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INTRODUCTION

The past twenty years Pave seem major changes in the
pattern of diseases in the Western World. Acute poliomy-
elitis has djgappeared, tuberculosis is uncommon, peptic
ulcers rarely require surgery, bacterial infections can
usually be controlled, and the outlook for acute leukaemia
and Hodgkin's disease is much improved.

By contrast, many disabling diseases such as rheuma-
toid arthritis, stroke, multiple sclerosis, Parkinson's dis-
case and motor neurone digseage, remain incurable. Some
of these patients endure much guffering and require
substantial help from the various gypport services. Dissat-
isfaction with Disability Services in England and Wales
has been expressed Poth by disabled people and by health

workers. The present Report is written against this

background.

The Royal College ©f Physicians' Rehabilitation Com-
mittee was established in 1979. It was renamed the
Disability Committee in 1983, thus emphasising that the
problem concerns not only those patients Who are likely to
improve (e.g. after head ipjury o= stroke) but also those
whose condition pgy deteriorate (e.g, rheumatoid arthri-
tis and multiple sclerosis). The Committee felt that it
should produce 2 document setting out its views as to the
way in which pigahility Services in England and Wales

might be developed.
In gpproaching its task, the Committee felt that it could

not review all aspects of the problem, and that it would be
approprj_ate to concentrate on the medical aspects of
physical disability (defined in Appendix 1). The Report
considers mainly (but nmot exclusively) those aspects ©f

disability that are a responsibility of the NHS as opposed
to, for instance, Social Services. It concentrates on dis-

ability resulting from disorders which are encountered by
physicians and does not deal in detail with (igability
resulting from, for example, surgical, orthopaedic, o=

psychiatric disorders. The Report analyses particularly
the future role of doctors in the establishment and

operation of Medical Dpigability Services. The Committee

recognises that there is much overlap with other pro-
fessional groups, especially remedial, nursing, #nd social
work, as well as with other gratytory services including

Social Gervices, HOU.Sil’lg, Education and Employment .

We also recognise the important contribution of volun-
societies and of disabled themselves.

tary people

We consider that the medical profession has an essen-
tial ]leadership role in the development ©of Medical Dis-
ability Services. This role includes the catalysis of local
initiatives and the setting up of services for particular
groups ©f disabled people. We consider it important that
the medical profession is seen to have a major commit -
ment to the subject of medical disability.

Although the Report concentrates on the physical
aspects Of disability, the Committee is keenly aware of the
enormous psychological stresses that are often exper-
ienced pLy disabled people and their families. The ideas
put forward in this Report concern certain parts of a 1arge

and complex subject. They are not meant to be exclusive,
and should be considered within the total context of
professional endeavour in this field. It is hoped that the
Report will form the basis for constructive discussion and
will assist Regiona]_ and District Health Authorities to
review, organise and evaluate Medical Disability Ser-
vices.

The Report Is divided into four sections. The firgt,
entitled 'Background', deals with the evidence that there
are serious ghortcomings in the organisation ©f Disability
Services and also discusses epidemiology and terminol-
ogy. The gecond, entitled 'Future Evolution of Disability
Services' outlines our recommendations for Regional and
District Services and discusses medical manpower and
administration. The third section deals with 15 specific
areas of disability (e.g. Continence Gervices, Pressure
Sores and jheelchairs), Which require particular atten-
tion by District and Regional Health Authorities. The
last section includes a summary of the Report's main

recommendations and lists some basic audit standards.



BACKGROUND

What is Wrong?

FOr many years there has been profesgional and public
concern about the care given to disabled people. The

response to the recommendations of a number of official
and other reports[l-6] has been ipgdequate and unsus-
tained([7,8], # survey carried out throughout Great Brit-
ain in 1971 showed that many disabled people who could
be helped by advice, equipment, adaptations and services
were not getting such help[9]. The Chronically Sick and
Disabled Persons Act, 1970, placed == obligation o=
Local Authorities to inform themselves of the number of
disabled people and their peeds, and to take gtepg to meet
these needs. Following the activities of the International
Year of Disabled People (1981) there has been increased
understanding ©f the needs and feelings of disabled

people, who share the same desires[ aspirations and rights
as other citizens.

In addition to the national survey mentioned ghove[9],

there have been many community-based surveys[10] and
in-depth studies and pergonal accounts published ©of the
experiences of disabled peoplefl 1,12]. These have in-
cluded accounts of people disabled by rheumatoid arthri-
tis[13], multiple sclerosis[l14-16], paraplegia[l7,18],
strokesf 19-21], - Parkinsonism[22], spina bifida([23,24],
motor neurone digease[25-27], amputations[28,29], can-
cer[30-32], myocardial infarction[33,34], ileostomy and
colostomy[35,36] @nd incontinence([37].

Certain themes recur throughout the reports and per-
sonal accounts. There are major problems concerning
housing, employment, @and the various

allowances. There is unevenness of provision between

different Regions and Districts. This was highlighted by
Lady Hamilton in her 1984 Harding Award Address. She
pointed out that there are, for instance, major Regional

differences in medical staffing in rheumatology and neu-
rology. The best staffed Region has six times as many

financial

rheumatologists per head of population =as the worst
staffed Region. These reports record a yidespread lack of
co-ordination between services which results in frag-
mented help and advice, omissions or duplications of

services, delays im obtaining help, and discontinuity of
help, as the disabled person is referred from one service to

another. Patients with chronic disorders attending for

"follow-up' complain that they are seen by inexperienced
junior doctors who are not familiar with the particular

problems experienced by the patient. # frequent <om-
plaint is the inadequate information giyen to the disabled
person about the nature and expected course Of the
underlying condition; about the treatment and the plan of
management of the ensuing disabilities, and about the
opportunities, services and help that are available. Given
sufficient information,
certain courses of action and thus retain autonomy. Many

a disabled person <an choose

disabled people are concerned about the additional work
and restrictions imposed on the gpouses, relatives and
friends looking after them at home. The carers often give
up their jops, children's contacts and activities become
restricted, social and leisure activities are reduced, extra

costs are incurred,
physical and mental fatigue.
The picture is not entirely black, and there have been

and disturbance at nj_ght leads to

important initiatives. These include the activities of vol-
untary organisations ©f all sizes, ranging from the large
national charities to small local groups who together offer
a considerable ygpge of facilities. Various community-
based resources, including the Home Help, Direct Meals:
and Community Nursing Services, make it easier for
severely disabled people to live in their own homes. The
Local Authorities finance adaptations te existing dwell-

ings, and gpecialised housing has been developed in some
areas. Several agencies provide residential care for se-

verely disabled younger people. Disabled [jying Centres
have been established in some areas of the country?
where expert advice is available regarding personal cloth-
il’lg and equipment for disabled people. Some Districts
operate = Continence and/or a Stoma Care Service.
These various services are provided by 2 variety of
agencies, including Health, Local Authority, the private
sector, and vyoluntary services. The result is a patchy

distribution of gervices, with some areas peing very badly
served.

It is clear that Health Authorities can make major
contributions to improving the quality ©of life for disabled
people. The aim is to enable people with disability to have
access to the various medical services they need, seo that
there is the minimum disruption of their lives and
preferred activities.
services, identifying @nd remedying deficiencies, estab-
lishing collaboration with resources outside the Health

This will involve reviewing local

Service, and educating disabled people in safeguarding
their health and agyvoiding the medical complications of
their condition.

