different crime rates in different types of areas - lowest in affluent suburban and rural 
areas and highest in council estates and low income areas (table 8). 

Different areas of the country have very different rates of particular types of crime. 
London has the highest rate of fraud and forgery, robbery and sexual offences. The 
North East has the highest rate of criminal damage and the lowest rate of sexual 
offences. Yorkshire and the Humber has the highest burglary rate. The East has the 
lo,vest overall crime rate:!.l. 

Transport 
, ccess to private means of transport has increased in recent years. In 1996, 70 per 
cent of households had access to a car or a van. This compared with just over half of 
households in 1972. About a quarter of households had access to two or more cars and 
vans compared to only 9 per cent in 1972 (figure 9)28,52,53. 

Those with access to two or more cars or vans were not only more likely to be 
economically active, but also tended to be in the higher socioeconomic groups. Only 
seven per cent of households had access to two or more vehicles when the head of 
household was economically inactive compared to 36 per cent of households with an 
economically active head28. In 1991, those who lived in the social rented sector had 
the highest proportion with no access to a car, 68 per cent, while those in the owner 
occupied sector had the smallest proportion with no access, 19 per cent52. 

How people travel to work differs depending on whether the areas in which they live 
are urban or rural54. In England in 1991, 60 per cent of people travelled to work by 
car in urban areas and 69 per cent in rural areas. Rail and bus accounted for 1 7 per 
cent of journeys to work for those in urban areas but only for five per cent for rural 
areas. A higher proportion of people work at home in rural areas, 12 per cent 
compared to four per cent in urban areas (table 9). 

Health related behaviour 
Over the last twenty years, the proportion of people who report that they smoke 
cigarettes has fallen. In 1974, roughly a halfofmen and two fifths of women smoked 
cigarettes, compared with less than 30 per cent of men and women in 1996. The trends 
in drinking alcohol are broadly unchanged over this period. However, the proportion 
of women who drank more than 14 units of alcohol a week rose from 9 per cent in 
1984 to 14 per cent in 199628. 

There is a clear social class gradient for both men and women in the proportion who 
smoke. In 1996, this ranged from 12 per cent of professional men to 41 per cent of 
men in unskilled manual occupations and from 11 per cent to 36 per cent for 
women28. In spite of the major class differences in dependence on alcohol in men38, 
there are very small differences in the reported quantities consumed. This is not the 
case among women where higher consumption is related to higher social class28. 

Among women, there are no differences in levels of physical activity across the social 
classes. Among men, higher proportions in the manual classes have a high level of 
physical activity than in the non-manual classes. However, some of this difference is 
due to work related physical activity. Men in non-manual occupations have higher 
rates of leisure time physical activity35. 

People in lower socioeconomic groups tend to eat less fruit and vegetables · and less 
food which is rich in dietary fibre . As a consequence, they have lower intakes of 
anti-oxidant and other vitamins, and some minerals, than those in higher 
socioeconomic groups35,55-58. 

One aspect of dietary behaviour that affects the health of infants is the incidence of 
breastfeeding. Six weeks after birth, almost three quarters of babies in class [ 
households are still breastfed. This declines with class to less than one quarter of 

http ://v.iv.w. official-documents.co. uk/ document/ doh/ih/part 1 b.htm j- 11/06/99 



21 of 132
BT Mod 1 Witness Statement FINAL 3 Mar 2023 & Exhibit Bundle (combined) (3342 pages) 1736 of 3342

MAHI - STM - 083 - 1736

[ndependent [nquiry into [nequalities in Heal... Page 6 of7 

babies in class V. The differences between classes in rates of breastfeeding at six 
weeks has narrowed slightly between 1985 and 199559. 

Trends in health differences between minority ethnic groups 
There are many indications of poorer health among the minority ethnic groups in 
England. For example, people in Black (Caribbean, African and other) groups and 
Indians have higher rates of limiting long standing illness than white people. Those of 
Pakistani or Bangladeshi origin have the highest rates. In contrast, the Chinese and 
"other Asians" have rates lower than the white population60. 

Although in analysing mortality rates we have to use country of birth as a proxy for 
ethnicity, a similar pattern emergesfil.. There is excess mortality among men and 
women born in Africa and men born on the Indian sub-continent and men and women 
born in Scotland or Ireland (table l 0). 

Many women from minority ethnic groups giving birth in the 1990s were born in the 
United Kingdom. Because country of birth of the mother, and not ethnicity, is 
recorded at birth registration, it is not possible to estimate infant mortality rates by 
minority ethnic group. However, among mothers who were born in countries outside 
the UK, those from the Caribbean and Pakistan have infant mortality rates about 
double the national average. Perinatal mortality rates have also been consistently 
higher for babies of mothers born outside the UK. The differences between groups 
have not decreased over the last twenty years34. 

Trends in health differences between the sexes 
Death rates have been falling for both males and for females (figure 10). Since 1971, 
these have decreased by 29 per cent for males and by 25 per cent for females, 
narrowing the differential in death rates very slightly. Cancers and coronary heart 
disease account for 55 per cent of the deaths of men and 42 per cent of the deaths of 
women25. 

At each age in childhood, and on into adulthood, the age-specific mortality rates for 
boys is higher than for girls (figure 11 )62. For the under 5s, nearly half of the 
difference is due to external causes, in particular accidental drowning and submersion. 
For children aged 5 to 14, external causes, chiefly motor vehicle traffic accidents, 
account for nearly 70 per cent of the difference25. 

Although the life expectancy gap between males and females is decreasing26, this is 
not the case for healthy life expectancy. Healthy life expectancy of females is only 
two to three years more than that of males27. Overall, there is little difference in the 
proportions of males and females reporting a limiting long standing illness53. Women 
report more illness of many different types than men during the reproductive years53. 

For both children and adults of working ages, males have higher major accident rates 
than females (figure 12). At older ages, women have higher major accident rates than 
men37. 

The proportion of smokers is higher among girls than boys63. By adulthood, the 
proportions of men and women smoking are about the same (29 and 28 per cent), 
compared with 51 per cent of men and 41 per cent of women in 197453. For both 
children and adults, males are more likely to drink alcohol heavily than females53. 

Conclusion 
Inequalities by socioeconomic group, ethnic group and gender can be demonstrated 
across a wide range of measures of health and the determinants of health. Analysis of 
these patterns and trends in inequalities has informed the development of areas for 
future policy development. which are considered in Part 2. 
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Part 2 

We have sought to ensure that our recommendations are based on scientific and expert 
evidence. To this end. we have consulted wi th a wide range of experts and 
incorporated a process of peer review. In summary we commissioned a series of input 
papers from experts broadly to match the sections of the report. Most of these experts 
consulted widely amongst other researchers in their field. For each of these 
commissioned papers, we obtained an independent scientific commentary. We also 
sought and received a considerable volume of material from institutions and 
individuals with expertise or experience relevant to inequalities in health, including 
scientific reviews and papers. A separate Evaluation Group was convened to consider 
the commissioned papers with associated commentaries and asked to report on the 
quality of the evidence on which the recommendations in the papers were based, and 
to identify gaps64. A more detailed description of the process is given in annex B. 

All this material was considered and discussed within the Scientific Advisory Group. 
The material reflected a wealth of descriptive data documenting inequalities in health 
and a growing quantity of research exploring mechanisms. However, controlled 
intervention studies are rare. Indeed, the more a potential intervention relates to the 
wider determinants of inequalities in health (ie "upstream" policies), the less the 
possibility of using the methodology of a controlled trial to evaluate it. We have, 
therefore evaluated many different types of evidence in forming our judgement. The 
following sections incorporate our assessment of the full spectrum of evidence which 
we reviewed. 

Cross-Government Issues 
If future inequalities in health are to be reduced, it will be essential to carry out a wide 
range of policies to achieve both a general improvement in health and a greater impact 
on the less well off. By this we mean those who in terms of socioeconomic status, 
gender or ethnicity are less well off than average in terms of health or its principal 
determinants - such as income, education, employment or the material environment. 

The impact of policies designed to improve health may have different consequences 
for different groups of people which are not always appreciated. Some policies will 
both improve health and reduce health inequalities. The introduction of the NHS 
benefited the health of all sections of the population, particularly women and children, 
many of whom were excluded from previous arrangements under the National 
Insurance Act. 

\vell intended policy which improves average health may have no effect on 
inequalities. It may even widen them by having a greater impact on the better off. 
Classic examples include policies aimed at preventing illness if they resulted in 
uptake favouring the better off. This has happened in some initiatives concerned with 
immunisation and cervical screening, as well as in some campaigns to discourage 
smoking or to promote breastfeeding. More recently, the Government's welcome 
decision to provide a pre-school place for every child aged four in the country is likely 
to benefit health on average but could have the unintended effect of increasing 
inequalities. This would happen if the children of the better off made more effective 
use of the service. 

These examples hiohlioht the need for extra attention to the needs of the less \Veil off. ::, -:, 

This could be accommodated both by policies directed at the least well off and by an 
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approach which \vould require the need for tnequalities to be addressed \vherever 
universal services are provided, such as publicly funded education and the National 
Health Service, and where other policies are likely to have an impact on health. 

A broader approach of this kind vvhich explicitly addresses inequalities could provide 
a new direction for public policy. It is our view that, in general, reductions in 
inequalities are most likely to be achieved if policies are formulated with the reduction 
of inequalities in mind. 

l. We RECOMMEND that as part of health impact assessment, all policies likely 
to have a direct or indirect effect on health should be evaluated in terms of their 
impact on health inequalities, and should be formulated in such a way that by 
favouring the less well off they will, wherever possible, reduce such inequalities. 

This proposal for a systematic impact assessment of policy on health inequalities is a 
significant extension to the steps already taken by Government to apply impact 
assessments to its policies l, and to ensure better coordination across Whitehall. 

We suggest that this proposal needs to be supported by a small and effective unit with 
a pan-Government view. Such a lead by Government would allow action on 
inequalities to be both reviewed and promoted. It would also serve to further 
encourage the steps being taken to strengthen coordination at both central and local 
level. 

1.1 We recommend establishing mechanisms to monitor inequalities in health 
and to evaluate the effectiveness of measures taken to reduce them. 

The effects of future policies will need to be monitored at regular intervals. For this 
purpose, the Government will require authoritative statistics on inequalities in health 
and the factors influencing them at national and local level. These will also be needed 
in order to set targets for reduction of health inequalities. A number of concerns about 
the presently available data have been raised with us. These include the scope for 
moni toring inequalities among older people, when many data sources have an 
effective cut-off point of age 64. There are continuing inconsistencies in the treatment 
of males and females in the census and at death registration, where married women are 
still mainly classified by the social class of their husband. There is also a need for 
greater consistency between data from the census, from vital registration and from 
other sources. 

1.2 We recommend a review of data needs to improve the capacity to monitor 
inequalities in health and their determinants at a national and local level. 

We have emphasised the priority we will be giving to parents and children in the 
report as the best way of reducing future inequalities in physical and mental health. 
This issue is relevant across Government. 

2. We RECOMMEND a high priority is given to policies aimed at improving 
health and reducing health inequalities in women of childbearing age, expectant 
mothers and young ~hildren. 

Areas for Future Policy Development 

1. Poverty, Income, Tax and Benefits 

Poverty and income 

[nequality 
Inequalities in health are of long standing and their determinants are deeply ingrained 
in our social structure. Since 1980, although health and expectation of life have 
generally improved, the social gradients of many indicators of health have deteriorated 
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or at best remained unchanged. Altho ugh this period was also marked bv substantial 
economic gr_owth, income differentials widened to a degree no t seen sin~e the Second 
World War. It also saw the reversal in the trend to greater equality seen in the l 960s 
and 1970s. Average incomes grew in real terms by about 40 per cent between 1979 
and l 994/5, but this growth was far greater (60-68 per cent) amongst the richest tenth 
of rhe population. For the poorest tenth average income increased by only 10 per cent 
(before hous i~g costs) or_ fe ll by_~ per cent (after them). Th~re has been some 
improvement tn the relative pos1t1on of the poorest groups in the period since 1992 but 
income inequality is still pronounced and is worse than in many other developed 
countries65. 

The differences in incomes between those on means-tested benefits and those 1.vith 
other sources of income are a major determinant of income inequality in the United 
Kingdom. Among the poorest fifth of the population, the maj ori ty have incomes set by 
the level of means-tested benefit65 . People on low income, defined as below half 
average income, are more likely to be unemployed, lone parents and their children, 
people with disabilities or pensioners and to live in social housing. Some minority 
ethnic groups, especially Pakistanis and Bangladeshis, are over-represented in the 
poorest fifth of the income distribution65-69. 

A similar picture emerges if poverty is defined as the receipt of Income Support. 
Almost a quarter of all households include at least one person receiving Income 
Support70. Measured over a two year period, this figure rises to more t}:lan a third. The 
number of people receiving Income Support has risen from just over 4 million in 1979 
to 9 .6 million in 199611. Comparisons over time are difficult but recent work has 
shown that the proportion of the population with below half average income has more 
than doubled since 1979, to reach 18 per cent in the mid l 990s72. 

Many studies and analyses have demonstrated the association of increasingly poor 
health with increasing material disadvantage. For instance, all cause mortality is 
correlated with Townsend deprivation score, an index which combines indicators of 
unemployment, lack of car, not being an owner occupier and overcrowding. The 
highest mortality rates for both men and women are found among those who live in 
areas with the highest scores (most deprived), and the lowest in those from areas 
which are least deprived73. People living in households with incomes of £350 or more 
per week have significantly lower rates of self-reported long standing illness than 
those living in households with an income of £200 per week or less 74. However, 
available evidence is insufficient to confirm or deny a causal relationship between 
changes in income distribution and the parallel deterioration in inequalities in some 
areas of ill health. Nevertheless, we take the view that these changes are likely to be 
related. In addition to being responsible for part of the burden of morbidity and 
mortality, they probably contribute to the persistence of the steep, unfavourable 
socioeconomic gradients in smoking and in the consumption of important nutrients 
such as antioxidants. Perhaps even more important is the damage persistent family and 
childhood poverty does to the health of future generations. 

We welcome the Government's declared intention to redress income inequalities 
through the establishment of a national minimum wage, "Welfare to Work" and other 
measures. This approach should be accompanied by efforts to redistribuJe resources, 
in cash or kind, to those who, for reasons such as age or disability, are unable to work, 
and to those families for whom work is not available or appropriate. We consider that 
without a shift of resources to the less well off, both in and out of work, little will be 
accomplished in terms of a reduction of health inequalities by interventions addressing 
particular "downstream" influences. 

Tax and Benefits 

A fairer tax system will help the less well-off who are in work. It can boost the 
incomes of those in low paid work, neutralise the poverty trap for those able to \Vork 
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and reduce inequalities. Recent changes, such as "Welfare to Work" and the 

announcement of the Working Families Tax Credit Scheme in the l 998 Budaet. 

explicitly recognise the link between tax and benefits for working families . I~ is too 

early to assess the effects of these changes and they will need to be kept under review. 

It is ou~ view that more may need to be done. Over the last 20 years a greater 

proportion of total taxation has been raised by indirect taxes75 , notably through VAT 

but also through excise duties. We note the Government's pledge not to extend VAT 

to food. children's clothes and public transport fares. and the action it has taken to 

reduce VAT on domestic fuels in a direct effort to help poorer and older people. 

hifting the tax burden from regressive to more progressive forms of taxation and 

fiscal policies which take account of the combined impact of direct and indirect 

taxation on the living standards of lower income groups, would help mitigate the 

effects of income inequalities. 

For the least well-off members of society, however, it is the benefit system which is 

the principal determinant of living standards. A comprehensive review of the social 

security system and its implications for health are beyond the capacity and 

competence of the Inquiry. Welfare refonn is, however, on the Government's agenda. 

We believe it is important that, over time, benefit and pensions levels are set at a level 

sufficient to pay for items and services necessary for health and for participation in 

society. 

We have decided to focus on two groups where we believe the current system fosters 

major inequalities in health and which will not reap the full benefits of the 

Government's recent, work-related refonns. These groups are families with children 

and pensioners. 

Evidence 
Poverty falls disproportionately on children. In the mid 1990s, around one in four of 

the total population in Britain were living in poverty (below 50% of average income 

after housing costs). Among children, the proportion was one in three76. In 1996, 2.2 

million children were in a family receiving Income Support77. 

A child, and additional children, has a much greater impact on the standard of living 

of poorer than better-off households 78. Yet current levels of benefits are not generous, 

either relative to average incomes or to levels found in much of continental Europe 79. 

Income Support falls significantly short of the level that independent experts 

determine to be the modern minimum. In 1992/3, the income of a single pensioner, 

owner occupier on Income Support fell £8 per week short of the standard; a couple 

with two children needed £34 more benefit to reach the standard~fil.. Depending on 

age, Income Support rates meet between 67 per cent and 90 per cent of minimum 

needs of children, as assessed by a representative cross-section of parents82. Another 

study found that Income Support levels are insufficient to meet the costs of an 

adequate diet for expectant mothers, particularly single women under the age of 2583. 

Studies of the cost of meeting the basic needs of children of different ages suggest not 

only that the income provided by Income Support is insufficient but that the personal 

allowances for children understate the costs of younger children ( especially those 

under 2 years) relative to older childrenQ.2.,84. Independent and expert assessment of 

basic needs also indicates that the personal allowances paid to one- and two-parent 

families underestimate the relative cost of providing a basic standard of living for 

one-parent families78,84,85. It is estimated that a lone parent with two children woul~ 

need 93% of the amount required by a couple with two children to achieve the same 

"modest but adequate" standard of living85. The l 998 Budget with above inflation 

tncreases in the benefit rates for younger children, childcare tax credit for working 

parents and the working families tax credit will contribute to the narrowing of these 

discrepancies. Substantial improvement will require sustained action but this is an 

important start which goes some way to narrowing these discrepancies but will not 

eliminate them. 

1 1 1n,;, QQ 
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The S\Vi rch to l_ink ~enepts to pri~~s rat~er than earnings in the early l 980s has meant 
. relative de ten orat1on m the posmon ot groups who rely on benefits, including 
a ensioners (fornre 13)65. The poorest pensioners are those wholly dependen t on the 
p tare Retirement pension and although this is designed to be supplemented by [ncorne 

upport some one milli_on - or around ?ne in four of state retirement pensioners - do 
not claim support to which they are ent1tled86,87. A number of factors may operate, 
including lack of knowledge of entitlement, a percep tion of being stigmatised by the 
recei pt of benefit and physical or other difficulties in the processes of claiming. 
Possible ways of overcoming some of these problems are the establishment of new 
organjsations o r agencies : ~ pensioner's agency as a way of achieving "one-stop" 
pro vision of we lfare88: a cmzen's bank88: or a welfare "counsellor" in primary care 
centres in disadvan taged areas89,90. A furthe r suggestion to the Inqui ry has been that 
an Income Support "top-up" could be paid automatically to bring the poorest 
pensioners up to Income Support levels . 

There is a lack of experimental evidence that increasing financial resources results in 
measurable health gain. A rare exception is a randomised controlled trial carried out in 
Gary, Indiana, USA between 1970 and 1974. The intervention group received an 
expanded income support plan which guaranteed a minimum income to a group of 
mothers with low income. Mothers at high risk of adverse pregnancy outcome had 
heavier babies if they had received the income support plan.2.1. However a review, 
which is being carried out under the auspices of the Cochrane Collaboration, has not 
been able to identify other evaluations of financial support interventions which include 
health outcomes, meeting review quality criteria64. 

Thus the bulk of the empirical evidence comes from research demonstrating that 
people living on low incomes, including those whose income consists entirely of state 
benefits, have insufficient money to buy items and services necessary for good health. 
Studies of the budgeting arrangements of poor families show that the money for food 
is often used as the reserve to iron out fluctuations in income and meet emergencies92. 
Mothers often shop alone to curtail expenditure and shop frequently to prevent food 
being available at home and therefore at risk of being consumed before it is essential. 
Spending is much reduced in the second week of the benefit cycle. Families can and 
do go short of food during this time because of shortage of money and, more often 
than not, it is the mother who goes without93-95. Some mothers have nutritionally 
deficient diets, although they are usually successful in protecting the diets of their 
children94. Older people are particularly at risk of "fuel poverty" and may under-heat 
their homes because they cannot afford to buy fuel96,97 . Poverty may also act as a 
barrier for older people to services and care and to an adequate diet. 

Benefit 
Policies which increase the income of the poorest are likely to improve their living 
standards, such as nutrition and heating and so lead to improvements in health. This 
can be done by improving social securi ty benefits, specifically for families with young 
children and pensioners, by increasing employment opportunities and through changes 
in the tax system. We have already noted that what is affordable in this area is a matter 
for the Government rather than the Inquiry. 

At a population level, improvements in income and living standards are clearly 
associated with improvements in health and life expectancy98. As the effects of such 
interventions on individual health have not been tested, any possible harmful side 
effects are unknown, if unlikely. 

3. We RECOMMEND policies which will further reduce income inequalities, and 
improve the living standards of households in receipt of social security benefits. 
Specifically: 

3.1 we recommend further reductions in poverty in women of childbearing age, 
expectant mothers, young children and older people should be made by 
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increasing benefits in cash or in kind to them. 

Page 6 of 6 

3.2 We recommend uprating of benefits and pensions according to principles 
which protect and, where possible, improve the standard of living of those ·who 
depend on them, and which narrow the gap between their standard of living and 
average living standards. 

3.3 We recommend measures to increase the uptake of benefits in entitled groups. 

VVt: recommend ji1rther steps to increase employment opportunities (recommendation 
8.1 ). 

We welcome your comments on this site. Prepared 26 November 1998 
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lndep~ent Inquiry into Inequalities ~n Health Reoort Part 2 continued ·--·---

2. Education 

Education plays a number of roles in influencing inequalities in health. if health is 
\'i em~d in its widest sense. Firstly, it has an important role in influencing inequalities 
in socioeconomic position. Educational qualifications are a determinant of an 
indi idual's labour market position, \vhich in turn influences income. housing and 
other material resources. These are related to health and health inequalities. As a 
consequence, education is a traditional route out of poverty for those living in 
disadvantage. 

Secondly education has a role in preparing children for Life, in particular in ensuring 
that they have the practical, social and emotional knowledge and skills to achieve a 
full and healthy life. These include knowledge of the wider determinants of health, not 
just health related behaviour, skills in developing relationships and dealing with 
conflict and practical skills such as budgeting and cooking. 

Thirdly, education has a social role in preparing children to participate fully in society. 
This includes making children aware of their democratic rights and responsibilities, 
educating them about using services, co-operation and working together and 
enhancing greater understanding of other groups in society. The role of the school as 
part of the local community is an important component in achieving these outcomes. 

Fourthly, the education system should protect and promote the current health of 
children by providing an environment and culture which is safe, healthy and 
co nd uc i ve to I earning99- l O l. 

We recognise that a group of children at particular disadvantage are those who are 
excluded from school or who are frequent truants. These children and young people 
tnclude disproportionate numbers with special educational needs, from minority ethnic 
groups, and who are looked-after by local authorities. School exclusion and truancy 
are associated with increased involvement in crime as victims and perpetrators, 
substance misuse and other dangerous activities. In the long term. school exclusion 
and truancy are associated with unemployment. imprisonment, homelessness and 
teenage pregnancy. Measures to enable local education authorities to reduce truancy 
and exclusion are essential if the educational opportunities of this vulnerable group of 
children are to be protected. We note the recent report from the Government's Social 
Exclusion Unit on this topic. In view of its special recommendations to education and 
other authorities, we have not made recommendations in this area. We believe that the 
policy areas we recommend in this report which support parents and children at home 
and school will address the "upstream" factors which lead to exclusion and truancy. 
These policy areas should complement those recommended in the Social Exclusion 
Unit's reportl02. 

!his section is based on the recognition of the roles of education in reducing 
inequalities in health. Our recommendations in this area relate to increasing the 
resources for schools serving the less well off, further development of pre-school 
education and health promoting schools and improving nutrition at school. 

Increasing resources for schools serving the less well off 

Inequality 
The roles of education set out above imply a range of outcomes which are not readily 
me~surable. However, inequality is observed when looking at educational 
o.clu~vement. Children from disadvantaged packgrounds, as measured by being_ in 
receipt of free school meals. have lower educational achievement than other children. 
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local education a_uch_orities (~£As) vvith a high percentage of pupils eligible for free 
school meals (an indicator ot poverty) have a low percentage of pupils with 5 or more 
passes at GCSE levels A star to C (ti!rnre 1-n. Higher proportions of pupils in the 
south of England gain 5 or more passes at GCSE grades A star to C than in the 
north-east4 l. Higher proportions of girls than boys achieve 5 or more passes at these 
levels ( 49 per cent for girls, -lO per cent for boys)40 . Examination results of pupils 
attending special schools are significantly worse than for pupils in "mainstream" 
schools 103. 

Evidence 
Cohort studies show that those with low levels of educational achievement have poor 
adult health 104,105. There are a number of interpretations of this relationship, which 
are not mutually exclusive. Level of education may act as a marker for other 
influences such as socioeconomic status, occupational level or lifestyle 106. 
Educational attainment may be the route through which there are differential 
opportunities for income and employment, with their consequences on healthl 07. 
Education may have a direct influence on health related behaviour: children who do 
well in education tend to report healthier behaviour in adult life in relation to diet, 
smoking and exercise 108. In summary, although the extent to which education has an 
independent effect on health status, and the mechanisms by which it does so are not 
fully understood, it does appear to have an important influence. This influence may be 
seen as both potentiating, providing the trigger for healthier lifestyles and behaviour, 
and protective, providing access to employment opportunities and life chances that 
can protect individuals from disadvantage later in life. 

However, those living in disadvantaged circumstances, who are most in need of the 
benefits of education, may be least able to gain access to them. Analyses suggest that 
inequalities in resource allocation to schools and provision for the renewal of school 
buildings have widened over the last two decades 109. Schools in disadvantaged areas 
are more likely to be restricted in space and have the environment degraded by litter, 
graffiti, and acts of vandalism. This contributes to more stressful working conditions 
for staff and pupils. Children coming to school hungry or stressed as a result of their 
social and economic environment will be unable to take full advantage of learning 
opportunities. And stress, depression and social exclusion may reduce parents' 
capacity to participate in their children's education. 

Whilst we recognise the constraints on what education can achieve due to 
unfavourable influences outside school, we are convinced that the education sector has 
important opportunities within its grasp to reduce inequalities in health. Furthermore, 
recent research has shown that there is marked variation in the effectiveness of 
secondary schools, as measured by educational attainment, even when measures of 
disadvantage amongst pupils have been taken into accountl 10. Logic and equity argue 
that children most in need should receive increased resources for their education. 
Arrangements already exist through the Revenue Support Grant Formula to take 
account of deprivation. We consider that the effectiveness of the current resource 
allocation mechanisms should be reviewed and the distribution of educational 
resources should be more finely calibrated to the levels of disadvantage in the school. 

Benefit _ 
Enhanced education is likely to lead to health gains both directly, for instance through 
the adoption of health promoting behaviours and indirectly, for instance through a 
greater likelihood of employment. 

-t We RECOMMEND the provision of additional resources for schools serving 
children from less well off groups to enhance their educational achievement. The 
Revenue Support Grant formula and other funding mechanisms should be more 
strongly weighted to reflect need and socioeconomic disadvantage. 

Developing pre-school education 
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Our-of-home day c:ire and pr.e-school education are t,vo services which overlap in 
providing le~rmng_a~~ car~ tor those below current statutory school age. There is no 
clear and logica l d1v1d1~g line be~ween the~. as both must secure and promote 
children's healthy phys1c~l, emot1o nal and intellectual development. The evidence 
which supports the effect iveness of out-of-home day care and pre-school education in 
promot ing c~ildren's health and development also overlaps. It is presented in full here 
and summarised at recommendation 2 l . l (on day care). 

Inequality . . . 
Currently the prov1s10n of out-ot-home day care and pre-school education services 
varies by area. Often the services are only available for those who can pay the full or 
subsidised fees ill. A 1990 survey carried out by the Department of Health found that 
over 40 per cent of mothers of three and four year olds not attending day nursery 
would like their children to do so 112. 

Evidence 
Assessment of the most rigorous evaluations is found in a systematic review of 
randomised controlled trials of non-parental out-of-home day care before the age of 5 
yearsill. This assessed 8 trials, all conducted in the USA. In total over two thousand 
children were randomly allocated to a group who received day care or to a group who 
did not. In 4 studies the day care started when the children were infants. Length of 
fo llow up ranged from 6 months to 27 years. Most of the studies targeted families of 
lower socioeconomic status, and nearly all included an element of home visiting and 
targeted parental training: The formal educational component varied, although all were 
concerned with the attainment of cognitive concepts. The review was not able to 
determine the effects of different parts of the programmes. 

Although all studies showed that IQ was increased by participation in day care, this 
effect did not persist much after the end of this care. However, measures of 
educational performance tended to be persistently higher in the groups who received 
day care. Furthermore, there were no adverse effects of day care on behaviour. Other 
advantages included better educational, employment and financial achievement 
amongst mothers whose children received day care shown in some but not all of the 
studies. In one of the studies, the Perry Project (later called Highscope), follow up to 
27 years of age showed that the people from the day care group were more likely to 
have advantageous social outcomes such as high school graduation, employment, 
fewer arrests, higher earnings, fewer teenage pregnancies and owning their own home. 
Furthermore, investment in pre-school provision in this project was associated with 
financial gain to society in the long term. Few outcomes measured health directly. 
Although the results of observational studies or cross-country comparisons have not 
always been consistent with those from experimental trials, weaknesses in design and 
evaluation have led to some of the apparently contradictory findings.ill. 

Overall the evidence suggests that pre-school education or day care may be especially 
effective in improving the achievement and health of the most disadvantaged children, 
although this will not necessarily bring them up to the level of their more advantaged 
contemporaries. The content and quality of the programmes are crucial. Social and 
~motional, as well as cognitive, objectives should be included, and high quality, 
including in the educator's own training, must be assured. Pre-school education may 
be a particularly good opportunity to involve parents in their children's e-ducation and 
to develop their own particularly in enhancing parenting skillsl 14,115. 

Benefit 
Greater provision of high quality out-of-home day care and pre-school education 
should increase choice to use these services. Benefits include improved educational 
and social achievement in the children and perhaps for parents. 

S. We RECOMMEND the further development of high quality pre-school 
education so that it meets, in particular, the needs of disadvantaged families. We 
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also recommend that the benefits of pre-school education to disadvantaaed 

families are evaluated and, if necessarv, additional resources are made :vailable 

to support further development (see ai.so recommendation 21.1). 

Developing health promoting schools 

In the next two sections, we focus more specifically on the role of the education sector 

in protecting and promoting the current health of children and preparing them for life. 

\Ve adopt a concept of the health promoting school in line with that of the World 

Health Organisation/Commission of the European Communities and Council of 

Europe initiative: 

"The health promoting school aims at achieving healthy lifestyles for the total 

school population by developing supporting environments conducive to the 

promotion of health. It offers opportunities for, and requires commitments to, the 

provision of a safe and health-enhancing environment" 10 l. 

The three main components encompass: 
• enhanced education for health through the formal curriculum, 

• improvements in the physical and social environment for pupils and staff to work in, 

including paying attention to how the organisation of the school encourages or inhibits 

healthy living, 
• expansion of school/wider community links99. 

Inequality 
As already outlined, schools in more disadvantaged areas are more likely to have a 

poor physical environment for both pupils and staff and resource allocation may not 

be matched adequately to their greater need. The capacity of schools to provide a 

supportive environment for children, particularly those experiencing disadvantage, has 

been eroded over the past 15 years through such measures as the deregulation of 

school meals of a minimum standard and subsidised price, reduction of entitlement to 

free school meals 116 'and the reduction of access to playing fields, as school land has 

been sold off for housing developmentl09. 

Cigarette smoking by school-aged children may be used as an indicator of 

health-promoting behaviour although it is imperfect for this purpose. There is little 

social class gradient in the proportion of children who have ever smoked although.the 

average consumption of cigarettes is higher in lower socioeconomic groups 117. 

However cigarette smoking in adolescence may be a marker of socioeconomic 

trajectory i.e. of where young people are going ( class of destination) rather than where 

they have come from ( class of origin) l l 8. Thus there is a strong link between 

educational disadvantage and smoking status, with those leaving school at the 

minimum statutory age and without qualifications having higher rates of smoking in 

adolescence and early adulthood than their educationally advantaged peers. The 

association remains after parental socioeconomic status and parental smoking status 

are taken into account 118 l 19. Drinking alcohol over the adult safe limit is reported 

more often by children in lower socioeconomic groups, although they are actually less 

likely to be regular or occasional drinkers than those in higher socioeconomic 

groupsll7. 

Evidence 
With the important exception of children who are excluded or who truant, schools are· 

one of the few contexts in which health promotion interventions can reach most 

children and young people. 

A recent evaluation of health promoting schools found that this approach to health 

promotion can lead to gains in pupils' knowledge. attitudes, self-esteem and health 

behaviours. particularly in primary schools l _o. However, there is no evidence yet that 

these approaches differentially improve health in disadvantaged pupils or are 

l l 06 .- 99 
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particularly effective in disadvantaged areas. 

Revie'v s of he~lth promotion ha~·e tended to be topic-_based. Although this approach is 
limited. the ev1d_ence of such reviews may be _used to illustrate more general principles 
for implemencat10n._ Three example_s are ~o ns1dered h~re. They are the promotion of 
life management skills the prevention ot substance misuse, and sex education. 

The promotion of life management skills: emotional development and mental health 
mov be enhanced b.,· programmes which aim to increase competence in various areas, 
including problem-solving, communication decision-making, and coping with 
emotions. An example is the "Life Skills" approach promoted by the World Health 
Onwnisation 121 . Such programmes have been associated with improved behaviour 
and social relationships122,l23. Despite the importance of parenting in protecting and 
enhancing the health of families, many young people leave school without acquiring 
the knowledge and skills which enable them to plan and achieve becoming a 
successful parent. Parenthood education should be started at school and be based on 
the values of caring for children and the importance of relationships 124. For life 
management skills in general, interventions with a number of components and within 
the context of a well-run and supportive school are more effective than single 
interventions 125,126. 

Substance misuse: a recent review of interventions to prevent substance misuse among 
young people found that there were few rigorously evaluated interventions. However, 
the evidence reviewed did permit some broad conclusions which are relevant to school 
based health promotion programmes. These conclusions were, firstly, that 
programmes should recognise the specific needs of individuals and groups of 
individuals, and the differing social and cultural contexts in which substance misuse is 
engendered, initiated and maintained. Secondly, programme intensity should be high, 
15 hours or more, with "booster" sessions to reinforce gains. Thirdly, the content of 
the programmes should include normative education which seeks to reduce 
perceptions of prevalence and acceptability of use. Fourthly, programmes should have 
a mix of elements which could include social influence and skills training. Of 
relevance to the approach of health promoting schools, the review found that 
programmes needed to have consistency of approach and contextl27. In addition, 
early programmes, delivered in primary schools, may be successful in the prevention 
of substance misuse 128. 

Sex education: Features associated with successful education programmes include: 
timing, which should precede the onset of sexual activity; a combined approach to 
education and information about the provision of contraception· integration with 
psychological approaches and with other life management skills; context emphasising 
responsible and caring relationships and a recognition of social influences and 
pressures; a focus on specific aims such as delayed intercourse and safe intercourse; 
and the tailoring of the programmes to the needs of the group they are intended to 
serve 129,130. 

These examples illustrate some principles of successful health promotion in schools. 
These include: early education· taking account of wider influences on health-related 
?ehaviour: and a supportive school setting. Some of these principles of successful 
interventions could be achieved by strengthening Personal, Health and Social 
Education (PHSE) within primary and secondary schools. In particular, the need for 
~ex education to start before the onset of sexual activity indicates that it ne~ds to start 
in primary schools. 

Benefit 
. llccessful health promotion at school should increase "life skills" with resultant 
improvements in many aspects of physical mental and social health. Health 

6r~rn?ting schools could also provide a supportive environment and be a con~ext_for 
llllding social cohesion and for community development. For health promotion m 

http://v"°W\v f'fi · d t/d h/"h/ .,b h -0 tcial-documents.co.uk/ ocumen o 1 partL. .. 1m 
06:09~------



34 of 132
BT Mod 1 Witness Statement FINAL 3 Mar 2023 & Exhibit Bundle (combined) (3342 pages) 1749 of 3342

MAHI - STM - 083 - 1749

Independent [nquiry into Inequalities in Heal... Page 6 of7 

school settings to decrease inequalities in health, there must be attention to the 
particular needs of children experiencing disadvantage. Children who are excluded, or 
exclude chemsel ·es from school are at high risk of adverse health outcomes and mav 
be least able to benefit from school-based health promotion interventions. · 

6. We RECOMMEND the further development of "health promotina schools" 
initia lly focused on, but not limited to, disadvantaged communities. 

0 

' 

Improving nutrition at school 

Inequality 
Compared with those from non-manual backgrounds, the diet of children aged 11/2 to 
-1-1 /2 years from manual backgrounds has less emphasis on fruit juice, fruit and fresh 
\·egetables (especially vegetables) and whole grain cereals and more emphasis on 
sweet foods and confectionery 131. Comparable recent data are not available for 
school aged children. · 

Evidence 
Children in families on Income Support or on income-based Job Seekers Allowance 
are entitled to free school lunch. About 15 per cent of pupils in England receive a free 
lunch and about a further 27 per cent pay for itl32. School lunch is thus an important 
component of the diet of children from disadvantaged families. For this reason, and 
for nutrition education purposes, school lunches should reach reasonable nutritional 
standards. These should attempt to redress inequalities in the diet, such as fruit and 
vegetable consumption 131. There is evidence that some members of poorer families 
go without food because of lack of money, although this is much more likely to be 
mothers than children93, 94. The characteristics and extent of those at risk of such 
"food poverty" have not been fully detennined. When they are, there may be a case for 
extending provision of free school lunches to include children from poor families who 
are not currently entitled, in order to relieve overall pressure on the family food 
budget, and improve the nutrition of other family members. Breakfast clubs are 
another promising innovation, but they have not been systematically introduced or 
evaluated. They may be linked with out of school activities and day care as well as 
being a vehicle for improving nutrition in deprived areas. Their use for the latter 
purpose needs to be evaluated. 

Nutrition education is not only about the nutritional value of food, but about 
budgeting for food, and choosing, preparing and cooking it. These elements should be 
included in the curriculum. Nutrition provided at school and nutrition education are 
likely to be enhanced if there is a school food policy set in the context of a health 
promoting school99,101,120. Such a policy might, for instance, support the provision 
of healthy eating choices by avoiding the use of confectionery vending machines. The 
provision of free school fruit to reduce socioeconomic inequalities in fruit 
consumption has not been evaluated. Successful schemes may rely as much on the 
restriction of alternatives as on the provision of fruit per se 13 3. The practicality of 
\Videspread application of such schemes is also unknown. School fruit might have as 
much a role in fanning attitudes to future fruit consumption as in present 
consumption. 

Benefit 
Improvements in the nutrition of school-children should result in decreased levels of 
obesity and nutritional deficiencies, and in healthier eating patterns in adult life. In 
tum, this may decrease the risk of some chronic degenerative and other diseases of 
adult life. without increasing the risk of other conditions. 

7. We RECOMMEND further measures to improve the nutrition provided at 
school, including: the promotion of school food policies; the development of 
budgeting and cooking skills; the preservation of free school meals entitlement; 
the provision of free school fruit, and the restriction of less healthy food. 

http://\,,, w. official-documents.co. uk/document/doh/ih/part2b.htm l l 1)6 c,9 
htt 
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1ndepende~t lnquirv into lneoua.~i~~es in Health Report Part 2 continued 

3. Employment 

Employment plays a fundamental role in our society. People are often defined, and 
define thems~lves, through what_they do for a living. Sociological studies emphasise 
that not only 1s employment a primary source of status in industrialised countries like 
Britain. but it is also significant in providing purpose, income, social support, 
structure to life and a means of participating in society 134. It has been called "the glue 
that keeps our society together" l J 5. In such a context unemployment and stressful or 
hazardous working environments are potentially major risks to health for the 
population of working age and their families. 

There are four main policy areas to address employment and health issues, which form 
the basis for our recommendations: 
• ameliorating the health damage among people who experience unemployment, 
through ensuring adequate income levels for unemployed people and their families, 
for example; and matching services to the greater need related to unemployment; 
• increasing training and education opportunities for population groups at greatest risk, 
to help prevent unemployment in the future; 
• removing barriers to employment through, for example, the provision of adequate 
child care, family-friendly employment policies and employment generation; 
• improving the employment conditions and health-enhancing quality of the work 
environment for people in employment. 

Reducing unemployment and its effects on health 

Inequality 
By the International Labour Office (ILO) definition, two million people were 
unemployed in the UK in 1997, about 7 per cent of the economically active population 
of working age. Around half of all unemployed men and just under a third of 
unemployed women had been unemployed for one year or more40. The risk of being 
unemployed is much higher for young adults, people from minority ethnic groups, 
disabled people and for people in less skilled occupations and with fewer 
qualifications40,45. For example, unemployment rates are four times higher among 
unskilled workers than among professional groups44, and three times higher for 
disabled than non-disabled people 136. In addition to those recorded officially as 
unemployed, there are nearly 8 million people of working age in the UK who are 
classed as economically inactive because of long term sickness, for instance, or 
because they are looking after a family or have become discouraged in their search for 
work. A third of these report that they would like ajob40. Many of the jobless 
households contain children, who share the consequences and living standards of their 
parents not being in employment. For example, of a total of 13.3 million dependent 
children in the UK in 1994-95, 4.1 million lived in households with no full-time 
worker, three quarters of whom were living in poverty (in a household below half of 
average income, after housing costs)72. 

Evidence 
For a small minority, unemployment appears to lead to an improvement in health. But 
for the majority it tends to have a significant adverse effect on both physical and 
mental health. Unemployment is an important determinant of inequalities in the health 
of adults of working age in Britain, with people lower down the social scale being 
hardest hitl37-l39. Unemployed people are found to have lower levels of 
psychological well-being, ranging from symptoms of depression and anxiety to 
self-hann and suicide 140,141. In relation to physical health unemployment carries a 
higher risk of morbidity and premature mortality . In the latest analysis from the 
Longitudinal Study covering England and Wales, for example. mortality from all 

►http://v..~vw.official-documents.co.uk/documenr/doh/ih/part2c.htm l I 06,99 
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major causes \Vas co~sis~ently_ ~ig~er than average amo ng unemployed men .. -\mong 
you~ger men._ mortality tram tnJLmes and poisoning. including suicide. was 
parti_c~la~ly high. l'. ne~ploy~d wof!len h~d- high mortality from coronary heart disease 
and tnJune~ and poisonings, mcludu:g suicide 142. The \.-Vi es of unemployed men 
have been tound to have an excess nsk of deathl43. Even after taking account of the 
more disadvantaged circumstances of unemployed people. an excess risk of death of 
more than 20 per cent remains l 42. 

Explanations for how unemployment leads to poorer health centre on four main 
mechanisms: through increased poverty and hardship; through social exclusion 
\isolation, stigma)· through changing ~ealth related behaviour; and through disrupting 
turure work careers (people who expenence a spell of unemployment are at greater 
risk of becoming unemployed again within the next two years)l44. In relation to 
hardship, the financial consequences of unemployment are often instant and dramatic. 
Cohort studies of people entering unemployment show that, for many, their income 
was cut by half as they switched from wages to social security benefits145,146. The 
largest British cohort study in the l 980s showed that two thirds of unemployed people 
had a week's notice or even less and only 1 in 10 received any form of redundancy 
payment. Two thirds were under 35, and most came from manual or lower service 
occupations, at the lower end of the pay scale and with low or no educational or 
technical qualifications 144. Families with an unemployed head are at the highest risk 
of poverty 147. Studies of the adequacy of state benefits identify unemployed 
households with dependent children as being particularly badly offl 48-151. 

Some of the excess morbidity and mortality associated with unemployment may be a 
result of people in poorer health being more likely to become unemployed, rather than 
vice versa. The evidence suggests that selection of unhealthy people into 
unemployment does indeed occur, but it is not the dominant factor explaining the 
observed relationship between unemployment and excess risk of ill-health. It does, 
however, illustrate the double disadvantage that people with chronic sickness or 
disability may face: their ill-health puts them at greater risk of unemployment, and the 
experience of unemployment in tum may damage their health still further. 

Unemployment is associated with lower levels of educational attainmentl52 and other 
skills. The lack of such skills may prove a barrier to obtaining employmentl 53 
reinforcing earlier or other disadvantage. For example, Labour Force Survey Data 
indicate that 41 per cent of disabled people of working age have no educational 
qualifications, compared with 18 per cent of non-disabled people t 54. Unemployment 
is particularly high amongst young people. The rates of unemployment among people 
up to the age of25 years are about twice as high as for all adult workers 155. Schemes 
to raise levels of skills amongst people without a job, particularly young people, have 
been important components of Government policies over the last 20 years or so. 
Evaluations of policies that have aimed to increase levels of skills among young 
people have reached differing conclusions. Some have concluded that such training 
increases likelihood of "a good job", whilst others have found that such success is very 
limited 156-160. In particular, such schemes may fail the most disadvantaged by not 
addressing other problems, such as homelessness or lack of social support, which may 
present greater barriers to employment than lack of skills 161. "Foyer" schemes are an 
example of a broader approach to disadvantage amongst unemployed young people. 
They consider the need for housing and social support as well as training and 
employment, but have yet to be thoroughly evaluated 162,163. 

Many jobless households contain children, the majority living in poverty. Parents, 
especially lone parents, who wish to take up work may face several barriers. These 
include a lack of affordable child care, limited flexibility in parental leave and leave to 
care for sick children, and excessive and unsociable working hours. By comparison 
\Vith many other member states of the European Union, the United Kingdom's policies 
tn this area are limited. For instance, the UK has no provision for parental leave or 
leave to care for sick children, whereas half the (mainly European) 20 countries in a 
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recent study had ai:an~ements for leave to care fo r sick children 164. The lnquir_ 
welcon:ies the publtcat1_on ? f the Go_vernment's white paper " Fairness at Work" 165, 
issued m fay l 998, vvnh its comm1tment to "family-fr iendly policies" . We consider 
chat this is an important, if modest. step in the riaht direction. and commend the 
further development of such polic ies. Conseque; tly, with the exception of day care for 
children, we have not made a specific recommendation in this area. 

But the removal of barriers to work fo r parents with dependent children, and higher 
levels of ski lls and add itional training will achieve little unless there are jobs 
available. Indeed, lack of avai labi lity of employment may increase the sense of 
exclusion of people who are unable to gain employment despite adequate levels of 
skills 161. It is outside the scope of the Inquiry to recommend specific policies on 
employment creation. However, we consider that increasing employment 
opportunities is crucial to reducing inequalities in health. 

Benefit 
Improved financial support during unemployment should improve material living 
conditions and resources needed for health, including access to food heating, and 
shelter. It may also improve the ability of unemployed people to take part in the life of 
their communities - reducing social exclusion. 

Policies aimed at the creation of employment opportunities, improved levels of 
education and training for young unemployed people, and removal of barriers to work 
for parents with dependent children should increase the chances of health enhancing 
employment in addition to other beneficial effects on health and its determinants, for 
example, income. 

8. We RECOMMEND policies which improve the opportunities for work and 
which ameliorate the health consequences of unemployment. Specifically: 

8.1 we recommend further steps to increase employment opportunities. 

8.2 We recommend further investment in high quality training for young and 
long term unemployed people. 

We recommend policies which will further reduce income inequalities, and improve 
the living standards of households in receipt of social security benefits 
(recommendation 3). 

We recommend an integrated policy for the provision of affordable, high quality day 
care and pre-school education with extra resources for disadvantaged communities 
(recommendation 21.1). 

lmproving the quality of jobs 

Inequality 
For those in paid employment, there have been major changes in the nature of work 
over the past two decades. Along with greater labour market flexibility and 
deregulatio n of employment contracts has come greater job insecurity. Indeed, it could 
be considered that the concept of a secure "job for life" is now obsolete. v\!hile all 
sections of the workforce have been affected by these trends, less skilled manual 
workers at the lower end of the labour market have been affected the most, in terms of 
greater exposure to low paid, temporary and insecure employment 166-1 69. 

There is also a growing recognition of the impact of stressful working conditions on 
health. Popular opinion tends to equate stress at work with pressure of work. Surveys 
\Vh ich ask about se lf-perceived pressure of work have found that people in higher 
socioeconomic groups report such pressure more frequentlyl 70. However, evidence of 
health related harm is associated more with specific psychosocial factors such as 
imbalance between psychological demands and control, and lack of control at 

,;ttp://w\vw.official-documents.co.uk/document/doh/ih/part7c .htm 
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\Vorkffi. Exposure to high demand and low control is more common amoncr lower 
socioeconomic groups 172. ::::, 

Evidence 
A number of studies from the UK and elsewhere in Europe and from the USA shO\v 
that an imbalance between psychological demands and control, and lack of control at 
,.vork are ass·ociated with increased risk of coronary heart disease, musculoskeletal 
disorders, mental illness, and sickness absence 171-176. As these psychosocial factors 
are related to the organisation of work, there are opportunities for change. 

A recent review of international case studies on improving psychosocial health in the 
\Vor~place found that it was possible to make improvements by tailoring changes to 
specific workplaces 177. Examples included increasing the variety and understanding 
of the different tasks in a production process, workforce participation in identification 
of problems and their solutions, and altering shift patterns to make them less tiring and 
disruptive to workers' personal lives. Furthermore, some changes in workplace 
organisation resulted in improved productivity. Although effective changes were 
likely to be specific to particular workplaces, successful interventions had some 
common featuresl 77. They were: appropriate commitment and effort from 
management; support by management and the workforce; participation of the 
workforce in planning and implementation; and the creation of trust. Conversely, 
aspects which inhibited the success of policies included: schemes which directed 
attention away from difficult working conditions and attempted to treat the symptoms 
only; technical solutions alone, imposed from the top; and cases where management. 
retained control over the dialogue. 

Successful interventions follow principles of good management practice 178. Current 
Health and Safety Executive (HSE) Guidance endorses thisl 79. The enhancement of 
management skills in the current and future workforce is likely to bring about both a 
culture and practice which is amenable to health-promoting work organisation and 
practices. Good management practice may be engendered during school years, 
particularly in the acquisition of "life skills" 121 as a component of Personal, Health 
and Social Education, and within the context of health promoting schools. Enhancing 
the management skills of the current workforce, particularly in relation to the 
promotion of psychosocial health, may be aided by further guidance and development 
work by the HSE, such as extending the current "Good health is good business" 
campaign to include psychosocial health 180. It has been suggested that good practice 
might also be encouraged by extending psychosocial health and safety issues to award 
schemes, such as "Investors in People". Other options include extending existing HSE 
regulations to encompass psychosocial health. 

Evidence from Scandinavia suggests that good practice may also be promoted by 
explicit commitment and leadership from the national level 177,181. In this respect, we 
welcome the Government's white paper "Fairness at Work", which has the stated aim 
of "putting a very minimum infrastructure of decency and fairness around people in 
the workplace" 165. In pointing out that Britain now has the most lightly regulated 
labour market of any leading economy in the world, it explicitly acknowledges the 
unfairness of this situation - denying British citizens basic employment rights that are 
a matter of course elsewhere. Some of the measures proposed in the white paper have 
the potential to influence health related psychosocial conditions at work, in particular 
in relation to job security. Assessing the impact on health of existing_ and proposed 
employment policies, such as these and the Welfare to Work scheme, will be crucially 
important to inform future policy-making. 

Benefit 
[mproved work practices, together with complementary employment policies, should 
decrease psychosocial ill health and its consequences, and may have other gains, 
including economic gains for the individual and society . 

.. 
httn · //u,""--\,'-V !'\ffi ri ,:i l_rlnr11r..-,Pnt<: r!'\ 11 k-/t1/'\r11mPnt/ cln h/ih/n;lrt2c _ htm 11 06,99 
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9. We RECOi\ifl\irEND policies to improve the quality of jobs, and reduce 
psychosocial work hazards. Specifically; 

Page 5 ot'9 

9.1 we recommend employers, unions and relevant agencies take further 
measures to improve health through good management practices which lead to 
an increased level of control, variety and appropriate use of skills in the 
workforce.• 

9.2 We recommend assessing the impact of employment policies on health and 
inequalities in health (see also recommendation 1). 

4. Housing and Environment 

Shelter is a pre-requisite for health. However, people who are disadvantaged suffer 
both from a lack of housing and from poor quality housing. Furthermore the fear of 
crime compounds the social exclusion of people living in disadvantaged areas. This 
section sets out inequalities in housing and the environment and health and 
summarises the evidence which we have concluded indicates areas for future policy 
development. These areas are improving the availability of housing, improving its 
quality and increasing the safety of the environment in which people live. The section 
also summarises the benefits which might result from such policies. 

Improving the availability of housing 

Inequality 
As a result of housing policy in the 1980s and early 1990s, social rented housing -
local authority and housing association homes - has increasingly become a housing 
sector for low income groups. People moving into social housing have tended to be 
families with children on the lowest incomes while those moving out have been older, 
with higher incomes and fewer children! 82. The result is an over-concentration and 
separation of households with high levels of need in areas with poor amenities. 

The last 20 years have also seen a rapid increase in homelessness, with the numbers of 
officially homeless families peaking in the early 1990sl83. In 1997, 165,690 
households were estimated to be homeless. Of these 103,340 were officially homeless, 
that is they met the definition of homelessness laid down in the 1977 Housing 
(Homeless Persons) Act. The remainder were unofficially homeless, including rough 
sleepers - those without any accommodation at all - and hostel users,ll. Because it is 
difficult to be accepted as officially homeless without the presence (or imminenl 
arrival) of children, the officially homeless population contains a large number of 
mothers and dependent children. Fifty seven per cent of officially homeless 
households had dependent children, and a further 10 per cent had a pregnant 
household member. Seven per cent had a household member vulnerable through 
mental illness,ll. Over a third of the officially homeless are drawn from minority 
ethnic groups 184. By contrast, minority ethnic groups are not over-represented among 
the unofficial homeless population, which is older and predominantly male (70 per 
cent of hostel users and 85 per cent of rough sleepers are men) 184. Young people 
constitute a significant and high risk sub-group among the unofficially homeless 
population 185. 

~ough sleepers are also drawn disproportionately from those who have been in an 
institution such as prison or mental hospital or have been in local authority -care. 

Evidence 
Very high mortality rates have been recorded for homeless people, particularly for 
rough sleepers and hostel users 186. Surveys also point to high levels of health need 
among the homeless population. Forty five per cent of the bed and breakfast 
population have been found to experience psychological distress, compared to 20 per 
cent of the general population 184. Rates of self-reported depression and anxiety are 
three times higher among those in bed and breakfast accommodation and ten times 

s1ttp://WWw.official-documents.co.uk/document/doh/ih/part2c.htm 11/06/99 
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h!gher in roLtgh sleepers. There is also an elevated prevalence of major mental 
disorders, most notably schizophrenial 84, and, among young homeless people. a high 
rate of attempted suicide 187. 

In addition to their higher risk of mental health problems, people who are single and 

homeless have a higher prevalence of bronchitis, tuberculosis, arthritis skin diseases 

infections, problems related to alcohol and substance misuse, and high~r rates of ' 

hospital admission 188-190. People living in temporary accommodation of the bed and 

breakfast kind have high rates of some infections and skin conditions and children 

have high rates of accidents[ 91-195. Living in such conditions engenders stress in the 

parents and impairs normal child development through lack of space for safe play and 

exploration 192. Whilst cause and effect are hard to determine, at the very least 

homelessness prevents the resolution of associated health problems. For example: 

many young people recently made homeless do not have adequate access to health 

care 191; and homeless people who are heavy drinkers may have less access to health 

services for all their needs, including treatment of health problems related to alcohol 

and substance misuse 196-199. 

Availability of housing is related both to the quantity and quality of housing. The 

quality of the housing stock in Britain has steadily improved over this century but has 

been relatively stable since 199 l. An estimated l.S million (7.5 per cent) homes are 

"unfit", a similar number to that in 199150. Estimates of the additional social rental or 

"affordable" housing required varies according to the factors taken into account when 

making predictions. For England, typical figures have been for 90,000 to 100,000 

homes per year, although some estimates are lower. However, most research indicates 

a considerable deficit in such housing production at present200,201. Taken together 

with the plateau in the number of homes which are unfit, it is likely that present 

housing conditions will not improve over the next five years, and may worsen. 

eighbourhoods and the development of new residential areas may benefit from the 

principle of planning to promote a mix of housing tenures, employment status, 

household composition and age groups. This may avoid the problems of concentration 

and isolation of those suffering the greatest disadvantages 182.202-205, and the 

consequent overload on services. 

Benefit 
Although improvements in quantity and quality of housing are not certain to improve 

health, it is logical that they should do so. Such benefits would be on a range of health 

outcomes. Reducing official and unofficial homelessness would meet a basic health 

need of groups already vulnerable to poverty and ill-health, including families and 

mentally ill young people. If improvements are made through community-led 

development, this may also enhance social networks, with other potential benefits to 

health206.207. 

10. We RECOMMEND policies which improve the availability of social housing 

for the less well off within a framework of environmental improvement, planning 

and design which takes into account social networks, and access to goods and 

services. 

11. We RECOMMEND policies which improve housing provision and access to 

health care for both officially and unofficially homeless people. 

Improving the quality of housing 

Inequality 
Properties in bad condition are occupied disproportionately by single older people208. 

Minority ethnic groups are generally more likely to be living in poor housing than the 

white majority209. 

Forty per cent of all fatal accidents happen in the home208. Almost halfof all 
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nccidents co children are associated \vich architectural features in and around the 
110rne- 10. Households in disad antaged circumstances are likely to be the worst 
affected by such accidents 194. Those living in high rise buildings. frequently those in 
lower socioeconomic groups. are more prone to serious accidents, such as falls208 . 
famil ies living in temporary accommodation are also likely to suffe r accidents in the 
home 195. 

Evidence 
Poor quality housing is associated with poor health21 l ,2l2. Dampness is associated 
"vith increased prevalence of allergic and inflammatory lung diseases, such as asthma, 
independent of smoking and socioeconomic factors2l2-214 . Unmodernised older 
properties have far higher heating costs than improved and modem homes208. A 
survey of older people in 1988 found that 25 per cent were using less heat than they 
vvished, because of the cost97. Cold housing leads directly to hypothermia and may 
contribute to the excess of winter deaths seen in older people208,2 l S. It also leads to 
"fuel poverty"96. Whilst the hazards of such poverty could be addressed by increasing 
the financial resources available to older people and others living on state benefits, a 
more direct approach would be to improve the energy efficiency, insulation and 
heating systems of affected housing. Mechanisms to do this include further 
development of building regulations for new and existing buildings and through 
further development of Government schemes which subsidise improvements in 
existing properties. Current Government schemes, for- example, the Home Energy 
Efficiency Scheme, may not reach homes most in need, such as the private rented 
sector. 

Temporary accommodation tends to be ill-designed, ill-equipped and ill-maintained. 
Poor housing design, for instance changes in floor levels at door thresholds, 
contributes to seemingly minor accidents in older people, which may have grave 
consequences208. Disabled people are under-represented amongst owner occupiers, 
and rely heavily on local authority housing, especially for accessible dwellings. The 
stock of accessible housing is insufficient to meet the needs of disabled people, 
particularly for those using wheelchairs216-2il. 

Smoke alarms are effective in reducing deaths from fire2 l 9. The use of smoke alarms, 
mostly battery operated, has increased in recent years but those most at risk, e.g. living 
in temporary accommodation, are least likely to have an alarm where they live50. 
Options to promote the use of smoke alarms include .placing a duty of care on 
landlords to install and maintain smoke alarms and including them in fitness standards 
for existing buildings. Removal of other accident hazards in the home might also be 
achieved by changes to regulations and fitness standards. 

Benefit 
Improvement in energy efficiency in homes is likely to improve the health of 
occupants, both directly and by releasing their financial resources for other uses. It 
also has wider benefits in conserving energy. Removal of hazards in homes is likely to 
lead directly to reduced death and injury from accidents. Improvements in home 
?esign might allow disabled and older people to be cared for at home, with 
improvements in their quality of life. 

12. We RECOMMEND policies which aim to improve the quality of housing. 
Specifically: 

12.1 we recommend policies to improve insulation and heating system~ in new 
and existing buildings in order to further reduce the prevalence offuel poverty. 

l2.2 We recommend amending housing and licensing conditions and housing 
regulations on space and amenity to reduce accidents in the home, including 
measures to promote the installation of smoke detectors in existing homes. 

R.educing the fear of crime and violence 
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Inequality 
Crime_and fear_ ot cri_me_ can aff~ct profoun~ly the quality of people's lives. Just over 
half ot the 4 m1ll10n incidents of contact cnme - wounding, robbery and common 
assault - co~nted by the British Crime Survey in l 995 involved injury to the victim, 
usually bruising and scratches . Serious physical inj ury is rare. But anger, shock, fear 
nnd a sense of invasion of pri acy are fel t by many victims220. 

No t everyone is at equal risk of becoming a victim of crime. Young men, as well as 
being the most common perpetrators of crime, are also the most likely victims of 
street crime, especially physical assaults. Older people, especially women, are more 
likely to be victims of theft from the person. Crime tends to be concentrated in areas 
of social deprivation. Other indicators, such as the incidence of vandalism, oraffiti, 
nuisance and substance misuse, are associated with levels of crime and can ~hus be 
useful markers of people's experience of crime, much of which is never reported to the 
police22 l. People from minority ethnic groups are at a greater risk of violent crime 
and of racial harassment66,222. 

Fear of crime can also be a cause of mental distress and social exclusion. In particular, 
women and older people tend to worry more about becoming victims and this may 
prevent them from engaging in social activities. People's fear of being a victim of 
crime may be well in excess of the actual risks. The British Crime Survey found that 4 
per cent of men, aged over 16 years, and 18 per cent of women felt very unsafe 
\Valking in the area near their home at night. These figures increased to 8 per cent for 
men and 3 l per cent for women if only people over the age of 60 years were 
considered, and were considerably higher if lesser degrees of concern about safety 
were included. Furthermore, l per cent of men and 4 per cent of women felt very 
unsafe in their own homes if alone and at night220. 

People who suffer from poor health are more likely to be victims of crime than those 
in good health. However, this may be because of the association of disadvantage with 
both victimisation and poor health, rather than poor health causing victimisation220. 

Evidence 
There is increasing evidence to suggest that society level factors, and poverty and 
income inequality in particular, may be important underlying causes of crime223,224. 
Studies have described how widening income inequalities in countries like Britain and 
the US have been accompanied by a greater spatial separation of rich and poor202. 
This has led to a search for mechanisms which might explain the observed relationship 
between income inequality and its associated residential concentrations of poverty and 
affluence, on the one hand, and crime on the other. One hypothesis is that income 
inequality is related to crime via a depletion in social cohesion, as measured by high 
levels of mutual distrust and low levels of reciprocity between people living in the 
same neighbourhood, region, or society224-226. 

Although the evidence is incomplete, the link between income inequality, social 
cohesion and crime has important policy implications. It suggests that crime 
prevention strategies which only target the perpetrators and victims of crime and the 
high crime areas in which both groups live, will not achieve a significant reduction in 
crime unless they are accompanied by measures to reduce income _inequality and 
promote social cohesiori224,226. 

The most effective approaches to crime prevention are likely to be those which are 
integrated with wider social and economic policies for reducing health inequalities. In 
particular, pre-school education has been shown to have a long term effect on the 
incidence of criminal behaviour in early adult life 113,115. Similarly, measures that 
address the welfare needs of young people are likely to have an impact on the 
incidence of youth crime227. 

There are a number of other measures which can help to protect local communities 
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fro m high rates of c_rirne an? help pe~ple fe el more secure. These measures include 
modifyi ng the physt~al ~nv1ronme~t to such a way that crime is less likely to occur -
fo r example. street lig~ttng, ch~ng~ng the des igD:, layout and landscaping of buildings; 
providing. better surve1lla_nce - t.or 10stance c_onc_1e~~e schem~s, use. o_f CCTV cameras 
and security alarms· and involving local po lice m community pohcmg". where 
office rs sper:id more time on the beat, are proactive in identifying problems, and form 
partnerships with local people. businesses and other agencies. [n this way, the 
expertise. knowledge and resources of local communities are used in helping to 
define. target and resolve problems228. 

Benefit 
It is beyond the scope of this Inquiry to recommend particular approaches to prevent 
or reduce crime. However, there appears to be good evidence that crime and fear of 
crime is felt disproportionately by disadvantaged groups and that "upstream" policies, 
such as pre-school education, can reduce criminal behaviour in adolescence. There is 
also a general consensus that crime can be prevented through targeted policing and by 
involving local communities which itself may promote social cohesion228. However 
the relative benefits of different measures, including social and economic regeneration 
programmes and greater provision of services for young people, are not known. 

13. We RECOMMEND the development of policies to reduce the fear of crime 
and violence, and to create a safe environment for peopl~ to live in. 

We recommend policies which will further reduce income inequalities, and improve 
the living standards of households in receipt of social security benefits 
(recommendation 3). 

1 f4,§j,ji i. - R,jj@•+am:tlll9 
We welcome your comments on this site. Prepared 26 November 1998 
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Independent Inquiry into Inequalities in Health Report Part 2 continued 

5. Mobility, Transport and Pollution 

The primary function of transport is in enabling access to people, goods and 
services229. In so doing it also promotes health indirectly through the achievement 
and maintenance of social networks. Some forms of transport, such as cycling and 
walking, promote health directly by increased physical ac tivity and reduction of 
obesity. Lack of transport may damage health by denying access to people, goods and 
services and by diverting resources from other necessities. Furthermore transport may 
damage health directly most notably by accidental injury and air pollution. 

Improving public transport 

Inequality 
In the 1991 Census, those living in accommodation rented from a housing association 
or local authority were nearly four times as likely to have no access to a car as those 
living in owner occupied housing (68 per cent compared to 19 per cent) and over six 
times less likely to have access to two or more cars (5 per cent compared to 32 per 
cent)52. In rural areas having no access to a car was less common than in urban areas 
( 15 per cent compared to 34 per cent), and having access to two or more cars was 
more common ( 42 per cent rural areas, 22 per cent in urban areas). People living in 
rural areas were somewhat more likely than those living in urban areas to travel to 
work by car (69 per cent and 60 per cent respectively) but much less likely to use 
public transport if they had no car (23 per cent in rural areas, 49 per cent in urban 
areas)54. 

Evidence 
Lack of access to transport is experienced disproportionately by women, children, 
disabled people, people from minority ethnic groups, older people and people with 
low socioeconomic status, especially those living in remote rural areas. Examples of 
lack of access include: people living in council housing, where poor access to 
transport may limit work and training opportunities230,23 l; higher prices and a 
restricted range of goods available to people whose lack of access to transport denies 
them opportunities to shop in supermarkets232; limited access to health care facilities 
for people without a car living in rural areas233; and environmental barriers in access 
to transport experienced by people with physical disabilities2 l 7. 

Higher traffic volumes result in feelings of insecurity, especially amongst families 
with children, and older people234, and are associated with lower levels of non-traffic 
street level activity, such as walking. This can result in a community with limited 
potential for building or maintaining social networks23 5. Disadvantaged urban areas 
tend to be characterised by high traffic volume, leading to increased levels of air and 
noise pollution and higher rates of road traffic accidents without the benefits of access 
to private transport229. 

The cost of rail and local bus fares has risen by nearly one third in real te_rms since 
1980, whereas motoring costs have decreased by 5 per cent236. Thus the increased 
cost of commonly used modes of public transport has had the most impact on those 
with lowest incomes. Consequently, use of transport may have declined amongst the 
least well off. A dramatic demonstration of this occurred in South Yorkshire. Prior to 
bus de-regulation in April 1986, South Yorkshire had a comprehensive and cheap 
public transport system, with decreasing prices in real terms and increasing usage. 
After de-regulation, bus fares rose by 250 per cent. Unemployed people and those who 
had retired reduced their journeys more than those in work (62 per cent and 60 per 
cem respectively compared to 3 7 per cent), ·as did school children (by 48 per cent). 
Social support networks suffered as travel to undertake informal caring roles became 
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more difficult. This resulted in increased requests for statutory support services, 
including home helps237-239. Low incomes may be particularly strained in rural 
areas, \vhere the lack of public transport makes car ownership a necessity240. 

Page 2 of g 

~u_rther development of a high quality, healthy transport system for the public, which 
is_ integrated with other forms of transport, for instance walking and cycling and is 
affordable to the user, is crucial to the reduction of inequalities in health. We consider 
that it is beyond the scope of the Inquiry to recommend the mechanisms which might 
be used to improve and develop such a public transport system. However, suggestions 
made to us include the decentralisation of funding and responsibility for local 
transport within an overall policy framework, and providing suitable powers for 
statutory partnerships to set and monitor standards of public transport. 

Benefit 
Improved public transport should lead to improved access to people and facilities 
fundamental to health, such as family and friends, shops, parks and leisure facilities, 
and health care. This in tum should lead to improvement in quality of life and health. 
If transport is made more affordable than at present, this would release resources 
which might be used for health promoting activities and goods. Increased use of 
public transport by the general population would have the result of decreasing air and 
noise pollution which is suffered disproportionately by people experiencing 
disadvantage. A decrease in the use of cars would lead to a reduction of accidents. 
This is likely, but not certain, to be accompanied by a reduction in inequalities in 
accident rates. 

14. We RECOMMEND the further development of a high quality public 
transport system which is integrated with other forms of transport and is 
affordable to the user. 

Encouraging walking and cycling 

Inequality 
Pedestrian injury death rates for children in social class V are five times higher than 
for those in social class 1241, and are higher for boys than girls25. 

Evidence 
The most health promoting and equitable forms of transport, walking and cycling, are 
vulnerable to the disadvantages imposed by motor vehicles229. There has been a 
post-war decline in walking and cycling, which has come about partly because of a 
sense of increased danger consequent on the rise in motor vehicle traffic volume236. 
There is also evidence of a high level of suppressed demand for cycling. Some 
disadvantaged groups, for instance children from families without a car, are more 
likely to make journeys by foot, cross more roads than those who have access to a car, 
and consequently are exposed to higher risks of a pedestrian accident242. 

Re-allocation of road space to provide more infra-structure for pedestrian and cycle 
route networks has been effective in increasing the use of these modes and decreasing 
accidents in some cities such as York. Other examples have been found in Europe243. 
Smaller schemes, such as Safe Routes to School, may also be effective244. Such 
schemes need to be sensitive to local circumstances and involve the local community 
in decision making and implementation. This is an important feature of successful 
community accident prevention interventions, and indeed any community 
intervention219 ,245. 

Benefit 
Those engaged in walking and cycling would gain from increased physical exercise 
and its health benefits. If overall levels of walking and cycling increased, at the 
expense of the use of motor vehicles, then it is likely that accident rates and levels of 
air pollution would fall. The burden of both falls disproportionately on people 
experiencing disadvantage. 
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(5. We RECOMMEND further measures to encourage walking and cycling as 
forms of transpo rt and to ensure the afe separation of pedestrians and cyclists 
fro m motor vehicles. 

Reducing the use of motor vehicles 

Inequality 
The main cause of air pollution is emissions from motor vehicles, which include 
particulates and ozone246. bout a third of households have no access to a car42, and 
these tend to be households with lower income52. Yet air pollution is more common 
close to roads and road junctions, and in inner urban areas247-249, places which are 
often characterised by other indicators of disadvantage229. Thus the burden of air 
pol lution tends to fall on people experiencing disadvantage, who do not enjoy the 
benefits of the private motorised transport which causes the pollution. 

Evidence 
A recent report by the Department of Health's Committee on the Medical Effects of 
Air Pollutants (COMEAP) concluded that air pollution in urban areas, in the form of 
particulate matter, is responsible for bringing forward 8,100 deaths a year and 
bringing forward or creating an additional 10,500 hospital admissions for respiratory 
disease a year. In addition, in both urban and rural areas in the summer months, ozone 
is responsible for bringing forward 12,500 deaths and bringing forward or creating an 
additional 9,900 hospital admissions for respiratory disease per year. COMEAP also 
confirmed their previously stated view that the association between air pollution and 
mortality and morbidity is causal250. 

Two options to reduce air pollution associated with motor vehicles are to decrease 
their use and to decrease their capacity to pollute246. The latter is likely to be a lesser 
effect, and any success in reducing emissions of pollutants will be outweighed if the 
use of and number of motor vehicles continues to increase. The annual increase in the 
amount of road traffic from 1993 to 1995 was over 2 per cent. Apart from isolated 
periods road traffic volume has increased steadily since the 1950s. Projections 
estimate that road traffic will increase between 55 per cent and 87 per cent between 
1995 and 2025 (figure 15). Most of this increase will be cars246,251. 

Reduction of the use of motor cars appears to depend on the availability and 
acceptability of alternative modes of transport. These include walking, cycling and 
public transport. Walking and cycling may be particularly important in reducing air 
pollution as they could replace short car journeys under "cold-start" conditions, which 
cause a disproportionate amount of pollution246. Car journeys to school are a typical 
example. In order to be able to compete with the attractions of travel by car, an 
effective public transport system must be integrated: that is it must be a system in 
which people can change quickly and easily from one route to another and from one 
mode of transport to another. It must also be a financially attractive option, which may 
mean subsidising the service for all users, not just for those from disadvantaged 
groups. 

Benefit 
Reduction of the use of motor vehicles would decrease air pollution and probably also 
reduce road traffic accidents. The benefit of these decreases is likely to be gained most 
by people experiencing disadvantage, who currently bear much of the burd~n. Use of 
alternative modes of transport might also reduce inequalities in health through the 
benefits that a more effective public transport system would bring to those without 
~ccess to private transport. Increased opportunities for walking and cycling should 
increase overall health, but the effect on inequalities in health is unknown and would 
depend on how different sections of the population took up these opportunities. 

16. We RECO MMEND further steps to red uce the usage of motor vehicles to cut 
the mo rtality and morbidity associated with motor vehicle emissions. 
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Reducing traffic speed 

Inequality 
Motor vehicle traffic accidents are a major cause of preventable deaths, particularly in 
younger age groups. For children and for men aged 20-64 years, mortality rates for 
~notor vehicl,e traffic accidents are higher in lower socioeconomic groups29,241. For 
rnstance, there would be 600 fewer deaths in men aged 20-64 years from motor 
\·ehicle traffic accidents each year if all men had the same death rates as those in social 
classes I and II combined32. For children and adults over 65 years mortality rates 
from such accidents are higher in those born on the Indian sub-continent. For adults 
aged 15-24 and over 65 years rates are higher for those born in Ireland252. There are 
also differences in standardised mortality rates from motor vehicle traffic accidents 
around the country. The standardised mortality rate in 1996 varied from 59 in London 
to 122 in the East Midlands253. Age standardised rates are three times higher for 
males than females25. 

Evidence 
Speeding generally exacerbates risks for all road users, but particularly for pedestrians 
and cyclists. The chance of a pedestrian being seriously injured or killed if struck by a 
car is 85 per cent if the car is travelling at 40 mph, 45 per cent at 30 mph and 5 per 
cent at 20 mph254. Speeding is common, and speed limits are broken by most 
motorists in urban and rural areas, using all types of vehicle, whatever the time of day, 
day of week, or month ofyear255. 

Environmental modification of existing roads or design of new roads which has the 
effect of "traffic calming" reduces speed of traffic and, by effectively excluding heavy 
goods vehicles, also reduces noise pollution256. Further, it provides a better 
environment for play and other community based street-level activities257. 
Introduction of 20 mph zones is associated with, on average, a 61 per cent drop in 
pedestrian casualties and a 67 per cent drop in child pedestrian and cyclist 
casualties254. As speeding is common, stricter enforcement of current limits may also 
be effective. For example, the use of speed cameras typically brings a casualty 
reduction of around 28 per cent254. To reduce inequalities these measures might need 
to be introduced preferentially in disadvantaged areas. 

Benefit 
A reduction in the speed of motor vehicles should reduce the risks of serious injury or 
death from road traffic accidents. It may also enhance the environment for other 
activities such as play for children, and reduce pollution. 

17. We RECOMMEND further measures to reduce traffic speed, by 
environmental design and modification of roads, lower speed limits in built up 
areas, and stricter enforcement of speed limits. 

Making public transport affordable for pensioners and disadvantaged groups 

Inequality 
Lack of access to transport is experienced disproportionately by older people and 
people from low income groups, especially those living in rural __ areas229,233. 

Evidence 
Older and disabled people are more likely to have low incomes and to be reliant on 
public transport. The price of public transport is thus a critical issue in their mobility. 
The well documented change in use of buses in South Yorkshire illustrates the degree 
to which older people's use of public transport is determined by price238,239. 

About 10.5 million older people are eligible for concessionary fares in Great Britain. 
in addition to people who are disabled, registered blind and those with impaired 
mobility. Concessionary fare schemes vary considerably in different parts of the 
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country. [n London. there is a statutory scheme enabling the issue of permits to older 
and disab led people for travel on local buses, London Underground and suburban rail. 
The permit is free and travel is free after the morning peak. Outside Londo n. local 
authorities have discretion to decide w-hich form of concession to o fe r. Options 
include free travel. free or purchased permits which then allow free or reduced fore 
travel, or fares reduced by fixed percentages. Some authorities, for instance 1,,vithin the 
West iv[idlands Metropolitan Area, offer similar schemes to the statutory scheme in 
London. A recent survey fo und that most authorities (97 per cent) operate a scheme, 
but the many different types offered means that the cost of transport to the user varies 
considerably from place to place. In some places concessions are quite limited25 8. 
Furthermore, uptake of concessions is lower in areas of low population densi ty, and is 
only 39 per cent in rural areas259. 

Benefit 
Subsidised travel for older and disabled people should reduce a current barrier to 
health promoting opportunities. 

18. We RECOMMEND concessionary fares should be available to pensioners 
and disadvantaged groups throughout the country, and that local schemes should 
emulate high quality schemes, such as those of London and the West Midlands. 

6. Nutrition and the Common Agricultural Policy 

By an immense programme of subsidies to agricultural production, the Common 
Agricultural Policy (CAP) has helped ensure the security of Europe's food supply 
since the end of World War II. Although this in itself has made an important 
contribution to health, the gain must be balanced against the consequent increased cost 
of food to the consumer. The range of foods affected includes cereals, meat, eggs, 
dairy produce, sugar, fruit and vegetables. Although the scale of the premiums varies 
across this range according to market conditions, and is difficult to measure, it is often 
substantial. 

The significance of the CAP to inequalities in health is that the subsidies have 
maintained food prices usually at a higher level than necessary. As the poor spend a 
higher percentage of their income on food than the better off, the result is that the 
higher prices have the greatest impact on those least able to bear them. This is borne 
out by the reappearance of food poverty - going without food because of lack of 
money - in various parts of Europe including Britain 116,261. 

The impact of CAP on the health of the less well off 

Unfortunately, although the health impact of some of the individual programmes have 
been evaluated, there is no comprehensive review of the CAP's impact on the food 
budgets of the less well off, and through this on inequalities in health. We believe that 
this should be given a priority. CAP is by far the largest budget within the European 
Union - around 40 billion ecu a year (£32.5 billion)262 - and is currently being 
reviewed as part of the Agenda 2000 programme in preparation for the next round of 
the World Trade Organisation talks. However, we are concerned that the health and 
health inequalities aspects of the CAP should be recognised and form part of this 
wider debate. We see an opportunity for the UK Government to build on the success 
of its European Union Presidency by hosting a conference to debate the implications 
of CAP on health and health inequalities. 

The CAP's focus has been on raw food production. [ts structure has meant that 
subsidies have led to surpluses so that half the budget provides subsidies to storage or 
export. The juxtaposition of "butter and meat mountains" and ris ing food poverty led 
to unfavourable publicity and the creation of a Surplus Food Scheme designed to 
redistribute food to the less well off. This small but significant "social policy" 
outcome of the CAP tends to be limited only to storable goods such as dried or frozen 
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foo?s ~ath~r than fresh foods such as fruit and vegetables. The practical problems of 
red1stnbut10n ha~e so far r_ul~d o~t the use of fresh _fruit and veget~bles on ~he Surplus 
Food Scheme26.,. Even within this scheme. we believe that there LS scope tor more 
effective use of subsidies to reflect nutritio nal and public health o-oals, perhaps 
directed at school-aged children. 

0 

From the nutritional point of view. the situation with regard to the supply of fresh fruit 
and vegetables is currently the most unsatisfactory aspect of the CAP. At a time when 
data have pointed to the protective effects of fruit and green vegetables in the 
prevention of cancer and coronary heart disease264,265, large sums of money are 
being spent in the destruction of these products. This amounted to 2.5 billion kilos of 
fru it and vegetables at a cost of 390 million ecu in 1993-94. Notwithstanding changes 
\Vhich have reduced the amount of compensation paid on such produce, it is our view 
that this policy needs to be reviewed taking into account estimates of the "health 
gain" that would be derived from the supply of these foods at subsidised prices. 

19. We RECOMMEND a comprehensive review of the Common Agricultural 
Policy (CAP's) impact on health in general and inequalities in health. 