The Size of the Problem

Estimates of the numbers of people with disability in the
population will vary according to the criteria used in
defining disability and its geverity, and the intensity ©f
case-finding. Broadly speaking, i» England and Wales,
approximately 10 per cent of the popylation are physical-

ly disabled (excluding sensory @nd mental disorders); 20-

30 per cent of these (i, 2-3 per cent of the total

population) Will be severely ©r very severely disabled.
The Health District with a population of 250,000 is
therefore likely to contain about 25,000 disabled people’
of whom approximately 6,250 Will De severely or very
severely disabled. About 10 pey cent of all disabled
persons are aged under 45 years; 30 per cent are between
that age and 64 years, and 60 pep cent are 65 years °F
older. Qverall, more women are disabled than men, but
at ages up t° 65, the prevalence rates of disability are

slightly hlgher in males than in females.
Table 1 gives estimated numbers of people with various

disabilities. Table 2 deals with selected diseases and typeg
of impairment (for definitions, see Appendix 1), In an
average Health District there will be about 1,810 people
with a wheelchair, about 11,000 persons with regular
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Table 1. Estimated numbers of disabled pegple and of those who are geyerely ©F very severely disabled or handicapped in various
categories in a District with a population ©f 250,000 people reflecting the national .4 distribution.

Estimated number in category Estimated number
Per 10,000 Per 250,000 Per cent severely °r very
Category population population severely ©F very severely disabled
e.g. typical group e.g. typical severely disabled o= handicapped in
practice Health District °r handicapped District
All physically 'disabled' people
National gample Survey 19] 670 adults 16,750 adults 20 3,350 adults
Local pythority. Surveys [10] 557 13,925 30 4,180
Lambeth gyryey [38] 1,150 adults 28,750 4,170
Impaired Hearing
Min. 35 dB HI,, at (.5, 1, 2 & 1,000 adults 25,000 adults 10 2,500 adults
4 kHz in better ear [39] (66-95dB HL)
Impaired Vision
Less than 6/18 with Snellen 52 adults 1,300 adults 32 408 adults
with glasses [40] (6/60 == less)
Regular Urinary
Incontinence [41] 440 11,000
(Persons aged 15 yrs or more)
Use of Wheelchairs
72 1,810

(See page 68)

Table 2. Estimated number of persons With major physical disabling conditions and of those who are severely o very severely
disabled oxr handicapped thereby in a district with a population ©f 250,000 people reflecting the national ., o distribution.

Estimated number of

Estimated prevalence of severely or very
Disabling condition disease/condition geverely disabled or
(Various sources) handicapped in District
Per 10,000 population Per 250,000 population Based on Harris Survey [9] *
Ost thritis
steoar {42]] 2,300 72,500 860 all forms and
43 1,280 32,000 e e
! thritis
Rheumatoid arthritis [42] 250 6,250 unspecified arthrit:
[43] 100 2,500
Ischaemic heart disease c.700 17,500 60
Other heart disease 110
i conditions
Resplraltory . 800 20,000 115
(excluding cancer of Jyng)
Stroke (gurvivors) [44] 55 1,375 340
Parkinsonism [44] 20 500 55
Multiple Sclerosis [44] 8 200 80
Motor Neurone Disease [44] 1 15
Muscular dystrophy [44] 1 15
Epilepsy [44] 50 1,250 not known
Paraplegia 35
Colostomies [45] 16 400
Injuries About 2,500 people per 'District! are treated as 40 (head injuries excluded)
in-patients in hospital each year.
Head Injuries [46] About 675 pegple per 'District' are treated as in-
patients in hogpital each year.
Amputations [46] About 30 pepple per 'District' are referred
annually for the first time to a Limb Centre.
Major congenital malformations Incidence is about 2 per cent of all live births.
*The Harris guryey deals mainly with physical disability.
urinary incontinence, and 25,000 adults with signific;nt ism, of whom 55 will be severely ©r very severely
deafness. The principal causes of severe phygical disabil- disabled. There will be at least 200 patients with multiple

ity are neurological disease and arthritis. In the average sclerosis and there could be up t° 6,000 with rheumatoid

Health District there will be 500 people with Parkinson- arthritis.
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The- epidemiology ©f physical disability is discussed at
greater length in Appendix 2 which deals with the
important differences between impairment, disability,
and handicap.

The Principles of Medical Involvement

Historically, rehabilitation of the physically disabled de-

veloped from the gpeciglity ©f Physical Medicine and
Rehabilitation. This arcse largely from the residential

Service Rehabilitation Units in World Warxr II.
Specialists in physical medicine were concerned with
management ©f chronic gigapility and with the diagnosis
and management ©f the rheumatic diseases. In time, the
specialty merged with that of rheumatology and became
known as rheumatology and rehabilitation. With the
expansion °f rheumatology in recent yearg, to become a
sub-specialty of medicine in its own right, its proponents
no Jlonger feel that their work should pecessarily Pe

concerned with the management and rehabilitation of

non-rheumatological disorders. This applies particularly
to digability resulting from neurological disease in which

many rheumatologists have not been trained. However,
many Districts welcome a consultant who can not only

care for patients with rheumatic disorders in the widest
sense (including backache, soft tissue rheumatism, degen-
erative joint disease, and inflammatory arthritis), but also
provide a moere general rehabilitation service for chron-

ically disabled pegple.

England and Wales are almost alone amongst western
countries in haying = medical gpecialty ©f physical
medicine, ox its equivalent. Only = handful of consultants
have a full-time commitment to rehabilitation. In addi-
tion, there are a small number of consultants who have

dual gccreditation?usually it rheumatology and re-
habilitation. Some Health Districts do not have any

designated sessions in rehabilitation. It seems probable
that one of the principal reasons for the poor state of
Medical Disability Services in England and Wales is the

fact that there are very few doctors with formal

any
professional commitment to the subject. Few have the
experience, time, or responsibility for formulating, pre-

Sthil’lg, Planned
investment in the area has been small at both Regional

and arguing the case for resources.

and District levels.
In the UK there is a yell-developed geriatric service
which not only provides for the frequently complicated

medical needs of the elderly, but is also concerned with

their social problems. I many ways
Disability Service for older people. A similar service exists

it is a Medical

for children in many parts of the country. However, =ne
such service exists for the large number of disabled people

aged between 16 and 65 years, who have, to some extent,
become a 'deprived population' with few gpecific facilities
(e'g' Day Centres) and a paucity of consultants with
specific expertise i the management ©of their disability
problems.

The Working Party o» Rehabilitation Medicine of the
Royal College of Physiciang[47] was firmly ©f the opinion
that 'Rehabilitation is an integral part of total patient

care, and is therefore the concern of all clinicians' and

considered that clinicians, whatever their specialty,
should extend their role and assume at least limited
responsibility for the medical aspectg of the rehabilitation
of all patjents under their care. However, virtually 21l
clinicians are fully committed and time has to be found
for them to develop this aspect of medicine. Certainly
there does not seem to be much evidence of major
advances in this particular direction since the Working
Party Report ©of 1978, and the implications of the recom-
mendations have pot, as yet, been explored.