19.1 We recommend strengthening the CAP Surplus Food Scheme to improve 
the nutritional position of the less well off. 

Increasing the availability and accessibility of food 

Inequality 
Food consumption varies between different socioeconomic groups. People in lower 
socioeconomic groups tend to eat less fruit and vegetables, and less food which is rich 
in dietary fibre. These patterns tend to hold true over all age groups in which they have 
been examined, from birth to 64 years. As a consequence, those in lower 
socioeconomic groups tend to have low intakes of anti-oxidant and other vitamins, 
and some minerals, especially relative to intakes in higher socioeconomic 
groups35,55-58. 

Even within low income groups, there are differences in nutrient intake which are 
related to income. The 20 per cent of Income Support claimants with compulsory 
deductions for rent or fuel have very restricted spending on food, and their resulting 
diets are far below reference values for intakes of iron, calcium, dietary fibre and 
vitamin C. This is even more likely if adults in the family smoke94. Furthermore, 
there is some evidence that such inequalities in nutrition, at least for some nutrients, 
have increased over the last 15 years55. 

There are also pronounced differences in diet by gender. Women are more likely than 
men to eat wholemeal bread, fruit and vegetables at least once per day and to drink 
semi-skimmed milk. They are less likely to drink alcohol heavily35,53. However, 
nutrient intakes of iron, calcium, magnesium, vitamin B 12 and folate are lower in 
women than men, especially in women from lower socioeconomic groups. Many of 
the differences can be accounted 'for by the lower total food and energy intakes of 
women: An adequate intake of calcium appears to be an important component of bone 
health, reducing the risk of osteoporosis and fracture, although the evidence is 
incomplete266-268. Vulnerable groups, such as adolescent girls and older women, 
should therefore avoid low calcium intakes. The main dietary sources of calcium are 
milk, milk products and cereal products. Vitamin D is essential for calcium absorption 
and utilisation. Adequate dietary intake of vitamin D is necessary if skin synthesis is 
likely to be sub-optimal, for instance, for older people who are housebound or those 
who wear concealing clothing, and for vulnerable groups, such as pregnant and 
lactating women269. The best method of achieving adequate intake through 
supplementation of high risk groups is currently the subject of multi-centre trials. 

Women may be more likely to under-report the quantity of their diet than men, and 
they are also more likely to diet. The relatively low intakes in women may partly 
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·eflect low intakes in a substantial proportion of women who are dieting at any sinole 
:urvey point2 70. The association between a mother's physique before and durino ~ 
~regnancy and card!ovascular risk in her children in later life suggests that her ::) 
nutrition may have important long term effects on the health of the next 
~eneration_ 71-275. The prevalence of dieting in women, especially young women, is 
; cause for concern. 

Evidence 
The evidence that links diet and nutrition to health and inequalities in health is, in the 
main. based on research showing that nutritional risk factors for disease and higher 
races of nutrition related diseases cluster in disadvantaged groups. For example, dental 
caries are more prevalent in children in lower socioeconomic groups, and children in 
these groups have higher intakes of sweet drinks and snacks between meals - risk 
factors for caries. Death from stomach, oropharyngeal and oesophageal cancer is more 
common in lower socioeconomic groups and has been linked to low intake of fruit and 
vegetables, also more common in lower socioeconomic groups. Cerebrovascular 
disease is more-common in lower socioeconornic groups and is associated, possibly 
through the intermediate risk factor of hypertension, with consumption of salty, 
energy dense foods which are high in sodium and low in magnesium and with low 
consumption of fruit and vegetables. This pattern of diet is more common in lower 
socioeconomic groups276. 

However, the effect of policies aimed at changing nutrition or single nutrients in the 
diet may be difficult to predict, given the sometimes complex link between diet, 
nutritional status and health. Thus our recommendations are based on enabling those 
who are disadvantaged to have the choice to purchase and consume a balanced 
diet269. 

Benefit 
Reductions in inequalities in nutrition should lead to reductions in diseases which 
have nutrition-related risk factors. These include some types of cancer, cardiovascular 
disease, osteoporosis, anaemia, dental disease, and obesity and hypertension, and their 
complications. The extent to which these will be preferentially reduced in particular 
groups, for instance those from lower socioeconomic groups, is unpredictable. For 
instance, a reduction in total fat intake is a current recommendation to the whole 
population, based on the premise that this will lead to a reduction in average plasma 
cholesterol levels, which in tum will lead to reduced coronary heart disease. As, for a 
given level of plasma cholesterol, people from lower social classes have higher rates 
of coronary heart disease than those from higher social classes, an overall reduction in 
average plasma cholesterol may have a greater effect in reducing coronary heart 
disease in lower social classes277. 

20. We RECOMMEND policies which will increase the availability and 
accessibility of foodstuffs to supply an adequate and affordable diet. 

Reducing food poverty and improving retail provision 

Inequality 
Households in the bottom tenth of the income distribution spend an average of 29 per 
cent of their disposable income on food (after allowance for housing costs) compared 
to 18 per cent for those in the top tenth278. People in low socioeconomic groups buy 
more efficiently than high income households, obtaining more grams of food of any 
t~pe per pound spent. However, they also spend more on foods richer in energy and 
high in fat and sugar which are cheaper per unit of energy than foods rich in 
protective nutrients , such as fruit and vegetables 116. It also costs them more to shop 
because the physical inaccessibility of large retai l food outlets necessitates 
~xpenditure on transport or the higher prices in small local shops232. The food budget 
is susceptible to "squeezing" to meet other demands, partly because it is a large 
proportion of low income households' budgets and partly because it is not protected. 

~ ti . . 
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Rent and other deductions may be made compulsorily \Vhich places additional strain 
on the remainder of the budget94. 

Food poverty is experienced by some people in low income groups. particularly sinale 
mothers93-95. l 16. The diets of famil ies living on low income may also lack choic/ 
cmd variety, a consequence of the expense of supplying choice and the associated 
potential for waste of food93,:279,280. 

Evidence 
Economies of scale allow food sold in supermarkets to be cheaper and to cover a 
wider range than that in smaller "high street" stores232. Furthermore. there is a 
paradox in that a "healthy" basket of food has been found to cost more in 
disadvantaged areas than in affluent areas232,28 l. The increasing tendency to out of 
town supermarkets has led to the creation of "food deserts" where cheap and varied 
food is only accessible to those who have private transport or are able to pay the costs 
of public transport, if this is available. People on low income, and in particular women 
and older people, are less likely to be able to drive or have access to a car, and price is 
a significant determinant of their ability to utilise public transport40,282. The cost of 
transport may add a considerable amount to the cost of food shopping283,284. Thus 
access to a cheaper and wider range of food is most restricted for some of the groups 
who need it most. 

Currently, planning authorities do not have to consider the impact on low income 
groups when considering the development of retail food outlets. However, some local 
authorities have addressed the accessibility of food retail provision in disadvantaged 
areas, for instance by rate concessions to encourage retailers in these areas. Town and 
country planning policies could be amended or emphasised to ensure that development 
of retail food outlets do not have an adverse effect on those most vulnerable to poor 
nutrition285. 

Benefit 
People on low incomes eat less healthily partly because of cost, rather than lack of 
concern or information286,287. Therefore increased availability of affordable 
"healthy" food should lead to improved nutrition in the least well off. 

20.1 We recommend the further development of policies which will ensure 
adequate retail provision of food to those who are disadvantaged. 

We recommend policies which will further reduce income inequalities, and improve 
the I iving standards of households in receipt of social security benefits 
(recommendation 3). 

We recommend the.further development of a high quality public transport system 
i-vhich is integrated with other forms of transport and is affordable to the user 
(recommendation 14). 

Reducing sodium in processed foods 

Inequality 
The best measure of salt in the diet is 24 hour urinary sodium excretion. There are 
scant data on the social distribution of this in Britain. The INTERS ALT study showed 
that people of lo\ver education, world-wide, had higher levels of sodium excretion. 
This was confirmed for the UK INTERSALT centres. This, together .with higher rates 
of obesity and lower intakes of foods rich in potassium, places those from lower 
socioeconomic groups at higher risk of hypertension and its related risks. Average 
blood pressure tncreases as social class decreases, i.e. it is higher in lower social 
classes, although the gradient is not pronounced, especially in men37. However, at 
any level of blood pressure people from lower socioeconomic groups appear to be 
more vulnerable to the associated diseases, as evidenced by their higher rates of 
coronary heart disease and stroke29. 
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Evidence . . . . . . . 
Lc:ss than 10% of sodium intake 1s dtscret1onary and added Ln cookmg or at the table. 
;v(ost of the rest is in processed food264 . Lower income groups have higher 
consumption of processed foods rich in sodium. for instance white bread. meat 
products (_such as pi~s) and pr?cessed ~egetables. o_ther than frozen?5 . (?bservational 
stud ies. tnals' and animal studies all point to a relat10n between sodrnm intake and 
blood pressure. A review of this evidence led the Department of Health's Committee 
on :Vkdical Aspects of Food Policy to recommend a one third reduction in sodium 
intake in the British diet264, although other reviews have been more cautious288. A 
reduction in sodium intake, combined with a reduction in obesity and heavy drinking 
and an increase in potassium intake, would lower mean blood pressure in the 
population and hence reduce cardiovascular disease. 

Benefit 
Reduction of sodium in processed foods should reduce average blood pressure for the 
whole population. This may be of greater benefit in lower socioeconomic groups 
because of their increased susceptibility to the complications of hypertension, 
coronary heart disease and stroke. 

20.2 We recommend policies which reduce the sodium content of processed 
foods, particularly bread and cereals, and which do not incur additional cost to 
the consumer. 

tli@·--
We welcome your comments on this site. Prepared 26 November 1998 

./99 
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7. Mothers, Children and Families 

We recommend a high priority is given to policies aimed at improving hea!rh and 
reducing health inequalities in women of childbearing age, expecrant mothers and 
young children (recommendation 2). 

Reducing poverty in families 

This section sets out inequalities in wealth in families, and summarises the evidence 
for areas of policy development and the benefits which may result from such policies. 
Our recommendations relate firstly to the removal of barriers to work, for parents who 
wish to combine work with parenting, by increasing access to day care. Secondly they 
relate to enabling those who wish to devote full-time to parenting to do so. by 
improving the living standards of households in receipt of social security benefits. 

Inequality 
The increased risk of poverty amongst families with young children has been 
documented in the text accompanying recommendation 3. Some parents find 
themselves in a benefit dependent poverty trap and would seek work if affordable 
child-care was available. However for parents in low income groups there is a 
shortage of affordable and appropriate child-care, both for pre-school and school-aged 
children289-29 l. A study of 20 countries, mostly European, found that the UK had the 
highest child-care costs of all countries, amounting to a quarter of average 
earnings 164. At that time there were no public subsidies for child-care. 

Evidence 
Out-of-home day care and pre-school education are two services which overlap in 
providing learning and care for those below current statutory school age. There is no 
clear and logical dividing line between them, as both must secure and promote 
children's healthy physical, emotional and intellectual development. The evidence 
which supports the effectiveness of out-of-home day care and pre-school education in 
promoting children's development also overlaps. It is presented in the text supporting 
recommendation 5 (pre-school education) and is summarised here. 

Evaluation of non-parental out-of-home day care before the age of 5 years has found 
that it is associated with improvement in a range of educational and social measures. 
some of which have been documented many years after the care. It is important to note 
that the best known studies are of the effect of centre-based day care, and it is not 
known whether the same advantages are found with care provided in other settings. 
All of the assessed studies contained educational components as part of the 
intervention programme, and nearly all an element of home visiting and/or parental 
training. It is not possible to assess which components of these multi-faceted 
programmes were effective. However it is clear that quality, including quality in 
training carers, is crucial: indeed poor quality care may be damaging 113,115. There is 
no evidence for an optimal age for out-of-home day care 113,115. The effect of early 
separation of parent and child on the child's social and emotional development and 
attachment remains a subject of controversy. 

Benefit 
Greater provision of high quality out-of-home day care, especially if integrated with 
pre-school education, should increase the availability of these services. Since it is 
e~sier to combine paid work and family responsibilities when parents have access to 
high quality day care it is a potential mechanism to alleviate family poverty for 
parents who wish to combine work with parenting292. Other benefits include 
1Inproved educational and social achievement in the children. and the potential for 
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beneficial effects on the psychosocial health of parents and on their opportunities for 
education and training. 

21. We RECOMMEND policies which reduce poverty in families with children 

by promoting the material support of parents; by removing barriers to work for 

parents n·ho wish to combine work with parenting; and by enabling those who 

wish to devote full-time to parenting to do so. Specifically: 

21.1 we recommend an integrated policy for the provision of affordable, high 

quality day care and pre-school education with extra resources for 
disadvantaged communities (see also: recommendation 5). 

In making this recommendation, we commend the Government's commitment to a 

national Child-care Strategy as a first step in reducing inequalities in this area. 

We recommend further reductions in poverty in women of childbearing age, expectant 

mothers, young children and older people should be made by increasing benefits in 

cash or in kind to them (recommendation 3. 1). 

We recommend measures to increase the uptake of benefits in entitled groups 
(recommendation 3. 3). 

Improving the health and nutrition of women and children 

This section describes how inequalities in nutrition in women and children influence 

health. Our recommendations here are focused on improving the health and nutrition 

of women of childbearing age and their children, with priority given to the elimination 

of food poverty and the reduction of obesity. 

Inequality 
The babies of women in disadvantaged groups are more likely to have reduced growth 

rates in utero. Babies with fathers in social classes IV and V have a birthweight which 

is on average 13 0 grams lower than that of babies with fathers in social classes I and 

II34. Birth weight also varies by mothers country of birth. Babies whose mothers were 

born on the Indian sub-continent are on average 200 grams lighter than those of 

mothers born in the United Kingdom34. 

For women, obesity is more prevalent in lower social classes. There is a gradient of 

decreasing obesity with increasing social class. Twenty five per cent of women in 

social class V are obese compared to 14 per cent in social class 137. 

Evidence 
Reduced growth in fetal life is associated with increased mortality and morbidity in 

the first year of life293,294, and throughout childhood295-297. People who had low 

birth weight, or who are thin or stunted at birth are at increased risk of cardiovascular 

disease and the disorders related to it in later lifeii. These associations cannot be 

explained by confounding variables operating in adult life. Reduced fetal growth is 

more common in deprived areas of Britain298. Birth weight is determined by the 

weight and height of the mother which in tum reflects her own growth in childhood. 

The physique of mothers is also related to later disease in their children. Children of 

women who are thin, having either a low body mass index (weight/length2) or thin 

skinfolds are at increased risk of developing non-insulin dependent diabetes and raised 

blood pressure in adult life2 71-273. 

The generally agreed 'healthy diet' in pregnancy may have long term benefits in 

reducing the baby's later risk of cardiovascular disease without greatly influencing 

bi rthweight271 ,275 . Mothers reliant on state benefits may not be able to afford a 

healthy diet83 ,95 and may go short of food in order to feed their children93 ,94. In the 

United States guaranteeing a minimum income to pregnant women has been shown to 

increase birthweight2.L although the mechanism is unknown. 
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Children of women 1,vho. are ove r:veight are also at increased risk of coro nary hea11 
disease as adults274. This effec't 1s stronger among women with short stature. Short. 
overwe ight w:omen .are more common amo ng low socioeconomic groups. Obesity is 
entrained dunng childhood and adolescence_99 . The rates ofobesity in children are 
increasing. but there are no marked differences bet,veen social classes300. Hov,:ever. 
rhe effects of obesity on the development of coronary heart disease. non-insulin 
depe ndent diabetes and hypertension are more severe in people \Vho had low· 
birth,.veight301 -304. 

Thus a baby'~ long term health is related to the nutrition and physique of its mother. 
Policies in this area should promote the avoidance of excessive thinness or obesity and 
a healthy diet for women of childbearing age. They should also promote avoidance of 
excessive weight gain in children. 

Benefit 
Improvement in the diet of girls and women is likely to bring improvements not only 
in their own health, but in the health of the ir children. Avoidance of obesity similarly 
benefits both the mother and her child. The effects of mothers' nutrition on their 
children's health will take more than one generation to alter. An approach which starts 
with both mothers and children is likely to bring the most rapid benefits. 

22. We RECOMMEND policies which improve the health and nutrition of 
women of childbearing age and their children with priority given to the 
elimination of food poverty and the prevention and reduction of obesity. 
Specifically: 

we recommend further reductions in poverty in women of childbearing age, expectant 
mothers, young children and older people should be made by increasing benefits in 
cash or in kind to them (recommendation 3.1). 

We recommend further measures to improve the nutrition provided at school, 
including: the promotion of school food policies; the development of budgeting and 
cooking skills; the preservation of free school meals entitlement; the provision of free 
school fruit,· and the restriction of less healthy food (recommendation 7). 

We recommend a comprehensive review of Common Agricultural Policy's (CAP's) 
impact on health in general and inequalities in health (recommendation 19). 

We recommend policies which will increase the availability and accessibility of 
foodstuffs to supply an adequate and affordable diet (recommendation 20). 

Promoting breastfeeding 

lnequality 
Babies of fathers from social class I are more likely to be breastfed at birth than those 
from social class V, but this difference has decreased over the period from 1985-1995. 
Continued breastfeeding is much less common in lower social classes59. 

Evidence 
Breastfeeding decreases the incidence and severity of many infections of infancy. and 
may protect from other infant and later adverse health outcomes. Breastfeeding may 
also protect the short and long term health of the mother305. 

Randomised controlled trials have shown that support to mothers during pregnancy. 
labour, and after birth increases not only initiation of breastfeeding, but also 
continuation and exclusivity, in other words breastfeeding only, without bottle 
feeding. Prenatal interventions tested include peer counsellors and education 
programmes tailored to \vomen from specific cultural backgrounds. Continuous 
emotional support during labour provided by a trained - professional or lay - support 
person has been found to promote continued breastfeeding, as ,veil as providing other 
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bene~its ~ for instance. red:1ced rates of Caesarean section306. Help with the 
pracucaltt1es of breastfeeding decreased early pro blems and increased duration of 
breastfeeding307. Some of these interventions were tested in particular disadvantaaed 
groups (people living on low income)308 and women from minoritv ethnic :::i 

g~oups309. Evidence that they are differentially effective among pe,ople experiencing 
d1sadvantage ·is lacking. 

Other measures of encouraging breastfeeding are based on increasing the acceptance 
and practicability of breastfeeding, especially outside the home . Such measures micrht 
include discussion of breastfeeding issues in Personal, Health and Social Educatio; 
for school-children (see recommendation 6), using media advocacy and other 
publicity, and encouraging the provision of facilities for breastfeeding in shops and 
public places. 

Benefit 
Increased rates of breastfeeding should decrease the incidence of infant infection. The 
interventions suggested which do or could provide more support to the mother should 
also lead to other health gains in the mother and baby. It is unknown whether such 
interventions can be developed to be particularly effective in disadvantaged groups. 

22.1 We recommend policies which increase the prevalence of breastfeeding. 

Fluoridating the water 

Inequality 
Overall dental health in children is improving. The mean number of teeth with any 
known decay in children under 5 years has fallen over the last 10 years. However, the 
differential in the number of decayed teeth between those in classes IV and V and 
those in classes I, II and IIIN has increased, from an excess of 1 7 per cent in 1983 to 
one of 70 per cent in 1993310,311. The proportion of children who have an experience 
of dental decay also varies by area and by age. But at each age children living in the 
north have more dental decay than those living in the midlands and the south312. 

For example, at 5 years children living in the North West NHS Region show a 59 per 
cent excess compared with those in the South Thames NHS Region. At 12 years there 
is a 75 per cent excess] 12. 

Evidence 
Fluoridation of the public water supply has been shown to reduce dental caries, 
especially amongst socially deprived communities in the UK and Australia3 l 3,3 l 4. 
Water fluoridation provides benefits for everyone but the effects are more pronounced 
in people in lower social classes3 l 3,315, particularly in primary dentition. The Water 
Fluoridation Act ( 1985) and associated guidance from the Department of Health 
(HC/87/18) placed the responsibility for decisions about water fluoridation with health 
authorities. Following a request from a health authority, water undertakers may 
fluoridate the water supply. Although the Department of Health guidance indicates 
that the "chief concern" of water undertakers "will be the technical feasibility of water 
fluoridation", in practice water undertakers have interpreted the word "may" in the Act 
as giving them very wide discretion. Since the Water (Fluoridation) Act 1985 received 
Royal Assent (30 October 1985), no new fluoridation scheme has been introduced. 
(Those schemes implemented in the West Midlands had legally binding agreements 
before the Act.) To date, over 60 health authorities have completed the publicity and 
consultation required by the Act but cannot have their decisions on fluoridation 
implemented. Amendment of the Act would ensure fluoridation of the water supplies 
in areas where this has been recommended following the present legal processes. 

Benefit 
Fluoridation of \Vater supplies should decrease inequalities in dental caries between 
areas , and between socioeconomic groups. Although benefit will at first be restricted 
to children in time it will become evident in adults. The balance of scientific evidence 1..t 
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tS agatnst harmful effects on health of fluoridation. 

A relative It n:iinor change is needed to the Act. As the process fo r public debate and 
decision-making would not be changed by the proposed amendment, arguments for 
and against fl uoridation could continue to be considered as now. 

22.2 We recommend the fluoridation of the water supply. 

Reducing the prevalence of smoking in pregnancy 

Inequality 
Over the ten years from 1985 to 1995 there has been a slight decrease in the 
proportion of women smoking during or before pregnancy (39 to 35 per cent) . 
Smoking prevalence during pregnancy is higher for manual than non-manual groups. 
Women from households in social class V are four times more likely to smoke in 
pregnancy than those in social class 159. 

Evidence 
Maternal smoking is associated not only with reduced birthweight, but also with an 
increased risk of sudden infant death syndrome316, and adverse effects both on the 
mother's health, and on the health of those with whom she shares her home3 l 7-320. 
Recent work also suggests that, over and above the effect expected by reduction of 
birthweight and other socioeconomic factors, educational achievement as measured at 
23 years is decreased in the children of mothers who smoke32 l. Pregnancy is seen as 
a prime opportunity to encourage and help women to give up smoking for the benefit 
of their own health as well as their children's322 with most women receiving advice 
on smoking from their midwives and doctors59. 

A systematic review of randomised controlled trials found that behavioural self-help 
approaches to smoking cessation were more effective than advice and feedback in 
reducing smoking in pregnancy323 but no infonnation was given on whether 
interventions were particularly helpful for disadvantaged women324. Cessation rates 
are lower in mothers from lower socioeconomic groups59 and a survey in the West 
Midlands found that pregnant women on Income Support were less likely than other 
\Vomen to be contemplating giving up smoking325. Given these differences in 
likelihood of cessation, further development of both "upstream" (see, for example, 
recommendations 21 and 23) and "downstream" policies (see, for example, 
recommendations 26.2-26.4) are likely to be necessary to achieve a reduction in 
inequalities in smoking prevalence in pregnancy. Interventions that target individual 
behaviour alone may be insufficient326,327. 

Benefit 
decrease in prevalence in smoking during pregnancy is likely to be followed by a 

decrease in women who smoke after pregnancy. This should decrease smoking-related 
morbidity and, eventually, mortality in mothers; passive smoking-related morbidity 
and mortality, including sudden infant death syndrome, in those with whom she lives 
and works· and increased birthweight in the children of mothers who were fonnerly 
si:n,okers, with decreases in early mortality320. The problems of giving up smoking for 
dtsadvantaged women are discussed elsewhere (see text for recommendations 
26.2-26.4) . 

22.3 We recommend the further development of programmes to help women to 
give up smoking before or during pregnancy, and which are focused on the less 
Well off. 

Social and emotional support of parents 

Inequality 
Parents caring for children in disadvantaged circumstances are likely to need 
additional family support if they are to protect their children from the effects of 
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disadvantage. Inequality in the need for such support is evident in the socioeconnrnic 
patterns of child abuse. Although such patterns are modified by the definition or· 
abuse328 and ascertainment bias329, there is a consistent association between low 
socioeconomic status and child protection registrations330. This association is 
demonstrated across a range of indicators of individuals and areas, including 
unemployment, lone parenthood, and receipt of means-tested benefits33 l-333 

Evidence 
Most parents living in disadvantaged circumstances wish to, and do, protect and 
promote the health of their children under the most unpromising conditions3 3-1-. A 
general conclusion of evaluations of family support services is that parents under 
stress overcome family problems more easily when there is a wide range of sources of 
family support available in local communities335. 

Family support enables parents under stress and children in need to have some respite 
from their disadvantaged circumstances, and to build protective social relationships. 
Family support services cover a wide range, and include neighbourhood family 
centres and projects, baby and child health clinics, supervised play space and day care 
and affordable after-school care. Consequently the Inquiry has taken the view that 
policies which promote the emotional and social support of parents living in 
circumstances of disadvantage should act at a number of different levels. These 
policies include those which address poverty, social isolation and lack of community 
resources as well as ones which provide enhanced individual or group-based support. 
However, the research evidence tends to be biased towards assessment of 
interventions to support individual parents or families, often within public service 
settings. This is partly because it is easier to design robust experimental evaluations of 
such interventions. The following section summarises this evidence, recognising that 
it also highlights principles relevant to community-based interventions. 

Social and emotional support of parents, particularly mothers, may enhance their 
capacity to protect their children, especially when they are trying to do so in 
disadvfil'\taged circumstances. The potency of even short periods of personal support is 
demonstrated by a review of the effects of continuous professional or social support 
during childbirth. In a number of settings, women who received support from a trained 
person had shorter labours, less analgesia and operative delivery, and their babies had 
improved APGAR scores (that is, were in better condition at birth)306. However, 
most studies have used longer periods of social support, aimed at reducing stress and 
enhancing self-esteem and confidence during pregnancy and the early part of 
parenthood. The effect of home visiting during pregnancy alone on birth weight and 
other pregnancy outcomes is inconsistent334,336,337. Some studies, whilst not 
showing an effect on physical health, have found social and behavioural effects. For 
instance, a review of controlled trials of social support in pregnancy concluded that 
women receiving support were less likely to feel unhappy, nervous and worried during 
pregnancy, and were more likely to be breastfeeding after birth338. 

Home visiting in the first 2 years of life has been associated with beneficial effects 
during childhood. A systematic review found that programmes of home visits by 
professional or specially trained lay care givers tended to be associated with decreased 
rates of childhood injury339. They may also reduce rates of child abuse, incomplete 
immunisations, hospital admission, and morbidity in infancy, although the evidence is 
not cone\ usive for these outcomes. The applicability of these studies to service 
provision in the United Kingdom is unknown. However, in the UK at least two studies . 
have shown that appropriately trained health visitors can detect and manage postnatal 
depression, leading to more rapid remission of symptoms, fewer problems in the 
relationship between the mother and the child, and fewer child behaviour 
problems340,34 l. Although postnatal depression does not show a marked gradient 
with socioeconomic status, the long term effect of maternal depression on the 
cognitive and emotional behaviour of children is more marked in the presence of 
socioeconomic disadvantage342. 
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r n the CK. several experiments in home-based strategies to help parents become more 
self-confident and skilful in their child's development have been initiated. These have 
used specially trained health visitors or "community mothers". training teams of 
volunceers 16.343 . Early results indicate that those receiving home-based support 
strategies feel more positive and have higher self-esteem during early motherhood, 
and the children have more complete immunisations. and less early weaning onto 
cow's milk. Longer-term outcomes are awaited.l..Q 344. A systematic review of 
parent-training programmes in improving the behaviour of children with a behaviour 
disorder bet\veen J and 10 years concluded that group-based programmes \Vere the 
most effective, although it is not known specifically which aspects of these 
programmes are importanc3 45 . Such programmes might have an application in 
prevention as well as treatment. • 

few studies have yet included long term outcomes. However, in a 15 year follow up 
of an American randomised controlled trial, mothers who had received home visits 
during pregnancy and the first 2 years after birth were less likely to have been 
identified as perpetrators of child abuse. Amongst those who were socioeconomically 
disadvantaged, those who had received home visits had fewer subsequent births 
increased birth interval, received income support for a shorter period, had fewer 
behavioural problems associated with the use of alcohol and other drugs, and had 
fewer arrests346. A seven year follow-up in the UK has found improved health in 
children and mothers who had midwife-provided social support in pregnancy347. 

A number of methodological issues arise in the best way of providing parental 
support. The most systematically evaluated studies are the randomised controlled 
trials. However, these tend to be conducted in particular settings and especially in 
health service settings. It is not clear whether the beneficial effects observed are the 
consequence of a particular type of support or would be seen with the provision of any 
support which met the needs of parents and children even if different in content - for 
example, child-care or financial support - or context - for example, community-based 
and parent-led. In addition, the quality of support offered in an experimental setting 
may not be reproducible in service. Thus the nature of support, who should offer it, 
when, and for how long is still under debate. Secondly, the applicability to the UK of 
the results of studies conducted outside this country is uncertain. Thirdly, the effect on 
some outcomes has only been tested in single trials, and must be regarded with 
caution. Fourthly, the identification of those most likely to benefit from support needs 
to be refined. The trials have mostly been conducted amongst high-risk populations. 
Lastly, the best way of translating research findings based on parental empowerment 
into service provision which does not patronise or stigmatise users needs to be 
addressedJ...Q. 

Despite these issues, we have concluded that the strength of the evidence appears 
sufficient to recommend enhancing support for parents. Such support should be 
provided through policies acting at a number of different levels, including the relief of 
poverty (recommendation 21 ). Policies should be based in the community should be 
family-centred and should meet the needs of families living in disadvantaged 
circumstances. In the spirit of the Children Act ( 1989), they should include further 
development of services provided on the basis of partnership with parents and 
between agencies328,348. 

Health visitors already aim to provide social and emotional support to parents and are 
acceptable to mothers in disadvantaged settings349,35O. We consider that an 
e~hancement of their role and capacity to provide social and emotional support of 
disadvantaged parents is needed, as part of the range of neighbourhood services to 
support parents. 

Benefit 
I~creased social and emotional_ support of parents should reduce the impact of 
disadvantage and enhance parenting skills, with consequent social and behavioural 

http://"V'\vw.official-documents.eo.uk/document/doh/ih/part2~.htm 11 /061 99 



61 of 132
BT Mod 1 Witness Statement FINAL 3 Mar 2023 & Exhibit Bundle (combined) (3342 pages) 1776 of 3342

MAHI - STM - 083 - 1776

[ndependent fnquiry into Inequalities in Heal... 

gains in health for their children. It should also enhance self-esteem in parents. A 
range of other physical, socia l and mental health gains are possible in both parents and 
children. one of the evidence points to harm from support of parents, but this 
pre-supposes that services are delivered in an enabling and non-stigmatising manner. 

23. We RECOMMEND policies that promote the social and emotional support 
for parents and children. Specifically: 

23. l we recommend the further development of the role and capacity of health 
visitors to provide social and emotional support to expectant parents, and 
parents \\:ith young children. 

Promoting the health of looked-after children 

Our recommendations on the support of families are aimed at promoting child and 
parental health and at the prevention of child abuse and family dysfunction. We 
recognise the necessity of recommending policies which will address the health needs 
of children who are "looked-after" by local authorities. 

There were about 89,000 children looked-after by social service departments in 
England at any time during the year ending in March 1997, with about 65 per cent in 
foster placements] 3 0. Looked-after children are at particular risk of both early life and 
later disadvantage] 3 3. More than 7 5 per cent of looked-after children leave care with 
no educational qualifications and between 50 per cent and 80 per cent of care-leavers 
are unemployed35 l. It is estimated that 30 per cent of young single homeless people 
have been in care. High rates of alcohol use and cigarette smoking are also reported 
among care-leavers and it is estimated that one in seven young women leaving care 
are either pregnant or already mothers] 52. Children with an experience of public care 
are also vulnerable to substance misuse and mental health problems in adult 
life353,354. 

This cluster of socioeconomic and health disadvantage means that looked-after 
children are a key target group for policies related to education, employment and 
housing, and to health related behaviour, recommended earlier in our report. However, 
they are further disadvantaged in their access to health care, both preventative and 
therapeutic. Their increased mobility may result in fragmentation of, and delay in, 
service delivery, including assessment of, and provision for, their educational and 
health needs, including health promotion. 

Looked-after children lack a professional advocate for their health. We recommend 
that looked-after children have a designated medical adviser to identify their physical 
and psychological health needs, and negotiate service delivery. However, this alone is 
unlikely to be sufficient. Looked-after children tend not to respond to health 
information and effective ways of providing them with appropriate information need 
to be further developed] 5 S. 

23.2 We recommend local authorities identify and address the physical and 
psychological health needs of looked-after children. 

♦ tt®{/♦ 
We welcome your comments on this site. Prepared 26 November 1998 
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1ndepe_ndent Inquiry Into Inequalities in Health Report Part 2 continued 

8. Young People and Adults of Working Age 

This section sets out inequalities in the health of young people and adults of workincr 
age. It summarises the evidence which we have concluded indicates areas for future::, 
policy development, and the benefits which may result from suc h policies. Many 
recommendations given already will apply to this group. In particular. \VOrk is an 
important determinant of health inequalities at this stage of the life course. 

We recommend policies which improve the opportunities for work and which 
ameliorate the health consequences of unemployment (recommendation 8). 

We recommend policies to improve the quality of jobs, and reduce psychosocial work 
hazards (recommendation 9). 

Our additional recommendations relate to preventing suicide, particularly in young 
men and people who are known to be mentally ill and promoting the adoption of 
healthy lifestyles. 

Preventing suicide 

Inequality 
Suicide is more common in men than in women, and in lower socioeconomic groups. 
In 1 996 the rates were three times higher for males than females. The highest rates are 
for men aged 25-44 and those over 75 years25. In 1991-1993 (the most recent data 
available by social class) in England and Wales, mortality from suicide for men was 4 
times greater in social class V than in social class 129. The international literature 
consistently shows higher rates of suicide in young south Asian women, whilst lower 
rates are found in African Americans and African Caribbeans356. The overall 
age-standardised mortality rate for suicide has fallen by nearly a half in women over 
the last 20 years, but has hardly changed for men. This hides the information that over 
the same period, for men under 44, there has been a rise of 20-30 per cent whereas for 
men aged 45 and over there has been a fall of about the same magnitude32. 

Evidence 
Suicide is associated with unemployment, alcohol and substance misuse, 
imprisonment, and mental disorder357. Up to half of all people who commit suicide 
have a history of self-harm, and up to l per cent of people who self-harm go on to kill 
themselves358-360. People who deliberately self-harm are also likely to have 
problems with a relationship, employment, education, alcohol, substance misuse, 
and/or finances36 l. 

Policies to prevent suicide include those aimed at the causes of social exclusion which 
may lead to suicide. These include: social support for parents (recommendation 23 ); 
pre-school education (recommendation 5); the development of "life skills" and the 
prevention of alcohol and substance misuse (recommendation 6); provision of 
adequate housing (recommendation 10 11 and 12); the reliefof poverty and reduction 
of unemployment (recommendation 8)· the promotion of healthy workplaces 
(recommendation 9); and policies which promote social cohesion. 

The association of suicide with existing mental illness suggests that policies for the 
care of young people with mental illness also provide opportunities for the prevention 
of suicide. About a quarter of those who kill themselves have been in contact with 
specialist mental health services in the year before their deaths362. A recent review· on 
the promotion of mental health in high-risk groups reinforces the role of the primary 
h~alth-care team both in identifying and co-ordinating the management of people at 
high risk363. Community mental health teams may be more effective than non-team 

http•;; , . . 
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standard care in preventing suicide in those 1,,vho are already severely mentally ill364. 

Both types of team. which may have considerable overlap, need to ensure effecti~ 

\\'orking between different disciplines and agencies363. An important component of 

the 1,,vork of such teams is to address all the needs of the patient, including 

employment, housing and social support. Furthermore. particular strategies may be 

required to meet the needs of young people 1, ho either cannot or do not choose to 

access current services. These include people who default from follow up, absent 

themselves from school, or are in prison or young offenders' institutions. 

Benefit 
Most policies recommended here are aimed at the improvement of socioeconomic and 

Ii ing conditions. and social cohesion. They will have many benefits in addition to 

their contribution to the prevention of suicide. 

24. We RECOMMEND measures to prevent suicide among young people, 

especially among young men and seriously mentally ill people. 

Promoting healthier lifestyles 

Health related behaviour is an important determinant of health and inequalities in 

health. However, the reasons why individuals adopt one form of behaviour rather than 

another are complex. They include the influence of earlier experience, including that 

as a very young child, the social and economic environment, work or school, and the 

cultural milieu, as well as characteristics specific to the individual. Furthermore the 

effects of health related behaviour or its consequences differ between individuals and 

between groups, depending on their susceptibility to these influences. For example the 

effect of a high body mass index in adult life on blood pressure is greater in people 

who were of lower birthweight301. 

Thus, policies designed to change health related behaviour need to act at different 

levels, and to accept that behaviour change for instance in the changing of children's 

dietary habits, may take some time to become apparent. The Inquiry considers that, as 

with inequalities in health in general, inequalities in health related behaviours need to 

be approached on a broad front considering both "upstream" and "downstream" 

policies and policies which cover both short and longer-term benefits. This section 

sets out inequalities in health related behaviour and the evidence which we have 

concluded indicates areas for future policy development. Many of the more 

"upstream" policies in this area have been considered earlier in this report, and are 

cross-referenced. However, we wish to emphasise that these "upstream" policies are of 

crucial importance in reducing inequalities in health related behaviour. Furthermore, 

we consider that policies aimed at changing health related behaviour should avoid 

attaching blame or stigma to individuals or groups. Thus our recommendations are 

based on the principles of increasing infonnation and choice to individuals and 

communities, and enabling them to make healthy choices365. 

Promoting sexual health 

Inequality 
Men and women from manual households have a median age at first intercourse about 

2 years lower than for those from social class I households. Black young people are 

more likely to have first intercourse under the age of 16 than white or Asian young 

people. The proportions with first intercourse under the age of 16 are 26 per cent for 

Black men. and l O per cent for Black women, compared to 19 per cent and 8 per cent 

for young \vhite people and 11 per cent and l per cent for young Asian people366. 

Under-age conception rates for places within Britain are highly correlated with indices 

of deprivation. with high rates in areas which are deprived260. However, the relatively 

small number of events makes further analysis difficult. There is a fourfold difference 

bet1,,veen the health authorities with the highest and lowest rates, and large differences 

b~tween one time period and another. 

1 .. ttn• / /wi.,,w nffi ri ~ l-rlnr11ments.co. u 1 
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Evidence 
for many young vvomen, pregnancy and motherhood are positive and welcomed 
experiences without long term negative outcomes. However. compared to women 
a!!ed 20 to 3 5 years, teenage mo thers and their children are at higher risk of 
experie~cing adverse health educat~on~l. social and economic outcomes 130. 

ppro:<1mately half of t~e pregnancies in unde'. 16_ year olds and a third of those in 
16-19 year olds are termmated_60. These termrnat1ons. along with miscarriages. can 
also have an adverse effect on the health of teenagers. 

The risk of teenage pregnancy is increased in association with a number of social, 
;;ocioeconomic and individual factors many of which are more common in people 
experiencing disadvantage - for example, low educational attainment. poor hous ing. 
Particularly at risk are the daughters of teenage mothers, young people "looked-after" 
by the local authority or leaving care, school non-attendees - due to truancy or 
exclusion - and homeless or runaway teenagers. Although it is difficult to establish 
cause and effect, it is possible that reducing inequalities in some of these 
socioeconomic risk factors - for example, poverty or educational attainment - would 
reduce inequalities in unwanted teenage pregnancy130. 

More specific interventions to promote sexual health focus on education and provision 
of appropriate and sensitive contraceptive services 130. Features associated with 
successful sex education programmes include: timing, which should precede the onset 
of sexual activity; a combined approach to education and information about the 
provision of contraception; integration with psychological approaches, and with other 
life management skills; context, emphasising responsible and caring relationships and 
a recognition of social influences and pressures; a focus on specific aims, such as 
delayed intercourse and safe intercourse; and the tailoring of the programmes to the 
needs of the group they are intended to serve 129,130. 

Most of the evaluated programmes have focused on addressing individual factors 
associated with teenage pregnancy, rather than the associated social and economic 
factors. No studies have specifically focused on reduction of inequalities in risk of 
outcomes. The role of sex education is discussed earlier in the text supporting 
recommendation 6 on the development of health promoting schools. 

The role of parents in sex education also needs to be recognised. Under the age of 
about 16 years young people generally report that their parents should be the main 
source of information about sex but in practice this is often not the case. Appropriate 
means to help parents increase their skills and confidence in sex education need to be 
developed. The media also have an important role to play in providing information 
and influencing the climate of opinion367. 

Provision of contraceptive services to teenagers is highly cost effective, saving £3 77 
and £466 per unwanted pregnancy avoided for clinic and general practice provision 
respectively, even if only the resource consequences for the NHS of pregnancy are 
taken into account. The savings are much greater if the longer term health gains are 
considered 130. However, teenagers may lack information about contraceptive use or 
availability. A recent review of the literature found a lack of UK evidence on the 
effectiveness or cost effectiveness of different approaches to the delivery of 
comraeeptive services to young people. Descriptive studies suggest that services 
should be based on a local needs assessment and ensure accessibility and 
confidentiality. Clinic-based senings may be used more than those in primary care. 
Because of the nature of teenagers' sexual activity, which can be unplanned and 
sporadic provision of emergency contraception is important. However, there is 
Widespread public and professional misunderstanding of the use of emergency 
contraception, which may merit particular health education actionl30. 

fntervent ions have not evaluated whether pol icies \vill preferentially promote sexual 
health and reduce unwanted teenage pregnancy rates in people experiencing 
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?is~d~·antage. Targe_ti~g of education on contraceptive provision - for example, by 
rndi_v1~ual charactenst1cs or by area - might be a way of reducing inequalities. Over 

halt ot teenage pregnancies continue to delivery. Policies and evidence on preventing 

the adverse health and social outcomes -of teenage pregnancy are presented under 
recommendations 21 and 23. 

Benefit 
For more "upstream" policies. promotion of sexual health and prevention of unwanted 

pregnancy might be only some of many benefits. In general, sex education 

programmes have not been associated with increased sexual activity or its 
complications and some have been associated with delayed onset of sexual 
activity 129,130. Sex education and appropriate contraceptive use are likely to 

decrease rates of sexually transmitted diseases and promote other aspects of sexual 

health. Prevention of unwanted teenage pregnancy will reduce the risks to the 
physical, mental and social health of the potential mother. 

25. We RECOMMEND policies which promote sexual health in young people 

and reduce unwanted teenage pregnancy, including access to appropriate 
contraceptive services. 

Encouraging physical exercise 

Inequality 
Levels of physical activity in men show a complex pattern with social class, with 

more men in lower social classes reporting physical activity as part of their occupation 

and more men in higher social classes reporting moderate or vigorous walking and 

leisure activity. In women there are similar gradients in walking and leisure activity 

and no clear pattern with occupational activity. People in lower socioeconomic groups 

walk more than those in higher groups but are less likely to describe their walking 

pace as brisk or fast. Inactivity, which may be a better predictor of obesity, is more 

common in lower social classes for both men and women35. 

The proportion of men who are obese has risen from 13 per cent in l 99 3 to l 6 per cent 

in 1996. For women the equivalent figures are 16 per cent and 18 per cent. Obesity is 

higher in the lower social classes in women, with 25 per cent in class V being 

classified as obese compared to 14 per cent in social class I and with intermediate 

proportions in the classes between I and V. In men, there are lower rates of obesity in 

social class I ( 11 per cent) but the higher rates in social class V ( 18 per cent) are 

similar to those in the remaining classes37. Rates of obesity and mean body mass 

index appear to be increasing for school-aged children368. 

Evidence 
Increased physical activity of moderate intensity is associated with lower overall 

mortality rates and decreased risks of mortality from cardiovascular disease colon 

cancer and non-insulin dependent diabetes mellitus. Regular physical activity prevents 

or delays the development of hypertension, and reduces blood pressure in those with 

hypertension. These effects may be, in part, mediated by the fact that physical activity 

prevents weight gain and obesity. Physical activity also relieves the symptoms of 

depression and anxiety and is important in the prevention of osteoporosis. As these are 

common conditions relatively small reductions in risk of them would result in 

significant gains in public health369-372. 

Recommendations to promote moderate intensity exercise most commonly cite brisk 

\.Valking as the mode of physical activity) 73 . Walking is the most common form of 

phys ical activity across all socioeconomic groups, although both the number of 

j ourneys undertaken on foot and the annual average distance walked are 
decreasing236,259. Interventions where the mode of exercise being promoted is 

walking appear to be more effective than those that depend on attending a special 

facility to practice games or sports374. Walking should also be more accessible to 
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those in lo\ver socioeconomic groups. as it does not require costly equipment or 
training. In addition it can, theoretically, be incorporated into everyday routines. 
although in deprived areas, improved access to a safe and pleasant environment would 
be a necessary pre-condition. The provision of low-cost keep fit classes in existing 
local faci lities. such as community centres or schools is one option. 

Most interventions have been tested on white, middle-aged, well-educated men and 
women. and it is not knov.:n whether interventions would di fferen tially benefit those in 
lo wer socioeconomic groups. The relative effectiveness of different types of 
intervention is largely unknown. 

The evidence on encouraging walking and cycling and the safe separation of 
pedestrians and cyclists from motor vehicles is given in the text for recommendation 
l 5. These policies may be particularly important in promoting exercise in children. 
Fear of accidents and harm is an important component in the increasing use of 
transport of children in cars, particularly to and from school. The promotion of 
physical activity , over and above participation in formal physical education, is one of 
the roles of health promotion within schools (see recommendation 6). 

Benefit 
Decreased levels of inactivity and increased physical activity should reduce and 
prevent obesity, cardiovascular disease and non-insulin dependent diabetes mellitus. 
As well as these health benefits, opportunities afforded by exercise might also lead to 
wider social networks and increased social cohesion. 

Reducing tobacco smoking 

Inequality 
There is a higher prevalence of cigarette smoking in lower socioeconornic groups. In 
1996, 29 per cent of men and 28 per cent .of women smoked but this ranged from 2 per 
cent of men ( 11 % of women) in professional occupations to 41 per cent men (3 6 per 
cent of women) in unskilled manual occupations. Amongst smokers men and women 
in professional occupations smoke fewer cigarettes per week than those in unskilled 
manual occupations28. Furthermore, nicotine dependence is higher in people 
experiencing disadvantage, with higher plasma cotinine levels even after adjusting for 
the number of cigarettes smoked35,37. Not only do men and women in the lower 
groups have higher prevalence rates, they also have lower cessation rates. Since 1973 
rates of cessation have more than doubled in the most advantaged groups, from 25 per 
cent to over 50 per cent. In the least well off groups, there has been a very limited 
increase in cessation rates from 8 to 9 per cent cessation in 1973 to 10 to 13 per cent in 
1996375. 

Evidence 
Smoking is an important component of differences in mortality between social 
classes376. In the United Kingdom, more cancer deaths can be attributed to smoking 
tobacco than to any other single risk factor. [n l 995, smoking was estimated to 
account for more than 30,000 deaths from lung cancer, and a further 16,000 deaths 
from cancer of other sites, notably the oesophagus bladder, stomach, mouth and 
throat. contributing to approximately one third of the mortality of cancer as a 
who le377. Smoking is also an important cause of chronic obstructive lung disease, 
coronary heart disease stroke and aortic aneurysm. Furthermore, smoking damages 
the health of non-smokers. A recent review concluded that passive smoking causes 
lung cancer and coronary heart disease in adult non-smokers, and respiratory disease. 
sudden infant death syndrome, middle ear disease and asthmatic attacks in 
children320. 

For the population as a whole tobacco consumption falls when the real price of 
tobacco rises] 78-3 80. The price elasticity of cigarettes is higher among yo ung people. 
Studies in the United States and Canada indicate that young people's intention to 
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smoke nnd the ir uptake of smoking are highly price-sensitive38 l-J86. An important 
facto r in explaining the greater effect of price on young people is that most are not 
habitual. nicotine dependent. smokers. Price rises can therefore be an effective wav of 
preventing the onset of regular smoking in adolescence. With very few smokers tahno 
up regular smoking after the age of 20, price can clearly have a longer-term impact on.:) 
the prevalence of smoking and thus on inequalities in smoking-related disease. 

However the real price of tobacco has a disproportionate effect on the Ii ving standards 
of Britain's poorest households, for whom expenditure on tobacco is a larger 
proportion of disposable income3 87. Households in the lowest tenth of income spend 
6 times as much of their income on tobacco as households in the highest tenth278 . 
Over 70 per cent of two-parent households on Income Support buy cigarettes, 
spending about 15 per cent of their disposable income on tobacco3 88. Approximately 
55 per cent of lone mothers on Income Support smoke, smoking on average 5 packets 
of cigarettes per week327. Studies of the cost of meeting basic needs which explicitly 
exclude spending on tobacco, indicate that Income Support levels are insufficient to 
secure a basic but adequate standard of living, especially if the households contain 
children65, 78,fil,84,85. Not surprisingly, therefore, low income households where the 
parents smoke are much more likely to be lacking basic amenities, including food, 
shoes and coats than non-smoking parents on Income Support388. 

Although smoking prevalence has decreased overall despite increases in the real price 
of tobacco, it has remained stable amongst people who are most disadvantaged375. A 
recent longitudinal survey of lone mothers found that living in severe hardship was the 
primary deterrent to quitting. This makes it unlikely that increasing the price of · 
tobacco, and so decreasing disposable income and increasing hardship, will increase 
cessation rates in disadvantaged households327. 

Advertising bans in Canada and New Zealand have reduced tobacco consumption. We 
note that the European Union Council of Ministers formally adopted the Directive to 
ban tobacco advertising and sponsorship in May 1998. Media advocacy and creation 
of unpaid publicity may not result directly in cessation but form the basis of public 
opinion on which other measures rest. Restrictions on smoking in public places or the 
workplace probably reduce consumption but the effects on cessation are 
undetermined. However, they may reduce the effects of passive smoking. Overall, 
evidence does not indicate which policies are· the most effective in reducing 
inequalities320,380. The relatively stable rate of cessation in disadvantaged groups 
over the last 20 years suggests that simply intensifying current approaches is unlikely 
to sufficient. 

The cultural and environmental barriers that disadvantaged people face in quitting 
smoking will take time to change. In the shorter term, a complementary strategy is to 
reduce nicotine dependence, which is likely to be stronger in disadvantaged smokers 
than amongst the affluent35,37. 

Nicotine replacement therapy (NRT) has been shown to be an effective treatment aid, 
approximately doubling success rates from both brief and intensive treatments, and 
with evidence that its efficacy is maintained in real world settings389-393 . It is not 
known whether it is preferentially effective in helping those who are disadvantaged to 
quit. Trials have found that NRT is effective in helping nicotine-dependent smokers to 
stop smoking390,393. Because there is a socioeconomic gradient in nicotine 
dependence, NRT may therefore have a differentially beneficial effeet in smokers in 
lower socioeconomic groups. However, as it is currently sold at commercial rates over 
the counter, its price could prohibit its use amongst people on low incomes394. 
Preliminary evidence suggests better compliance and outcome when the smoker does 
not have to pay 395. NRT could be made available on prescription or through other 
mechanisms which make it free to those who are least able to afford it394,396. NRT 
on prescription would also have the benefit of involving general practitioners in 
smoking cessation. Brief advice from a general practitioner is a highly cost effective 
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method of promoting cessation of smoking, with cessation rates equivalent to rates 
achieved as a result of mass media campaigns, up to 5 per cent380. Community-based 
interventions and specialised smoking clinics are also effective settings in which to 
provide NRT390. 

Benefit 
Reduction in smoking would decrease the risk of smoking related diseases over a 
period of time and decrease the risks of passive smoking to companions in various 
se ttings. The relative diffe rences in mortality by socioeconomic group are similar in 
smokers and non-smokers. However, given the higher mortality rate in smokers and 
the incre~sed rates ?f smoking _in lower socioeconomic g_roups, reduction in smoking 
in all soc1oeconormc groups will decrease the absolute difference in mortality rates 
between socioeconomic groups277. 

Reducing alcohol-related harm 

Inequality 
Deaths from diseases caused by alcohol show a clear gradient with socioeconomic 
position, with an almost fourfold higher rate in unskilled working men compared to 
those from professional groups. In addition, alcohol is a contributory factor to deaths 
from accidents, which also show a pronounced socioeconomic gradient397. 

Amongst people under the age of 30 years, there is little variation in consumption of 
alcohol by socioeconomic group. However problem drinking is twice as common in 
the poorest as in the most affluent, 17 per cent versus 8 per cent for men and 6 per cent 
versus 3 per cent for women. In older adults, a similar pattern exists for men. In older 
women consumption is greater in the affluent, but there is no socioeconomic gradient 
in problem drinking, and poor women are more likely than the affluent to report being 
drunk35. Higher levels of consumption of alcohol have been consistently observed in 
some deprived groups, such as unemployed people398-400 and those who are 
homeless401,402. These observations suggest that the pattern of drinking influences 
alcohol-related health inequalities. Problem drinking is associated with delinquency, 
criminality and violence, including domestic violence and child abuse. The degree to 
which health-damaging drinking patterns in young people persist into later life is 
unclear. Deprivation may contribute to the probability of continuing to drink in a 
hazardous fashion, and may also inhibit opportunities for positive changes in 
behaviour. Heavy drinking in people in higher socioeconomic groups may be less 
harmful than in lower socioeconomic groups because they are protected from harmful 
effects by better diet, housing, health care and other factors403. 

Evidence 
At a population level, there is a positive correlation between mean consumption and 
the prevalence of heavy drinking. This suggests that one mechanism to reduce 
problem drinking and thus alcohol-related harm, is to reduce mean consumption404. 
Overall population consumption is affected by price405-407. Increasing the price of 
alcohol may decrease consumption amongst low income problem drinkers but the 
effect of price elasticity on different groups has been little studied408,409. 

Problem drinking in young people may be influenced by wider measures which 
support them and enhance their chances of employment and improved living 
conditions. Sensible drinking habits may be engendered in childhood and so be 
affected by interventions at school (see recommendation 6). 

A reduction in the pennitted level of blood alcohol concentration for driving from 80 
to 50 mg/ 100 ml has been associated with reduced rates of alcohol-related accidents 
and risk behaviour in some countries4 l 0. The introduction of random breath testing is 
another option which may be a significant deterrent to drinking and driving4 l 0,411. 
The provision of adequate and affordable transport would ass ist in reducing the 
perceived need to drive after drinking. 
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People with alcohol-related problems who are disadvantaged in other \vm·s. throullh 
having limited financial or social resources or being homeless. may have· less acce-ss to 
appropriate treatment services for all their needs. including treatment of their alcohol
related health problems 196- 199 . Recommendation 11 addresses this inequity. 

Benefit 
A decrease .in problem drinking should reduce alcohol-related disease and accidents. 
as well as some types of anti-social behaviour. 

26. We RECOMMEND policies which promote the adoption of healthier 
lifestyles, particularly in respect of factors which show a strong social gradient in 
prevalence or consequences. Specifically: 

26.1 we recommend policies which promote moderate intensity exercise 
including: further provision of cycling and walking routes to school, and other 
environmental modifications aimed at the safe separation of pedestrians and 
cyclists from motor vehicles; and safer opportunities for leisure. 

26.2 We recommend policies to reduce tobacco smoking including: restricting 
smoking in public places; abolishing tobacco advertising and promotion; and 
community, mass media and educational initiatives. 

26.3 We recommend increases in the real price of tobacco to discourage young 
people from becoming habitual smokers and to encourage adult smokers to quit. 
These increases should be introduced in tandem with policies to improve the . 
living standards of low income households and policies to help smokers in these 
households become and remain ex-smokers. 

26.4 We recommend making nicotine replacement therapy available on 
prescription. 

26.5 We recommend policies which reduce alcohol-related ill health, accidents 
and violence, including measures which at least maintain the real cost of alcohol. 

We welcome your comments on this site. Prepared 26 November 1998 
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Independent Inquiry Into lnegualltles in Health Report Part 2 continued 

9. Older people 

In this section, older people are defined as those aged 65 years or over, unless stated 
otherwise. 

[nequality 
i'vfortality data by social class are limited in older people, because occupation is not 
recorded at all on the death certificates of men or women over the age of 7 5 years and 
is recorded for married women only if the woman has been in paid work for the 
majority of her life. Thus, alternative measures of social classification, such as 
housing tenure, are needed to describe socioeconomic differences in mortality in older 
people. Compared to the national average, the mortality rates in people aged 60 to 74 
who had been living in local authority rented accommodation showed a 16 per cent 
excess, whereas rates for people who had been living in owner occupied 
accommodation showed a 13-14 per cent deficit4 l 2. Although data are available on 
fewer specific causes of death than in younger cohorts, patterns seem to be similar 
after the age of 65 years. The most pronounced differences between socioeconomic 
groups are for lung cancer and respiratory disease, coronary heart disease and stroke, 
all of which show higher rates as disadvantage increases 30,412,413. Life expectancy 
at age 65 years is 2.6 years greater in men (2 years greater in women) from social 
classes I and II compared to men from classes IV and VJ.l.. 

Prevention of morbidity and disability rather than mortality may be a more relevant 
focus in older people. Available data, which are fewer than those for younger age 
groups, suggest that older people experiencing disadvantage tend to have poor health. 
Respiratory function is lower and blood pressure higher in people from lower 
socioeconomic groups37. Older people from lower socioeconomic groups have higher 
rates of total tooth loss than those from higher socioeconomic groups4 l 4. Long 
standing illness prevalence is greater in unskilled manual groups of men over the age 
of 65 years than in men from professional groups, 72 per cent and 53 per cent 
respectively. However, there is no corresponding difference for women28. 

The following sections set out specific inequalities in the health and socioeconomic 
determinants of health in older people, and swnmarise the evidence which we have 
concluded indicates areas for future policy development to reduce these inequalities. 
These areas are: promoting the material well-being of older people; improving the 
quality of their homes; promoting the maintenance of mobility, independence and 
social contacts; and improving health and social services. The sections on each also 
indicate the benefit which may result from such policies. The inequalities, evidence 
and benefit in relation to most of these policies have been discussed in earlier parts of 
this report. They are raised again in brief here, with particular regard to their relevance 
for older people. As the majority of older people are women, and the ratio of women 
to men increases with age, some areas are discussed again in the section on gender. 

Promoting material well-being 

Inequality 
Older people are more likely to be living in poverty, whether this is defined ,as below 
half-average income or the receipt of means-tested benefits65. This is particularly true 
for older women. There are three times as many female as male recipients of Income 
Support77. 

Evidence 
The poorest pensioners, who rely most on benefit, have experienced a relative 
deterioration in their income. This is the result of cutting the link between increases in 
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eo.rnings and o.nnual rises in pensions and benefits in the 1980s. Current levels ot· 
pensions are not generous compared to other European Union countries79. Older 
people are at risk of fuel poverty96,97, and may face extra costs in purchasing social 
and health care. Disabled pensioner households are more likely to be reliant on state 
benefits than non-disabled pensioner households4 l 5. 

Around one million state retirement pensioners do not take up the means-tested 
benefits to which they are entit led, losing on average£ I 6 per week86 87. . number o f 
fa_cto rs ~ay operate, includi ng lack of knowledge of entit lement, a perceptio n of being 
st1gmat1sed by the recei pt of benefit and physical or other difficulties in the processes 
of claiming. Possib le ways of overcoming some of these problems are the 
estab! ishment of new organisations or agencies: a separate pensioners' agency88; a 
citizens' bank88; or a welfare counsellor in primary care89 . Schemes such as welfare 
counselling in primary care could also raise awareness of other entitlements, for 
instance free dentures . Fear of cost is thought to deter some poor older people from 
seeking services and aids which would, in fact , be free to them4 l 6-4 l 9. 

Benefit 
Measures which increase the income of poor older people are likely to improve their 
living standards, such as promoting better nutrition and heating, and so lead to 
improvements in health. 

27, We RECOMMEND policies which will promote the material well being of 
older people. Specifically: 

we recommend policies which will further reduce income inequalities, and improve 
the living standards of households in receipt of social security benefits 
(recommendation 3). 

We recommend uprating of benefits and pensions according to principles which 
protect and, where possible, improve the standard of living of those who depend on 
them and which narrow the gap between their standard of living and average living 
standards (recommendation 3. 2). 

We recommend measures to increase the uptake of benefits among entitled groups 
(recommendation 3. 3). · 

Improving the quality of homes 

Inequality 
Properties in poor condition are disproportionately occupied by single older people, 
and tend to be older, privately rented properties209. Older women are particularly 
likely to live alone420,42 l. 

Evidence 
Unmodernised homes have high heating costs. Cold housing leads directly to 
hypothermia and may contribute to the excess of winter deaths seen in older 
people208 .215 . It also leads to fuel poverty96,97. Schemes which aim to improve 
insulation and heating efficiency are the most direct way of addressing this problem. 
Poor housing design contributes to major accidents in older people and seemingly 
minor accidents which may have grave consequences208. Home visits for the 
assessment and modification of hazards can reduce falls in older people422. 

Benefit 
Removal of hazards in the home is likely to lead to reduced death and injury from 
accidents . Improvements in home design may allow older disabled people to be cared 
for at home. with improvements in their quality of life . 

28. We RECOMMEND the quality of homes in which older people live be 
improved. Specifically: 
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11 e recommend policies to improve insulation and heating sysrems in ne,v and existina 
huildinus in order to further reduce the prevalence ojji1el poverty (recommendation '~ 
/2.l). 

We recommend amending housing and licensing conditions and housing regulations 
un space and amenity to reduce accidents in the home, including measures to promote 
rhe installation of smoke detectors in existing homes (recommendation 12. 2). 

Promoting the maintenance of mobility, independence, and social contacts 

Inequality 
Lack of access to transport is experienced disproportionately by older people229, 
limiting their access to goods, services, opportunities and social contacts423.424. This 
is particularly a problem for older women40,282 and older people who are 
disabled425. Older people are more likely to fear becoming victims of crime than 
younger people. This restricts their opportunities to leave their homes, particularly at 
night220. 

Evidence 
High traffic volumes result in feelings of insecurity234 and decrease walking as well 
as the use of other transport426,427. The use of public transport is partly determined 
by price238,239. There are over 10 million older people who are eligible for 
concessionary fares. Concessionary fare schemes vary from place to place258 and in 
places are very limited. Furthermore, uptake of concessions is lower in areas of low 
population density, and only 39 per cent in rural areas259. 

Benefit 
Greater opportunity for travel through the availability of affordable and effective 
public transport should remove a barrier to health-promoting opportunities. For 
example improved access to community based leisure facilities, which might include 
the facilities of health promoting schools, should allow increased opportunity for older 
people to enjoy physical and social activity. Increased exercise is important in 
preserving muscle tone. This decreases the risk of falling and thus injury, and reduces 
the disability caused by osteoarthritis. 

29. We RECOMMEND policies which will promote the maintenance of mobility, 
independence, and social contacts. Specifically: 

we recommend the development of policies to reduce the fear of crime and violence, 
and to create a safe environment for people to live in (recommendation 13). 

We recommend the further development of a high quality public transport system 
which is integrated with other forms of transport and is affordable to the user 
(recommendation 14). 

We recommend concessionary fares should be available to pensioners and 
disadvantaged groups throughout the country, and that local schemes should emulate 
high quality schemes, such as those of London and the West lvfidlands 
(recommendation 18). 

Improving services 

Inequality 
Poor older people may be less likely to receive some health care services428,429, or 
may have poorer health outcome after receiving these services428. For instance severe 
visual problems are more likely to remain unrecognised and untreated in older people 
from low socioeconomic groups430,43 l. 

Evidence 
Functional capacity relies on sight, hearing, mobility and continence. Older people 
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from lmv socioeconomic groups have higher rates of ill health and disability than 
those from more affluent groups. Health and social services can ameliorate the 
experience of poor health and disability in old age, and should be accessible and 
distributed on the basis of need. However. levels of domiciliary support are 
insufficient to counter an increasing trend for more older people to enter residential 
care'-1-25. 

Page-.J.of-4 

Although data are sparse. user fees - for instance for sight tests or dentures - may deter 
poor older people from seeking services416-419. Where demand for services exceeds 
supply, such as for soc ial services support - home cleaning, shopping, bathing and 
meals - user fees may disadvantage those below average income, even if the poorest 
groups are protected through means-testing. Furthermore, poorer older people are less 
able to bear the additional costs of disability, such as the additional laundry costs 
associated with incontinence. Whenever a significant private sector exists, for instance 
in chiropody, poorer older people are likely to have decreased access428. 

There has been considerable discussion on whether "ageism" exists within health 
services428,432. Ageism in this context means the withholding of beneficial care, on 
the basis of the person's age. The Inquiry has not considered inequalities in health ( or 
health care) by age group to be within its terms of reference. However, we consider 
that services should be provided on the basis of need, and that age alone should not be 
a reason for withholding a service. 

Benefit 
By definition, services distributed in relation to need will result in health gain, which 
will be greatest in those most in need. 

30. We RECOMMEND the further development of health and social services for 
older people, so that these services are accessible and distributed according to 
need. 

Monitoring inequalities 

Inequalities in health that are demonstrable earlier in life persist throughout the 
lifespan into old age428. However, there is a lack of routinely collected reliable data 
on social class or other markers of socioeconomic status in people after the age of 
retirement. This leads to particular problems in monitoring inequalities in health and 
its determinants in older people. 

We recommend a review of data needs to improve the capacity to monitor inequalities 
in health and their determinants at a national and local level (recommendation 1. 2). 

'!!' Previou~ f@iffi·-~ 
We welcome your comments on this site. Prepared 26 November 1998 
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Independent Inquiry into Inequalities in Health Report --. 
Part 2 continued 

10. Ethnicity 

Ethnicity is·difficult to define, but most definitions reflect self-identification 'vvith 
cultural traditions that provide both a meaningful social identity and boundaries 
bet\veen groups433. In this section we have considered evidence which uses various 
ddinitions of ethnicity. However in the main these definitions are those which people 
apply to themselves. Thus ethnicity as used here includes cultural identity. place of 
origin and skin colour. and so includes white and non- white groups. Because country 
of birth rather than ethnic group is recorded on death certificates, mortality data are 
restricted to migrants only. 

In the 1991 Census just over 3 million people, 5 .5 per cent of the population, 
identified themselves as belonging to one of the non-white minority ethnic groups. 
Almost half had been born in the United Kingdom434. White minority ethnic groups 
were not counted on Census night. However recent estimates show that the Irish form 
the largest minority ethnic group, comprising 4.6 per cent of the population435. Data 
collected at the 1991 Census show that people from minority ethnic groups are more 
likely to live in South East England (especially London), the West Midlands, West 
Yorkshire and Greater Manchester. These places are home to 75 per cent of the 
minority ethnic population compared to only 25 per cent of the majority 
population434,436. 

The age and gender distribution of minority ethnic groups is different from the 
majority population. Some minority ethnic groups have more men than women, and 
all are relatively young437. African Caribbean and South Asian communities have a 
higher proportion of households with children than the white population. Around 3 in 
l O households with a white head of household contain children under the age of 16 
years. Comparable figures for minority ethnic groups are over 4 in l O for African 
Caribbean households, 5 in 10 for Indian households and 8 in l O for Bangladeshi and 
Pakistani households. Pakistani and Bangladeshi families also have more children 
than families in the majority white population, whilst African Caribbean, Indian and 
Chinese families have similar numbers of children. Pakistani and Bangladeshi 
households are also larger because they are more likely to have 3 or more adults, 
whilst African Caribbean households are more likely to be headed by a lone 
parent66,43 8. 

Inequality 
Country of birth rather than ethnic group is recorded on death certificates. Thus 
mortality data presented below are restricted to migrants, but include migrants from 
Scotland, Northern Ireland and the Republic of Ireland. 

Mortality 
In 1989-92 mortality ratios for deaths, including perinatal mortality, from all causes 
for nearly all migrant groups were higher than average. However, those born in the 
Caribbean had a lower than average mortality ratio. For each group, except women 
born in Scotland, mortality from all causes fell between 1971 and 1991§.l. Cause and 
age specific mortality varies by country of birth. For instance, mortality from coronary 
heart disease is higher than average for people born in South Asia, Ireland and 
Scotland and lower than average for those born in the Caribbean and men born in 
West Africa. Mortality ratios for cerebrovascular disease are significantly higher than 
the average for all migrant groups except those born in East Africa. By contrast, 
mortality ratios for lung cancer are low in migrant groups born in the Caribbean. Asia 
and Africa and high in people born in Scotland or Ireland, whereas cervical cancer 
mortality is high for women born in the Caribbeanfil.,439,440. Mortality from suicide 
is also unusually high in young South Asian women born in India356. Mortality ratios 
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for accidents in people under the age of 15 years and over the age of 65 years are 
greater in migrants from Ireland and the Indian sub-continent than those born in 
England and Wales252. 

Morbidity 

Page :: of 7 

This section uses self identified ethnic group as the basis of analysis: Due to lack of 
data, unless stated otherwise white minority groups are included in "whites". 

Overall people from minority ethnic groups are more likely to describe their health as 
"fair" or "poor" than the ethnic majority, although this difference comes from the 
poorer self-reported health of Pakistani and Bangladeshi people, and, to a lesser 
extent, African Caribbean people44 l. Chinese people consult less with their general 
practitioner (GP) than whites and African Asians are as likely to have consulted with 
their GP as whites. All other groups consult more44 l. 

A variety of conditions show differences between ethnic groups. For example, South 
Asians have a tendency to central obesity and insulin resistance which may 
pre-dispose them to diabetes and coronary heart disease442. On the other hand, 
African Caribbean people have low death rates from coronary heart disease despite 
their high prevalence of diabetes and hypertension.fil. Depression appears to be more 
comm.on in African Caribbeans than in whites44 l. Tuberculosis is more common in 
Pakistanis, Bangladeshis and Black Africans than in whites, and the incidence of 
tuberculosis in these groups is rising443. 

There are limited data on morbidity in white minority ethnic groups, and they were · 
included with the white majority in the Fourth National Survey of Ethnic Minorities, 
the source of much of the recent data on the health of minority ethnic groups. 
However available data support the view that Irish people have higher rates of 
morbidity as well as mortality. Analysis of the long standing illness question in the 
Census, for example, shows rates are higher for those born in Ireland444. Rates of 
hospital admission for psychiatric disorder are also high in Irish people445. 

Smoking is more common in African Caribbean and Bangladeshi men where the rates 
of smoking ( 42 per cent and 49 per cent) exceed those in white men (34 per cent). 
Indian and African Asian men report the lowest rates ( 19 per cent and 22 per cent). By 
contrast, in women rates of smoking are low (5 per cent or less) for all groups, except 
African Caribbean women, where the rates (31 per cent) are similar to those in white 
women (3 7 per cent). Alcohol consumption tends to be lower in all minority ethnic 
groups for both men and women compared to that in the white population. 
Comparable information is lacking for Scots and Irish people living in England and 
Wales. Total abstinence is common amongst Muslim groups, predominantly within 
the Pakistani and Bangladeshi communities441. 

In a survey of reported physical activity fewer men and women aged 16 to 7 4 years 
from minority ethnic groups than from the general population reported levels of 
activity which would benefit their health (defined as at least 30 minutes of moderate 
intensity physical activity on at least five days per week). For instance, amongst South 
Asian men aged 16 to 74 years, 67 per cent oflndians, 72 per cent of Pakistanis, and 
75 per cent of Bangladeshis reported that they did not take part in enough physical 
activity to benefit their health, compared with 59 per cent of men-in the general 
population. For South Asian women, the corresponding figures were 83, 86 and 82 per 
cent compared with 68 per cent of women in the general population.- Furthermore, 
men and women from minority ethnic groups were more likely to report being 
sedentary than men and women from the general population446. 

Socioeconomic status 
(Due to lack of data, unless stated otherwise white minority groups are included in 
"whites".) · 

There are important differences between ethnic groups in factors which are associated 
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\\,·ith health. and which the Inquiry has taken the view are determinants of health. 
Firstly. socioeconomic status is different between ethnic groups. Compared to the 
majority 1,,1,,"hite population (unemployment rate 6.5 per cent), Labour Force Survey 
estimates of rates of male unemployment are slightly higher in Indians (7.4 per cent) . 
and considerably higher in African Caribbean (_Q.5 per cent). and Pakistani and 
Bangladeshi groups ( 15 .9 per cent)45. The sample size is too small for reliable 
estimates of rates in Chinese people. Surveys of minority ethnic groups have higher 
absolute percentages of people out of work, but the same pattern of differences 
between groups66,44 l . Part of these differences is due to the relatively young average 
age of these minority ethnic groups, and the associated high rates of unemployment in 
young age groups in general. 

Social class distribution shows similar patterns , with Pakistani and Bangladeshi 
groups showing a more disadvantaged profile. Perhaps most striking is the number of 
people from all minority ethnic groups who are living in poverty, as defined by less 
than half the average income. Just under a third of white households have incomes 
below this level, compared to a third of Chinese, two-fifths of African Caribbean and 
Indian households and four-fifths of Pakistani and Bangladeshi households66. 
Minority ethnic groups are also much more likely to be reliant on Income Support67 . 
Although the 1991 Census showed a worse socioeconomic profile amongst Irish 
people, a recent survey shows that there are differences within the Irish, with men 
born in the Republic of Ireland being more likely to be in social class V than any other 
group. Men born in Northern Ireland, however, were more likely to be in social class I 
than men born in England, and as likely to be in social class II435. Another recent 
survey found relatively high proportions of Irish people amongst those earning more 
than £30,000 or with a university degree. Thus there may be some polarisation within 
the Irish group to different parts of the socioeconomic spectrum. 

About four fifths of Indian and Pakistani households are owner occupied, compared 
with about two-thirds of white households and half of African Caribbean, Bangladeshi 
and Chinese households. Overcrowding is relatively common in minority ethnic 
households - one in ten African Caribbean and Indian households, and more than one 
in three Pakistani and Bangladeshi households compared with roughly one in fifty 
white households . Housing quality also varies. About a third of Pakistarii and 
Bangladeshi people live in households which lack a basic amenity, for example, 
exclusive use of an inside toilet66,44 l. 

Evidence 
The contribution of socioeconomic inequalities to inequalities in health both within 
and between ethnic groups has been much debated over the last twenty years. In an 
examination of migrant mortality data from the 1970s, there was no socioeconomic 
gradient for those born on the Indian sub-continent, and an association between higher 
socioeconomic status and higher mortality for those born in the Caribbean. 
Differences in socioeconomic status did not account for differences in mortality 
between migrant groups447. However, analysis of more recent data ( 1991-93) on 
migrant mortality has shown a relationship between socioeconomic status and health 
for some migrant groups439. 

All cause mortality was higher in men from manual classes than those from 
non-manual classes for all migrant groups, except those from West or South Africa, 
where the difference was present but smaller. In general this pattern was similar for 
the major causes of death, with the exception of coronary heart disease in men born in 
the Caribbean. Similar gradients have been found for self-reported health in a recent 
survey of minority ethnic groups44 l . Thus within minority ethnic groups in Britain, 
lower socioeconomic status is associated with higher rates of both mortality and 
morbidity. 

However. it is not clear to what extent socioeconomic status accounts for differences 
in health between ethnic groups. The most recent analysis of migrant mortality 
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sugg~~~s that socioe~onomi~ differences. as measure? by social class. do not explain 

the d1tferent rates of mortality bet\veen groups born m different countries439. 

However coding of socioeconomic status using occupation. as in social class, mav be 

a particularly inappropriate proxy in migrants because of the high proportion of young 

people and women amongst them who have never worked. Within any band of social 

class. minority ethnic groups tend to be less advantaged than the majority white 

population. For example, mean income for Pakistanis and Bangladeshis is about half 

that found for whites in the same social class category44 l. 

The Fourth National Survey of Ethnic Minorities used an alternative index, standard 

of living, which took into account material deprivation, measured by housing 

problems, and ownership of cars and consumer durables. Socioeconomic status as 

measured by this index did account for some of the differences in reported health 

between most ethnic groups, whilst occupational class did not44 l. Thus 

socioeconomic inequalities contribute to the inequalities in health within ethnic 

groups, and may contribute to the inequalities in health between ethnic groups. 

The diversity of experience of health between different ethnic groups may reflect 

different causes of poor health; differential susceptibility to these causes; differential 

access to factors which ameliorate cause or susceptibility, for example, preventive 

health care services; or a combination of these. The Inquiry has decided to make 

recommendations in two general areas. Firstly, there are recommendations aimed at 

reducing the inequalities across ethnic groups in the socioeconomic determinants of 

health, given the clear evidence that these are important determinants of health in 

people from minority ethnic groups as they are for the ethnic majority. Secondly, there 

are recommendations addressed at considering the needs of people from minority 

ethnic groups in using services, particularly health services, which will ameliorate 

their experience of ill-health. 

The main examples of recommendations to address differences in health across ethnic 

groups are considered here with a summary of their relevance to inequalities across 

ethnic groups, in addition to their earlier consideration in appropriate parts of the 

preceding text. Other recommendations may have relevance to inequalities across 

ethnic groups to some degree. 

Benefit 
In general, the benefits from policies considered here would be expected to decrease 

inequalities in health within ethnic groups. The benefit of such policies should be 

relatively wide, and be felt by those within each group who are least well off. Because 

minority ethnic communities typically contain a higher proportion of households with 

children than the white population, these communities should benefit from policies 

targeted at mothers, children and families (recommendations 2 and 21-23) and those 

related to education (recommendation 4-7). The extent to which such policies will 

decrease differences between ethnic groups is unknown. But the balance of evidence 

would favour a reduction in inequalities between groups. 

Considering the needs of people in different minority ethnic groups 

Although separate mechanisms might be set up to consider policies which affect 

inequalities in health amongst minority ethnic groups, this risks marginalising 

minority ethnic issues. Italso implies that the health problems in minority ethnic 

groups are, in the main different from those in the ethnic majority, with different 

causes and different solutions, whereas in fact the similarities are greater than the 

differences448,449. However, failure to make specific consideration of minority 

ethnic issues risks increasing ethnic inequalities by unintentionally favouring policies 

that benefit the ethnic majority. Thus policies to consider inequalities in health should 

include consideration of the application of these policies to minority ethnic groups as 

a matter of course, including ways pf ensuring that racial prejudice and harassment are 

overcome. This requires that the structures and processes of policy-making are 
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sen~iti~e to t_he_ position and need_s of_people _from minority ethnic groups. One way of 
o.ch1eving this 1s to ensure that mmonty ethnic groups are represented on appropriate 
decision-making and advisory bodies, and that other opportunities are taken to seek 
their views. As well as the d irect effect of such representation, the visibility of people 
from minority ethnic groups in such positions may reduce the sense of exclusion felt 
by some group members. 

31. We RE~OMMEND that the needs of minority ethnic groups are specifically 
co nsidered m the development and implementation of po licies aimed at reducing 
socioeconomic inequalities. 

Reducing poverty 

People from minority ethnic groups have higher than average rates of 
unemployment40,45. Within minority ethnic groups, there is a clear association 
between material disadvantage and poor health. Very high proportions of people from 
some minority ethnic groups are living on low levels of income, and are dependent on 
state benefits. There are a number of ways in which members of minority ethnic 
groups may be disadvantaged by the social security system. Some of the potential 
problems are related to the structure of the system and its assumptions. The State 
pension, for example, is based increasingly on the assumption that retired people 
should have built up occupational or other personal provisions over their working 
lives, but this would be impossible for people who migrated to Britain well into their 
working lives. Other problems are due to a failure to consider the specific needs of 
members of minority ethnic groups, for instance for translated or additional 
information450-452 . Lack of these may lead to under-claiming of benefits. The 
younger demographic structure of many minority ethnic groups means that policies 
which improve the welfare of women of childbearing age, expectant mothers and 
children are of particular importance. 

We recommend policies which will further reduce income inequalities, and improve 
the living standards of households in receipt of social security benefits 
(recommendation 3). 

We recommend policies which improve the opportunities for work and which 
ameliorate the health consequences of unemployment (recommendation 8). 

Improving housing, safety and the material environment 

Although owner occupation is quite high in some minority ethnic groups, housing 
quality is often poor, regardless of tenure44 l. Overcrowding and lack of basic 
amenities is more common in some minority ethnic groups. Furthermore, current 
housing policy supports construction of homes for relatively small households, 
whereas for some minority ethnic groups, including Bangladeshis and Pakistanis, 
requests for housing are to accommodate extended family households. In addition, 
some minority ethnic groups find that their choice of area of residence is restricted by 
fear of crime and harassment453. 

We recommend po! icies which improve the availability of social housing for the less 
well off within a.framework of environmental improvement, planning and design 
which takes into account social networks, and access to goods and services 
(recommendation I 0). 

We recommend policies which aim to improve the quality of housing 
(recommendation 12). 

Responses to the Fourth National Survey on Ethnic Minorities suggested that more 
than one in eight people from minority ethnic groups had experienced some form of 
racial harassment in the past year66. Although most of these comprised racial insults. 
many respondents reported repeated victimisation and a quarter of all respondents 
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reported being fearful of racial harassment. The British Crime Surveys have sho\vn 
that South Asians and African Caribbeans are at greater risk of being victims of crime 
than whites. Although much of the difference in relation to African Caribbeans was 
explained by social and demographic factors, these did not explain the greater risk of 
victimisation for South Asians222. 

We recomm,end the development of policies to reduce the fear o_f crime and violence, 
and to create a safe environment for people to live in (recommendation 13). 

The use and effects of transport on ethnic minorities has been little researched, partly 
because of a lack of relevant data454,455. Areas, particularly inner urban areas, with 
high proportions of minority ethnic residents are often characterised by markers of 
disadvantage434,436. These include on-street parking, higher traffic volumes and lack 
of areas for play, and are associated with a high rate of traffic accidents amongst 
children from some minority ethnic groups:l:56. 

We recommend the further development of a high quality public transport system 
which is integrated with other forms of transport and is affordable to the user 
(recommendation 14). 

We recommend.further measures to encourage walking and cycling as forms of 
transport and to ensure the safe separation of pedestrians and cyclists from motor 
vehicles (recommendation 15). 

We recommend further steps to reduce the usage of motor cars to cut the mortality 
and morbidity associated with motor vehicle emissions (recommendation 16). · 

We recommend further measures to reduce traffic speed, by environmental design and 
modification of roads, lower speed limits in built up areas, and stricter,enforcement of 
speed limits (recommendation 17). 

We recommend concessionary fares should be available to pensioners and 
disadvantaged groups throughout the country, and that local schemes should emulate 
high quality schemes, such as those of London and the West lvfidlands 
(recommendation 18). 

Improving services 

A number of studies have suggested that people from minority ethnic groups do not 
receive the same quality of care as the ethnic majority. Overall use of primary care is 
similar or greater amongst minority ethnic groups to the ethnic majority but people 
from minority ethnic groups are more likely than whites to: find physical access to 
their general practitioner (GP) difficult; have longer waiting times in the surgery; feel 
that the time spent with them was inadequate; and be less satisfied with the outcome 
of the consultation441,457. They may also be less likely to be referred to secondary 
and tertiary care44 l,458-460. Part of these differences may be related to problems 
with communication. A significant number of people from minority ethnic groups, 
particularly South Asian women and Chinese people, find it difficult to communicate 
with their GP441,457. There may also be cultural differences in the expression of 
symptoms, making the use of Western diagnostic approaches inappropriate for some 
groups, especially for mental illness461. Women from some minority ethnic groups, 
notably Pakistanis and Bangladeshis, prefer to consult with female doctors and in 
order to overcome communication difficulties, female doctors with the same minority . 
ethnic background as themselves44 l. Given the younger demographic structure of 
many minority ethnic groups, the provision of sensitive maternal and child health 
services is of particular importance. 

An illustrative example is ethnic differences in cervical screening. A national survey 
carried out recently found that South Asian women, especially Pakistani and 
Bangladeshi women, were less likely to have had a cervical smear in the past five 
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\ ears. About half of the Pakistani and Bangladeshi non-attenders lacked basic 
information about cervical screening, that is reported that they had not received an 
appointment or did not know what the test \Vas457. Yet in a qualitative study carried 
out in the same period in East London, \.VOmen from minority ethnic 2roups were 
enthusia~tic about cer ical crt?logy_ screening once they understood the purpose of the 
rest and tts procedures. Adm1rnstrat1ve and language barriers \.Vere important facto rs in 
parti~ipation in the screening programme, as were the adequacy of surgery 
prem1ses462. 

One solution is to train health workers in "cultural competency". This involves 
acquiring the skills to understand and be sensitive to cultural differences in the 
presentation of illness and treatment, and other dimensions of health463. Bilingual 
link workers can act as translators and advocates for people from minority ethnic 
groups who experience communication problems with health care professionals. 
Support for health professionals such as general practitioners and health visitors who 
are themselves from minority ethnic groups is a further strategy to increase the quality 
of services to people from minority ethnic groups. 

People from minority ethnic groups tend to congregate in specific geographical 
locations, which are frequently areas of multiple disadvantage434,436. Place as well 
as individual disadvantage may affect health464,465. However, the concentration of 
people from minority ethnic groups in particular areas may also be protective of 
health, by preserving levels of social support and a sense of community466-468. The 
advantages and disadvantages are likely to be conditional upon the place, and the 
minority ethnic group living there, making local consideration of policies to reduce 
inequalities essential. 

32. We RECOMMEND the further development of services which are sensitive 
to the needs of minority ethnic people and which promote greater awareness of 
their health risks. 

33. We RECOMMEND the needs of minority ethnic groups are specifically 
considered in needs assessment, resource allocation, health care planning and 
provision. 

There are limitations on data currently collected to assess inequalities in health across 
ethnic groups. Death registration collects only country of birth, and so only mortality 
of migrants can be considered. Yet almost halfof those who identified themselves as 
belonging to a minority ethnic group on Census night in 1991 had been born in the 
United Kingdom. The high proportions of young people and women who have never 
held a job, and the downward social mobility that may accompany immigration, mean 
that classification based on occupation is inappropriate as a measure of socioeconomic 
status in minority ethnic groups, particularly in comparison to the ethnic majority44 l. 
Grouping of minority ethnic people, such as Black or South Asian, may be 
inappropriate, merging together people who have different cultures, religion, 
migration history, socioeconomic status and geographical location. 

We recommend a review of data needs to improve the capacity to monitor inequalities 
in health and their determinants at a national and local level (recommendation 1.2). 

$®> --
We welcome your comments on this site. Prepared 26 November 1998 
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11. Gender 

Introduction· 

Gender. like socioeconomic status, shapes individual opportunities and experiences 
across the life course. While many experiences of childhood are similar for boys and 
girls. they are exposed to different risks. Men and women occupy different positions 
in the labour market and in the home, which again bring different health risks. 

Inequality 

Mortality and life expectancy 
Mortality is greater in males at all ages. In childhood, from 1 to 14 years, the higher 
mortality rates in boys are because they are more likely to die from poisoning and 
injury, including motor vehicle accidents, fire and flames, accidental drowning and 
submersion. The gender difference in mortality rates widens in the teenage years so 
that by the age of 15 years boys have 65 per cent higher mortality than girls. Over the 
last 20 years, the difference in childhood mortality rates between boys and girls has 
remained constant, despite falls in overall mortality62. 

In adult life, mortality is also greater in men. This is most pronounced in youth and 
early adulthood. For instance, the mortality rate is 2.8 times higher for men than for 
women aged 20-24 years. In youth and early adult life, the cause of the differences in 
mortality rates is the higher rates of male death from motor vehicle accidents, other 
accidents and suicide. Furthermore, mortality rates for women aged 25-40 have 
declined over the last 20 years, whereas those for men of the same age have 
increased469,4 70. 

Across the whole of adult life, mortality rates are higher for men than women for all 
the major causes of death. These include cancers and cardiovascular disease. 
However, the specific cancers vary between the sexes. In women, breast cancer is the 
most common neoplasm to cause death (lung cancer is the second most common), 
whereas in men it is lung cancer (prostate cancer is the second most common). The 
overall fall in mortality rates since 1971 has been accompanied by a slight reduction in 
the differential death rates between men and women. In 1971 males had a 64 per cent 
higher mortality rate than women. By 1996 this had reduced to a 55 per cent higher 
rate in men25. 

Life expectancy is 5 years longer in women than in men. Overall life expectancy has 
increased for both sexes throughout this century26. Recently, the increases have been 
slightly greater for men than women, reversing an earlier slight trend in the opposite 
direction. However, for healthy life expectancy, that is years of life free of disability 
or chronic illness, there is a smaller gender difference. Women have a 2 to 3 year 
greater expectancy of healthy life than men. Overall healthy life expectancy has 
changed little over the last 10 years and the difference between men and women has 
also remained constant27. 

The choice of measure of socioeconomic status may influence the pattern of health 
inequalities observed. For example, measures based on occupation may reflect 
different facets of life for men compared to women, but the extent to which this affects 
observed patterns of health between and within sexes is unknown. Using the 
Townsend index as a measure of deprivation, the different effects of socioeconomic 
status and gender are such that the least well off women still have lower mortality 
rates than the most well off men (fii:rure 16)73. In general, gender differences in 
mortality are smaller in areas of relative affluence and greater in the most 
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Furthermore, there are differences between the genders in the magnitude of the 
socioeconomic gradient in mortality. Analyses have shown that, for all-cause 
mortality, the gradient is steeper in men than in women, and that this is also the case 
for the major causes of death. with the exception of cardiovascular disease4 71.4 72. 
These differences between and within genders have important policy implicat{ons. 

They suggest that policies which decrease socioeconomic inequalities will have a 
differential effect by decreasing male mortality, and particularly mortality in more 
disadvantaged men. They also suggest the need for gender specific policies to reduce 
inequalities, because the causes of inequalities may be different for men and women. 

Morbidity 
A traditional view of gender differences in morbidity has been to highlight an apparent 
paradox: that males have higher mortality rates but females have higher rates of 
morbidity473,474. However, in more detailed analysis, this generalisation often does 
not hold true. For example, in adults, gender differences in global measures of health 
and well-being are relatively modest475. In people over 60 years of age, for instance, 
the difference in proportions of men and women in 5 year age bands who reported that 
they were in good health seldom varied by more than 5 per cent474. Furthermore, 
broad assumptions that females experience more ill-health than males conceal specific 
gender differences in both directions. 

For children, boys are more likely to report long standing illness, 18 per cent for boys 
and 15 per cent for girls, although the difference is only l per cent greater in boys for 
limiting long standing illness. Boys are 30 to 40 per cent more likely than girls to have 
consulted at a general practice for serious conditions, but about l O per cent less likely 
to have done so for minor conditions. Hospital admissions are higher for boys, 
although the difference from rates for girls has decreased somewhat28. A review of 
the interaction of gender and age during childhood concluded that while boys had 
higher rates of chronic physical illness in childhood, this pattern was reversed in early 
to mid- adolescence, when there were higher rates for girls. This pattern was repeated 
for psychological disorders, mostly neurotic, where an excess in young boys was 
replaced by an excess in girls by mid-adolescence476. One possibility is that the 
increased levels of physical complaints in adolescent girls arise, at least in part, as a 
result of the lowering of their psychological well-being at this age476. 

Women have more morbidity from poor mental health, particularly those related to 
an..xiety and depressive disorders38. Furthermore, psychosocial health in women is 
strongly influenced by socioeconomic status. For example, a recent analysis of the 
socioeconomic patterning of women's health found that psychosocial well-being 
displayed the steepest socioeconomic gradient. Lone mothers had particularly poor 
psychosocial health, even after controlling for household income, employment status 
and occupation4 77. On the other hand, men have higher rates of alcohol and drug 
dependence3 8. 

Osteoporosis deserves special mention as it is a disabling condition which is more 
common in women: The lifetime risk from the age of 50 years of fracture of the hip. 
spine or distal forearm - for which osteoporosis is a major determinant - is 14 per cent, 
11 per cent and 13 per cent respectively for women compared to 3 per cent, 2 per cent 
and 2 per cent for men. The causes of the differences in fracture rates between men 
o.nd women are not fully understood, but differences in bone density, size and 
o.rchitecture, together with a gender difference in falling, are likely to be major 
contributors4 78. 

Women have much higher rates of disability than men, especially at older ages4 79. 
Data from the 1994 General Hous~hold Survey showed that older women were more 
like ly to ~xperience restrictions of mobility, self-care and ability to perform household 
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casks than older men480. For instance, under a fifth of men over the age of 85 years 
v.:ere unable to go out and walk down the road, compared with nearly half of women. 
\Vhen measures of functional impairment are combined - ability to get up and down 
stairs. walking outside, getting around the house, ability to bathe or wash oneself, to 
cut toenails and to get in and out of bed- 14 per cent of women over the aae of 65 
;, ears suffer from tunctional impairments sufficient to require help on a daily basis to 
remain living in the community, compared to only 7 per cent of men. By the age of 85 
and over. these figures have risen to nearly 40 per cent for women and 21 per cent for 
men4 74. As a consequence, the 1991 Census showed that twice as many women as 
men over the age of 65 years lived in a communal establishment, 6.4 per cent of 
\vomen compared to 3 per cent of men 481. 

Health related behaviour 
The proportion of both men and women who smoke has decreased over the last 20 
years, but this decrease has been proportionately more in men so that there is now no 
differential in rates between men and women smoking. About 6 to 7 per cent of men 
drink alcohol very heavily, based on the (now discontinued) definition of more than 
50 units per week. This compares to 2 per cent of women, drinking more than 35 units 
per week. These proportions, and the proportions who drink heavily, have changed 
little over the past 10 years. Women are more likely than men to eat wholemeal bread, 
fruit and vegetables at least once per day, and to drink semi-skimmed milk35. They 
are also more likely to diet270. Levels of physical activity are higher in men than 
women, but this is mainly due to men's higher levels of occupational activity35. 

In children and adolescents, the patterns are slightly different, and may herald 
differences in future gender patterns of adult health related behaviour. Secondary 
school-aged girls have higher rates of regular smoking than boys, although boys who 
are regular smokers smoke more tobacco63. Higher smoking prevalence among girls 
has been reported since regular national surveys of school children were first 
conducted in 1982. If these gender differences were carried forward into adulthood, 
there should now be evidence of higher rates of smoking among women than men in 
the 16-24 age group, and to a lesser extent, in the 25-34 age group. Since these trends 
are not in evidence, it appears that the gender difference in smoking observed among 
school children is transient482. Boys tend to drink alcohol more often than girls and to 
consume more when they do drink63. But girls are more likely to have been offered 
illegal drugs 117. Girls tend to eat fruit and vegetables more often than boys, but also 
eat more less "healthy" foods, such as cakes and chips, and tend to go without 
breakfast. By year 11 of secondary school, 23 per cent of girls are dieting and only 
about half are happy with their weight 117. Girls spend less of their free time playing 
games or sport483,484. 

Socioeconomic determinants 
There are important gender differences in factors which are associated with health, and 
which the Inquiry has taken the view are determinants of health. Despite women's 
increased participation in paid employment over the past 30 years, women and men 
occupy very different positions in and outside the labour market. Nearly 30 per cent of 
women of working age are economically inactive, and only 35 per cent work 
full-time; among men, 16 per cent are economically inactive and nearly 60 per cent 
work full-time42. Over half the female labour force is employed in the clerical, 
personal and retail sectors as secretaries, waitresses, hairdressers, checkout operators 
etc .. sectors characterised by low paid work485,486. Among men, less than one fifth 

· \Vork in these services485. Outside the labour market, it is women rather than· men 
\Vho take primary responsibility for keeping the home and family going: doing the 
shopping, cooking and housework and caring for children and other relatives487. 
Forty per cent of women spend over 50 hours a week caring for someone living with 
them488. 

Gender differences in educational qualifications vary by age and measure. In 1997, 23 
per cent of women of working age had no qualifications compared with 16 per cent of 
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men--1-5 . By contrast girls are more likely to gain 5 or more GCSEs at grades A star to 
C than boys4 l. 

Women's different positions in the labour market and in the home means that they live 
more home-based and community-based lives, where they provide for the health needs 
of vulnerable groups, including children and adults \.Vith long term needs for care. 
Their different occupational and domestic positions also make women more 
rnlnerable fo poverty than men, both during their reproductive and workino lives and 
in old age. It has been estimated that two thirds of adults in the poorest ho~eholds are 
\ VO men, and women make up 60 per cent of adults in households dependent on 
Income Support76. Because women are more likely to have breaks in employment and 
to work part-time in low paying jobs, they are less likely to be eligible for and in 
receipt of contributory benefits than men and more likely to be on means-tested 
benefits, both befo re and after retirement age77,489. Among those aged 65 or over, 
for example, there are three times as many female as male recipients of Income 
Support77. Social isolation is also more likely in women than men. Women are less 
likely to be able to drive or to have access to a car40.282. Older women are more 
likely than older men to be widowed and to live alone420,42 l. 

In summary, despite their more favourable position with respect to socioeconomic 
determinants of health, males have higher mortality rates. Gender differences in 
morbidity vary according to the age group under consideration, the type of morbidity 
being measured and the measure used. 

Evidence 
The Inquiry has considered the evidence on gender inequalities in three ways. Firstly, 
there are obvious differences in the health of males and females which relate to their 
different biology. Such differences include, for instance, the differences between the 
sexes in specific diseases of the reproductive organs, and the ill health that may be 
associated with childbearing. The Inquiry has sought to identify determinants of or 
solutions to gender-specific health states which are amenable to policy intervention. 
An example is policies to prevent unwanted teenage pregnancy. Unwanted teenage 
pregnancy is more common in girls from disadvantaged backgrounds and is associated 
with a range of adverse health outcomes. Gender inequalities of this type have been 
considered at appropriate points in the preceding text and are not considered again in 
this section. 

Secondly, there are gender differences in health that do not appear to be predicated on 
inevitable differences in biology. An example is the higher rate of accidental death in 
young adult males. Accidental death is associated with lower socioeconomic status, 
yet low socioeconomic status (as measured by employment status) is more common 
amongst young women than young men490. This suggests that the gender difference 
in death rates from accidents reflects social and cultural influences which have a 
differential impact on men and women. These types of inequalities are likely to be 
amenable to policy interventions. They have been considered in the appropriate 
sections of the preceding text and the main examples are re-considered in this section 
with a summary of their relevance to gender differences. Other recommendations may 
also have some relevance to gender inequalities. 

Thirdly, there are differences between genders in wider aspects of health. particularly 
mental and social health. An example is the existence of food poverty amongst lone 
mothers living on state benefits93,94. This is likely to be less common amongst men 
of the same age because they are less likely to be living in these circumstances. Going 
\Vithout food because of lack of money might not be within the definition of morbidity 
but it can hardly be described as a healthy state. Similarly, cultural expectations of 
male and female roles may mean that the frustrations, hopelessness and loss of 
self-esteem associated with unemployment are felt more keenly by the male partner of 
an unemployed couple, even if both are seeking work. Again, such feelings are not 
compatible with good mental health, although they would not be described as 
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p ychiatric morbidity. In addition to their earlier consideration in appropriate parts of 
the preceding text, the main examples of recommendations to address gender 
differences in these wider aspects of health are considered specifically here, with a 
summary of their relevance to gender inequalities. Again, other recommendations. not 
reconsidered here. may have relevance to such gender inequalities to some degree. 

We have focused our recommendations in three areas: reducing death in young men; 
improving health is disadvantaged women with young children; and reducing 
disability in older women. 

Benefit 
ln general , the benefits from policies considered here will decrease gender inequalities 
by decreasing disadvantage to either males or females. The benefit of such policies 
should therefore be relatively wide and be felt by those males or females who are 
least well off. However, the mechanisms which link social and cultural influences to 
differences in male and female health are not well understood. Partly as a 
consequence, the differential effect on male and female health of policies is often 
unknown. 

Finally, it should be noted that policies which improve the health of women of 
childbearing age may, in addition, improve the health of the next generatiol1£1. This 
may itself have implications for gender differences in health, as males may be more 
susceptible to some adverse events in utero and early life than females£1. For 
example, boys are more susceptible than girls to the long term effects of postnatal 
depression in their mothers342. 

Reducing death in young men 

Our policies in this area aim to reduce deaths from accidents and suicide. Mortality 
from road traffic accidents is higher in males of all ages25. The policies which we 
recommend may have a differential effect on males, particularly those in lower 
socioeconomic groups, because they are aimed at reducing the opportunity for, or 
enforcing limits on, risk-taking behaviour as a pedestrian or motor vehicle user. 

In England and Wales in 1996, the age-standardised mortality rate for suicide was 
three times higher in males than in females - 137 and 44 per million respectively29. 
The overall rate has fallen by nearly a half in women over the last 20 years, but there 
has been little change in men. For men under the age of 44 years, however, there has 
been a rise of 20-30 per cent, compared to a fall of about the same magnitude in men 
over this age32. There is a steep social class gradient in deaths from suicide. In 
1 991-1993, rates for men were 4 times higher in social class V than in social class I. 
Our policies aim to reduce the causes of social exclusion which lead to despair and to 
improve mental health services for people who are already mentally ill. Detailed 
evidence in support of these recommendations is given at appropriate points in the 
preceding text. 

34. We RECOMMEND policies which reduce the excess mortality from accidents 
and suicide in young men. Specifically: 

we recommend policies which improve the opportunities for work and which 
ameliorate the health consequences of unemployment (recommendation 8). 

We recommend policies which improve housing provision and access to health care 
for both ojficially and unofficially homeless people (recommendation 11). 

We recommendfurther measures to encourage walking and cycling as forms of 
transport and to ensure the safe separation of pedestrians and cyclists.from motor 
vehicles (recommendation 15). 

We recommend further steps to reduce the usage of motor cars to cut the mortality 
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und morbidity associated with motor vehicle emissions (recommendation f 6). 

TVe recommend further measures to reduce traffic speed, by environmental design and 
moclijrcation of roads, lower speed limits in built up areas, and stricter enforcement of 
speed limits (recommendation J 7). 

We recommend policies to prevent suicide among young people, especially among 
young men and seriously mentally ill people (recommendation 2-1-) . 

rve recommend policies which reduce alcohol-related ill health, accidents and 
violence, including measures which at least maintain the real cost of alcohol 
(recommendation 26. 5). 

Improving health in disadvantaged women with young children 

Women are more likely than men to take primary responsibility for caring for children 
and other relatives487. Forty per cent of women spend over 50 hours per week caring 
for someone living with them488. Improving the conditions - financial, social and 
environmental - in which women in poorer circumstances care for their families is 
likely to be an essential part of any strategy to reduce socioeconomic inequalities in 
health. People on low incomes or reliant on state benefits are more likely to be lone 
parents, most of whom are women65. Furthermore, current levels of benefit fall short 
of the level which independent experts determine to be the modem 
minimum78,80,ll,84,85. Lone mothers may go without food because of lack of 
money, and some have nutritionally deficient diets93-95, 116. 

Caring for young children in disadvantaged circumstances, particularly as a lone 
mother, carries with it an increased risk of poor mental health. In the Health and 
Lifestyle Survey, the most important factor associated with the mental health of 
married women aged under 45 years, was the age of their youngest child. Women with 
children under the age of 5 were most likely to show signs of psychological 
disturbance. The age of youngest child had no association with physical health 491. In 
a survey of 11,000 mothers 8 months after birth (the Avon Longitudinal Study of 
Pregnancy and Childhood), material disadvantage was more strongly related to 
stress-related conditions such as depression, anxiety and headache/migraine, than to 
conditions like backache, haemorrhoids and cough/cold. For the former conditions, 
higher levels of self-reported morbidity and general practitioner consultation were 
associated with a cluster of social disadvantages - living in rented housing, 
non-employment, younger age, lower educational status. Having more than one child 
was associated with higher self-reported morbidity for both depression and 
anxiety492. 

Women of all ages are more likely than men to be reliant on public transport, 
especially buses. Fewer women than men can drive, and fewer women than men own 
or have access to a car40,282. Surveys in a number of UK cities have found that 
around two thirds of women are afraid to go out alone at night, and that significant 
numbers will not use public transport because of fears for personal safety493. This 
combination of lack of access to transport and fear for safety is likely to decrease 
opportunities for access to family and friends, facilities and services. 

Policies aimed at the material, social and emotional support of women who are 
pregnant or who have young children should lead to improved psychosocial health in 
the mother and related improvements in the health of their children. These 
improvements should be felt in many aspects of health and its determinants, and be 
apparent in the short and long term. Detailed evidence in support of these 
recommendations is given at the appropriate points in the preceding text. 

35. We RECOMMEND policies which reduce psychosocial ill health in young 
women in disadvantaged circumstances, particularly those caring for young 
children. Specifically: 

http:/ /\V\Vw.official-documents.co. u.lJc!ocument/doh/ih/part2i.htm 11 ·061 99 ----



87 of 132
BT Mod 1 Witness Statement FINAL 3 Mar 2023 & Exhibit Bundle (combined) (3342 pages) 1802 of 3342

MAHI - STM - 083 - 1802

Independent Inquiry into Inequalities in Heal... Page 7 of 9 

we recommend further reducrions in poverty in women of childbearing age, expectant 
mmhers, young children and older people should be made by increasing benejirs in 
cash or in kind to rhem (recommendation 3. /) _ 

We recomme:zd uprating of benefits and pensions according to principles which 
protect and, where possible, improve the standard of living of those who depend on 
them, and which narrow the gap between their standard of living and average living 
standards (recommendation 3. 2). 

We recommend measures to increase the uptake of benefits in entitled groups 
(recommendation 3.3). 

We recommend policies which improve the availability of social housing for the less 
well off within a framework of environmental improvement. pi anning and design 
which takes into account social networks, and access to goods and services 
(recommendation I 0). 

We recommend the further development of a high quality public transport system 
which is integrated with other forms of transport and is affordable to the user 
(recommendation 14). 

We recommend policies which will increase the availability and accessibility of 
foodstuffs to supply an adequate and affordable diet (recommendation 20). 

We recommend policies which reduce poverty in families with children by promoting 
the material support of parents; by removing barriers to work for parents who wish to 
combine work with parenting,· and enabling those who wish to devote full-time to 
parenting to do so (recommendation 21). 

We recommend an integrated policy for the provision of affordable, high quality day 
care and pre-school education with extra resources for disadvantaged communities 
(recommendation 21.1). 

We recommend policies which improve the health and nutrition of women of 
childbearing age and their children with priority given to the elimination of food 
poverty and the prevention and reduction of obesity (recommendation 22). 

We recommend policies which promote the social and emotional support for parents 
and children (recommendation 23). 

We recommend the further development of the role and capacity of health visitors to 
provide social and emotional support to expectant parents, and parents with young 
children (recommendation 23.1). 

We recommend policies which promote sexual health in young people and reduce 
unwanted teenage pregnancy, including access to appropriate contraceptive services 
(recommendation 25). 

Reducing disability in older women 

People on low incomes or reliant on state benefits are more likely to be lone parents, 
especially women, or pensioners, the majority of whom are women. Only a quarter of 
older women have an occupational or personal pension compared to two thirds of 
older men494. Low income decreases their chances of maintaining autonomy and 
independence by rendering them unable to pay for transport, social care and aids or 
adaptations to compensate for functional disability474. 

Properties in poor condition are occupied disproportionately by single older people, 
the majority of whom are women209. These homes have higher heating costs. The 
combination of living alone, and on a low income, puts older women at high risk of 
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fuel poverty96,97,474. 

Women of all ages are more likely than men to be reliant on public transport, 
especially buses. Fewer women than men can drive, and fewer women than men own 
or have access to a car. This gender difference is most pronounced for older 
wornen40,282. Surveys in a number of UK cities have found that around two thirds of 
women are afraid to go out alone at night, and that significant numbers will not use 

public transport because of fears for personal safety220,493. Fear for personal safety 
is greater in older women than those of younger ages. Older women are more likely to 
live alone than older men420,421, and thus need to go out in order to access social 
networks. 

Older women are more likely than older men to suffer from functional impairments 
sufficient to require help on a daily basis to remain living in the comrnunity474. 
Changes in community care policies in the early 1990s made it more difficult for older 
people to obtain local authority residential or home care. Such policies have had a 
greater effect on older women. Older men are more likely than older women to have 

the financial resources to pay for such care, and are more likely to be living with a 
wife, who can contribute to care420,42 l. Older disabled women are twice as likely as 
men with a comparable level of disability to live alone474. 

Our recommendations are aimed at the reduction of disability in older women, by 
improving the material support to them, the environment in which they live, and 
access to the services which they need. Detailed evidence in support of these 
recommendations is given at appropriate points in the preceding text. 

36. We RECOMMEND policies which reduce disability and ameliorate its 
consequences in older women, particularly those living alone. Specifically: 

we recommend further reductions in poverty in women of childbearing age, expectant 
mothers, young children and older people should be made by increasing benefits in 
cash or in kind to them (recommendation 3.1). 

We recommend uprating of benefits and pensions according to principles which 
protect and, where possible, improve the standard of living of those who depend on 
them and which narrow the gap between their standard of living and average living 
standards (recommendation 3.2). 

We recommend measures to increase the uptake of benefits in entitled groups 
(recommendation 3.3). 

We recommend the development of policies to reduce the fear of crime and violence, 
and to create a safe environment for people to live in (recommendation 13). 

We recommend the further development of a high quality public transport system 
which is integrated with other forms of transport and is affordable to the user 
(recommendation 14). 

We recommend concessionary fares should be available to pensioners and 
disadvantaged groups throughout the country, and that local schemes should emulate 
high quality schemes, such as those of London and the West Midlands 
(recommendation 18). 

We recommend the quality of homes in which older people live be improved 
(recommendation 28). 

We recommend the further development of health and social services for older people. 

so that these services are accessible and distributed according to need 
(recommendation 30). 
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We welcome your comments on this site . Prepared 26 November 1998 
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ln~ependent Inquiry into Inequalities in Health Reoort Part 2 continued 

The National Health Service 

The institutional links to Government, whereby the Secretary of State for Health is 
responsible for the service. gives the National Health Service (NHS) a different status 
from the areas for policy development considered earlier in the report. For this reason, 
we have set out this section and our recommendations slightly differently, focusing on 
management and operational issues. However as for the rest of the report, we have 
based our recommendations on scientific and expert evidence. 

Equity 

Equity was a founding principle of the NHS495 and is central to Government 
policyi,87. 

The NHS has several interlinked responsibilities in relation to health inequalities: 
• to provide equity of access to effective health care 
• to work in partnership with other agencies to improve health and tackle the causes of 
health inequalities 
• to provide professional leadership and to stimulate the development of health 
policies beyond the boundaries of the NHSU,14. 

This chapter examines what is known about the relationship of socioeconomic 
variations in health to equity in health care and what action could be taken by the NHS 
in conjunction with others to reduce health inequalities. 

The principle of equity includes several important elements: ensuring that health care 
services serving disadvantaged populations are not of poorer quality or less accessible; 
that the allocation and application of resources are in relation to need; and ensuring 
that positive efforts are made to achieve greater uptake and use of effective services by 
making extra efforts to reach those whose health is worse. 

Equity in access to health care 

Differences in access to preventive health care or treatment services do not necessarily 
indicate inequity in access between social groups unless these differences are adjusted 
for need. A recent systematic review indicated that much of the research on inequities 
ih access to health care neither adjusted for need nor for socioeconomic factors496. 
Furthermore relatively little research has studied the effects of variations in health care 
treatments on the course of disease and the reasons for differential survival behveen 
social groups. 

We have considered inequalities in relation to primary care, secondary care, including 
specialist care, and mental health services. Our overriding perspective has been that 
the NHS, should, above all, be aiming to provide equitable access to effective health 
care for those who need it. In the case of primary care, it is important that services are 
readily accessible as well as effective. For some specialist hospital services, a different 
balance needs to be struck between local access and securing an effective critical mass 
of services to achieve the best outcomes497. 

Inequities in access to primary care 
Access to effective primary care is influenced by several "supply" factors: the 
geographical distribution and availability of primary care staff, the range and quality 
of primary care facilities, levels of training, education and recruitment of primary care 
staff, cultural sensitivity, timing and organisation of services to the communities 
served, distance, and the availability of affordable and safe means of transport. 
"Demand" factors such as lay health beliefs, knowing what services are available 
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locally and wider socioeconomic influences, such as financial insecurity, social 
mobility and lack of informal carer support will also affect patterns of utilisation and 
access to health care. 

Higher rates of general practitioner (GP) consultation are associated with 2reater 
social and economic deprivation even after adjusting for need496 . Hov,,ev;r. the 
t'urther away patients live from their GP, the less frequentl y they tend to consult. This 
is evident in rural areas - although the differences are not as great for serious health 
problems as fo r less severe ones498 . 

Communities most at risk of ill health tend to experience the least satisfactory access 
to the full range of preventive services, the so called "inverse prevention law". 
Prevention services include cancer screening programmes, health promotion and 
immunisation. While differences are most noticeable amongst socioeconomic groups 
it is likely that, for example amongst Bangladeshi women, additional inequalities in 
access are experienced499. Lack of access to women practitioners can be a deterrent 
to Asian women taking up an invitation for cervical cancer screening462. Local 
studies have shown that access to female practitioners is poorest in areas with high 
concentrations of Asian residents500 and that practices with a female doctor or nurse 
are more likely to reach the cervical cytology targets set out in the GP contract50 l. 
Sub-regional and small area analyses illustrate this inequity for areas such as 
Liverpool502 and Birmingham where, using nine indicators of primary care services, 
the most deprived areas tended to be the least well servedS00. Within London, health 
promotion claims by GPs are highest in the least deprived and lowest in the most 
deprived areas (figure 17)503 . 

Inequities in access to secondary care 
Evidence on variations in access to secondary care is often difficult to interpret, since 
many studies do not adjust for case mix or distinguish between emergency and 
elective care. Monitoring equity of access to secondary care from routine data sources 
is also difficult, since the collection of data about ethnicity, socioeconomic status and 
utilisation of the private sector is incomplete. 

There is a positive relationship between levels of deprivation in an area and hospital 
admission rates, although there are great variations in hospital admission rates 
between GP practices504,505 . Thus deprivation is not the only factor influencing 
hospital admission and higher admission rates could also in part reflect poorer access 
to primary and community care services, as for example in the case of diabetes and 
asthma506. 

For out-patients, attendance is either higher in disadvantaged groups or similar to the 
better off, after adjusting for need. For some minority ethnic groups out-patients 
attendance rates are lower than for the ethnic majority496. There is some evidence to 
suggest this may be related to GP referral beliefs and practices458,507. Inequity in 
access to investigation and specialist cardiac services treatment has been observed in 
relation to socioeconomic factors, ethnic group, gender, age and geography. For 
example, since mortality from coronary heart disease in South Asians is 40 per cent 
higher than the general population, intervention rates for large Asian communities 
might be expected to be higher than average. The evidence shows the opposite after 
adjusting for socioeconomic and geographical factors496. Similarly, rates for coronary 
artery bypass grafts and and coronary angioplasty are not generally higher in areas 
with the greatest need (ffaure 18)508, 509. For many other NHS hospital treatments, 
there is little evidence of systematic inequities in access between deprivation 
groups509. 

Inequities in access to menta·I health services 
Mental health services, although specialist in nature, are both community and hospital 
based. Here we focus on the link between social deprivation and serious mental illness 
and utilisation of mental health services. The use of psychiatric - especially inpatient 
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hospital services - is positively correlated with high levels of deprivation and 
unemp loyment496. There is also evidence of high inpatient admission rates for 
sc~(zophren_ia but lower consultation rates for mental health problems among young 
Atman Canbbean men496. In contrast, women and men from South Asian 
populations have much lower rates of GP consultation for mental health problems than 
the white population507,510. 

There is a lack of consensus about the explanation for these different patterns of 
utilisation. Over-representation of young male African Caribbeans in the inpatient 
sector may be due to higher levels of need or, alternatively racial discrimination 
within both the NHS and criminal justice systems. Equally, it is not clear whether the 
observed under-utilisation by Asians represents inequities in access to services or an 
appropriate response to lower levels of need. Whatever the explanation of these 
differences in access, it is clear that, given the high prevalence of severe mental illness 
in the local population, mental health services in inner cities have difficulty in coping 
with demand5 1 l . 

The allocation of resources for mental health services should be sufficiently weighted 
to meet the needs of culturally diverse populations and to enable strategies to be 
developed which provide culturally appropriate services, and strengthen further 
d_evelopments of community based services within the HS, local authority, voluntary 
and community sector. Such strategies need to consider other influences on mental 
health, such as housing and employment. 

Clinical governance 
Routine information systems are needed to alert clinicians and managers to changing 
patterns of access and health outcomes. We welcome the Government's intention to 
produce, after a developmental period, and make public, comparative information on 
clinical outcomes. We suggest that the best way of encouraging effective clinical 
governance is to ensure that valid, robust and user-friendly data are provided. The 
commitment to develop National Service Frameworks should reinforce this by setting 
and monitoring minimum standards. 

37. We RECOMMEND that providing equitable access to effective care in 
relation to need should be a governing principle of all policies in the NHS. 
Priority should be given to the achievement of equity in the planning, 
implementation and delivery of services at every level of the NHS. Specifically: 

37.1. we recommend extending the focus of clinical governance to give equal 
prominence to equity of access to effective health care. 

37.2 We recommend extending the remit of the National Institute for Clinical 
Excellence to include equity of access to effective health care. 

37.3 We recommend developing the National Service Frameworks to address 
inequities in access to effective primary care. 

37.4 We recommend that performance management in relation to the national 
performance management framework is focused on achieving more equitable 
access, provision and targeting of effective services in relation to need in both 
primary and hospital sectors. 

Providing equitable access to effective care should also include a process of 
monitoring the quality of local partnerships for health and social care, and the 
involvement of local people in the provision of services. 

37.5 We recommend that the Department of Health and NHS Executive set out 
their responsibilities for furthering the principle of equity of access to effective 
health and social care, and that health authorities, working with Primary Care 
Groups and providers on local clinical governance, agree priorities and 
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objectives for reducing inequities in access to effective care. These should form 
part of the Health Improvement Programme. 

Resource allocation 

We 1,,velcome the progress that has been made in recent years in achieving a more 

equitable approach to allocating health service and related resources. However, the 
evidence suggests that more needs to be done5 l 2,5 l 3. 

Firstly. the methodology for estimating the size of underenumerated, mobile and 
homeless populations needs to be improved in the census and inter-censal years. This 
is a particular problem for the allocation of resources to Primary Care Group 
populations. 

Secondly, there is insufficient recognition of ethnic and cultural needs in the funding 

arrangements, such as the costs of bilingual advocates/interpretation which have been 

shown to improve health outcome in disadvantaged ethnic groups514. An "Ethnic 
Diversity Levy" and allocating it in relation to size, diversity and need identified by 

health authorities may provide a more effective targeting and accountability 
mechanism. 

Primary care 
An "inverse care law" is still evident in relation to the distribution of medical and 
nursing staff in relation to need5 l 5. A number of studies have also shown that 
deprived areas suffer increasing difficulty in recruiting GPs516. This situation has 
been exacerbated - especially in inner London - by the poor quality of primary care 

premises, large numbers of single-handed GPs, GPs approaching retirement and 
practices without training statusS 17-519. This inequity extends beyond that of GPs to 
other primary care staff including practice nurses, health visitors and district 
nurses520. 

A formulaic approach such as the allocation of GPs to health authority areas, such as 

operated by the Medical Practices Committee, is unlikely to be sufficient as a policy 

to deal with the growing shortage of GPs in deprived inner city areas. Equally, the GP 

deprivation payment system whereby GPs working in deprived areas receive 
additional payments, whilst well-intentioned, has neither been effective in attracting 

GPs to these areas, nor in increasing access to effective services for disadvantaged 

populations5 l 6,52 l. Innovative schemes, such as the introduction of salaried GPs, 
have been shown to help redress some of these inequities522. 

Hospital and community health services (HCHS) 
Despite the efforts to achieve greater equity in the allocation of HCHS services, 
evidence suggests that a number of issues still need to be addressedS 12,513. One is 

the pace by which health authorities move towards their target resource allocations 

and the way in which those resources are then spent. In 1998/99, if the top 20 per cent 

of health authorities in England were able to move to their target allocation, this 
would involve a shift of over£ 198 million from those currently over target. Such 
shifts of resources are large and would need careful planning, but need to be achieved 

if HCHS resources are to be distributed equitably (figure 19)523. 

Health promotion 
Aside from specific health promotion payments in primary care, and ring-fenced 
HIV/ AIDS and substance misuse funding, there is no recognition of a capitation or 

needs-based allocation to support health promotion services on a more comprehensive 

basis. The needs-based formula for targeting HIV prevention funds has achieved some 

success in allocating resources "vhere they are most needed524. although their use 
needs to be targeted and monitored more effectively. The principle of ring-fencing 
resources with greater accountability for their use could be used both visibly and 
effectively in local inter-agency work to support the principles of "Our Healthier 

Nation"l. 
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The role of the private sector 
The value of privately funded acute health care provided both within and 
independently of the NHS was estimated at £2.3 5 billion in 1996 with private revenue 
\Vithin the NHS estimated at £252 million in 1996/7525. 

A number of studies suggest that the distribution of, and access to, private health care 
compounds existing inequalities526,527. Currently, information on levels of activity 
and quality of private sector services is not routinely available. This means that no 
complete picture exists for both public and private sectors of access, resources and the 
outcomes of treatment in relation to need. 

We suggest that those providing private health care should be required to give the 
same routine information on activity and quality of services as the NHS. This is 
already statutorily required in the case of assisted conceptions abortions and nursing 
home care and such arrangements could be extended as part of the performance 
assessment framework. An independent review of private practice would enable full 
consideration of the relationship of private practice to the NHS, and its impact on 
equity issues. 

38. We RECOMMEND giving priority to the achievement of a more equitable 
allocation of NHS resources. This will require adjustments to the ways in which 
resources are allocated and the speed with which resource allocation targets are 
met. Specifically: 

38.1 we recommend reviewing the "pace of change" policy to enable health 
authorities that are furthest from their capitation targets to move more quickly 
to their actual target. 

38.2 We recommend extending the principle of needs-based weighting to 
non-cash limited General Medical Services (GMS) resources. The size and 
effectiveness of deprivation payments in meeting the needs and improving the 
he·alth outcomes amongst the most disadvantaged populations, including ethnic 
minorities should be assessed. 

38.3 We recommend reviewing the size and effectiveness of the Hospital and 
Community Health Service (HCHS) formula and deprivation payments in 
influencing the health care outcomes of the most disadvantaged populations, and 
to consider alternative methods of focusing resources for health promotion and 
public health care to reduce health inequalities. 

38.4 We recommend establishing a review of the relationship of private practice 
to the NHS with particular reference to access to effective treatments, resource 
allocation and availability of staff. 

Local partnerships to reduce health inequalities 

As many of the determinants of health inequalities lie outside the health care system, 
it is essential for the NHS to work effectively across organisational boundaries in 
partnership with local authorities, the voluntary and business sectors, to involve local 
people in developing and providing services, and to contribute actively to social and 
economic regeneration. 

This shared responsibility for health is central to the idea of a local Health 
Improvement Programme, described in "Our Healthier Nation" and "The New NHS" 
White Paperl,~, as well as such initiatives as Healthy Living Centres. These plans will 
need to be properly supported by appropriate mechanisms and underpinned by local 
commitment if they are to successfully play their part in a concerted national 
programme to improve health and tackle health inequalities87. 
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Birmingham and Liverpool. cities whose health and local authorities are coterminous. 
have undertaken detailed analyses of inequalities within their boundaries500.528. 
Liverpool, the first to join the World Health Organisation's Healthy Cities in~tiative 10 
years ago, has a joint City Health Plan based on a comprehensive review of health and 
its social, economic and educational determinants. More recently its employment, 
economic and regeneration strategies have been more closely aligned to health 
objectives . Whilst there is little evidence of any reduction in inequalities in most 
health areas. there is some evidence of a shift of primary care resources into areas of 
greatest need \Vith a resultant increase in immunisation uptake502. A new index of 
quality of life and health has been developed to help monitor progress in 
implementing the plan. 

[nfo rmation about the supply of services and resources going into an area is not easy 
to obtain, but these types of "equity audit" are essential for developing a more 
strategic approach to addressing health and health care inequalities at a local level. 

The NHS White Paper sets out five new vehicles for improving health and tackling 
health inequalities, as well as local Health Improvement ProgrammesI They include 
Primary Care Groups, a new system of clinical governance, a duty of partnership 
between health and local authorities, and a new NHS performance assessment 
framework. The principle of equity needs to be given prominence as this framework is 
developed if inequalities in health are to be addressed in a co-ordinated way. 

Developing the capacity for tackling health inequalities 
In order to take forward a new agenda to tackle health inequalities, the skills, 
resources, and capacity of organisations to work together need to be strengthened. The 
Chief Medical Officer's interim report on strengthening the public health function 
identified the need for shared posts to support the creation of local health partnerships, 
work across organisational boundaries and involve local people in health promotion 
and service delivery529. One conclusion was that a well resourced multi-disciplinary 
network is required at each level of the health care system to take forward policy 
development, share innovation and good practice. Steps need to be taken nationally to 
ensure that the capacity for interagency working at local level is strengthened and that 
the resources and skills available for specialist health promotion, including 
professional and community development are protected. 

National level 
Health inequalities between social groups and between areas will not be reduced by 
local action alone. Local agencies will need the leadership and support of central 
Government and the European Union. This approach is relevant if new incentives and 
freedoms to working in partnership and sharing resources are to be created. 

39. We RECOMMEND Directors of Public Health, working on behalf of health 
and local authorities, produce an equity profile for the population they serve, and 
undertake a triennial audit of progress towards achieving objectives to reduce 
inequalities in health. 

39.1 We recommend there should be a duty of partnership between the NHS 
Executive and regional government to ensure that effective local partnerships are 
established between health, local authorities and other agencie·s and that joint 
programmes to address health inequalities are in place and monitored. 

Effective working will be strengthened by better co-ordination of policies and · 
programmes between Government Departments, non-Departmental public bodies and 
agencies, such as the Health Education Authority, Food Standards Agency and 
Environment Agency. This returns us to our first recommendation which emphasises 
the need for Departments to consider impact assessments on health inequalities in the 
formulation of policy, and to keep these developments under review. 

We REC01'v!MPID that as part of health impact assessment, all policies likely to have 
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et direct or indirect impact on health should be evaluated in terms of their impact on 
health inequalities, and should be formulated in such a way that by favouring the less 
well off they will, wherever possible, reduce such inequalities (recommendation I). 

We welcome your comments on this site. -· Prepared 26November 1998 
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Independent Inquiry into Inequalities in Health Report Part 2 continued 
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lndeoendent Inquiry into Inequalities in Health Reoort Annex A 

Annex A - Letter from the Minister for Public Health 

l O July 1997 

Sir Donald Acheson 
International Centre for Health & Society 
University College, London 
1-19 Torrington Place 
LONDON we 1 6BT 

Review of inequalities in health 

I thought it might be helpful to follow up our most useful conversation last Friday in 
order to confirm both where we had got to and the outstanding action on which you 
agreed to come back to me. 

We have now agreed slightly revised terms of reference as follows: 
"l. To moderate a Department of Health review of the latest available information on 
inequalities of health, using data from the Office for National Statistics, the 
Department of Health and elsewhere. The data review would summarise the evidence 
of inequalities of health and expectation of life in England and identify trends. 
2. In the light of that evidence, to conduct - within the broad framework of the 
Government's overall financial strategy - an independent review to identify priority 
areas for future policy development, which scientific and expert evidence indicates are 
likely to offer opportunities for Government to develop beneficial, cost effective and 
affordable interventions to reduce health inequalities. 
3. The review will report to the Secretary of State for Health. The report will be 
published and its conclusions, based on evidence, will contribute to the development 
of a new strategy for health." 

We discussed the timing of your report. You were very concerned that a credible and 
reputable piece of work covering such a broad spectrum of issues could not be 
completed by January 1998 as we had originally hoped. However, you undertook to 
produce that part of your report which related to the work of the NHS by January 
1998. You will then seek to produce by the end of March 1998 such further work as 
you are able to do properly in the time available. Any outstanding sections would 
form part of the final report to be delivered by the end of June. 

However, proceeding on that basis makes it all the more important that the 
Department, whether through the CMO or the Secretariat, are kept in very close touch 
with your emerging findings so that these can be taken into account in the drafting of 
the Health Strategy White Paper which I intend to publish in the middle of next year. 
As I said, I recognise the time pressure which my overall timetable imposes on you 
but I do think it is vital to ensure that your work is relevant to the development of my 
new strategy for health. ' 

Finally, we discussed the size and composition of the group of experts who you would 
like to assist you. As I said, I am concerned that the current proposals would create too 
large and unmanageable a group and you kindly undertook to consider how to reduce 
its size whilst covering all the major interests. I am most grateful to you for agreeing 
to consider these points further and to come back to me in due course. On further 
reflection, given the scientific basis of the evidence you intend to produce, scientists 
are clearly your essential resource for further: advice. 

The Secretary of State and I are both delighted that you and I have now been able to 
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reach agreement on the basis on which you will carry out your review and I am sure it 
will prove a most important contribution to the deve lopment of health and social 
policy. I am extremely grateful to you for agreeing to take this on and hope we can 
keep in touch from time to time in the months ahead. 

TESSA JOWELL 

Q;tt · ·+•#%)@·+~ 
We welcome your comments on this site. Prepared 26 November 1998 
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Independent Inquiry into Inequalities in Health Report Annex B 

Annex B - The Process of the Inquiry 

L Sir Donafd Acheson was invited by Ministers on I O July 1997 to undertake an 
independent review of inequalities of health in England. The commissioning letter 
from the {inister fo r Public Health is attached at annex A. 

Terms of Reference 

2. The Inquiry's terms of reference were: 
(1 ) To moderate a Department of Health review of the latest available information on 
inequalities of health, using data from the Office for National Statistics the 
Department of Health and elsewhere. The data review would summarise the evidence 
of inequalities of health and expectation of life in England and identify trends. 
(2) [n the light of that evidence, to conduct - within the broad framework of the 
Government1s overall financial strategy - an independent review to identify priority 
areas for future policy development, which scientific and expert evidence indicates are 
likely to offer opportunities for Government to develop beneficial, cost effective and 
affordable interventions to reduce health inequalities. 
(3) The review will report to the Secretary of State for Health. The report will be 
published and its conclusions based on evidence, will contribute to the development 
of a new strategy for health. 

3. The purpose of the Inquiry was to inform the development of the Government1s 
public health strategy and, in particular, to contribute to the forthcoming White Paper, 
"Our Healthier Nation" . A two stage timescale was agreed to assist this process. It 
provided for confidential draft advice to be presented to Ministers in advance of the 
publication of the final report. 

Scientific Advisory Group 

4. After initial consultations on the major issues of health inequalities in the summer 
of 1997, the business of the Inquiry was taken forward by a Scientific Advisory Group 
(SAG) of experts, chaired by Sir Donald and supported by a small Secretariat. The 
members of the Group were: 

Professor David Barker frs, Director of the Medical Research Council's 
Environmental Epidemiology Unit, University of Southampton 
Dr Jacky Chambers, Director of Public Health, Birmingham Health Authority 
Professor Hilary Graham, Director of the Economic and Social Research 
Council's Health Variations Programme at Lancaster University 
Professor Michael Marmot, Professor of Epidemiology and Pu.blic Health, 
University College, London and Director of the International Centre for Health and 
Society. 
Dr Margaret Whitehead, Visiting Fellow at the King's Fund, London 

5. The SAG met on 19 occasions between August 1997 and September 1998. It 
oversaw the process, received the evidence submitted and developed the 
recommendations and the final report. 

Process 

6. As a first step, the Inquiry commissioned a series of topic ( or "input") papers from 
academics and other experts in the field. The purpose of the papers was to identify and 
summarise key issues and to allow the SAG to consider the state of the scientific 
evidence and possible areas for policy development in accordance with the Inquiry's 
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7. The Inquiry took a broad view of the causes and the impact of health inequalities on 
individuals and society. Accordingly, these papers explored aspects of the life course, 
of the economic. social and physical environments, and of the behaviours which affect 
individual he~lth. Input papers on a total of 17 topics were presented to the SAG. They 
are listed in full in Annex D. 

8. Most of the authors of the input papers consulted widely among a network ofother 
researchers in the area. The papers were presented at SAG meetings by the author(s). 
Invited experts were asked to comment on the input papers as part of the SAG 
discussions. The main findings of the papers and results of the SAG discussions were 
summarised in a series of commentaries. 

9. These input papers, and commentaries, together with other evidence were 
scrutinised by a separate Evaluation Group. This Group, chaired by Professor Sally 
Macintyre, Director of the MRC Medical Sociology Unit, was set up to provide a 
further element of peer review to the process. The members of the Group were Dr Iain 
Chalmers, Director of the UK Cochrane Centre, Dr Richard Horton, editor of The 
Lancet, Dr Richard Smith, editor of the British Medical Journal. The Group noted the 
lack of evidence to support many suggested policy interventions, and recommended 
that the Inquiry should make explicit the quality of evidence and argument used to 
support proposed areas for policy development. The SAG received a report from the 
Group and accepted its advice. 

10. The SAG also received a number of presentations from other experts and from 
within its own ranks. These were usually less formal events, and the results were not 
considered by the Evaluation Group. They were, nevertheless, crucial in expanding 
and strengthening the evidence base of the Inquiry. 

11. Written submissions were also sought from a range of bodies and individuals, and 
many additional contributions were received. This evidence was considered by the 
SAG and, as far as possible, fed into the development and review of the input papers. 
A full list of the presentations and submissions received is in annex D. 

12. The process was also aided by a series of" chairman's briefings", usually informal 
discussions with experts covering issues arising from the consultation paper "Our 
Healthier Nation" and from the initiatives of other Government Departments. 

13. The report's recommendations and supporting argument documented in this report 
are the result of all these processes. 

14. Draft confidential advice was submitted to Ministers in July. This final report was 
submitted at the end of September 1998 

Elw:"ifl f@@i·-~ 
We welcome your comments on this site. Prepared 26 November 1998 
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Independent lnauiry into Inequalities in Health Report Annex C 

Annex C - Acknowledgements 

The Inquiry would like to thank the many individuals and organisations who provided 
valuable information and support across the wide range of our interests. 

Iain Chalmers was a founding member of the Scientific Advisory Group (SAG) and 
resigned ~fter the early meetings to c_oncentrate on supporting the Evaluation Group. 
He was aided by Trevor Sheldon until he left the SAG. The SAG was also aided by 
David Blane and Cyrus Cooper who served as substitutes for Michael Marmot and 
David Barker in the early months of the Inquiry. 

The secretariat to the Inquiry was provided by Ray Earwicker (Administrative 
Secretary) and Catherine Law (Scientific Secretary). Frances Drever was the 
Statistical Adviser to the Inquiry. Anna Donald and James Nazroo assisted with 
scientific aspects of the work. Scientific support was also provided by Malu Drachler, 
Kerry-Ann Holder and Tanja Megens. Zubeda Seedat provided administrative support 
for the team. Gabrielle Allnut, Gavin Lamer and Imogen O'Shea provided Secretariat 
support in the early months of the Inquiry. Jane Kincaid was Sir E>onald's personal 
secretary during the Inquiry. Jane Pearce provided secretarial support to Catherine 
Law. 

Sally Macintyre chaired the Evaluation Group. The other members were Iain 
Chalmers, Richard Horton, and Richard Smith. 

Input papers were commissioned by the Inquiry from experts in the field. They were 
Sara Arber, Michaela Benzeval, Richard Best, David Blane, George Davey Smith, 
Adrian Davis, Anna Donald, David Goldberg, Bobbie Jacobson, Kay-Tee Khaw, 
Catherine Law, Barbara MacGibbon, Sally Macintyre, James Nazroo, Michael Nelson, 
Aubrey Sheiham (together with Richard Watt), and, Jane Wardle (together with 
Michael Farrell, Mervyn Hillsdon, Martin Jarvis, Stephen Sutton and Margaret 
Thorogood), Patrick West, Richard Wilkinson, Geoff Whitty (together with Peter 
Aggleton, Eva Garnamikow and Paul Tyrer). 

The discussion of these papers within the SAG was informed by contributions from: 
Mel Bartley, Raj Bhopal, Liza Catan, Sarah Curtis, Astrid Fletcher, David Gordon, 
Bobbie Jacobson, Michael Joffe, Suzi Leather, David Leon, Stuart Logan, Duncan 
Maclennan, Alan Marsh, Chris Power, Andrew Rugg Gunn, Helen Sweeting, Chris 
Thompson, and Sally Tomlinson. 

The following individuals provided valuable assistance to the Inquiry: Phil Alderson 
Eric Appleby, Jim Appleyard, John Ashton, Rasaratnam Balajaran Sir Christopher 
Ball, Terri Banks, Ann Barker, Colin Barnes, John Bennett, Richard Berthoud Roger 
Bibbings, Sheila Bingham, Sir Douglas Black, Mildred Blaxter Lisa Bostock, Shaun 
Boyle. Michael Chan, David Coggan, Michel Coleman, Sarah Calles, June Crown, 
Gsran Dahlgren, Nick Day, Finn Diderichsen, Sir Richard Doll, Peter Flynn, Kamini 
Gadhok, Jane Gillie, John Gooderham, John Gray, Sian Griffiths, Sir John 
Grimley-Evans, David Hall, Chris Ham, Mike Hayes, Iona Heath, Kate Hunt, 
Raymond Illsley, Rachel Jenkins, Ken Judge, John Keast, Sebastian Kramer, Ramesh 
Kumar, Tim Lang, Gaynor Legall, David Lewis, David Lindsay, Robert Maxwell, 
Martin McKee, Pamela Meadows, GeofMercer, Lynn Murray, Fraser Mustard, Julia 
Neuberger, Anne Parker, Marie Power, Andrew Prentice, George Radda, Hamid 
Rehman, Sian Robinson, Ian Roberts, Helen Roberts, Roberto Rona, Sir Michael 
Rutter, Alex Scott Samuel, Carol Sherriff, Anne Sofer, Tony Stanton, Carolyn 
Stephens, Sarah Stewart-Brown, Sir Kenneth'Stowe, Peter Townsend, David Weaver, 
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Written submissions were sought from a range of organisations and individuals, and 
many additional contributions were received. A list of contributors is attached at 
Annex D. 

Officials from several different Government Departments not listed individually 
provided the Inquiry with infonnation, assistance and advice. 

The fnquiry was supported by the Department of Health who provided office 
accommodation and support staff. 

The Medical Research Council provided the Scientific Secretary and support staff 
from its Environmental Epidemiology Unit at the University of Southampton. 

1d,121,H 1\-& &@·---
We welcome your comments on this site. Prepared 26 November 1998 
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Annex D - Papers, Submissions and Evidence to the Inquiry 

Input Papers 

The SAG received and discussed the following commissioned input papers, listed 
below. 

1. Mothers/families/children 
Catherine Law, MRC Environmental Epidemiology Unit, University of Southampton 

2. Youth 
Patrick West, MRC Medical Sociology Unit, Glasgow 

3. Adults of Working Age 
David Blane, Imperial College, London 

4. Older People 
Kay-Tee Khaw, University of Cambridge 

5. Housing 
Richard Best, Joseph Rowntree Foundation 

6. Social Environment 
Richard Wilkinson, University of Sussex 

7. Poverty and Income 
George Davey Smith, University of Bristol 

8. National Health Service 
(a) Michaela Benzeval, King's Fund and Anna Donald, University College, London 
(b) Bobbie Jacobson, City and East London Health Authority 

9. Nutrition 
Michael Nelson, King's College, London 

10. Education 
Geoff Whitty, Institute of Education, London (lead author) 

11. Areas 
Sally Macintyre, MRC Medical Sociology Unit, Glasgow 

12. Ethnicity 
James Nazroo, Policy Studies Institute, London 

13. Transport/Pollution/Material Environment 
(a) Adrian Davies, Open University 
(b) Barbara MacGibbon, MRC Institute for Environment and Health, Leicester 

14. Gender 
Sara Arber, University of Surrey 

15. Mental Health 
Sir David Goldberg, Institute of Psychiatry, London 

16. Health-Related Behaviours 
Jane Wardle, University College, London (lead author) 
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l 7. Oral Health 
Aubrey Sheiham, University College, London (lead author) 

Other Presentations 

The SAG received a number of other presentations and briefings from experts in the 
field, apart from those provided by Departmental officials. They were: 

Policies to Tackle Inequalities in Health, Margaret Whitehead, King's Fund 

Socioeconomic Determinants and Ill Health, Andrew Dilnot, Institute for Fiscal 
Studies and Richard Wilkinson, University of Sussex 

Area Inequalities, Daniel Darling, University of Bristol, and John Hills, Centre for 
Analysis of Social Exclusion, London School of Economics 

Life Cycle Trajectories, Diana Kuh, Chris Power, Yoav Ben-Shlomo and Mike 
Wadsworth, University College, London 

Socioeconomic Discussion Paper, Hilary Graham, ESRC Health Variations 
Programme, Lancaster University, Michael Marmot, University College, London 

The Role of Pyschosocial Factors, The MacArthur Foundation Research Network on 
Socioeconomic Status and Health, Teresa Seeman, Sheldon Cohen, Shelley Taylor, 
Karen Mathews, and Michael Marmot 

Psychosocial Stress in Childhood, Scott Montgomery, Royal Free Hospital School 
of Medicine, London 

Intergenerational Effects on Inequalities in Health, David Barker, MRC 
Environmental Epidemiology Unit, University of Southampton 

Stress in the Workplace, Peter Graham and Malcolm Darvill, Health Directorate, 
Health and Safety Executive and David Coggon, MRC Environmental Epidemiology 
Unit, University of Southampton 

Benefits Briefing, John Hills, Centre for Analysis of Social Exclusion, London 
School of Economics, and Robert Walker, Centre for Social Policy Research, 
Loughborough University 

Health Inequalities at a Local Level, Jacky Chambers, Birmingham Health 
Authority, Ruth Hussey, Director of Public Health, Liverpool Health Authority, Alan 
Chape, Deputy Chief Executive, Liverpool City Council, Bob Stewart, Newcastle 
Healthy Cities 

Submissions 

The following individuals submitted evidence to the Inquiry: 

Jo Asvall, Christopher Bates, Peter Bradley, Eric Brunner, Mike Catchpole, Ben Cave, 
Elizabeth Dowler, Douglas Fleming, Peter Fonagy, John Godfrey, Meg Goodman, 
Mark Haggard, Andrew Haines, Irene Higginson, Anthony Jenner, Colwyn Jones, 
Brian Keeble, Azim Lakhani, Alyson Learmonth, Gerard Leavey, Michae1 Lennon, 
Donald Light, Caroline Lindsey, Paul Nicholson, John Radford, Bethan Reeves, Jane 
Robinson, Michael Rosen, Oliver Russell, John Shanks, Veena Soni Raleigh, Marjorie 
Smith, Simon Strickland, Kathy Sylva, Jonathan Talbot, Mary Tilki, Patricia Walls, 
Graham Watt, Elizabeth Whitehead, Arthur Wynn, Margaret Wynn. 

The following organisations submitted evidence to the Inquiry 

Action on Smoking and Health (ASH), ASH Scotland, and ASH Wales 
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Afiya Trust 
Age Concern 
Alcohol Concern 
Association for Public Health 
Association of Charity Officers 
Association of Community Health Councils 
Association of Directors of Social Services 
Bamados 
British Medical Association 
Centre for Health Economics, University of York 
Chartered Institute of Environmental Health 
Child Accident Prevention Trust 
Child Health Advocacy Network and the National Children's Bureau 
Child Psychotherapy Trust 
Community Practitioners' and Health Visitors' Association 
Coventry City Council 
Derby City Council 
Economic and Social Research Council 
EQUAL 
Equal Opportunities Commission 
Faculty of Public Health Medicine 
Faculty of Occupational Medicine and Society of Occupational Medicine 
Family Planning Association 
Food and Drink Federation 
Friends of the Earth 
Health and Low Income Project 
Health Education Authority 
Institute of Child Health 
Inter-Authority Comparisons and Consultancy 
King's Fund 
Kirklees Health for All Women Health Policy Group 
Kirklees Metropolitan Authority 
Local Government Association 
London School of Hygiene and Tropical Medicine 
Macmillan Cancer Relief 
Medical Practitioners' Union 
Medical Research Council 
Men's Health Forum 
Men's Health Trust 
MIND 
National Energy Action 
National Food Alliance 
National Heart Forum 
National Institute for Ethnic Studies in Health and Social Policy 
National Institute for Social Work 
National Osteoporosis Society 
National Perinatal Epidemiology Unit 
NHS Confederation 
North West Public Health Association 
Nutrition Society 
Oxfam 
Peak District Rural Deprivation Forum 
Public Health Alliance 
Public Health Laboratory Service 
Royal of Pathologists 
Royal College of Opthalmologists 
Royal College of Physicians 
Royal College of Psychiatrists 
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Royal College of Surgeons 
Royal College of Midwives 
Royal College of Nursing 
Royal College of Paediatrics and Child Health 
Royal College of Obstetricians and Gynaecologists 
Royal College of General Practitioners 
Sheffield City Council 
Sheffield Health 
Shelter 
Socialist Health Association 
Society of Health Promotion Specialists Poverty Caucus Group 
Society for Social Medicine 
Stroke Association 
The Big Issue in the North and the Big Step Limited 
Tobacco Control Alliance 
UK Baby Friendly Initiative 
Watson Wyatt Partners 
West Kent Breastfeeding Alliance 
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SUMMARY 

This document sets out the background to proposals to close seven wards and to reduce 

treatment capacity to 115 beds by 2002, in line with the objectives of the DHSS Regional 

Strategy (1997-2002). 

It seeks views specifically on the mechanism proposed to close the seven wards and the 

process and order by which the wards should be closed, having regard to the best 

interests of the patients who will be affected. 

The achievement of the target 115 beds at Muckamore will require the development of a 

range of community services to enable the resettlement of some 250 people currently 

resident in the hospital to new homes in the community. 

The primary responsibility for resettlement will rest with local Trusts in the communities 

from which the patients originate. Each patients move will follow and be based upon the 

development of an individual person centred plan completed with the patient, their carer, 

the clinical team at the hospital and staff in the community Trust. 

All views and submissions will be considered by the North & West Belfast Health & Social 

Services Trust in arriving at a decision on the processes to be used in closing wards and 

reducing treatment beds. 

Responses to the document should be sent to : 

The Chief Executive 
North & West Belfast Health & Social Services Trust 
Glendinning House 
6 Murray Street 
BELFAST 
BT1 6DP 

Further copies of the document can be obtained by writing to the Chief Executive as 

above or by phoning 028 90 327156 X 4214. 

4 
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1.0 INTRODUCTION 

1.1 In line with the stated commissioning intentions of the 4 Health & Personal Social 
Services Boards in Northern Ireland and with the Department of Health Social 
Services Policy ( 1995) and Regional Strategy ( 1997-2002) it is proposed to close 
seven resettlement wards and reduce the treatment capacity at Muckamore Abbey 

- --Hospital-te-1-1-§-seEls-. - ~ -- -

2.0 CONSULTATION PROPOSAL 

2.1 There are currently (June 2000) some 360 patients in the hospital. To achieve the 
targets will require approximately 250 people to move to alternative provision in 
community settings. As far as possible and appropriate they should move to 
homes and be provided with the necessary services close to their families and 
originating home areas. The process will involve all four Commissioning Boards 
and all the community Trusts in Northern Ireland, who will work closely with all 
concerned to ensure that changes will be handled sensitively, by consent and with 
the patients' wishes as expressed by themselves or their advocate being carefully 
considered. 

2.2 The North & West Belfast Health & Social Services Trust is committed to ensuring 
that all proposals, suggestions, comments and views on how best to achieve the 
closure of the seven wards and to reduce the treatment capacity within the 
timescale set down are considered. The ward closures will result in the cessation 
of respite care in the hospital by 2002. 

2.3 Views are sought from service users, carers, voluntary groups, public 
representatives and all interested parties on how North & West Belfast Health & 
Social Services Trust can ensure that the changes are managed in such a way as 
to maximize opportunities and minimize disruption for patients who will be 
affected. 

Proposals for childrens services do not form part of this consultation and will be 
dealt with separately. It is accepted that the children's assessment and treatment 
service should transfer from the main hospital site to a community setting. 

3.0 POLICY CONTEXT 

3.1 The Department of Health & Social Services published its document "Services 
for the Mentally Handicapped in Northern Ireland - Policy and Objectives" in 
1978. The document reflected the worldwide movement towards "normalisation" 
and the provision of non-institutional care and support for people with a mental 
handicap. It acknowledged that there were at that time few alternatives to 
hospital care such as hostels or nursing homes, where care in the home was not 
an option. 

5 
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3.2 The 1978 policy advocated the development of community services and the late 
1970's and early 1980's saw significant increase in the provision of hostel and 
group home accommodation linked to improved day care services. The number 
of people with mental handicaps living in psychiatric and mental handicap 
hospitals reduced from 1699 in December 1978 to 1505 in December 1986. 

3.3 The DHSS Regional Strategy for people with a mental handicap (1987-1992) 
saw a further acceleration in discharges from hospital, reducing the numbers 
living in hospital to 104 7 by December 1992. This was in part supported by the 
funding arrangements for community care at that time and in part by bridging 
finance arrangements. Most of these patients were discharged to nursing ( or 
residential) homes. 

3.4 Patients continued to be admitted to hospitals for assessment and treatment, 
and in some cases where care arrangements in the community had broken 
down and no alternative was available. 

3.5 During this period there was significant further development of alternative 
hostels, day care services and the improved availability of professional support 
such as social work, specialist community nursing services, and to a lesser 
extent psychology and the professions allied to medicine e.g. Physiotherapy, 
Speech & Language Therapy and Occupational Therapy. 

3.6 In Northern Ireland, as in the rest of the world, the vast majority of people with a 
learning disability are supported outside hospital settings. Large hospitals have 
either closed or become much smaller with a clear focus on the provision of 
specialist assessment and treatment for people with a learning disability who 
have additional problems. 

3. 7 The basis of the current proposals is contained in the Regional Strategic Plan 
1992-97 "The Department wish to see the development of community care 
services in order to facilitate the discharge from hospital of people with a 
mental handicap and largely to eliminate the need for people to be 
admitted to hospital on account of a mental handicap" 

3.8 The target in the Regional Strategy 1992-97 was that the numbers of people in 
psychiatric and mental handicap hospitals should reduce from 1047 in 
December 1992 to less than 700 (by 1997). In 1995 the Department of Health & 
Social Services issued a Review of Policy for People with a Learning Disability, 
the review concluded that "care in the community remains the preferred 
option for the long term care of all people with a Learning Disability" 
"resettlement of those in hospital should be pursued with the utmost 
vigour" and that "Purchasers and providers need to develop long term 
resettlement programmes designed to quicken the pace of discharge ... 
Specialist hospitals of the future should be smaller, more accessible and 
less institutional than those of today, and should be reduced to the 
minimum level commensurate with the numbers of patients needing 
assessment and short-term treatment which cannot be provided 
elsewhere" 

6 
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4.0 

4.1 

THE RESPONSE OF COMMISSIONING BOARDS TO DHSS POLICY AND 
STRATEGY 

Each Board has reviewed its service needs as follows : 

• ~ -,he-EasterrrHealth-&~social-SefViees-Boare-t-tas-iAeieatee-that-it-r-equires 
70 specialist assessment and treatment beds by 2002 with a view to 
reducing this further to 45-50 beds by 2005. 

• 

• 

• 

The Northern Health & Social Services Board has stated that they 
anticipate their requirement for specialist in-patient assessment and 
treatment would be in the region of 35 beds by 2002. 

The Western Health & Social Services Board will put in place provision for 
43 assessment and short-term treatment beds and will in addition continue 
to require 5 beds at Muckamore Abbey Hospital. 

The Southern Health & Social Services Board will provide for 45 short-term 
assessment and treatment beds and will in addition continue to require 5 
beds at Muckamore Abbey Hospital. 

See Appendix 1 for details of consultation carried 6ut previously by Health & 
Social Services Boards. 

4.2 Each Board will work with its community Trusts and with North & West Belfast 
Health & Social Services Trust to coordinate the development of the new services 
which will be required to support patients who are to be resettled and to develop 
the community assessment and treatment services which will be needed to reduce 
the demand for admissions to hospital by 50%. 

4.3 Person centred plans will be developed on an individual basis. However to 
facilitate planning Boards and Trusts have begun the process of identifying the 
likely services which will be required in the community and in the hospital during 
and after the period to 2002 and in estimating their cost. It is accepted that 
additional resources are required in order to achieve the objectives set out in the 
Regional Strategy. 

5.0 THE RESPONSE BY NORTH & WEST BELFAST HEAL TH & SOCIAL 
SERVICES TRUST 

5.1 North & West Belfast Health & Social Services Trust assumed responsibility for 
managing Muckamore Abbey Hospital in 1994. Prior to that date it managed the 
hospital as a directly managed unit of the Eastern Health & Social Services Board from 
1990. 

♦ To maintain the services and environment at Muckamore Abbey Hospital to 
a safe and acceptable standards for the patients receiving treatment and 
care at the hospital. To this end almost £7m has been invested since 1993. 

7 
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• To facilitate by consensus the resettlement of patients to appropriate 
packages of care in the community. To this end over 250 people have 
successfully moved since 1990. 

5.2 In collaboration with Commissioners the Trust has reshaped services provided 
at the hospital in line with Government Policy, the Regional Strategy and 
Commissioners intentions. 

In 1995 the Trust completed a "Strategic Context Document", the first phase of 
its bid for capital to develop core treatment services for the future, providing 150 
beds. This would have made available the full range of treatment services for 
the EHSSB and NHSSB with a smaller number of highly specialist beds for the 
WHSSB and SHSSB. Since that time Commissioners have revised the 
projected aggregate treatment requirement to 115 beds (See Appendix 1 ). 

5.3 An active programme to resettle patients from Muckamore Abbey Hospital had 
begun in 1987. The process was managed by a hospital based Resettlement 
T earn working with colleagues in receiving community units of management. 
Funding came from the Social Security budget initially. Later in the process 
bridging mechanisms were introduced together with funding arrangements linked 
to Trusts care management processes. 

Approximately 250 patients were successfully resettled and a reduction in 
overcrowding (wards that had patient numbers of 30-40 people) was achieved 
together with the closure of eight wards. 

• In 1992 the Trust published Resettlement and Relocation Principles which 
are the quality standards for resettlement from the hospital. 
See appendix 2. 

6.0 THE RESETTLEMENT AND WARD CLOSURE PROCESSES 1987-98 

Patients were resettled from wards across the hospital. As an increasing number 
of beds became vacant at the hospital the financial "bridging" arrangements 
necessitated the closure of a ward. A ward with a high proportion of empty beds 
would be selected for closure and the remaining patients relocated to other wards. 
By 1995, many patients had been required to move several times, contrary to 
good practice. The patient mix in some areas in the hospital was also becoming 
increasingly problematic. It became clear that a more focused and systematic 
approach to ward closures and resettlement was required if disruption for patients 
and staff were to be minimised. 

7 .0 THE PATIENT CENSUS 

7.1 In 1996 following the agreement of a "service specification" with the Directors of 
Public Health of the EHSSB and NHSSB a census of the hospital population was 
carried out by the clinical teams. This placed patients into one of three categories 
based on their individual clinical needs at that time: 

8 
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• Hospital Treatment 

People with an absolute requirement for specialist hospital care 

♦ Community Treatment 

PeoJ:>le-witl"l-eernJ:>le:X- Aeees-ar-,Gl-a-reGjuirement--for- high-levels-of-specialised
support and treatment but who did not need specialist hospital care and who 
could derive benefit in terms of quality of life in a community setting. 

• Continuing Care 

People with less complex needs who did not require hospital care or high 
levels of specialised support and treatment but required appropriate care and 
support services which could be provided in a community setting. 

7.2 The information gleaned from the census enabled staff to develop a comprehensive 
profile of patients in each category and to identify their service requirements and 
accommodation needs in the short and long term. 

7.3 Following the completion of the census the Hospital Management Team undertook an 
additional exercise to establish if it would be feasible to physically separate the care of 
those patients identified as requiring hospital treatment from those who could be 
resettled following the development of an appropriate package of care. 

8.0 REPROFILING 

8.1 As a result of the census and the modelling work undertaken it was agreed that 
patients should be moved within the hospital in line with their assessed needs for 
treatment and care. Patients and families were fully informed about the relocation 
process. 

8.2 The advantages of reprofiling for patients were firstly that by placing patients 
suitable for resettlement together, wards which would close following further 
resettlement were clearly identified and could be selected for closure. The 
requirement for relocation could be reduced if not eliminated. It should also assist 
in ensuring that as many patients as possible could be resettled at the same time, 
which would maintain relationships, take account of personal friendships and 
compatibility, as well as the detailed assessments of individual needs for care and 
services. 

8.3 In July 1998 North & West Belfast H&SS Trust, the EHSSB and NHSSB held a public 
meeting to outline the proposals to reprofile. Families of every patient at the hospital 
received a letter outlining the purpose of the meeting and inviting them to attend. This 
meeting was attended by over 300 people. After the meeting approximately 150 
families were seen at the hospital, at home, spoken to by telephone or had enquiries 
responded to in writing. This follow-up concentrated mostly on the impact for individual 
patients ana tne1r families. - -- --

8.4 A similar meeting was held for staff working in the hospital and individual queries 
responded to in a similar fashion. 

9 
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8.5 Reprofiling was achieved in November 1998. It signalled an end to people being 
resettled from a range of wards and has allowed for the development of a phased 
selective programme of closing identified wards. 

This approach was seen as essential if the Trust is to: 

• 
• 

• 
• 

• 
• 
• 

Minimise disruption for patients, carers and staff 
Reduce the uncertainty for patients, staff and carers arising from a piecemeal 
resettlement programme 
Ensure available resources are used to the maximum benefit of the patients 
Facilitate better planning for the enhanced community support and treatment 
services required 
Bring stability to a complex situation 
Facilitate the efficient day to day running of the hospital 
Achieve the Regional Strategic Objectives 

9.0 ACHIEVEMENT OF THE TARGET BED REQUIREMENT 

9.1 A reduction in treatment capacity is required as alternatives are developed in the 
community (approximately 80 beds removed by 2002). North & West Belfast Health & 
Social Services Trust will prepare a business case to outline how treatment services 
will be provided after 2002. The proposed specification for the service is at 
appendix 3. 

9.2 The closure of the seven wards currently caring for patients not identified in the census 
as requiring hospital care is proposed. These seven wards are: 

• Cushendall 
• Ennis 
• Finglass 
• Foybeg 
• Moyola 
• Oldstone 
• Rathmullan 

The clinical profile of patients in these wards indicate that they could be cared for 
in the community if appropriate packages of care were made available. 

9.3 The Trust wishes to consult specifically on the criteria to be used in 
selecting from within these seven wards the order in which they will close. 
The Trust would propose to rank order the wards using criteria related to 
quality of life of the people living in these wards and the potential for 
betterment of that generally e.g. overcrowding, physical environment, etc. 
The Trust would welcome suggestions for other criteria and mechanisms 
which might be used in order to ensure that the best interests of the people 
livin9 in the wards are met so far as is possible. 

10 
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10.0 CURRENT BED STATE 

Having completed the reprofiling the relocation of patients took place during November 
1998 and resulted in the configuration outlined in the table below. 

The GurreAt- ser:vice- agi:eemer:its-for- tl"le-l:iospitaLrequires_416_beds_including . 7_ respite 
beds and 15 childrens treatment beds. At May 2000 bed occupancy was as follows:-

Name of Ward Bed Number in ** 
Complement Residence 

Core Treatment Wards 

Erne 24 19 Proposed to reduce 
Fairview 22 21 to 115 beds 
Fintona North 19 19 
Fintona South 17 18 
Greenan 34 29 
Mallow 20 18 
MovillaA 18 18 
Movilla B 17 22 
Moylena 20 20 

Sub Total 191 184 
RESETTLEMENT WARDS 

Cushendall 28 25 Proposed 
Ennis 22 21 relocate to 
Finglass 36 32 community 
Foybeg 26 21 
Moyola 36 29 
Oldstone Rehab Unit 27 17 
Rathmullan 28 26 

Sub Total 203 171 
GRAND TOTAL 394 355 

Plus 7 Respite Beds 
Plus 15 childrens treatment beds 

TOTAL 416 

** Includes 12 reserved beds for patients on leave, leave on trial and trial 
resettlement 

11 
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11.0 RESETTLEMENT PROCESS 

11. 1 Community Trusts will work with staff at the hospital to assess the needs of 
those patients for whom they will be responsible. They will consult with next of 
kin about reprovision in the community and will be expected to liaise with service 
users and carers in developing the necessary service plans. 

11.2 The primary responsibility to develop an appropriate package of care rests with 
the community Trusts but the clinical team at the hospital will be involved in all 
stages of the process. Each community Trust will provide a named officer to 
coordinate the resettlement process for its patients (See Appendix 4). 

11.3 The process for individual resettlement will follow existing protocols agreed 
between North & West Belfast Health & Social Services Trust, Community Trusts 
and Commissioning Boards. 

11.4 Resettlement will not be considered to have been completed until all involved are 
agreed that the individual has settled into their new home. 

11.5 Resettlement will be underpinned by the principles contained in the North & West 
Belfast document (appendix 2) and for EHSSB Trusts the agreed standards 
indicated at (appendix 5). 

12.0 CHOICE AND ADVOCACY 

12.1 Patients eligible for resettlement are entitled to advice and support from staff 
caring for them, those who have responsibility for resettlement, organisations with 
service responsibilities and others. In addition some may require the services of 
an independent advocate to facilitate them in making an informed choice, to 
express their needs and choices or to make representations as to their best 
interests. 

13.0 PROCEDURES WHERE THERE 15 A PERSISTENT DISAGREEMENT 

13. 1 Each Board will consider the possibility of making available an independent 
mediation service when there is persistent disagreement between the parties on 
resettlement proposals. 

14.0 BREAKDOWN IN COMMUNITY PLACEMENT 

Following successful resettlement (see 11.4 above) in the event of a breakdown of 
the placement the owning community Trust will be responsible for resolving the 
problem, whether through improvement to the existing support package or by 
devising a more appropriate option. 