This country, through the NHS, is therefore engaged
in an important, if unplanned, experiment?'Is it poss-
ible to set up an effective care service for the physj_ca]_ly
disabled without a substantial specialty of rehabilitation,
or its equivalent?' The view of the medical profession at
the moment appears t° be that we should try to do this,
and the remainder of the Report is written on this

assumption.

Terminology (See Appendix 1)

The term 'Rehabilitation' has been used extensively in
the past. Unfortunately, the term lacks any agreed defi-
nition (although a large number have been attempted)

and is widely misunderstood. For example, =some people
consider that the term should be confined to the manage -

ment of sequelae of a 'once and for all' insult such as head

j_njury or stroke. Others consider that it should include
1

progressive disorders such as multiple sclerosis and rheu-

matoid arthritis. rehabilitation has been

Historically,
linked with rheumatology. This link has pow, to a large
extent, been severed. The term nphygical Medicine" is

applied in place of Rehabilitation in some countries. The
term Physiatry is used in North America and the term
Rehabilitation Medicine in Australia.

The terminology used in this Report reflects the

present situation:
1. Services for disabled people are referred to as Disability

Services.

2. Existing consultant posts in rehabilitation or rehabili-
tation medicine are referred to as posts in rehabilitation.
3. The term 'Disability Medicine' is used in this docu-
ment to cover the application of medical and of general
health care services for physically disabled people. The
term is also used in reference to mew consultant sessions

that are devoted specifically to the management of disabil-
ity and the co-ordination of Health Care Services for

physically disabled pegple.

Consultants

The Royal College ©f Physicians has published reports on
the 1Management ©f Disabling Chest Digeases'[48] and
on the 1Management ©°f Coronary Heart Digease'[49]. &
Working Party is currently considering the subject of
neurological disability. Rheumatological disability is also
the gubject of a Working Party Report, t°© Pe published
shortly. By publishing these documents, the College
hopes shortly to be in a pogition to advise on manpower
and training requirementg for each of these gpecialties?
with particular reference to the management ©f disability.
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Whatever the details of the final proposal?a substantial
increase in the number of consultant sessions devoted to
disability and its management I likely to be xee-
ommended. This 5, well involve an increase in the
number of doctors in certain Specialties?e.g. neurology,
with some sessions devoted to disability medicine. Some
physical disability falls primarily within the province ©f
surgeons rather than phygicians. For example, orthopae-
dic gyrgeons are involved with many aspects of disability.

General Practice

The 1978 College Report o» Rehabilitation Medicine[47]
recognised the important role of the general practitioner
in the recognition @nd management ©f disability. It
commented as follows:

'The great majority of patients, whether suffering from
chronic or temporary physical disability, =re living in the
community. The general practitioner, therefore, has a
lynch-pin function of identifying the need for Digability
Services. The general practitioner is likely to be most
effective in helping the disabled patients in his practice if
he is working as a membexr of a primary Health Care
Team. The Team needs to have access to, and collabora-
tion with,
munity'.

remedial therapists working in the com-

Community Medicine

Community physicians are concerned with the promotion
of health, the prevention of disease and disability, the
assessment of the community's health needs and with the

FUTURE EVOLUTION OF

The Need for the Setting Up of Standards
of Care and Audit

Before the quality of services for the management of

disability can be judged’ standards of care have to be

established. This lists some of the services which
Report

need to be provided.

provided by each District Health pythority, some by one
District on behalf of other Districts, and some by other

Many of these services will be

agencies. In whichever way these services are provided,
they should be readily available to all disabled people who
require them. Subsequent sections of this Report describe
essential components of the services listed and suggest
simple minimum standards of care. These suggestions
can form the standards against which the provision and
performance ©f the services can be reviewed. Such re-
views should be carried out periodically in eyery District
and Ly each Regional Health Authority. It is particularly
important te listen to the views of disabled people, and of
their spouses ©F others caring for them at home, about the
provision and use of services. As the services yrequired are
so diverse and are provided by =° many authorities, it is
£00 aagy fOT gaps and unnecessary overlaps t° occur. Any
review of the services should seek reports from the various

provision of services to that community and to gpecial
groups Within it. They are egpecially involved with
epidemiology, Health Service planning, and in the joint
planning of services with Local Authorities and voluntary
organisations i respect of child health, young disabled
people, and frail elderly people. They provide the medical
advice to the Social Services, Education, Housing and
other departments of the Local Authorities, and have a
collaborative link with the General Practitioner Services.
Community physicians have an jgportant contribution to

make in developing integrated planning of services, and a
concern that the needs of disabled people are brought to

the attention of the Health Authorities gnd, as far as

pOSSible, are met.

Occupational Medicine

Occupational physicians Pave = major responsibility te
prevent disability resulting from accidents ox gccupation-
al disease. Within the individual workplace, they can
advise on the employment of disabled pegple. The Man-
power Services Commission is responsible for employ-
ment policy in England and Wales, which includes
providing services to facilitate the gmployment of disabled
people. ©One of the resources available is the Employment
Medical Advisory Service, which employs trained occu-
pational physicians to help assess people's suitability for
employment o= training, == well as providing medical
advice for the Employment Rehabilitation Centres, and
the Disablement Resettlement (Qfficers, who are respon-

sible for assessment and placement services.

DISABILITY SERVICES

voluntary organisations representing particular groups °f
disabled people.

Basic Criteria for a Disability Service

The remainder of this report outlines our suggestions as
to how Disability Services in England and Wales should
be planned in the future. In making our recommenda-
tions, we have been mindful of the following factors:

1. The yrgent need to establish an effective Medical
Disability Service.

2. The importance of taking into account the views of
disabled people and their families.

3. Proposals must be cost-efficient, using existing facilities
where pogsible.

4, The Service should be based upon the principle that the
management ©f disability ¢ =n integral part of total
patient care and is the regponsibility of all clinicians.

5. Certain consultants should have designated responsi—
blllty and commitments for services such as Continence,
Stoma (Care, the District Head Injury Recovery Service,
and Pressure Sores.

6. There should be a gygtem of internal and external

checks and audit. These should help the service to
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develop in the light of experience and of changing needs.
Plans should be flexible enough t° allow for local con-
ditions, whilst at the same time ensuring that a basic
minimum pattern ©Ff provision for physically disabled
people is achieved.

7. Regional and District plans should include a timetable
for the development °f adequate services, with provision
for review if targets are not achieved.

8. A gimple permanent administrative structure should be
set yp at both District and Regional level.

Regional Units

We recommend that each Region should have at least one
Unit which would be concerned with certain specific
aspects ©f disability.

Functions

1. The assessment of severely physically disabled people.
Some geyerely disabled patients have multiple problems
which require considerable expertise 2nd knowledge *e-
lating to a wide yariety of techniques @nd equipment. For
instance, = patient with Duchenne muscular dystrophy
may have as mgny as 15 different problems, including
difficulty with breathing, difficulty with sitting comfort-
ably because of a severe scoliosis, pain (associated With
skeletal deformity), severe immobility, difficulty with
sleeping (partly due to discomfort) and a wide range ©of
impaired self-care activities. Such a patient may require =
specially built wheelchair, specialised seating, = moulded
back support, 2 special bed, and a hoist. In addition, the
relatives and carers will need to be trained in the best
ways ©f handling the patient. The majority ©f hospital
physiotherapy @79 occupational therapy departments 2re
not equipped to undertake this type of assessment.