Readmission to the hospital will be considered, as for all other people with a 
learning disability living in the community where there is a clinical indication of a 
requirement for in-patient assessment or treatment. Such admission will not be to 
a designated "resettlement" ward. 

12 
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15.0 CONSULTATION PROCESS 

15.1 North and West Belfast H&SS Trust is committed to consulting service users, carers 
and other stakeholders on how the major changes required by Departmental Policy can 
be achieved in the best interests of people with a learning disability and their families 
who will be directly affected. This consultation document will be widely circulated (see 
appendjx_6} andjt_§_gvailaJ?W!Y ~!!!J?~ published in the local press. 

15.2 Community Trusts in consultation with Commissioning Boards may communicate with 
service users and families from different localities and this may include the following: 

• Meetings with existing service user and carer groups (with special arrangements to 
facilitate users with communication difficulties) 

• Localised public meetings 
• Focus Groups 
• Meetings with local public representatives and politicians 
• Meetings with local voluntary and private sector providers 
• Meetings with trade unions and professional organisations 

arrangements to communicate in respect of residents of North & West 
Belfast Health & Social Services Trust are included at appendix 7 

15.3 The timetable for the consultation process is: 

• Issue of Consultation Document 1 st July 2000 
• Locality consultations 1 st July - 30th September 
• Response deadline for document 30th September 2000 
• Collation of responses, review of consultation 

and preparation of Implementation plan 30th September - 31 st October 
• Feedback to respondents and stakeholders 1st -14th November 2000 
• Implementation from 14th November 2000 

16.0 CONCLUSION 

This document has outlined the background to the proposal to close seven 
resettlement wards and to reduce treatment capacity to 115 beds by 2002. 

We want to hear the views, opinions and advice of the widest possible range of current 
and potential service users of Muckamore Abbey Hospital on how we should select the 
closure of the seven resettlement wards and the process and order by which the ward 
closures should take place. 

North & West Belfast Health & Social Services Trust is committed to hearing and 
taking on board the views of all who participate in this consultation and to 
providing feedback on the outcome of the process and how the consultation has 
been reflected in decisions taken and in the implementation plan. 

13 
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To respond to this document please write to:

The Chief Executive 
North & West Belfast H&SS Trust 
Glendinning House 
6 Murray Street 
BELFAST 
BT1 6DP 

Further copies of the document can be obtained by writing to the Chief Executive 

as above or by phoning 028 90 327156 X 4214. 

OR 

e-mail - crowhurst@nwb.n-i.nhs.uk 

Copies of the document can also be obtained in other formats upon request e.g. 
braille, large print, tape etc. 

Responses are requested by 30th September 2000. 

14 
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APPENDIX 1 

RESPONSE TQ-R-EGIGN-AL-STRATE-G't' AND INFORMATION ON CONSUL TAT.ION BY 
EASTERN HEAL TH & SOCIAL SERVICES BOARD 

At an Eastern Health & Social Services Board meeting held on 14 March 1995, an option 
appraisal report on the future provision of specialist treatment and care services for people 
with a learning disability was considered. It was decided that before the Board reached a final 
decision it should consult widely on the document. To facilitate this, it was agreed that a 
number of meetings would be held in local areas across the Board. Seventeen meetings 
entitled "Your Services, Your Say" were held during June 1995. The Eastern Health & Social 
Services Council assisted with this process and each meeting was chaired by their chief 
officer. One of the meetings was held in Muckamore Abbey Hospital. In addition to the open 

· meetings people were also invited to respond in writing using a free post return. 

In 1996 the DHSS issued their Regional Strategy for Health & Social Well-being, 
outlining its strategic intentions: "Each Board and Trust should develop a 
comprehensive range of services for people with a learning disability and their 
carers. The overall objective is that by 2002 long term institutional care should no 
longer be provided in traditional specialist hospital environments. As an integral 
feature of the comprehensive services, specialist provision should be linked to 
community-based care and treatment." 

Each Board was informed and influenced by this review and responded to the remits 
outlined above as follows. 

In September 1995 the Eastern Health & Social Services Board considered a paper 
concerning the future of services for people with learning disabilities. A further 
consultation took place in June 1996 leading to the production of "A Model of 
Community-based Services for People with Learning Disabilities " which outlined the 
vision of where the Board would like to be in 2002 and beyond, and outlined the 
principles which should be adopted to underpin- service delivery. The document included 
the commissioning framework and a proposed implementation plan and indicated a 
requirement by 2002 of 70 treatment beds. On 11 August 1998 the Eastern Health & 
Social Services Board at their public Board meeting approved the service and financial 
strategy to underpin this model and outlined their proposed financial plan. 

RESPONSE TO REGIONAL STRATEGY AND INFORMATION ON CONSULTATION 
BY NORTHERN HEAL TH & SOCIAL SERVICES BOARD 

NHSSB patients use the second largest number of beds at Muckamore Abbey Hospital. 
During the 1990's the NHSSB had achieved the targets for resettlement laid out in the 
R~gi_oo.aJ ~rat~g)'. Jn response to the Regional Strategy 1997-2002. The Northern 
Health and Social Services Board-outlined its commissioning intentions in "Promotin-g 
Ability - a Strategy for the Development of Care for People with a Learning Disability", 
which was formally endorsed by the Board in April 1998. The strategy is explicitly based 
on the principles outlined in the Regional Review of Policy in 1995 and the objectives 
contained in subsequent Regional Strategies. The approach outlined in the Board's 
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strategy was developed on the basis of a consultative process lasting six months which 

involved a wide range of statutory, voluntary and independent perspectives, carers' 

groups and professional representatives. The Board also engaged the services of United 

Response (NI) to undertake a specially tailored parallel consultation process involving 

service users in order to ensure that their perspective would also be taken into account. 

The final document was heavily influenced by the verbal and written submissions which 

emanated from this process. 

In relation to hospital care for adults the Board stated that it would: "aim to reduce its 

aggregate requirement in specialist hospitals from the current figure of 140 beds by an 

average of 20 per annum until 2002." 

It is anticipated that its requirement for specialist inpatient assessment and treatment 

would be in the region of 35 beds within the timescale of the strategy. The Board 

acknowledged the importance of working collaboratively with all relevant interests in the 

development of appropriate community services if this aim was to be achieved. 

WESTERN HEAL TH AND SOCIAL SERVICES BOARD - PURCHASING INTENTIONS 

AND CONSULTATION 

The Western Health and Social Services Board produced a Strategy for Learning 

Disability Services in the West and presented this to the Western Health and Social 

Services Board Administration Services Committee on 26th August 1996. The service 

template which the Board indicated they wished to put in place was an assessment and 

short-term treatment provision of 48 beds. The Department subsequently approved an 

outline business case from Foyle Trust for 43 assessment and treatment beds. Provision 

will also be made for 5 rehabilitation bed places. The Western Health & Social Services 

Board will continue to purchase 5 beds at Muckamore Abbey Hospital. 

SOUTHERN HEAL TH AND SOCIAL SERVICES BOARD - PURCHASING INTENTIONS 

AND CONSULTATION 

The Southern Health and Social Services Board Review of Learning Disability Services report 

was presented to their Board on 8th February 2000 and was approved for formal consultation. 

It has now been circulated widely with the closure date for comments 28th April 2000. 

Each stage of this review process was undertaken through multidisciplinary Project Teams 

which included senior personnel from the Board's Programme Commissioning Group, Trusts, 

Consultants representing Psychiatry and Psychology and a representative from Mencap. 

Regular discussions also took place with a Reference Group which included Executive 

Directors from Trusts, a Non Executive Director from the Southern Board, a GP 

representative and a representative from the Health & Social Services Council. In addition, 

the Project Team held three consultative seminars/workshops involving a range of voluntary 

groups, carers and service users. To ensure further opportunity for involvement and 

discussion, each Trust established its own Reference Group. 

The SHSSB have indicated they intend to continue to manage withdrawing long-stay hospital 

services through developing community-based services and will continue to provide specialist 

assessment and treatment in patient services for those people with the most complicated 

needs, linked to community-based care (Strategic and Financial Framework 

1999-00/2001-02). 
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The preferred hospital model for the Southern Board is a hospital with 45 short-term 
assessment and treatment beds with the continued purchase of 5 treatment beds at 
Muckamore Abbey Hospital. However, further evidence-based research may impact on any 
final decision on bed numbers. 

17 
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APPENDIX 2 

NORTH & WEST BELFAST HEAL TH & SOCIAL SERVICES TRUST 

RESETTLEMENT PRINCIPLES 

Resettlement is the process whereby discharges of long stay patients into a 

community setting are effected in a planned and coordinated manner, to meet 

individual needs. 

• Persons not requiring hospital care should be enabled to reside in a suitable community 

setting. 

• All aspects of resettlement should be based on a multi-disciplinary assessment of patients' 

needs. 

• Every person determined as suitable for resettlement has a right to be resettled regardless 

of level of disability. 

• The person should have involvement at all stages in plans being made and his/her choice 

enabled and respected. 

• Relationships important to the person, whether with family members, staff or other hospital 

patients, should be respected throughout the Resettlement process. 

• The alternative setting should meet the person's need for care (including specialist needs) 

providing opportunities for personal and spiritual development, community involvement, 

and participation, to the extent that his/her experience is dignified. 

• Resettlement placement considers all aspects of the person's life, including daytime 

activities, occupation and leisure. 

• In decisions about resettlement, the views of family members and other significant contacts 

will be sought and considered, in conjunction with those of the individual 

concerned, and the advice of hospital personnel caring for him/her. 

• Standards of care will be set, evaluated, and monitored to ensure that any move into the 

community represents an improvement in the quality of life for the individual. 

• Management will take account of the impact of hospital resettlement on the receiving 

community. 

18 
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APPENDIX 3 

PROPOSALS FOR TREATMENT SERVICES AFTER 2002 

The reduction in bed capacity to 115 by 2002 will require a redefinition of the role of in-patient 
hospital services. It will also require significant enhancement of the capacity to treat people in 
the community to reduce the requirement for admission to hospital. 

In October 1999 a multi-disciplinary, multi agency task group, reporting to the Regional 
Project Steering Group, was established, chaired by Dr David Stewart, Director of Public 
Health, EHSSB, to bring forward a specification for Core Hospital Services. 

Within the specification the group proposed definitions of the categories of patients to be 
admitted to the Core Hospital are as follows:-

ASSESSMENT SERVICE 

(a) For assessment of people with Mental Disorder (Psychiatric Illness, Severe 
Challenging Behaviour). 

Including an intensive care environment where the patients present a serious risk 
to themselves or others. 

(b) For assessment of people with Mental Disorder (Psychiatric Illness, Severe 
Challenging Behaviour) who, because of co-existing disabilities, would be 
inappropriately assessed with their peers due to their vulnerability. These 
people would generally be more profoundly handicapped and/or physically 
disabled. 

TREATMENT SERVICES 

• For people in whom a mental illness has been diagnosed. 

• And who require a period of ongoing treatment and review with the objective of:-

(a) stabilizing their condition and 

(b) developing a sufficiently robust treatment plan to be delivered in a 
secondary or other setting. 

This will include people who require to be detained under Mental Health Legislation 

• For people with Severe Challenging Behaviour for whom a treatment plan has been 
devised-but-wt:io remain unpredictabJy __ unstable and who require ongoing assessment and 
refining of their treatment plan so that a treatment plan can be devised whicn is sufficiently 
robust to be delivered in a secondary or other setting. 
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• Providing a similar treatment service for those people who in addition to their presenting 
problems would be inappropriately placed alongside the above patients due to their 
vulnerability. These people would generally be more profoundly handicapped/physically 
disabled. 

FORENSIC ASSESSMENT 

Providing an assessment service for offender patients who will require nursing and 
supervision in a secure environment. 

FORENSIC TREATMENT 

For people who graduate from forensic admissions and who continue potentially to pose 
a significant risk either to themselves or to others such that they should/cannot be 
discharged. This will include those subject to the provision of Parts II and Ill of the 
Mental Health Order, but not be confined to them. 

It was noted in the specification document that many patients in addition to their mental 
disorder or need for forensic services also present with complex epilepsy. It was also 
noted that many patients present with more than one of the specified conditions. 

CATEGORIES OF ADMISSION 

Planned Admission would be by agreement between GP, Community Learning 
Disability Team, Community Consultant Psychiatrist, Admitting Consultant Psychiatrist. 
Emergency Admission would be by agreement between GP, Community Psychiatrist and 
Receiving Consultant. 

The Group identified two other specific services which are required. A service for 
adolescents and a rehabilitation service. Discussions are ongoing and decisions in 
relation to their location are required. 
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APPENDIX4 

NOMINATED OFFICERS FROM HEAL TH & SOCIAL SERVICES TRUSTS 

Mr M Sweeney 
Ass. Director of Disability 
Services 

Mr S Vallelly 
Ass. Director of Community Care 

Mr I Sutherland 
Deputy Director of Disability 
Services 

Mr F McKeating 
Resettlement Officer (Disability) 

Mrs M Keenan OBE 
Programme Manager 
Learning Disability Services 

Mrs E Taggart 
Disability Services Manager 

Armagh & Dungannon Health & Social Services Trust 
St Lukes Hospital 
Loughall Road 
ARMAGH 
BT61 7NQ 

Causeway Health & Social Services Trust 
BE Coleraine Road 
BALLYOMNEY 
Co. Antrim 
BT53 6BP 
Tel: 028 27666600 

Craigavon & Banbridge Community Health & Social 
Services Trust 
Banbridge Health & Social Services Centre 
Scarva Street 
BANBRIDGE 
BT32 3AD 

Down Lisburn Health & Social Services Trust 
Disability Resource Centre 
Downshire Hospital 
Ardglass Road 
DOWN PATRICK 
BT30 6RA 
Tel: 028 44616915 

Foyle Health & Social Services Trust 
Riverview Park 
Abercorn Road 
LONDONDERRY 
BT48 6FB 
Tel: 028 38831983 

Homefirst Health & Social Services Trust 
Spruce House 
Braid Valley Site 
Cushendall Road 

_BALL YMEtiA 
BT43 6HL 
Tel: 028 25635464 

21 



24 of 33
BT Mod 1 Witness Statement FINAL 3 Mar 2023 & Exhibit Bundle (combined) (3342 pages) 1871 of 3342

MAHI - STM - 083 - 1871

Mrs N Hetherington 
Director of Hospital Services 

Mr A Murray 

Mr M O'Kane 
Programme Planner for Disability 

Mr K Downey 
Community Services Manager 

Mr D Bradley 
Programme Manager of Learning 
Disability 

GENERAL ENQUIRIES 
North & West Belfast Health & Social Services Trust 
Trust Headquarters 
Glendinning House 
6 Murray Street 
BELFAST 
BT16DP 
Tel: 028 90 327156 

OR 

Muckamore Abbey Hospital 
1 Abbey Road 
Muckamore 
ANTRIM 
BT41 4SH 
Tel: 028 94 463333 

RESETTLEMENT ENQUIRIES 
Everton Complex 
2 Ardoyne Road 
BELFAST 
BT14 7GB 
Tel: 028 90 566000 

South & East Health & Social Services Trust 
Knockbracken Healthcare Park 
Saintfield Road 
BELFAST 
BT8 8BH 
Tel: 028 90 565644 

Sperrin Lakeland Health & Social Services Trust 
Disability Community Services Department 
2 Gleswell Road 
ENNISKILLEN 
Co Fermanagh 
BT74 7HG 
Tel: 028 66384000 

Ulster Community & Hospitals Trust 
Ards Hospital 
Church Street 
NEWTOWNARDS 
BT23 4AS 
Tel: 028 91812661 
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APPENDIX 5 

RECOMMENDED RESETTLEMENT PRINCIPLES AND STANDARDS -
EASTERN HEAL TH & SOCIAL SERVICE BOARD TRUSTS 

1. Persons not requiring permanent residential care should be enabled to live in a 
suitable community setting. 

2. Resettlement should represent an improvement in the person's quality of life. 

3. All aspects of resettlement should be based on a multidisciplinary formal assessment 
of the person's needs. 

4. Decisions about resettlement should take account of the long term aims for the 
person's care. 

5. Every person has, via a formal review process, the right to be considered for 
resettlement regardless of the level of their disability. 

6. The person should be involved in all decisions being made, unless demonstrable 
reasons exist why this is not possible. Any infringement of this right should be 
explained to the person, recorded in his/her file and the reasons regularly reviewed. 

7. The person should, of right, have access to independent, objective advice about the 
benefits and disadvantages of any plans proposed. 

8. Relationships important to this person, whether with family members, staff or peers, 
should be respected. 

9. The alternative setting should meet the person's needs for care, with opportunities (as 
appropriate) for training for independence, personal development and community 
involvement to the extent that his/her life is enriched. 

10. Resettlement considers all aspects of a person's life, including day time activities, 
occupational opportunities and leisure interests. 

11 . Information about proposals for resettlement should be shared with the person's 
relatives at the earliest opportunity and their views will be sought and considered in 
conjunction with the individual concerned together with the views of staff involved in 
his/her care. 

12. Management should ensure that standards of care are set, monitored, evaluated, and 
publicised at regular intervals. 

13. MaAa§ement- will .. be-sensitb1e_to_tbe imRa..c.t Qf r_e§.et!le_m~nt on the receiving 
community. - - - - -

14. The person being resettled and their relatives should be made aware verbally and in 
writing of a clear complaints procedure, which includes recourse to persons in authority 
and with the provider of care support. 
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15. All rights associated with citizenship are automatically retained by persons in 
residential and nursing care and homes must safeguard those rights and help people 

to exercise them. 

16. All persons in residential care should receive a "Care Contract". 

17. All patients should have access to an advocacy service. 

24 
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APPENDIX 6 

CIRCULATION LIST 

Antrim Borough Council 
Armagh & Dungannon Health & Social Services Trust 
British Association of Occupational Therapists 
British Dietetic Association 
British Medical Association 
Carers National Association 
Causeway Health & Social Services Trust 
Challenge 
Chartered Society of Physiotherapists 
Craigavon & Banbridge Health & Social Services Trust 
Department of Health & Social Services & Public Safety 
Directors of North & West Belfast H&SS Trust 
Disability Action 
Down Lisburn Health & Social Services Trust 
Downs Syndrome Association 
Eastern Health & Social Services Board 
Eastern Health & Social Services Council 
Eastern Health & Social Services Registration & Inspection Unit 
Eastern Multifund 
Equality Commission 
Foyle Health & Social Services Trust 
Heads of Department at Muckamore Abbey Hospital 
Homefirst Health & Social Services Trust 
Human Rights Association Commission 
Institute for Counselling & Personal Development 
Law Centre (N.I.) 
Local Medical Committees - Eastern Health & Social Services Board 
Local Medical Committees - Northern Health & Social Services Board 
Local Medical Committees - Western Health & Social Services Board 
Local Medical Committees - Southern Health & Social Services Board 
Mencap 
Mental Health Commission 
Members of Local Assembly for N.I. 
Members ot~arliament tor ~.l. 
Newry & Mourne Health & Social Services Trust 
Next of Kin - Parents at Muckamore Abbey Hospital 
NIPSA 
Northern Health & Social Services Board 
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Northern Health & Social Services Council 
Northern Health & Social Services Registration & Inspection Unit 
Northern Ireland Members of European Parliament 
N.O.W. 
PAPA 
Programme Managers of North & West Belfast H&SS Trust 
Relevant Private Sector Nursing and Residential Homes 
Royal College of Nursing 
Sense (N.I.) 
Society of Chiropodists 
Society of Parents and Friends of Muckamore Abbey Hospital 
South & East Belfast Health & Social Services Trust 
Southern Health & Social Services Board 
Southern Health & Social Services Council 
Southern Health & Social Services Registration & Inspection Unit 
Speech & Language Therapists 
Sperrin Lakeland Health & Social Services Trust 
Ulster Community Health & Social Services Trust 
Unison 
United Response 
University of Ulster 
Western Health & Social Services Board 
Western Health & Social Services Council 
Western Health & Social Services Registration & Inspection Unit 
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APPENDIX 7 

ARRANGEMENTS TO COMMUNICATE IN RESPECT OF RESIDENTS 
OF N&WBHSST 

North & West Belfast Health & Social Services Trust has responsibility for 72 people 
currently receiving treatment and care at Muckamore Abbey Hospital. It is the intention 
of the Trust that all of these patients and their families 1Nill be visited or spoken to during 
the consultation period and the effect on them of the proposal to close seven wards and 
reduce treatment beds explained to them. 

We will provide detailed information to patients and their families on how they will be 
involved in the development of a person centred plan. North & West Belfast Health & 
Social Services Trust currently supports 80 people in the community who are unable or 
choose not to live with their family. These people live in a range of services from 
specialist residential and nursing homes, to hostels or group homes with the majority in 
supported housing. Many have been successfully resettled from hospital. 

The Trust has well established mechanisms to consult with service users, their carers 
and the community. All of these will be utilised during the consultation process. 

The Trust has well established links with local politicians, MLAs, other public 
representatives, trade unions and professional bodies which will be utilised during the 
consultation process. 

Professional staff within the learning disability programme of the Trust will make 
themselves available to attend meetings with service users and parents groups if 
required. The Trust will make special arrangements for service users who have special 
needs e.g. staff trained in the use of Makaton or other communication techniques will be 
available. Special transport requirements will as far as possible be facilitated. 

Arrangements will be made to ensure service users and carers have opportunities to see 
the range of services currently available in the community so that they are better able to 
make informed choices. 

Staff within the learning disability programme have experience in working with advocates 
and will cooperate fully with advocates chosen by service users or carers to represent 
their views. 

The Trust will also consult with staff in the voluntary and independent sector to ensure 
effective communication with all parties with a relevant interest in the proposed service 
changes. 
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NORTH & WEST BELFAST HEAL TH & SOCIAL SERVICES TRUST 

MUCKAMORE ABBEY HOSPITAL 

MEMORANDUM 

FROM: Norma Hetherington TO: All Wards/Departments 
Director of Hospital Services 

REF: memoh16/nh/p163 REF: G338-C 

18th July 2000 

RE: CONSULTATION - CLOSURE OF SEVEN RESETTLEMENT WARDS 

AND REDUCTION OF TREATMENT BED CAPACITY 

Your ward or department should have received a copy of the above document. 

In the accompanying letter we indicated an intention to meet with staff over the 

consultation period to explain the content of the document and to answer 

questions. 

It is the intention of the members of the Hospital Management Team to organise 

a number of meetings targeted on groups of wards or departments which may 

raise similar issues. It is hoped that everyone who wishes to attend will be able 

to attend at least one meeting. While meetings will be targeted at groups of 

wards or departments they are open to all staff. 

A preliminary list of meetings has been arranged to commence the process and 

others will be arranged during September. 

The list is as follows:-

Friday, 21 st July at 2.30 p.m. 

Friday, 21 st July at 3.45 p.m. 

Rathmullan 
Foybeg 
Finglass 

Cushendall 
Ennis 
Mayola 
Oldstone 

Tuesday, 25th July at 7.00 p.m. Security Staff 
AND Night Duty Staff 

Wednesday, 30th August at 7.00 p.m. 
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Tuesday, 25th July at 2.00 p.m. 
AND 

Friday, 4th August at 2.00 p.m. 

-2 -

Estates 
Laundry 
Transport 
Stores 
Non ward based Catering & Domestic 

Tuesday, 8th August at 2.00 p.m. Daycare 
AND Mallow 

Tuesday, 8th August at 3.00 p.m. Conicar 
Fintona North 
Movilla A 
Fairview 

Tuesday, 8th August at 4.00 p.m. Erne 
Fintona South 
Movilla B 
Moylena 
Greenan 

Thursday, 31 st August at 3.00 p.m. Administration 
Medical Staff 

staff 

Senior Nurse Managers 
Professions Allied to Medicine 
All other Professional Staff 

It is assumed that ward based catering and domestic staff will attend with their ward. It is intended that at least two meetings will be arranged for all wards and large departments to facilitate maximum attendance with peers. If only one is listed in the above list another will be organised during September. 

All meetings will be in the Seminar Room. Should you require clarification on the proposals please contact me or any member of the Hospital Management Team. 

fo(' NORMA HETHERINGTON 
Director of Hospital Services 

c.c. Mr R G Black, Chief Executive 
Mr E Molloy, Director of HR/CA 
Mr P Ryan, Director of Planning 
Dr C Marriott, Director of Medical Services (Hosp) 
Mr O Donnelly, Business Manager 
Mrs A Campbell, Acting Nursing Services Manager 
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RGB/NH 

28th June 2000 

To: MAH Staff 

Dear Colleague 

RE: CHANGE PROCESS AT MUCKAMORE ABBEY HOSPITAL 

I enclose a copy of the above document which is being issued for consultation with 
responses requested by 30th September 2000. Further copies are available from this 
office and from the office of the Director of Hospital Services at Muckamore Abbey 
Hospital. 

Staff have been aware for some time of the impact of the Government's Policy of 
Community Care for People with a Learning Disability on services at the hospital. North 
& West Belfast H&SS Trust are determined that the change process will be managed in 
the best interests of patients and staff. 

I know that Mrs Hetherington with other senior staff of the Trust have had meetings with 
a number of representative groups in the recent past to share information and ideas 
about how the change may proceed. This process will continue during the consultation 
period and Mrs Hetherington and the other members of the Hospital Management 
Team will be arranging to speak to staff groups during the consultation period. 
Members of the Hospital Management Team are available to speak to individuals and 
groups on request. 

I would urge you and colleagues to read the document and respond before 30th 

September 2000. 

Yours sincerely 

R G Black 
Chief Executive 

Trust Headquarters • Glendinning House • 6 Murray Street • Belfast BT1 6DP 
Tel: (028) 9032 7156 • Fax: (028) 9082 1285 

RG Black: Chief Executive Awarded For Excellence Awarded For Excellence Awarded For Excellence 
Residential & Supported Muckamore Abbey Hospital Assisted Living Scheme 

Living Services 
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Moving on fro.m Muckamore Abbey Hospital 
The outcomes and lessons as perceived by people with learning 

disabilities; their key-workers, care managers and relatives. 

Roy Mcconkey, Jayne McConaghie, Felice Mezza and Jennifer Wilson 

School of Health Sciences,, University of Ulster 

December 2000 

L 
' . , 
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This book is to be returned on or before 
the last date stamped below. 

LIBREX I 

I 
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Moving on from Muckamore Abbey Hospital 
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The work of the project was greatly assisted by the advice and guidance provided by the 
steering group 1 and the time and effort of the managers and staff of residential services 
in EHSSB area; the care-managers and social workers but above all by the people with 
learning disabilities and their relatives who so willingly allowed us to enquire into their 
lives. Our thanks to Sonee Bhurgri and Joanne McCullough for assistance with data 
analysis. This research was funded by the University of Ulster. 

© University of Ulster and E.H.S.S.B., Belfast, 2000 

1 Dr Johnston Calvert chaired the Steering Group and its members were Dr Maria McGinnity 
(Muckamore Abbey Hospital) , Dr Michael Donnelly (QUB) Theresa Nixon (EHSSB) and Dr 
Damien Hughes (Muckamore Abbey Hospital). , 
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Moving on from Muckamore Abbey Hospital 

Executive Summary 

This study followed up 68 people from the Eastern Health and Social Services Board 
area who had been resettled from Muckamore Abbey Hospital in the period 1996 to 
2000. The aims were: 

D To document the settings to which people moved and the characteristics of the 
residents; 

D To detail the changes, if any, that have taken place in relation to the resident's 
placement; 

D To obtain the views of residents, service providers, care managers and family 
carers to the move and to the present placement, 

D To assess the resident's needs and implications for the development of future 
services for them and others moving from the Hospital. 

3 

Interviews were conducted with the majority of people who had moved and information 
was also obtained through questionnaires and telephone interviews from their present 
key workers, care-managers and relatives. 

The main findings were: 

The resettlement population 

D The most recent resettlements have tended to focus more on females than males; on 
people who have been in hospital for shorter times and who were under 60 years of 
age. Proportionately fewer people who were the responsibility of S&E Belfast Trust 
have been resettled. 

D The median length of time people had been in Hospital was eight years (range 1 to 
40 years). 

0 Their median age on discharge was 37 years (range 19 td 62 years). 

0 Most resettlements took place in 1997 and 1998 with only one occurring in 2000. 

Where people moved to 

0 Nearly three-quarters of people moved from the Hospital to residential homes and a 
further 15% to nursing homes. Only eight persons moved to ordinary housing. 

0 Nearly all residents had their own bedroom in a facility solely for people with learning 
disabilities. 

O Three-fifths of the places were in Co. Down. 

0 Nine out of ten continue to live in the place to which they moved; -

□ Nearly all had ongoing contact with psychiatrists and social workers and some with 
community nurses. Four of the 68 were presently back in hospital with a further ten 
people having had one or more treatment admission. The latter tended to be people 
with mental health and behaviour problems living in community settings. 
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Moving on from Muckamore Abbey Hospital 4 

Present characteristics of the people who had been resettled 

0 One third of the resettled population were rated as low dependency2; another third as 
high dependency3 and a third had a mixed profile. As a group they appear to be less 
able than previous resettlement populations studied in N. Ireland. 

O Residential homes served the widest range of clients in terms of dependency 
whereas nursing homes had more dependent people and community houses less 
dependent people . . 

0 Epilepsy was the most common additional disability with nearly one third of persons 
affected by it. A few people were rated as immobile; severely visually impaired and 
hearing impaired. 

0 Around half the people were rated by staff as having challenging behaviours that 
were rated moderately serious or severe. These were mainly aggression to others 
and to self. 

0 Two in five people (40%) were reported to have a mental health problem of which 
depression was the most common. 

0 For 21 people, staff considered that their behaviour problem had improved since the 
move. 

0 All were registered with local GPs and most had a Healthcheck in the past 12 
months. The most commonly occurring health problems were constipation and 
persistent skin trouble. 

0 The majority of residents were reported to have seen their GP, a dentist, social 
worker, psychiatrist and optician in the past 12 months. 

0 Over three-quarters took regular medications with a mean of four drugs prescribed 
for each person. 

The views of people who had been resettled 

O People mentioned more things that they liked about their present residence than they 
named about the Hospital and had fewer dislikes than _for the Hospital. 

O Nearly all were happy to have moved. Only one person said they had not wanted to 
move from the hospital and another wished they could move back there. 

O Nearly all the people had some form of day activity programme and most reported a 
variety of evening and weekend activities both in and outside of the residence. 

O Half the people interviewed reported having friends with one quarter having friends 
from outside the residence. 

0 Nearly all reported as being in good health. 

The views of relatives 

0 Although a majority of families welcomed the move from the Hospital; a significant 
minority (26%) had been unhappy at the prospect of the move. 

2 Typically they are able to communicate through speech and to understand instructions; able to look after 
their personal care needs and with basic reading, writing and numerical skills. 

3 Typically poor communication skills; dependent on others for their self-care and unable to read and write 
with little or no understanding of numbers. 
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Moving on from Muckamore Abbey Hospital 

D After the move all families felt the residence was at least equivalent to the Hospital 
with over four out of five families rating it as much better than the Hospital. 

D Only one third of families reported that they had been offered an alternative to the 
present placement. 

D The features families liked best about the present residence were the staff; the 
homely atmosphere; the buildings and their relative having their own room. 

5 

D The aspects they felt required improvement were more activities for the residents; 
better communication with staff; having more staff available and less staff turn-over. 

The views of key-workers 

D Key-workers rated all but one of the residents as very well-suited or reasonably well 
suited to their present placement. 

D Suggested improvements centred around smaller, community based accommodation 
and people having their own houses while others required increased care and 
support. 

D Most residents appear to have choice over clothes, leisure activities and household 
routines with few having choice over staff or where and with whom they live. 

0 Two-thirds of residents had at least monthly contact with relatives but less than a 
quarter had contact with friends outside of the residence. 

D The majority of residents made recent use of various community facilities although 
this was less for people resident in nursing homes. 

The views of care-managers 

D The present placement was chosen mainly on the basis of assessed needs and the 
preferences of the family and the person themselves. 

D Alternative accommodation was available to only ten of the people who were 
resettled. 

D A team of people were involved in making the decision to move. Consultant 
psychiatrists; hospital staff, social workers, care managers, family and clients were 
involved with the majority of people. 

D Care managers rated the present placement as very suitable for 88% of residents 
and reasonably suitable for the remainder. 

D Increased independence and improved family contact were the two main outcomes 
expected from the placement. 

D The main improvements suggested by care managers to the present placement 
centred on improved day services and greater access to community facilities. 

0 Ten people (15% of total) were thought to be at risk of abuse from others or of 
abusing others. All but one lived in residential homes. Safeguards were in place to 
manage these risks. 

0 Care managers mentioned supported living arrangements as the main form of 
preferred alternative accommodation. However there are plans for only two people to 
move from their present placement and this will be into supported housing. 
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Costs 

0 Although the Board had allocated £2.15 million towards resettlement, 17.5% of this 
was spent on funding people who were already in community settings. 

0 There was nearly a four-fold difference between the lowest cost package (£11,000) 
and the most expensive (£41,500). 

0 The most expensive packages for the EHSSB were in private residential homes with 
nursing homes and statutory residential homes providing the lower cost packages. 
However when other sources of funding are added in, supported living packages in 
community settings are also among the highest in cost. 

0 There was no apparent relationship between the cost of the packages and the needs 
of the residents in terms of dependency level, challenging behaviours, mental health 
and physical health problems. 

0 There was no apparent relationship between costs and outcome measures such as 
amount of choice, number of leisure pursuits and social relationships. Hence the 
sole determinant of cost appears to be the model of accommodation chosen. 

Discussion and Implications 

The resettlements had resulted in improved material standards of living and increased 
user satisfaction. People with additional needs had been successfully resettled and 
most were availing of day activities and accessing health services. Although some 
placements of people back in hospital appear to have broken down and other people 
had been re-admitted to hospital for periods of time, these were no greater than reported 
in previous studies. 

Four shortcomings were identified in the recent resettlement programme. 

0 The continuing reliance on congregated living settings despite the Model of 
Community-Based Services adopted by the Eastern Health and Social Services 
Board (1996) and the better outcomes that have been shown to come from 
supported living models. 

0 The failure of people to move on to more independent living arrangements despite 
this need being identified by both key-workers and care-managers. 

0 The dearth of social networks experienced by people in the various types of 
residential accommodation. 

0 The slow down in the resettlement programme from 1997 which makes it very 
unlikely that the Regional target will be met by 2002. 

It was concluded that four issues require urgent attention if the lessons from this and 
previous studies in N. Ireland are to be heeded; namely 

□ The relative under-funding of resettlements compared to Great Britain. This may be 
especially pertinent as the patients remaining in hospital are likely to have greater 
needs than those in this study. 

□ The development of a wider range of housing and support options. This is 
particularly necessary in order to facilitate people with the competence and aspiration 
to move on to more independent living arrangements. They also enable other 
sources of funding to be accessed. 
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0 The need for improved community support services. Specialist services have 
traditionally been located in hospitals but as patients relocate and hospital 
placements retract, there has to be a concomitant increase in professional resources 
in the community such as psychology, psychiatry and community nursing. These will 
also be necessary to support an aging population of people with learning disabilities 
who in the past may have transferred from the family home to hospital settings. 

0 A focus on outcomes. Greater attention needs to be given in future commissioning 
on the outcomes that residential, housing and support options produce for people 
with learning disabilities. This will help to ensure that best value is being obtained for 
the monies expended. 
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Background 

In many Western countries long-stay hospitals for people with learning disabilities have 
closed or are closing. Emerson and Hatton (2000) report a 48% decrease in the 
English long-stay hospital population from 1994 to 1997. In the latter year, around 7,500 
patients were still resident in hospitals but they constituted only 13% of all the people in 
some form of residential accommodation. In the United States, 15% of people living in 
formal, supervised residential services during 1996 were in State Institutions; some 
60,000 persons in all (Braddock, 1999). Similar data has been reported for Australia 
(Griffen and Parmenter, 1999). 

Hence the era of the long-stay hospital appears to be drawing to a close but more 
completely in some regions within these countries rather than in others. In the United 
States, nine states are no longer operating any large-scale facilities for these clients 
whereas 13 States have not closed any large facilities, nor do they propose to do so 
although they are reducing in size (Braddock, 1999). This regional variation is also 
evident across English Health authorities (Bailey and Cooper, 1997). 

The improvement in people's quality of life on moving from hospital to community 
settings continues to be documented (Cooper and Picton; 2000; Srivasta and Cooke, 
2000) and the findings generally confirm the conclusions of a thorough review 
commissioned by the English Department of Health in 1994 (Emerson and Hatton, 
1994 ). In the main, the resettlement of patients has produced a better life for them, not 
least in terms of their physical surroundings but also in the opportunities it provided for 
the development of communication and domestic skills, increased contact with family 
and friends and in the use of community facilities. However some studies have 
reported some deterioration in people's psychological well-being with increased 
challenging behaviours and more depression noted (Srivasta and Cooke, 2000) whereas 
others have reported decreases in challenging behaviours (Cooper and Picton, 2000). 

Northern Ireland Services 

In N. Ireland there had been no tradition of hospital-based care for people with severe 
learning disabilities until the 1950s when specialist hospitals were opened. Moreover 
these hospitals tended to serve people with mild and borderline 'mental handicap' who 
had associated mental health problems or who had committed offences requiring semi
secure accommodation. 

From the early 1980s long-stay patients began to be resettled into hostels and other 
community facilities. Three studies have monitored the resettlements of these patients. 
Donnelly et al (1997) reported on a random sample of 114 patients discharged from 
three hospitals in the period 1987 to 1990. Few of the sample had major problems with 
daily living skills and behavioural problems were also uncommon. Nevertheless around 
70% were resettled into residential or nursing homes. Former patients were satisfied 
with their new homes and reported feeling happier, healthier and more independent 
since discharge. However social networks were poor and there was no evidence to 
suggest that people were undertaking new or ordinary daytime activities. 

McGinnity, McVicker, Marriott et al (1990) in unpublished research followed the first 100 
patients discharged from Muckamore Abbey Hospital in the period 1987 to 1992. All had 
been re-settled in the Northern Board area although nearly half came from other Board 
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areas. In all, 88% went to nursing homes provided by the private sector and only 6% to 
voluntary accommodation; 5% statutory provision and one person to lived 
independently. Over 90% of residents and 72% of relatives interviewed expressed 
satisfaction with the placement. However the authors note that some people could 
move on to more independent living arrangements but that " there are clear gaps in 
provision and a definite possibility of people being "trapped" into a particular level and 
form of care. (p.16). 

Donnelly et al (1996) followed up at 12 and 24 month intervals a group of 214 patients 
who had been discharged in the period 1990-1992 mostly into nursing homes (60%); 
residential homes (22%) and hostels/group homes (12%). Only five persons (2%) went 
into some form of independent living. Although little or no change was found in patient's 
competences, certain aspects of challenging behaviour had improved after 12 months. 
People were also less depressed and more satisfied with their new homes. Few 
changes were found in their patterns of activities or social networks. The authors 
recommended that purchasers and providers in N. Ireland "give more attention to ways 
in which the principles of normalisation could be incorporated in the process of 
contracting and delivering of services" (p. 598). 

In 1996, the Eastern Health and Social Services Board adopted a model of community 
based services for people with learning disabilities which emphasised person-centred 
planning; ordinary living principles and individual support packages. A core element was 
the resettlement of all long-stay patients from Muckamore Abbey Hospital who no longer 

required hospital treatments. This was in line with the DHSS policy guidance (1995) that 
stated: "the resettlement of those in hospital should be pursued with the utmost vigour" 
with "the aim being to reduce to zero by 2002 the number of long-stay patients in 
hospitaf' (DHSS (NI) 1995b, p. 53). 

In the period January 1996 to April 2000, resettlements continued from Muckamore 
Abbey Hospital although not on the scale originally envisaged of 40 per year in order to 
meet the target of having all long-stay people resettled from the Hospital by 2002. 
Informal reports from service personnel suggested that these patients tended to be less 
able and had more additional needs than those resettled in earlier years, plus a wider 
range of housing and support options were now available than had been the case a 
decade or more ago. A review of these placements would also provide insights to guide 
the continuing resettlement process of upwards of 180 people remaining in the Hospital. 

Hence the aims of the present project were: 

□ To document the settings to which people moved and the characteristics of the 
residents; 

□ To detail the changes, if any, that have taken place in relation to the resident's 
placement; 

□ To obtain the views of residents, service providers, care managers and family carers 
to the move and to the present placement, 

□ To assess the resident's needs and implications for the development of future 
services for them and others moving from the Hospital. 

The study was retrospective and resources did not permit any comparisons to be made 
with other groups, such as patients continuing to live in the Hospital or those in 
community settings who had never been resident in the Hospital. Also limited data was 
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available about the clients prior to their discharge so it was not possible to monitor 
changes since resettlement. 

10 

However when possible, comparisons will be drawn with the findings from other 
research studies. Hospitals records were accessed to obtain some information about 
the people continuing to live in the resettlement wards of the Hospital. Contrasts could 
then be drawn between those who had been recently resettled and those still in Hospital. 
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Resettlement Population 

Overview 

This section describes the people who had been resettled. This is contrasted with 
information about patients currently residing in resettlement wards at Muckamore Abbey 
Hospital. Details are also given about the locations to which people moved. 

Determining the resettlement population 

The EHSSB supplied the name of 83 people whom they considered to form the 
resettlement population for the study, namely those who had left Muckamore Abbey 
Hospital since January 1996 to April 2000. These names were checked against the 
Hospital database with the following results. 

Number of people: 
6 
4 

5 

68 

No record of hospital admissions 
Resettled prior to January 1996 
(in 1976;79;93;94) 
Admissions of less than one year or respite 
user only 
Had been resident in Hospital for at least 
one year. 

Patients presently residing in hospital. 

Details were obtained from Hospital records of all the patients aged 19 years and over 
from the EHSSB area who were resident in resettlement wards in September 2000. 
This consisted of 107 persons (68% male: 34% female) in seven different wards. When 
describing the characteristics of patients who had been resettled, comparisons will be 
drawn with the patients remaining in hospital. 

Characteristics of patients resettled 

Gender 

Of the 68 persons resettled; 37 (54% were male) and 31 (46%) were female. By 
contrast there were more males in hospital than females (68% and 32%). Hence 
proportionately more females than males have been resettled. 

Length of stay in Hospital 

For the resettled group, the median length of stay in hospital was eight years with a 
range from one to 40 years. For those remaining in hospital, the median length of stay 
was 32 years (range 3 to 49 years). 

Figure 1 shows the numbers of people within the different length of stay groupings. 
This suggests that people who have been in hospital longest tend to stay there. For this 
resettlement population, their average of length of stay in Hospital prior to final discharge 
was some ten years less than reported in the previous N. Irish studies. 
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Figure 1: The length of stay in Hospital of the two groups 
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The median age on discharge was 37 years (range 19 to 62 years). The median age of 
those remaining in hospital was also 37 years but the range was from 22 to 92 years. 
The numbers within each age group are shown in Figure 2. This data suggests that 
older people were less likely to be considered for resettlement. 

Figure 2: The numbers within each age grouping 
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Age Groups 

Responsible Trust 
The bulk of people resettled were reported to be the responsibility of North and West 
Belfast Trust (29 persons; 42% of the total); followed by Ulster Community and Hospitals 
Trust (16: 24%); South and East Belfast (14: 21%) and Down Lisburn (10: 15%). 
Nonetheless the majority of people were resettled in Co. Down (see later). 

Of those in Hospital, over one third are the responsibility of North & West Belfast Trust 
(35%) and of South & East Belfast (34%) with Down Lisburn and Ulster Community and 
Hospital Trust having 16% each. These figures suggest that proportionately fewer 
people were resettled from S&E Belfast Trust. 
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Year of discharge 
Of the 68 persons; 12 ( 18%) left the Hospital in 1996; 31 ( 46%) in 1997; 15 (22%) in 
1998; 9 (13%) in 1999 and 1 (1%) in 2000. The rate of resettlements has slowed over 
the period. 

Summary 

0 Fifteen persons ( 18 % ) did not meet the criteria for inclusion in the project; either 
they had been discharged from the hospital prior to 1996; they had never been 
admitted there or had been in Hospital for less than one year. 

0 The most recent resettlements have tended to focus more on females than males; 
on people who have been in hospital for shorter times and who were under 60 
years of age. Proportionately fewer people from S&E Belfast Trust have been 
resettled. 

0 The median length of time people had been in Hospital was eight years (range 1 to 
40 years). 

D Their median age on discharge was 37 years (range 19 to 62 years). 

D Most discharges took place in 1997 and 1998 with only one in 2000. 

Where did people move to? 

Figure 3 shows the breakdown of the type of accommodation to which people were first 
located. In all, 60 (89%) people went to residential and nursing homes with only 8 (11 %) 
persons moving to ordinary housing. 

Figure 3: The type of accommodation to which patients moved 

Residential Homes 
74% 

Family 
1% 

Alone 
3% 

Accommodation 
7% 

Of the 67 placements in residential accommodation; 35 (52%) were with the private 
sector; 22 (33%) in statutory provision and only 10 (15%) with the voluntary sector. 
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Of the 60 persons who moved to residential or nursing homes; 22 moved to one, newly 

built residential home and another 7 to a new facility specifically for people with autism. 

These two facilities account for 45% of the people relocated. Three people went to each 

of four different facilities; two people to a shared house managed by a voluntary 

organisation; two to a private residential home, two to a private nursing home; two to 
aHSS Trust residential home and 15 different establishments took one person each. 

Hence people were resettled to a total of 25 different residential and nursing homes (see 

listing in Appendix 1) plus two people went into a supported living service provided by a 

HSS Trust. One person went to live with her family. 

In all 63 persons (94%) moved to accommodation that was solely for people with 

learning disabilities. Of the remaining four in residential accommodation, one went to a 

home for frail elderly; another for deaf persons with additional needs; one for persons 

with mental health needs and another for persons who are deaf/blind. 

Table 1 summarises the size of the facilities to which people moved. The range was 

from single person accommodation to a home with 72 registered places for the frail 

elderly. Overall the median size of facility was 19 places; however nursing homes had a 

median of 33 places (range 18 to 72). The largest facility for people with learning 

disabilities had 36 places; divided into four self-contained units with 9 persons in each. 

Table 1: The size of facilities to which people moved and their present placement 

Own tenancy 

Shared Housing (2/3) 

Home 6- 10 persons 

Home 11-19 persons 

Home 20-72 

Number of 
Residents placed 

(N=67) 

2 (3%) 

5 (7%) 

3 (5%) 

25 (34%) 

32 (49%) 

In all, 59 persons (87%) had their own bedroom after the move and 9 people (13%) 

shared with one other person. Over two-thirds of persons in residential accommodation 

(N=43) had rooms on the ground floor. Upstairs rooms were thought suited to all the 

people in them. Although 30 residents were reported to have a wash-basin in their 

bedroom, only four persons had ensuite toilet and shower/bath. 

Table 2 (overleaf) summarises the locations to which people moved. Just under a third 

of the placements (22 persons: 33%) were in Belfast with the majority in Co Down - 38 

(56%) and the remainder in Co Antrim (N=7: 9%) and one in Derry City. 

Re-admissions to Hospital 

Of the 68 persons, 14 (21 %) had been re-admitted to Hospital. Of these, 10 had been 

discharged again but four (6%) remain in Hospital and have been there for over 12 

months. All four had been resettled in residential homes (two statutory and two private 

homes). It is not clear as yet whether they will return to their community placement. 
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Table 2: The areas to which people moved 

Number (N=682 Percent 
Antrim 1 1.5 

Ballyclare 2 2.9 
Ballynahinch 22 32.2 

Bangor 2 2.9 
Belfast 22 32.4 

C'fergus 1 1.5 
Derry 1 1.5 

Down pa trick 10 14.7 
Holywood 1 1.5 

Lisburn 1 1.5 
N'ards 3 4.4 

Randalstown 1 1.5 
Toome 1 1.5 

Total 68 100.0 

Of the ten treatment admissions; two persons had repeat admissions of two and three 
episodes respectively (both from residential homes and with mental health problems 
only); the remaining eight had one admission episode. Significantly more of these 
people came from community settings; five of the nine people living in these settings had 
been re-admitted compared to five of the 54 people in nursing and residential homes 
(Chi Sq 18.2 p<0.01 ). Readmissions were most common for people whom key
workers reported as having both mental health problems and problems behaviours; i.e. 
six of the eight people who had one admission). 

Of people re-admitted to the Hospital all had been seen by psychiatrists at least once 
and mostly on two or more occasions in the 12 month period. Likewise all had social 
worker involvement at least once; but often on four or more occasions. Community 
nurses however were involved with just over half the people re-admitted on four or more 
occasions. It is likely that these contacts occurred both pre and post-admission. None 
of the 18 people with behavioural and/or mental health problems who were seen by 
psychologists had been re-admitted to Hospital. (Fuller details of resident's contact with 
health and social services are given later/. 

One person had been admitted in 1997; two person in 1998; six people in 1999 and five 
in 2000. Readmissions were proportionately higher among those people resettled in 
1996 and in 1999. 

The re-admission rate of 21 % is higher than the 7%-9% reported in past studies in N. 
Ireland (Donnelly et al.,1996: Donnelly et al., 1997) and the 8.4% readmission rate to a 
North of England Hospital (Seager et al, 2000). This may reflect differences in the 
needs of the people who had been resettled coupled with the availability of community 
support services. 

4 Further information on admissions to Muckamore Abbey Hospital is available in a series of reports by 
Laird, Mcconkey and Marriott, 2000). 
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Changes in Accommodation 

Of the 68 people, 59 (87%) continue to live in the place to which they moved. The 
following changes occurred: 

Now back in Hospital 4 

Moved to another residential home 3 

Moved from residential home to own tenancy 1 

Deceased* 1 

*This person died two years after moving, aged 49 years. During the data gathering 
phase another person died aged 64 years; two and half years after moving. The 
latter was included in the follow-up sample. 

Summary 

O Nearly three-quarters of people moved from the Hospital to residential homes and 
a further 15% to nursing homes. Only eight persons moved to ordinary housing. 

0 Nearly all residents had their own bedroom in a facility solely for people with 
learning disabilities. 

0 Three-fifths of the places were in Co. Down. 

0 Nine out of ten continue to live in the place to which they moved. 

O Nearly all had ongoing contact with psychiatrists and social workers and some with 
community nurses. Four of the 68 were presently back in hospital with a further 
ten people having had one or more treatment admission. The latter tended to be 
people with mental health and behaviour problems living in community settings. 
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Information Gathered at Follow-Up 

All of the resettled population - bar the person who died - were followed up during 2000; 
a total of 67 persons. Independent researchers gathered the information either through 
interview or self-completion questionnaires with four groups as shown. 

-work 
(N=64) 

re Mana 
(N=Sl) 

esiden 
(N=39 

Relatives 
(N=34) 

Resident Interviews: Of the 67 persons; 27 (40%) could not be interviewed due to 
communication problems, though on a number of occasions an interview was attempted. 
Another person refused to be interviewed. In all, 39 persons (58%) were interviewed. 

Family Questionnaires: Care managers had been asked to forward a self-completion 
questionnaires to families. However this yielded only 15 replies by mid-October. 
Telephone interviews were then conducted with a further 17 families reported by the 
residential facility as having regular or frequent contact with their relative plus one face
to-face interview with a family carer who looked after her relative at home. The total of 
34 relatives represents 58% of all known relatives and 69% of those relatives reported to 
have regular contact with the residents. 

In total, information was obtained from either the person or their relatives for 56 of 
the 67 (84%) people in the resettlement population. Moreover proportionately 
more relatives of highly dependent people commented while it was clients of 
lower dependency who were interviewed. 

Key Workers: For 66 people in some form of supported accommodation, information 
was obtained from key-workers for 64 persons (97%) but not for two persons presently 
living in Muckamore Abbey Hospital. However not all the questions were answered; 
hence the number of respondents may vary and this is noted in the results section. 

Care Managers: All the placements of people in non-statutory services are care
managed. Self-completed questionnaires were sent out to the care-managers in the 
four Community trusts for 67 clients and replies were received for 51 persons (76%). 

Comment 

Although information was obtained from one of the four sources for everyone; there 
were only 14 persons (21 %) for whom all four informants provided information. The 
ideal would have been to have the same data set for all people in the identified 
population but this was not possible for the reasons given. Hence some caution needs 
to be exercised in drawing comparisons among the four groups of respondents as they 
will not always reflect the same residents. 
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Present Characteristics of the people who moved 

Overview 

This section describes the people who were resettled in terms of their additional 
disabilities, social competence, physical health needs, mental health problems and 
challenging behaviours. Details are given of the day services they receive and their 
contacts with health and social service professionals. 

18 

(NB Information in this section is based on key-worker's or family carer's assessment of 
residents at present. This data was not available for three people presently living in Muckamore 

Abbey Hospital and the one who is deceased) 

Of the 64 persons, 62 (97%) were single; one was married and another widowed. 

Three people (5%) were reported to have Down Syndrome; seven (11 %) had a 
diagnosis of autism and one (2%) had cerebral palsy. 

Additional Disabilities: 
Of the 64 persons on whom information was available; 

0 One had partial sight and another was blind for all practical purposes. 
0 Four persons (6%) had partial hearing and two (3%) were deaf for all practical 

purposes. 
0 Six people (9%) were unable to walk alone. 
0 Seven people (11 %) had difficulty using their hands. 

Social Competence 
The Index of Social Competence (Mcconkey and Walsh, 1982) was completed by key
workers for each resident. Figure 4 shows the mean dependency scores for residents 
in the three types of accommodation. This is done in terms of communication; their 
personal care skills and community skills of reading, writing, telling the time and money. 

20 
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Figure 4: Mean scores on three social competence measures for 

residents in three types of accommodation 

(NB Higher scores indicate higher dependency) 
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Not surprisingly those resident in nursing homes tended to be the more dependent in all 
three areas (p<0.05). (The mean score for 260 people with learning disabilities 
attending day centres in Belfast is also shown.) 

Residents could be grouped into those were low dependency5 in all three domains; 
those with high dependency6 in all three domains and those with a mixed profile, namely 
high dependency in some domains and low in others. Table 3 shows the distribution of 
these groups across the different type of accommodation. Residential homes have 
people of diverse abilities whereas Nursing Homes tend to have higher dependent 
residents and community placements, the less dependent (Chi Sq 11.3 p<0.05). 

Table 3: The numbers and percentages of people in the three dependency groups 
by types of residential accommodation. 

Accommodation Low dependency Mixed High Dependency 
Dependency__ 

Nursing home (N=11) 0 3 (27%) 8 (73%) 
Residential Home (N=44) 17 (39%) 15 (34%) 12 (27%) 
Community (N=9) 5 (56%) 2 (22%) 2 (22%) 
Total 22 (34%) 20 (31%) 22 (34%) 

Those who were rated as high dependency had spent a significantly longer time in 
hospital (median 20.5 years) compared to those in the other two groups (median 7.0 
years) (F=8.6 p<0.001 ). 

Epilepsy 
Five persons (8%) had recurring fits and a further 17 (27%) had a history of epilepsy for 
which medication was taken but they had no fits at present. 

Health Needs 
Table 4 summarises the number of residents who had experienced the health problems 
listed in the last 12 months. In all 20 residents did not have health problems whereas 
20 people had one problem; 14 had two problems and 7 had three or more health 
problems. Surprisingly residents in nursing homes had no more health problems than 
people living in other settings nor did those who were older compared to younger 
people. However those people with mental health problems (see below) also tended to 
have more physical health problems (mean 1.5 versus 0.91: F= 4.3 p<0.05). 

In all 24 persons (37%) were considered by the key-workers to be of average weight; 
with 7 persons ( 11 %) underweight, 25 persons (39%) overweight and 6 (9%) obese. 

In all 13 people were reported to smoke (six people less than 1 0 cigarettes per day and 
7 people smoking between 10 and 20 per day) and with four persons this was 
considered to a problem. With three persons their use of alcohol was also considered a 
problem. 

5 Typically they are able to communicate through speech and to understand instructions; able to look after 

their personal care needs and with basic reading, writing and numerical skills. 

6 Typically poor communication skills; dependent on others for their self-care and unable to read and write 

with little or no understanding of numbers. 
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Table 4: The number of people with different health problems 

Health Problem* 
Constipation 

Persistent skin trouble 
Recurring stomach problems 

Obesity 
Persistent foot problems 

Eye Problems 
Piles 

Bronchitis 
Sciatica, Lumbago etc. 

Asthma 
Heart Problems 

Trouble with teeth/gums 
High blood pressure 

Number 
18 
17 
8 
5 
3 
4 
3 
3 
2 
4 
2 
2 
1 

Percent 
28 
26 
12 
8 
5 
6 
5 
5 
3 
6 
3 
3 
2 

20 

* Nobody was reported to have problems with arthritis, varicose veins, diabetes or strokes. 

Five persons (6%) had been admitted to a general hospital as a result of an accident or 

injury since coming to the residence. 

Mental Health 
In all 27 people (40%) were considered to have a mental health problem. Table 5 lists 

the types of problems reported by the key-workers. This proportion is higher than that 

reported in English studies (e.g. Emerson et al, 2000) and probably reflects the role that 

Muckamore Abbey Hospital plays in treating people with mild or borderline learning 

disabilities who have mental health problems (Laird et al, 2000). 

Table 5: The frequency of mental health problems (N=64) 
Mental Health Problem N (%) 

Depression 15 (23%) 
Anxiety 7 (11 %) 

Schizophrenia 5 (8%) 
Maniac depression 4 (6%) 

Personality disorder 2 (3%) 
Organic psychosis 1 (2%) 

Alcohol abuse 1 (2%) 

Although more people with mental health problems tended to live in community settings 

rather than residential and nursing homes, the differences were not significant. 

Problem behaviours 
In all, 32 persons (50%) were reported to engage in one or more of the behaviours listed 

in Table to a moderately serious or sievere degree. One half of these people (16) were 

also reported to have mental health problems. 

Proportionately more of these people tended to be resident in community settings (6 out 

of eight persons had problem behaviours) and residential homes (48% had problem 

behaviours) than in nursing homes ( 2 of 10 had problem behaviours). 
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As Table 6 shows, the most frequently occurring behaviours were aggression to others, 

self-injurious behaviours and depression. 

In all, six persons (9%) show three of these behaviours; 15 persons (23%) show two of 

them and 11 persons (17%) show one of the behaviours. 

Table 6: Problem behaviours that are rated as being moderately serious or severe 
at present (n=64) 

Problem behaviour 

Aggressive to others 
Self-injurious behaviour 

Depressed/lethargic/moody 
Destructive of property 

Overactive/restless 
Odd/stereotyped behaviour 

Inappropriate sexual behaviour in public 

Number showing 
Behaviour (%) 

15 (23%) 
11(17%) 
11 (17%) 
8 (13%) 
7 (11 %) 
6 (9%) 
3 (5%) 

With 24 of the 32 persons reported to have moderate and severe problem behaviours; 

they usually take the form of brief episodes but with six persons these are sustained or 

prolonged episodes. (No information on intensity was given for two people). 

For ten people the behavioural episodes occur one or more times a day; for 13 persons 

they occur once or more a week and with eight persons it is less often. (No information 

on frequency was given for one person). 

Half of the people (16 of 32) with problem behaviours were reported to have a treatment 

plan to prevent or reduce the person's behaviours. These were all in residential homes. 

These took the form of behaviour management programmes (N=6), token/incentive 

awards (N=5), TEACCH (N=3) and care planning (N=2). 

The most immediate response to the behaviour took the form of diversional activities (7) 

along with de-escalation and redirection techniques (3). However physical restraint was 

usually used with one person and sometimes with four others and rarely with another 

seven. Sedation was used with one person; sometimes with one person and rarely with 

five others. Arm splints were usually used with one person. All of the above were done 

within the context of a treatment plan. 

Past behaviours 
Keyworkers noted that 53 persons (83%) had shown problem behaviours in the past and 

for 44 persons (69%) these were rated as serious or very serious. The most commonly 

mentioned were physical and verbal aggression (33 persons) self-injury (18 persons) 

and destructive of property (8). Other problem behaviours were inappropriate sexual 

behaviours (6), inappropriate speech (5), hyperactivity (4) and withdrawn (3). Table 7 

contrasts past and present behaviours. 

Although the numbers of people showing problem behaviours has dropped, the 

reduction is most marked among those whose behaviours were not very serious; less 

with those who showed serious behaviours and least among those with very serious 

behaviours (Chi Sq 7.4 p<0.05). Similar decreases in problems behaviours have been 
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reported in previous studies (e.g. Donnelly et al, 1996) although not in others (Srivasta 

and Cooke, 2000). 

Table 7: The numbers and percentages of people who showed problem 
behaviours in the past and at present (N=SO) 

In past - not very In past - serious In past - very 
serious behaviour behaviour problem serious problem 

No behaviour 5 (83%) 14 (42%) 2(17%) 

problems at present 
One or more 1 (17%) 18(58%) 10 (83%) 

behaviour problems 
Total 6 32 12 

Day Services 
In all, 57 people (88%) were reported to attend day services. These were mainly 

provided by the local HSS Trust (19 persons), provided in the residence (18 persons), 

provided by the residence but in a separate building (8 persons) or by a voluntary 

agency (12 persons). 

However those resident in nursing homes were most likely to attend a day service in or 

adjacent to their residence with only one person (9%) attending a day centre provided by 

the Trust. By contrast half of those in residential homes and all but one (88%) in 

community settings attended day services away from the residence. 

Health Services 
All residents were reported to be registered with a local GP and 51 (76%) persons were 

reported to have a health check during the past year. In addition, 36 people (55%) were 

reported to have had a positive health screen in the past two years. 

The professionals most frequently seen by the residents in the last 12 months are noted 

in Table 8. Only one person had not seen their GP. Residents in nursing homes (45%) 

and residential homes (44%) were more likely to see their doctor on six or more 

occasions compared to none of the people in community settings (Chi Sq 27.9 p<0.01 ). 

However those with reported physical health problems were no more likely to see their 

GP than those with no reported health problems. 

Table 8: The number of residents who had seen the professionals listed in the 
last 12 months (n=65 ) 

Professional 
Doctor 
Dentist 

Social Worker 
Psychiatrist 

Optician 
Psychologist 

Comm. Nurse 

Not at all 
1 
4 
7 
10 
29 
33 
38 

Once 
8 
18 
12 
10 
18 
4 
2 

Two/three 
14 
29 
10 
12 
3 
5 
4 

Four and more 
37 
8 

28 
22 
1 
9 
10 

Not known 
0 
6 
8 
11 
14 
14 
15 
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Psychiatrists and community nurses were significantly more likely to have contact with 
residents in community settings and in residential homes than they were with people in 
nursing homes. Psychologists had contact only with people living in residential homes. 

People with epilepsy, mental health problems and challenging behaviours were no more 
likely to see any of the professionals listed; especially psychiatrists, psychologists and 
community nurses than those without these problems. However those with challenging 
behaviours tended to be seen more frequently by psychiatrists and community nurses. 

In addition, certain residents saw the following professionals one or more times: 
dietician (5), speech and language therapist (4), occupational therapist (4), district nurse 
(3), physiotherapist (3), podiatrist (3) and audiologist (1 ). 

In all 11 people had seen a medical specialist at a hospital and 7 had seen a surgical 
specialist. 

A total of 17 people had seen a music therapist, 13 an art therapist and 5 an 
aromatherapist; mostly provided in the residence as part of their day activity programme. 

A total of 52 persons were taking regular medications; three for hay fever; laxatives and 
ear drops while the remaining 49 persons had various specialised medicines including 
anti-convulsants, anti-depressants, hypnotics, mood stabilisers, anti-psychotic and anti
cholinergics. Others were prescribed cardiovascular and endocrine drugs. Each 
person was reported to have a mean of 4 drugs prescribed (range 1 to 8). Medical 
advisers noted that these drug regimes need to reviewed at least annually by GPs or 
consultant psychiatrists; and in the case of some, every three months. 

Summary 

D One third of the resettled population were rated as low dependency in personal 
care; another third as high dependency and a third had a mixed profile. As a group 
they appear to be less competent in personal care than previous resettlement 
populations studied in N. Ireland. 

D Residential homes served the widest range of clients in terms of dependency levels 
whereas nursing homes had more dependent people and community houses less 
dependent people. 

D Epilepsy was the most common additional disability with nearly one third of persons 
affected by it. A small number were rated as immobile; visually or hearing impaired. 

D Around half the people were judged as having challenging behaviours that staff 
rated as moderately serious or severe; mainly aggression to others and to self. 

D Two in five people (40%) were reported to have a mental health problem of which 
depression was the most common. 

D For 21 people, staff considered that their behaviour problem had improved since the 
move. 

D All were registered with local GPs and most had a Healthcheck in the past 12 
months. The most commonly occurring health problems were constipation and 
persistent skin trouble. 

D The majority of residents were reported to have seen their GP, a dentist, social 
worker, psychiatrist and optician in the past 12 months. 

D Over three-quarters took regular medications with a mean of four drugs prescribed 
for each person. 
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Views of people with learning disabilities 
Overview 

24 

This section reports the views of people who had been resettled in terms of what they 
like and do not like about their present residence compared to the Hospital; their feelings 
about moving from hospital; their friendships and the activities they are involved in. 

Sample 
Interviews were undertaken with 39 persons who had been resettled; 58% of the 
available population. A Discriminant analysis7 contrasting those people who had been 
interviewed with those who had not, yielded only one significant discriminating variable, 
namely dependency level. Interviews were done with 96% of people rated by key
workers as having low dependency; with 60% of people rated as 'mixed dependency 
and with 18% of those with rated as high dependency (Chi Sq 27.0 p<0.001). 

Present residence 
Of those interviewed, 27 were living in residential homes; 5 in shared housing; 4 in 
nursing homes; 2 had their own tenancies and 1 lived with her family. All of the 
residents in the nursing homes and supported accommodation named at least one thing 
they liked about their present residence as did 26 of the 27 people in residential homes. 
These are listed in Table 9. 

Table 9: What the people with learning disabilities like about their present 
residence and Muckamore Abbey Hospital (N=39) 

(NB The same person could state more than one thing they liked) 

Likes about e_resent residence N Likes about e_resent residence N 
Friends 7 Smallness 1 
Outings 6 Multi-sensory room 1 
Staff 4 Boyfriend nearby 1 
Food 6 Family here with me 1 
Like it 4 Nothing to like 1 
Quietness 3 
Independence 3 Liked about 
Freedom 4 Muckamore Abbey Hospital N 
Community facilities 2 Friends 8 
Co-residents 2 Staff 4 
Own TV 2 Good/alright 3 
Music 2 Disco/dances 3 
Privacy 2 Picnics/BBQs 1 
Surroundings 1 Plays/concerts 1 
Building 1 Working in gardens 1 
Clothes 1 Food 1 
Downpatrick town 1 Felt better there 1 
Near home 1 Quiet 1 
Go to work 1 Nothing to like 16 
Social skills 9roup 1 No mentions 5 

7 The variables entered into the analysis were age, gender, length of stay in hospital, dependency level, 
number of problem behaviours and mental health problems. 
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However eight people commented on things they did not like about their residential 

home; as did two people living in Nursing homes and two in supported accommodation 

Their views are listed in Table 10. 

People were asked in another part of the interview to state what they had liked and not 
liked about living in the Hospital. As the tables show, people seem to prefer their 
present place of abode given the diversity of comments about what they like and the 

fewer dislikes that are stated. 

Table 10: What the people with learning disabilities do NOT like about their 
present residence and did NOT like Muckamore Abbey Hospital 

(NB The same person could state more than one thing they disliked) 

Dislikes for present residence N 
Staff 2 
Noisy 1 
Afraid of another resident 1 
Afraid at night-time 1 
Laundry 1 
Bored at work 1 
Visitors in and out 1 
Money not good 1 
Lonely 1 
Travelling to centre 1 
Don't go to Gateway Club 1 
Nothing disliked 25 

Disliked about Muckamore Abbey Hospital 
Didn't like any of it 
Food 
Hassled by others 
Not getting out 
Missing family/friends 
Shared dorms 
No freedom 
Staff 
People stealing things 
Room 
Throwing chairs 
Noisy 
Too big 
Afraid of dark 
Lonesome 
No money or cigarettes 
Everything about it 
Nothing to dislike 
No mentions 

N 
5 
5 
4 
4 
3 
3 
2 
2 
1 
1 
1 
1 
1 
1 
1 
1 
1 
5 
7 

People living in residential settings (38) were asked specifically what they thought about 

the staff and co-residents at their present place and at the Hospital. In all, 30 persons 

(79%) liked the staff in their present residence with the other eight persons (21 %) stating 

they liked some and not others. Comparable figures for the Hospital were 58% liking the 

staff and 11 % liking some and not others. However eight persons (21 %) did not like any 

of the Hospital staff and four persons made no comment. 

A similar pattern held for co-residents. In all 71 % people stated they liked the people 

they presently live with; three (8%) liked some and not others and two did not like any 
(5%) (Six people made no comment.) At the Hospital, 47% liked their co-residents; 24% 

liked some and not others and four people (11 %) did not like any of them (seven people 
did not comment.) 

When asked if they felt safe and secure in the two places; more answered yes for their 

present residence (87%) compared to the Hospital (70% ). The former included all the 

people living in shared housing and own tenancies. Reasons for feeling not safe at 
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present were being scared of other residents; living in an area that is not safe and being 
frightened at night. Another commented that he "used to be afraid; it took a while to get 
used to the new place". 

Move from the Hospital 
Around two-thirds of people reported that they had requested a move from the hospital. 
Of the 36 persons answering the question, 33 (92%) said they were happy to move; two 
people did not want to move at first but they came round to the idea and another was not 
really bothered. Twelve went on to give a reason; five stating they did not like the 
Hospital, two to get 'freedom'; two because the other residents 'get you down'; one to 
be nearer his sister and one felt it was 'time to move to a different place'. One person 
who did not want to move said it was because she was happy in the Hospital and the 
other commented: "I didn't want to move at first because I was afraid but I'm glad I did 
make the move". 

In all, 33 persons (85%) said they were glad they had left the hospital; 2 (5%)were not 
glad and 4 did not comment. However, six people (15%) said they felt like moving back 
to the hospital and another four persons ( 10%) felt like this sometimes. (However only 
one person expressed a wish to move back to the Hospital when asked about their 
wishes for the future.) 

Over two-thirds (27 persons:69%) did not feel like moving back. Equally a total of 31 
people (80%) reported they were happier since leaving the hospital; two (5%) were 
unsure and three (8%) were not happier (all three were living in residential homes). 

When asked if they missed anything about the Hospital; 11 persons (28%) made no 
comment and 14 (36%) said 'nothing'. The remaining 14 (36%) mentioned missing 
friends (N=8); staff (4); activities, such as discos (3) and the grounds (3). In all, 7 
persons (18%) mentioned things they did at the Hospital that they could not do now. 
These included going to dances; into Antrim town; ten-pin bowling; gardening and the 
town parade. However most people (82%) could not think anything they were not now 
able to do. 

Finally some people commented: 

If I had to go back (to the Hospital) for a while it would not bother me - I know I would 
be coming back to (residence) 

I love living here (in new house). 

I would love for my friends (at Hospital) to come and live here. 

I thought I would be happier and I am not really 

A lady who had been readmitted to the Hospital said: 

I miss (residence) - I want to go back. I loved it there. 

Present Living arrangements 
All but one person reported having their own bedroom. All reported that they had their 
own personal possessions and 32 reported that a weekly amount was given to them for 
pocket money. Nearly all (34) were able to buy their own clothes; 26 reported having 
their own bank/post office account and 23 a choice of meals. (The proportions were 
higher for people in shared/supported housing than for residential homes). 
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Friendships 
Over half the people (21) reported having friends but less than a quarter (9 people) 
reported having friends outside of the residence; eight of these lived in residential homes 
and one person in a nursing home. In addition two people living in a shared house had 
a befriender recruited by the service agency who took them to the cinema and similar 
outings. However 12 people said they had no friends and five made no comment. 

Activities 
All mentioned a range of activities they did during the day. Attendance at a day centre 
was the most commonly mentioned (23 people) but people also went to College (N=5) 
Vocational Training (2) and did jobs around the residence (2). One person was on work 
experience but no one had paid employment. 

A wide range of leisure pursuits were mentioned when asked what they did at evenings 
and at weekends. In the evenings; watching television (25) and listening to music (15) 
were the most popular pursuits. In all 19 people mentioned only home-based activities. 
Among the out-of-home pursuits were going to the pub/cafe (7) cinema (3) walking (3) 
watching football (2) shopping (2) and using a health club (1 ). 

Weekend pursuits were more varied. In all 34 people (87%) mentioned one or more 
activities that took them out of the house. These are listed in Table 11. 

Table 11: The number of people involved in weekend leisure pursuits 

Activity 

Going to the pub 
Shopping 

Visiting relatives 
Cinema 

Walks 
Outings in car 

Meals out 
Watching football 

Visitors to the house 
Church 

Visiting girlfriend/boyfriend 
Bowling 

Social Clubs 

Number 
mentioning 

12 
9 
6 
6 
5 
4 
2 
2 
2 
2 
2 
2 
1 

In addition 26 people (67%) reported having been on holiday during the past 12 months. 

People were also asked if they had done the activities listed in Table 12. Overall the 
mean number was 8.4 activities with a tendency for more to be reported for people living 
in residential homes (mean 9.3) than for shared/supported housing (7 .6) and nursing 
homes (4.5). 
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Table 12: The number of people who have engaged in the activities listed (n=39) 

Their health 

Activity 
Been shopping 
Been to a cafe 

Been to a hairdresser 
Been to the pub 

Had trips out with family or friends 
Been to the cinema 

Been on the bus 
Been to a play or concert 

Had family or friends round for a meal 
Been to a Social club 

Been on an overnight stay 
Been to their bank 

Been to a place of religious worship 
Been to a sports event 

Had guests to stay 

Number of residents 
32 
32 
26 
23 
23 
23 
21 
20 
19 
17 
15 
16 
14 
11 
1 

Most of people (91 % ) stated they are keeping well at the moment. However over one
third (34%) mentioned that they had been sick since moving to the home. This was 
mainly flu-like illnesses although one person reported having leukaemia and another had 
treatment for pressure sores on the feet. 

Summary 
Although the findings in this section were obtained from over half of the people who 
had been resettled; they may or may not apply to the other people who were not able 
or willing to express an opinion. 

0 People mentioned more things that they liked about their present residence than 
they named about the Hospital and they had fewer dislikes than for the Hospital. 

0 Nearly all were happy to have moved. Only one person said they had not wanted 
to move from the hospital and another wished they could move back there. 

0 Nearly all the people had some form of day activity programme and most reported 
a variety of evening and weekend activities both in and outside of the residence. 

0 Half the people interviewed reported having friends with one quarter having friends 
from outside the residence. 

0 Nearly all reported as being in good health. 
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Views of Relatives 

Overview 

Relatives were asked to comment on their reactions to the move from hospital and to 
give their views on their relative's present residence. 

Sample 

29 

Of the 68 persons in the resettlement population; six had no known relatives or no 

contact with any relative. For a further three it was deemed inadvisable to make contact 

with the family. Care managers were asked to forward self-completion questionnaires to 

relatives of the 59 remaining residents. 

In all 16 completed questionnaires were returned. Telephone interviews were then 
carried out by research staff with 17 families who were recorded as having regular or 
frequent contact with their relative plus research staff interviewed one family carer who 

was looking after their relative at home; a total of 34 informants. This represents 58% 

of all known relatives and 69% of relatives reported to have regular contact with the 
residents. The main reason for non-responses was a lack of telephone at home; wrong 

phone numbers; no recent addresses or a failure to respond to the questionnaire. 

A Discriminant analysis8 was undertaken to examine possible differences among the 
relatives who were contacted with those we were unable to contact. This yielded only 
one significant discriminating variable, namely length of time the person had been in 
hospital. The people whose relative had been contacted had been in hospital for a 
significantly longer time than those whose relatives were not contacted (mean 15 years 
v's 9.9 years: F=4.0 p<0.05). These also tended to be people who were classed as 
high dependency. 

Hence the information from relatives complements the interviews undertaken with 
the people themselves as these tended to be those with lower dependency needs. 

Reactions to the move from the Hospital 
In all 21 families (62%) said they were happy to consider a move from the hospital. 
Some commented as follows: 

I realised he wasn't happy at Muckamore 

Very unhappy with Muckamore 

The Hospital was far away- (mother) ill travelling so much 

He was not getting educated or any activities at Muckamore; used to copy bad 
behaviours of other patients 

Nine families (26%) were unhappy with the prospect of the move. 

N. was happy and settled there 

I was unsure how he would adapt to move as he had been so many years at 
Muckamore Abbey Hospital. 

8 The variables entered into the analysis were age, gender, present residence, length of stay in hospital, 

dependency level, number of problem behaviours and mental health problems. 
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He had been in Muckamore for so long: we felt he was too aggressive to move out. 

Four relatives (12%) had no strong views either way. One mother commented: 

I felt a bit torn - pleased with the Hospital but assured the move would be good for 
N. 

30 

All but five families (N=29: 85%) said they had been satisfied with their involvement in 
planning the move and one third (12: 35%) reported that they had been offered 
alternative placements. 

Present Placement 
In all 28 families (82%) felt the placement was very well suited to their relative's needs; 5 
(15%) that it was reasonably well suited and one (3%) that it was not suitable and felt 
that the person needed to move but no reasons were given. 

Also 28 families (82%) rated the service very much better than the hospital; three (9%) 
as much the same and no-one said it was worse. (Three families did not comment). 

The things which two or more families mentioned as liking best about the present 
residence are listed in Table 13. Two families were unable to comment, as they did not 
visit their relative in the residence. 

Table 13: Features of present accommodation that families liked 

Features liked Number of mentions (N=33) 

Staff - friendly; efficient, more of them 19 
Modern building 13 

Atmosphere of place; homeliness 12 
Own room 10 

Day Care/activities provided 6 
Relative is happier there 6 

More freedom and independence 5 
Close by relative's home 4 

Friends and social life 4 
Good food 3 

Outings provided 2 
Clean and hygienic 2 

Treated as a person/individual attention 2 

Families appear to judge the facility mainly in terms of the staff; its homeliness and 
standard of accommodation and their relative having a room of their own. Relatives 
also mentioned other things they liked; including the residence being near shops and 
facilities; having an all female unit and their relative being with people who could talk. 

Fifteen (45%) of the 33 relatives mentioned one or more things they would like to see 
improved. These are listed in Table 14. 

Individual relatives noted a variety of other improvements. These included more privacy 
on visits to the residence; relative having own room; forming a parent's group; reviews 
being held; medical check-ups; speech and language therapy; more socialising; relative 
having a job; moving to more independent living; improved personal hygiene and 
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appearance; receiving payment for work done in day centre and receiving training in 

independence. 

Table 14: Improvements suggested by relatives in present residence 

Improvements wanted Number mentioning (N=15) 

More activities 5 
More information from staff 3 

More staff 2 
Less turn-over of staff 2 
Closer to family home 2 

More space to move around 2 

Relatives were asked to rate the residence in terms of the features listed in Table 15. 

These seem to indicate a high level of satisfaction with the current residence. The two 

people reported by relatives to be unhappy with their present placement had also stated 

this themselves (see earlier). One lived in a statutory residential home and another in a 

shared house in the community. 

Table 15: The number and percentage rating features of the residences 

Feature Yes Unsure No 

We find staff there helpful 33 (97%) 1 (3%) 

We are involved in making decisions about relative 31 (91 %) 2 (6%) 1 (3%) 
Our relative is happy there 32 (94%) 2 (6%) 

We are kept well informed about what is going on 30 (91%) 3 (9%) 
We are happy with our relative's current service 29 (88%) 3 (9%) 1 (3%) 

We have contact with relative as often as we like 29 (85%) 2 (6%) 3 (9%) 

Likewise relatives were asked to say whether the statements listed in Table 16 were true 

for their relative's current service. 

Table 16: The number and percentage of relatives rating the service 
(NB Some families did not answer all the questions) 

Feature 
Seem happy and content where they are living 

They look well dressed and healthy 
Relationships with relatives are maintained 

Regular day time activities are provided 
They enjoy a busy and enjoyable life 

They have an active and healthy lifestyle 
Appropriate emotional support available to them 

Protected from exploitation and abuse 
Residents have choice on day-to-day matters 

True 
32 (97%) 
32 (97%) 
27 (82%) 
27 (87%) 
27 (87%) 
27 (84%) 
26 (84%) 
26 (84%) 
22 (71%) 

Not sure 
1 (3%) 

6 (18%) 
4 (13%) 
4 (13%) 
5 (16%) 
5 (17%) 
4 (13%) 
8 (26%) 

Not true 

1 (3%) 

1 (3%) 
1 (3%) 

These results also suggest that the families have few concerns about the present 

residences. 

Most families made further comments; a selection follows . 
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This home has been the best my brother has had. He seems happy, he is more 
talkative than when he was in Muckamore. 

My relative has lived in present situation for 18 months and there has been a vast 
improvement in her attitude and her general well being. 

When I have Susan out she always comments that she wants to go home to 
(residence). So she must be happy enough when she calls it her home. 