A unit catering for patients with severe and multiple
physical disabilities and handicap ¥ Mary Marlborough
Lodge, Oxford, established in 1960. The activities of the
Unit have recently been reviewed and evaluated (gee
Appendix 3). This evaluation shows that the Oxford
Region itself generates 2 substantial number of patients
and that there is a substantial demand for the type of
services offered from far heyond Oxfordshire. It appears
clear from this evaluation and from the experience of
members of the Committee, that facilities of this type
should be yidely available throughout the country.

We therefore recommend that each Region should
establish a Unit whose functions would include:

a) The assessment of the severely physically disabled
person?many ©°f whom have multiple handicaps.

b) The provision ©f appliances, 2ids and equipment
(including Possum) not readily available from other
centres and some of which g5+, need to be modified or
adapted in the Unit workshops.

¢) The training of the disabled pergon so that he achieves
his maximum potential.

2. The Regional Unit should provide facilities for ortho-

ties (e,q. splints), prosthetics (e.g. artificial limbs), and
difficult wheelchair proplemg. Some of these functions are

currently provided by the Artificial Limb and Appliance
Centres (ALAC'S) , and it would seem sensible to incor-

porate these into the Regional Units. This concept was
introduced by the ALAC Review[50], The Unit might
well incorporate = Regional Communication Aids Centre
(see page 179).

3. The Unit could include a Disabled [jving Centre (gee
page 173) where a wide variety of equipment should be
available for inspection and trial by physica]_]_y disabled
people, their relatives, and professional workers.

4. It might ke possible for the Unit to encompass the
management ©f certain gpecific disorders?for example, =
Regional Spinal Injuries facility and/or a Stroke Unit. It
would provide 2» important service for its own Health
District.

5. The Unit would act as a focus for teaching @and training
of professional staff.

6. A major function of the Unit would involve research.
The development and evaluation of the various types ©Of
equipment for disabled people could, and should, take
place in the Unit. The Centres might well become a focus
for the degign and modification of wheelchairs and other

equipment.
Siting and Staffing

These Regional Units should be sited in a mgjor centre
and would jdeally be linked with a yniversity and a
medical school. The Unit should have facilities for in-
patients and also engineering workshops. There would be
a staff of trained thergpists., It is essential to avoid
isolation and in our view the Unit should usually be
situated in the grounds of a District General Hospital
(DGH) te give ready access to a wide variety of medical
specialist skillg, and allow for medical 'on call' cover, and
ensure that a close relationship develops with the staff of
the DGH . Rotation of staff in training, both medical and
non-medical, should be arranged. Hostel accommodation
for relatives and for less disabled patients living at a
distance from the Centre, should be available.

We recommend that there should pe, at the Regional
Unit, the equivalent of at least two full-time consultants
in disability medicine. The pogsibility ©f appointing
consultants with dual accreditation who are still practis-
ing in another gpecialty, e.g. rheumatology, neurology,

geriatrics or orthopaedics, should be considered.
We consider that these Regional Units are abgolutely

essential for the establishment of proper Disability Ser-
vices in England and Wales. The precise way in which
they are established will clearly depend upon local cir-
cumstances, including existing facilities.

District Services

What are the main requirements for Medical Disability
Services within a Health District? We have compiled =

list, which, although met entirely comprehensive, should
form the basis for review and audit. In making our
Suggestions we are well aware that there is overlap with
many ©ther organisations, both gtatutory @nd non-statu-
tory..These include Social Services, Education, and the
Local authority.

It is clearly important that the relevant staff, including
the district purses, in each Health District should be
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adequately trained in the management ©f disability. The
domiciliary occupational therapists @nd physiotherapists
are trained to assess the disabled pergon in his own home.

This service is particularly important.

Generic Services

The Committee has outlined brief criteria for the estab-
lishment of services in 15 particular areas which are
discussed in Section III of the Report. wWe suggest that all
Health Districts should give consideration to these areas
but in some instances it may be appropriate for certain
facilities to be shared with adjacent Health Districts.

Aids and Equipment Centres.

Housing, Housing Modifications and Re-Housing.

The Physically Disabled School Leaver.

Support Services for yYounger Severely Handicapped

People.
DIiVil’lg for the Disabled.

Sexual Counselling.
Head Injury Services.
Visual Tmpairment.

Hearing Impairment.
Communication Aids.

Wheelchairs.

Prosthetics and Orthotics.
Urinary Incontinence.
Stoma Care Service.

Pressure Sore Service.

Information about Services for Disabled People
within the Health District

Each Health District should maintain an up—to—date data
base of facilities locally available for disabled people. This
could be accessed using a Ceefax—type system if television
screens were provided in health centres and elsewhere.
This data base should be used to produce = booklet, to be

of facilities that are available for

updated annually,
disabled people locally. These lists should include facili-
ties provided not only by the Health Service, but also by
Social Services[ Voluntary bOdiES, and other Organisa_
tions. This information is needed by disabled people
themselves, and also by doctors and other Health Service
professionals, teachers, social workers, and others. The
lists should include the names and addresses and tele-
phone numbers of local charities and organisations for the
disabled, and advice on how to obtain information about
matters such as wheelchair provision, sexual counselling
and leisure facilities for disabled pegple.

A list of some of the national organisations and chari-
ties concerned with facilities for disabled people is in-
cluded in Appendix 7 of this Report.
information can be found in the Directory for the Disabled

(1985) and the Digability Rights Handbook.

More detailed

Medical Staff
Consultants with Designated Sessions in Disability Medicine

The precise organisation of Disability Services within the
Health District will also depend upon local circum-
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stances. A few Health Districts 3]ready have a consultant
whose main commitment is to Disability Medicine. How-

ever, the maj Ority do not do so. We make our recommen-

dations on the assumption that it is generally agreed that
individual gpecialists should gupervigse the management of
their own disabled patients. It is realised, however, that
this does not always happen 2t present. In our yiew, there
should be a number of designated disability sessions in
each Health District. We suggest that, in addition to the

care Of his own patients, the consultant would undertake

some, or all, of the following:-

1. Giving advice to consultant colleagues about dlsablllty
problems relating to patients under their care.

2. Looking after in-patient facilities for physically dis-
abled people, especially the Young Disabled Unit where
one exists, but also planned short-stay, crisis admission,
holiday relief and terminal care beds.

3. Catalysing the District Health Authority in the pro-
vision of Disability Services. This may involve member -
ship of the District Digability Committee.

4. Being involved in running a number of services
including, for example, continence, splint making, wheel-
chair and stroke disability. In addition, there should be a
commitment to the local Disabled LiVil’lg Centre.

We regard it as essential that there should be clear-cut

areas of regpongibility.
5. Operating = Head Injury Recovery Service.

present, patients with head ipjury tend to ger admitted
under a number of different consultants in various speci—

At

alities. We suggest that one consultant in each Health
District should be responsible for implementing the Dis-
trict policy o» the management ©f head injury (see page
1717).

6. The consultant(s) would have regponsibility for the
training ©f undergraduates, doctors, nursing 3R9d para-
medical staff.

7. As mentioned below, there are important require_
ments for research.

We guggest that there ghould, initially, Pe 10-11 digability
sessions per week (the equivalent of one full-time pOSt) in
a Health District and these might be held by two or more
consultants. These consultants, together with the com-
munity physician mentioned below, would be regponsible
for the medical input concerned with General Disability
Services, and would, in addition, Pe responsible for
ensuring that Disability Services in their own particular
discipline were developed.

We have guggested =some general guidelines. We wish to
avoid rigid rules, but we consider that the principle of a
substantial number of designated disability sessions held
in each Health District is absolutely essential. These
sessions could be held by consultants from a wide number
of disciplines, including general medicine, rheumatology,
geriatric medicine, neurology, 2nd orthopaedic surgery.

Community Physician

There should be a community physician with designated
responsibility for the development of District pigability
Services. The precige nature and distribution of the

community physician's responsibilities would depend
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upon the medical staffing structure within the Health
District. The responsibilities might include: -

1. Membership of the District and Regional Medical
Disability Advisory Committees.

2. The collection of epldemlologlcal data relating, for
example, to patients suffering with pressure sores, incon-
tinence, head injury, and severe phygsical dependency.

3. Maintaining = list of geverely disabled pegple within
the Health District who are ]_iving at home but are 'at
risk'.

4. Monitoring the inappropriate use of beds within the
Health District. For example, it may be important to
identify patients who are occupying hospital beds for
'social' reasons, or because a long-stay bed cannot be
found.

5. Ensuring that there is an effective District policy for
housing and houging alterations for disabled pegple. The
person concerned pight be responsible for drawing up =
list of priority cases. This work would involve close liaison
with other gtatutory bodies, notably Housing and Social
Services.

6. Ensuring that the plan for disabled school leavers is
drawn yp and jmplemented (see page 174).

7. Ensuring that a five year plan for Disability Services is
drawn yp by the Health District and ypdated regularly.
8. Compiling annual yeports o» Digability Services for
the managers and for the District and Regional Disability
Committees, with particular emphasis on cost and effec-
tiveness.

9. Being responsible for running the data base pelating to
services for, disabled people and for compiling a booklet
on these gervices, which would be ypdated annually.

We see the community physician 2s having =2 most
important function in collecting and analysing data,
identifying trends, and acting as a co-ordinator for certain
important clinical groups. We envisage that the com-
munity physician and consultant(s) in medical digability
would work clogely together.

General Practitioners

General practitioners have a most important role. The list
of 10,000 people cared for py a2 group ©f four or five
principals will include up o 1,000 who are physically
disabled; 200 of these will be geverely or very severely
disabled. To function effectively as the primary medical
adviser to disabled people, the general practitioner under-
takes the following:-

1. Defines his patients' problems im physical, psychologi-
cal and social terms. Problem-orientated records can be
helpful.

2. Helps the patient in the management ©°f everyday
maladies to which the disabled population are at least as
prone 28 the rest of society; the management will often be
modified by the disability.

3. Together with the district nurse and health yigitor,
members of the Primary Health Care Team, he provides
information about a wide range of locally available public
and voluntary sources of agsistance, advice and support.
4. Helps the disabled person ° live with his dlsablllty
and his family to gupport him in doing so.

5. Refers to the social yorkers, remedial therapists and
other agencies, including voluntary societies working in
the community. He will therefore need to be aware of the
provisions of such services from the National Health
Service, Local puythority, and the yoluntary services in
his District.

6. Refers to appropriate consultants, including those
with particular expertise in disability. He would also
make appropriate use of the specific District Disability
Services (g¢,g, Continence, Stoma Care, etc.)

Research and Devel opment

Disability involves problems that cause much stress and
unhappiness_ The costg, both to individuals and to the
State, are very considerable. Many treatment and man-

agement regimes have never been scientifically evaluated
and the task of drawing up criteria for 'model' Disability
Services is geriously hampered by lack of epidemiological
and operational data. There is clearly = need for a

substantial investment in research.

Recent Developments

Developments during the last few years have included the
following:
1. Scientific journals now contain a small but increasing

number of refereed papers relating t° disability.

2. The Society for Research in Rehabilitation (SRR) was
started six years ago. THe Society is multi—professional,
drawn from a wide vyariety ©f disciplines, including
medicine (less than 50 per cent of the Membership are
doctors), the remedial professions, nursing, social work,
psychology, physiology, @nd engineering. TRe object ©f
SRR is to provide a forum for the presentation of
scientific papers relating to causes, prevention, effects

and management ©f disability.
3. Demonstration Centres.

Twenty-seven Demonstration Centres have been estab-
lished in England and Wales (gee Appendix 6) and these
have provided a valuable focus for training and the
development ©f services.

4. Academic Departments.

There are now two Academic Departments of Rehabili-

tation in the UK (Edinburgh and Southampton) .

Future Research

There is an urgent need for the drawing up of validated
audit criteria on which model services could eventually be
based. The establishment of agreed criteria will require
considerable experimentation. The research areas to be
covered are very large, @nd the following list gives some
examples: -

1. Epidemiology. There is a need for epidemiological

data relating to disability in a number of greasre.g. head
injury and multiple sclerosis. We need to know the
numbers of people and the costs involved. Community
physicians are well placed to initiate and participate in
this type of research.

2. The development ©f reliable measures Of outcome
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which can be used for clinical audit and research pyr-

poses.
3. Research into the natural history and physiology of

recovery.
4. Social implications ©f disability.

5. Evaluation of equipment, e.g. splints, wheelchairs,
etc.

6. Evaluation of rehabilitation techniques, e.g. @ssess-
ment of the effectiveness of various types ©f therapy (new
and ¢l4),

7. Evaluation of different yways of providing care, e.g.
home versus hospital for stroke patients. There is also a
need to examine the different yayg Of improving collabo-
ration between professional staff and between members of

different digciplines.

Implications of Research Needs

More academic units are needed to undertake research
into various ggpects ©f disability. Such units would prob-
ably need to be attached to major hospitals where there is
= steady flow of patients, The proposed Regional Pisabil-
ity Units (gee page 166) should have an important
function in this regard. Not only would they undertake
research projects, but they would also be concerned with
the training of staff in research methodology. THe import-
ance of enthusiastic medical leadership in this field seems
clear.

The Arthritis and Rheumatism Council Research Unit
in Manchester has provided valuable data on the epide_
miology of rheumatic diseases. We consider that more of
these units 5, be needed and commend particularly the
possibility of establishing research units concerned with
the epidemiology 2nd management ©f neurological dis-
ability.

Organisation and Administration

We think it yplikely that Disability Services at Regional
and District level will be properly established until a
clear-cut administrative structure is set yp This would
involve committees at both Regional and District levels.
amongst other functions, be
concerned with providing an internal audit system for

These committees would,

Disability Services. In making our recommendations, we
have been mindful of four particular points:-

1. The need to avoid ynppecessary bureaucracy. The
number of committees should be kept to 2 minimum and
the membership should be kept as low as is reasonable.