32 

In comparison to Muckamore we are ve,y happy with the current placement but there 
are some aspects we would to see improved. Our daughter does seem happy. She 
has complex needs but the staff are ve,y tolerant when she is going through a 
difficult phase 

N has improved dramatically since his transferral, both physically and mentally due in 
part I feel to a much more caring environment. Any negative happenings have been 
due to a lack of staff. 

Pity there is not more places like (residence). The Board was completely unhelpful 
about the provision of a new place that N could move to. I had to locate somewhere 
myself. I took on the system and won. 

The weekends need to be planned to have more activities, such as exercise. The 
staff changeover is too high. There are too many people in the building and it is quite 
institutionalised. 

When people go into a home the parents are sometimes not thought of. The whole 
family changes. Social workers get less involved once the person is admitted. 
Parents need more information. 

Comment 

Emerson et al (2000) note that parents often are very satisfied with existing services be 
it hospital or community-based services. However they state: "longitudinal studies have 
repeatedly demonstrated that, following their relative's move to community-based 
services, relatives rate these services highly and, in retrospect, tend to express 
preference for the new arrangements." (p.112). 

Summary 

□ Although a majority of families welcomed the move from the Hospital; a significant 
minority (26%) had been unhappy at the prospect of the move. 

□ After the move all families felt the residence was at least equivalent to the Hospital 
with over four out of five families rating it as much better than the Hospital. 

□ Only one third of families reported that they had been offered an alternative to the 
present placement. 

□ The features families liked best about the present residence were the staff; the 
homely atmosphere; the buildings and their relative having their own room. 

□ The aspects they felt required improvement were more activities for the residents; 
better communication with staff; having more staff available and less staff turn-over. 
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The Views of the Key-Workers 

Overview 

33 

The key-workers for each of the people resettled gave their opinion on the suitability of 
the present placement and they provided information on the care practices followed with 
the client; the choices they could make; their social contacts and the leisure pursuits 
they engaged in. 

Sample 

Information was obtained from the key-workers of 64 of the 67 people followed-up (96%) 
but not for two persons presently resident in Muckamore and the person living with her 
family. 

Present residence 
Key-workers rated 48 persons (80%) as being 'very well suited' to their present 
placement and a further 11 persons as being 'reasonably well suited' . Only one person 
was rated as being not suited to their present placement; a residential home. (Four key
workers did not answer this question.) However a higher proportion of people in 
nursing and residential homes (87%) were rated as 'very well suited' compared to those 
in community housing (38%) (Chi Sq 12.0 p<0.05). 

The reasons given for placements being well suited centred around the service meeting 
the client's needs; they were happy and content, and their behaviour had improved. 
Comments linked with 'reasonably suited' tended to mention the person being too able 
for the group they lived with (2) being closer to their family (2) having a more structured 
routine (2) and not suited to the other tenants (2). 

Key-workers were asked to note what sort of placement would be needed for the person 
if the present arrangements were no longer available. Different arrangements were 
noted for 13 persons (20%). These included: 

Number mentioning 
Smaller community based house 4 
Own accommodation with support 2 
Sheltered accommodation 1 
Higher staffing 1 
Nursing Care required 1 
Challenging Behaviour Unit 1 
24 care required 1 
Community house with space 1 

These suggestions may be indicative of changes in the person's needs since moving to 
their present placement or it may indicate a placement that was not available when the 
person left the hospital. 

Care Practices 
All the residents were reported to have a care plan drawn up for them and this had been 
reviewed during the past 12 months for all but two persons. Likewise a review had 
been held for the person during the past 12 months and 38 persons (59%) had attended 
their review. With 52 persons (81 %) a weekly activity planner had been drawn up. This 
was more often the case for those in residential homes (91 % of these residents) 
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compared to nursing homes (55%) and community residences (62%) (Chi Sq 10.1 p < 
0.05). 

The extent of choices that residents could make was assessed using a 24-item scale. 
For each choice, the key-worker selected one of four options; namely resident has the 
final say (unless clearly inappropriate or dangerous); regular choice given but final say 
does not rest with the person; occasional choice offered and no choice available. 

The choices that most residents were reported to have the final say were: 
Number mentioning 

Clothes worn each day 45 
Lejsure activities take part in home 45 
Choice of Personal possessions 42 
Haircut 40 
Time go to bed 38 
Time spent in bath/shower 37 
Clothes purchase 35 
Content of evening meal 35 
Day-time activities 32 

The choices they were least likely to have the final say in were: 
Number mentioning 

Firing of unsuitable staff 
Recruitment of staff 
Staff performance review 
Who they live with 
Keeping pets 
Where they live 
Moving home in the future 
Involvement with friend of opposite sex 

0 
1 
1 
7 
8 
9 
10 
15 

34 

There was a tendency for residents in nursing homes to have fewer choices in which 
they had the final say (mean 8.6 choices) compared to those in residential homes (mean 
11.0) and in community settings (mean 16.6). (F=3.36 p<0.05). 

When asked to give a reason for why choice might be limited for the residents; the most 
common reasons were: 

Poor communication 
Challenging behaviour 
Resident would make inappropriate choices 
Not motivated to make choice 
Family make choices 
Guardianship Order/Detained patient 
Other residents restrict choice 
Building restricts choice 
Availability of staff 
Inappropriate sexual advances 

Number mentioning 
14 
13 
5 
3 
3 
2 
1 
1 
1 
1 
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Social Contacts 
Tables 17 and 18 list the residents' contact with family and friends outside of the 

residence. Over two-thirds have regular (once a month) or frequent contact (at least 

fortnightly) with relatives. Contact with the family takes the form mainly of visits to 

relative's home and overnight/weekend stays (17 people); telephone calls (11 people); 

relatives visiting the residence (7) and taking the person on outings from the residence 

(7 persons). 

By contrast, contact with friends outside of the residence is very much less with only 14 

people (21 %) having regular or frequent contact. However this includes contact with 

people from the day centres. Only five people were reported to meet their friends away 

from the centres; through visits to the residence (4) or going out with them socially (2) or 

for shopping (1 ). 

Table 17: The number and percentage of residents having contact with relatives 
(n=65) 

Frequency of contact 
Frequent contact 
Regular contact 

Occasional contact 
Known relatives but no contact 

No known relatives 
No answer given 

Number of residents 
26 
19 
11 
3 
3 
3 

Percent 
40 
29 
17 
5 
5 
5 

Table 18: The number and percentage of residents having contact with friends 
outside of the residence (n=65) 

Frequency of contact 
Frequent contact 
Regular contact 

Occasional contact 
Has friends but no contact 

No known friends 
No answer given 

Number 
8 
6 
1 
5 

39 
6 

Percent 
12 
9 
2 
7 

57 
9 

In addition, 11 people were said to have visited friends at the Hospital and 4 to have had 

friends from the Hospital come to visit them. 

Leisure Pursuits 
For each resident, the key-workers were asked to note if they had taken part in the 

activities listed in Table 19 within the past four weeks. Items marked with an asterisk 

may include services provided by the residential facility rather than in community 

settings. 

Overall, the mean number of activities was 5.6 However people living in nursing homes 

had a significantly lower mean score (3.1 activities) than those in residential (mean 

score 5.8) or community homes (7.4 activities) (F=6.1 p<0.01 ). A similar pattern was 

reported by Emerson et al (2000) when comparing people living in residential campus 

settings and those living in dispersed community housing. 
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Table 19: The number of people who have engaged in the activities listed (n=65) 

Activity 
Been shopping 

Been on the bus* 
Been to a cafe 

Been to a hairdresser* 
Had trips out with family or friends 

Been to the pub 
Been on an overnight stay 

Been to their bank 
Been to the cinema 

Been to a place of religious worship 
Been to a Social club 

Been to a play or concert 
Had family or friends round for a meal 

Been to a sports event 
Had guests to stay 

Number of residents 
51 
39 
39 
38 
37 
37 
16 
19 
18 
14 
13 
11 
6 
6 
0 

Percent 
79 
60 
60 
59 
57 
57 
25 
29 
28 
22 
20 
17 
9 
9 
0 

Keyworkers also noted for 32 people, one or more leisure pursuits that people did with 

their co-residents who were friends. These are summarised in Table 20. However only 

14 people were noted to take part in activities outside of the home. 

Table 20: The number of people who have engaged in the activities listed with 
friends (n=32) 

Activity 
Chatting together 
Going to the pub 

Listening to music 
Shopping 

Outings in car/bus 
Cinema 

Meals out 
Walks 

Social outings 
Social Clubs 

Bowling 
Playing games 
Singing songs 

Number mentioning 
10 
7 
6 
6 
7 
4 
3 
3 
3 
3 
3 
2 
1 

In all, 27 people (42%) were reported to have had a holiday in the past 12 months. 

These results largely mirror the answers given by people themselves when they were 

interviewed ( see earlier). 
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Summary 

D Key-workers rated all but one of the residents as very well-suited or reasonably 
well suited to their present placement. 

D Suggested improvements centred around smaller, community based 
accommodation and people having their own houses while others required 
increased care and support. 

37 

D Most residents appear to have choice over clothes, leisure activities and 
household routines with few having choice over staff or where and with whom they 
live. 

D Two-thirds of residents had at least monthly contact with relatives but less than a 
quarter had contact with friends outside of the residence. 

D The majority of residents made recent use of various community facilities although 
this was less for people resident in nursing homes. 
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Views of Care Managers 

Overview 

Care managers were asked to provide information about the choice of placement for the 
person; the people involved in the decisions and other options available at that time. 
Their views were sought on the present residence in terms of what they liked about it; 

the expectations they had for the placement and the improvements they would like to 
see. Ideas for alternative placement were requested. Their perception of risks of abuse 

was also sought. 

Sample 

Care managers or social workers were sent a self-completion questionnaire for all the 
persons in their Trust who were in the resettlement population and had moved into some 

form of residential accommodation; 67 persons in all. Replies were received for 51 
persons (76%). Despite repeated reminders, Down Lisburn and Ulster Community 
Hospital Trust submitted returns for less than half of their residents. 

Of the 51 people on whom care managers reported; 36 (70%) were living in residential 

homes; 8 (16%) in nursing homes and 7 (14%) in community settings. 

Move from the Hospital 
The main reasons given by the care managers for the choice of placement are 
summarised in Table 21. The two main influences were the assessed needs of the 
person and the choice of client and/or family. 

Table 21: The reasons given for choosing the placement (N=51) 
(NB More than one reason could be given.) 

Reasons 
Met assessed need 

Choice of client and family 
Choice of family 
Choice of client 

Challenging behaviour 
Home area 

Number of mentions 
31 
14 
8 
6 
6 
4 

Care mangers were also asked to list the people who had been involved in making the 

choice of residence and the replies for 47 people are summarised in Table 22. For 

most people these included consultant psychiatrists, hospital staff (notably nurses), care 

managers and social workers. A variety of other professionals were named, probably 

because of the specific needs of certain individuals. 

Although staff from the receiving residential unit were not often involved in the choice of 

placement, all persons left the hospital on a trial basis and this provided an opportunity 

for these staff to assess the suitability of the placement. 
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Table 22: The people involved in the decision about choice of residence 
(N=43) 

Person involved 
Consultant Psychiatrist 

Hospital staff 
Social worker 

Care Manager 
Family 
Client 

Day Care Staff 
Community team 

Receiving Unit 
Psychologist 

Physiotherapist 

Number of residents 
32 
31 
30 
29 
28 
25 
16 
11 
8 
5 
2 

39 

Other residential options were reported to have been considered for only ten (20%) of 

the 51 residents. In the main, these were the same type of accommodation as the one 

in which the person was placed, e.g. other residential homes. 

Suitability of present placement 
In all 45 (88%) of the 51 persons were rated as being well suited to their present 
placement and 6 persons as 'reasonably well suited. 

The things which the care-managers liked best about the placement are listed in Table 

23. Although a variety of things were named, the availability of day care was the most 

commonly mentioned. 

Table 23: The features which care-managers liked about the resident's 
current placement (N=48) 

Features liked 

Day care available 
Purpose-built, modern facility 

Links with community 
Close to family 

Small unit, homely 
Staff supervision and support 
Safe and settled environment 

Resident is happy and healthy there 
Home area of resident 

Specialist facility 
Person-centred approach 

Community based 
Relative/friends in residence 

Promotes independence 
Person choose it 

Number of 
mentions 

22 
15 
14 
13 
12 
11 
10 
7 
6 
6 
4 
3 
3 
3 
2 
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Table 24 shows the expectations of the care managers about what the person will gain 

from their placement. The two main themes were increased independence for the 

resident and more family contact. 

Table 24: The expectations that care-managers hold for the placement 

Change expected 
More independence and maturity 

More family contact 
Safe and settled environment 

Promote self-help skills 
Access community facilities 

Move on to independent living 
More choice 

Improved quality of life 
Specialised approach 

Decrease in problem behaviours 
Remain out of hospital 
Day activities provided 

Risks controlled 

Number of residents 
27 
21 
15 
12 
7 
6 
5 
4 
3 
3 
3 
2 
2 

Care managers were also asked to note up to three things they would like to see 

improved in the present placement and these are summarised in Table 25. Improved 

day care options and greater access to community facilities were the most commonly 

mentioned issues. However a range of issues were noted for individuals including more 

socialising, moving to a bigger unit for more company, better physical surroundings, self

help skills being promoted, person's safety improved and epilepsy better managed. 

Table 25: The improvements that care-managers would like to see in 
the client's placement. 

Risk of abuse 

Improvement 
Day care options 

Greater access to community facilities 
Smaller unit 

Single room provided 
Move to supported independent living 

Better and more flexible staffing 
Accepting of staff support 

Number of mentions 
13 
10 
7 
4 
4 
3 
2 

Care managers were asked to give an assessment of the risks of abuse that they felt the 

resident could pose to other residents or the risk they had of being abused by others. 

This information was not requested from other informants as it was felt care-managers 

would be in the best position to provide this. 

Table 26 summarises the results. Although the numbers are small and the differences 

could not be tested statistically, all but one of the ten people identified live in residential 

homes. It appears that safeguards are in place in all instances to cope with these risks. 
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Table 26: The number and percentage of residents thought to be at risk of 
abusing others or being abused 

Solid evidence exists 
Some reason for concern 
Possible but no real reason for concern 
Little or no risk 
Total 

Risk to others Risk of being abused 
3* 0 
6A 5* 
13 20 
29 26 
51 51 

* People in residential homes: " 5 of six are in residential homes 

Future Accommodation 

41 

Finally, care managers were asked to state the type of service the person would require 
if they had to move from their present service. Table 27 summarises the replies given 
for 44 persons 

Table 27: Alternative accommodation if present placement was 
no longer available (N=44) 

Type of accommodation Number of mentions 
Supported Living 
Residential home 

Nursing Home 
Highly supervised accommodation 

Specialised Unit 
Secure Hospital ward 

15 
12 
8 
5 
3 
1 

However there are plans for only three persons to move in the future; from residential 
homes to more independent supported living arrangements. 

Summary (NB Based on returns for 76% of people resettled) 

0 The present placement was chosen mainly on the basis of assessed needs and the 
preferences of the family and the person themselves. 

O Alternative accommodation was available to only ten people. 
0 A team of people were involved in making the decision to move. Consultant 

psychiatrists; hospital staff, social workers, care managers, family and clients were 
involved with the majority of people. 

0 Care managers rated the present placement as very suitable for 88% of residents 
and reasonably suitable for the remainder. 

0 Increased independence and improved family contact were the two main outcomes 
expected from the placement. 

0 The main improvements suggested to the present placement centred on improved 
day services and greater access to community facilities. 

0 Ten people were thought to be at risk of abuse from others or of abusing others. All 
but one lived in residential homes. Safeguards were in place to cope with these 
risks. 

0 Care managers mentioned supported living arrangements as the main form of 
preferred alternative accommodation. However there are plans for only three people 
to move from their present placement and this is into supported housing. 
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Costs 

Overview 

Information was supplied by the EHSSB of the costs to them of the resettlement 
packages. In addition other costs and sources of income were identified. Relationships 
between costs and type of setting; client characteristics and outcomes were explored. 

EHSSB Costs 

According to EHSSB figures, 83 people were considered to have been resettled at a 
total cost of £2.15 million. As explained earlier (see p.11 ), 15 people in this group did 
not meet the criterion for resettlement, namely resident in the hospital for at least one 
year and had been discharged in the period January 1996 to April 2000. The costs for 
this group of 15 persons amounted to £321,524; 17.5% of the total amount. 

The cost of the resettlement packages for 68 people amounted to £1.833 million. This 
was inclusive of day service costs. A regression analysis was undertaken to determine 
the significant predictors of cost9. The only two significant predictors were the provider 
agency and type of accommodation. 

Figure 4: The median, lowest and highest costs of residential 

accommodation by type and the numbers placed in each. 

45000 ~----------------------------------, 

25000 +----1--------r 

15000 

5000 

Private Voluntary Statutory 

9 The variables entered into the equation were the type of accommodation (i.e. nursing home; residential 

and supported living) the provider agency (i.e. private, voluntary, statutory), size of the residence and 

owning trust. The client measures were dependency level, mental health problems, challenging 
behaviours and physical health problems. 
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As Figure 4 shows, the highest costs were in the private residential homes where 25 
people had been placed. By comparison, the costs in the statutory residential homes 
(17 placements) were significantly lower in terms of median, minimum and maximum 
costs. Residential homes run by voluntary organisations had similar median and 
minimum costs to the statutory homes but a higher maximum cost. 

43 

The median costs of nursing home accommodation was the lowest across all the options 
but within this option the range of costs was high. Indeed with the exception of costs in 
the community houses run by voluntary organisations, there is a wide range of costs 
involved in all types of provision. This is highest in the community accommodation 
provided by the statutory sector with a more than three-fold difference from lowest to 
highest costs. 

This variation cannot be explained in terms of the resident's characteristics at least as 
reported by key-workers from these homes. Thus residents with higher dependency 
needs, mental health problems, challenging behaviours or physical health problems do 
not have a higher cost allocated to them. It could be that these costs represented 
needs at the point of resettlement and these have subsequently changed. 

The failure to find close correspondence between costs and client characteristics is a 
common one in past studies. Rather the main determinant of costs appears to be the 
model of service provided, especially in terms of staff cover. Perhaps this is not too 
surprising as the costs of these packages were predominantly calculated on a 'block 
basis' and using notional staffing ratios rather than on the assessed needs of individuals 
for staff support. 

In past studies, costs have generally been lower in private and voluntary sector 
provision than in statutory homes (Beecham et al, 1997). However the present study 
does not include the management and administrative costs that statutory services may 
have absorbed. 

An accurate cost of providing for these clients in hospital was not available. It is 
estimated that these are currently in the region of £39,000 per annum. Thus nearly all 
the care packages for these individuals continue to be lower than the costs of hospital 
placements; a finding reported also by Beecham et al (1997). By contrast the costs of 
English resettlements in community accommodation tend to exceed the hospital costs 
(Emerson and Hatton, 1996). 

Breakdown of costs by Trusts 

Table 28 summarises the costs of the resettlements across the four Trusts. 

Table 28 : The costs of the resettlements packages by Trusts 

TRUST N Median Minimum Maximum Sum 
Ulster Community 15 £33,573 £12,769 £36,647 £449,816 

Down Lisburn 10 £32,171 £22,224 £41,452 £317,229 
North & West Belfast 29 £21,957 £12,000 £36,746 £707,192 
South & East Belfast 14 £21,407 £11,076 £39,000 £358,857 

Total 68 £27696 £11,076 £41,452 £1,833,094 

The differences were not statistically significant although there was a tendency (p<0.09) 
for the median costs to be higher in Ulster Community & Hospital Trust and Down 
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Lisburn Trust than in the two Belfast trusts. The earlier data suggests that these costs 

are influenced by the model of service chosen by these Trusts. For example Down 

Lisburn placed all their people in residential homes while North & West Belfast had the 

highest use of Nursing homes. 

Cost of community services 

An additional cost is the professional inputs provided to these clients by community 

health and social service personnel10
. As described earlier (p.16) the number of 

contacts was greatest with GPs, dentists, social workers and psychiatrists. With the 

exception of the latter, these were similar across the three types of accommodation 

although psychiatrists tended to have more contact with residents in community and 

residential homes than with those in nursing homes. And although psychologists saw 
relatively few people, these were all living in residential homes. Likewise community 

nurses were involved mainly with people in community settings. 

Emerson et al (2000) report these costs as averaging between £650 and £1,200 per 

annum which is relatively low compared to the cost of the overall care package but for 

the population in this study they would tend to increase the costs of placements in 

residential homes and community settings compared to those in nursing homes. 

Other funding sources 

The monies provided by the EHSSB are supplemented by additional social security 

payments and housing benefits. Although care mangers were asked to supply these 

figures, they were only available at best for 34 persons. Hence it was not possible to 

calculate accurately the total costs per individual package. However the median costs 

across all types of accommodation was £8,000 although those living in homes provided 

by the voluntary sector and housing associations probably attracted higher housing 

benefits. But these may have produced costs saving for the EHSSB. 

Costs and Outcomes 

There is little consensus regarding the outcomes that residential services should be 

expected to achieve for people with learning disabilities although this is increasingly 

influenced by the Quality of Life themes (Felce and Perry, 1996). Four aspects in 

particular have featured in recent research (Emerson et al, 2000): the amount of choice 

the person experiences in their daily life; their social relationships with friends and 

family; the extent of leisure activities they experience and their physical health and well

being. Does a higher cost care package produce better outcomes on these measures? 

Spearman rank correlations were therefore calculated between the cost of the packages 

to HPSS and the measures completed by key-workers to reflect the above outcomes. 

None of these correlations were statistically significant either across the total sample or 

within the residential homes. Hence there does not appear to be a relationship between 

costs and outcome measures of choice, leisure activities, social relationships and health. 

10 Although additional monies were provided by the Board to certain Trusts to augment their 
community services, these could not be apportioned specifically for the people who had 
resettled. 
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Summary 

0 Although the Board had allocated £2.15 million towards resettlement; 17 .5% of this 
was spent on funding people who were already in community settings. 

0 There was nearly a four-fold difference between the lowest cost package (£11,000) 
and the most expensive ($41,500). 

0 The most expensive packages for the EHSSB were in private residential homes with 
nursing home and statutory residential homes providing the lower cost packages. 
However when other sources of funding are added in, supported living packages in 
community settings are also among the highest in cost. 

0 There was no apparent relationship between the cost of the packages and the 
needs of the residents in terms of dependency level, challenging behaviours, mental 
health and physical health problems. 

0 There was no relationship between costs and outcome measures such as amount of 
choice, number of leisure pursuits and social relationships. Hence the sole 
determinant of cost is the model of accommodation chosen. 
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Discussion and Implications 

Overview 

The main conclusions of the research findings are summarised in terms of its successes 
and shortcomings with comparisons made to previous research findings from N. Ireland 
and elsewhere. The implications and issues for future resettlement programmes are 
discussed. 

The successes of resettlement 

The findings of the study confirm the conclusions of Emerson and Hatton (1996) 
regarding the outcomes from previous resettlement programmes in these islands. 

The move from more to less institutional environments is associated with 
improvements in material standards of living, increased user satisfaction, increases 
in adaptive behaviours, increased participation in community-based activities and 
increased contact with family and friends (p. 30). 

"Improved material standards of living" is evident from the numbers of people having 
their own bedroom instead of the dormitory-style accommodation of the Hospital and 
they are living with smaller numbers of people. Their relatives also commented on the 
homeliness of the surroundings and the modern buildings. 

"Increased user satisfaction" is clearly present. The residents themselves are happier; 
mentioning many more things they liked and fewer dislikes compared to the Hospital. 
Nearly all their relatives rated the present placement as better than the hospital; even 
those who were initially unhappy at the prospect of their relative moving. 

Although the study is not able to document increases in adaptive behaviours and in 
contacts with the community and family; these can be inferred from comments made by 
residents; relatives and the care-managers; for example, most of the people have 
access to community facilities; many have trips out with their family and some stay 
overnight with them. 

In addition a number of other features appear to have been successful with these 
resettlements. 

Day activities were provided for nearly all the residents. The finance for this was 
included in their care packages which was possibly not the case in the past, when the 
dearth of day activities was noted. However it is an aspect that still needs improvement 
as will be discussed later. 

Residents had access to health services. High levels of contact are reported with GPs. 
In addition residents are accessing a range of specialist and generic services as 
needed. 

Improvements in problem behaviours Key-workers reported fewer people having 
problem behaviours especially of a more minor nature. 

Patients with high dependency needs; challenging behaviours and mental health 
problems were successfully resettled. Although direct comparisons with previous 
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Northern Irish resettlement populations was not possible; it appears that this group 
included individuals with higher support needs. 

47 

The level of placement breakdowns is low Just over one in ten of the original 
placements did not work out; with three people moving to another residential home and 
four people are presently back in hospital. It is not yet clear whether or not they will be 
returning to their place of residence. 

In sum, the resettlements have brought notable gains for the people resettled from 
hospital - including those with extra needs. This represents better value for the money 
expended. Also relative's unwillingness was overcome and access to health and social 
service professionals was maintained. 

Shortcomings of the resettlement programme 

These resettlements fall short in four main areas compared to the aspirations set out in 
the Eastern Board's model of community-based services. 

Reliance on congregated living models 
Nine out of ten people moved into residential and nursing homes ranging in size from six 
to 72 beds. This proportion is only marginally lower than the 98% reported by Donnelly 
et al (1996) who moved into similar accommodation between 1990-92. In that study a 
much higher proportion of people went to nursing homes compared to the present 
population but there were financial incentives for the doing this in the early 90s. 

Supported living models have not been used to any great extent for resettlements 
despite being promoted by the Board in their model of services and the benefits which 
this model of housing and support has been shown to offer people with learning 
disabilities over other forms of accommodation (Emerson et al, 2000). 

The continuing reliance in N. Ireland on private sector providers is also noteworthy as is 
the relative low usage of the voluntary sector compared to Great Britain (Emerson and 
Hatton, 2000) and the Republic of Ireland. This entails greater costs for health and 
social services as housing benefits and independent living fund monies cannot be 
claimed. 

Failure of people to move on 
Although people's needs were reported to be reviewed annually in their place of 
residence, there is little indication that people who need or aspire to move into other 
accommodation are doing so. The key-workers identified 13 people whom they thought 
required a different type of placement; mostly into more independent living 
arrangements. Like-wise this was the option most commonly mentioned by care
managers if the existing placements were no longer available. However it appears that 
this has happened for only one person since they moved from hospital with plans for 
only another two people to follow this option. 

What is it that keeps people 'trapped' in inappropriate settings (McGinnity et al, 1992)? 
In the past, explanations revolved around the perverse incentives associated with 
preserved rights payments. This is not the case with these resettlements. There are a 
number of inter-related factors; the predisposition of professional staff to stick with 'tried 
and tested' models of care, the lack of immediate support for people in more 
independent settings and the fears of relatives and even the individuals themselves. 
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However these same issues probably surrounded the initial placements from hospital 
and were worked through then. Thus the changing needs of the residents must be 
reflected in regular reviews of needs and updated care-packages. This is especially 
crucial with the present resettled population half of whom are under 37 years of age and 
the youngest is 20 years old. 

Social Integration 
A common failing of many resettlement projects has been the failure to create social 
networks of acquaintances and friends for the people with learning disabilities. Although 
the proportions of people claiming to have friends outside of the residence is higher than 
that reported by Donnelly et al (1996), it is still fewer than one in four persons according 
to the key-workers and the residents themselves and is likely to be another person with 
a learning disability. 

A number of factors can contribute to this. A prolonged stay in hospital; the 
geographical isolation of the residence from the person's home area and the inability of 
the person to travel independently are all possible factors. In addition the priority of 
commissioners of services and of Registration and Inspection Units has been on the 
physical well-being of residents rather than on their social inclusion. However a number 
of agencies have started to develop befriending schemes as a means of building up 
resident's involvement in community activities and extending their social networks. 
These and other efforts, such as reviewing the role of support staff should feature in 
future resettlements. 

Slow down in resettlements 
The highest number of people resettled was achieved in 1997 with 31 persons leaving 
the Hospital. Since then the numbers have declined to only one in 2000. The reasons 
for this slow down fall outside the scope of this study but it is now extremely unlikely if 
not impossible for the Board to achieve the Department's target of 'zero' people in long
stay hospitals by 2002. Consideration of the reasons for this should help identify critical 
elements in future resettlement programmes. 

Implications for future resettlements 

This study focussed on patients from the EHSSB area who had been resettled in recent 
years. Nonetheless it is likely that the implications extend to other parts of N. Ireland as 
similar issues have merged to that reported in past studies that involved resettlements in 
other Board areas. 

Money 
Although cost comparisons are difficult to make with studies done elsewhere, recent 
research carried out in Great Britain reports the average per annum accommodation 
costs (at 1997/98 levels) as ranging from £32,000 in 'village communities' to £46,000 in 
NHS residential campuses and dispersed housing schemes (Emerson et al, 2000). 
These authors also note the wide range of costs within these options from £19,000 to 
£90,000. In the present study the cost range was narrower with the median costs 
(inclusive of social security benefits) generally lower than the British figures. 

However the costs in the private residential homes and voluntary community costings 
were higher than those in village communities but lower than for dispersed housing and 
NHS accommodation. However the N. Irish figures includes day service costs of up to 
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£5,000 per annum which are not included in the British costs. It is reasonable to 
conclude therefore that less money continues to be spent on resettling patients from N 
Irish hospitals than in Great Britain (Beecham et al, 1997). Hence there is a bigger risk 
here that the choice of place is cash-driven rather than on the basis of client need and 
quality of life outcomes. 

This may also explain the lack of correspondence in this study between costs and client 
needs in terms of dependency level, challenging behaviours and mental health needs. 
Emerson et al (2000) report similar findings for NHS campus settings which are the 
closest to the residential homes used in N. Ireland. He found no cost differences for 
residents with higher dependency and challenging behaviours although those with 
mental health needs did have significantly higher costs. However for those in dispersed 

housing and supported living schemes; the costs were significantly higher for residents 
with higher dependency and challenging behaviours but not for those with mental health 
problems. Thus the Board's preferred model of ordinary living for these clients may well 
incur increased costs in order to meet the particular needs of certain clients. It is likely 
also that a higher proportion of such clients remain to be resettled from the Hospital; 
especially those in the 'discharge delayed' category presently in treatment wards at the 
Hospital. 

Housing options 
At the end of the 1990s most resettlements In N.lreland are still into congregated living 
models. This suggests a dearth of housing and support options which is indeed the 
case as a study in the NHSSB identified (Mcconkey and Barr, 2000). Among the 
options that have been developed elsewhere (Simons and Watson, 1999) and which are 
starting to develop in N. Ireland (Mcconkey and McConaghie, 2001) are shared housing 
for 2/3 persons; single person tenancies; owner-occupancy options and adult placement 
schemes. 

It is essential to develop such schemes for three user-groups. First, those in existing 
residential homes who could live more independently and thereby create places for 
those moving from hospital for whom these placements may be more suitable. Second, 
for people presently living with their family so that they can continue to live in to the local 

community when their carer is no longer able or available to care for them. Third, for 
people moving from Hospital who may find it hard to live with others. 

Hence future resettlement programmes should be executed within the wider framework 
of expanding housing and support options within community settings rather than 
focusing solely on placing individuals from the Hospital. 

A related issue is the geographical location of new housing developments. This study 
found that the majority of people were placed in Co. Down although most were the 
responsibility of the two Belfast trusts. In part this may be skewed by reliance on the 
private sector but it does call into question the Board and Trust's commitment to the 
provision of local services. 

Furthermore all the people from one Trust were placed in the one type of residential 
accommodation. This may not reflect the balance of accommodation as a whole within 
that Trust but if it did, then there would be issues of equal access and availability to a 
range of service options for users across the Board area. 
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Community supports 
Resettlement is not simply a question of finding alternative accommodation for people 
living in hospital. As many studies have shown, this one included, the provision of a 
comprehensive care package is essential to prevent placements breaking down. In this 
regard, the inclusion of day care activities is essential and the most recent resettlements 
have incorporated these. Although these are commented on favourably, nonetheless 
care-managers did see room for improvement as did some of the residents and 
relatives. Three dimensions might be worth pursuing; the use of community facilities 
and the development of social networks; the use of further education and vocational 
training opportunities; and the provision of work experience and employment 
opportunities. These options will also increase social inclusion. 

The availability of professional supports is also important (Allan, 1999). Interestingly a 
higher proportion of people living in community settings were rated by key-workers as 
'reasonably well-suited' rather than 'very well' suited to their placement. Moreover 
these were the people who were more likely to have been readmitted to hospital. 
People with mental health problems and/or challenging behaviours may be in need of 
particular specialist support. This could come from trained support workers but they in 
turn may need advice and guidance from professionals. The data suggests that this was 
available to most of the residents living in community housing from psychiatrists and 
social workers but fewer people were in contact with community nurses and none at all 
with psychologists. Hence improved access to multi-disciplinary teams may increase 
the suitability of this form of accommodation to people with extra needs. 

Service Outcomes 
Greater attention needs to be given in future commissioning on the outcomes that 
residential, housing and support options produce for people with learning disabilities. 
This will help to ensure that best value is obtained for the monies expended. 

To date, the most commonly used frameworks are the five accomplishments proposed 
by O'Brien (1987) and expanded by Felce and Perry (1995) into a quality of life schema. 
These emphasise the importance of choice, social integration, day and leisure activities 
and physical health and well-being. There is increasing evidence that certain models of 
provision are more likely to produce desired outcomes than others (Felce et al, 1998: 
Emerson et al, 2000). Equally congregated models of care - such as those 
predominantly used in N. Ireland to-date - are less likely to provide favourable 
outcomes. Nonetheless the correspondence between costs and outcomes remain 
weak given the wide variations reported within the same model of provision. 

In future, commissioners should specify more precisely the outcomes expected from the 
placement for the individual and institute monitoring procedures to ensure that these 
outcomes are being achieved. This study suggests that this could be built into the care
management process with clients, key-workers and relatives playing an active role in 
reviewing and developing the services. 
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Conclusions 

D This follow-up of people who have been resettled from Hospital has confirmed 

the benefits to people of moving on from the Hospital. 

D Equally it has identified four shortcomings compared with the aspirations of the 

Board and the outcomes of similar programmes undertaken in Great Britain; 

namely the continuing reliance on congregated living settings; the failure of 

people to move on to more independent living arrangements; the dearth of 
social networks experienced by people in the various types of residential 

accommodation and the slow down in the resettlement programme from 1997 

which makes it very unlikely that the Regional target will be met by 2002. 

D Four issues require urgent attention if the lessons from this and previous 
studies in N. Ireland are to be heeded; namely the relative under-funding of 
resettlements compared to Great Britain; the development of a wider range of 

housing and support options; the need for improved community support 
services and a clearer focus on outcomes expected from residential services. 

51 
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Appendix 1 

Residences to which people moved 

Name of Residence Number of Number presently 
people Jiving there 

resettled (N=682 (N=672 
Residential Homes 

Beeches Ballynahinch 22 22 
Ardcora 7 7 

Down Residential Project 3 3 
Hanna Street Hostel 3 3 

Kimberley House 3 3 
611 Ormeau Road 2 1 

Aaron House 2 1 
Mertoun Park 2 1 
Bridge House 1 1 

Edenvale 1 1 
Hill Hall 1 1 

RNID (Derry) 1 1 
Shaws Avenue 1 1 

Fairhaven 1 1 
Rigby Close 0 1 

Nursing Homes 

Somerton Road 3 3 
Arches 1 1 

Glencairn Clinic 1 1 
Maine PNH 1 1 

(Ladyhill) Mehran 1 1 
Queenscourt 1 1* 

Three Island PNH 1 1 
Wheatfield 1 1 

Shared Housing/Supported Living 

S&E Belfast Trust Supported Living 2 3 
URNI - Ambleside Drive 2 2 

Grays Park Court 1 1 
URNI - Squires Hill 1 1 

Greystone Complex 1 1 
With family 1 1 

* person died after information gathering started 
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Ministerial foreword

It is over 20 years since the last policy initiative on
learning disability services in Scotland.  Although there
has been progress in many areas since then, it has not
been consistent.  Overall, the pattern of services in
Scotland is not as advanced as in many countries in
Europe.  So, I very much welcome this wide-ranging
review, and the way it has been carried out.  In it we
meet the commitment in our Programme for 
Government ‘Making It Work Together’ to publish in
2000 our proposals for services for people with 
learning disabilities.

The Learning Disability Review has succeeded in involving many of those with
an interest, especially those who use services and their carers, at different
points in the journey.  I know from meeting people how much that has been
welcomed and valued.  I was involved in the review-visiting projects, at one of
the seminars and answering questions in a live internet session.  I was very
impressed by the desire for change, the reasonableness and responsibility of
those pressing for it and the willingness of agencies to respond. 

This review began by looking at services, especially in social and healthcare,
and their relationship with education, housing, employment and other areas.
However, its focus changed to include people’s lifestyles.  That is what
matters.  Services are there to support people in their daily lives.  

We are committed to improving the quality of life for people with disabilities.
The review reflects our wider policies including social inclusion, equality and
fairness, and the opportunity for people to improve themselves through
continuous learning.  These are just as important and just as relevant to
people with learning disabilities as they are to all of us.  

The focus of the report is consistent with our existing policies on community
care.  ‘Modernising Community Care’ wants better results for people through
quicker and better decision-making, greater emphasis on care at home and
agencies working more closely together.  Our desire to improve the general
health of people with learning disabilities is also directly related to our aims
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in ‘Towards a Healthier Scotland’.  The responsibility of the Joint Future
Group, which I chair, is to build on both these documents and identify and
promote good practice in working with others.

People with learning disabilities should be able to lead normal lives.  We want
them to:

• be included, better understood and supported by the communities in
which they live; 

• have information about their needs and the services available, so that
they can take part, more fully, in decisions about them;

• be at the centre of decision-making and have more control over their
care;

• have the same opportunities as others to get a job, develop as
individuals, spend time with family and friends, enjoy life and get the
extra support they need to do this; and 

• be able to use local services wherever possible and special services if
they need them.

People with learning disabilities want to make a positive contribution to
society.  Communities and individuals must learn to recognise their needs and
respond more positively to them.  A programme to improve public awareness
is part of helping them to have a better quality of life.

I particularly welcome the opportunities for people to have more say and
more control over their lives.  Professionals need to acknowledge their limits
and the rights of others.  Using direct payments, brokerage and advocacy
services more will help people have more influence.

Lastly, the review recommends that for all but a few people, health and social
care should be provided in their own homes or in community settings
alongside the rest of the population.  I know that many people will welcome
this idea.  However, we must put in place the appropriate services and
support to allow people to live properly in the community, to allow the rest of
the long-stay institutions to close.  
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In welcoming the vision for the future, we have to be realistic and recognise
the many pressures there are for resources both nationally and locally.  We
want and need to make the lives of people with learning disabilities better.
Over time that will need more resources but now we can make better use of
the considerable funds that are available in all sectors.  The review gives
agencies very clear signals about the level of change needed.  People with
learning disabilities and their carers must see early evidence of that beginning
to take shape.

Iain Gray MSP

Deputy Minister for Community Care
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How the review was done 

1 We formed four main groups (see appendix 7 for details):

• an interdepartmental steering group;
• a multidisciplinary working group;
• a users’ and carers’ group; and
• a stakeholders’ group made up of experts in the field.

2 We set up six smaller task groups with specific responsibilities to discuss
complex needs, best practice, training, the mapping of services,
best-value, and children’s services.  

3 We carried out a major consultation to get a good understanding of:

• learning disabilities;
• the experiences people have of services;
• the demand for services; and
• what the solutions to service shortfalls might be.

4 We used a range of methods including the following.

Written views

We wrote to over 600 people and agencies inviting their views on current
services and on the shape of future services.  

Website (http://www.scotland.gov.uk/ldsr/)

We set up an interactive website to give and receive information about the
review and to generate on-going debate.  Iain Gray, Deputy Minister for
Community Care, held a live session on the web to hear the concerns and
hopes people have.  The website contains most of the material we used.

User and carer roadshows

The user and carer group held 11 roadshows across Scotland to get a national
view on what people with learning disabilities and their carers need and want.
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Site visits

We visited sites across Scotland to see, at first hand, good and new, creative
projects.  

Meetings

We met people who used services, carers, staff and representatives from
professional organisations to listen to what they felt was important now and
in the future.

Conferences

We held four national conferences across the country:

- explaining the reason for and scope of the review;
- examining the best use of resources;
- discussing good practice; and
- looking at the shape of future services.

Workshops

We held four smaller workshops on:

- children’s issues;
- people with complex needs;
- staff development; and
- a brainstorming day for all the groups involved in the review.

Research, surveys and analysis

We carried out the following research and surveys. 

- A survey of people with learning disabilities and their families about
social and healthcare services.

- A survey of housing solutions and a review of international literature
on housing options for those with learning disabilities.

- Research on the general health needs of people with learning
disabilities.
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- Research on the needs of people with profound and multiple
disabilities.

- Research on the needs of those with challenging behaviour.
- An analysis of those with learning disabilities who are held under the

Mental Health (Scotland) Act 1984.
- A policy paper on public education about people with learning

disabilities.
- Analysis of community care plans, health improvement plans, trust

implementation plans, children’s plans, Scottish Health Advisory
Service reports, and relevant Social Work Services Inspectorate
reports.

Adults and children

5 Our evidence and recommendations relate to services for both adults
and children unless we say they are for a particular group such as older
people or adolescents.  Where we make recommendations relating to local
authority services these should be considered by those dealing with adults and
those dealing with children.
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Understanding the issues

“Disabled people, whatever the origin, nature and seriousness of their
handicaps and disabilities, have the same fundamental rights as their
fellow citizens of the same age, which implies first and foremost the right
to enjoy a decent life, as normal and full as possible.”

United Nations (1975) The Declaration on the Rights of Disabled Persons

1 People with learning disabilities have always been part of society.
Sometimes they have been treated well, and sometimes they have been
treated in ways that are unacceptable.  Sometimes what seemed the best
approach has, looking back, appeared lacking in understanding.  More
disturbingly there have been some well-documented serious instances of
abuse.  Always it has been a matter of how people deal with one another.
There are important issues of human rights, responsibilities and social
inclusion that we all need to look at if progress is to be made. 

2 People with learning disabilities and their families are entitled to as full
a life as possible.  They are entitled to feel valued and to be included in
society.  They and their carers generally know best what support they need
and they should be at the heart of decisions that affect their lives.  Barriers
that prevent people getting the right help quickly need to be removed and
support services should be improved.  We all need a better understanding of
people with learning disabilities if they and their carers are to get better
services and opportunities.

3 People with learning disabilities need help from a number of different
agencies and professionals at different stages in their lives.  Generally, people
with learning disabilities want, and should be able, to use the local services that
everybody else uses.  These services need to adapt their approaches to meet the
needs of people with learning disabilities.  If local services cannot meet
particular needs, specialist services should add to, not replace, ordinary services.

Who are people with learning disabilities?

4 There is a range of views about how useful definitions are, and how
they apply in different settings.  However, it is important to have a definition

2 The same as you?
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so that people with learning disabilities get the services and support they
need, and so that agencies can plan these services better.  Our definition
includes traditional descriptions from medicine and education along with
details of the support that people need to be able to do the things they would
like.  We provide a more detailed discussion of definitions in Appendix 3.  In
the next few years the causes of learning disability are likely to be understood
much better.  The effects on our social, health and educational services will
stay the same.

Our definition

5 People with learning disabilities have a significant, lifelong condition
that started before adulthood, that affected their development and which
means they need help to:

• understand information;
• learn skills; and
• cope independently.

6 People with learning disabilities should have a range of support and
services to meet the following needs.

• Everyday needs

For example, a place to live, security, social and personal relationships,
leisure, recreation and work opportunities.

• Extra needs because of their learning disability

For example, help to understand information, support to make decisions
and plan, learn skills, help with communication, mobility or personal
care. 

• Complex needs

For example, needs arising from both learning disability and from other
difficulties such as physical and sensory impairment, mental health
problems or behavioural difficulties.
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7 For any of these needs the level of support will vary.  A person with
learning disabilities may need:

• occasional or short-term support;

• limited support, for example, only during periods of change or crisis;

• regular long-term support, perhaps every day; or 

• constant and highly intensive support if they have complex or other
needs which are related.

As one person told us:

“You need to take time to get to know us – we are all different.”

8 So people with learning disabilities have a range of needs which will
change during their lifetime.  Professionals need to help people plan for the
future.  For many people with learning disabilities, particularly those with
complex needs, organisations need to work together with the individual and
their family to plan and support them.  

People with learning disabilities should have the following.

• Services that promote and protect their health and welfare, help them
lead lives which are as normal as possible and are best suited to
their needs, whether at home, in schools, health services or other
settings.

• Information, advice and help to get education, work and leisure that
offers personal fulfilment, consistency and security, best meets their
needs and personal preferences, and helps them to be included and
accepted within local communities.

• Ordinary homes which are private, secure, comfortable and safe.

People with learning disabilities and their families should:

• have accurate and easily accessible information at the right time
about what services and support are available locally and nationally,
in a number of different ways;

• be involved when professionals make decisions about what help to

4 The same as you?
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provide, so that they can have a real choice about what happens to
them; and

• get independent advice and advocacy services when they need
them.

Families and carers should have:

• a range of help to support them including training and advice to look
after a person with a learning disability; 

• access to professionals who take into account and find ways to meet
their needs as carers (whether they are parents, brothers and sisters
or other family members); and 

• access to short breaks.

Communities need to:

• have greater understanding of people with learning disabilities and
how they can contribute to the community; and

• be involved in supporting people with learning disabilities and their
families to achieve their rights.

Employers need to: 

• overcome prejudice associated with employing people with learning
disabilities, and play their part in helping them to reach their
potential.

How many people in Scotland have a learning disability?

9 We do not have enough detailed information about the number of
people in Scotland who have learning disabilities.  While there are some
reported differences across the UK, studies suggest that, in Scotland:

• 20 people for every 1,000 have a mild or moderate learning
disability; and 

• 3 to 4 people for every 1,000 have a profound or multiple
disability1.
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10 On this basis, there are around 120,000 people in Scotland with
learning disabilities.  Using information from three local areas which appears
to be reasonably thorough we estimate that only 30,000 people are in
regular contact with local authorities or the health service in Scotland.  Others
may have occasional or short-term contacts.

11 Research suggests that 15-20,000 people need a lot of help to cope
with daily living2.  Of these about 25% (4,000 to 5,000) are children and
young people aged under 16.  A further 25% (4,000 to 5,000) have complex
needs which need a lot of support.  People with learning disabilities are often
not as healthy as the rest of the population. They may need more health
support than primary care alone can provide3.  As people’s learning disability
becomes more severe, so does the likelihood of complex health needs such
as epilepsy, mobility and sensory impairment.  People with learning
disabilities may need support and services because of mental health
problems4.  Around 30% to 42% of children with learning disabilities may
need help for emotional and behavioural problems5.  Older people with
learning disabilities have more mental health problems.  This is particularly so
for people with Down’s syndrome who may get early onset dementia6.

12 The number of people with learning disabilities in the UK has increased
over the last 35 years.  Researchers estimate an increase of 1.2% a year
between 1960 and 1995 of people with severe learning disabilities, with a
significant increase in those who are older7.

13 This means that since 1965 the number of people with severe learning
disabilities has increased by 50%.  The number of people with moderate
needs has probably increased in much the same way.  

14 In 1965, many people with severe disabilities were cared for in hospitals,
though the then increasing number in hospital in Scotland (about 7,000)
included many people with mild disabilities and some who had no disability8.
By 1998 less than 2,450 people with learning disabilities were cared for in
hospitals9.  The rest, including 90% of those with complex needs, were cared
for in the community.  These are very significant changes affecting:

• people with learning disabilities;
• their families;
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• staff working in local authorities and health settings; and
• society in general.

15 Research suggests that the number of people with learning disabilities
will continue to grow by over 1% a year over the next 10 years10.  And, more
will live longer, so the needs of people with learning disabilities will change. 

Who provides support?

Families

16 By far the most support is provided by parents, brothers and sisters and
other relatives.  This is a lifelong commitment and it is striking that family carers
are often given the responsibility for (and expected to provide) social and nursing
care that many professional agencies refuse to offer.  Research suggests that:

• 25% of people with learning disabilities have a carer aged 65 or
over;

• 20% have two carers aged 70 or over; and
• 11% have only one aged 70 or over11.

Younger and older carers tend to have different expectations.  Younger carers
may be looking at how best their child can develop, whereas older carers are
likely to be worried about how their child will be looked after when they die.

Local authority and health services 

17 Local authority and health services include:

• community care services;
• child care services;
• criminal justice services;
• primary care health services provided by doctors, health visitors and

district nurses;
• pharmaceutical services;
• dental services;
• ophthalmic services;
• pre-school and school education;
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• housing;
• leisure and transport services.

Experiences differ a lot from person to person and area to area.  The
relationship a person has with primary care services is very important.  In
some areas people with learning disabilities enjoy the same services in the
same way as the rest of the population.  In others, professionals do not
understand people’s needs properly.  It is all too common for people to miss
out on, or be inappropriately referred to and accepted by, specialist services.
We need local authority and health services to work together better to help
people find their way through the system.

Voluntary organisations

18 For many years, voluntary organisations have provided a wide range of
very important services and support for adults and children with learning
disabilities and their families.  The residential and other services they provide
are often excellent, partly because of the length of their experience, but
mainly because they focus on personal relationships.  They are also
highly-valued for being realistic and coming up with new ideas, as sources of
accurate and accessible information, and for providing effective advocacy.  

Specialist health and local authority services

19 Specialist health services in hospital and community settings have been
focused more and more on those people with learning disabilities who have
complex needs.  Community Learning Disability Teams (CLDTs) have
developed in most areas in Scotland over the last 20 years.  Some are made
up of nurses and psychologists, while others have social workers attached to
them.  Some provide services to adults, while others provide for children as
well.  Their links to other agencies also vary.  Local authority specialist services
have increased to meet the needs of the greater number of people with
learning disabilities in the community.  While CLDTs have provided a valuable
service in many parts of the country, we need more consistent structures that
make sure they are  co-ordinated and reduce the chance of duplication.

Where does the money go?

20 Local authorities and health boards spend about £275 million a year
on services specifically for people with learning disabilities.   About
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In Wales 74% of total spending goes through local authority community care
services, while in Scotland only 58% does.  The result is that as well as having
the lowest total spend on services for people with learning disabilities,
Scotland has even less well resourced community services for people with
learning disabilities, their families and carers. 

22 Levels and style of service also vary a lot within Scotland.  The
highest-spending local authority spends seven times as much as the lowest for
every person of the total population22.  There are also differences in the
amount health boards spend; the highest and lowest differ by 37% for every
person23.  (This figure does not include the islands.)  During the review,
people who used services and their carers said that how well they were
treated often seemed to depend on where they lived or, indeed, on the
different professionals they were working with.

23 Carers said that help was often only provided when there was a crisis
(when it was most expensive).  They said a little support earlier might have
made their lives easier and cost less.  

24 Families receive very different levels and quality of service in nearby
authorities or even in different areas of the same social work or health
authority.  The reasons behind many decisions are not clear.  

Putting people first

25 Many professionals and managers agree that things need to change to
help people with learning disabilities have fuller lives.  But change is not easy.
Many of the ways local authorities and health services organise
accommodation and support for people with learning disabilities tend
towards keeping things the same.

26 The review offers an opportunity to change from thinking which is led
by services to thinking which is led by people’s needs; from people with
learning disabilities having to depend on separate care services, to their
being able to use everyday services more.  

Seven principles

27 We consulted widely during the course of the review on a number of
principles which we thought were central to helping people with learning
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disabilities lead full and active lives.  Seven principles emerged and we have
taken account of these in all our considerations and recommendations.  

• People with learning disabilities should be valued.  They should be
asked and encouraged to contribute to the community they live in.
They should not be picked on or treated differently from others.

• People with learning disabilities are individual people.  
• People with learning disabilities should be asked about the services

they need and be involved in making choices about what they want.
• People with learning disabilities should be helped and supported to

do everything they are able to.
• People with learning disabilities should be able to use the same local

services as everyone else, wherever possible. 
• People with learning disabilities should benefit from specialist social,

health and educational services. 
• People with learning disabilities should have services which take

account of their age, abilities and other needs.
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The way ahead

1 Local authorities and health boards have made progress on joint
planning across boundaries since the Community Care Act was introduced24.
Local authorities have lead responsibility for planning community care and for
producing children’s services plans.  More users and carers have been
involved in planning community care.  ‘Modernising Community Care’25

promotes and strengthens joint planning and joint working at a local level.
But strategies and plans have no value in themselves.  Better information,
communication and effective collaboration are essential to achieve our
medium and longer-term aims.

2 Chapters 3 and 6 look at the need for better information,
communication and working together.  Chapters 4 and 5 aim to change
dramatically where people stay and how they spend their days.  In this
chapter we recommend another seven important developments to improve
the future for people with learning disabilities.  

• Firstly, we need a clear focus within local authority and health
planning systems on agencies working together to develop services
for people with learning disabilities.  This will include a requirement
for them to produce ‘partnership in practice’ agreements. Local
authorities should take responsibility for all non-health-related needs
of people with learning disabilities, their families and carers.  Health
boards must make sure they provide an effective health service for
people with learning disabilities. 

• Secondly, we need to set up local area co-ordinators to improve local
services.

• Thirdly, we need longer-term planning to support people with
learning disabilities, and ‘personal life plans’ for those people with
learning disabilities who want them.

• Fourthly, we need a ‘change fund’ to help local authorities move
quickly from the present position towards our vision for people with
learning disabilities.

• Fifthly, we need to strengthen people’s entitlement to direct
payments.

• Sixthly, we need to set up a Scottish centre for learning disability.  
• Finally, we need to develop a Scottish service network for autistic

spectrum disorders.
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Partnership in practice

3 To make sure this happens consistently throughout Scotland we propose
that local authorities, health boards and primary care trusts should prepare
‘partnership in practice’ (PIP) agreements for learning disability services in
their areas.  The Scottish Executive should see the first agreements by 1 June
2001 and these should cover services for children and adults for a three-year
period.  These agreements should form part of, and not be on top of, the
community care, children’s and health planning processes (such as health
improvement plans (HIPs), trust implementation plans (TIPs), local health care
co-operative plans and individual practice plans).  The PIP should draw
together the information that is already in existing plans to make sure all the
agencies involved in planning services for adults and children with learning
disabilities can come to an agreement.  Part of a local PIP should be a section
for promoting health linked to local and national health promotion strategies.

4 Though the areas in Scotland to be covered by each PIP should be
agreed locally, we recommend that generally a PIP is developed for each
local authority area or group of local authorities working together.  We expect
the important contribution currently made by the voluntary sector in providing
services to be a central consideration and we expect these agreements to be
developed by consulting users and carers.  We set out a number of the main
elements which should be included in the next few pages. 

Assessing needs and planning

5 The agreement should include needs assessment covering children and
adults with learning disabilities.  The agreement should look specifically at:

• support for families and carers;
• physical disabilities and sensory impairment;
• mental health;
• profound and multiple disability;
• challenging behaviour;
• offending behaviour;
• autistic spectrum disorders;
• ethnic-minority issues;
• children who are changing schools;
• young people who plan to leave school and will need adult services;
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• ageing; and
• the needs of people with ‘life-limiting conditions’ and those with

palliative care needs.

6 The agreement should outline the plans for developing and
commissioning accommodation and social support in line with our
recommendations in this review.  It should map current services and include a
plan for providing accommodation in the community and support for people
with learning disabilities living with their families, and for their families.  The
first PIP agreement should include plans for setting up and maintaining a
local register of adults and children with learning disabilities.  We expect
registers to contain details of people who:

• currently receive services;
• have been assessed;and
• may need services in the future and want to be on the register.

7 We need to have a range of services in place to meet the needs of
people with learning disabilities, especially those with complex needs.  In
particular, health boards, trusts and local authorities should make sure that:

• adults and children with learning disabilities have access to the full
range of general health and social services;

• adults and children with learning disabilities can benefit from
specialist health and social care services, including hospital and
residential services, when this is in their best interests;

• appropriate support, training and education is provided to staff
working in primary care and other general health and social care
settings; and

• services for people with learning disabilities are co-ordinated locally
including those with complex needs. 

8 Health boards should have health promotion strategies which look at
the needs of people with learning disabilities and their families.  Positive
health includes many of the ideas in this review – fulfilling potential, good
relationships, support for families and carers and so on.  

9 Local psychiatric services and learning disability services should agree
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arrangements for working with, providing advice to, and referring clients
between services.  In particular this should focus on the needs of people:

• with mild learning disabilities;
• with a dual diagnosis;
• who are experiencing problems in adolescence or old age; and
• who have dementia at an early age.

10 Health boards and trusts still have important responsibilities for people
with learning disabilities and their families.  They must make sure they
provide as full a health service for people with learning disabilities as for
anyone else.  They should provide a small number of both assessment and
treatment places for people with complex needs and for people who are
detained in hospitals.  There should be agreed ways of working with local
authority social work departments and primary care colleagues on placing
people in and releasing them from hospitals. 

11 The agreement should include advocacy and other measures which
place people who use services and carers at the centre of the decision-making
process.

12 Local authorities should have the main responsibility for all non health
related needs of people with learning disabilities and their families.  This
includes providing accommodation, education, social care and support, day
services, employment, leisure and recreation, transport, information and
communication.  

13 Local authorities have always had responsibility in this field under their
social work role.  Many are now developing the broader approaches
described above which help promote social inclusion.  For long-stay patients
who have left hospital, as for others, accommodation and social support
should be the responsibility of local authorities. 

14 Many people with learning disabilities have conditions which specialists
are very familiar with, but these are all too often neglected if there is no
specialist involved.  To neglect special health needs is as much a failure to put
services at the centre of people’s lives as to neglect the need for friendships.
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15 Local authority and health boards must make sure all professionals
work together, whatever agency they work in and that in future they use
specialist medical, nursing, paramedical and social care professional skills to
the best advantage.

Human resource strategies

16 Local authorities and health boards will need to put human resource
strategies into place so plans can be put into practice effectively.  Many of the
developments we outline here or later, such as clarifying responsibilities,
appointing local area co-ordinators and plans for closing long-stay hospitals
will all affect staff.  The changes which will need to be carried out as a result
of this review can only be put in place properly if local authorities and health
boards look at the significant training and retraining needs of front-line staff.
Nurses currently working in long-stay hospitals are one priority group;
support and residential care workers are another.

17 The ‘partnership in practice’ agreement should include a human
resource strategy which builds on the principles of lifelong learning as set out
in ‘Learning Together – Lifelong Learning Strategy of the NHS in Scotland’.
This says that staff can expect support from their employer in helping them
keep up to date and get more skilled.

18 The ‘partnership in practice’ agreement should include an outline of: 

• the human resource issues involved;
• whether any of the plans mean that the principles of TUPE should be

used; and
• how the agencies involved plan to work together to put an effective

strategy in place.

Recommendation 1    Each local authority or group of authorities and
health boards should draw up a ‘partnership in practice’ agreement by
1 June 2001.

Co-ordinating local areas 

19 We looked at the way services were developing in other countries and
were particularly interested in an idea from Western Australia.  This looked at

18 The same as you?
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supporting people to live in their own communities.  Local area co-ordination
in Western Australia is an approach driven by the needs of people and is
designed around each person.  Local area co-ordinators provide funding
directly to the customer to buy what they need, rather than using services
from an agency paid for using a block grant. 

20 In chapter 3 we refer to the difficulties people with learning disabilities
and their carers have in getting information about what services are available.
Many people also said that professionals displayed a lack of knowledge about
learning disabilities.  We believe that a specialist worker dedicated to working
with a small number of people using services in one area would help people
and their families through the current maze of systems.

21 Local area co-ordinators could have a number of different professional
backgrounds.  Each local area co-ordinator will support about 50 people so
that they know them personally and can respond to individual needs.  The
precise number of people to be supported will be for local areas to decide.
The co-ordinator’s role is on many levels (individual, family, agency,
community), and includes many areas (housing, including supported
accommodation, employment, health, education, respite and so on).  They
will co-ordinate services and provide information, family support and funding
to individuals and their families.  We think the local area co-ordinators may
be best placed within local health care co-operatives.  In some areas they
may need to work with more than one co-operative.

22 The local area co-ordinators’ main task will be to make sure that other
services are available which meet people’s needs.  They will:

• help people who use services decide what their needs are, and make
plans for the future;

• with a budget, provide funding directly to people who use services,
and try to get hold of new funding where there are gaps in services;

• provide information and help people get advocacy services;
• build relationships with people with disabilities and their families;
• support individuals and families to develop and maintain strong

networks;
• help people who use services to co-ordinate the way support and

services are provided;
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• work with other individuals and agencies to encourage people with
disabilities to be included in society (for example, with the key
workers to be set up by the Beattie Committee26);

• make connections with members, groups and agencies from local
communities; 

• set joint aims for themselves, users and carers and monitor the
quality and quantity of services provided to people with learning
disabilities; and

• deal with complaints and any conflicts between people using services
and their carers, families and professionals.

23 The co-ordinators will be responsible to a joint management committee
made up of local authority, health and voluntary sector representatives as well
as local users and carers.  They will send regular reports to their joint
management committee, who will also help to sort out any complaints.  The
exact nature of the responsibilities of local co-ordinators will be decided by
the joint management committees of the areas they serve.

24 Local area co-ordinators have an important role in carrying out
assessments and overseeing how learning disability services are co-ordinated. 

25 Helping people with learning disabilities to lead full lives means better
assessment of their social and healthcare needs.  This should include what a
person wants, what strengths, skills, problems and needs the person has, and
what they need to realise their goals. 

Recommendation 2    Health boards and local authorities should agree
to appoint local area co-ordinators for learning disabilities from current
resources used for managing care and co-ordinating services.  Initial
training for putting local area co-ordinators in place will begin in
Autumn 2001.

A personal life plan

26 This section identifies the need for better longer-term planning for
people with learning disabilities across the many services and types of support
available.  Any assessments for community care, health or children’s services
must have clear outcomes.  From the point of the Future Needs Assessment
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onwards and for all adults, we suggest that this takes the form of a new
‘personal life plan’.  This plan would be for everyone who has a learning
disability and wants a life plan.  The plan should describe how the person, his
or her family and professionals, will work together to help that person lead a
fuller life.  Brokerage services should be part of what is offered.  This is
where the person with a learning disability has someone to act as a
go-between for them to get what is needed.  These have led to more
person-centred outcomes especially for people who have not managed to get
settled by using more traditional services.  They can be a cost-effective way to
break away from traditional methods.  

27 The local area co-ordinator will be responsible for making sure that
each person who wants to, has the opportunity to develop a life plan.  The
co-ordinator should write down the life plan and each person, their carer and
their advocate or representative should have a copy.  This plan will replace
the existing community care assessment.  Co-ordinators should:

• find out whether other people are visiting the person, what they are
doing and whether they can use the same information to do an
assessment together;

• tell the person that they are carrying out an assessment, what they
will do and how long it will take; 

• take account of language needs and cultural practices;
• tell the person what kinds of decisions depend on the assessment and

what might happen; and
• at the end of an assessment, tell the person, and their family or

carers if appropriate, what happens next.

28 The life plan will include healthcare needs including dental, ophthalmic,
pharmaceutical, hearing, communication and physiotherapy needs as well as any
other special support.  It will set out the person’s assessed care needs including:

• short breaks for the person or their carer;
• meaningful work or other opportunities during the day;
• further education;
• housing and transport needs; and
• how each of these should be met.
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29 Plans for children drawn up at the time of Future Needs Assessment
must link to any other assessment or Record of Needs.  There will be a
regular review of the life plan so that the family can get more involved.
Everyone who signs up for the plan will be able to ask for a review whenever
it seems necessary.  We suggest a yearly detailed review of the life plan for
people with more complex needs living at home, and those in long-stay
hospitals.  This will allow the co-ordinator to plan future care in a non-
hospital based environment.

30 Above all it is important that a person with a learning disability, their
family or carer should not only feel involved in, but also own the plan.  The
plan will focus on the person.  It will spell out their wishes and preferences.
The plan must concentrate on how to build on their strengths, to develop
them as individuals and to help them lead active and fulfilling lives.
Wherever possible plans should spell out how the person with a learning
disability can actively contribute to the community.  It should look at what is in
the best interests of the person with a learning disability in a very thorough
way focusing on needs and what is available. 

Recommendation 3    Everyone with a learning disability who wants to,
should be able to have a ‘personal life plan’.  (Recommendation 26
builds on this.)

A change fund

31 We recognise that local authorities can do much more to improve care
and support for people with learning disabilities, including where people stay
and how they spend their days.  They can only partly achieve this by using
existing resources more effectively and they will need more money. 

32 Hospitals, care homes and day care serve about 17,000 people,
2,45027 in hospitals and 14,30028 in social care.  So, the scale of change is
huge.  We believe agencies will need financial help to manage this change. 

33 Bridging finance is one of the methods that has been used to bring
about change in the NHS. It has provided over £150 million of help towards
the cost of setting up new services while running down the old ones.  There
are no similar facilities to support change in social care services at the
moment.
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34 We believe people who use services and their carers will welcome the
new directions proposed but may have concerns about how the changes will
affect them in the short term.  Experience suggests that people who use
existing services will worry about change in case they lose essential support
without anything being put in its place.  They may need time to see for
themselves the benefits of a new and very different set of services.  Changing
the patterns of care will mean taking these anxieties into account.

35 Local authorities, for their own services and those they commission from
(mostly) the voluntary sector, will not be able to manage and pay for old and
new services at the same time.  They will need help with the costs of creating
new services while keeping the old ones going until it is appropriate to close
them down.  Funding is also needed to re-direct existing services, develop
new ones and to pay for training to improve the skills of staff. 

36 Alongside that we have recognised the need to invest in certain
important areas such as short-term breaks or advocacy if people with
learning disabilities are to be properly supported in the community.  We see a
national ‘change fund’ as the way of helping with this and developing
services.  We would want to use the ‘change fund’ effectively and make sure it
is linked to developments outlined in ‘partnership in practice’ agreements.

Recommendation 4    The Scottish Executive should set up a ‘change
fund’ to help local authorities put in place the recommendations in this
review.

Direct payments

37 Since 1997, local authorities have been able to give money directly to
people to buy the help they need (if they want and are able to manage the
money effectively)29.  This arrangement is called a direct payment.  Not
many people with learning disabilities have these at the moment.  Eleven
social work departments have schemes - some are quite new and running as
test schemes.  

38 Some people and their families or carers do not want the extra
responsibility of arranging, paying for and managing services directly.  They
feel they do not have the knowledge or skills to do that.  On the other hand,
many are very keen to take more control of their affairs, sometimes with help.
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We think direct payments should be available to all those who want them.
This includes people with complex needs who may need the support of an
advocate to give their views.

39 Despite the small numbers so far, there are some very powerful
examples of people getting better focused, more personal and newer services. 

An example of good practice

Values into Action are currently promoting direct payments becoming
more available to people with learning disabilities.

40 It is clear that direct payments could play a far bigger role in the
future.  They can be for one-off payments which would tend to be small but
prevent problems by providing a short break or an aid.  They could also buy
longer-term care services.  We need to make sure they are regularly reviewed
so that they meet people’s changing needs.  They could deliver quicker and
better outcomes for people’s problems.  Most importantly, they give people
greater control over their care.

Recommendation 5    By 2003, anyone who wants direct payments
should be able to have them, and local authorities should be included
in the list of possible providers.

A Scottish centre for learning disability

41 In the next few chapters we identify the need for:

• developing advocacy services further;
• appropriate training and support to staff and agencies who work with

people with learning disabilities; 
• the public to be more aware of learning disabilities; and 
• people with learning disabilities to be much more active in the

communities in which they live.

42 We considered whether existing organisations could take forward this
change alone and decided that we need to create a new organisation to
support them.  We call this the Scottish centre for learning disability.
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43 The main purpose of the centre is to provide a Scotland-wide resource
to help the general public and professional staff understand learning
disabilities.   The centre should support users, carers and agencies to achieve
better outcomes.  People with learning disabilities, their families and carers
will be members of the joint management committee alongside professionals
and academics.

What the centre will be responsible for

44 The centre will offer the following services.

• Consultancy, training and advice to agencies, professionals, staff and
others on putting in place the recommendations of this review.

• An advisory and matching service to support local authorities, health
boards and others which help those whose needs are so specialised
that they cannot be met locally.

• Partnerships with large regional or national enterprises to encourage
employment opportunities beyond those provided by individual local
authorities.

• High-quality educational materials for:
- people who use services and their carers to help them follow their

goals;
- academic establishments and staff to raise the overall level of

awareness and understanding about learning disabilities; 
- training social care staff in agencies, who plan and provide

services for those with learning disabilities; and
- joint training to share knowledge, understanding and values.

• A programme of public involvement that encourages people in the
community to get to know and help people with learning disabilities
so that they, too, can enjoy being active citizens.

• Links with national and international research centres to carry out or
promote joint research into services for those with learning
disabilities.

• Help local services develop new and different practice based on
national and international research findings.

The centre will aim to develop advocacy services in local authorities and
health boards.
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The centre will work with other organisations and add to other recent national
initiatives such as the Scottish Accessible Information Forum (SAIF) and the
Disability Rights Commission (DRC).  Enable, as the national organisation
representing people with learning disabilities and their families, has already
developed an information and advice service.  We consider it essential that
the centre uses their expertise in developing their services and also consults
other organisations which have an interest in this area such as People First. 

45 We expect that either the centre or Enable will maintain and extend the
Scottish Executive website. 

Recommendation 6    The Scottish Executive should set up a new Scottish
centre for learning disability.  This would offer advice, training and
support to agencies, professionals, people with learning disabilities and
parents to bring about the changes we have recommended in this review.
The centre will also support the further development of advocacy services.

Scottish service network for autistic spectrum disorders 

46 Professionals do not know enough about autism and Asperger’s
syndrome.  They do not recognise it as often as they should.  Early and
accurate diagnosis is essential to give people the right help and education to
reduce the effect of their disability.  Although many children in Scotland are
diagnosed before they start school, far fewer people are diagnosed than the
research suggests exists30.  The number of people identified varies widely in
different areas as does the knowledge, skill and services.  There are not
enough facilities for assessing and diagnosing these conditions particularly for
older children and adults and in smaller authorities and rural areas.  Added
to this we were also told that even when there is a diagnosis, services may not
be available as no agency sees it as their responsibility to provide them.

47 Some areas have good locally-based services for children but not for
adults and other areas have little access to specialist advice and support.  The
Yorkhill Centre for Autism provides a service for assessing and diagnosing
children under 12, although they will provide advice and support to local
services for older children. Health boards use this service in different ways.

48 Children of pre-school and primary-school age are usually supported in
special schools and special units within mainstream schools and in local
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services for children and adults.  Many services for children and adults with
learning disability are not suitable for people with Asperger’s syndrome
whose intellect may not be affected but who have great difficulty in
communicating and relating to other people.  Some children’s services have
adapted their environment, routines or staffing levels to make the service
‘autism-friendly’.  With the right advice and knowledge many others could
follow this lead.  We also need to see more specialist services for people with
autism.  Voluntary sector organisations specialising in autism provide
informed and highly-valued support and services for people and their
families.

49 To make support for people with an autistic spectrum disorder better,
local and national priorities must be to:

• continue improving early diagnosis;
• give professionals in local services quick access to information,

specialist knowledge, expertise and training;
• widen the range of local support and services available; and
• help people get specialist services quickly when they need them.

50 Looking at models of managed clinical networks in the health
service, we recommend that those with an interest in this area come together
to set up a national service network for children and adults with autistic
spectrum disorders.  The Scottish Society for Autism supported by the
National Autistic Society should bring this group together.  They should draw
up a description of what the national network will do, and when local services
should call on it for help.  The PIPs should set out how local services will link
into the national network.  Health boards and local authorities should also
identify a named professional within their service who will be responsible for
improving local services for people with autism and for linking local services
to the national network.  This may be a local area co-ordinator.

51 Local areas should develop levels of service, such as child care,
education, short breaks for carers and social supports based on their best
estimate of the number of people with autistic spectrum disorder in their
area.  This estimate should draw on local authority education statistics,
research and other information about how many people with an autistic
spectrum disorder might be expected in a given population.  Health boards
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and NHS trusts should make sure that GPs, health visitors, school nurses and
relevant social services and pre-school staff know about and are trained to
use current screening and assessment tools such as the Checklist for Autism in
Toddlers (CHAT).  Local PIPs should include proposals for how local
authorities and their partners will meet the needs of people with an autistic
spectrum disorder in the area, and cover mainstream and specialist
services.  Agencies should find out how much training front-line staff in their
services will need to improve their awareness and understanding of the needs
of people with an autistic spectrum disorder.  They should decide how to
deliver the training needed to relevant staff by 2003 and ask the Scottish
centre for learning disability to help them with this.   

Recommendation 7    The Scottish Society for Autism by working with the
National Autistic Society and health boards and local authorities should
develop a national network for people with an autistic spectrum
disorder.
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Better choices, stronger voices

1 Better information, communication and advocacy are central to making
any changes and putting the principles into practice.  If we are to include
people with learning disabilities fully in our communities, they need to have
accurate information so they can make informed choices and decisions about
their lives.  People with learning disabilities need to be able to have their say.
They need to be supported if necessary to make their point.  During the
review people with learning disabilities and their families made it clear that
they wanted to be consulted more and have a greater say in decisions about
the support they need to live a full life.

Information for people, professionals and planners

2 Many people using services and their families told us they had trouble
finding out what social work, health or other services were available.
Families from ethnic-minority backgrounds said there was a serious lack of
information available in community languages.  In our survey of users and
carers quite a few parents said that the only way to find things out was by
‘constantly hassling’ professionals.  People described this process as a ‘fight’
or a ‘battle’. 

‘You have to find out about services for yourself.  No-one comes to you
automatically to inform you of what services there are, or asks you is
there anything you want to know.’

3 Family carers often described other parents as the best source of
information and said that professionals did not always take time to listen to
or speak to their sons or daughters.

4 Other people said that professionals themselves lacked information and
knowledge about learning disabilities, and some professionals acknowledged
to us that this was the case.  Many primary care and social work staff said
they did not have enough training about learning disabilities, and often did
not work with enough people with learning disabilities or their families to
develop the expertise they needed.  Many said they did not always know
about the full range of services that might be available in their own area,
especially if they were provided by agencies other than their own.
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5 The Scottish Executive is currently supporting a number of ideas to improve
information for people with disabilities, carers and others.   However, many of
these ideas are still at an early stage.  The Scottish Accessible Information Forum
(SAIF) is being funded to co-ordinate a national strategy to make sure that all
information is accessible to people with disabilities, and their carers.  Already a
new national disability information service  ‘Update’ provides a service to
agencies which deal directly with the public.  The Social Work Information
Review Group (SWIRG) made up of Cosla, the Association of Directors of Social
Work, the Accounts Commission and the Scottish Executive is also carrying out a
review of information needs for social work in Scotland.  The Disability Rights
Commission (DRC) will be active in Scotland from April 2000.  Enquire, run by
Children in Scotland, provides a national advice and information service for
families and carers of children with special educational needs.

6 Services to carers will also be widely promoted through the recently
launched Strategy for Carers in Scotland.  By Spring 2000 the NHS Helpline
will be extended to provide information on access to social care services and
support for carers, as will NHS Direct when it comes on line.

7 You can already find information through web pages such as Scottish
Health on the Web (SHOW) and the Health Education Board for Scotland’s
website.  Social care information will be available through the SHOW site as
well as through the NHS Helpline and NHS Direct.  

8 Helpful as these initiatives are, none of them provide the one-stop
wide-ranging information about local learning disabilities and services that
families and carers actually want.  There is a danger their needs will be
overlooked.

An example of good practice

The Enable family advice service in East Renfrewshire is a local
independent service, funded by East Renfrewshire social work department
and managed by Enable.  It offers clear, accurate, independent
information on anything which affects people with learning disabilities and
their families in the East Renfrewshire area.  It is linked to, and backed by,
Enable’s national information service but can offer the ongoing
face-to-face support and knowledge of local networks and services that
individuals and families need.

Better choices, stronger voices     31

BT Mod 1 Witness Statement FINAL 3 Mar 2023 & Exhibit Bundle (combined) (3342 pages) 1979 of 3342

MAHI - STM - 083 - 1979



9 If those who make policies and planners are to provide the services
people need, they have to gather better information about the numbers and
needs of those with learning disabilities (and their carers) locally, and also
crucially, about how well different service options work.  As we said earlier,
only three areas in Scotland could give us reasonably wide-ranging
information about the numbers and needs of people with learning disabilities.
Most appear to rely on prevalence data to plan services.  This is surprising
since we were told that all education authorities will know about all children
with learning disabilities and children with more complex needs will be
known to local child health services.

10 People with learning disabilities, their parents and families,
professionals, policy-makers and planners all need reliable information of
different kinds at different times.  

An example of good practice

An example of good practice, FAIR in Edinburgh, provide a range of
user-friendly booklets on housing, work, leisure, after-school provision
and much more.

People using services need to know:

• where to go and who to ask to get answers to their questions;
• about particular conditions and disabilities and their effects;
• how to get help and who makes decisions about this;
• how professionals carry out assessments and make decisions;
• what social, healthcare and other services and support are available

locally, nationally and internationally;
• how to change or challenge professional decisions or complain if

they are not happy with what is happening; and 
• how to get in touch with other people and families with similar needs

and problems.

11 Above all people need a service that is easy to find, easy to understand
and where they do not feel passed from ‘pillar to post’.  We believe people
with learning disabilities, their families and carers need a specifically-targeted
information service.
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Recommendation 8    The Scottish Accessible Information Forum should
consult local authorities, health boards and users and carers on how
best to provide joint, one-stop, free and accessible local information
services for people with learning disabilities, their families and carers.
Information must also be available in community languages.  

Professionals need to know:

• about the effects of learning disabilities on development and daily
living or how to find out about this;

• about up-to-date research, policy and the best way to help people
with learning disabilities and their families;

• about good practice and developments in other fields which can be
used to care for people with learning disabilities, for example, in
rehabilitation or palliative care services;

• where they can get the right advice and expertise so they can help
families as best they can; and

• where to refer families if they cannot provide help directly.

12 Many professionals need better training before they qualify and after
they qualify to improve their knowledge of learning disabilities.  They also
need access to up-to-date research and to know about local as well as
national resources.  Much of this could be provided by the Scottish centre for
learning disability.

Planners need to know: 

• how many people have learning disabilities, or more complex needs
in their area;

• what the range of needs is likely to be;
• whether this is likely to change in future and why;
• how many people with learning disabilities currently use their

services;
• how much services cost; and
• how well different service options work and what people think of them.

Planners should work with others, both within local authority departments and
across agencies so that any information they gather can be shared.
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13 Local authorities and health boards need to work together to improve
and develop the information they currently have about the numbers and
needs of people with learning disabilities and their families and carers.
Setting up the local registers we refer to in chapter 2 will help this process.

Recommendation 9    The first PIP agreements should set out how local
authorities, health boards and primary care trusts will set up and
maintain local registers.

Communication 

14 At least 50% of people with learning disabilities have significant
communication problems with up to 80% having some communication
difficulties31.  People who find it hard to make their views known because
their speech is impaired, or who use different ways of communicating, need
skilled and regular help from speech and language therapists.  Yet users and
carers told us that it was very hard to get these services.

15 Communication is central to being included in society.  People with
learning disabilities and their families may need help to communicate their
views and their knowledge.  The starting point must be that professionals can
communicate clearly and in ways that make it easy for people to understand
them.

16 People with learning disabilities need time, help and sometimes
independent advice and support to put across their views.  People with more
complex needs are most likely to have difficulty in expressing their views.
Communication with them may mean a great deal of support is needed and
may be very slow.  More positive efforts may need to be made to involve
them and their families.  Professionals may need help from families and
carers to make communication possible in many circumstances.  Families and
carers may need to make the time, and will sometimes need outside  help, to
make their communication with their family member as good as it can be.

17 Speech and language therapists are an important resource in helping to
develop communication.  They sometimes work with a clinical engineer to
do this.  Other professionals also contribute, such as educational and clinical
psychologists, as well as art, music and drama therapists.  
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We were told: 

‘It’s important you take time to listen – not only to our words.  Some
people have difficulty with words.’

18 Scottish Ministers in their response to the Riddell Committee32 suggested
that the Scottish Executive would review with Cosla and relevant health
agencies the use and effectiveness of current funding in relation to speech and
language therapy for children.  We believe that also needs to include adults.

Recommendation 10   The Scottish Executive’s review of the effectiveness
of funding speech and language therapy for children should also
include services for adults.

Advocacy

19 Many people with learning disabilities, their carers and professionals
recognise that an independent person standing up for the person with a
learning disability can help find the right solutions to very difficult problems.
Although advocacy is now more widely available, our survey of users and
carers found that it did not play a large part in people’s lives.  This suggests
that there is a significant gap in the range of support available.

20 Advocacy allows people to have a greater say in decisions which affect
their lives.  People with learning disabilities find it useful, and they enjoy the
company and friendship that their advocates often offer.  A user in our
survey said:

‘I just know her – she is my friend.  I meet my friend, go out places …
Ellen is there and Ellen helps me.’

The review found that very few people with learning disabilities have access to
an advocate.

21 Research shows that people with complex needs are more at risk of a
wide range of poor outcomes.  These include:

• less choice about their lives;
• less involvement socially;
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• fewer chances of employment;
• less active lifestyles; and

• greater health needs33, 34 .
They are most likely to have difficulty expressing their needs and as a result
need more help.

22 National guidance on advocacy covers the types and benefits of
advocacy and factors to consider in getting advocacy services started35.  The
guidance is as relevant to improving the lives of people with learning
disabilities as other care groups and the review recommends it to
organisations which commission and plan services.  The Scottish Executive
has sponsored further work on commissioning and supporting independent
advocacy services which it will issue in the near future36. 

23 Advocacy can take different forms.  Many people with learning
disabilities want to be able to speak up more for themselves.  They would like
to be trained to represent themselves or others.  Citizen advocacy is when a
committed person supports a person with a learning disability.  Advocacy
needs to be more widely available. We need to build towards a position
where everyone who has complex needs or is particularly vulnerable has
ready access to an advocate.

Recommendation 11  The Scottish Executive should continue to
encourage the development of local independent advocacy services.
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A full life - where you live

Where we are now

1 As we said in chapter 1, the number of people with learning disabilities
generally has increased by over 1% each year over the last 35 years.  Estimates
suggest that there are about 120,000 people with learning disabilities in
Scotland (up to 20,000 with severe disabilities), compared with 83,000 (and
13,000 with severe disabilities) about 35 years ago.  This trend will continue for
at least another 10 years.  As a result more people are  living with their families
or on their own and can access local services, in the community.  This means
that these local services are being asked to meet needs more than ever before.

2 Most children and adults with learning disabilities live with their own
families.  The number reduces as they get older but many still live with their
families in middle age.  A small number already live in their own homes.  In
1998, just under 2,450 people with learning disabilities still lived in
hospitals37.  About 4,800 lived in residential care or nursing homes for
people with learning disabilities38, 39.  About 600 lived in settings with good
visiting support40.  The range of those supported living options has increased
a great deal in recent years.

3 The numbers of people in hospital have reduced from nearly 6,500 in
1980 to fewer than 2,450 in 1998 (an estimated 2,20041 in 1999) and they
are still going down42.   There are now 25, mostly small, hospital sites.  Two
(with 360 places) have Ministerial approval to close.  Firm proposals to close
sites apply to another 950 places and sites with a further 350 places are
gradually being scaled down when appropriate replacement services, care
and accommodation are set up.  (There is no timetable for this action.)  In the
short term, on health boards’ current plans, the largest institutions will close
by the end of 2002, leaving about 700 to 800 places in total.  The larger
sites include Merchiston (179), Kirklands (179), Craig Phadrig (53),
Strathmartine (99) and Ayrshire and Arran (110).

4 Reducing the number of around 4,000 people in hospital has been
broadly matched by an increase in the number of people in nursing or
residential care homes.  This group now make up 66% of total residents,
compared with 14% in 1980.  And, about 600 people now live in informal
supported accommodation.  This suggests that while many more people now
live in less institutionalised forms of care, the increase in the number of
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people with learning disabilities in Scotland has been supported by
community-based, rather than hospital or residential or nursing home
services.  In neither case does this mean that people in the community are
living as independent lives as possible.

Where we want to be

5 In future, both children and adults with learning disabilities should,
wherever possible, be supported to lead a full life with their families or in
their own homes.  Some people may be best in a setting which is not an
ordinary house owned or rented by them or their family.  But whatever it is, it
should allow them to live a full life and be included in society while providing
privacy and allowing them to develop.  Hospitals are not places where people
with learning disabilities can live full lives.  We asked someone we met in
hospital what he wanted out of life.  He said:

‘Somewhere decent to live, a job, some friends – the same as you really.’

6 What would supported living look like which successfully promotes
choice and independence?  We surveyed examples in Scotland, and paid for
research on the position in other parts of the world43, 44.  People want the
following.

Choice of bricks and mortar

People want a full range of housing options in which they may live in groups
or on their own with support.  Supported individual or joint tenancies and
‘assisted home ownership’ are popular.

An example of good practice

Home Ownership

Home ownership is a good option for some people with learning
disabilities.  Ownership Options in Scotland:

• helps people with disabilities overcome barriers;
• provides a consultancy service, 
• provides financial help and advice;
• arranges maintenance and is a link between those looking for

property and potential buyers. 
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To make the decisions about where to live

Housing solutions should be based on discussing them with the person with a
learning disability. 

A network of active support

This should come from staff on site, peripatetic support staff or local
domiciliary services, to help individuals live in the community.

An example of good practice

Flexible, person-centred care planning

Inclusion Glasgow’s packages of care include a one-off resource to
support people immediately after they leave hospital.  The organisation
place the agreed funding for the person in a bank account, known as the
service fund.  How the fund is managed and used is decided in the
person’s plan.  They can spend it on care at home, in work or for leisure
pursuits.  Out of 28 people who used to be in Lennox Castle, all have their
own home, seven own them and some have jobs.  None has returned to
hospital.  As planned, natural supports and networks play a more
significant part in the overall pattern of support, and the cost of the care
package should reduce.

Flexibility

The people being supported will change.  Some will become frailer and some
moving into the community will respond positively to a change of
environment and begin to be less dependent.  Services need to adapt to
people’s needs as they change.

To build links with neighbours and the community

We cannot separate accommodation from other areas of support for daily
living.  This should include considering how to help people form neighbourly
relationships  and use local services. 
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An example of good practice

Community placements

Placement with families has been a small but important part of the
programme of resettling people from Lynebank Hospital.  These
placements can be either short or long-term, or for respite care.  Evidence
suggests that individuals have more access to people and activities in the
community through being part of a family.  It is also cost-effective.

Consultation

People need to take part in consultation to inform strategic planning for
housing services. 

7 This chapter recognises the growing pressures on local authorities and
others to meet, appropriately, the accommodation and care needs of an
ever-growing population of people with learning disabilities who live in the
community.  It also recognises the need to provide supported living options
for most people currently in long-stay hospitals or care homes.  Change is
necessary at a number of levels, some of which will have greater priority than
others.  Supporting people better in the community and closing long-stay
hospitals must come before the much more gradual shift from care homes to
supported living.  This will cost money, but we have to judge the benefits to
people against that cost. 

How do we get there

8 Two pieces of research on the costs and benefits of different support
models have been or are about to be published.  One compares the costs
and values of housing, residential campuses on NHS sites and village
communities45.  The other compares the costs of a variety of settings, for
people with low, moderate, high and intensive needs

9 These studies show the relative total costs and the benefits of a range of
options.  The table below, based on these studies, shows the range of costs
according to need.  Comparing costs is not always what might be expected
(partly because of the limited size of the sample).  Options providing
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independence and choice cost more for people with intensive needs, but may
cost less for others with lower levels of need.  Adult placements consistently
cost less across the range of needs.

Figure 2   Total costs of different types of care

Type of support Low Moderate High Intensive

Self-contained independent 
(including supported living) - - £22,059 £59,242

Self-contained network 

(see note 1 below) £20,172 - £29,186 £58,199

Single-site cluster 
(see note 2 below) £22,494 £20,495 £37,444 £53,878

Small shared 
(2 to 4 people) £31,446 - £33,672 £50,038

Large shared 
(5 or more people) - - £39,790 £51,477

Adult placement - £18,174 £21,659 £29,665

Note 1  This mainstream housing is usually self-contained and linked with other 
accommodation through a shared support service.

Note 2  This is group units of accommodation on a single-site, with support usually from 
a specific team.

10 By comparison, a nursing home place in Scotland costs about £21,000
each year and a residential place about £26,000 each year.  The total cost of
a hospital place is about £45,000.  This cost is higher because of some
non-recurring, double-running costs.

11 These studies bring out three main messages.  First, on a range of
measures, NHS residential campuses offered poorer-quality outcomes than
housing.  Second, costs vary significantly from model to model, both within
and between categories of special needs.  Carefully matching individual
needs with the model of care is essential in terms of both care and costs.
Third, although small group living costs more than living in larger groups, it
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has considerable advantages for people with learning disabilities.  These
advantages include:

• better staffing;
• a reduction in the use of anti-psychotic medication;
• an increase in access to independent advocacy;
• an increase in choices for residents;
• an increase in becoming involved more socially;
• an increase in hours of scheduled activities during the day; and
• an increase in the number of recreational and community-based

activities.

12 Better outcomes also rely on other factors for example:

• carefully assessing and planning for, the needs of the person;
• the choices available being clearly presented to the individual, their

carer or advocate; and
• support staff being trained to help the person live in the  community.  

13 The research evidence and indeed local authorities’ own best-value
reviews point broadly towards the benefits of supported living as opposed to
residential care.  Older people (75 and over) with learning disabilities who
have spent a large part of their lives in a long-stay hospital may consider a
move to a nursing home.  As with others what the person prefers is important
in making the decision.  But for younger people, other solutions are best.

14 Recognising people’s changing needs is important. The support
individuals need in the community will, in some cases, reduce as their
experience and confidence grows.  In other cases needs will increase.  As a
result of this, the cost of the support will change.  

15 In coming to decisions on the best care option for each person, local
authorities should fully take account of:

• the costs of various care options;
• the possibility that people’s need for support may well reduce as they

settle into their new lives or may increase as they grow older; and 
• the benefits to the individual of supported living options.
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People already living in the community

16 Most people with learning disabilities live in their own or family homes
in the community.  They and their families will have new or changing needs
and expectations in future.   Young adults may want to move to a home of
their own.  Younger parents may increasingly expect their child to live
independently, whereas older parents may be more concerned about who will
look after their child when they die.   Others may not have the right package
of housing and support to help them live properly in the community.

17 Some will benefit from other changes proposed in the review, such as
better respite care and direct payments which give better and more flexible
care.  If they need a new or extended package of housing and care we expect
agencies to provide this in line with the aims of the review.  Our user and
carer survey, submissions and other sources all confirmed these pressures, but
did not put a cost to them.   However, they are probably the greatest priority.
We would want to use any ‘change fund’ to make progress.

Providing services in the community instead of long-stay
hospitals

18 Learning disability hospitals have provided a resource for people, often
with complex needs or who are statutorily detained, because it would not
be possible to support them in their own home or in local community settings.
They also provide short-stay assessment and treatment facilities, respite care,
palliative care for people with gradually worsening conditions (such as
Down’s syndrome combined with dementia), and day care.  

19 We decided that people’s homes should not be in hospitals.  Hospitals are
not appropriate settings for social care, and they are not necessary settings for
most healthcare. Over the next five years, services should be built up in the
community to allow the long-stay hospitals which are left to close by March 2005. 

Recommendation 12    Health boards should make sure they have plans
now for closing all remaining long-stay hospitals for people with
learning disabilities by 2005.

20 However, we will need to keep a small number of in-patient places for
some people with learning disabilities.  
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These will be for the following people.

• Those whose need for specialised or complex health assessment or
treatment cannot be met in the community (probably not more than
150 to 200 people in Scotland).  We will need clear conditions for
using these facilities to make sure that people with learning
disabilities move on from them to more appropriate care settings as
soon as possible.  

• People on statutory orders (currently 178 ), some of whom will be
offenders with mental health problems.   The government is currently
reviewing the law on these cases and proposals are currently out for
consultation.  Changing the law may lead to other care options.

• A small number of people whose treatment may be lengthy or who
need a more supportive setting for a long period.

21 We estimate that we may need a total of 300-400 places across
Scotland to cater for those needing in-patient assessment and treatment and,
under the present law, those on statutory orders.  We believe there will be an
increased need for assessment and treatment places as long-stay hospitals
close.

22 Local authorities and health boards should meet the continuing care
needs of people with learning disabilities, as far as possible, in their own
homes or in small domestic settings in their own communities.  They need to
develop ways to improve joint working to make sure they meet health needs,
where possible, outside hospital.

Recommendation 13    Health boards should aim to reduce their
assessment and treatment places specifically for people with learning
disabilities to four for every 100,000 population across the country as a
whole.  Health boards should plan for appropriate community services
to avoid in-patient assessments and treatment.

23 As long-stay hospitals and homes are closed, health boards should
transfer part of this cost to local authorities who will become responsible for
the care needs.  Health boards will hold back an element  for  health services
in the community.  Local authorities will pay any extra social care costs from
the increasing resources made available to them for their social work services
(£1.1 billion in 1999-2000).
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24 Under their existing financial plans, by 2002, health boards and local
authorities will have resettled most of those living in long-stay hospitals in
1998.  However, to close long-stay hospitals will mean losing another 700 to
800 places from 2002 to 2005.  Bridging costs to the NHS for 800 places
might amount to about £9 million a year (about £35,000 for each place)
over that period.  Health boards’ general allocations include an amount for
the costs of moving people as hospitals scale down and new services are
added in the community. 

Recommendation 14    Health Boards with sites remaining after 2002
should develop, with their partners, other services in the community as
a priority and set aside resources to meet these costs.  This will feature
in planning guidance and the boards’ performance management
arrangements.

An example of good practice

Gogarburn Hospital, a long-stay hospital on the outskirts of Edinburgh, is
the first of its type to close in May 1999.  Those involved needed:

• new resources if residents were to enjoy a better quality of life;
• a pact of the four councils, the health board, the NHS trust, Scottish

Homes and housing associations and the voluntary sector to create
a structured approach;

• a wide range of solutions to meet people’s needs;
• tight control and a strong financial structure (deciding what the

financial limits are at the beginning and managing them);
• to create new systems through ideas such as benchmarking, to

achieve better use of resources, better relationships with providers
and better targeted services for users; 

• clear communication between agencies and patients, relatives and
staff; and

• a wide-ranging staff plan.

25 In considering how to provide for the 700 to 800 people who will still
be in hospital in 2002 (less those who need assessment and treatment and
those on statutory orders) local authorities will need to recognise that while
some residents will be older and so more likely to be suited to nursing or care
homes, most will need more imaginative options. 
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26 We became aware, during the review, that local authorities are having
some difficulty in arranging supported living options.  Nursing homes are
being used more and more, partly for economic reasons.  And significant
numbers of people who expected to leave hospital to go to supported living
are now moving into large group homes or nursing homes.  We think this
should be avoided wherever possible.

27 The total cost (including healthcare costs in the community) of
providing a mix of adult placements, small group homes, supported living
and nursing or care homes would be £17.3 million for 400 people.  This
would compare with the recurring hospital costs for 400 people of about
£15 million (see appendix 4).  New hospital places might require capital of
about £18 to 25 million over three years.  Some of this may be paid for
using the proceeds of selling sites.  Other capital charges may be about
£1.5 million each year. 

28 So if we take revenue, capital and bridging finance together, the cost
of providing for 700 to 800 people in the community less the 300 to
400 who will stay in the NHS will be about:  

• £2 million of extra revenue each year for local authorities by year
three;

• £1.5 million for other capital charges (NHS);
• £9 million over three years of non-recurring bridging finance

(NHS); 
• £6 million capital for housing, spread over the three years46; and
• £18 to 25 million of health capital, spread over three years, which

could be paid for using the proceeds of selling sites.

The NHS would still fund the other 300 to 400 places, at a cost of around
£15 million each year.

Healthcare for people leaving long-stay hospitals

29 We should meet the general healthcare needs of people with learning
disabilities in the same settings as the rest of the population.  We should meet
specialist needs related to their disability in the least restrictive setting
possible, and ideally in the community.
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30 Hospitals currently oversee the day-to-day medical and health needs of
residents, including screening.  Developing services in the community,
including health services, is the way ahead.  This means developing a new
structure to assess and support people in different settings, including people
with more complex needs.  Some are already in place and working
effectively. Trained nurses are working alongside social care staff in a person’s
own home or in other community settings.  Some areas have developed
plans, supported by training, to allow non-health staff to give medication and
carry out other health-related tasks.  

31 Extra support for people with challenging behaviour or offending
behaviour has also led to more people being able to live in the community
and use mainstream services.  These are good examples of developing links
between learning disabilities, other specialist services and older people,
mental health and physical disability services, and they lead to our relying
less on sending people into hospitals.  We look at primary and general
healthcare again in chapter 6.

Making sure there is quality for people living in care homes

32 For some people, nursing home or residential care will be appropriate
forms of care.  We are improving the quality of care in both these and other
settings.  The Scottish Executive is committed to setting up a new organisation,
the Scottish Commission for the Regulation of Care (SCRC) in 2001 to make
sure the quality of care wherever it is provided is consistent.  This applies in
someone’s own home, in a care home, or in supported living.  The Scottish
Executive has set up a National Care Standards Committee to draw up
national standards for care in all these settings, with people’s quality of life as
the central focus.   But whatever the setting, quality has to be determined
from the inside, rather than enforced from the outside.   It has to be part of
planning services, and providing and monitoring them.   

33 The emphasis on including people in society, and on continuing
development applies equally to residential or nursing home care.  Individual
solutions, based on individual needs and choices, should always be the aim.

34 Some local authorities are already examining the role and functions of
residential care, most of which is provided by the voluntary sector.   One has
carried out a best-value study.   Its conclusions point broadly in the same
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direction as our review, in other words helping people stay in supported
living.   However, achieving the better outcomes will be more expensive.
There will also be costs involved in getting there.

35 We expect change in two ways.  First, people who used to go into
residential care (about 40047 each year) or nursing homes (unknown, but
quite small) will instead be placed in other forms of accommodation,
wherever possible.  Second, as part of the change of direction locally, some
people will move out of residential care or nursing homes to more suitable
settings.   We see this as a gradual process based on considering the
availability of suitable accommodation and support locally.  Local authorities
and health boards need to include people with learning disabilities currently
living in homes for other care groups in these considerations.

36 About 1,800 people classed as being in a ‘residential home’ already
live in supported accommodation of different sorts.  Over time, and
recognising the local nature of these considerations, we expect to see a shift
to the pattern of care.  We expect:

• considerably fewer people (including older people) in nursing homes;
and

• most people in various forms of supported accommodation, with
particular emphasis on adult placements, small group homes and
supported living arrangements.

37 This review has given a lead on the direction we want to travel.
Decisions about the need for, scale and pace of any shifts are best left for
local decisions.

38 There will be some extra costs, but also benefits for people.  This is one
of the areas where a ‘change fund’ would clearly be a good idea.  We
discuss this more fully in chapter 2.
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A full life - what you do

1 This chapter looks at the value of good-quality and stimulating day
opportunities and short breaks for people with learning disabilities and their
families.  It ends with a section which highlights the need for the general
public to understand more about learning disabilities.

2 Support for people with learning disabilities, whatever its focus, must
strengthen their ability to make their own contribution.  This may be either to
their community, their family, or their workplace.  Those who work with
people with learning disabilities need to build on what each individual can do
to make a real difference to their quality of life.

Day opportunities - Where we are now

3 Day care costs local authorities about £53 million each year48.  The
number of people with learning disabilities going to social day centres has
grown from 4,400 in 1980 to 8,300 in 199849.  A place costs about £7,000
a year.  In March 1998, hospitals had 27050 day places for 489 people, at a
cost of just under £2 million51.

4 93% of people going to day centres do not have paid work52.  Only
20% of activity in day centres takes the form of education and employment,
while 28% involves leisure and recreation53.  Similarly, only 25% of sheltered
workshop spending goes on learning disabilities54.  

5 We learned of people going to day centres for many years  without a
formal assessment.  Most people using services who were interviewed as part
of our user and carer survey described day centres as boring and lacking in
direction.  However, they did value the chance to access health services and
to meet friends. 

6 Carers’ perspectives may be different.  Day services give them valuable
opportunities to follow other interests, education or work.  Carers are
understandably concerned at any suggestion that services might be taken
away, and their own opportunities restricted.  It would be pointless if new
developments place heavier burdens on family carers.
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7 Many day services for adults are not focused enough on continuous
learning and development.  Day care is not seen as a stepping stone to new
experiences or to employment.  It does not challenge and stimulate each
person enough.

8 That said, a number of people with complex needs, but particularly
those with multiple and profound disabilities and some people with
autistic spectrum disorders, will continue to need structured day
opportunities.  Some day services provide high-quality care and involve
people with profound and multiple disabilities in everyday activities in the
community (with support).  Health boards need to consider developing more
outreach services for people in these settings.

An example of good practice

The Aveyron day centre was set up by a parents’ group and now receives
funding from South Lanarkshire social work department.  It provides day
care for up to 18 people many of whom have other physical disabilities,
severe health problems, sensory impairment or challenging behaviour.
The local community learning disability team work closely with centre staff
to support those who go to the centre.

The future scope of day services

9 Day opportunities are important to people with learning disabilities.  But
traditional day services are no longer appropriate descriptions of the ways in
which people with learning disabilities want to spend their days.  They value a
structured day, especially one with meaningful activities.

10 People with learning disabilities want fuller lives, and to be able to join in
more with others in the community.  Services  need to be more flexible and meet
people’s needs if this is to happen.  Local authorities need to look at their current
day care services to see how they can include people more in the community.  

An example of good practice

The Carisbrooke day centre provides day care for those with significant
physical and health needs.  There are close links with primary care and
specialist health services.
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11 The role of day centres should change.  They should increasingly
become resource centres, offering only some in-house activities and support.
They need to use more community resources and help people with learning
disabilities get continuing education and development, real jobs and more
involved in sport and leisure activities.  Community education also has an
important part to play.  Local authorities are currently drawing up their first
community learning plans which have to include the needs of people with
learning disabilities.  Nobody should go to a day centre full time, but they
could use it as a base to identify and go to activities in the wider community.
In some areas day activities can come to the person (for example, one-to-one
outreach), or to a group.

12 Local authorities will want to give particular care and attention to how
day opportunities can meet the needs of people with multiple and profound
disabilities or those who may not be able to benefit from employment or
continuing education.  Opportunities will vary from person to person but need
to focus on personal and social development.  Services will need to be
available for people with specific and other health needs.  Good day
opportunities are particularly valuable to people who have challenging
behaviour55.  Organisations will need to provide appropriate staff training to
support these changes.

An example of good practice

The White Top Centre in Dundee provides day care for 15 people with
profound and multiple, physical and learning disabilities.  The centre
opened in 1994 with funding from a charitable trust and is now supported
by Dundee social work department.  Tayside health board pay for some
health posts.  Nursing, physiotherapy and social care staff work together to
support those who use the centre and their families.

13 Local authorities need to review their day care services.  In doing so,
they will want to be sensitive to the anxieties and views of users and carers.
They need to balance the needs of users and carers so that they help the
person with disabilities and prevent family breakdown.  Good personal
planning for the person with learning disabilities will take full account of the
needs of their carer. 
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14 Local authorities should be able to use existing resources better by
taking advantage of services and opportunities in the community and looking
for real jobs.  This is an approach already used in many areas which are
successfully remodelling services.  However, changing the current style and
shape of services will take time.  Extra money from a ‘change fund’ would
help to make that shift. 

Recommendation 15    Local authorities and health boards, should both
examine what they provide and develop more modern, flexible and
responsive services which support people in the community through
employment, lifelong learning and getting them involved socially.  Day
healthcare services for people with learning disabilities should be mixed
with those in the community.

New opportunities for lifelong learning and development

15 Lifelong learning is important to people’s development and provides
opportunities for people to feel more included.  The Higher Still Programme
provides a framework for people of all abilities, from those with profound
learning difficulties through to those sitting Advanced Higher.  So, it could
offer young people with disabilities excellent opportunities for lifelong
learning.

16 Many people with learning disabilities already take part in educational
activities within day centres and in further education.  There is a lot more
scope for continuing education to play a bigger part in their development.
Well-planned learning opportunities can have significant and long-lasting
effects.  They can improve the quality of life for people with learning
disabilities and help them to take advantage of other activities and
employment.  They can also help them to develop independent living skills so
that they rely less on others.

17 The main recommendation of the Beattie Committee is that post school
education should aim to include more people.  This should mean that it is
better designed and delivered to meet the needs, abilities and hopes of young
people within a supportive environment.  What is provided should match
needs rather than asking the young person to adapt to the learning
environment.
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18 Adults with learning disabilities, like any other adults, need learning
opportunities throughout their lives.  They want to learn skills for work, enjoy
leisure activities, improve their skills (especially communication) develop self-
confidence and self-advocacy, and learn to use facilities in their local
communities.

19 Most further education colleges are now controlled by new boards of
management.  They have an important contribution to make to post school
learning.  Colleges, training providers and local authority community learning
services should work together to make sure that an imaginative range of
opportunities is available.  They should work with those who provide other
services to make sure that learning is relevant to the individual and consistent
with the needs assessment and ‘personal life plan’.

20 The Beattie Committee asked the Learning Disability Review to consider
whether their proposed National Action Group should set up a challenge
fund to support and test work on improving access to continuing learning for
those who need a lot of support.  We approve of this recommendation, but
would want to widen the opportunity to access continuing learning to all
people with learning disabilities.  The Director of our proposed Scottish centre
for learning disability should be a member of Beattie’s proposed National
Action Group to make sure the voice of people with learning disabilities is
heard on employment issues at a national level.

Developing employment opportunities 

21 Many people with disabilities want a decent job.  They want to get on in
life and have friends at work.  The Scottish Executive’s social inclusion
strategy ranks having a job high in the list of measures to help people to be
included in society.  Employment has, so far, rarely been an option for people
with learning disabilities.  If they are to be usefully included in society, that
has to change.

22 During the course of the review we heard about some very successful
employment projects.  Many of these have been created by the voluntary
sector, for example, Enable in Paisley.  Others include Jobs 4 All, a not-for-
profit recruitment agency for people with disabilities run by North Highland
College, and North Lanarkshire Council’s Supported Employment project.
They focus on helping people with learning disabilities get real jobs.  The
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Employment Disability Unit in Dundee has had considerable success with a
job club, a sheltered placement scheme and a work experience programme.
We met people who had gone to day centres for over 20 years and who are
now satisfactorily in full-time jobs.  Unfortunately there are only a few of these
projects.  One person told us:

‘I keep on being assessed for employment but never get a job.’

23 The New Deal for Disabled People is experimenting with new ideas.
Personal adviser services will be the first step in transforming the way in which
the benefits system supports disabled people who want to work.

24 Many employment projects centre around employment development
workers.  They need a broad range of skills from negotiating and marketing,
to offering on-the-job support and training, and working with parents and
others.  They match the employee to a job and train and help him or her into
employment.  They also provide gradually-reducing support in that
employment.  Some New Deal for Disabled People pilot schemes include
development workers.  The responsibility on the employer is to treat and
support their employee with learning disabilities in exactly the same way as
any other.  Those who employ people with learning disabilities have shown
they value them.  

25 Employment development workers should:

• work towards including people with learning disabilities in ordinary
work settings;

• help people find jobs which offer the same pay, terms and conditions
as employees doing the same kind of work;

• offer people the necessary support to be able to work on their own,
with appropriate risk assessment and management; and

• help those with complex needs to find work and provide ongoing
support where necessary.

26 However, real jobs may not be everyone’s aim.  Opportunities also
have to be found for ‘tasters’, part-time opportunities and voluntary activities.
There is still a place for sheltered workshops.  Whatever the setting, the aim
ought to be to help the person develop, and wherever possible to get them
fully involved in society.
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27 Employing people with learning disabilities or arranging it is not the
responsibility of any single agency.  Agencies involved in care, health,
employment, benefits and indeed in the business world need to work
together.  As we mentioned earlier, the Beattie Committee is proposing a
National Action Group.  But it is likely to consider strategies and practical
approaches to developing employment, for example, in promoting social
firms which help young people move into employment.  We suggest that
Enable, as the national organisation for people with learning disabilities,
should contribute to this work.  And, local authorities and health boards could
give a lead to local employers by taking on more people with learning
disabilities.

28 Supporting people into employment offers them the opportunity to be
included, to gain more self-esteem and to meet new people.  It can also be
cost effective for authorities, compared to the cost of day care (£7,000 for
each place each year).  Moreover, once the support is withdrawn, local
authorities can use that same resource for someone else.  In terms of
comparing other costs, we were told that a ‘Training for Work’ place costs
about £3,200, and that the Department of Employment will pay up to £4,760
for a full-time worker on a supported employment scheme.  So, there can be
advantages for people and local authorities in following-up employment led
solutions.

Recommendation 16   Local authorities need to give much greater
priority to developing a range of employment opportunities for people
with learning disabilities.  And, with health boards those authorities
should lead by example in employing more people with learning
disabilities. 

Enough money to join in?

29 Benefits play a big part in the lives of people with learning disabilities.
Most are not, or have not been, wage earners, and benefits are often their only
source of income.  So their ability to lead a normal and fulfilling life is governed
by benefits.  Making the most of income from benefits is an important part of
the Scottish Executive’s plan to include more people in society.

30 Some benefits provide a source of income for everyday living expenses
(Severe Disablement Allowance, Income Support, Housing Benefit, Incapacity
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Benefit and so on).  Benefits also help people who may be able to work to
gain employment.  There are a number of New Deal initiatives to help people
on long-term Incapacity Benefits move into work.  These include the following.

• Increasing the therapeutic earnings limit in Incapacity Benefit and
Severe Disablement Allowance to £58 a week from April 1999.
Disabled people who carry out therapeutic work can then benefit
from the national minimum wage.

• Introducing a 12-month linking rule for people on long-term
incapacity benefits in October 1998 to reassure them that they can
try work without losing out if they fall ill again.

• Removing the 16-hour restriction on the amount of voluntary work
that people can do who receive incapacity benefits.

• Piloting (for a year from April 1999) a package of four measures in
15 areas (including south-west Scotland, Grampian and Lanarkshire)
to help people with disabilities who want to return to work.  The pilot
allow those on incapacity benefits to earn a small amount of money
(up to £15) without losing benefit; and to try out a job for a trial
period while still on benefit.  They also allow access to a Jobmatch
payment of £50 a week for people moving into part-time work; and
a Jobfinder’s Grant of £200 for those starting full-time work. 

31 Users and carers told us that the New Deal for Disabled People is still in
pilot form.  Unfortunately, since most people with learning disabilities do not get
Jobseeker’s Allowance, they cannot join the main scheme.  However, the
experience of the few people with learning disabilities who have been able to get
through the system suggests it is effective in helping get them into employment.

32 Benefits also help with the other costs of disability.  The Independent
Living Fund (ILF) is a trust fund which can make discretionary grants.  It can
make life better for some people by supporting independent living.  People do
not always understand why some people get it and others do not.  More
specifically, the limit on earnings for support under ILF may have had a
negative effect on getting people to work.  For that reason, the Government
has increased the limit they can ignore on earnings under the fund.

33 People who have been in care homes since 1993 and have preserved
rights to higher DSS benefits are worried about moving to other housing
options.  The Department of Health and the Department of Social Security are
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currently looking at the effects on local authorities if they have preserved
rights cases transferred to them.

34 A person’s ability to make financial decisions for themselves is often
governed by the decisions of others.  For instance, someone in a registered
home would have their care and accommodation costs paid for, but would be
left with only a small income for them to use.  The same person in a
supported living setting could be left with much more choice about how to
use this money.  Charging policies can eat away personal income in
accommodation which is not registered.  Different decisions on Housing
Benefit at a local level can lead to different outcomes for people.

35 The benefits system is complicated and getting the right advice and help
is essential.  The range and level of benefits varies considerably according to
personal circumstances.  The research paper we commissioned identifies
some of the difficulties people face in getting benefits56.  People with learning
disabilities and their representatives told us repeatedly that they found the
benefits system difficult to understand and to find their way around.

Recommendation 17    The Scottish Executive should consider raising,
with the Department of Social Security, specific areas of concern related
to benefits and support for people with learning disabilities.

Leisure and recreation

36 Leisure and recreation are important to all of us, and we do not all like
to do the same things.  This is also true of people with learning disabilities.
Currently about 28% of activity in day care takes the form of leisure and
recreation inside and outside day centres.  Much of this time is spent with
others who have learning disabilities. 

37 A better approach would be for people to mix with others of their own
age and interests in the community.  If these links do not exist at the moment,
agencies need to encourage and develop them.  Befriending schemes can
help with this.  People with learning disabilities need to be involved in
activities enjoyed by the public generally.  They need to use public facilities
more alongside non-disabled people, with less segregated sessions, events,
shows and activities.  In reviewing their day care opportunities local
authorities should consider developing befriending schemes and links with
other community groups. 
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Transport

38 Getting around means a lot to people with learning disabilities.  During
our review it became clear that they are not satisfied with local transport
services.  Improving transport for people with learning disabilities means:

• for the less able, having access to special transport for care and
social activities;

• for those who are more able, making more use of public transport
(either on their own or with others), wherever possible; and

• having a transport system which meets people’s needs.

39 Developments such as the Scottish Executive’s rural transport initiative
are helping certain areas, but we think we need better transport networks
generally.  There are already arrangements in place within Scotland and the
Department of the Environment,Transport and the Regions (DETR) on issues
such as access.

40 Training drivers is also important. DETR issued guidance in 1997,
‘Taking Care of Your Passengers’, and bus operators throughout the country
have just issued a video ‘It’s a Bloody Nuisance’ related to the needs of
people with disabilities.  Closer to home, the Scottish Executive is shortly
publishing a research study, ‘Transport Provision for Disabled People in
Scotland’, which identifies gaps in the current system and recommendations
for action, locally and nationally.  This offers a new opportunity to look at
concerns in Scotland.

41 Timetables need to be very clear if people are to understand them.
And, bus drivers need to realise what the needs of people with learning
disabilities are, which may not be obvious.  To overcome this, one group has
produced a small card explaining that the holder has a learning disability,
and inviting the driver to remember this.  It has been widely welcomed by
both drivers and users and is a good example of an effective idea which is
relatively cheap to put into practice.

Recommendation 18    Local authorities should review their local
transport services, to make sure that people with learning disabilities
can use public services wherever possible.
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The importance of short breaks – where we are now 

42 Most people spend time away from their parents and families.  They go
to school, they visit relatives and friends, and spend time with other people,
doing different things.  Children have tea or stay overnight at a friend’s
home, adults may see friends, partners or colleagues outside their own home,
go to leisure facilities or clubs, or do evening classes.  People with learning
disabilities, and their families often need help to arrange these simple but
very important matters.  One carer told us:

‘Fun, interesting activities, making friends her own age, are the most
important things for my daughter. I need to know she is happy and
secure.’

43 Research on respite care suggests that what is offered is directed more
at carers’ needs rather than the needs of people with disabilities57.  Many
families are unhappy with the term ‘respite’, and prefer to use ‘short breaks’
which shows that the services should be designed to meet both sets of needs.

44 Where families have access to a short break service they value it highly,
but they report they rarely receive enough to meet their needs.  While the
number of services providing short breaks has grown a great deal over recent
years, they are still not meeting the demand58.  And the effort needed to
actually get a short break can be tiresome.  We were told:

‘It’s a performance trying to book respite.’

45 The number of children with learning disabilities in mainstream and
specialist education in September 1998 was 8,800, but there is no record of
the numbers within this group who need or actually receive short breaks59.
The Accounts Commission produces information about the numbers of all
children with disabilities in each local authority who received respite care at
least once.  They found that out of 3,800 children assessed (in 1997-98) as
needing a respite place, 3,300 actually got one60.  Because these figures
include children with other types of disability, it is not possible to give the exact
number of children with learning disabilities who actually received respite care.
These figures also do not include those whose needs are not assessed.  We do
know that where new respite for children has been developing it tends to focus
on the needs of children with learning disabilities61. 
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46 The Accounts Commission also produces figures for adults with learning
disabilities in each authority who received respite care at least once.  These
tell us that the number of short breaks provided across Scotland varies a
great deal.  For instance, an adult with learning disabilities in one area is
11 times more likely to get a short break than someone in another.  Overall
in 1997-98, out of 3,600 adults assessed who needed a short break 3,200
got a service.  Again it is relevant to note these figures do not include those
whose needs are not assessed.

47 Using long-stay hospitals for respite for people with learning disabilities
continues to grow.  Out of 4,100 people with learning disabilities who went
into hospital in the year to March 31 1998, 3,400 people went for holidays
and respite.  A sizeable number were children.  (However, it is likely some
people will have been counted twice as some may have had more than one
period of respite care during this time62.)  As long-stay hospitals run down,
local authorities and health boards will need to provide appropriate
alternatives in the community.  And, many general hospitals continue to
provide respite for children in long-term paediatric wards.  This is usually for
children with special medical needs, and on an unplanned basis.

48 There are good examples of jointly-funded short break services for
children with complex needs in community settings.  Nursing staff work
alongside organisations providing social care to meet healthcare needs.  This
prevents using hospitals unnecessarily.

An example of good practice

Highland health board and Highland social work department jointly-fund
the Orchard.  This is a residential respite service for children and young
people with complex needs.

49 What is clear is that the chances of being able to get a break varies
significantly across the country and there is still a need for more short breaks
for both children and adults.  While there is an overall shortfall in what is
being provided, it is difficult to work out accurately by how much.
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An example of good practice 

Aberlour Child Care Trust has a respite care residential service for children
in the Borders.  Other health needs are met by nursing staff from Borders
General Hospital paediatric services.  Nursing staff are seconded to work
alongside social care staff to make sure they meet children’s health needs
to prevent them going into hospital.

50 The Scottish Executive launched their Strategy for Carers in Scotland in
November 1999.  It means local authorities need to spend £10 million of
their grant-aided spending for 2000-01 on services for carers (including short
breaks), £5 million from their present budgets and a further £5 million from
the new resources made available in that year.  The Scottish Executive wants
to formally involve carers’ organisations in considering how these resources
should be used.  This should lead to a real increase in short breaks.
Ministers have made it clear they will consider targeting extra resources if it
does not. The Scottish Executive will monitor the outcome of the carers’
strategy for people with learning disabilities.  However, we were so struck by
the pressure on families of people with learning disabilities that we believe
there will be a need for further investment.  A carer told us:

‘Caring is demanding and stressful.  We need to feel that we are doing
a good job.  If there is no support for us, we cannot continue to care.’

A structured approach to planning short breaks

51 We see two main themes coming from the review.

• Families want more breaks and want flexible planned breaks at
home and elsewhere.

• Parents want a wider range of social and leisure experiences for their
families through better access to mainstream play and out-of-school
activities, child care services, education and leisure facilities. 

52 Short breaks need to be flexible and meet the individual needs of
children, adults and those with more complex needs.  Carers of people with
learning disabilities need better support if they are to continue to care and
avoid caring crises.  
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An example of good practice

The National Children’s Home – Gilmerton Road project in Edinburgh
provides respite care, residential and peripatetic services for children and
young people who have learning disabilities and emotional and
behavioural difficulties.

53 Good arrangements for short breaks and shared care depend on
simple procedures.  Whether the short break is provided by another family or
by an agency, the worker’s role is to help with this process.  They need to be
as flexible as possible. 

54 No child or adult should have a short break in a hospital setting unless
they are in need of specialist treatment or assessment that cannot reasonably
be provided elsewhere. 

Recommendation 19    Health Boards should contribute funding and
resources (for example, training for residential and family carers) to
developing community-based short breaks alongside local authorities.
Local authorities will also be able to bid for any ‘change funds’ which
may be made available for further developing short breaks for people
with learning disabilities.

Recommendation 20    The Scottish Executive and local authorities
should review their guidance and procedures to make sure that local
authorities and health boards can arrange their short break and shared
care arrangements for children and adults flexibly and with as little
bureaucracy as possible. 

Public attitudes

55 We paid for research to find out about public attitudes to learning
disabilities by surveying over 1,000 adults in Scotland63.  Most felt that
people with learning disabilities are just like other people and have the right
to live, learn and work alongside everybody else.  Most thought that people
with learning disabilities should not live in hospitals.  However, the survey also
showed that ordinary people do not know very much about learning
disabilities and that this may lead to prejudice and confusion.
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56 Giving people with learning disabilities a more positive profile in
communities and schools is an important step on the way to changing public
attitudes.  Research shows that effective strategies for changing public
attitudes work best when there is a positive personal contact for example,
helping a customer with learning disabilities.  Sharing relevant personal
information such as encouraging people with learning disabilities to talk
about themselves and their lives, also works well. 

57 Regrettably, bullying and harassment are all too often part of the life of
people with learning disabilities.  A recent report says that 65% of people
who took part had experienced bullying; 38% of them said it happened
regularly64.  Many of those responsible were children and young adults.  Most
victims felt uncomfortable about reporting incidents.  If they did, it was
effective in 38% of cases.

58 It seems obvious that the general public needs to have a better
understanding of people with learning disabilities.  That need is greatest
among children and young adults.  The Scottish Executive has already a
programme against bullying in schools.

Recommendation 21    There should be a long-term programme to
promote public awareness about learning disabilities and including
people with disabilities in the community.  This should include
programmes from the earliest years of education.  The new centre for
learning disability could be responsible for taking this forward.
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6 Working well together

1 Good partnerships between all the people, agencies and professionals
involved in supporting people with learning disabilities are essential if they are
to get the services they need when they need them. This chapter focuses on:

• the importance of professionals working closely with people with
learning disabilities, their families, friends and relatives and building
on these natural forms of support; 

• the need for professionals to work together better so that the
vulnerability and risk experienced by many people with learning
disabilities in different areas of their lives is managed better; and

• professionals working better together to help people through the
many different stages in their lives, as they develop and their needs
change.

At the end of this chapter, we consider:

• the role of primary and general healthcare;
• people with learning disabilities who have mental health problems;
• people with challenging behaviour; 
• people with learning disabilities in the criminal justice system; and
• people with profound and multiple learning disabilities.

Where we are now

2 We all use family, friends and people in the community to help us in our
daily lives.  People with learning disabilities are no different and the
contribution made by this natural form of support is not only significant in
itself, but also important for other services to recognise and build on.  Yet this
does not tend to be the starting point of planning and delivering services.  As
we highlight earlier there are many information gaps, but the greatest are to
do with carers and family support.  

3 People with learning disabilities are vulnerable.  They suffer high levels
of both physical and sexual abuse65.  People with learning disabilities are
often the victims of crime, many of which are not reported or followed up
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through the criminal justice system66.  The Mental Welfare Commission for
Scotland drew attention to the lack of proper assessment and co-ordination of
care in relation to one vulnerable person with a learning disability in their
1998/9 Annual Report67.  We look at this case in more detail below.

4 Present arrangements for assessing, planning and support are not
working as well as they could.  Professionals do not work  as well as they
should with the person with learning disabilities or their family.  Nor do they
always work well with each other.  People are assessed by many different
agencies and professionals for different and limited purposes, yet too often
no clear plan of action is made as a result.  For instance, it is not uncommon
for people to find themselves in contact with more than one occupational
therapist either from:

• a medical service;
• a learning disability service; or 
• social work services.

5 We were also told that information about good practice between
professionals working with people with learning disabilities is not shared
enough.  This also applies to those in other specialist services, such as for
people with mental health problems, older people and so on.

6 There is general agreement that the everyday health needs of people
with learning disabilities too often go unrecognised and untreated.  Health
promotion and health screening services, hearing and sight tests which are
accessible to most of the population are under-used by people with learning
disabilities68.  Everyday health needs are the responsibility of GPs and the
primary care team.  However, it has been reported that two-thirds of people
with learning disabilities need more health support than primary care can
provide69.  Specialised health needs often need referring on to other
specialists, for example, specialist consultants, professionals allied to medicine
and community learning disability teams.  For many young people with
complex needs the supports they need will be lifelong.

7 People in our user and carer survey were concerned that healthcare
professionals did not spend enough time in assessing the health needs of the
person.  Some parents believed that healthcare professionals did not know
enough about learning disabilities because they had not been given enough
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training.  There is evidence that when professionals train together they
develop a better understanding of each other’s roles. 

8 Planning for the different stages in people’s lives is also neglected.  In
our user and carer survey most families felt that assessments do not take
account of their children’s future needs, such as moving from:

• school to further education or resource centres;
• education to employment;
• hospital to community placements;
• services for children to those for adults or older people.  

Even more importantly, they reported a lack of co-ordinated planning for the
time when they would no longer be there. 

An example of good practice

PAMIS (Profound and Multiple Impairment Service) runs training workshops
for parents and carers on future planning, legal, financial and housing
issues.

9 Caring for a person with a learning disability can be a worthwhile and
rewarding experience for many family carers.  However it can also place a
strain on their emotional well-being, health, finances and relationships.
Studies of the psychological well-being of mothers caring for disabled
children show higher levels of anxiety and depression compared to women in
general.  These levels are significantly higher for those caring for children
who have other learning disabilities and complex needs70.  During the
review carers highlighted the fact that the issues they face are a constant
feature of their lives.  The opportunities they want to take and the problems
they try to overcome are not simply present when they get professional
attention. 

10 Too often at the moment services for people with learning disabilities do
not take a wide enough view.  Services need to be much more centred on the
experience of the people involved, both to meet their needs and to be
effective.  A system that arranges a tenancy for a person with a learning
disability, but leaves them lonely with nothing to do is based around the
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service, and does not put the person first.  A professional who does not take
account of parents’ views when they have provided care for 25 years is not
setting the service in the full context of the lives of those involved.

11 Effective partnerships between all the people and professionals involved
in supporting people with learning disabilities depend on developing natural
supports in the community such as family and friends and using specialist
knowledge and expertise to build and maintain long-term benefits.
Professionals and others do best when they arrange the service they offer by
taking account of the lives of the people they are trying to help.

12 By building natural links and relationships into assessment and
planning and developing care, agencies will use their resources more
effectively and get better results for people. 

Vulnerability and risk

13 Risk features in several different areas of life for people with learning
disabilities.  Their general vulnerability makes them a target for abuse.  They
may be exposed to risks in leading a full life.  Sometimes, there are risks for
them and others, for instance, around taking and giving medicines.  These
risks need to be assessed and managed.  They should never be an excuse for
not taking action or taking inappropriate action which does not take account
of what users and carers want and need to lead as full a life as possible.

14 We have already said that, wherever they live, people with learning
disabilities sometimes experience high levels of sexual or physical abuse and
are more likely to be victims of crime.  The Mental Welfare Commission’s
1998/9 Annual Report highlights a particular case of someone with a mild to
moderate learning disability who lived a chaotic life after her mother died,
being exploited by several people.  She was seriously assaulted and
continued to be vulnerable even when it was obvious to professionals that her
learning disability was affecting her judgement. 

15 The inquiry decided that there had not been enough supervision and
protection during the period under review and that the assessment of risk was
not dealt with well enough in case discussions.  It is very important that social
work departments understand when it is appropriate to resort to using
compulsory powers to protect through guardianship.
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16 The Mental Welfare Commission’s Report made some far-reaching
recommendations including that the Care Programme Approach should be
used for people with learning disabilities who have complex needs.  We
agree with this recommendation.  We have responded to some of their other
recommendations here and elsewhere as they are relevant to our concerns to
strengthen assessment and planning care.  They are also relevant to
improving the knowledge and skills of the various professionals who work
with people with learning disabilities.

17 Many of those we interviewed during the review told us that too much
time, money and energy was spent on over-protecting people with learning
disabilities.  As ordinary citizens we can make many decisions about the risks
we take in our lives.  We may choose to go rock-climbing, knowing that injury
is possible, but the sense of achievement makes it worthwhile.  People with
learning disabilities need support to achieve their personal goals.  This should
not mean putting them at risk but it also does not mean over-protecting them.
For this to be possible, users, carers, support staff and managers need to be
clear about what risks are acceptable.  The Scottish Executive has recently
issued guidance for nurses, health visitors and midwives on protecting
vulnerable people71.  Some local authorities already have a policy and
provide staff training on assessing and managing risk.  This should be the
case for all.

Recommendation 22    The Scottish Executive’s National Care Standards
Committee is currently developing standards for residential and nursing
care homes for all care groups including people with learning
disabilities.  These standards should look clearly at assessing and
managing risk in working with vulnerable people.

Recommendation 23    All local authorities in association with health
boards, NHS trusts and other agencies should develop policies and
guidelines on protecting vulnerable adults.  Social work departments
should review their procedures on guardianship to include making a
formal assessment of risk a normal part of deciding whether an
application should be made.  Local authorities and health boards should
use the Care Programme Approach for people with learning disabilities
who have complex needs whether these needs are caused by disability
or vulnerability.
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Handling transitions better 

18 The needs of many people with learning disabilities are lifelong and
change as they get older.  It is very important that services recognise this and
work together to make sure moving from one stage of a person’s life to
another is planned for and managed as smoothly as possible.  This section
suggests ways in which agencies might manage this better.  It links back to
our proposal for personal life plans.

Early years

19 When parents are told that their newborn baby (or child) has a
condition which includes learning disabilities, their lives are changed for ever.
Their child may still be the greatest source of joy and inspiration and bring
pleasure and pride to them, their family and friends.  However, their world
will not be as it was.  They may face many challenges, some of which may
frustrate or exhaust them. 

20 If a child is born with a learning disability or fails to reach expected
early developmental milestones families need:

• information, practical help and emotional support from
knowledgeable professionals; 

• access to ongoing advice, local child care, paediatric and child
health services which can meet their child’s needs;

• therapy services included with ordinary children’s services;
• programmes which teach parents and carers in nurseries, schools

and respite settings how best to help each child develop; and
• early information, advice and options for pre-school and primary

education.

School years

‘The most important rights of children and young people with Special
Educational Needs (SEN) are the right to an appropriate education and the
right to be fully integrated into the community to which they belong when they
are adults.  Inclusion in ordinary schools or, segregation into special classes
or schools, is only defensible if it facilitates these two rights’ (Hornby)72.
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21 The Scottish Executive’s current policy aims to increase social inclusion
but accepts a need for special schools.  Every child should have full-time
education that meets their needs, and support to make the most of the
learning opportunities available.  The new Education Bill before Parliament
plans to bring forward a provision at the committee stage of the Bill to the
effect that “It shall be presumed that, where under the 1980 Act an education
authority are to provide school education for any child of school age, such
education shall be provided in a school other than a special school.”  Local
authorities have particular responsibilities to assess and support children with
special educational needs.  This includes children with learning disabilities. 

22 Special schools provide for a smaller number of children whose needs
are too great for most ordinary schools to meet, such as those with profound
and multiple disabilities.  Some profoundly disabled children manage well in
mainstream classrooms with a lot of support.   The Scottish Executive has
issued guidance for staff working with children in educational settings on
providing intimate care for children and young people with disabilities73.  The
most important consideration is that the education should be good-quality and
meet the child’s needs, not least their wish to be included and have friends.

23 We share the view of the Riddell Advisory Committee on Education
Provision for Children with Severe or Low Incidence Disabilities that, in future,
a higher number of children with severe low-incidence disabilities will be
included in mainstream schools close to home.  However, they will need
specialist services to make sure that their education, health and social needs
are met74.  Specialist and mainstream services need to work together to
achieve these aims.  Setting up a National Special Educational Needs Advisory
Forum, to be chaired by the Deputy Minister for Education, Culture and Sport
will give the Scottish Executive a way of monitoring developments in this area.

24 Whatever form of provision is most suited to a child’s needs, it should
form part of the family’s wider network of support so that the family
experiences a ‘seamless’ service.  A number of people told us there is little
continuity of service or staff, and relevant information is not exchanged when
children move from early years to primary and then secondary education.

Future Needs Assessment

25 Future Needs Assessment and putting it in place is particularly important
to young people with learning disabilities.  When a child has a Record of
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Needs and reaches 14, education authorities must get ready to carry out a
future needs assessment (FNA).  This, and the action that follows from it, is
particularly important to young people with learning disabilities.  This should
consider whether the child would benefit from school education after he or
she has reached the statutory school leaving age (16), whether the Record
should be continued throughout the period the young person is still at school
and what provision is needed after school.  The Record must be discontinued
when the young person stops receiving school education or reaches his or her
eighteenth birthday.  Social work services have a duty to assess whether a
recorded child is disabled and, if so, to carry out an assessment of the young
person’s need for social care services. 

26 There are several difficulties with the current arrangements:

• the child and family may have had little contact with social work
services before the FNA;

• the social work contribution to the FNA is usually from children’s
services, which may have limited knowledge of post school
education, and welfare services available to young adults;

• at the point of handover to community care services for adults there
may be a need for a further assessment;

• there is no legal duty on agencies to put the FNA into practice as
there is with the Record of Needs;

• healthcare needs are not always considered;
• social work services rarely offer options that would include

committing financial resources two to five years ahead;
• there is a focus on existing services, and access to day care, rather

than needs-led person-centred planning;
• education authorities have no responsibility for putting the FNA into

practice after the child has left school; and
• putting the FNA into practice often proves difficult as it relies on

resources provided by other agencies.  

27 We believe it is necessary to introduce a new duty for local authorities to
identify a responsible person (who could be the local area co-ordinator) to
advise and help the person with learning disabilities and their family put the
FNA into practice (unless they say otherwise).
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Recommendation 24    The Scottish Executive should consider
introducing a new duty on local authorities to identify a responsible
person to advise and help the person with learning disabilities and their
family put the FNA into practice.

28 On leaving school young adults and their families may no longer have
access to the same short break services, with which they are familiar and
comfortable.  And the educational opportunities to learn and develop which
they had at school may not be available.  Local authorities are responsible for
meeting these needs, and for co-ordinating the contribution of other partners
(including further education college boards of management).  GPs,
paediatric, learning disability and physical disability services should agree
arrangements for people moving from child to adult services to make sure
people have appropriate continuity in the healthcare they receive.

29 Making an early start on changing the existing patterns of service is
important.  We realise that a number of authorities have taken policy
decisions not to place any future school leavers in existing day centres.  We
believe that local authorities throughout Scotland should consider this
approach.

Adulthood

30 Needs change over time and as people take up new opportunities they
may blossom and look for more.  A person leaving hospital may be happy in
a small group setting at first but eventually want a home of their own.  A
person leaving school may want some further education but eventually want a
job.  Some people with learning disabilities will develop long-term
relationships and a number will want to get married.  Professionals need to
be ready to respond to changing needs as people develop.

31 Professionals and services need to recognise that adolescents and adults
with learning disabilities have sexual rights and needs, while at the same time
making sure those who may be vulnerable to abuse are protected.  The
current review of the Mental Health Act is considering how best to protect
people with learning disabilities.  At present, it is an offence for a man to
‘knowingly have sexual intercourse with a woman if she is suffering from a
state of arrested or incomplete development of mind which includes
significant impairment of intelligence or social functioning’75.  While this
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provides appropriate protection for some people, there are also concerns that
people’s right to express their sexuality is denied by some services.  Some
agencies in Scotland have developed policies on sexuality and relationships
for people with learning disabilities and we agree with this.

We think local joint policies should include:

• appropriate and accessible information;
• advice and guidance to staff supported by appropriate training;
• access to family planning services; and
• an assessment of risk and the need for protection.

32 Some people with learning disabilities may choose to be parents.  As
with other parents, they will need a range of support and other help from
their families and other agencies.  Like other people, parents with learning
disabilities can benefit from training and support in developing parenting
skills.  Some areas offer extra support which is helpful to them and their
children76.

An example of good practice

Grampian primary care trust employ a specialist health visitor to support
parents who have learning disabilities.  This project involves clinical
psychologists, social workers and primary care staff working together.

33 Local authorities and NHS trusts should make sure that the needs of
parents with learning disabilities and their children are identified and met.

Growing older

34 Improvements in health and social care mean that people with learning
disabilities can now expect to live longer.  While people with complex needs
and people with Down’s syndrome still have a reduced life expectancy, people
with milder learning disabilities now have a life expectancy similar to other
adults in the general population77.  Older people with learning disabilities
should not be seen as different from older people generally.  Services need to
reflect all the needs of older people and the extra needs of those with
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learning disabilities.  A recent review of the literature identifies large areas of
need which have not been met amongst older people with learning
disabilities and services are often not aware of them78.

35 Local authorities and health services need to make sure that older
people with learning disabilities have the same access to health and social
care support as older people generally.  They should make sure there are
links with mainstream services for older people and those with dementia to
identify the most appropriate services to provide.  Specialist knowledge is
important here as elsewhere and health boards and local authorities should
make sure that there are local professionals who have appropriate expertise
to make sure dementia is diagnosed early on.  Health services should
promote the health and well being of older people with learning disabilities.

36 Older people with learning disabilities and people with dementia will
need appropriate day services and recreational opportunities with appropriate
links to the mainstream services for older people.  Health boards, NHS trusts
and social work departments should make sure that care staff and support
workers have the training they need to meet the needs of older people and
those with dementia.

Recommendation 25    Health boards and local authorities should make
sure that local professionals are trained to look out for early signs of
dementia and so can provide assessment and appropriate responses
and services.

37 Older people with learning disabilities are often cared for by parents
who become frail and less able to provide the physical support or care
needed.  In particular the effect on family carers of caring for children and
adults with more complex needs has been shown to result in greater health
needs, stress, anxiety and depression for the carers79. Many parents who are
carers find it hard to plan for the future.  

38 Professionals should respond to carers’ readiness to plan and be
sensitive to cultural and ethnic influences that may affect attitudes to family
caring.  They should consider carers’ needs as a very important part of any
care package for people with learning disabilities.
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An example of good practice

Glasgow primary care NHS trust has developed an ethnic and cultural
service for people with learning disabilities by working with the community
learning disability services.  It provides information and support.

Recommendation 26    Life plans for people with learning disabilities
who live with their parents should include plans for a time when parents
may no longer be able to provide care.

Bereavement

39 We all experience loss in our lives but for people with learning
disabilities the loss of a parent who is a carer may lead to a double crisis.
For adults who live with family members, death or increasing frailty of parents
may mean having to move home.  This can have huge health consequences
and the process needs to be handled very carefully80. Maintaining as much
contact and continuity as possible with friends and others is essential.  It is
also very important that people with learning disabilities have the time and
space to grieve. 

The role of primary and general healthcare

40 A general practice with 1500 patients can expect to have
22 to 30 people with mild learning disabilities and up to six people with
severe disabilities.  People with learning disabilities have a greater need for
primary care support but tend to use it less than the general population.
People with learning disabilities also may need longer appointments to be
able to communicate what they need and this does not always happen.
There are some initiatives being developed to help people with learning
disabilities communicate more clearly about pain and illness81.

An example of good practice

SENSE Scotland has developed a health log for people with complex
needs which is maintained by support providers.  The log is used to
monitor health issues and help when communicating with health
professionals.
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41 Health boards should offer regular health checks for all people with
learning disabilities.  Health professionals should pay particular attention to
people with complex needs.  GPs, paediatricians or specialists in learning
disabilities all have a part to play.  Primary care NHS trusts need to make
sure that there are appropriate links between community learning disability
specialists and primary care services.  Community learning disability nurses
have a particularly important role working between primary care and
specialist services.  Larger primary care centres might consider choosing a GP
with lead responsibility for managing and co-ordinating primary healthcare
for people with learning disabilities and their families.  

42 The healthcare needs of people with learning disabilities are not always
looked at well enough in medical education, including continuing education.
Nor are the wider issues about how doctors should best communicate with
them.  Medical schools and those involved in medical education should
examine how good their training is in these respects. 

Professions Allied to Medicine (PAMs)

43 PAMs work in a number of health, education and social work settings
such as health centres, hospitals, schools, nursing homes, day centres and in
people’s own homes.  They can also provide a specialist service as members of
community learning disability teams.  The main professionals involved in
assessing and treating people with learning disabilities include physiotherapists,
occupational therapists, speech and language therapists, chiropodists, dieticians
and creative therapists such as art, drama and music therapists.  Most health
boards have specialised paediatric therapists who work with children and
families, GP, paediatricians and schools.  We were impressed by the quality of
service in many areas although staff shortages and an increasing number of
referrals of people with complex needs has led to difficulties in providing a fair
service across the country.  We heard of children waiting for up to two years in
some areas to see an occupational therapy assistant. 

44 While most therapists are employed by the health service some schools
employ their own physiotherapists, speech and language therapists and
occupational therapists.  Local authority social work departments also provide
occupational therapy services for people living in the community and there
are developing links with health service occupational therapy services in some
areas (such as providing equipment).  A number of health boards and social
work departments have set up joint equipment stores for people using
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services and have introduced new arrangements to avoid overlapping
assessments.  In some areas they are making progress towards a joint
occupational therapy service.

45 PAMs have a very significant role to play in services for people with
learning disabilities.  Many people will be able to use general community and
hospital based services for specific treatment.  Some people with learning
disabilities will need support to use these services.  Children and adults with
extra and complex needs will need ongoing services from a range of PAMs
linked to community learning disability services.  Young people have had
difficulty in accessing services when they leave school.

People with learning disabilities and other problems

46 Some people’s needs will be lifelong.   Others will have particular needs for
services at different times in their lives.  More complex needs may arise from:

• significant difficulties with communication, moving about or physical
or social development;

• the complicated nature of support and services needed to help a
person with a learning disability cope with mental health problems,
or getting into trouble with the law;

• the difficulties for the person or families, carers and others caused by
people who injure themselves, who are aggressive or destructive or
who display socially-unacceptable behaviour or other challenges; 

• the extraordinary services that may be needed to cope with unusual
or rare conditions; and

• specific medical problems such as epilepsy, disruptive or disordered
sleeping patterns, problems with eating and poor physical and
mental health.

We cover some of the main areas below.

People with mental health problems

47 Local psychiatric services and learning disability services should focus
on maintaining positive mental health and providing appropriate assessment
and treatment by closely working with social work and primary care
colleagues.  Some people with learning disabilities who also have mental
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health problems are rough sleepers and use night shelters.  Ending the need
to sleep rough is a key commitment for the Scottish Executive and needs all
mainstream services to work together better.

48 Health boards should make sure that there are appropriate
arrangements for people with learning disabilities who have mental health
problems going into hospital.  In setting up services, health boards should
consider the need to have staff trained in learning disabilities and staff
trained in mental health.  Health boards should make sure that there is
agreement on the roles and services provided for children with learning
disabilities and mental health problems across paediatric services, learning
disability services and child and adolescent mental health services.

49 We need to give special consideration to a small number of people
affected by the Mental Health Act.  Since 1913 people with learning
disabilities have been specifically included with those with mental illness in
Scottish Mental Health law.  The review of the Mental Health (Scotland) Act
198482 is considering whether to continue to include people with learning
disabilities within mental health law.  In Scotland there are 178 people with
learning disabilities detained in hospital.  44 are in the State Hospital
Carstairs83.  Most have a mild degree of learning disability.  About one-third
of people with learning disabilities who are detained in hospital have been
diagnosed with a mental illness.   However, mental illness is also recognised
as a feature for a number of other people who are also detained.

People with challenging behaviour

50 The term ‘challenging behaviour’ has replaced other terms such as
‘difficult’ and ‘problem’ behaviour and is less offensive to many people with
learning disabilities.  It also emphasises the origins of the behaviour,
highlighting the role services need to play rather than blaming the person.
The term ‘interactional challenge’ has recently been suggested as a more
appropriate term84.    This emphasises how the person acts in response to the
environment.  For the purpose of our review the term ‘challenging
behaviour’ includes people whose behaviour is very challenging to services,
whatever the presumed cause.    

51 A small number of people often show challenging behaviour
frequently, while others display challenging behaviour on and off and may
only need specialist services at a particular time.
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52 Many professionals agree that we should not separate services to
people with challenging behaviour from general services.  However, extra
support and specialised services may be necessary.  The Department of
Health commissioned a report in 1993 which agreed with this view85.

An example of good practice

The Additional Support Team provides a service to adults with learning
disabilities whose support needs are a challenge to existing services.  The
team’s major strength lies in its ability to provide a service that meets the
individual’s needs in a responsive and flexible way.

53 There should be a range of clinical services and treatments available
such as psychotherapy, cognitive behavioural approaches and behaviour
analysis86 87 88.  Successful and long-term therapeutic interventions will be
those that avoid looking at only the specific problem behaviour. 

54 Health boards, NHS trusts and social work departments should make
sure that care staff and support workers have appropriate training to meet the
needs of people with challenging behaviour.  They also need to consider
the support needs of parents and families where children have challenging
behaviour89.  

55 Joint policies on using restraint90, and managing aggression,  should
be in place, supported by training.  These policies should also be constantly
monitored. 

Recommendation 27    Health boards and local authorities should make
sure that there is appropriate specialist support such as additional
support teams to improve services for people with learning disabilities
who have challenging behaviour.  The aim of the specialist services
should be to support mainstream services and to help people stay in
their own homes as far as possible.

People with learning disabilities in the criminal justice system

56 There is some evidence that people with learning disabilities may be
over-represented at all levels in the criminal justice system91, 92.  We do not
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have enough information on people with learning disabilities who may be in
prison and their needs and vulnerability.  People with autistic spectrum
disorders may also be included in this group.  A number of people with
learning disabilities who offend may be managed appropriately within the
criminal justice system.  Using probation and delayed sentencing alongside a
therapeutic programme has been shown to be effective at reducing the risk of
offending for some people with learning disabilities93. 

57 A small number of people are detained under the Mental Health
(Scotland) Act because of offending and other ‘seriously irresponsible’
behaviour.  People detained because of their learning disabilities and
offending or seriously irresponsible behaviour may have a mental illness.  The
current review of Mental Health law is considering options for this group.  We
recognise the need for a legal framework for the very small number of
people who are a risk to themselves or others. 

58 The Mentally Disordered Offenders Strategy94 identifies the particular
needs of people with learning disabilities who show offending behaviour.  It
also makes appropriate recommendations for providing community services
with effective training and support. 

59 Health Boards and local authorities should make sure that there are
local professionals with expertise in working with offenders with learning
disabilities.  Services should make sure an appropriate risk assessment is
carried out and that treatment and ongoing support are provided as far as
possible within the community.   

60 Health boards should make sure that secure accommodation is
provided for the small number of people who need this.  There should be
links between secure settings and less-secure forms of accommodation in the
community.  There should be enough properly-planned aftercare, including
access to a range of rehabilitation and training facilities and opportunities.
Life plans should include assessing need as part of the planning process for
leaving any secure setting.  From April 2000 a valid community care
assessment is a condition of having support charges met by Housing Benefit if
somebody is living in the private rented sector.
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Recommendation 28 The Scottish Executive should  commission
research into the number of people with learning disabilities in prison
or in secure accommodation and the arrangements for assessing and
providing them with care.    Health boards, local authorities, and police
forces should make sure that an appropriate adult scheme is in place to
meet the needs of people with learning disabilities who come into
contact with the police.

People with profound and multiple learning disabilities

61 The terms ‘profound and multiple disabilities’ or ‘profound and
complex needs’ have replaced terms such as ‘special care’, and
‘profoundly handicapped’ and are seen as recognising the very specific
needs of this group.

62 As well as profound learning disability, people will have other physical
disabilities and sensory impairment or both.  Most will also have significant
healthcare needs.  66% will have severe epilepsy, most will have difficulties in
eating and drinking, and problems with their breathing.  As a result, services
should meet this range of needs.

63 Information and support for families typically does not include specific
information on profound and multiple disabilities.  So, it is important that
carers get information on learning disabilities and physical disabilities and
sensory impairment.

64 Staff providing services to people with profound and multiple
disabilities would benefit from national standards for training in specific
procedures.  These procedures should include tube-feeding, continence
management, inserting rectal diazepam and using equipment such as
suction machines.

An example of good practice

Epilepsy Association of Scotland provides guidelines for training staff in
inserting rectal diazepam.
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Recommendation 29    Local authorities, by working with health boards
and the voluntary sector, should make sure that they look at the extra
needs of those with profound and multiple disabilities and those of their
carers.  The centre for learning disability should set up a national
network of support to local providers offering advice and training on the
extra needs of people with profound and multiple disabilities. 

BT Mod 1 Witness Statement FINAL 3 Mar 2023 & Exhibit Bundle (combined) (3342 pages) 2041 of 3342

MAHI - STM - 083 - 2041



94 The same as you?

Summary

1 We recognise that services could do more to help people with learning
disabilities to achieve a full life.  Our main aim is to help them to be included
- in community life, in education, in leisure and recreation, in day
opportunities and particularly in employment. They should also have far
greater access to mainstream services and rely less on specialist services.

2 To achieve these goals means considerable change.  We need to
improve, reshape and reorganise services, and the public needs to better
understand people with learning disabilities and their needs.

3 At the centre of this is a major shift to person-centred and needs-led
approaches, which put the individual at the heart of any decisions made.  For
that to work, people with learning disabilities need better information to make
more informed choices, to be supported by an advocate if they want, and to
have more control over their lives and services.

4 We want to improve systems.  The local area co-ordinators will:

• co-ordinate and arrange support and services;
• act as a voice for people with learning disabilities;
• have a budget to buy new, local and cost-effective services.

These co-ordinators will replace care managers, and care management,
which is not performing well enough.  And, to plan for the medium and
longer terms, every person who wants to have one should have a ‘personal
life plan’.

5 The role of services also needs to change. We want them to focus now
on including people with learning disabilities in the community, supporting
their personal development and their carers.  The balance of care needs to
shift. People want to have their own homes in the community.  Very few
people should have hospital as their home, and other forms of shared living
should reduce.  Day services have to modernise and focus more on
education, employment and personal fulfilment.  We need more support for
carers.  This means more flexible and fresh ideas for short breaks.

7
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6 People with learning disabilities, their carers and providers need
someone to act for them and promote a better general understanding of
learning disabilities.  The Scottish centre for learning disability would do this
by being a centre of excellence, providing leadership to agencies in the field
and advice in general.

7 To serve people with learning disabilities better, agencies need to be
much clearer about their roles and the opportunities for working with others
(particularly for people with extra and complex needs).  We need effective
partnerships between agencies, between professionals, and between users,
carers and professionals.

8 We need to add to all these steps by helping the public generally to be
more aware and understanding of learning disabilities.  We believe our on-
going programme of awareness will achieve this.

9 The scale of change we are looking for from the review has never been
seen before in learning disability services in Scotland.  We cannot achieve this
using current resources.  But spending on learning disability services is
already considerable, and making better use of that is an essential starting
point.  A ‘change fund’ to help local authorities deliver the new agenda
seems essential.

10 Finally, we need to monitor practice and progress to make sure that the
changes we have mentioned in this review take place and are developed and
maintained.  The proposed centre and the new Commission will have
important roles in making sure that this happens.  The real test will be that
the lives of people with learning disabilities and their carers are made richer
and fuller as a result of the changes proposed here.

11 Users and carers have waited a long time for this review.  They have
told us very clearly and consistently what they want and need to lead lives
which are as fulfilling as possible.  What they are asking for is no more than
all of us want for ourselves and our children.  We do not think that is asking
too much.
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Appendix 1  List of recommendations

Recommendation 1 Each local authority or group of authorities and health
boards should draw up a ‘partnership in practice’ agreement by 1 June 2001.
 . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .2-18

Recommendation 2 Health boards and local authorities should agree to
appoint local area co-ordinators for learning disabilities from current resources
used for managing care and co-ordinating services.  Initial training for putting
local area co-ordinators in place will begin in Autumn 2001.  . . . . . . . .2-20

Recommendation 3 Everyone with a learning disability who wants to,
should be able to have a ‘personal life plan’.  (Recommendation 26 builds on
this.)  . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .2-22

Recommendation 4  The Scottish Executive should set up a ‘change fund’
to help local authorities put in place the recommendations in this review.
 . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .2-24

Recommendation 5 By 2003, anyone who wants direct payments should
be able to have them, and local authorities should be included in the list of
possible providers.  . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .2-25

Recommendation 6 The Scottish Executive should set up a new Scottish
centre for learning disability.  This would offer advice, training and support to
agencies, professionals, people with  . . . . . . . . . . . . . . . . . . . . . . . . . . .2-27

Recommendation 7 The Scottish Society for Autism by working with the
National Autistic Society and health boards and local authorities should develop
a national network for people with an autistic spectrum disorder. . . . . . . .2-29

Recommendation 8 The Scottish Accessible Information Forum should
consult local authorities, health boards and users and carers on how best to
provide joint, one-stop, free and accessible local information services for people
with learning disabilities, their families and carers.  Information must also be
available in community languages. . . . . . . . . . . . . . . . . . . . . . . . . . . . .3-33

Recommendation 9 The first PIP agreements should set out how local
authorities, health boards and primary care trusts will set up and maintain local
registers.  . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .3-35
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Recommendation 10 The Scottish Executive’s review of the effectiveness of
funding speech and language therapy for children should also include services
for adults.  . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .3-36

Recommendation 11 The Scottish Executive should continue to encourage the
development of local independent advocacy services.  . . . . . . . . . . . . . . .3-37

Recommendation 12 Health boards should make sure they have plans now
for closing all remaining long-stay hospitals for people with learning disabilities
by 2005.  . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .4-46

Recommendation 13 Health boards should aim to reduce their assessment
and treatment places specifically for people with learning disabilities to four for
every 100,000 population across the country as a whole.  Health boards should
plan for appropriate community services to avoid in-patient assessments and
treatment.  . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .4-47

Recommendation 14 Health Boards with sites remaining after 2002 should
develop, with their partners, other services in the community as a priority and set
aside resources to meet these costs.  This will feature in planning guidance and
the boards’ performance management arrangements.  . . . . . . . . . . . . . .4-48

Recommendation 15 Local authorities and health boards, should both
examine what they provide and develop more modern, flexible and responsive
services which support people in the community through employment, lifelong
learning and getting them involved socially.  Day healthcare services for people with
learning disabilities should be mixed with those in the community.  . . . . . . .5-56

Recommendation 16 Local authorities need to give much greater priority to
developing a range of employment opportunities for people with learning
disabilities.  And, with health boards those authorities should lead by example in
employing more people with learning disabilities.  . . . . . . . . . . . . . . . . .5-60

Recommendation 17 The Scottish Executive should consider raising, with the
Department of Social Security specific areas of concern related to benefits and
support for people with learning disabilities.  . . . . . . . . . . . . . . . . . . . . .5-63

Recommendation 18 Local authorities should review their local transport
services, to make sure that people with learning disabilities can use public services
wherever possible.  . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .5-64
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98 The same as you?

Recommendation 19 Health Boards should contribute funding and
resources (for example, training for residential and family carers) to developing
community based short breaks alongside local authorities.  Local authorities will
also be able to bid for any ‘change funds’ which may be made available for
further developing short breaks for people with learning disabilities.  . . . .5-69

Recommendation 20 The Scottish Executive and local authorities should
review their guidance and procedures to make sure that local authorities and
health boards can arrange their short break and shared care arrangements for
children and adults flexibly and with as little bureaucracy as possible.  . . .5-69

Recommendation 21 There should be a long-term programme to promote
public awareness about learning disabilities and including people with disabilities
in the community.  This should include programmes from the earliest years of
education.  The new centre for learning disability could be responsible for taking
this forward.  . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .5-70

Recommendation 22 The Scottish Executive’s National Care Standards
Committee is currently developing standards for residential and nursing care
homes for all care groups including people with learning disabilities.  These
standards should look clearly at assessing and managing risk in working with
vulnerable people.  . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .6-76

Recommendation 23 All local authorities in association with health boards,
NHS trusts and other agencies should develop policies and guidelines on
protecting vulnerable adults.  Social work departments should review their
procedures on guardianship to include making a formal assessment of risk a
normal part of deciding whether an application should be made.  Local
authorities and health boards should use the Care Programme Approach for
people with learning disabilities who have complex needs whether these needs
are caused by disability or vulnerability. . . . . . . . . . . . . . . . . . . . . . . . . .6-76

Recommendation 24 The Scottish Executive should consider introducing a
new duty on local authorities to identify a responsible person to advise and help
the person with learning disabilities and their family put the FNA into practice.
 . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .6-80

Recommendation 25 Health boards and local authorities should make sure
that local professionals are trained to look out for early signs of dementia and so
can provide assessment and appropriate responses and services.  . . . . . .6-83
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Recommendation 26 Life plans for people with learning disabilities who live
with their parents should include plans for a time when parents may no longer be
able to provide care.  . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .6-83

Recommendation 27 Health boards and local authorities should make
sure that there is appropriate specialist support such as additional support
teams to improve services for people with learning disabilities who have
challenging behaviour.  The aim of the specialist services should be to support
mainstream services and to help people stay in their own homes as far as
possible. . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .6-89

Recommendation 28 The Scottish Executive should  commission research
into the number of people with learning disabilities in prison or in secure
accommodation and the arrangements for assessing and providing them with
care.    Health boards, local authorities, and police forces should make sure that
an appropriate adult scheme is in place to meet the needs of people with learning
disabilities who come into contact with the police.  . . . . . . . . . . . . . . . . .6-90

Recommendation 29 Local authorities, by working with health boards and
the voluntary sector, should make sure that they look at the extra needs of those
with profound and multiple disabilities and those of their carers.  The centre for
learning disability should set up a national network of support to local providers
offering advice and training on the extra needs of people with profound and
multiple disabilities.  . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .6-91
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Appendix 2  National implementation plan 

May 2000 Launch the report for consultation

June 2000 Issue specification and invite bids for setting up the Scottish
centre for learning disabilities

October 2000 Receive responses

March 2001 National Care Standards for people with learning
disabilities in care homes completed

March 2001 Standards for day and domiciliary services completed

April 2001 ‘Change fund’ for developing local services launched

2001 Scottish Commission for the Regulation of Care set up

2001 Scottish Social Services Council set up

June 2001 First ‘partnership in practice’ agreements to Scottish
Executive

Spring 2001 Award the contract for setting up the centre for learning
disabilities

Autumn 2001 Initial training for putting local area co-ordination in place

Summer 2002 Local area co-ordinators in place

Summer 2002 PIPs fully in place

Spring 2002 All local area co-ordinators electronically linked

2003 Mandatory direct payments introduced

2005 All long-stay hospitals closed
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Appendix 3  Definitions

During the review, we consulted on how relevant and what purpose a
definition in relation to using the term ‘learning disability’ would be.

We considered the need for an appropriate and meaningful description of the
needs of people who may need services or other support because of their
learning disabilities.  We agreed that there is a need to make sure that
people are not disadvantaged as a result of being unable to use appropriate
services because of ‘definitions’ and ‘cut-off’ points.   Likewise, people should
not be ‘pigeon holed’ because of definitions which fail to recognise their
ability to develop.  It is vital that we identify the needs of people with learning
disabilities in a way that allows services to respond appropriately.

In agreeing a definition we considered the following.

• How terminology is used and what it means across different agencies
and professional groups.  For example, there is currently confusion
between terms such as ‘learning difficulty’, and ‘learning disability’.

• What effect using inclusion and exclusion criteria would have.
• The effect of redefining learning disabilities under the mental health

legislation.
• The links with recent policy guidance. 
• The views of carers, users and other people with an interest.

Terminology

The term ‘learning disabilities’ is now used throughout the UK particularly in
health and social care settings.  We are aware that there are some mixed
views about this.  We can review this (not necessarily the definition) at some
point in the future depending on the views of users, carers and others.  For
interest, the term ‘intellectual disability’ appears to be replacing ‘learning
disability’ in academic journals and in international organisations.

Inclusion and exclusion criteria

It is generally accepted that we can refer to a person as having a ‘learning
disability’ if the disability has been present before the age of 18.  So, we do
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102 The same as you?

not consider a person with previous ‘normal’ functioning, who has a brain
injury after age 18 to have a learning disability.  Learning disability services
may sometimes provide care and support but it is better if appropriate
specialised services for people with brain injuries are available.  This review
does not cover the needs or proposed services for this group.   

We also do not include people with specific learning difficulties such as
dyslexia in our definition of learning disability.

People with learning disabilities can experience the same range of mental
and physical disorders as the general population.   If a person’s first
diagnosis is learning disability, their needs may best be met by learning
disability services and supported by appropriate general and specialist
services.   However, we should not deny people with learning disabilities
access to other specialised services because they are only seen as people with
learning disabilities.

The legal background

The Mental Health (Scotland) Act 1984 is currently being reviewed by the
Millan Committee and we believe this will mean the current terminology such
as mental handicap, mental impairment and severe mental impairment will
change.  The proposed Adults with Incapacity Bill95 has taken on board the
current Mental Health Act (Scotland) 1984 definition, although this may be
considered again after the Millan Committee’s recommendations.
Appendix 5 provides a detailed account of the legal framework.

Policy guidance

The Scottish Executive has recently issued some reports of relevance to our

review of services96, 97.

The Riddell report uses a definition of ‘severe low incidence disabilities’ while
the Beattie report refers to the needs of young people ‘who require additional
support to make the transition to post school education and training or
employment’.   This can include people with physical disabilities, learning
disabilities, mental health problems, low education and attainment and social,
emotional and behavioural difficulties.    There is some overlap in relation to
the needs of people dealt with by Riddell, Beattie and our own review.    
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Users’ and carers’ views

Our analysis of the views of people who wrote to us and our meetings with
users and carers identified a range of opinion on using a definition of
learning disability and how relevant it is.  We have taken account of these
views in developing a definition. 

The definition

In developing our definition of learning disability, we have taken a flexible
approach while making sure that there is a clear definition to help identify
need and target resources.   An analysis based on needs means that learning
disability is not seen as an ‘all-or-nothing’ condition.

The following definition is based on work done elsewhere98:

‘A learning disability is a significant, lifelong condition which has three facets:

• reduced ability to understand new or complex information or to learn
new skills;

• reduced ability to cope independently; and
• a condition which started before adulthood (before the age of 18)

with a lasting effect on the individual’s development.’