2. The lack of published experience. It is known that
various District advigory bodies already exist. These
operate under a number of different names, including the
District Disability Committee, the principal User Com-
mittee, and the Health Care planning Team for Disabil-
ity_ TO our knowledge, there have been no publlshed
accounts of the workings of these bodies.

3. The fact that a large number of professional bodies,
and individuals, are concerned with providing services.
Within the NHS there are doctors (working in the
hospital and in general practice), murses and therapists.
Many groups 2¥e not part of the NHS, including Social
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Services, the Employment Resettlement gervice,
occupational therapists, the Artificial Limb and ppplji-

ance (Centres, the Department of Housing’ and the
Department of Education. All these bodies will peed, at

some point, t° be involved with various ggpects Of District
Disability Services.

4. The wish of disabled people themselves to be involved
with discussions relating te the operation ©f Disability
Services. It will not be ggg to satisfy all these require-
ments. Any administrative plans will necessarily be ex-
perimental and subject to modification in the light of

experience.
Each Region and District will need to develop its own

structure. As far as the committee membership is con-
cerned, a number of theoretical options exist:-

1. A membership consisting of doctors only,

2. A qulti-professional membership?composed of NHS
employees only (e.g. doctors, therapists, and nurses).

3. The membership could be both pylti-professional and
multi-organisational?including representatives of some
or all of the various bodies itemised above?e_g_ Social
Services, Housing, etc-

Our gyggestion is that Regional Committees should be
multi-professional, but confined to NHS employees. Dis-
trict Committees would probably Pe multi-professional
and multi—organisational. The lack of co-terminous ad-
ministrative boundaries for, for example, the NHS and

Social Services, is likely to be a gignificant problem and =
matter which will need to be discussed ]ocally.

Regional Disability Medicine Subcommittee

It is guggested that each Regional Health Authority
should have a Regional Disability Medicine Subcommit-
tee. The Subcommittee would have the fpllowing func-
tions:-

1. Being responsible for reviewing supra-District facili-
ties, including the Regional Disability Unit(s).

2. pProducing, @nd updating annually, short and Jong-

term plans for Regional and supra-District Disability
Services. Realistic targets for the establishment of Re-

gional Disability facilities should be set and the Commit -
tee would be responsible for monitoring these.

3. Reviewing Disability Services in constituent Health
The Regional Disability Committee would
receive annual reports from each District Disability Com-

Districts.
mittee. The Committee would also expect to receive
copies of the short and long-term plans for each Health
District.
4. The Regional Disability Committee would produce its
own annual report for the Regional Manager; this would
review the current situation in constituent Health Dis-
tricts, and at Regional level.

It is suggested that the membership of this Committee

might be multi-professional. There would be at least one
representative from each Health District within the Re-

gion. The person concerned would be a member of the
relevant District Disability Committee, and might be its

Chairman. At least one of the full-time consultants in

disabi]_ity medicine based on the Regional Unit, would be
a member.
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District pAdvisory Machinery

The District Health Authority will require well thought—
out advice and recommendations on a wide variety of

issues. We suggest that each DHA should have a small
Advisory Disability Committee which would certainly be
multi-disciplinary, &nd would probably e multi-organi-
sational. It would thus include not only doctors, but also a
social worker and a representative of the nursing and
remedial professions. The Committee would need to
represent Poth hospital and community interests.

The District Adv:i.sory Disability Committee would
draw up an annual report for the District Manager, and
this would be available for the Regional Disability Com-
mittee and for the Regional Manager. It would also draw
up Short and ]ong-term plans for the development ©f
Disability Services within the Health District.

It is important that medical staff 1ocally should develop
a mechanism for the discussion and formulation of its
views. This might be done by = small subcommittee of the
medical gtaff, which would report to the main Medical
Staff Committee. The committee would include consult-

ants with designated sessions in Disability Medicine and
also the community physician with responsibility for the
development of Disability Services. This committee
would be concerned primarily with the medical aspects of
disability (e.g organisation ©of stroke care within the
DGH) . At least one member of the Medical Disability
Subcommittee would also be a member of the District
Advisory Disability Committee.

The guggested administrative structure is necessarily
experimental. We would gtrongly encourage Health Dis-
tricts to publish their experience with various types of
committee structure. ZA national survey of the matter
mj_ght be worthwhile. Hopefully, within a short tipe, the
basis for a pationally applicable administrative structure
will have been established.

Medical Staffing

This section deals with the medical staffing implications

of the recommendations in this Report.

Consultant Staff

Consultants in Disability Medicine working mainly at the
Regional Centre

We have recommended the setting up of Regional Dis-
ability Units and that each Unit should be staffed by the
equivalent of twe full-time consultants, Whose principal
commitment would be to Disability Medicine. If all the
consultants were to be fyll-time, then 30-35 full-time
appointments would probably need to be made. How-
ever, if a substantial proportion ©f the gppointees con-
tinue practising in another field (e'g' geriatric medicine
or neurology) then the number required would be great-
er?in order to make up the equivalent of two full-time

posts. There is clearly scope for considerable flexibility. It
should be noted that there are at present only a handful of

posts With a major disability/rehabilitation component,

and it is clear that in some cases it will be necessary t°

create mew posts .

Consultants with dual responsibility and accreditation

We recommend that there should be about 10 disability
sessions held in each Health District. We envisage that in
the majority of Health Digtricts, the sessions would be
divided amongst 2-3 consultants in different specialties.
It is possible that some Health Districts will be able to
identify 'spare’ sessions where consultants feel that they
can take on additional regponsibilities. However, there
will need to be a significant increase in the number of

consultant posts, many of which will involve dual ac-

creditation (g.g, neurology a@nd disability medicine).

Training of existing consultants in qigahility skills

Some existing consultants should be asked to take on

designated disability sessions.
appropriate, the RHA will allow the doctors concerned to

have a substantial period of study leave (perhaps 3-6
months spread over two years) in order to allow him/her

It is hoped that where

to acquire the requisite skills. Full use should be made of
the Demonstration Centres (see Appendix 6) and special—
ist units. The precise content of the training programme

required ¥ill depend upon the experience of the consult-
ant and the particulax needs of the Health District.

Academic Posts

We have already discussed (page 168) the importance of

research into a wide ygnge ©f problems involving disabil-
ity. We recommend that there should be an increase in

the. number of academic gppointments which concentrate
on Digability Medicine.

Senior Registrars

Full-time Posts

It ig, at the moment, unclear as to how many senior
registrar posts will be required in order to achieve the
target ©f 30-35 full-time consultants in Disability Medi -
cine/Rehabilitation. The number needed will become
clear once Regions have drawn yp their plans. In the
short term,
doctors at senior registrar level, so that eventually these
consultant posts <an be filled. We envisage that some

it will be necessary t° train a number of

existing senior registrars in, say, neurology o= geriatrics,
may wish to move 'sideways' into Disabj_]_ity Medicine.
Some of the doctors may wish to consider continuing
practising in their primary specialty, whilst allocating the
major part Of their time to Digability Medicine. Once the
posts are filled, then the number of replacements required
annually will be small. The posts can be suitable for part-
timers who have domestic responsibilities, but who are of
high' calibre and are otherwise suitably qualified' It is
worth repeating that the short-term aim is to have in post,
within five years, 30-35 consultants working mainly in

Regional Centres whose principal (although not necessar-
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ily exclusive) commitment will be to Disability Medicine.
The wide yange of responsibilities 1isted onm page 166
indicates that considerable flexibility iP training and
ultimate pegponsibility is both inevitable and desirable.
We wish to emphasise the importance that we place on
the consultant posts in Digability Medicine. There will be
considerable clinical and organisational responsibility,
and in addition the Regional Units will have an import-
ant research function (gee page 168). It is essential that

hlgh quality candidates be recruited.

Dual Training and Accreditation

A substantial number of postg involving dual training and
accreditation should be set yp?particularly in neurology,
but also in general medicine, geriatrics and rheumato-
logy. The relevant SAC's should be asked to draw up
training standards as a matter of urgency. In some
instances, there may be proleptic consultant zppoint-
ments?the appointee being seconded to appropriate

centres for training in Disability Medicine.

Clinical Assistants and Hospital General Practitioner

Sessions

Continuity of care is an essential principle in the manage-
ment of all chronic disorders. We strongly support the
proposition that patients with serious disabling diseases
should be dealt with by doctors who are trained and who
know the patient concerned. Unsupervised follow-up by =
succession of different jypjor doctors is not good clinical
practice and is generally unacceptable. Clinical assistants
and hospital general practitioners working i out-patient
departments could provide very useful help in the run-
ning ©f Disability Services. This suggestion should be
tried and evaluated.

Education of Medical Students and

Postgraduates

Any discussion of education and training starts with the
assumption that the management ©f disability is the
responsibility of all clinical doctors. If this premise is
accepted, then it follows that the subject should be taught
routinely. We consider that in the education of under-
graduates and postgraduates the management of disease
and its consequences should receive similar emphasis as
diagnosis and treatment. Some practical ways in which
this might be implemented include the following:-
1. Disabiiity should be routinely included when a 'case'
is discussed?whether it be on a routine ward round, a
clinical meeting, or a grand round.
2. Examinations should routinely contain questions re-
lating to disability.
3. Disabiiity management should be included in voca-
tional tyraining schemes for general practitioners.
4. Disability and its implications 279 management
should be discussed in medical textbooks.

Training schedules should include visits to the Re-
gional Disability Centre, = Hospice, = Spinal Injuries
Centre, an ALAC, and one or more Demonstration

Centres. The poggibility of attaching undergraduates to =
family, in which there is a disabled peyrgon, for the whole

or part Of their clinical course, should be considered.

Training should reflect the emphasis being put on the

management of disabled peopie in the Community rather
than in institutions.

Timetable

We are keenly aware of the 55 state of Disability
Services in many parts of England and Wales, and that
the recommendations of previous reports (eg the Reid
Report ©= epilepsy[51] and the Tynbridge Report
(1972) [4] have been ]argely ignored. We think it import-
ant that action on Djggbility Services be taken in the very
near fyture, and for this reason we are guggesting =
timetable and a mechanism for ensuring that the Medical
Disability Service is actually set up. In making our
suggestions, we have tried to be realistic and it is fu]_iy
appreciated that the recommendations cannot be imp]_e_

mented immediately.

Suggested Timetable

1. July 1986?publication of this Report.
2. End of 1986?the Report should have been read and

digested by relevant organisations and authorities.
3. 1986-1987?We would hope that during these years
Regional and District Medical Advigory Disability ma-
chinery should have been established. By the end of this
time there will be 1in existence a five_year plan for
Regional and District Disability Services and the siting
for Regional Disability Units should have been identified.
The numbexr of senior regigtrar training posts required for
future service needs will have Dbeen agreed, and the
number of new training posts approved by the relevant
specialist advisory committees of the JCHMT .
4. 19887In all Health Digtricts, sessions in Disability
Medicine will have been designated, with the responsibil—
ities for the services outlined in this Report. A sufficient
number of senior registrar training posts approved in
Disability (Rehabilitation) Medicine (gany of which are
llkely to involve dual approval with another specialty) will
have been established to train the number of senior
registrars required te fill those consultant posts which are
to contain designated Disability Medicine sessions.
5. Early 1990''s?Sessions in Disability Medicine should
by meow have been established and filled in all Health
Districts, covering responsibility for the services outlined
in this Report.

A major review of Digability Services in England and
Wales should be taken in the ear]_y 1990's to ascertain

whether the targets itemised above have been met. If
there has been no substantial improvement in Medical
Disability Services by the early 1990's, and ifno improve-
ment appears likely within the foreseeable fytyre, then
the option ©f establishing = much larger gpecialty of
Disability Medicine such as exists in other coyntries,
should be considered. However, this would almost cer-
tainly be much more expengive than the plan suggested
here. It would probably involve the appointment of at

Journal of the Royal College of Physicians of London Vol. 20 No. 3 guly 1986 171



least one full-time consultant in disability medicine/
rehabilitation in each Health District.

Audit Function

We have attempted in this Report to draw ., some
professional standards for Medical Disability Services.
We have guggested some audit criteria in certain specific
areas (e.g. management ©f incontinence). It is obviously
important te emsure that the relevant services are actually
established, and the question arises as to how this is to be
achieved.

Much of the regpongibility for the provision of services
will fall on Regional and District Managers. However,
they will undoubtedly be under pressure £¥Om many, other
directions, and in times of financial stringency may find it
difficult to implement the suggestions outlined in this
Report. We think it llkely that some form of external
'Watchdog' mechanism will be required to stimulate
Managers and Health Authorities to make sure that
Disability Services are actually established. It 5., be
these checks should be made by seme independent organ-
isation which is not funded by the NHS. A number of
possible organisations exist, including the local Com-
munity Health Councils, the Health Advigory Service,
and The Consumer Association (yhich has published the
Drug and Therapeutics Bulletin for many years).

It is envisaged that the independent organisation con-
cerned would have access to annual disability reports

produced by District and Regional Health Authorities. In
addition, they should be in a position to undertake their
own checks?e.g. ROW many Health Districts within the
Region have a trained and designated senior nurse to run
the Continence Service?

The precise way in which the performance ©f Disability
Services is monitored will require further discussion. We
hope that the monitoring function can be undertaken by
existing organisations. We certainly think it highly desir-
able that a regular review should be undertaken, and
published. wWe hope that the basic audit standards that

have been Suggested in this Report will prove useful as a
basis for the review.

It may be asked why such a special system of review
and audit is required for Disability. We would answer this
question by pointing out that ne high quality medical
service has ever been established without a substantial
core of doctors committed to the topic (e.g. geriatrics,
renal failure, spinal injury, mental handicap, etc.). As

indicated earlier in the Report?we are attempting to set
up an effective Medical Disability Service with very few

doctors committed whole-time to the subject. For this

reason, and because of the ]_OHg hiStOI‘y of inaction, we
think that the system of audit and checks that we have

suggested is justified.

Costs and Resources

wWe recognise that additional expenditure will be involved
in many Regions and Districts if the basic standards of

provision of services and help for people with severe
disabilities, set out in this Report, are to be achieved. The

cost of providing good basic services must, however, be
set against the enormous hidden costs of not providing
them. In many Districts, these concealed costs are being
borne by disabled people themselves or their carers, in
terms of misery’ deprivation, loss of access to facilities
enjoyed by the rest of the population, and loss of choice
and autonomy . There re, in 3ddition, direct costs that

fall on their families if they feel obliged to provide
facilities which should be made available to them through
an adequate Disability Service.