For the purpose of the review, it includes people with autistic spectrum
disorders. 

People with learning disabilities will need a range of support depending on
their needs:

Everyday needs, for example, a place to live, financial security, friendships
and opportunities to have a meaningful day.

Extra needs because of their learning disability, for example, help:

• with getting about;
• to use services;
• to understand information; and
• with communication.
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Complex needs, for example, support in crisis situations, treatment to improve
mental health or to help reduce challenging behaviour.

For any one of these needs the level of support necessary may vary.   An
individual may need the following.

Occasional and short-term support (intermittent support)

The person will not always need the support or need only short term support
during their life.  Support may be high or low intensity, simple or complex.  It
is used for a specific purpose and to provide general support for a person on
an ‘as-needed’ basis.  It may also be necessary to support someone in a
certain setting.

Time-limited support

This may be high or low intensity and complex.  It is limited by time or by
some other resource and is typically to support the person through a difficult
period or when moving from one stage to another in their lives.

Regular long-term support

This is support involving regular help (for example, daily) in at least some
environments and is not limited by time.

Constant and highly-intensive support

This is constant and very intensive support provided across different
environments.  It could involve medical care to keep the person alive.
High-intensive support typically involves more staff and resources.

This approach to a definition should help agencies develop a stronger way of
assessing needs and allows for a shared understanding across the different
agencies and professional groups.
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Appendix 4  The cost of care packages

This appendix compares, in very broad terms, the costs of other care
packages and hospital care.

There is very limited information available on the cost of packages and the
needs of individuals.  The only accurate sources are the studies for the
Department of the Environment, Transport and the Regions and the
Department of Health we have referred to in chapter 4 of this report.  But
even these sources acknowledge the small scale of their samples.

The table below offers another pattern of care for the 700 to 800 residents in
long-stay hospitals after 2002 (less the 300 to 400 to be held in the NHS)
and costs involved.

Figure 3 Other patterns of care

Number Total Net Total
of revenue revenue net 

places cost cost revenue
(see note 1 (see note 2 cost

below) below) £million

Adult placements 40 £30,000 £26,000 1.1
Small group homes 130 £50,000 £46,000 6.0
Supported living 200 £59,000 £48,000 9.6
Nursing and 30 £25,000 £20,000 0.6
residential homes 17.3
Hospital places 400 £45,000 £38,000 15.2

(see note 3 (see note 4 
below) below)

Extra net cost 2.1

Note 1 The total cost of care packages in studies for DETR/DOH referred to in 
Chapter 4.

Note 2 The cost after taking away benefits income and the cost of capital.  
The result is the on-going running costs of (social and health) care and 
accommodation.

Note 3 Scottish hospital costs - cost each week of inpatient care.
Note 4 Cost at (3) less assumed allowance for non-recurring, double running

costs.
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Appendix 5  What will progress look like? 

This review aims to change people’s lifestyles for the better.  Improving the
range and quality of services, and the way that agencies work together
contribute to that goal.  Some benefits should emerge quite quickly, while
others will take longer.  Our ability to measure progress also varies.  Some
elements, for example, shifts in the balance between services should be self-
evident;  but others such as how well people are integrated into the
community, are more difficult.  

The review expects major changes.  Progress should be recognised in the
following way.

A Scottish centre for learning disability

• The centre promoting change locally in the way people understand
learning disabilities, in the information available to people with
learning disabilities and in the range of support available.

A major shift in the balance of care and support services

• All but a small number of long-stay hospital places will go, with
specialist healthcare provided in other settings.

• Less formal residential and nursing home care will be provided and
many more supported accommodation and adult placements will be
used.

• Much less formal day care and many more day opportunities,
provided, for example in education, leisure and employment.

• Considerably more people will have real jobs, and others will have a
range of employment opportunities.

• More children will be educated in mainstream schools. 
• Most people with learning disabilities will have access to

mainstream health, social care, education and employment services.

New and better ways of working

• Local area co-ordinators will be the focal point for securing services
and support.  
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• Jointly commissioned services will be provided for people with
complex needs.  

• People with learning disabilities will have access to independent
advocacy when they need it.

• Direct payments will be available to people who want and can use
them.

• Every person who wants one can have a life plan.

A better quality of life

• People with learning disabilities will use independent advocacy and
direct payments to give them more control of their lives and the
services they receive.

• People with learning disabilities will be much more part of the
community; living in the community, working in the community,
enjoying education, leisure and recreation in the community.

• Measures will be introduced to reduce bullying and harassment of
people with learning disabilities.

• People with learning disabilities will enjoy better health and being
part of routine screening programmes.

Some of the information to show change will come from existing sources.
Some new information will need to be gathered, and because quality of life is
such an important element, some specific work (for example, a quality of life
survey) may be appropriate.
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Appendix 6  The legal background

The main legal requirements for local authorities and health boards to
provide social, health, housing, education, employment and services for
people with learning disabilities are set out below.

Social Work (Scotland) Act 1968

Section 12 

This places a general duty on every local authority to promote social welfare
by making advice, guidance and help available on a scale appropriate for
their area.

Section 12A

This was added by the National Health Service and Community Care Act
1990 (see section 55).  The Social Work (Scotland) Act 1968 was also
amended by the Carers (Recognition and Services) Act 1995.  This places a
duty on the local authority to carry out community care assessments and then
decide whether to provide services.

Section 14

This places a general duty on every local authority to provide domiciliary
services for households where there are people in need.  It also gives the
power to provide laundry facilities for these households.

Chronically Sick and Disabled Persons

(Scotland) Act 1972 

This Act extends sections 1 and 2(1) of the Chronically Sick and Disabled
Persons Act 1970 to Scotland.  

Section 1 (of the 1970 Act)

This places a duty on every local authority (which has a role under section 12
of the 1968 Act) to know about the numbers of disabled people living in their
area and the need to make arrangements for these people.  Every local
authority should publish general information about the services they provide.
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They are also to let disabled people know about relevant services that they
know others provide.

Section 2(1) (of the 1970 Act)

This lists the arrangements that can be made to help disabled people.  These
include:

- practical help for that person in his or her home;

- getting, or helping someone to get a radio, tv, phone, or specialist
equipment to be able to use a phone;

- help in using library, recreational or educational facilities;

- providing facilities to, or helping with travel to and from home;

- adaptations to the home;

- holidays; and

- meals.

Section 21

This is the Orange Badge Scheme of parking concessions for disabled and
blind people.

Employment and Training Act 1973 (as amended by the Trade Union
Reform and Employment Rights Act 1993)

This sets out the duty of the Secretary of State for Scotland to provide relevant
services for helping people in education to decide on future employment, and
what training may be necessary to fit them for this employment.

Sections 10(1) and 10(2)  

These say ‘in doing so the Secretary of State shall have regard to the
requirements of disabled persons.’ 
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Education (Scotland) Act 1980

Section 1

This places a general duty on education authorities to provide adequate and
efficient school education for their area.  This must include special
educational needs, which covers those with learning difficulties which may
arise from a disability.

Section 60(2)

So that education authorities can fulfil their duties in terms of special
educational needs, they must find out which children belonging to their area
(who are two years old or over but under 16) have obvious, specific or
complex special educational needs which need to be reviewed.  They must
open and keep a Record of Needs for any children who, following
assessment, have these needs.  They also have the power to carry out these
functions for children aged between 16 and 18 who are still at school.

Section 65B

This places a duty on the education authority to provide a future needs
assessment for any child with special educational needs so that children may
benefit from local authority services after leaving school.

Mental Health (Scotland) Act 1984

Sections 2 to 6 

These provide for the Mental Welfare Commission for Scotland whose main
function is to use their general protective functions for people with mental
disorders.  This includes those with learning disabilities.  The Commission’s
powers cover people in the community as well as those in hospital or other
care settings.

Sections 7 and 8

These give power to local authorities to make arrangements for providing
services for people with mental disorders.  This includes accommodation for
those not in hospital, and, in particular, for after-care services for those who
are or have been suffering from mental disorders. 
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Section 11

This says local authorities must provide training and jobs for people with
learning disabilities.

Sections 17-35

These cover care and treatment of patients with mental disorders in hospital.
Section 17 sets out the conditions for going into hospital. 

Sections 35A to 35K 

These sections were introduced by the Mental Health (Patients in the
Community) Act 1995.  They cover community care orders for people who
have left hospital to make sure they receive the services they need while in the
community.  (However, they do not allow for compulsory treatment in the
community).

Sections 36-52

These cover guardianship for people with mental disorders if this is
appropriate.  The guardian may be the local authority or an individual.

Sections 60-76 

These set out conditions relating to hospital orders and restriction orders for
people with mental disorders who have been charged with offences.  They
also cover transferring prisoners with mental disorders to hospital where
appropriate.

Section 94

This covers managing the property of patients who are receiving treatment in
hospital for mental disorders (whether or not they are formally held under the
Act) and who cannot manage their own affairs.

Part X covers treating mental disorders of patients who are held to whom Part
X applies.  In particular, it regulates certain treatments (at present electro-
convulsive therapy, drug treatment for more than three months, psychosurgery
and implanting hormones).  Part X1 covers other conditions including
offences against people with mental disorders.  Part XI contains offences
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against people with mental disorders (particularly section 106, which
regulates sexual relationships with women with learning disabilities).  It places
a duty on professionals to give information to relatives and carers of patients
under guardianship.  It grants powers to Mental Health Officers and the
police to intervene if people with mental disorders are neglected or abused,
or need care in a public place.

Disabled Persons (Services, Consultation and Representation)
Act 1986 

Section 4

This places a duty on the local authority to decide whether the needs of a
disabled person call for a range of services in line with section 2(1) of the
1970 Act if the disabled person, his or her representative or carer ask for this. 

Section 8 (1)

This places a duty on the local authority to take account of the ability of the
carer to continue to provide care.

Section 13

This deals with disabled people leaving special education in Scotland.  Under
this section local authorities have a duty to assess the needs of disabled
children in relation to providing services ‘in accordance with the welfare
enactments, and for that assessment to be carried out’.

Housing (Scotland) Act 1987

Section 1

This places a duty on local authorities to consider the housing needs of their
area, and in doing so, take account of the needs of chronically sick or
disabled people.

Section 236

This gives local authorities the power to pay improvement grants to, amongst
others, disabled occupants.
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National Health Service and Community Care Act 1990

Section 47 (2)

This says that if, during an assessment of need, a person appears to be
disabled, the local authority will move automatically to make a decision on
services.

Section 55 

This added a new section 12A into the 1968 Act under which the local
authority would carry out assessments of needs and would then decide
whether these needs call for services.

Enterprise and New Towns Act 1990 (as amended by the
Trade Unions Reform and Employment Rights Act 1993)

Section 2(3)

This deals with Training for Work.  It says that Scottish Enterprise and
Highlands and Islands Enterprise must each make appropriate arrangements
for helping people to train so that they may get and keep suitable jobs. 

Section 2(4) 

This says that the above should include arrangements for encouraging more
opportunities for (and types of) employment and training that are available to
disabled people.

Further and Higher Education (Scotland) Act 1992

Section 1

This says the Secretary of State has a duty to “secure adequate and efficient
provision of further education in Scotland”.  Further education which this duty
applies to is described in the Act as amended by Schedule 5, paragraph 8, of
the Education (Scotland) Act 1996.  In carrying out his duty, the Secretary of
State “shall have regard to the requirements of persons over school age who
have learning difficulties”.  The term learning difficulties is used in the Act in
its broad sense to include difficulties in learning and barriers to learning.  
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Carers (Recognition and Services) Act 1995 

Section 2 (1)

This changes section 12A of the 1968 Act to make an independent
assessment of carers’ needs when they ask for this.   However, this only
applies if  the care they offer is substantial and regular.

Disability Discrimination Act 1995 

Section 19

This makes it illegal for anyone providing services to discriminate against a
disabled person in relation to access, for example, how information is used
and how communication is used.

Part V

This is a matter for the Westminster Parliament and covers regulations to set
minimum conditions for providing access for disabled people to public
transport vehicles.  Rail Vehicle Accessibility Regulations came into force on 1
January 1999.  Regulations on access to buses, coaches and taxis are at
various stages of being prepared.

The Children (Scotland) Act 1995

Section 22

This places a duty on local authorities to protect and promote the welfare of
children in need in their area.

Section 23

This introduces a new legal framework for assessment, services, and support
to children with disabilities, children affected by disabilities and their families.
The principle behind this is that services are designed to reduce the negative
effect of the child’s disability and improve the child’s opportunity to lead as
normal a life as possible.
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Section 24 

In carrying out an assessment to decide on the needs of a disabled child the
local authority must assess a carer’s ability to provide, and to continue to
provide, care for that child.

Criminal Procedure (Scotland) Act 1995

Sections 52 to 63

These cover putting people accused of offences in hospital if they have mental
disorders.

Sections 60 to 76 of the 1984 Act set out the conditions relating to hospital
orders and restriction orders for people with mental disorders who have been
charged with offences.  They also cover transferring prisoners with mental
disorders to hospitals where appropriate.

Direct Payments Act 1996

This amends the Social Work (Scotland) Act 1968, section 12B and section
12C.

The Adults With Incapacity (Scotland) Act

This Act will replace current arrangements for curators bonis, tutors, tutors
dative and guardians appointed under the Mental Health (Scotland) Act
1984.  All of these office holders can currently make decisions about either
the finances or the welfare of people who do not have the ability legally to
make their own decisions.

Prospective Education Bill 

This will mean local authorities must provide pre-school education for every
three-and four-year-old whose parents want a place.  Children with learning
disabilities stand to benefit from this duty no less than others.
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Appendix 7  Who was involved in the review

Steering Group

The steering group had a responsibility to send  Ministers a strategic
framework for developing social and healthcare for adults and children with
learning disabilities.  This had to recognise the importance of access to other
relevant services and opportunities.

Members

Mrs Gillian Stewart Head of Children’s and Young People’s (Chair) Group

Dr Andrew Fraser Deputy Chief Medical Officer, Health Department

Mrs Joan Fraser Education Department (from December 1999)

Mr Richard Grant Housing Division, Development Department 
(until June 1999)

Dr Sandra Grant Chief Executive, Scottish Health Advisory Service

Mr Bob Irvine Education Department (until September 1999)

Mrs Liz Lewis Community Care Division, Scottish Executive Health
Department

Mr Ian McGhee Enterprise and Lifelong Learning Department

Mrs Jean MacLellan Social Work Services Inspectorate

Mr David Meikle Community Care Implementation Unit

Mr Bill Moore Housing Division, Development Department 
(from June 1999)

Mrs Gillian Ottley Assistant Chief Inspector, Social Services Inspectorate

Mr Angus Skinner Chief Inspector, Social Work Services Inspectorate

Mrs Jenny McNeill Community Care Implementation Unit
(Secretary)

Plus two representatives from the Users’ and Carers’ Reference Group, who
were nominated to go to each meeting.
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Working Group

Members

Mrs Gillian Ottley Assistant Chief Inspector, Social 

(Chair) Work Services Inspectorate

Mr Bruce Barnett NHS Management Executive (until July 1999)

Dr Ken Black Health Department (until September 1999)

HMI Dr Mike Gibson Education Department

Mr Tom Leckie Social Work Services Inspectorate

Mr George McLachlan NHS Management Executive (from November 1999)

Mrs Jean MacLellan Social Work Services Inspectorate

Ms Jackie McRae Social Work Services Inspectorate

Mr David Meikle Community Care Implementation Unit

Mr John Payne Community Care Implementation Unit

Dr Pauline Robertson  NHS Management Executive

Mr Robert Samuel NHS Management Executive

Mr John Templeton NHS Management Executive

Dr Margaret Whoriskey Scottish Health Advisory Service

Dr Hugh Whyte NHS Management Executive

Mrs Jenny McNeill Community Care Implementation Unit
(Secretary)
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Stakeholders’ Reference Group

Members

Mrs Gillian Ottley Assistant Chief Inspector, Social Work Services
(Chair)  Inspectorate

Mr Bruce Anderson Grampian Health Board

Ms Liz Catterson Enable

Dr Sally Cheseldine Lanarkshire Healthcare NHS Trust

Mr John Dalrymple Support for Ordinary Living

Ms Roseanne Fearon   Lynebank Discharge Programme

Mr Max Gallagher Real Jobs

Mr Stewart Gibb Homelink

Professor James Hogg Dundee University

Dr Ros Lyall Lothian Primary Care NHS Trust

Mrs Jean MacLellan Social Work Services Inspectorate

Mr Mike Martin Capability Scotland

Mr Malcolm Matheson Key Housing

Mr Colin Meehan West Dunbartonshire Council

Mr David Meikle Community Care Implementation Unit

Professor Sheila Riddell Glasgow University

Mr Pete Ritchie Scottish Human Services

Mr Denis Rowley New Directions, City of Edinburgh Council

Mr Chris Taylor Carr-Gomm

Ms Ann Walker Camphill Scotland

Dr Iain White  GP, Lossiemouth

Mrs Carole Wilkinson Falkirk Council

Mrs Jenny McNeill Community Care Implementation Unit
(Secretary)
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Users’ and Carers’ Reference Group

Members

Mrs Marjorie Arthurs  Partners in Advocacy

Mr David Barraclough Enable

Mrs Ivy Blair Shared Care Scotland

Ms Amanda Brown Barnardo’s

Mrs Ursula Corker Carers National Association

Mr Norman Dunning  Enable

Ms Mary Earl  Enable 

Mr Tom Leckie Social Work Services Inspectorate

Mrs Marion McArdle  PAMIS

Mr James McIntosh Capability Scotland

Mr James McNab People First Scotland

Mrs Elizabeth Melville PAMIS

Mrs Ruth Price Barnardo’s

Mrs Nancy Simpson Relatives and Carers Group, Gogarburn Hospital

Ms Pam Smith Scottish Society for Autism

Ms Karen Watchman Scottish Down’s Syndrome Association

Ms Gill West National Autistic Society

Ms Sheila Williams Capability Scotland

Mrs Barbara Johnson  Community Care Implementation (Secretary) Unit
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Best Practice Task Group

This group was responsible for identifying good practice which provides
opportunities for people with learning disabilities to lead fulfilling lives.

Members

Mrs Jean MacLellan Social Work Services Inspectorate
(Chair)

Dr Ken Black Health Department

Ms Linda Headland ELCAP

Mr Duncan Macauley City of Edinburgh Council

Mr Michael McCue Additional Support Team, Glasgow

Mr John Payne Community Care Implementation Unit

Mr Dennis Rowley New Directions, City of Edinburgh Council

Dr Kirsten Stalker Scotland Human Services

Dr Margaret Whoriskey Scottish Health Advisory Service
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Best Value Task Group

The group assessed whether services make best use of available resources
and achieve fairness for people (adults and children) who have learning
disabilities.

Members

Mr David Meikle Community Care Implementation Unit
(Chair)

Dr Ken Black Health Department

Mr John Payne Community Care Implementation Unit

Mr John Templeton NHS Management Executive
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Children’s Services Group

A small group drew upon the expertise of the stakeholders’ and users’ and
carers’ groups and involved a wide range of professional and carers’ interests
by using workshop discussions and consultation and co-ordinated material
and issues from other sources.

Members

Ms Jackie McRae, Social Work Services Inspectorate
(Chair)

HMI Dr Mike Gibson Education Department

Ms Jean Swaffield NHS Management Executive

Dr Margaret Whoriskey Scottish Health Advisory Service

Dr David Will NHS Management Executive

We want to give particular thanks to Partners in Advocacy, Shared Care
Scotland, Barnardo’s Scotland and Enable for helping us with the workshop
on Children’s Services.
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Complex Needs Task Group

The group was responsible for identifying how services can best meet the
needs of those with complex needs.

Members

Dr Margaret Whoriskey Scottish Health Advisory Service
(Chair)

Dr Sally Cheseldine Lanarkshire Healthcare NHS Trust

Mr John Dalrymple Support for Ordinary Living

Mr Tom Leckie Social Work Services Inspectorate

Mrs Jean MacLellan Social Work Services Inspectorate

Ms Marion McArdle PAMIS

Dr Pauline Robertson NHS Management Executive

Mr Robert Samuel NHS Management Executive
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Mapping Task Group

The group found out about current services and looked at needs and
definitions.

Members

Mr David Meikle (Chair) Community Care Implementation Unit

Dr Ken Black Health Department

Mr John Payne Community Care Implementation Unit

Mr John Templeton NHS Management Executive

Dr Margaret Whoriskey Scottish Health Advisory Service

BT Mod 1 Witness Statement FINAL 3 Mar 2023 & Exhibit Bundle (combined) (3342 pages) 2072 of 3342

MAHI - STM - 083 - 2072



Training Task Group

This group was responsible for identifying staff development needs.

Members

Mrs Jean MacLellan Social Work Services Inspectorate
(Chair)

Ms Pat Bagot Scottish Homes

Dr Ken Black Health Department

Mr Ian Murray National Board for Nursing

Mr Brodie Paterson Stirling University

Mr Ray Pavey Central Council for Education and Training in 
Social Work

Ms Kate Pryde Falkirk Council

Mr Robert Samuel NHS Management Executive
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Appendix 8  Glossary

The following glossary explains the meaning of words that appear in the text.

Advocate/Advocacy Someone who helps people with learning
disabilities to say what it is they need and to
make their own decisions.  See citizen
advocate and self-advocate.

Asperger’s syndrome This is a type of autism (see below) that some
people of average intelligence and language
ability have.  They find it particularly difficult
to understand what other people think and
this makes it hard for them to communicate
and act appropriately.

Autism This is a lifelong developmental disability
that affects the way a person communicates
and relates to people around them.  People
with autism can often have learning
disabilities but everyone with the condition
shares a difficulty in making sense of the
world.

Autistic spectrum disorder Autism can happen in people with different
degrees of learning disability as well as in
people of average intelligence, for example,
those who have Asperger’s syndrome.
Because of this wide range, we talk about a
spectrum of autistic disorder.

Behaviour analysis Looking into the cause and effect of
behaviour based on what has happened in
the past. 

Benchmarking Working out how good a service is by
comparing it to another service that has set a
high standard.
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Bridging finance Money that the Scottish Executive gives to
health boards to help them set up new
services in the community while they are still
paying for running hospitals.

Brokerage service Somewhere people with learning disabilities
can go to get independent help in deciding
on and buying the services they need.

Capital Money spent on buying things that will last
longer than a year, for example, land,
buildings, equipment.

Care Programme Approach A way of making sure that all those with
serious mental health problems and complex
needs have an assessment and care plan that
all the different professionals agree on (for
example, social workers and doctors).  This is
checked regularly to see how well the person
is doing.

Challenging behaviour A term used to describe when someone is
acting in a way that might do themselves or
others harm.  People who care for these
people are ‘challenged’ to stop the harm.
That is why we call it ‘challenging behaviour’.

Citizen advocate An ‘unpaid’ volunteer who is independent of
the services, a person with learning
disabilities receives.  This advocate represents
the needs of the person and supports them to
make sure they get their rights.

Clinical engineer Someone who helps to improve mobility in a
variety of ways including providing
wheelchairs.

Cognitive behavioural Ways of understanding and changing what 
approaches people do and feel – mostly used by

psychologists and psychiatrists.
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Commissioning Deciding what services are needed and then
getting someone to provide these by signing
a contract.

Complex needs This describes the needs a person has over
and above their learning disability.  For
example, extra physical or mental health
problems, challenging behaviour or
offending behaviour.

Continence management Trying to help people who have problems
with bladder and bowel control.

Continuing care Nursing or medical help or both of a level
that cannot be provided in a care or nursing
home.

Curator bonis A person appointed by the court to manage
the whole of another person’s property and
money.

Detained patient Someone who is made to stay in hospital
under a section of the Mental Health
(Scotland) Act 1984 or the Criminal
Procedure (Scotland) Act 1995.

Direct payments Local authorities giving people money to buy
their own social care services so that they
have more say in how their needs are met.

Domiciliary services Care services provided to a person in their
own home.

Dual diagnosis Where someone has both a learning
disability and mental health problems.

Early onset dementia A term used to describe people who get
dementia at an earlier age than might be
expected.  This leads to a variety of
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problems, including difficulties in
remembering, making decisions, and
learning new skills.  These difficulties get
worse as time passes.

Guardian/guardianship A guardian for a child is someone appointed
by a parent, or, where necessary, the sheriff,
to take over parents’ responsibilities and
rights after a parent dies.  The guardian’s
role applies until the child is 18.

A guardian for an adult with a mental
disorder is someone appointed by the sheriff
who has the power to say where the person
lives, gets education and training and also
makes sure that doctors can see a person
without difficulty.

Learning difficulty Pre-school and school-age children are usually
described as having a learning difficulty rather
than a disability when they have special
educational needs that need extra or different
approaches to the way they are taught.

Mainstream Generally available to all members of the
community.

Managed clinical network Where healthcare professionals who have an
interest in the same area of work share their
knowledge and resources to get the best care
for patients.  A network can be local, regional
or national depending on what the work is.

Mapping of services Finding out what services there are and what
they are like.

Mobility Being able to move from one place to
another with or without help.
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Multiple disability needs Where someone needs help with several
aspects of life which may include health,
education, leisure, financial or housing
support and being part of the community.

Natural supports People who help those with learning
disabilities like family and friends and are not
paid to do this.

Palliative care Managing care for someone who is not
going to get better.

Peripatetic support staff Staff who go from place to place to do their
work rather than staying in a single centre.

Post school education The range of education that takes place after
school leaving age.  It may include further
education, community education, higher
education, adults going back to school, other
kinds of informal education  and vocational
training.

Prevalence data A way of working out how many people in a
population are likely to have a learning
disability.

Professions Allied to These are physiotherapy, occupational 
Medicine(PAMs) therapy, chiropody, radiography, dietetics,

remedial gymnastics, orthoptics, art, music
and drama therapies.

Profound disability needs A term used to describe someone who has a
very severe degree of learning disability
which may be associated with complex
needs.  For example, this could include
feeding difficulties, physical disabilities or
sensory impairment.

Psychotherapy A psychological treatment based on talking
and usually designed to help the person
understand what is happening now and how
to change it.
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Record of Needs A document opened by an education
authority for a child with pronounced, specific
or complex educational needs which will lead
to regular review and which helps to fund the
best way of providing what is needed.

Rectal diazepam This is a drug inserted up a person’s bottom
to stop severe epileptic fits.

Revenue Money spent on day-to-day costs like paying
for staff and services.

Self-advocacy Where people with learning disabilities
promote their needs and wishes for
themselves.

Sensory impairment A loss of sight or hearing or both.

Social inclusion Helping people to feel and be part of the
society in which they live.  They are ‘socially
included’.

Suction machine Equipment used to remove saliva and so on,
from the mouth and the back of the throat.

Therapeutic interventions Giving treatment of any kind – drugs,
physical or psychological therapy – to
promote a person’s well-being.

TUPE This stands for the Transfer of Undertaking
(Protection of Employment Regulations) 1981.
It is an agreement about how staff are to be
treated if they need to change jobs.

Tutors The Court of Session can appoint a tutor-at-
law or a tutor-dative to an adult with
incapacity.  Tutors-at-law manage the adult’s
personal welfare, property and financial
affairs.  Tutors-dative only have powers over
an adult’s personal welfare and the court
may limit that to particular areas of welfare.
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June 2001

 

 

Preface

 

The Learning Disability Advisory Group was established by the National Assembly for Wales to prepare a draft service framework for people with learning 
disabilities. The Advisory Group first met in December 1999 and concluded that the service framework should cover services for children, adults and older 
people and should encompass all aspects of a person’s life including: education, training and development including lifeskills and lifelong learning, 
accommodation, leisure and work as well as the more usual services from social services departments and the National Health Service. 

In undertaking its work, the Advisory Group has sought to ensure that the views and hopes of people with learning disabilities and their families and carers 
have been taken fully into account. This has been done through three main strands:

●     by including representatives from People First Wales, the All Wales Forum of Parents and Carers, SCOVO and Mencap Cymru as members of the 
Advisory Group;

●     by taking fully into account the findings and outcomes from the stakeholders conference report "Moving Forward to a Better Future: Conference Report 
and Agenda for Action"; and

●     by establishing focus groups across Wales comprising people with learning disabilities and their families and carers initially to seek their ideas about 
what should be included in the service framework and then to consider whether our draft proposals reflected their needs.

The Advisory Group’ s report to the National Assembly has five main sections:

●     the first section contains the Advisory Group's guiding principles; our vision for services for 2010; our recommended priorities, targets and performance 
indicators; our proposed Action Plan approach to implementation and our initial assessment of the financial implications;

●     the second section sets the context of our work including the National Assembly’s and Advisory Group’s vision for people and services in Wales and 
the policy context in which we have developed our proposals; 

●     the third section is an assessment of the progress in the development of services since the Welsh Mental Handicap Strategy was launched in 1983;

●     the fourth section looks at the population changes that will influence services and service development over the coming years; and

●     the fifth section are our detailed proposals for the framework for services; 

A summary of this report is attached as Annex B.
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The Advisory Group wishes to thank the many other individuals who contributed to the work of its sub groups, other organisations that wrote to convey their 
views/ideas and the National Assembly for providing the secretariat support. 
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ANNEX B – A Summary of this Report

Section One

1.1 Principles

"Disabled people, whatever their origin, nature and seriousness of their handicaps and disabilities, have the same fundamental rights as their fellow citizens 
of the same age, which implies first and foremost the right to enjoy a decent life, as normal and full as possible."

United Nations (1975) The Declaration on the Rights of Disabled Persons

 

First published in 1983, the All Wales Mental Handicap Strategy sought to enable people with learning disabilities to enjoy the full range of life opportunities 
and choices, to have positive identities and roles in their families and communities, to exercise choice and to develop independence, self respect and self 
fulfilment. It established the rights of people with learning disabilities to normal patterns of life within the community, to be treated as individuals, and to 
receive additional help and support from the communities in which they live and from professional services in developing their maximum potential.

The Learning Disability Advisory Group endorses the continued relevance of the Strategy's aims and guiding principles particularly as these can now be seen 
as a specific expression of the vision recently set out by the National Assembly in Better Wales. The National Assembly want Wales to be a place where its 
citizens:

●     are united, confident and creative

●     are committed to fostering its unique and diverse identity, and the benefits of bilingualism, while looking confidently outwards and welcoming new 
cultural influences,

●     are prosperous, well-educated, skilled, healthy, environmentally and culturally rich,

●     are active in local communities, where the voice of local people is heard
●     are treated fairly, while everyone is valued and given an opportunity to play a full part
●     want to live, work and enjoy a high quality of life, and
●     are served by modern, effective, efficient and accessible public services.

The Advisory Group welcomes, and shares, the National Assembly's core values set out in Better Wales for social inclusion, equality of opportunity and the 
promotion of a tolerant society, within which diversity is valued.

The Advisory Group believes that it is a sign of the progress made in the last twenty years that the vision for people with learning disabilities can now be 
understood in terms of their right to be included in the general hopes of society as a whole. In this respect, we now have a clearer view as to what inclusion 
and equality of opportunity means to people who may be excluded. In the inclusive society envisaged in Better Wales, the aspiration for a decent quality of 
life, and all that follows for progression through life and experience of its full richness, is recognised for each and every citizen. The Advisory Group equally 
believes that people with learning disabilities need to be empowered and (where appropriate) supported to face the challenges and the disappointments of 
day to day living.

BT Mod 1 Witness Statement FINAL 3 Mar 2023 & Exhibit Bundle (combined) (3342 pages) 2091 of 3342

MAHI - STM - 083 - 2091



In putting forward our proposals, the Advisory Group has sought to achieve positive outcomes across a range of human concerns. Achieving the best quality 
of life across all these human concerns should be the aim of us all.

In seeking to support and add to the AWS principles in line with the vision set out in Better Wales, and in recognition of the current concern with quality of life 
issues, the Learning Disability Advisory Group commend the following principles that people with learning disabilities:

●     are full citizens equal in status and value to other citizens of the same age

●     have an equal right to expect a high quality of life - in practice this means having exactly the same expectations of decent health, education, housing, 
safety and financial security, protection from harm, positive social relations and roles within family and community, employment opportunities, personal 
development, emotional well-being and civic rights

●     have a right to decide for themselves and to join in all decision-making which affects their lives, with support if necessary

●     have access to the support of their families and the communities, of which they are a part, and to general and specialist public services to improve their 
chosen quality of life.

 

 

1.2 The Advisory Group’s Vision for services in 2010

The 1983 All Wales Strategy and the updated 1994 Guidance, set out proposals for the development of services consistent with the principles which 
underpinned the Strategy and the aim to improve the quality of lives for people with learning disabilities, their carers and families The process of service 
development is far from finished. The Advisory Group wants to see the continuation and hopefully the acceleration of that development until all people with 
learning disabilities receive services which are modern, flexible, appropriate to their needs and circumstances and accessible.

All services must aim to secure the inclusion of people with learning disabilities. Everyone should have appropriate support to allow them to take their place in 
their communities.

There is a need for clear direction from the National Assembly to bring service support throughout Wales up to similarly high standards. The National 
Assembly’s Better Wales document sets a deadline of 2010 for the achievement of its vision and objectives. The Advisory Group’s vision for 2010 is that by 
that time services for people with learning disabilities in Wales will: 

●     provide comprehensive and integrated services that will effectively support and enable people to achieve social inclusion in all aspects of life and 
society in Wales 

●     be person centred (i.e. respond to individual needs, including language, race, gender and religious requirements and circumstances)

●     improve empowerment and independence, with the individual having the maximum possible control of their lives

●     ensure effortless and effective movements between services and organisations at different times of life (individuals and services should be properly 
prepared in advance for these movements)
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●     be holistic in approach and delivery taking fully into account an individual’s preferences, hopes and lifestyle.

●     ensure that a range of appropriate advocacy services is available for people who wish to use them

●     be accessible - in terms of both service users and their carers and families having full information about availability and service users receive services 
as close to their home as possible. 

●     have fully developed collaborative partnerships to deliver flexible services, which are able to respond appropriately and quickly to the changing needs 
of users.

●     be developed on evidence of their effectiveness and transparency about their costs 

●     be delivered by a competent, well-informed, well-trained and effectively supported and supervised workforce. 

Underlying this 2010 vision for services is the necessity for people living inappropriately in long stay learning disability hospitals to have been resettled into 
the community. The Advisory Group believes that without the early completion of the National Assembly’s resettlement programmes to enable all people to 
return to live in the community, Wales cannot claim to be a country where every person is valued and given an opportunity to play a full part.

 

 

1.3 The Advisory Group's recommended priorities, targets and performance indicators

 

 

After careful consideration the Advisory Group has agreed 17 priorities for action by the National Assembly and others. These are not ranked priorities as all 
must be progressed in parallel. Without the full and effective implementation of these priorities, the Advisory Group does not believe that its vision for services 
in 2010 will be achieved. The priorities, targets and performance indicators are set out in the following paragraphs. The targets are those that will apply to all 
authorities and provide a measure of progress made in the implementation of the priorities across Wales. The performance indicators provide the National 
Assembly and authorities and other stakeholders with a structured, systematic and comparative framework for the measurement of local progress on the 
implementation of more specific aspects of service change and development. 

 

 

A. Policy Direction

The principles of the 1983 All Wales Strategy have commanded broad support. The aims of the AWS remain entirely consistent with policy developed since 
that time, as confirmed in Better Wales and other key documents. The Advisory Group do not consider that there is a need to change policy direction but 
rather to reinforce it.
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The National Assembly should reaffirm its commitment to develop the means to extend to all people with learning disabilities in Wales the 
opportunity to lead a life consistent with the AWS and this Report.

Local authority elected members, members of Health Boards and Local Health Groups and senior managers in authorities should promote and 
introduce policies to achieve the aims and targets of this Report.

Target

By Spring 2002, all Authorities will have reviewed their services against the 'Service Principles' and 'Service Responses' set out in Section 5 of this report. 

 

B. Funding

The Advisory Group is keen to emphasise the link between policy aims, their implementation and financial realities. The previous AWS set out a potential 40-
year investment programme aimed at both reform and growth of services. Further considerable additional investment will be required to meet demographic 
changes and the proposals in this Report.

The National Assembly should consider introducing a structured investment programme to increase and develop service availability in line with 
this Report.

Target:

By July 2002, all Authorities will have prepared Health and Social Care Plans, which include costed 5-year projections of needs, targets, and service 
developments for people with learning disabilities.

 

Performance Indicator:

The amount spent by Authorities on services for people with learning disabilities as expressed as a rate per head of the (16-64 ) population.

 

C. Completion of Existing Programmes of Reform

The Advisory Group agrees with the priority placed by the National Assembly on the long stay hospital closure programme and the re-provisioning of services 
to achieve this. We also commend the central planning and funding role of the Assembly in resettling people into the community and securing the closures.

The National Assembly should review its commitment to achieve the closure of long stay hospitals and set a new target date for completion of 
2006 or preferably earlier. It should also extend the scope of this initiative to include other inappropriate accommodation settings.

Target:
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By 2006 all resettlement programmes should be completed and all long-term hospitals should be closed. By 2010, other inappropriate accommodation should 
be phased out.

D. Individual Planning (Person Centred Planning)

People with learning disabilities tend to be lifelong consumers of health, social care education, housing and other support services. Person centred planning 
should be confirmed as the key mechanism to plan people's care and support for their whole lifetime. 

The National Assembly should confirm that person centred planning is fundamental to addressing individual needs and aspirations. The 
cornerstone should be multi-disciplinary and multi-agency Community Learning Disability Teams and the National Assembly should promote this 
approach. The National Assembly should consider how to meet any additional resource requirements within its larger investment programme.

The National Assembly should review the requirements placed on local authorities in relation to social care and educational planning for 
individuals and consider whether a more coherent approach could be adopted.

Target:

By 2003/2004, all people with a learning disability will have an individual person centred plan, normally reviewed annually.

Performance Indicator:

The number of people whose plan has been reviewed expressed as a percentage of the number of people with learning disabilities known to the Authority.

Performance Indicator

The number of people with learning disabilities receiving a written statement of their needs and how they will be met (NAWPI 3.9 )

 

E. Independent Assessment of the Needs of Carers

The Advisory Group recommends that these parallel but separate assessments should adopt best practice standards similar to those proposed for Individual 
Planning.

The National Assembly should invite the Carers Strategy Review Panel to consider best practice standards, training requirements and resource 
implications of separately assessing carers needs and to respond appropriately within its National Carers Strategy.

Target:

By 2001/2002 independent carers assessments will be available as of right.

Performance Indicator:

The number of carers assessments expressed as a percentage of the number of people with learning disabilities helped to live at home.
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F. Information

The Advisory Group believes that service users and carers should have good quality and accessible information on the help and support that is available and 
on their rights to participation in service planning. Consideration will need to be given to information that should be made available on a national level and that 
expected to be provided locally.

The National Assembly should commission research to identify best practice in respect of the collection, provision, sharing and dissemination of 
information. The National Assembly should consider what information could appropriately be provided on a national level across Wales.

Target:

By 2002/2003 all Health and Social Care Plans and Annual Statements/Reviews for services for all people with learning disabilities will include the 
programme of public information about services and service developments 

 

 

Target:

By 2002/2003 arrangements will have been made to ensure local and national information is widely available to all people with learning disabilities, their 
parents and carers using all appropriate formats.

 

G. Advocacy

There are no precise estimates of supply and demand for advocacy. Consultation exercises indicate that advocacy services are inadequate to meet demand.

The National Assembly should evaluate how a centrally funded advocacy service can be developed and regulated on a national basis. These 
services should include citizen advocacy, self-advocacy and paid advocacy. Any evaluation should take full account of the UK Government's 
response to the advocacy section of the Disability Rights Task Force report.

Target:

By 2002/2003, the National Assembly will have completed its evaluation and be consulting on proposals to introduce a national centrally funded advocacy 
service.

 

H. Partnership in Planning
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It is recognised that effective joint agency planning is important but such arrangements must also include service users, parents, carers and other interested 
organisations including service providers. This will be of particular significance when addressing low incidence needs.

The Advisory Group believes that the local authority via its Social Services function should continue to be the lead authority and should recognise the 
importance of effective strategic planning for learning disabilities services.

The National Assembly should reaffirm the lead role of the local authority Social Services function and make available further resources to 
facilitate implementation of the increased flexibilities under the Health Act 1999.

The National Assembly should ensure that national guidance requires authorities to constructively include users and others in the planning and 
development of services. Agencies should agree protocols for joint working and the National Assembly should facilitate the pooling of resources 
between agencies to remove the financial incentive accompanying the redefinition of responsibility from one agency to another.

The National Assembly should introduce a financial and management information framework with standard definitions, for authorities to collect, 
collate and distribute data on capacity, usage and expenditure on all learning disability services.

Target:

By 2003/2004, authorities will have published plans to improve the joint working of health, social services and other agencies including the use of pooled 
budgets, integrated provision and lead commissioning of services and facilities.

 

I. Children and Families

The Advisory Group believes that children with learning disabilities have a right to normal childhood experiences. This includes both equality of access to pre-
school and later provision with the opportunity for additional support when required.

The National Assembly should invite services and education bodies to review the availability of:

●     effective early intervention targeted at promoting the child's development and the prevention of challenging behaviour
●     effective ways of supporting and encouraging integration in general pre-school and later provision

Services and education bodies should then develop an action plan to make effective services and supports generally available.

 

Target:

By 2003/2004, Childrens Services Plans should promote equal opportunities and inclusion and indicate how local agencies and partner agencies propose to 
develop community based support strategies to enable younger people with learning disabilities to be included in mainstream activities as much as possible.

Performance indicator:
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The percentage of cases of children with learning disabilities with an allocated social worker who are providing a service appropriate to the child's needs 
expressed as a percentage of all children with learning disabilities (P/A ).

 

 

 

J.  Education and Life Long Learning.

The Advisory Group believes that every person should benefit from an education that enables them to develop their maximum potential alongside non-
disabled children and provide life long learning opportunities.

The National Assembly should :

●     Develop educational and life long learning policies which encourage arrangements consistent with inclusion
●     Provide the resources to provide appropriate additional educational support to those with special needs
●     Ensure that all teachers and teaching assistants receive appropriate training to effectively support learning and the development of people 

with learning disabilities

Target:

In 2004 to have significantly improved the quality of education for children with special needs by completing the three-year action plan and the introduction of 
a new Special Educational Needs Code of Practice.

 

Performance Indicator:

The number of children educated in special schools as a rate per 1000 of the school population for the local area.

 

 

K. Community Living - Help in the Family home.

Significant increases in the number of families receiving help in the home and an increase in short term breaks have been real achievements of the AWS. 
The Advisory Group does, however, consider that service availability is still likely to be below that required to meet need.

The National Assembly should through its Carers Special Grant and other policies encourage authorities to make available a range and sufficient 
quantity of flexible support services and positive options for short term breaks.
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Target:

By 2005, there should be a significant increase in the range and quantity of flexible support services and positive options for short term breaks.

Performance Indicator:

The number of people with learning disabilities whom the local authority helps to live at home expressed as a percentage of those with learning disability 
known to the local authority. (P/A )

 

Performance Indicator:

The number of nights of short-term care received by people with learning disability expressed as a percentage of the number of people with learning 
disabilities the authority helps to live at home.

 

L. Community Living – Support to Live Independently.

The Advisory Group considers that there has been no significant expansion of residential supports to promote and develop independence. We believe that a 
considerable expansion of service availability will be required. Effective planning and significant financial investment will be needed.

The National Assembly should make available additional resources to significantly increase the number of people who are able to access 
appropriate accommodation away from the family home. 

Target:

By 2010, to have significantly increased the number of people who can realistically be expected to live independently with appropriate support irrespective of 
age or impairment - by 2010 this will require at least an additional 1,500 people with learning disabilities to be supported outside of the family home.

Performance Indicator

The unit cost of residential and nursing care for adults with learning disabilities (NAWPI 3.6 )

Performance Indicator:

The number of people with learning disability living independently in the community as a percentage of all those with learning disabilities known to the local 
authority.

 

L(i). Direct Payments.
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The Advisory Group acknowledges the importance of the Direct Payments Scheme in promoting independence and helping people to take control of their 
lives.

The National Assembly should consider changing the existing arrangements to enable local authority services to be encompassed in the Direct 
Payments Scheme. 

Local authorities should design schemes to be accessible to people with learning disabilities and provide the right support to help them to 
manage a direct payment and remain in control

Target

By 2003, all local authorities are operating an appropriate direct payments scheme for people with learning disabilities.

Performance Indicator:

The number of people with learning disabilities receiving direct payments as a percentage of those receiving community based services.

 

M. Community Living- People with Complex and Challenging Needs

People with complex or challenging needs can be supported to live in ordinary accommodation in the community as long as extra facilities, support and 
professional inputs are planned and made available.

The National Assembly should ensure that authorities use their strategic planning processes to:

●     Provide up-to-date estimates of the accommodation and support needs of people with complex or challenging needs.
●     Ensure carers are assisted to develop appropriate skills and have access to staff with specialist expertise who can assess complex needs 

and provide advice and support
●     Develop plans to increase the availability of intensive rehabilitation services so that people in need of 'low security' can be placed within 

Wales. 

Target

By 2008, the number of people with learning disabilities accommodated in specialist facilities outside of Wales should be reduced by 50%.

By 2003, community facilities and intensive rehabilitation services to support people with complex or challenging needs must be an integral part of 
reprovisioning plans following the closure of existing long stay hospitals.

Performance indicator

The number of people with learning disabilities accommodated outside of Wales in specialist facilities.
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N. Community Living - Day Activities. 

The Advisory Group believes that priority in this area must be given to helping more adults with learning disabilities gain paid employment or to participate in 
meaningful day time activities including opportunities provided by local community consortia for education and training.

Currently, social security benefit regulations constrain the extent to which people with learning disabilities take up paid employment.

The National Assembly should set targets for the expansion of supported employment and supports for other socially integrative and educational 
and training opportunities.

The National Assembly should discuss with the UK Government how social security impediments to paid employment can be removed.

 

 

Target:

By 2004/2005 to have opened up opportunities for all people with learning disabilities by encouraging lifelong learning opportunities, more flexible ways of 
formal and informal learning, increasing the access to quality careers advice and supported employment.

Performance Indicator:

The gross expenditure on day services for people with learning disabilities as a percentage of all expenditure on non-residential services for people with 
learning disabilities.

Performance Indicator:

The number of adults with learning disabilities receiving college/educational opportunities as a proportion of all people with learning disabilities known to the 
authority.

Performance Indicator:

The number of adults with learning disabilities in supported employment schemes as a proportion of all people with learning disabilities known to the authority.

Performance Indicator:

The number of people with learning disabilities in work as a proportion of those with learning disabilities known to the authority.
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O. Health

There is strong evidence to show that people with learning disabilities have poorer general health and more specific health needs than the general population. 
The Advisory Group believes that the overall health of people with learning disabilities can be improved with better access to ordinary services.

The National Assembly should make resources available to enable every GP to adopt the proactive identification and health checking 
recommendations contained in this Report.

 

Target:

By 2010, to have improved the health of people with learning disability and reduced any differences between the rates of illness and mortality experienced by 
them and overall national rates.

 

O.  The Workforce

People with a learning disability when using any service should be able to rely on a workforce that is appropriately qualified, well trained, effectively supported 
and managed and properly regulated.

The National Assembly should extend the qualification regime and targets to include all the social care workforce and set complementary targets 
for the training of the NHS workforce as part of its Human Resources Strategy.

 

Target:

By 2005, to have all social care managers and 50 percent of the social care workforce providing services to people with learning disabilities with a listed 
qualification.

Target:

By 2005, the training of doctors, dentists, opticians other NHS staff, housing and benefit agency staff, teachers and the police to include an element that helps 
them to have a better understanding of learning disability issues. 

Performance Indicator:

The number of social care managers with a listed qualification as a percentage of social care managers responsible for services to people with learning 
disabilities.
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Performance Indicator:

The number of social care staff (excluding managers) with a listed qualification as a percentage of all social care staff working with people with learning 
disabilities.

 

 

1.4 Implementing the Advisory Group's proposals - an Action Plan approach

The Advisory Group considers that the most effective way of implementing our priorities and other proposals in this Report and to enable the National 
Assembly to make informed investment decisions and monitor progress would be to use an Action Plan approach. This would require the National Assembly 
to provide any additional resources to local authorities as a central direct grant rather than through the Revenue Support Grant mechanism. For health and 
education bodies an appropriate ring fenced funding arrangement would also have to be used.

The Action Plan would have to cover a long time period and therefore has to be organic and dynamic. A possible timetable for the first five years of the Action 
Plan is set out below:

Spring 2002

All authorities to have prepared, consulted upon and completed an audit of their services to people with a learning disability. It will include:

●     A projection of the number of people with learning disability living in the area up to 2010
●     An appraisal of their services against the 'Service Principles' and 'Service Responses' set out in Section 5 of this Report
●     Broadly costed 5 year projections of needs, targets, and service developments
●     Costed priorities for investment within the 5-year projection.

This Audit will form the basis of any request for investment in learning disability services to be made to the National Assembly.

The National Assembly to have established monitoring arrangements to advise on the implementation of the service principles, targets and performance 
indicators set out in the Advisory Group's Report.

Summer 2002

All Authorities will submit to the National Assembly their Health and Social Care Plans including statements about the development of services to people with 
learning disability which will form the request for National Assembly grant resources for investments in learning disability services.

Authorities will have produced their Second Round Education Strategic plans and their Childrens Services Plans will be published stating how they will 
promote equal opportunities and inclusion for children.
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2002/2003

Authorities will have reviewed their three-year education action plans and the implementation of the revised Special Education Needs Code of Practice. 

Authorities will have developed, consulted upon and published their joint health and social services arrangements for the provision of services to people with 
learning disability.

The National Assembly will have completed its evaluation and be consulting on proposals to introduce a national centrally funded advocacy service across 
Wales.

All SSIW Inspections and Joint Reviews will use the 'Service Principles' and 'Service Responses' as a basis for evaluating services for people with learning 
disabilities,

2003/2004

The programme of learning disability performance indicators will have been considered by all the agencies involved and implementation, collection and 
publication arrangements agreed.

The National Assembly commences the rollout of the centrally funded advocacy services across Wales.

The final reprovisioning plans for the closure of existing long stay hospitals are completed and authorities submit to the National Assembly and publish their 
first implementation progress report on changes to community based services for people with learning disabilities

 

2004/2005

Authorities submit to the National Assembly and publish their second implementation progress report on changes to community based services for people 
with learning disabilities

2005/2006

Authorities submit to the National Assembly and publish their third implementation progress report on changes to community based services for people with 
learning disabilities

2006

All hospital resettlement programmes completed and the long-stay learning disability hospitals are closed.

The National Assembly undertakes a full review of progress achieved across Wales and identifies any specific actions/approaches necessary to secure the 
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2010 vision of services set out in this Report.

 

 

5.  Workforce Training

People who use health and social care services in Wales should be able to rely on a workforce that is appropriately qualified, well trained and properly 
regulated. It is also essential that those who work in health and social care settings are effectively supported and receive recognition for the important work 
they do. 

Key challenges facing the Learning Disability workforce.

Learning disability services at present face the following challenges:

●     The achievement of the objectives of this Report when associated with changing demographic factors have brought about the need for changed 
patterns of service delivery and for a workforce with a diversity of skills and competencies. 

●     Staff in health and social care settings need, between them, to have a full range of skills which can be brought together to provide a seamless and 
comprehensive treatment, care and support service. Staff need to :

- know both their own roles and the roles of others; and 

●     be confident in working in multi – professional teams and across agency boundaries. 

Good joint working is essential at all levels of health and social care organisations to meet the needs of people with learning disabilities. The option of making 
use of the increased flexibilities, introduced by the Health Act 1999, makes it all the more important that the whole workforce has common values and 
standards. Training and qualifications enable staff to transfer from employment in one sector to the other where this promotes good and efficient practice.

Recruitment and retention of good quality staff is a fundamental issue for this sector. The social care workforce in Wales is predominantly made up of people 
over 35 and on the whole is not attracting younger people. The work, though rewarding, can be stressful and challenging and some of the hours anti-social. It 
is therefore essential that good working conditions, effective training and supervision and adequate reward are available to staff so that they feel supported 
and valued. Authorities should take into account in their contracting arrangements the resource implications of ensuring a properly trained workforce.

The difficulty of recruitment and retention of a range of clinical professionals including speech and language therapists, physiotherapists and clinical 
psychologists is a particular issue for community based teams across Wales. 

To work effectively with people with learning disabilities staff in education or social care settings will require knowledge and training in dealing with some 
clinical procedures e.g. administration of medication. The initial and ongoing training and monitoring aspects of this need to be integral to the work 
programmes of relevant staff. Protocols should be developed between the authorities to govern local practice, and implications for staff such as insurance 
and accountability, should be properly addressed to safeguard both trainers and trainees.

As well as delivering services directly, the training of staff with specialist skills, knowledge and experience of working with people with learning disabilities 
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should help to develop a better understanding of people with learning disabilities and their needs among other professionals such as doctors, dentists, 
opticians and other NHS staff, housing and benefit agencies, teachers and the police. 

 

Developing the workforce

The Human Resource Strategy for NHS Wales, Delivering for Patients, aims to promote and support the delivery of high quality services in Wales. A 
comprehensive workforce planning process, supported by a new computer based system will be introduced for the NHS in Wales. Shortages and trends will 
be monitored, targets set to reduce turnover and improve retention rates and NHS Wales together with higher education institutions will enable people to 
access the professional education they need. 

The Welsh NHS plan makes a commitment to extend the workforce and to increase the number of people in training in health-related fields. By 2004 there 
will be 1,360 more students on such courses than there are in 2001. 

Over 60,000 people are employed in social care in Wales, many work in the private or voluntary sectors. Of these over 80% do not have the qualifications 
they need for the job they do. Estimates indicate that if annual expansion in this sector continues at its current rate approximately 2,000 new staff will be 
needed every year until 2006. 

The Care Standards Act 2000 provides for the establishment of The Care Council for Wales on 1 October 2001. The main functions of this new body will be: 

●     to regulate the social care workforce in Wales through the registration of the individuals who make up the workforce. 
●     to drive up levels of training and qualifications
●     to improve standards in social care through codes of conduct and practice for employees and employers.

The new Council will take over the task of regulating social work training, currently undertaken by the UK-wide Central Council for Training and Education in 
Social Work (CCETSW), and it will take over the functions in Wales of the National Training Organisation for Social Care (TOPSS). It is expected that TOPSS 
will produce a draft National Training Strategy in the summer of 2002. 

The Training Support Programme (TSP) for the personal social services in Wales has the objective of increasing the proportion of staff with the specific 
qualifications, skills and knowledge they need for the work they do. The following targets are already in place for learning disability services and further 
targets will be set in the future.

 

Service Staff Proportion with a listed 
qualification

By 30 Sept

Residential care Officer in charge 80% 2003

Residential care Care officer /
assistant

40% 2003

The Advisory Group endorses the target setting approach set out in the Assembly's TSP circular but believes that the targets should be more challenging 
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than those proposed. The Advisory Group also believes that the Assembly should set further robust targets to ensure that our recommendations set out in 
this report are effectively implemented. The Group's proposals are that;

●     the qualification regime and targets should be extended to include all the social care workforce;
●     all social care managers should have a recognised qualification by 2005;
●     by 2005 a minimum of 50% of the social care workforce should attain NVQ level 2; and
●     the Human Resource Strategy for the NHS in Wales should set complementary targets for the training of its workforce

Involving service users and carers in training.

The direct involvement of service users and carers in training is currently too patchy. Such personal involvement helps front line staff and managers to 
understand the needs, aspirations and expectations of service users and their families/carers and how best to meet these. The Advisory Group believes that 
the National Assembly should positively encourage authorities to enable service users to play an effective role in the design and delivery of training.

 

 

 

 

 

1.6 Financial Implications

 

Firm and detailed costs for implementing the priorities and other proposals in this Report will not be known until the Summer of 2002 when all authorities have 
undertaken their audit of existing services and submitted to the National Assembly their costed priorities for the development of their services. That there will 
be significant additional resource implications cannot be denied, but the Advisory Group does not accept that this provides any substantive reason for the 
National Assembly and other authorities to shy away from addressing the issues raised in this Report. Authorities can absorb some of these costs by 
investing existing resources differently. But this re-investment of resources will not be sufficient to achieve the full vision of services set out in this Report.

The Advisory Group considers that the capital and revenue resource requirements to provide and sustain independent living for an additional 1,500 people by 
2010 and to implement our other services development proposals for the NHS and local authorities will require an incremental new investment approach. The 
Advisory Group estimates that the National Assembly will need to provide at least an additional £20 million to be invested in 2003-04 rising cumulatively to 
£40 million in 2004-05 and £60 million in 2004-05. These investment figures will continue to rise in each year from 2005-06 to 2010. Only with such levels of 
new investment will the Group’s vision for services in 2010 be attained. 
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Section Two

 

2. The National Assembly for Wales’ and Advisory Group’s Vision

2.1 The National Assembly for Wales : Better Wales 

The Advisory Group has worked within the context of the National Assembly’s vision set out in its Better Wales document which was issued in March 2000 
and in the light of other related policy strategies including the Social Services White Paper ‘Building for the Future’ and ‘Putting Patients First’. These 
Assembly strategies seek to ensure that Wales is served by modern, accountable, effective, efficient, appropriate, responsive, flexible, user centred, safe and 
accessible public services. That the voice of local people is heard and everyone is valued and given an opportunity to play a full part. The Assembly also 
emphasises that to achieve its policy objectives in the health and social care fields, agencies must work together in an effective partnership to provide 
wherever possible joined-up services. 

The National Assembly’s Better Wales sets out several themes that will influence the way in which the Assembly intends to develops its policies, budgets and 
programmes over coming years. These are :

●     Tackling social disadvantage - the development of an inclusive society where everyone has the chance to fulfil their potential; 
●     Equal opportunities - the promotion of a culture in which diversity is valued and equality of opportunity a reality; and
●     Sustainable development – meeting the needs of the present without compromising the ability of future generations to meet their own.
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In October 2000, the National Assembly published Putting Wales First : A Partnership for the People of Wales. This first partnership agreement of the 
National Assembly committed the Partnership Government to the three guiding themes of Better Wales

2.2 The Advisory Group

In taking forward our work and in putting our proposals, the Advisory Group are seeking to ensure that people with a learning disability should enjoy as full a 
range of life opportunities and choices as their families, friends and other people living in the community. They should be empowered and enabled to play 
their full part in the community and should not be devalued because of their intellectual disabilities. Help in making opportunities and providing the kind of 
choices that make for a full life is not only the concern and responsibility of professionals but of everyone. The role of professionals should be to guide, to 
counsel and to encourage as well as to provide appropriate direct services.

It is not enough to provide services and to promote the integration of people with learning disabilities in their communities unless these efforts help to develop 
independence and self-fulfilment. There is not one answer or single model of service that can be prescribed for all the needs of people with learning 
disabilities. Each individual has different needs, capabilities and hopes which need to be identified and which must guide the efforts of service providers. Care 
must be primarily a way of encouraging development and widening opportunities for a fuller life, which must also involve a degree of adventure. Service 
providers will need the active guidance and support of their employing authorities to establish an approach to the needs of people with learning disabilities 
which emphasises their development and quality of life and which enables them to encounter and overcome the ordinary hazards of day to day life without 
being overly-protected.

The Advisory Group believes that there must be equity in provision of and access to services for people with learning disabilities wherever they live in Wales. 
The Advisory Group also believes that services should be designed to meet the identified needs of individuals. Access to services should not be restricted 
because of other existing health problems or because of an individual’s age, ethnic origin, gender, culture, religion or sexuality. 

This will require services for people with learning disabilities to be appropriate, flexible and responsive. Planners and commissioners of services should 
encourage and accept the involvement of users, their families and carers in the planning, development, delivery and monitoring of services. 

 

The Policy Context

2.3 The All Wales Mental Handicap Strategy

Services for people with learning disabilities have been developing for nearly twenty years following the 1983 All Wales Strategy for the Development of 
Services for Mentally Handicapped People and updated 1994 Welsh Mental Handicap Strategy Guidance. This Strategy and Guidance are still in force to this 
day. The Advisory Group firmly believes that the three main principles that underpin this strategic approach remain valid today and for the future. These 
principles are that people with learning disabilities have:

●     the right to an ordinary pattern of life within the community
●     the right to be treated as an individual
●     the right to additional help and support in developing their maximum potential.

 

The 1994 Strategy Guidance has at its heart the need for each person with a learning disability to have an individual and dynamic plan co-ordinating care 
throughout their life which properly reflects their needs and choices. The Strategy Guidance also says:
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"The dignity and self respect of individuals often depends on their ability to make everyday decisions and to feel that they are not only consulted but that they 
are listened to before decisions are made for them. Good quality care must not only meet the needs of the people it supports, but must also reflect their 
wishes and preferences."

These statements remain equally true today and we have sought to breathe life into this approach in drawing up our proposals.

 

2.4 Social Services White Paper : "Building for the Future"

This White Paper was issued in March 1999 and sets out the National Assembly’s vision for modernised and revitalised social services. It is based on five key 
principles:

●     to promote an inclusive society
●     to support and promote effective social services providing Best Value on a fair and consistent basis for those who need them
●     to provide support for those who need it in a safe environment which preserves dignity
●     to encourage and support those who can do so to build their independence 
●     to promote the continued development of a high quality workforce

The Advisory Group fully endorses these principles and we have sought to apply them in preparing our proposals. 

 

2.5 ‘Putting Patients First’

This document sets out how the NHS Wales is to be rebuilt with all parts focused on and expected to contribute to the achievement of seven core values. 
These are :

Fairness – patients should have access to treatment and services according to their clinical needs

Effectiveness – treatments should reflect the most up-to-date scientific evidence and clinical practice

Efficiency – NHS Wales should achieve best value in its use of resources

Responsiveness – services should be designed with the individual patient’s needs in mind

Integration – NHS Wales and other organisations should work together to deliver integrated packages of care for patients

Accountability – NHS Wales should be more accountable to people

Flexibility – services should be flexible enough to meet local needs, while also delivering wider improvements in health.

The Advisory Group’s proposals will support the achievement of these core values.
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2.6 Education

The National Assembly through its Action Programme for Special Educational Needs is seeking to strengthen and improve the support and advice made 
available for children with special educational needs and their parents and carers; give them a greater involvement in the decision making surrounding that 
support; and strengthen the arrangements for planning the transition of young people with special educational needs to further or higher education and adult 
life. 

Our proposals are consistent with and complement these Assembly policy developments.

 

2.7 Partnership

Delivering co-ordinated packages of care to individuals is central to the National Assembly’s Better Wales and the more specific proposals being put in place 
as part of the Social Services White Paper and Putting Patients First. To achieve this requires an effective partnership approach.

Local Authorities have a crucial and important role in driving forward in a corporate way the social services, education, housing, leisure and social inclusion 
agendas that are cornerstones of learning disability policies. More needs to be made of these new agendas and the opportunities that increased flexibilities 
will bring to enable traditional and new partners to create innovative models and approaches to the development of learning disability services and the 
systems that support them. It is also about good government, using resources wisely and efficiently, and by listening to users, their families and carers to 
provide services that meet peoples needs, wishes and hopes. Local authorities will also play an important part in the achievement of quality and equity in the 
delivery of learning disability services through their community care and social care responsibilities. Through the planning process of social care they must 
take account of the health and other needs and aspirations of people with learning disabilities and their carers. This approach needs to be supported and 
developed in order that meaningful participation and involvement in the planning and running of services leads to a fuller empowerment of service users, their 
carers and families 

The NHS, the voluntary and independent sectors will all have critical roles to play in this partnership. All parties involved must be sure that there is a 
seamless approach to meeting the needs and hopes of people with learning disabilities. There must be a high level of commitment from the organisations and 
individuals to ensure the partnership works effectively for the benefit of people with learning disabilities. The role of all those involved in the partnership must 
be valued and their contributions must be properly and fully taken into account.

 

 

 

 

 

2.8 The National Assembly’s Programme of Reform
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The National Assembly is presently taking forward a substantial programme of reform that puts people and their improved health and well being at the 
forefront of their activities. This includes :-

●     introducing new "flexibilities" for funding and commissioning to create the right climate to maximise the benefit of collaboration between health and 
social care agencies for the benefit of the user

●     the implementation of "Improving Health in Wales"
●     the development of a NHS user and public empowerment strategy
●     developing a new Health and Social Care Charter which will set out key national standards which reflect best practice across heath and social care 

services
●     reviewing the NHS complaints procedure to see if it can be made more open, more objective and more responsive to patients 
●     the development of a Carers Strategy to improve the long term health and well being of carers and those for whom they care, including a right to 

assessment for respite needs
●     the proposed amendments to the Mental Health Act legislation and the proposals for updating the Welsh Adult Mental Health Strategy and introducing 

a new Children and Adolescent Mental Health Strategy
●     the proposed changes included in the Supporting People programme
●     the implementation in Wales of the Government’s response to the Royal Commission on Long Term Care 
●     the establishment of the Care Council for Wales and the Care Standards Inspectorate for Wales who will be responsible for raising professional 

standards for the social care workforce; protecting vulnerable people from abuse and neglect and promoting the highest standards of quality of care 
that people receive, whoever is providing it to them.

●     the implementation of the ‘Children First’ programme.

 

 

2.9 Contribution to achieving Better Wales objectives

We consider that our proposals will help achieve many of the key National Assembly’s objectives as set out in Better Wales, in particular, to:

●     ensure that the needs of disadvantaged groups are better met by involving patients, users, carers and voluntary organisations in the planning and 
review of health and social services programmes

●     raise standards of social care
●     help the elderly and those with disabilities to live independently, and support their carers
●     achieve an equitable distribution of health resources in line with the best evidence on needs and to ensure that all health authorities have Health 

Improvement Plans in place which allocate resources in line with health and service needs
●     deliver joined up and more effective services for users and carers by making full use of the flexibilities available under the Health Act 1999 to improve 

joint working between health and social services, including the use of pooled budgets, integrated provision and lead commissioning of services
●     assist at least 90% of those assessed as needing community care to receive support to allow them to live at home
●     reduce unemployment and inactivity amongst groups which have traditionally experienced high unemployment such as young people, lone parents, 

ethnic minorities, disabled people and the over 50’s
●     encourage young people and people from excluded backgrounds to participate more and have their voices heard
●     achieve a significant improvement in the quality of education for children with special needs
●     open up opportunities for everyone, whatever their age and wherever they live, by encouraging lifelong learning and more flexible ways of formal and 

informal learning
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The Advisory Group is also satisfied that our proposals are fully consistent with the Assembly’s Voluntary Sector Scheme and the Human Rights Act 1998.

 

Section Three

 

3. Progress in the Development of Learning Disability Services to date

3.1 Intentions set out in 1983

The All Wales Strategy for the Development of Services for Mentally Handicapped People (AWS) was launched in 1983 to "correct the historic anomaly ... 
which has left the bulk of public service provision in large and, for many, remote hospitals whilst the great majority of mentally handicapped people and their 
families receive little or no support in their homes where it is most needed". It set out three guiding principles and emphasised that these applied to all people 
with learning disabilities, however severe their disability. People were to have rights to normal patterns of life within the community, to be treated as 
individuals, and to receive additional help from the communities in which they lived and from generic and specialist professional services in order to develop 
their maximum potential as individuals. The AWS set a direction for the development of a range of local services and gave explicit guidance on the form of 
some of the needed services. It was given an initial life of ten years, during which additional recurring revenue investment would grow to approximately £26 
million per annum at 1983 prices. However, neither the initial term nor the additional funding on offer was sufficient to make the pattern of services envisaged 
by the Working Party, which preceded the AWS comprehensively available throughout Wales. The intended financial investment in the first ten years was 
about a quarter of that estimated to be eventually required.

The AWS reflected the idea of a comprehensive local service of its time; it was clearer in some areas than in others. However, it stated that "the concept of 
new patterns of comprehensive services lies at the heart of the Strategy".

Fundamental change in the nature of residential provision was central to its implementation and symbolic of the move from institutional to community 
services. The AWS was very clear: "support staff should be available to help run a range of accommodation ... which caters for individual preference and 
ability ... in ordinary houses ... made available from local ... housing stock". The Working Party Report estimated that provision for between 7,300 and 11,200 
adults was ultimately required, based on a then total population of 2.8m. This compared to the current level at the time of 3,200 places, mostly in the long-
stay hospitals (2,300 places) and hostel accommodation (the majority of the remainder). The provision target converts to a rate of 260-400 places per 
100,000 total population.

Development of other community services stemmed from "the pre-eminent importance of the family ... and the heavy burden on the family that is caused by 
stress and lack of help". In response, "short-term relief should be readily available ... (and) locally based, flexible and capable of responding to emergencies’, 
and help to families was also to include "a range of domiciliary support ...(such as ) family aid (sic) services". The Working Party Report gave target provision 
figures for families with children only, in view of the comprehensive targets set for alternative supported accommodation for adults. Both respite and 
domiciliary support services were to be sufficient to provide for a total of 2,700 children and families, rates that convert to 96 per 100,000 total population.

The AWS was less specific on education and day services. It endorsed section two of the 1981 Education Act and sought "the maximum possible access and 
integration with ordinary education facilities" but without giving any guidance on minimum targets or reasonable achievement. In keeping with the times, it did 
not set a clear vision for day services for adults. Existing segregated and centralised day services (adult training centres, social education centres and the 
like) were seen as the primary source of day provision, a situation that would continue into the future for many service users. The AWS recognised some of 
the inherent problems in the model: such centres "provide an all-purpose service which is not conducive to the promotion of independence or responsive to 
individual needs". It therefore sought a broadening of the range of options available: "more appropriate forms of constructive activity need to be developed, 
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(and) there needs to be imaginative developments ... to create employment opportunities and ... better career guidance and work preparation courses". The 
AWS, therefore, called for innovation and the development of diversity; it did not provide a clear direction towards a new pattern of local day services. The 
Working Party Report set a target for the combined extent of day service options of 6,500 places for working aged adults (232 per 100,000 total population) 
and 800 places for adults over 65 years (28 per 100,000 total population).

For each person and family, the AWS sought "full access without question to the same services, including health services that are available to the rest of the 
community". It wanted to help general service providers to be more open to serving people who had traditionally been marginalised, a task it saw primarily as 
educational. It also sought to promote professional input and a greater network of community support: the availability of "advice, support and teaching from 
social workers, community nurses, care assistants, other parents and voluntary organisations ... as and when required".

Ultimately, the AWS sought to influence the place which people with learning disabilities had within society, substituting a life apart or on the margins for one 
of full involvement. "Provision for recreational and social opportunities" was urged "in parallel with dwellings" and success was seen as dependent "on the 
involvement of the general public ... (which) service providers should place special emphasis on sensitive and imaginative efforts to develop". Establishing 
neighbourhood networks of voluntary help was also seen as desirable. 

Finally, consistent with its individual focus and with the emerging idea that effective support required the pulling together of services and resources, the AWS 
advocated the widespread introduction of individual planning. "Staff should work together with mentally handicapped people and their families in the 
preparation, implementation and regular review of individual programme plans for the development of the mentally handicapped person". Co-ordination of the 
individual planning system was to be done by multidisciplinary professional teams established locally. Each person with a learning disability was to have a 
nominated keyworker. In addition to providing specialist professional input, the multidisciplinary team was to act as a single point of contact for individuals, 
families and generic services alike, and be a focus for local planning and the collation of information on individual need which could be fed into the county 
planning system. Involvement of the consumer - the individual with a learning disability and the family - in the decisions surrounding the provision and review 
of services was an avowed commitment. Such involvement was mirrored by a similar commitment to representation in local and county planning forums. Both 
commitments were an attempt to make needs led and individually focused service provision a reality.

The AWS, therefore, set a framework for the administrative arrangements to be followed. It put forward a model planning system in which representatives of 
consumers and all relevant agencies met at county level to produce a single joint plan. It was made plain that the Welsh Office would expect people with 
learning disabilities, their families and voluntary sector representatives to be widely consulted about the content of plans and have a permanent place in the 
planning and monitoring of services. Local authority social services were given 'lead agency' status in recognition of the shift from the medical model to a 
social care definition of the prime task to be achieved. This clearly signalled the eventual patterns of resource investment in the area. The AWS envisaged 
that the expenditure tied up in traditional services would be liberated as new and better services were developed and that this would be available for 
reinvestment. Increased revenue could also come from local authorities. However, the allocation of additional funding as part of the AWS recognised that the 
redevelopment and growth in the scope of services was of such a scale that it would need to be largely funded by central government.

3.2 Progress against AWS objectives

(a) Financial investment

The level of investment promised by the AWS was slightly more than delivered. Social services expenditure in 1994-95 was £93.3m (£55.04m at 1983-84 
prices) and the AWS (then) Welsh Office grant allocation for that year was £49.2m Since then, the central funding of strategic development of services has 
continued in a more limited way. A second phase of central funding to achieve the broad targets of the AWS was not pursued. Rather, central investment was 
increased to progress the hospital resettlement programmes only (see Table). The total budgeted social services expenditure for 2000-01 is £142.2 m 
(£71.25 m at 1983-84 prices). However, despite increase in the resettlement grant allocation, the proportion of personal social services expenditure on people 
with learning disabilities has remained almost constant since 1994 (21.7% in 1994/5, 22.1% in 1999/00). Thus, learning disabilities has not received a 
proportionate share of other growth in PSS expenditure, a sign of the lower priority accorded learning disability service development since the ending of the 
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first phase of the AWS. In addition, the increase of the mainstream AWS grant at a rate less than actual cost inflation has placed pressure on local authority 
finances.

Table: Personal Social Services Expenditure on Learning Disabilities (£m)

Year PSS* spend on 
Learning 

Disabilities (£m)

Proportion of 
Total PSS* 
Expenditure

AWS Mainstream

Grant (£m)

AWS Resettlement 
Grant (£m)

1994/5 93.3 21.7 49.2  

1995/6 101.3 20.9 57.1  

1996/7 117.1 22.2 57.4 1.8

1997/8 125.4 22.4 27.7** 11.1

1998/9 132.9 22.3 28.0 12.0

1999/00 136.8 22.1 28.2 17.2

2000/01 142.2  28.4 19.1

* Personal Social Services

**£28.4m of mainstream grant transferred to LAs

Estimated expenditure by health authorities on learning disability services in 1999/2000 was £56.5m. Combined health and local authority expenditure in that 
year is estimated at £193.3m, which converts to a sum of approximately £66 per head of population. This is in line with Scottish Executive estimates. They 
report that the spend per head of population on supporting people with learning disabilities is 

1.  £63 in Wales
2.  £59 in England
3.  £54 in Scotland. 

 

(b) Residential service provision

Providing supported accommodation in the community is the main way to enable adults with learning disabilities to leave the family home and live typical 
mature lives, consistent with AWS principles. Welsh Health Circular (85) 46 requested health authorities to prepare proposals for the future of the long-stay 
hospitals and indicated that the progressive reduction of long-term hospital populations should be an integral part of such proposals. The development of 
accommodation in ordinary community housing was one of the core priorities stated following the 1988 review of progress, and the need to accelerate 
resettlement was explicitly recognised. As a consequence, Wales has made great progress in reforming the nature of residential services so that in contrast 
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to what existed in 1983, available services are smaller in scale, within ordinary housing stock, and local to the communities which they serve. At 31 March 
2000, there were 366 people still resident in long stay hospitals and the National Assembly has set a target to close all remaining long stay hospitals by no 
later than 2010. Otherwise, settings provided by local authorities and the independent sector in Wales in 1995 had average residential groups of 
approximately three people. By way of comparison, the character of English services was very different. English local authority accommodation in 1995 had 
resident groups of just under 13 on average. They provided no 'small' homes with fewer than four places. In addition, independent sector homes had average 
residential groups of six. Such differences may be related to differences in assessed quality. Compared to a random sample of services in England conducted 
at about the same time as research on housing services in South Wales, the houses in South Wales were smaller and more individually-oriented, allowed 
more choice and promoted greater community integration.

However, while the quality of residential provision has improved, no progress has been made in extending service availability towards the comprehensive 
levels envisaged by the AWS. Wales began the AWS with a low rate of residential service provision (approximately 105-110 places/100,000 total population). 
By 1995, the rate of provision was assessed as 98-places/100,000 total population. The AWS years may have seen an increase in supporting people to live 
more independently in accommodation outside of that notified in official returns but it is likely that overall service provision was certainly no more extensive in 
1995 than in 1983. (It is conceivable that the level of service provision may have fallen, as provision was not made for revenue to be redirected into 
community services when individuals died in hospital.) In 1991, Wales had a lower rate of provision than all but one English Regional Health Authority and a 
lower rate than the average in England and Scotland. Although provision estimates are now somewhat dated, it should be remembered that the priority 
throughout the 1990s was on hospital resettlement. It is unlikely that the 1995 figures seriously underestimate the total service availability currently. 
Therefore, one can conclude that the current rate of provision in Wales is lower than (a) the level of provision in England (by about 20 places/100, 000 total 
population), (b) the norms set in the 1971 White Paper (by about 32 places/100,000 total population), (c) its 1980 update (by about 55 places/100,000 total 
population) and (d) the eventual comprehensive provision estimate discussed by the AWS Working Party Report (by at least 160 places/100,000 total 
population). It should be remembered that the 1971, 1980 and 1983 estimates took no account of the need to increase provision in line with better survival of 
people with learning disabilities.

(c) Family-support services: respite and family aides

The development of respite and family aide services was a high priority of the AWS. The number of individuals and families in Wales in 1995 using respite 
services was 2,278 and receiving domiciliary support worker input was 1,914. It is not known whether comparable growth in family aide provision has 
occurred in England but it is perhaps less likely given the strong deinstitutionalisation emphasis to English policy. However, developing respite services has 
been a priority throughout Britain. According to the second national survey of family-based respite care, Wales had more family-based respite care services in 
ratio to population (9.0 per million) than the United Kingdom as a whole (5.8 per million), although they were biased more towards children (25 services to 1) 
than in the UK generally (257 children's services to 74 for adults). The same source estimated that 9,821 children and 2,960 adults received some family-
based respite care in the UK in 1992 (a combined rate of 22.4 per 100,000 total population). The number of Welsh users in 1995 was 739 (a rate of 25.5 per 
100,000 total population). It is important to emphasise that none of the figures reflect whether the extent of offered support or respite per family is adequate or 
even differentially related to assessment of need. It is also possible that service availability has continued to expand since 1995 despite the emphasis on 
resettlement and the absence of central funding for purposes beyond this.

Calculation of need for family support and respite is clearly relative to the level of other services. If, for example, adults were supported to live in homes of 
their own, then the remit for family support services would be reduced to supporting children, as originally envisaged by the AWS Working Party. At the end of 
March 1999, the 12,363 people recorded on learning disability registers were reported as living in the following circumstances: 9,776 in their communities, 
and 2,010 in statutory or independent sector residential accommodation. Were residential support for adults to increase to the comprehensive level envisaged 
by the AWS Working Party, the numbers living in their own rather than parental homes would need to increase by some 4,800. The 1995 availability of 
domiciliary support and respite services exclusively focused on this smaller target population would meet a high proportion of potential need. However, until 
such service expansion has occurred, family support services are likely to be insufficiently extensive and, therefore, effectively rationed.
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(d) Day Services for Adults

The AWS recommended greater variety in day provision and less reliance on large, multi-function day centres, although it was not specific on the form of 
service support to be developed to take their place. In 1983, there were about 3,000 day centre places together with just under 200 day service places in the 
large hospitals, giving a combined rate of provision of about 110 places/100,000 total population. By 1988, day centre places had increased to just under 
3,200 places. Since that time, there has been an increasing diversity of day service options and an increase in sessional attendance at both the new and 
more traditional service forms. Twenty-three percent fewer people attended day centres in 1995 than did in 1988 although it was still the dominant form of 
provision. There was increased attendance at satellite units, colleges of further education, work experience, paid employment and a range of other service 
and community placement options. A few Adult Training Centres or Social Education Centres have been completely reprovided and the old centres closed. 

As a consequence of more recent trends towards sessional attendance, it is difficult to convert figures on the number of attendees to the number of whole-
time-equivalent places available. Nor is it possible to add the number of attendees across different service forms without double counting of individuals. About 
3,500 people with learning disabilities were reported as being provided day care commissioned by local authorities during the week ending 1st March, 1998, 
although the balance between full and part-time provision is not clear, a rate of just under 120/100,000 total population.The available evidence therefore 
suggests that total service availability has not altered greatly since the start of the AWS. It would certainly be safer to assume that there has been no overall 
increase as a sample survey of the services received by people with learning disabilities in four local government districts in Wales between 1986 and 1990, 
the middle four years of the first 10-year phase of the AWS, found that the proportion receiving a full-time day service had declined and the proportion 
receiving either no day service or only a part-time one had increased.

Development of day services for adults under the AWS has been, therefore, somewhat similar to the development of residential accommodation in that 
reform of large centralised provision has taken precedence over expansion of service availability in line with demographic change and progress towards more 
comprehensive provision. However, reform of the nature of day services achieved to date, although significant, is not as complete as that brought about in 
relation to residential services. Further reform is anticipated. The 1971 White Paper reported that there were, on average, 113-day service places in hospitals 
or the community in England and Wales per 100,000 total population in 1969. It set a target for this to increase to 195 places/100,000 total population, which 
would imply 5,750 places in Wales overall. The AWS Working Party estimated a need for 6,500 places for adults of working age (about 220-places/100,000 
total population). The 1994 Guidance reported that 3,665 individuals received "new patterns of daytime care" in 1993, which represented 53% of potential 
need. This suggests that support would need to extend to 6,915 individuals for it to be regarded as comprehensive (about 235-places/100,000 total 
population).

There is now considerably more emphasis being given to supporting people in productive employment rather than programmes of diversional activity than at 
the beginning of the AWS. Supported employment in Wales has grown more rapidly in ratio to population than elsewhere in the UK. However, available 
evidence suggests that the costs of supported employment outweigh savings. Current welfare benefit arrangements lead to a high level of part-time working 
in line with the therapeutic earnings disregard. This often means that savings in welfare benefits payments or from reduced use of alternative services are 
minimal. Reform of welfare benefit regulations could alter this greatly. Analysis suggests that supported employment could become cost effective with a 
higher level of full-time working. The impact of supported employment on day service provision may remain marginal if reforms, which would facilitate this, do 
not occur. 

Greater survival is also seeing the beginnings of a significant population of people with learning disabilities of retirement age (possibly up to about 850 people 
over 65 years). This is creating the need for a new form of service support. The AWS Working Party Report anticipated this trend by estimating a need for 
about 800-day places to support people in retirement. This is equivalent to a further 28 places/ 100,000 total population.

In summary, reform of the nature of day services has occurred in line with the direction set by the AWS in bringing a greater variety of options. However, the 
large day centre is still the core of provision and much redevelopment is still required. Supported employment has grown and is seen as having great 
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potential to meet the fundamental AWS principle of individuals living as normal and productive a life as possible. Wales has led in the development of 
supported employment in Britain. Co-ordinated policy developments are required across government departments to allow its potential to be reached. Across 
all forms of day provision, service availability is substantially lower then estimates of what is required. Greater survival of people with learning disabilities 
means that (a) it will become increasingly difficult to meet the needs of school leavers, and (b) policy and service development are required for day support of 
people of retirement age. 

(e) Multi-disciplinary community teams and individual (person-centred) planning

The development of multi-disciplinary community teams in Wales was rapid in the first years after the inception of the AWS; only one of the 37 teams in 
existence in 1987 pre-dated the AWS. Such development followed similar development in England and could therefore be construed as catching up, at least 
initially. It is not known whether the professional infrastructure is now better established or organised in Wales than elsewhere. Moreover, since the research 
conducted in Wales on community teams predated the introduction of the purchaser-provider split, care management and local authority reorganisation, what 
was known about their working is unlikely still to apply. 

People with severe learning disabilities tend to be lifelong consumers of health and social care services. They also make a heavy demand on education 
services during their developmental years. The AWS proposed that strategic and operational planning should be underpinned by a comprehensive system of 
Individual Planning (IP), detailed reviews of people’s objectives in life and the service supports required to realise them. Such IPs were to be regularly 
conducted at least annually if not more frequently and differ from more traditional case conferences in that they would be held to consider the effectiveness of 
service supports even though changes in service placement were not pressing. At an individual level, such planning was to inform the service elements and 
processes required to meet the person’s needs. At an authority level, an overview of such plans and identified service deficiencies was to inform strategic 
development. 

Individual Planning (IP) as a means of service co-ordination and review grew in Wales but was only ever available to a minority of service users. Service 
authorities launched IP systems without thorough assessment of the resource implications of comprehensive implementation. IP systems were often 
established but not sustained. When first established, community teams experienced early difficulties in progressing towards the idea of IPs for all. By 1987, 
68% of teams had done either no IPs or had done them for less than 10% of users. Only five of the thirty-seven teams claimed a 25% or greater coverage. 
Three years later a family survey found little advance with only 11% of carers identifying an IP meeting in the previous twelve months, though other forms of 
meeting were recorded, e.g. case review, service review, case conference. This figure, however, concealed considerable variation in the prevalence of IPs 
between counties (from 3% to 30%), reflecting both the priority accorded IPs by senior managers and the available staffing levels in community teams. A 
survey of four local government districts at about the same time, which included people living in different types of residence as well as the family home, 
reported higher coverage of IPs but there had still only been a marginal increase in coverage from 29% to 33% between 1986 and 1990. Whether IP was 
more or less available in Wales than in England is not known.

Now, the emphasis on IP within statutory sector planning has been replaced by care assessment introduced by the NHS and Community Care Act and 
formulation of school transition plans introduced in 1994 but now subsumed by the 1996 Education Act. Care assessment has been viewed as a return to a 
resource rather than needs-led approach to planning. Proponents of a more person-centred approach now refer to Person-centred Planning rather than IP. 
The 1994 AWS Guidance maintains reference to IP as a process of co-ordinating care in a way, which properly reflects individual’s needs and preferences. It 
recommends that IP should begin in early childhood and persist throughout life, and be available to everyone who wants one. Current policy, therefore, 
endorses a cradle-to-grave, comprehensive, system of multi-agency, multi-disciplinary co-ordination and review.

While policy reference to some form of IP has been long-standing, realistic assessment of the resources required to instigate and sustain such a system of 
planning has never been undertaken. Even care assessment has been achieved for only a minority of people at any one time. Expressed as percentages of 
the number of persons with learning disabilities on local authority registers, the number of assessments undertaken was 22.6% in 1994, 12.5% in 1995, 8.2% 
in 1997, 13.3% in 1997 and 11.8% in 1998* (*returns from two authorities are missing from the 1998 numerator). 
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(f) Joint planning and family and user consultation

In establishing the social services department as lead agency, Wales has achieved a more wholehearted transition from health to local authority 
commissioning of social care services than elsewhere in Britain. Allied to this, the then Welsh Office insistence on the creation of a single joint agency plan at 
county level, although creating a challenge to all concerned, eventually produced a distinctive level of joint agency collaboration. However, reforms of recent 
years have not helped to further this. The separation of purchasers from providers divided the interests of newly established collaborators both between the 
statutory agencies and between statutory agencies and voluntary bodies. Health and local authority reorganisations removed the high level of territorial 
coterminosity which previously existed. The creation of a large number of small unitary authorities, coinciding with the evident weakening of policy priority, 
broke up pre-existing specialist learning disability planning teams which had thrived under the AWS. 

Alongside the development of joint agency planning under the AWS was the injunction to develop consumer representation in planning at local and county 
levels. Family representation was the easier to establish and came first but the number of self-advocacy or service user groups which had representation on 
local or county planning groups grew between 1986 and 1994, reflecting the growth of such groups (from 2 in 1985 to 58 in 1994) . There was a strong 
association between whether such groups were funded, usually through AWS monies, and (a) the numbers of representatives at local and county planning 
levels and (b) whether such representatives were likely to have paid supporters with them at meetings. Little is known about the impact of consumer 
representation on the plans formulated but reflection by those involved suggested that families did exert an influence, particularly in the emphasis given to 
developing family support services, but that representatives with learning disabilities largely did not.

A small, number of citizen advocacy projects developed in Wales at the end of the 1980s and beginning of the 1990s. The projects were geographically 
scattered and covered only a small proportion of Wales. It proved difficult to recruit advocates. In 1992, a particularly high point in terms of advocate numbers, 
the four longest established projects had a total of 50 advocates. Their total funding was £124,500, around £2,500 per advocate per annum. Compared to the 
8,886 adults with learning disabilities over 16 years of age recorded on health and social services registers in Wales in 1992, this number was insignificant. 
Even within the catchment areas they served, the availability of advocates was low. For example, the project with the most citizen advocates (27) and the 
smallest catchment area of all projects in Wales served an area which had over 300 registered adults with a learning disability, together with a hospital 
population that was still over 100.

(g) Comprehensive provision

The concept of comprehensive services was said to lie at the heart of the AWS. Comprehensiveness implies service availability commensurate to need. It 
also implies equality of provision and access to services across the localities and communities which constitute Wales. Yet, there is clear evidence that 
change in service provision has neither been uniform across Wales nor evenly distributed. For example, rates of residential provision across the former 
counties in 1994/5 varied between 60 and 214 places per 100,000 total population, an inequality which has given the recently created 22 unitary authorities 
very different service inheritances. Those of the old counties, which had concentrations of traditional hospital provision, became authorities with higher 
provision rates of alternative community residential accommodation. Provisional personal social services expenditures on learning disabilities for 1989/99 
show considerable variation across unitary authorities, with higher spending per head of population being associated with proximity to traditional hospital 
provision (Newport, Gwynedd, Cardiff, Bridgend and Powys being the five highest). Redevelopment of other major services, such as day provision for adults, 
is equally patchy.

With the benefits of hindsight, despite its strategic intent, the AWS was characterised by pragmatic rather than strategic planning, shifting priorities and a 
sense among families and people in need in the community of opening and closing windows of opportunity. Difficulties of co-ordinating large, multi-agency 
joint planning groups were identified as contributing to poor strategic planning and the absence of a comprehensive view. Failure to estimate need at the 
population level or to aggregate assessed individual need (impeded by the low level of IPs) meant that AWS proposals were developed expediently. The 
absence of quantified, developmental stages for the unfolding of the comprehensive intent of the AWS produced an inability to determine how the incremental 
year-by-year progression contributed to a final coherent pattern of local services. This sense of incomplete and patchy development has an obvious corollary 
that some individuals and families benefited from the AWS and others did not. It would be safe to assume that precisely who benefited and in what ways they 
benefited varied from county to county. However, the status of information on the demand and supply of services at local level is too uncertain as to be able 
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to elaborate on this further.

Clearly the central goal of the AWS remains to be achieved both in terms of equality of access and adequacy of service availability. That the AWS has not 
resulted in a comprehensive pattern of services by this stage is not in itself surprising given that the original Working Party calculated that the investment 
provided in the first phase was only about a quarter of that required. Given no change to the aims of the AWS, the constraint on additional central resourcing 
after 1993 and its narrow focus on achieving hospital closure did not appear to stem from an evidence-based assessment of how much of the envisaged 
service reform had been achieved.

(h) Improving Service Quality 

Significant areas of service reform, such as deinstitutionalisation and provision of supported community housing, day services and supported employment, 
and the provision of family support services, have been the subject of evaluation. A number of broad generalisations are possible:

(i) Compared to hostel or hospital accommodation, supported community housing provides (a) a better material environment, (b) a more resident-oriented 
social milieu, (c) more staff attention to residents, (d) greater access to community activities, (e) greater opportunity for the use of skills, (f) greater choice, (g) 
increased constructive activity, and (h) residents with greater satisfaction with life.

(ii) Day centres differ greatly in the activity programmes that they offer service users and in the number of hours per week that they offer organised activities. 
The ‘working week’ often lacks intensity. Little is known about the relative merits of many alternative day services. Managers of various community or 
employment focused alternative day services in Wales thought that those using the services increased in personal competence, had a sense of achievement 
and enjoyed greater community integration. Evaluation of supported employment has shown that supported employees gained income, spent more time 
constructively occupied than when attending day services and had greater contact with people without learning disabilities other than paid care staff.

(iii) The growth in domiciliary and respite care services have been deeply appreciated by family carers and led to improvements in their quality of life, 
particularly in relation to helping carers balance the time demands of their caring and other commitments. Extended caregiving has become less 
claustrophobic as a result. However, important questions remain concerning the extent to which carers are able to increase their social participation or 
participation in the labour market as a consequence of receiving support as currently conceived. Carers still feel excluded from these areas of life, an 
exclusion which contributes significantly to their distress. Support services are generally insufficiently extensive, scheduled at the right times or flexible to 
allow carers to achieve significant ambitions in these areas. 

 

(i) Service costs and quality

Economic evaluations have attempted to identify the costs associated with particular approaches to providing supports for people with learning disabilities. 
Much of this work has examined the costs of residential supports. The research indicates that:

1.  Costs vary dramatically within all forms of providing residential supports
2.  A significant proportion of this variation is associated with varying levels of need or dependency
3.  Supports provided in newer community-based services are generally more expensive than support provided in old ‘learning disability’ hospitals 

(although this is probably mostly due to avoidance of some of the worse inadequacies of traditional services being repeated in the new community 
services rather than through inherent economies of scale within the large hospitals)

4.  Once levels of need or dependency are taken into account, there is little association between size of home and costs, although cost inflation may set in 
at very small scale

5.  Village communities and other campus-style arrangements may be marginally less costly than community-based provision.
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Variation in costs has also been found to be a feature of day services for adults, with ten percent of local authorities reporting average gross revenue costs of 
£13 a session or less and ten percent £39 or more. This is consistent with a three-fold difference in staff: user ratios between day centres at either end of the 
range in a recent sample in eight English local authorities and a five-fold difference in an earlier survey of Welsh centres. In the latter, smaller centres were 
more costly then larger ones.

Comparison of outcome in new community services with that found in traditional hospitals has shown that there is a quality gain to set against the increase in 
costs. However, there are no simple associations between the costs and quality of services. 

The largest element of the revenue costs of services is attributable to staffing. The majority of economic evaluations of specific forms of support services for 
people with learning disabilities (e.g., residential supports) have reported a modest positive association between indicators of ‘need’ and the costs or staff: 
user ratios of provision. 

To look at the association between costs and quality, therefore, it is also necessary to take into account differences between services in the needs of people 
served, especially as there is extensive evidence to suggest that people with greater or more complex needs often experience poorer outcomes. Studies that 
have done this suggest that the link between resources (costs or staff: user ratios) on the one hand and quality on the other is tenuous indeed. Some studies 
have reported that increased resources are linked to an extent with increased quality but others have failed to find a link at all.

 

Section Four

 

4. People with Learning Disabilities and Demographic Change

4.1 Defining learning disabilities

Stephen Dorrell, then Minister of Health, first officially used the term ‘learning disabilities’ in a speech to MENCAP in 1991. Learning disabilities replaced 
previous terms that now seem very pejorative, such as ‘mental handicap’, ‘mental retardation’, ‘mental subnormality’ and ‘mental deficiency’. The term 
‘learning difficulties’ is used in the education system, though with a broader meaning, and some health and social care professionals and agencies, in 
common with some self-advocates, also prefer this term. The term ‘intellectual disabilities’ is increasingly used in international dialogue.

The formal definition of ‘learning disabilities’ or ‘intellectual disabilities’ includes the presence of:

●     A significant intellectual impairment and 
●     Deficits in social functioning or adaptive behaviour (basic everyday skills) 
●     Which are present from childhood.

‘Significant impairment of intelligence’ is usually defined as an intellectual quotient (IQ) score more than two standard deviations below the general population 
mean, in other words an IQ below 70 on a recognised IQ test. Deficits in social functioning or adaptive behaviour refer to how well people cope with both the 
natural and social demands of the environment. This may be assessed by a normed behavioural checklist covering such areas as communication, daily living 
skills and socialisation like the Vineland Adaptive Behavior Scales and the AAMR Adaptive Behavior Scales - Residential and Community.

4.2 Causes of Learning Disabilities
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It is well established that biological, environmental and social factors are all relevant in the causation of learning disabilities. Historically, it used to be asserted 
that severe learning disability was due to biological variables whereas mild learning disability was due to social and environmental factors. It is now known 
that the picture is not quite as clear cut as this. 

It has been long established that there is a relationship between the occurrence of mild learning disabilities, parental social class and instability of family 
background (such as changes of carers, abuse, neglect) which is not as evident in relation to severe learning disabilities. However, advances in 
understanding have increased the proportion of children with mild learning disabilities where there is a known biological contribution to 20-40%. Contributory 
biological factors can be identified for around 80% of children with severe learning disabilities.

The majority of these factors operate pre-natally. Together they account for two-thirds to three-quarters of all cases of severe learning disabilities. The most 
common pre-natal factors are chromosomal and single gene errors, such as Down’s syndrome or Fragile-X syndrome. Disorders of development (such as 
neural tube defects) and intrauterine problems, such as foetal alcohol syndrome, listeria infection, rubella embryopathy, account for the remaining pre-natal 
factors. The peri-natal disorders include birth trauma and cerebral hypoxia, while the post-natal causes include accidents and infections.

4.3 How Many People Have a Learning Disability?

Most epidemiological studies of learning disability typically use IQ assessments to classify a person as having either a mild or severe learning disability, rather 
than using the combination of IQ and adaptive behaviour assessments recommended in current classification systems. 

The birth prevalence of learning disabilities is difficult to estimate as it is not until later in life when IQ can be tested as a result of the characteristic delays in 
social functioning and adaptive skills becoming clear. Only a proportion of the conditions associated with even severe learning disabilities are identifiable at 
birth. Typically, the age-specific prevalence of severe learning disabilities grows through the pre-school and school years as children are identified. Estimates 
at the beginning of the 1990s suggested that there were about 5 people with severe learning disabilities per 1,000 total population aged 15-24 years. Allowing 
for mortality during childhood gave an estimated birth prevalence of at least 6 per 1,000.

The major factor underlying upward pressure on the prevalence of learning disability is increased life expectancy. For example, one would have expected, on 
average, about 3.5-4.0 people per 1,000 aged 25-44 years, 2.0-2.5 per 1,000 aged 45-64 years and 1.0-1.5 per 1,000 aged over 65 years. The overall 
prevalence rate for people with severe learning disability was estimated at between 3 and 4 per 1,000 total population, probably in the region of 360-380 per 
100,000. Applied to the population of Wales such a rate would have suggested that there were about 10,830 people with severe learning disabilities living in 
Wales.

Population screening studies of mild learning disability yielded much higher prevalence rates (about 25-30 people with mild learning disability per 1,000 total 
population) than studies using administrative populations (i.e., those known to agencies that provide specialist services to people with learning disabilities) 
(less than 10 per 1,000). The former figure is approximately what would be expected given a normal IQ distribution. Including a measure of adaptive 
behaviour would be likely to reduce such a rate considerably, in line with the lower administrative prevalence.

4.4 Is the Number of People with Learning Disabilities Changing?

Learning disabilities is not a single condition. Therefore, it is likely to vary in occurrence as the factors, which influence its causes, vary. As an example, 
variation in prevalence between birth cohorts from under 2 to over 7 per 1,000 has been reported. One should only consider trends in broad terms, for 
example at a national level where one can expect variation across localities in a given time period to cancel out.

Upward pressures on the incidence of learning disabilities include:
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●     increases in maternal age (associated with higher risk factors for some conditions associated with learning disability, such as Down’s syndrome) 
●     improved survival of ‘at risk’ infants, such as low birthweight infants, due to improved health care
●     increases in more recently significant pre-natal threats such as HIV infection and substance abuse
●     an increase in the proportion of children growing up in poverty. 

Downward pressures on incidence of learning disabilities include:

●     the impact of prenatal screening for Down’s syndrome (estimated to reduce a ‘natural rate’ of 1.5 per 1,000 births to about 0.9-1.1 per 1,000)
●     improved health care and support resulting in fewer ‘at risk’ infants developing learning disabilities. 

The major factor underlying upward pressure on the prevalence of learning disabilities is their increasing life expectancy. Indeed, the fact that increased 
survival would lead to the need for increased service availability was predicted in the White Paper, ‘Better Services for the Mentally Handicapped’ as long ago 
as 1971, although the provision norms set at that time were not adjusted for such an increase. Although some changes since then have reduced the 
occurrence of learning disabilities, increased life expectancy has outweighed downward trends. It is now thought that most adults with learning disabilities in 
developed nations who live past their third decade are likely to survive into old age and experience the normal ageing process. There are more adults with 
severe learning disabilities aged over 45 years than there are such children aged under 15 years.

In addition, there also appears to have been a ‘bulge’ in the UK childhood prevalence of learning disability for births between the mid-1950s and mid-1960s, 
suggesting a higher prevalence for adults currently in their late 30s and 40s. Fryers estimates that the age-specific rates of severe learning disabilities in the 
UK (per 1,000 total population) have changed between 1990 and 1998 as follows:

 

Age 1990 1995 1998

25-29 4.5 4.5 4.3

30-34 4.0 4.0 4.5

35-39 3.5 3.8 4.0

40-44 3.0 3.3 3.5

45-54 2.5 2.8 3.0

55-64 2.0 2.3 2.5

65-74 1.0 1.3 2.0

75+ very few 1.0? 1.3?

In other words, there have been increases in the prevalence of people with severe learning disabilities between 1991 and 1998 in every 10-year age band 
between 35 years and 64 years of between 15 and 25 percent, together with a doubling of the prevalence of people aged between 65 and 74 years and the 
beginnings of a significant very old population. These estimates are consistent with the 22% reported increase in the number of people on local authority 
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registers for people with learning disabilities in Wales between 1990 and 1999. Estimates from the Department of Health statistician suggest that the trend 
towards an increasing number of people with learning disabilities will be sustained over the first two decades of the Twenty-first Century.

The comparison between 1990 and 1998 above shows that the higher mortality of people with severe learning disabilities reflected in declining age-specific 
rates as people age is reducing. Early mortality was greatest among people with multiple disabilities and, therefore, greater survival implies not only the 
emergence of a significant elderly population but also increased numbers of people with complex needs requiring support throughout adulthood.

Change in prevalence among non-white ethnic groups is likely to be greater than among white groups. The absolute numbers of people from ethnic minority 
populations with learning disabilities and the proportion of people with learning disabilities from ethnic minority populations are likely to increase throughout 
the adult age range as a result of the very young age structure of that population currently. Research has also found tentative evidence to suggest higher 
prevalence rates of learning disabilities amongst some minority ethnic groups, for example, South Asian groups. Higher prevalence rates in South Asian 
communities are most notable for children and young adults with severe learning disabilities. (It is unclear whether these higher rates are biologically or 
genetically linked with ethnicity, or are the result of other factors that have an impact upon minority ethnic groups, such as socio-economic status, poverty, 
access to health care or classification practices. For example, a study in Pakistan showed very high prevalence rates of learning disabilities in poor rural 
areas, compared with prevalence rates similar to North America and Northern Europe in wealthier middle class areas.

 

4. 5 Autistic Spectrum Disorders

In the early 1940s, Kanner, working in Baltimore, and Asperger, working in Vienna, separately published accounts of children with autism. There were some 
differences in their two descriptions but the two disorders, Autism and Asperger’s syndrome, are now considered by many people to be part of the same 
autistic spectrum or continuum. They are also referred to as ‘pervasive developmental disorders’ that have an onset before 3 years of age.

The crucial symptoms for autism are now considered to be: 

●     Absence or impairment of social relationships
●     Delayed and abnormal language and imagination
●     Narrow, rigid, repetitive activities and interests. 

This is known as the ‘triad’ of impairments and must be present in all those diagnosed with autism, though levels of ability may vary, (about 20-25% of 
children with autism have a non-verbal IQ in the normal range). Asperger’s syndrome is usually only diagnosed when a child (or adult) has a social 
impairment, very limited and rigid interests and rituals, an IQ in the normal range, and no significant delay in early language (though there may be severe 
impairments in the social aspects of language). Technically, then, people with Asperger’s syndrome do not have learning disabilities. They may, however, 
sometimes receive learning disability services because their impairments are not well understood elsewhere.

Early studies reported a prevalence of four or five children in every 10,000 with classical autism. Later studies tended to find somewhat higher figures (for 
example, about 10 per 10,000). A recent review concluded that the median prevalence for autism was 5.2 per 10,000 and acknowledged that prevalence 
rates reported in later studies were somewhat raised (median 7.2 per 10,000 in studies after 1989).

Very few of these studies have attempted to cover the whole autistic spectrum. The prevalence of all spectrum disorders in children with learning disabilities 
has been reported to be about 20 children per 10,000. 

All prevalence studies have shown a greater number of boys than girls with autistic spectrum disorders (the male: female ratio being about 3:1 or 4:1 on 
average, with an even greater number of boys (6:1) among individuals with an IQ in the normal range.
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INDIVIDUAL PLANNING (PERSON-CENTRED PLANNING)

Good quality service support should reflect individual needs, goals and preferences. The failure to individualise service design tends to result in the provision 
of relatively similar forms of service provision, which may not be capable of adapting sufficiently to individual difference. By concentrating on the needs of 
individuals, individual planning should support greater service innovation and inform the strategic planning process. 
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Evidence shows that only a minority of people had the opportunity for their needs to be assessed and service supports to be developed through a process of 
Individual Planning. The 1998 Conference report suggested that plans were not always comprehensive in scope or sufficiently multi-disciplinary and multi-
agency; and that individuals were not being fully and properly consulted about their needs, goals and preferences. 

There are a number of factors that may have contributed to the above problems. Plans may not integrate social support, health, education and other 
perspectives if commitment to the process is not genuinely multi-agency and involving all stakeholder interests appropriate to the individual’s age. Models of 
best practice were not disseminated across Wales. Given available resources, the intensive nature of individual planning was in competition with the goal of 
widespread implementation. These problems may reflect the absence of a strategic, national plan to meet the resource costs of comprehensive 
implementation and overcome the complexities of multi-agency co-ordination involved at different times of the service user’s life cycle. 

Unless real efforts are made to place the user at the centre of planning, there can easily be an unequal relationship between the care planner/manager and 
the individual. Understanding the views of people with limited language becomes more difficult with greater severity of learning disability. Sufficient resources 
(time and expertise) are not always given/available for intensive attempts to be made to understand individual wishes. In addition, resources are required to 
establish a range of advocacy services capable of representing the best interests of individuals who cannot represent themselves personally because of their 
disability.

Individuals with complex needs require agencies to work closely together to prepare a single individual plan. Concerns about the ‘shunting’ of costs between 
health and social care agencies has hindered agreeing individual plans and flexibly responding to need. The development of eligibility criteria to 
operationalise separate health and social care responsibilities has not been helpful in the development of joint commissioning and delivery of services. 
Protocols for joint commissioning and joint working are required. Arrangements for pooling resources between agencies are required to remove the financial 
incentives accompanying the redefinition of responsibility from one agency to another

The extent to which the individual gives informed consent for the sharing of information contained in the individual plan is a difficult area. First, there is the 
question of deciding who is capable of giving informed consent. Second, the plan cannot meet its service co-ordinating objectives if it is not shared between 
the agency professionals whose action is required to implement the plan. Third, family and advocates who may in practice represent the individual’s interests 
need to see the plan to check that it contains what was agreed.
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SERVICE PRINCIPLE SERVICE RESPONSE

Each person with a learning disability has a right to an individual plan to co-
ordinate care from early childhood throughout life and properly reflect his or 
her needs, goals and preferences. There should be consistency across 
Wales in terms of the availability of individual planning.

The resource costs of comprehensive implementation need to be 
calculated and a strategic investment plan drawn up.

Individual planning should provide a single, comprehensive review of need 
for each person to which all agencies are party.

Agency responsibilities and commitments at different stages of a person’s 
life need to be defined. Consideration should be given to relevant agencies 
pooling funding to provide a single multi-agency individual planning 
mechanism.

There should be consistency across Wales in terms of the quality of 
individual planning.

Best practice standards and criteria need to be agreed to provide the basis 
for a uniform approach. Standards to include:

1.  access to named key worker and named care manager
2.  use of specialist assessors as necessary 
3.  use of a person-centred approach
4.  minimum review frequency
5.  eligibility criteria which interface with other service sectors (NB some 

people outside of usual eligibility criteria for specialist learning 
disability services may need support in some areas of life e.g., 
employment, mental health needs)

6.  coverage of quality of life concerns:

i) Health/appearance (my treatment)

ii) Accommodation (my home, my family/fellow householders)

iii) Support needs (my helpers)

iv) Pre-school provision, schooling, college, work or retirement 
provision (my career, my occupation)

v) Education (my skills, my independence)

vi) Domestic/Community lifestyle (my self-care, my household 
arrangements, my use of community amenities)
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vii) Leisure (my interests, my hobbies, my social activities)

viii) Relationships (my family, my friends)

SERVICE PRINCIPLE SERVICE RESPONSE

 ix) Development (my skills, my independence, my autonomy)

x) Finance/security (my income/benefits, my legal status/rights)

xi) Emotional wellbeing (my happiness, my self-image)

Each service user must be enabled to play an integral part in the planning 
of their own lives and have the opportunity to state his or her wishes and 
preferences and have these fully taken into account.

Guidelines and training should be available to people with learning 
disabilities about individual planning to help them state preferences and 
formulate decisions. Attention should be given to the ways which people 
with limited communication skills can express preferences in a way, which 
will inform individual decision-making.

Where the person’s learning disability inhibits understanding of the issues 
involved in decision-making, individuals should be represented by people 
who can represent their best interests.

Individuals may be represented by their next-of-kin. 

Access to a range of advocacy services should also be available (see the 
Advocacy section).

 

Individual planning should provide a future-planning perspective that 
anticipates future needs, forestalls crises and allows individuals, relatives 
and service agencies to plan well in advance, particularly at times of 
transition. This should set the occasion for continuity of service 
arrangements as individuals move from the care of one agency to another

Individual plans should reflect realistic time perspectives (for example, over 
the next five-years). Special attention should be given to transition planning 
(see Transition Planning section).

Individual care plans should have an agreed and regular review process Standards should be set for the frequency of review within best practice 
guidance (see above). Normally, such review must be undertaken annually, 
although there may be circumstances when it is necessary for them to be 
more frequent. Each individual plan should specify a review date and plans 
should be presented in such a way that outcomes can be evaluated. 

Information protection must be consistent with statutory requirements and 
relevant guidance

Guidelines and protocols are required about the sharing of information 
within the standards and criteria for best practice recommended above.
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SERVICE PRINCIPLE SERVICE RESPONSE

Individual planning and care management should take into account the 
costs of service provision in order to ensure best value is being provided.

The development of service unit costings is required to enable care 
managers to identify cost-effective packages to meet support 
arrangements generated by individual planning.

Carers are entitled to separate assessment of needs under the Carers 
(Recognition and Services) Act 1995. Implementation of the Carers and 
Disabled Children Act 2000 will entitle carers to services in their own right. 

Separate but parallel planning mechanisms are required for carers. Best 
practice standards and criteria are required for carer needs assessments 
(see similar item above in relation to individual planning for cared for 
individuals).

The information obtained from individual planning should inform the 
strategic planning process.

Reliable and relevant information should be systematically abstracted from 
individual plans to inform strategic service development.

INFORMATION PROVISION

The provision of information empowers users and carers to make informed decisions, access services and exercise their rights. Currently, the provision of 
information lacks consistency and is not always available in a co-ordinated way or accessible format.

Individual agencies and organisations will be aware of the barriers to the free exchange of information and urgent attention will have to be given to this if 
partnership arrangements are to be productive and effective.

 

SERVICE PRINCIPLE SERVICE RESPONSE

Service users and carers should have good quality and accessible 
information on the help and support available to them and their rights to 
participation in strategic and person centred planning.

Organisations should ensure that there is accessible information on the full 
range of services and facilities available. This information should be 
relevant, clear, timely and produced in a range of formats to ensure the 
most widespread and effective communication with potential audiences. 
Authorities should consider how the range of information can be made 
available in a co-ordinated way.

Authorities should publicise the rights of users and carers to participate in 
an informed way in the services planning systems/processes.

 

ADVOCACY

Better Wales.com emphasises the need to ensure that the voice of disadvantaged people and groups is heard and their views taken into account in policy 
decisions. The empowerment of individuals so that they play a full role in decisions surrounding and affecting their lives is an important aspect of the AWS. 
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The 1994 AWS guidance specifies such need in relation to users, and parents or carers. The 1998 Conference report suggests that Local Authorities do not 
see advocacy as important with individuals being given very limited advocacy choice leading to their believing that they are not always being listened to or 
taken seriously.

It may be necessary for a person to make extensive use of advocacy services in order to assist their active participation in individual planning processes and 
to ensure that their views on their life are properly represented, understood and taken into account. In addition, clear and simple explanations of official 
decisions and policy are often best made by an independent advocate. This will be particularly the case where an individual has communication problems or 
perhaps belong to a minority ethnic group. These considerations apply equally to children with disabilities with or without supportive family. It should also be 
noted that parents and carers may often be in need of an advocacy service.

There are strong arguments in support of the independent funding of advocacy services.

SERVICE PRINCIPLE SERVICE RESPONSE

A full range of independent advocacy services must be 
established to ensure that the views of vulnerable people 
can be listened to, understood and acted upon

Independent advocacy services should be made available whenever a need has been 
identified for a vulnerable person to have independent representation of their views. 

Authorities should encourage the growth and use of a range of appropriately trained and 
regulated independent advocacy services.

PARTNERSHIP IN PLANNING

Experience in many parts of Wales after the launch of the 1983 All Wales Strategy showed clearly that joint working between local authority departments, 
health organisations, voluntary organisations, and parents, carers and service users had significantly improved. Equal partners in the planning, development 
and monitoring of services, led to decisions which had common ownership, were better informed and were more sustainable.

The thrust towards effective joint working has been promoted in subsequent National Assembly guidance to authorities and reinforces the need for the 
participation of parents, carers and service users in the planning process.

Since local government reorganisation, it would appear that there are significant variations in the planning process arrangements for learning disability 
services. Effective planning arrangements will require fully developed, collaborative partnerships which entitle service users, parents and carers to make 
meaningful contributions into service provision and development.

SERVICE PRINCIPLE SERVICE RESPONSE
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All authorities must work closely with stakeholders to 
maintain a planning function for learning disability 
services which regularly appraises policies and the 
performance of existing services and develops new 
objectives and service patterns

Authorities must consider the breadth of stakeholder interests and develop procedures in 
consultation with interested parties for their participation in the planning systems/processes.

Local partnership planning should :

●     Include user and carer views and perspectives and summarise the results of local 
consultations about needs for local services.

●     Establish the core aims and long term strategic, financial and performance objectives 
for services.

●     Decide service priorities for competing resources and set out the basis on which they 
have been determined

●     Report on achievement against the performance criteria and objectives that have 
been set, incorporating user evaluations of services.

These arrangements must be considered in the context of any national and local strategic 
objectives and local joint planning initiatives.

Authorities should ensure that the reasonable costs of small voluntary user and carer group 
participating in the planning process are met through suitable arrangements.

CHILDREN AND FAMILIES

Better Wales sets out a vision of Wales as a place which:

●     values its children and where young people want to live, work and enjoy a high quality of life; and which is
●     committed to fostering its unique and diverse identity, and the benefits of bilingualism, while looking confidently outwards and welcoming new cultural 

influences.

It includes among its core values the statement that:

children and young people should be treated as valued members of the community, whose voices are heard and needs considered across the range of policy-
making.

The principle that a child with a learning disability is a child first is central to the Children Act 1989, the National Assembly’s ‘Children First’ programme and 
our report, The early years are an important period and present real opportunities to promote the development of a child and the ability of the family to provide 
a secure and nurturing environment. Skilled and sympathetic disclosure of disability and subsequent counselling for the family and effective early intervention 
for the child can help these aims.

From the beginning, the child and their family need to be at the centre of all decisions about their needs. This should enable families to be well informed and 
to feel in control of their lives. It follows that parents should be treated as equal partners in any planning processes.

The All Wales Strategy brought about many positive changes in the lives of people who have a learning disability in Wales. Research into the effectiveness of 
the Strategy, showed that many carers and professionals believed that the needs of children had been largely overlooked. In particular, people felt that 
educational provision remained mostly unaffected. However, there have been significant moves towards inclusion within educational policy. The Welsh Office 
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Green Paper ‘BEST for Special Education’ (October 1997) stated the desire for children with special educational needs to be educated in mainstream 
schools, wherever possible, and the UK Government promises in the forthcoming SEN and Disability Rights in Education Bill to introduce a new positive 
principle for inclusion. 

The principle of inclusion must also extend to, and be embraced by those concerned with, the health care (which is addressed in the Health care section), 
local authority support and generic services provided for children, young people and their families.

Care and Support

SERVICE PRINCIPLE SERVICE RESPONSE

Parents, carers and professionals must recognise that 
children and young people with special needs require 
care and support that promote health and well-being, 
protect from harm, minimise disadvantage and maximise 
potential.

The principle of inclusion must be applied by authorities in complying with regulations and 
statutory guidance when developing their guidance, policies, practices and procedures.

Parents and carers should be informed of the child’s 
disability in a sensitive and sympathetic manner and 
have access to appropriate and timely counselling and 
information about the help and support that is available.

Authorities should ensure that all professionals involved in disclosure and counselling 
should have received training in line with best practice. Comprehensive information in an 
accessible form on help and support available should be provided when required. The aim 
must be for parents and carers to be kept fully and promptly informed of the child’s 
diagnosis, prognosis and genetic implications.

Parents should be actively involved in the decision-
making processes relating to their child.

The principles within the Individual Planning approach set out earlier should apply. Parents 
should be given the information and support that they need to participate effectively.

Children have a right to normal developmental 
experiences. This encompasses both equality of access 
to pre-school and later provision and opportunity for 
additional developmental input

Authorities should review the availability of (a) effective early intervention targeted at 
promoting the child’s development and the prevention of challenging behaviour, and (b) 
ways by which they can support and encourage integration in generic pre-school and later 
provision. The review should then be followed by the preparation and implementation of an 
action plan.

 

Education

SERVICE PRINCIPLE SERVICE RESPONSE
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The child should benefit from an education which 
enables him/her to develop their maximum potential, 
alongside their non-disabled peers.

Sufficient support staff should be provided to ensure that children with learning disabilities 
are included and that other children in the classroom are not disadvantaged.

Funding arrangements for early years education should allow for a choice of providers and 
settings.

All teacher training should include content on working with children with a learning disability.

Existing teachers should receive in-service training on inclusion.

Core competencies and qualifications should be identified for all teaching assistants.

LEA’s to publish information in their Education Strategic Plans about their policy on 
inclusion and the progress being made towards it.

LEA’s to monitor admissions of children with SEN into mainstream schools.

The child should not be discriminated against by the 
school of his/her choice.

Implementation of SEN and Disability Rights in Education Bill.

Funding should be provided for physical adaptation to school buildings to enable inclusion.

The child should ordinarily access their local school 
unless their Individual Plan indicates clear benefits from 
attending a school further away.

Additional costs incurred by local schools to be built into fair funding formulae for schools. 
Out of area placements to be kept to a minimum and reviewed regularly.

TRANSITION PLANNING

It is important to recognise that individuals will experience many important changes and phases during their life. One transitional period is that between the 
ages of 14 and 19 years old. Education legislation and guidance requires that a transition plan be drawn up. This plan may need to take into account that 
arrangements for education and training established during this period may extend until the person is 25 years old.

There are examples of good practice in respect of planning for individuals but this is not consistent across Wales and links between social services, education 
and health are often not effective. There needs to be recognition that time and resources have to be dedicated to transition planning if it is to be undertaken 
successfully. Consideration also needs to be given to how those involved in transition planning span the last years of schooling and the transfer to services 
for adults. The consequence of poor planning and ineffective co-ordination between agencies is inadequate provision of support and services. (It is 
anticipated that person-centred Individual Planning will become the established process for considering individual need and the appropriate delivery of 
support throughout the life span. At this time, such planning processes are not fully developed and therefore additional mechanisms are required to ensure 
that Transition Planning is undertaken effectively.)

There should be named agency and individual responsibility for Transition Planning for all young people of appropriate age to ensure that all relevant aspects 
of the person’s life are properly considered. 
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SERVICE PRINCIPLE SERVICE RESPONSE

Transition planning should achieve a smooth, 
seamless change from child-centred needs to 
adult-focused needs, involving 
comprehensive review across all relevant 
agencies

 

Education, social services, health, ELWa and Careers Services should develop a joint protocol for 
undertaking transition planning. This should include: nominated individual and agency co-ordination 
arrangements, resource implications and mechanisms for joint funding, sharing of information about 
need and timetable for the planning process. The protocol should also state that transition plans 
should be consistent with best practice standards and criteria that apply to individual planning (see 
Individual Planning section). Full account should be taken of other plans, which are made for some 
young people e.g. Care Plans and Pathway Plans for children who are looked after.

COMMUNITY LIVING

Better Wales.com establishes the target that by March 2003 at least 90% of those assessed, as needing community care should receive support to allow 
them to live at home.

Community living extends to all ages and means living with family, friends or independently and playing a full part in the society in which we all live. It cannot 
be promoted without recognising that it requires the will and resources to make it rewarding. It is not just a matter of accommodation standards, although 
these are important, but of the active promotion of independence, citizenship, relationships and lifestyles.

Social services, health, education, housing and provider organisations should be working together, in both planning terms and day-to-day provision, to make 
life, lifestyle and well being of an individual compare with those ordinarily available.

The achievement of community living requires a range of community services and supports to be available to and sensitive towards the needs of people with 
learning disabilities. Accommodation, for example, should reflect a range of individual choices and preferences, and arrangements should help rather than 
hinder community life and offer tenants and owners the same rights as are available to others regardless of disability.

Recognition should also be given to the fact that some individuals may need additional help to maintain an acceptable lifestyle in the community. This should 
be available from people who have received the appropriate level of instruction for the tasks they face and at an acceptable cost. It should, moreover, be 
flexible and available at times when it is most needed rather than when provider organisations can deliver. The Direct Payment Schemes may provide 
opportunities for care responsive to individual requirements to be made available.

The needs of those who provide informal care, whether as family members or concerned others, should also be recognised and appropriate arrangements for 
a variety of support, including respite, should be readily available.

There are also concerns about specific aspects of learning disability services. These mostly relate to those people who may find it more difficult to use 
ordinarily available facilities because of aspects of their disability. Older people, for example, may require more individualised approaches than has been the 
case in the past. Certainly this will be the position for those with complex and challenging needs but they too have the right to live in ordinary housing and 
enjoy local community life. In some situations special arrangements may be required to manage the possible risks that they pose to themselves and others.

There will be situations, particularly at times of crisis, where sudden, short or longer term interventions will be required and it is essential that the kind of 
resource to meet this need is readily available. Success will be seen as a return to community living.
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Ultimately, community living is about personal lifestyles and the networks of friendships, support arrangements and opportunities that are available to 
individuals. It is important to remember that understanding about how to provide effective service supports continues to develop and, therefore, achievement 
of community living will require constant innovation to ensure that lifestyles keep up with changing individual and social circumstances, new ways of looking at 
individual needs and how they can be best met. 

SERVICE PRINCIPLE SERVICE RESPONSE

All adults with a learning disability, including people with 
complex and challenging needs, should have access to 
housing in the community, independent of the family home. 
Nobody should live in hospital. Accommodation should be 
available to meet a range of preferences and abilities of a 
size appropriate to the individual’s choice, control, 
independence and privacy.

Social and health care authorities and housing providers should work together using 
their strategic planning processes to set out accommodation plans to achieve this 
principle in a way which reflects the demographics of the locality. This will include up-to-
date estimates of the accommodation and support needs of those with complex and 
challenging needs. Individual planning should ensure that prospective tenants are 
consulted whenever possible about their housing arrangements, and that, over time, 
adaptations are made to reflect changing needs.

Housing arrangements should facilitate access to the local 
and wider community and offer tenants the chance to build 
a variety of personal relationships.

Consideration should be given to the neighbourhood and to access to community 
activities, shops and public transport when making accommodation arrangements.

Adults with learning disabilities living in community 
accommodation should have the same tenancy rights as 
other people.

Models of service should be developed which allow tenancies to be granted. This 
should provide equality of treatment with regard to the payment of Council tax, access 
to grants or any other issue.

Support Arrangements

SERVICE PRINCIPLE SERVICE RESPONSE

People of all ages should receive support commensurate 
with their needs to enable them to live in their own homes or 
with their families. This will include people with complex or 
challenging needs.

An appropriate range of flexible support services should be available capable of 
responding to changing need. This will include positive respite care options such as 
respite at home, family placements and other age-appropriate provision.

The needs of individuals should be met by a skilled, well 
supervised, stable, motivated and well trained workforce. 
This will include enhanced competencies for working with 
people with complex and challenging needs.

The Workforce should be well managed, have the opportunity to progress. NVQ 
competencies should form the basis of staff development. Service contracts should be 
explicit in their expectations about support levels and quality of process and outcome. 
Best practice guidance should be available about exposure to risk.

Natural and informal support networks should be 
encouraged.

 

 

Support providers should explore every opportunity to develop personal and local 
networks to meet individual’s support needs rather than relying exclusively on formal 
paid support
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SERVICE PRINCIPLE SERVICE RESPONSE

Supporting people to participate in leisure and community 
activities and to form personal relationships is as important 
as supporting other aspects of their lives and requires 
planning.

Service providers should assess individual preferences for leisure activities and plan 
how to teach and support people’s effective participation in their chosen activities. 
Adoption of a ‘natural supports’ perspective and interventions such as ‘Circles of 
Support’ may broaden the range of personal relationships open to individuals. 
Friendships that people have formed with other people should be considered when 
planning transitions and included in individual plans. Existing ties can be positively 
nurtured and family involvement and the employment of local staff can assist with this. 
Statements to encourage this aspect of life should be written into service contracts.

Older People

SERVICE PRINCIPLE SERVICE RESPONSE

The increasing longevity of people with greater and lesser 
disabilities must be recognised in the services provided.

Specific policies/strategies to meet the needs of older people with learning disability 
should be prepared both nationally and locally. They should reflect the chronological 
age differential between older people with learning disabilities and others and the non-
normalising character of most generic services. They should include consideration of 
the resource implications of specialist services. Particular attention should be given to 
specific health risks, which may require specialist intervention.

Crisis Provision

SERVICE PRINCIPLE SERVICE RESPONSE

Help must be available at times of crisis for people with 
ordinary, complex or challenging needs. Various events can 
precipitate these situations and a range of responses 
should be available to support the individual in either their 
own home or in an acceptable alternative location as need 
arises.

Such services should help the individual to remain in their own home and local 
community. Where this proves to be difficult or impossible to achieve, temporary 
residential provision and support may be appropriate and the individual should be 
helped to return to their home (or to a new long-term home) at the earliest opportunity.

EMPLOYMENT, FURTHER EDUCATION AND DAY ACTIVITIES

The chance to work or do other normal activities is a very reasonable expectation and should be available to all adults with a learning disability of working 
age. It is important to maximise individual potential and this can be helped by appropriate support which seeks to support the development of skills in every 
service user.

It is important to provide services and support processes that reflect need and respond to changing wishes. Opportunities for employment, further education 
and other meaningful activities must be considered within the person’s Individual or Transition Plan (see earlier sections). This process will need to involve, 
as appropriate, the Community Consortia for Education and Training.
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It is now generally agreed that traditional large day centres cannot provide the range of occupation required. Recent years have seen the development of a 
range of alternative day activities, such as community enterprises, social firms, increased attendance at colleges of further education, supported employment 
and the provision of more localised supports to access community activities. Whilst some change has taken place, traditional services are still common and 
further change is required. Moreover change has not been consistent across Wales and the resulting inequality of opportunity needs to be addressed. 

Service models such as supported employment, which obtain jobs for people and then train them on site have been shown to be more effective for people 
with more severe learning disabilities and those with complex or challenging needs than traditional employment training. The progress made in helping 
people to obtain paid jobs through supported employment in the United States, and more recently in Wales, suggests that there is considerable potential to 
support a higher number of adults with learning disabilities in paid employment. However, the benefit system limits many people to part-time working and this 
reduces the benefit of the reform both in terms of lessening the need for alternative day services and the time taken to establish workplace skills. Supported 
employment requires well-trained job finders and job coaches and extra training may be required for effective support of people with complex and challenging 
needs.

There is still a small number of adults with learning disabilities in paid employment. While expansion of supported employment is an important goal, other 
routes to employment through, for example, social firms, and other meaningful day activities, such as community volunteering or individual occupation and 
training programmes, are still needed.

Vocational Training

SERVICE PRINCIPLE SERVICE RESPONSE

People with learning disability have a right to 
equal access to government training schemes 
and other educational opportunities, when such 
training would help their personal development 
and careers.

ELWa need to fund and regulate post 16 education and training so that people with learning 
disabilities can access a full range of opportunities alongside non-disabled people.

Vocational training should reflect the available jobs market. Contracts with training providers should 
require training providers to develop their ability to provide individualised supports and amended 
courses to help people with learning disabilities progress on real work related courses. There 
should be appropriate records of achievement. Colleges should be encouraged to construct 
curricula and assessment so that individuals can build a portfolio of achievement (e.g., NPTC 
system).

Comprehensive information, advice and counselling should be provided to all young people.

Vocational training should normally result in individuals gaining a qualification recognised by 
employers. There need to be realistic entry criteria so that those accepted on courses have a 
reasonable expectation of reaching the required standards. Assessment of whether vocational 
training would be a productive rout e for people to follow should be part of their Individual or 
Transition Planning. People who do not reach entry criteria are probably better served by place and 
train approaches to gaining paid employment (i.e., supported employment).

Support to gain employment is required for people leaving vocational courses. Determining the 
nature of this support should be part of their Individual or Transition Planning.
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Adult Education and Lifelong Learning

SERVICE PRINCIPLE SERVICE RESPONSE

People with learning disabilities have a right to 
adult education and lifelong learning which 
contributes to their own development.

Opportunities should be available throughout life, based on assessed need identified in the 
Individual Plan. Each person should have a learning portfolio, linked to their Individual Plan.

Education should be provided within integrated classes not just in integrated settings. College staff 
need to have an opportunity to upgrade their skills and knowledge for working with people with 
learning disability. Support to the individual should be identified and provided. ELWa should monitor 
all post 16 education and training provision to ensure that it promotes the inclusion of people with 
learning disabilities and require providers to take action.

Supported Employment

SERVICE PRINCIPLE SERVICE RESPONSE

People with learning disabilities require 
systematic training and support to enable them to 
gain employment in real workplaces.

 

 

Social services, education and employment services should use their strategic planning processes 
to increase the number of supported employment services in Wales and the number of people 
supported in paid employment by them. There should be good links between employers, supported 
employment services and both social care day services and mainstream employment services so 
that supported employment can provide a bridge to the workplace for people moving out of 
traditional day services and those graduating from schools, colleges or other forms of vocational 
training.

 

Other Constructive Occupation

SERVICE PRINCIPLE SERVICE RESPONSE
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Outside of open employment and engagement in 
further education, people with learning disabilities 
have a right to day services, which provide them 
with meaningful and rewarding activities, which 
reflect their interests and develop their confidence 
and skills.

Authorities should use their strategic planning processes to ensure that a range of options are 
available in local communities which are collectively sufficient to meet need. Options to include: 
social firms, community enterprises, local community bases, programmes of individual community-
based activity, involvement in civic works and voluntary activity, and retirement schemes. 
Consideration should be given to preventing unnecessary travel thereby promoting people’s 
participation in their local communities. 

Appropriate support may be provided as part of the service (e.g., within a social firm) or as an 
outreach programme from a local base (e.g., to a programme of community-based activity or 
voluntary placement).

Day activities should reflect people’s interests and ambitions. They need to link in with other leisure, 
social and educational activities in people’s lives. Co-ordination and forward planning should be 
achieved through Individual Planning.

Voluntary placements should be provided as something positive in their own right, not as a 
simpler alternative to supporting a person in paid work. People should be linked to a mainstream 
volunteering scheme wherever possible.

Services for People with Complex or Challenging Needs

SERVICE PRINCIPLE SERVICE RESPONSE

People with complex or challenging needs should 
be included in the options available to other 
people with learning disabilities.

Authorities must systematically review the range of options available to people with complex or 
challenging needs. In so doing, authorities should ensure that there is a sufficiently skilled 
workforce, professional input and enhanced support that may include specialist equipment and 
environmental adaptations to meet peoples needs.

Authorities must work effectively together to end any dichotomy between ‘health care’ and ‘social 
care’ responsibilities (see the Severe Challenging Behaviour section).

GENERAL HEALTH NEEDS

There is strong evidence that people with learning disabilities have poorer general health and more specific health needs than the general population. The 
Health Evidence Bulletin-Wales indicates that there is increased illness in a number of areas, such as problems with hearing and eyesight, psychiatric and 
behavioural difficulties, epilepsy, thyroid disorders, heart disorders and dental problems. Specific health needs may also arise from some of the known 
causes of learning disability. 

However, despite this increased need there is evidence that people with learning disabilities do not always receive the health provision required. There may 
be a lack of recognition of common and treatable medical conditions, particularly if the individual has difficulty in communicating symptoms, and carers lack 
training in the identification of health problems. 

Problems in providing adequate health care may arise from: 
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a.  lack of accessible information about health promotion, 
b.  varied attitudes of professionals in primary care, 
c.  inadequate training related to the needs of people with learning disabilities and difficulties in communication, judging capacity and consent, and 
d.  difficulties in accessing services that may be available.

Regular health checks have been shown to assist in identifying unmet need and requirements for action to address health problems.

SERVICE PRINCIPLE SERVICE RESPONSE

People with learning disability of all ages 
have a right to similar good health as other 
people.

People with learning disability should have information in an accessible form to make choices about 
exercise, diet, alcohol and cigarette consumption, level of activity or exercise, oral health and dental 
care, substance misuse and sexuality. The individual plan should specify responsibilities and actions 
to meet agreed goals in these areas. Training of carers should include the promotion of healthy life 
styles, the recognition of symptoms of ill health or dental caries, and the recognition that medical or 
dental intervention may be required.

People with learning disability of all ages 
should have their general health needs met 
by primary health care services and equality 
of access to secondary and specialist health 
provision as appropriate.

Each GP practice should develop a Learning Disability database, to allow the practice to identify and 
target health interventions and health promotions accurately. 

All practices should produce clear policies on how people with learning disabilities will be supported to 
access their services. These should recognise that longer consultation times may be appropriate.

Each individual should have regular health checks carried out by their Primary Healthcare Team. 
These checks should include regular reviews of prescribed medication. Various professionals may 
contribute to this care including GPs, practice nurses, community nurses and Health Visitors. They 
should be appropriately trained and working within the context of agreed, evidence based protocols e.
g., the Cardiff Health Checks. There should be a system for ensuring follow-up action is undertaken 
after the health check.

All people with a learning disability should be registered with a GDP who should be able to access 
specialist support from the community dental services and specialist hospital provision (including 
emergency dental treatment where needed).

Health Authorities should require all Health Care Trusts to develop clear policies on how individuals 
with learning disabilities of all ages will be supported to access their services, including effective 
speech and other therapies and psychology services.

Individually held personal health records should improve communication between relevant health care 
providers. Pilots should be set up to assess their effectiveness.
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SERVICE PRINCIPLE

SERVICE RESPONSE

People with learning disability have a right to 
expect treatment from health care workers who 
have received adequate training in the recognition 
and provision of appropriate health care to people 
with a learning disability.

Curricula/programmes for all health care professionals must include training in learning disability 
issues, including special health care problems, discrimination, communication, capacity and 
consent.

Aids to daily living and adaptations to premises 
and property, which contribute to the development 
and independence of individuals, must be 
available to them and their carers.

Health, housing and social services authorities should develop joint protocols for the 
assessment and where appropriate provision of aids to daily living and adaptations to ensure an 
accountable and effective response is made to requests.

Young people and adults should be able to 
access confidential advice and information about 
personal relationships and development.

Clear policies, curriculum coherence and co-ordination between agencies should ensure that 
appropriate advice is available to individuals about personal relationships and sexuality. 
Information and advice should be made available to carers about the policies that are in force.

Skilled specialist help should be available to 
diagnose and, if required, manage and provide 
appropriate support for particular conditions, such 
as autistic spectrum disorders, to promote 
inclusion.

The specialist nature of these disorders should not prevent individuals having access to those 
resources which will enable them to remain in their own homes and communities.

 

 

 

 

 

 

 

SERVICE PRINCIPLE SERVICE RESPONSE
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People with a learning disability who have acute 
mental health needs should be able to access their 
local acute mental health services.

Acute mental health services should provide the same level and quality of service for all, 
regardless of whether they have a learning disability.

Active efforts should be made to provide additional training for nursing and medical staff in 
acute mental health services concerning the needs of people with learning disabilities. 

Local community learning disability teams should retain contact with their clients during 
periods when they are admitted to acute mental health units. Local community learning 
disability teams and their mental health colleagues should work collaboratively and learning 
disability teams should provide advice and support if and when admission to acute care is 
needed.

There should be no decommissioning of existing specialist services before adequate and 
appropriate mental health services are established. 

 

 

 

 

 

 

COMPLEX HEALTH NEEDS

Some people with learning disabilities have complex health care needs due to the co-occurrence of physical disabilities, hearing/eyesight problems, epilepsy, 
chest problems, swallowing problems, and other chronic medical conditions. Advances in medical technology and care may mean that this group is growing 
in number.

Particular specialist arrangements may be required for people with complex health needs in order that their needs are met effectively and safely whilst still 
enabling the individuals to enjoy an ordinary life in their local communities. 

The growing recognition by all organisations of the requirement to address this range of needs for increasing numbers of people is very important, Joint 
working in terms of service provision and personnel training will be essential. Well-trained and supported carers (both family and paid carers) can be taught to 
undertake specific clinical procedures safely. Individual clinical risk assessments should be done and regularly reviewed on a case-by-case basis.

SERVICE PRINCIPLE SERVICE RESPONSE
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People with learning disabilities of all ages 
who have complex health needs have a right 
to an ordinary life and to have their needs 
met at home in their local community.

 

 

 

 

 

 

Childcare teams and community learning disability teams for adults should provide a link 
between the home and primary care and specialist services. Teams should have a mix of staff 
skills, and include all relevant clinical disciplines.

Team members should develop the skills of carers by, as well as training them when specific 
procedures are required, providing them with regular consultancy and support.

Paediatric and learning disability services should review and strengthen their recruitment and 
retention strategies to ensure that specialist multi -disciplinary skills are available within the 
community.

Workforce planning should be sensitive to the need to train sufficient staff in the various clinical 
professions to meet the staffing needs of teams.

 

 

Standard protocols should be produced that clarify standards, responsibilities and accountability 
concerning the administration of clinical procedures by unqualified staff and family carers. These 
policies should include specific recommendations concerning administration of intrusive clinical 
procedures

SEVERE CHALLENGING BEHAVIOUR

Some 12% to 17% of people with learning disabilities show challenging behaviour and of those 40% to 60% will show more severe problems. This may 
include the committing of criminal offences. The critical issues concerning such people focus on how best to meet their needs effectively and safely whilst 
enabling the individuals to enjoy an ordinary life in their local communities and ensuring appropriate provision for those people who are detained under civil or 
criminal Sections of the Mental Health Act (1983).

 

In considering the needs of this group, the All Wales Advisory Panel report "Challenges and Responses" (1991) advised that provision should be developed 
to enable such individuals to live in ordinary housing, use local community facilities and wherever possible, participate in a stimulating and enjoyable day 
occupation preferably in an integrated setting, and thus have a genuine presence in their community. The Advisory group support this approach. This is 
reflected in the Community Living and Work and Day Services sections.

In addition to the regular social and health care services that people with learning disabilities require, those who have challenging needs also require 
specialist input:

●     Early assessment, advice and support from professionals who have expertise in the analysis and design of intervention procedures for people with 
challenging behaviour. This can be provided from specialist challenging behaviour support teams or from community learning disability team 
professionals. The purpose of their work is to reduce the challenging behaviour, design management strategies, help carers to develop coping skills, 
and develop a plan to promote the quality of life and community participation of the people concerned. Much of their work involves providing 
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consultancy, training and support to regular carers and service providers.

●     At times of acute crisis, regular service provision needs to be improved with the aim that people remain in their homes and local communities. Where 
this proves to be impossible to achieve, temporary alternative accommodation and residential support may be needed until they can return home or go 
to a new long term home (see item on Crisis Provision in Community Living section).

●     

Currently, there is scarce provision for people detained under the Mental Health Act particularly if there is a need for long term treatment or management for 
mental impairment or severe mental impairment. Some people have been transferred to hospitals or services in England and this has created difficulties for 
family to maintain contact.

There is, however, a difference of opinion concerning whether the provision of accommodation, residential support, respite services and day services for 
people with such behaviour is considered to be "social care" (and be commissioned and funded by local authority social services departments) or "health 
care" (and be commissioned and funded by health authorities ). The "health care" - "social care" split has proved to be a barrier to progress in recent years 
and continues to pose problems in assessing and categorising people. A system of genuine joint commissioning and "pooling" of resources for people with 
severe challenging behaviour could overcome these difficulties.

 

 

SERVICE PRINCIPLE SERVICE RESPONSE

People with learning disabilities who 
present challenging behaviour should 
receive care and treatment appropriate to 
their needs as close as possible to their 
home, irrespective of the severity of the 
level of challenge.

Authorities in each area of Wales should ensure that there is access to staff with specialist 
expertise in the analysis of challenging behaviour who have a remit to provide a pro-active 
assessment, advice and support service. This service can be provided from specialist 
resource teams or from individual professionals in local community learning disability 
teams. The aim is to enhance the capacity of regular carers and service providers to meet 
the needs of people with severe challenging behaviour through the training and support 
provided. 

People who are detained under civil or 
criminal sections of the Mental Health Act 
(1983), should be placed as close as 
possible to their home location

Out-of-area placements may still be the most viable means of providing for people with 
learning disabilities that require high or medium secure hospital accommodation because 
of their extremely low numbers.

Sub-regional intensive rehabilitation units should be provided in Wales for people 
requiring low security (also in relatively low numbers). In deciding the size and distribution 
of such units across Wales, issues that need to be considered include:

(a) average length of stay 

(b) the need to build a 'critical mass' of clinical expertise
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(c) the need to develop local follow up provision. Planning arrangements should recognise 
the possibility for people to step down from low security provision to enhanced community 
living schemes.

Clear co ordination links should be established in each area of Wales between the judicial, 
probation, health and social services in respect of individuals with a learning disability who 
have offended and are likely to be subject to the requirements of the courts and/or the 
Mental Health Act.
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A SUMMARY

The number of people with severe learning disability increased significantly between 1991 and 1998. Official sources indicate that these trends will be 
sustained over the first two decades of the 21st Century. There is also the beginnings of a substantial group of older people with severe learning disability. 
Increases in numbers, increases in expectations and increases in aspirations require a new approach to the provision of effective and efficient services to 
people with learning disabilities.

The draft service framework prepared by the Learning Disability Advisory Group sets out the vision and guidelines, principles, the policy context, priorities, 
performance indicators and an action plan to ensure the highest standards of service to this growing number of people. It provides guidance to authorities and 
organisations who have responsibilities to secure the social inclusion of people with learning disabilities into all aspects of life and society in Wales and to 
provide the support to allow them to take their place in their communities.

THE VISION FOR SERVICES IN 2010

The Advisory Group believes that the principled service development initiated by the 1983 All Wales Strategy (AWS) should continue. By 2010 services for 
people with learning disabilities will be more accessible, comprehensive and person-centred than ever before. They will be more responsive to individual 
preferences, and reflect a greater commitment to partnership-in-provision, workforce training and best value.
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POLICY CONTEXT

The vision for service and the standards of every day service provision mirror the policy context of modern day Wales.

The National Assembly’s vision for Wales is set out in Better Wales. The present proposals are consistent with this report as well as the strategic planning 
arrangements the National Assembly for Wales is putting in place for Social Services, Health, the Special Educational Needs programme, the Carers Strategy 
and the Supporting People proposals. Moreover, it includes the necessity for people living in long stay learning disability hospitals and other inappropriate 
accommodation to have been resettled into the community.

PROGRESS AND CHALLENGES

When launched in 1983, the AWS was a far sighted policy which progressively gained popular support among people with learning disabilities, their families 
and carers, professionals and service authorities. Understanding about how to plan and implement effective service supports has developed since that time 
but the vision and strategic direction it set remain widely 

endorsed. It provides a frame of reference against which the progress of the past and the challenges of the future can be measured.

Funding The level of investment promised by the AWS in its first 10 years was delivered. Since 1994, the central funding of strategic development of services 
has continued in a more limited way to progress hospital resettlement. Despite increases in the resettlement grant allocation, the proportion of personal social 
services expenditure on people with learning disabilities has remained almost constant since 1994. 

Supported Accommodation Wales has made great progress in reforming the nature of residential services. In contrast to what existed in 1983, available 
services are smaller in scale, within ordinary housing stock, and more local to the communities which they serve. However, while the quality of provision has 
improved, no progress has been made in extending service availability. Wales has a low rate of residential service provision in comparison to other countries 
of the UK, much below policy targets set in 1971 and 1983.

Family-support The growth of respite and family aide services was a high priority of the AWS and progress has been made. However, more needs to be done.

Day Services for Adults In line with AWS recommendations, there is now a greater variety in day provision and less reliance on large day centres. However, 
reform of the nature of existing services is not complete and there has been only limited expansion of service availability. Continuing reform and extending 
service availability now need to go hand in hand. 

Expanding access to supported employment services is a particular priority. However, current welfare benefit arrangements lessen the cost effectiveness and 
potential impact of supported employment. 

Greater survival is seeing the beginnings of a significant population of people with severe learning disabilities of retirement age and the need for appropriate 
support services.

Individual (person-centred) planning Individual Planning (IP) as a means of service co-ordination and review grew in Wales after 1983 but was only ever 
available to a minority of service users. Care assessment introduced by the NHS and Community Care Act has been viewed as a return to a resource rather 
than needs-led approach to planning. While policy reference to some form of IP has been long-standing, realistic assessment of the resources required to 
instigate and sustain such a system of planning has never been undertaken. 

Joint planning and family and user consultation In establishing the social services department as lead agency, Wales has achieved a more wholehearted 
transition from health to local authority commissioning of social care services than elsewhere in Britain. The AWS saw the development of a distinctive level 
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of joint agency collaboration and consumer representation in planning. However, reforms of recent years have not helped to further this and some good 
practice may have weakened. Advocacy has become established but is widely regarded as insufficient to meet need.

Pattern of provision It is clear that service development has not been evenly distributed across Wales. Current variation in local authority expenditure on 
learning disability services reflects prior institutional service concentrations.

Improving service quality It is now evident that resettlement from hospital or hostel accommodation to supported community housing leads to quality of life 
gains, moving from traditional day services to supported employment results in financial gains, more constructive activity and greater social integration, and 
also that the growth in domiciliary and respite care services has been deeply appreciated by family carers and led to improvements in their quality of life. 

Service costs and quality It is also clear that quality of outcome and costs vary considerably across outwardly similar services, and that quality and costs are 
only weakly related to each other. Differences in what staff actually do seem to be the key to differences in quality.

SETTING SERVICE PRIORITIES AND TARGETS

The Advisory Group recommends that local authority elected members, members of Health Boards and Local Health Groups and senior managers in 
statutory and other organisations should promote and introduce policies to achieve the priorities and targets set out in this report as speedily and effectively 
as possible. The Report sets out 17 priorities for action by the National Assembly and others. These are not ranked priorities as all must be progressed in 
parallel. Each has an associated target and timescale. The National Assembly should:

1. Policy Direction - reaffirm its commitment to develop the means to extend to all people with learning disabilities in Wales the opportunity to lead a life 
consistent with the AWS and this report

Target - By Spring 2002, all authorities will have reviewed their services against the ‘Service Principles’ and ‘Service Responses’ set out in the 
SERVICE FRAMEWORK Section of this summary and Section 5 of the main report

2. Funding - consider introducing a structured investment programme to increase and develop service availability in line with this report

Target - By July 2002, all authorities will have prepared Health and Social Care Plans which include costed 5 year projections of needs, targets 
and service developments for people with learning disabilities

3. Completion of Existing Programmes of Reform - review its commitment to achieve the closure of long stay hospitals and set a new target date for 
completion of 2006 or preferably earlier; and extend the scope of resettlement to include other inappropriate accommodation

Target – By 2006, all long term hospitals should be closed following completion of resettlement and by 2010 other inappropriate accommodation 
should be phased out

4. Individual Planning - confirm that person centred planning is fundamental to addressing individual needs and aspirations and that the cornerstone to 
their conduct should be multi-disciplinary and multi-agency Community Learning Disability Teams; any additional resource requirements should be 
considered within the National Assembly’s larger investment programme

Target – By 2003/2004, all people with a learning disability will have an individual person-centred plan, normally reviewed annually

5. Independent Assessment of the Needs of Carers - invite the Carers Strategy Review Panel to consider best practice standards, training 
requirements and resource implications of separately assessing carers needs and to respond appropriately within its National Carers Strategy
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Target – By 2001/2002 independent carers assessments will be available as of right

6. Information - commission research to identify best practice in respect of the collection, provision, sharing and dissemination of information; and 
consider what information could be appropriately provided on a national level across Wales

Targets – By 2002/2003, (i) all Health and Social Care Plans and Annual Statements/Reviews for services for all people with learning disabilities 
will include the programme of public information about services and service developments, (ii) arrangements will have been made to ensure 
local and national information is widely available to all people with learning disabilities, their parents and carers using all appropriate formats

7. Advocacy - evaluate how a centrally funded advocacy service can be developed and regulated on a national basis; these services should include 
citizen advocacy, self-advocacy and paid advocacy; any evaluation should take full account of the UK Government’s response to the advocacy section 
of the Disability Rights Task Force report

Target – By 2002/2003, the National Assembly will have completed its evaluation and be consulting on proposals to introduce a national 
centrally funded advocacy service

8. Partnership in Planning - reaffirm the lead role of the local authority Social Services function; make available further resources to facilitate 
implementation of the increased flexibilities under the Health Act 1999; ensure that national guidance requires authorities to constructively include 
users, carers and others in the planning and development of services; facilitate the pooling of resources between agencies to remove the financial 
incentive accompanying the redefinition of responsibility from one agency to another; introduce a financial and management information framework 
with standard definitions for authorities to collect, collate and distribute data on capacity, usage and expenditure on all learning disability services

In support of this, agencies should agree protocols for joint working

Target – By 2003/2004, authorities will have published plans to improve the joint working of health, social services and other agencies including 
the use of pooled budgets, integrated provision and lead commissioning of services and facilities

9. Children and Families - invite services and education bodies to review the availability of (i) effective early intervention targeted at promoting the 
child’s development and the prevention of challenging behaviour, and (ii) effective ways of supporting and encouraging integration in general pre-
school and later provision; and subsequently to develop an action plan to make effective services and supports generally available 

Target – By 2003/2004,Childrens’ Services Plans should promote equal opportunities and inclusion and indicate how local authorities and 
partner agencies propose to develop community based support strategies to enable younger people with disabilities to be included in 
mainstream activities as much as possible

10. Education - develop education and lifelong learning policies which encourage arrangements consistent with inclusion; provide resources to provide 
additional educational support to those with special needs; and ensure that all teachers and teaching assistants receive appropriate training to 
effectively support the learning and development of people with learning disabilities

Target – By 2004, to have significantly improved the quality of education for children with special needs by completing the three year action plan 
and the introduction of a new Special Educational Needs Code of Practice

11. Help in the Family Home - through its Carers Special Grant and other policies encourage authorities to make available a range and sufficient 
quantity of flexible support services and positive options for short term breaks
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Target – By 2005, there should be a significant increase in the range and quantity of flexible support services and positive options for short term 
breaks

12. Support to Live Independently in the Community - make available additional resources to significantly increase the number of people who are able 
to access appropriate accommodation away from the family home

Target – By 2010, to have significantly increased the number of people who can realistically be expected to live independently with appropriate 
support irrespective of age and impairment – this will require at least an additional 1500 people with learning disabilities to be supported outside 
of the family home

13. Direct Payments - consider changing the existing arrangements to enable local authority services to be encompassed in the Direct Payments 
scheme

Target – By 2003, all local authorities are operating an appropriate direct payments scheme for people with learning disabilities.

14.  People with Complex and Challenging Needs - ensure that authorities use their strategic planning processes to provide up-to-date estimates of the 
accommodation and support needs of people with complex and challenging needs, ensure carers are assisted to develop appropriate skills and have 
access to staff with specialist expertise who can assess complex needs and provide advice and support, and develop plans to increase the availability 
of intensive rehabilitation services so that people in need of ‘low security’ can be placed within Wales

Targets – By 2003, community facilities and intensive rehabilitation services to support people with complex or challenging needs must be an 
integral part of the reprovisioning plans following the closure of existing long stay hospitals; By 2008, regional services should be available and 
the number of people placed outside of Wales reduced by 50%

15. Day Activities - set targets for the expansion of supported employment and supports for other socially integrative and educational opportunities; and 
discuss with the UK Government how social security impediments to paid employment can be removed

Target – By 2004/2005, to have opened up opportunities for all people with learning disabilities by encouraging lifelong learning opportunities 
and more flexible ways of formal and informal learning, and by increasing the access to quality careers advice and supported employment

16. Health - make resources available to enable every GP to adopt the proactive identification and health checking recommendations contained in this 
report

Target – By 2010, to have improved the health of people with learning disabilities and reduced any differences between rates of illness and 
mortality experienced by them and overall national rates

17. The Workforce – extend the qualification regime and targets to include all the social care workforce and set complementary targets for the training 
of the NHS workforce as part of its Human Resources Strategy

Targets – By 2005, (i) to have all social care managers and 50% of the social care workforce providing services to people with learning 
disabilities with a listed qualification, and (ii) the training of doctors, dentists, opticians, other NHS staff, housing and benefit agency staff, 
teachers and the police to include an element that helps them to have a better understanding of learning disability issues.
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THE SERVICE FRAMEWORK

The service framework sets out the Service Principles and the recommended Service Responses as a guide to those who commission or provide services. 
Altogether there are nine areas covered: Individual Planning, Information Provision, Advocacy, Inclusion and Participation, Children and Families, Transitions, 
Community Living, Work and Day Services, and Health Care. 

The main recommendations are summarised below:

Individual (Person-centred) Planning

Agency responsibilities and commitments at different stages of a person’s life need to be defined. 

Best practice standards and criteria need to be agreed to provide the basis for a uniform approach. 

Guidelines and training should be available to people with learning disabilities to help them state preferences and formulate decisions. 

Individuals may be represented by their next-of-kin. Access to a range of advocacy services should also be available.

Individual plans should reflect realistic time perspectives and standards should be set for the frequency of review within best practice guidance.

The development of service unit costings is required to enable care managers to identify cost effective packages to meet support arrangements.

Separate but parallel planning mechanisms are required for carers.

The resource costs of comprehensive implementation need to be calculated and a strategic investment plan drawn up. 

Information Provision

Organisations should ensure that there is accessible information on the full range of services and facilities available.

Authorities should publicise the rights of users and carers to participate in planning.

Advocacy

Independent advocacy services should be made available whenever a need has been identified for a vulnerable person to have independent representation 
of their views. 

Authorities should encourage the growth and use of a range of appropriately trained and regulated independent advocacy services.
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Partnership in Planning

Authorities must consider the breadth of stakeholder interests and develop procedures in consultation with interested parties for their participation in planning.

Local partnership plans should include user and carer perspectives and summaries of consultations, establish core aims and strategic, financial and 
performance objectives, decide among competing priorities and report on achievements against objectives and on user evaluations of services.

Authorities should ensure that reasonable costs of user and carer group participation in planning are met.

Children and Families

The principle of inclusion must be applied by authorities in complying with regulations and statutory guidance when developing their guidance, policies, 
practices and procedures. 

Authorities should ensure that all professionals involved in disclosure and counselling should have received training in line with best practice. 

Parents should be given the information and support that they need to participate effectively in Individual Planning. 

Authorities should review the availability of (i) effective early intervention targeted at promoting the child’s development and the prevention of challenging 
behaviour, and (ii) ways by which they can support and encourage integration in generic pre-school and later provision. The review should then be followed 
by the preparation and implementation of an action plan. 

Sufficient support staff should be provided to ensure that children with learning disabilities are included in mainstream educational classes and that other 
children in the classroom are not disadvantaged.

Existing teachers and teachers in training should receive training on inclusion and how to work with children with a learning disability.

Education Strategic Plans should state policy on inclusion and provide monitoring information on the placement of children with SEN in schools.

Funding should be provided for physical adaptation to school buildings to enable inclusion.

Transition Planning

Education, social services, health and the Careers Service should develop a joint protocol for undertaking transition planning in line with best practice 
standards and criteria that apply to individual planning.

Community Living

Social and health care authorities and housing providers should work together using their strategic planning processes to set out plans for all adults with a 
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learning disability, including people with complex and challenging needs, to have access to housing in the community, independent of the family home. 

Consideration should be given to the nature of the neighbourhood and to access to community activities, shops and public transport when making 
accommodation arrangements.

Models of service should be developed which allow tenancies to be granted.

A range and sufficient quantity of flexible support services should be available capable of responding to changing need. This will include positive respite care 
options such as respite at home, family placements and other age-appropriate provision.

The workforce should be well-managed and competent and service contracts should be explicit in their expectations about support levels and quality of 
process and outcome. 

Support providers should encourage natural and informal support networks.

Service providers should assess individual preferences for leisure activities and plan how to teach and support people’s effective participation in their chosen 
activities.

Specific policies/strategies to meet the needs of older people with learning disability should be prepared both nationally and locally. 

Help at times of crisis should be directed towards helping the individual to remain in their own home and local community.

Employment, Further Education and Day Activities

ELWa need to fund and regulate post 16 education and training so that people with learning disabilities can access a full range of vocational training 
opportunities alongside their non-disabled peers. Contracts with training providers should develop their ability to provide individualised supports and amended 
curricula to help people with learning disabilities progress on genuinely vocationally-related courses. There should be appropriate records of achievement and 
vocational training should be associated with an expectation of gaining a qualification recognised by employers.

Opportunities for adult education and lifelong learning should be available throughout life. 

Social services, education and employment services should use their strategic planning processes to increase the number of supported employment services 
in Wales and the number of people supported in paid employment. 

Authorities should use their strategic planning processes to ensure that a range of other day activity options are available in local communities which are 
collectively sufficient to meet need.

Authorities must systematically review the range of options available to people with complex or challenging needs. 

 

General Health Needs

People with learning disability should have information in an accessible form to make choices about exercise, diet, alcohol and cigarette consumption, level of 
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activity or exercise, oral health and dental care, substance misuse and sexuality.

Each GP practice should develop a Learning Disability database.

Each individual should have regular health checks and review of their medication. 

All people with a learning disability should be registered with a GDP who should be able to access specialist support from the community dental services and 
specialist hospital provision 

Trusts should develop clear policies on how individuals with learning disabilities of all ages will be supported to access their services 

Curricula/programmes for all health care professionals must include training in learning disability issues.

Health, housing and social services authorities should develop joint protocols for the assessment and where appropriate provision of aids to daily living and 
adaptations to ensure an accountable and effective response is made to requests.

Clear policies, curriculum coherence and co-ordination between agencies should ensure that appropriate advice is available to individuals about personal 
relationships and sexuality. Information and advice should be made available to carers about the policies that are in force.

Complex Health Needs

Child care teams and community learning disability teams for adults should provide a link between the home and primary care and specialist services. 

Team members should transmit their skills to carers. 

Paediatric and learning disability services should review and strengthen their recruitment and retention strategies to ensure that specialist therapy skills are 
available within the community. 

Workforce planning should be sensitive to the need to train sufficient staff. 

Standard protocols should be produced that clarify standards, responsibilities and accountability concerning the administration of clinical procedures by 
unqualified staff and family carers.

Severe Challenging Behaviour

Authorities in each area of Wales should ensure that there is access to staff with specialist expertise in the analysis of challenging behaviour who have a 
remit to provide a pro-active assessment, advice and support service. 

Out-of-area placements may still be the most viable means of providing for people with learning disabilities who require high or medium secure hospital 
accommodation. 

Sub-regional intensive rehabilitation services should be provided in Wales for people requiring low security. 

Clear co ordination links should be established in each area of Wales between the judicial, probation, health and social services in respect of individuals with 
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a learning disability who have offended and are likely to be subject to the requirements of the courts and/or the Mental Health Act.

Additional Mental Health Care Needs

Acute mental health services should provide the same level and quality of service for all, regardless of whether a person has a learning disability.

Active efforts should be made to provide additional training for nursing and medical staff in acute mental health units concerning the needs of people with 
learning disabilities. 

Local community learning disability teams should retain contact with their clients during periods when they are admitted to acute mental health units.

Workforce Training

Authorities should take the resource implications of ensuring a properly trained workforce into account in their contracting arrangements.

The Training Support Programme qualification regime and targets should be extended to include all the social care workforce.

All social care managers should have a recognised qualification by 2005.

A minimum of 50% of the social care workforce should attain NVQ level 2 by 2005.

The Human Resource Strategy for the NHS in Wales should set complementary targets for the training of its workforce.

Authorities should enable service users to play an effective role in the design and delivery of training.

FINANCIAL IMPLICATIONS

A number of the Service Principles and Service Responses will be implemented through the everyday development of service provision but to meet the full 
range of aims and targets the Advisory Group believe that the National Assembly will need to make available at least an additional £20 million from 2003-04 
rising to £40 million in 2004-05 and £60 million in 2005-06.These requirements are likely to continue to rise each year up to 2009-10.Only with such levels of 
investment particularly in the accommodation sector will the vision for services in 2010 be attained.

THE ACTION PLAN APPROACH

The Advisory Group consider the most effective way of responding to the priorities and other proposals in this report would be to adopt the Action Plan 
Approach. As a first step, authorities will be required to carry out an Audit of their services and identify their priorities for action. Once this has been done (by 
July 2002) additional resources can be made available as a central direct grant and as a ring fenced funding arrangement to health and education authorities 
to meet the individual priority areas identified in the Audits. A possible timetable for the first five years of the Action Plan is set out in the Report.
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