We have not carried out a survey t© ascertain the level
of present provision. There is no doubt that some Dis-
tricts have good services and some District and Regional
units are pioneers and leaders in the pIOViSiOH of certain
set out at the

facilities. However, there is evidence,

beginning of this Report, that there is gcope for consider-
able improvement. Without detailed knowledge ©f ser-
vices currently being provided, it is not pogsible to

identify what resources are required t° implement our
For example, the recommendation

that each Region should have at least one Regional

recommendations.

Centre concerned with the assessment of very severely

disabled people, the development ©f equipment and other
forms of help, and research and training, may require
little action from two or three Regiong, some expansion of
an existing Centre ox Unit for some Regions, a2nd major
developments in others. Similarly, at District Jevel, the
recommendations Concerning consultant sessions in Dis-
ability Medicine, or involvement in a Continence (linic,
may require no more than revising the contract of a
consultant who is already carrying out the function. In
some instances, however, additional consultant sessions
will be required. Again, the method of funding will have
to be discussed ]gcally, FOr example?if there is to be a
Disabled Tjying Centre in each Region?'joint' funding
money may Pe available. Similarly, where equipment is
not available through the NHS, private companies might

loan gamples ©f such equipment for trial. vVoluntary
bodies may be able to raise money for such equipment.

We are well aware that many disabled people requj_re,

and benefit from, 'acute' services and from many techno-

logical advances?e.g. joint replacement and kidney

transplants. It is clear, therefore, that although there may
be some need to transfer resources from the acute to the

chronic gector, this procegs needs to be done with con-
siderable cjrcumspection. # balance has to be goyght, and
this will be helped, the Committee pelieves, if the present
trend for all specialties to be involved in the management
of dlsablllty arising from diseases within their purview, is
further developed, and is backed up by explicit District
and Regional policies.

Additional expenditure "ill undoubtedly Pe required,
particularly for the establishment of Regional Centres.

Three areas are cyrrently given priority for funding by
the NHS?mental j]lness, mental handicap, and the care

of the glderly. We guggest that physical disability should
be a fourth such area.

Our" views on costs may be summarised as follows:-
1. There is clear evidence of major defects in the ppq.

vision of medical services for patients with physical
disability (see page 162).
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2. We note the extraordinarily low level of current
investment in medical disability?considering the extent
and size of the problem. We have noted previously that
virtually all other developed countries have substantial
specialties of physical medicine ox rehabilitation medicine
incorporating considerable numbers of specialists whose
main professional responsibility i the management of
Medical Digability.

3. Physical disability is expensive, however it is man-
aged. It is obviously important to emsure that popey is
spent effectively (e.g. money spent o= the prevention and
early treatment of preggure sores may avoid lengthy and

expensive stays in hospital).
4. The Committee recommends that physical dlsablllty

should be recognised by the DHSS as an area for top
priority funding.

GENERIC SERVICES

The term Generic Services is used in regpect ©f those
services which are likely to be used by = variety of
disabled patients, Put are not necessarily the responsi-
bility of = particular specialty. We have identified fifteen
specific aweas. It is recommended that Health Districts
should have a policy ©= each of these topics. We have
outlined some brief guidelines, and we hope that these
will be helpful to Health Authorities as they draw yp and
check their plang for these particular areas- The policy
guidelines have been written on the following principles:
1. There should be agreed professional standards of care
and provision.
2. A gygtem of audit should be established. The audit
criteria should be unambiguous and be based on (1)
3. Clear-cut areas of responsibility should be defined
(e.g. there should be a named consultant in charge of the
District Continence Service).
4. Each Health District should keep records of certain
specific problems (e.g. the number of gignificant pressure
sores ogccurring in the District durj_ng the year).
5. As far as pogsible, the costs of each generic service
should be identified and the details published in the
Annual Report of the Health District.

The object of this section is emphatically mot to produce
a mini-textbook of Digability Medicine. The pyrpoge 18 0
demonstrate that it should be possible to get, and achieve,
realistic standards of care in a number of important areas.

Disabled LiViIlg Centres (DL(Cg)
(Previougly called Aids and Equipment Centres)

The provision of aids and appliances is one of the most
important activities associated with a District Disability
Service. Aids need to be appropriate both in their func-
tion in the timing of supply. This requires assessment
facilities and an adequate supply procedure. Although
most, if mot 3ll, occupational therapy departments, Poth
in the NHS and in Local Authority Services, do provide
assessment facilities, supply is often yery limited and this
may Mmake the assessment irrelevant. There is obviously
no point in recommending an aid if it is not Jjkely to be
provided reasonably quickly. Many Local Authorities
only provide aids associated with a limited yapge ©f
activities such as toileting, and there are often ]arge gaps
in what is available. Even when an gctivity is covered?
the range of products offered ;g well be limited.
About a dozen DLC's have been opened in this

country. Some Regions (e.g. the South West) do not have
a single Centre. The Centres are usually large rooms (the
size of one or two standard hospital wards) in which a

wide range ©f equipment if o= permanent display. To the
best of our knowledge, no formal evaluation has been

published but experience indicates that they are much
used by both patients and staff. Examples of the kind of
equipment displayed include various types of bed, chairs,
walking aids, and non-statutory electric wheelchairs.
Some Centres include some Of the less sophisticated
Possum equipment and British Telecom usually have a
permanent display.

Ideally’ all significantly disabled people should live
within easy reach of a Disabled Living Centre. Initially

there should be at least one Centre in each Region. Later,
satellite Centres should be established in each reasonably
sized town. We strongly recommend that adj acent Health
Districts should combine their efforts so that there is a
reasonable scatter of Disabled [jying Centres throughout
the country. Rural areas might need to be covered by a
mobile unit.

The Disabled Living Centres would have two principal
functions:-

1. To provide = permanent sStanding exhibition of a

comprehensive range ©f aids and equipment Wwith a
supporting information service.

2. To act as an educational centre for gtaff, volunteers

and patients.

Requirements for Disabled Living Centres

1. TO carry as large @nd representative 2= possible =
selection of aids and equipment.

2. To ensure that skilled professional advice (e_g. from
nurses, occupational therapists, and physiotherapists) is
available to disabled persons, their relatives and profes-
sionals vigiting the Centre.

3. To provide adequate space fOT assessment, With priva-
oy, of the client with the equipment.

4. To provide information on a wide variety of problems
arising out of disability.

5. To act as a teaching centre for all classes of people
dealing with disability, including Such groups as archi-
tects and school teachers.

6. TO gather information about the usage ©f aids and
equipment and feed back information to manufacturers
and other interested parties,

Living Centres.

including other Disabled

Journal of the Royal College of Physicians of London Vol. 20 No. 3 jyly 1986 173



Conditions which need to be met when setting up
Disabled Living Centres

1. They must be properly funded with contributions
from both NHS and Local Authority Services, even
where charitable funding is, °r was, responsible for the
establishment of the Centre. This activity is well suited
for joint funding.
2. Whoever is gppointed to be in charge of the Centre
would need to have a wide experience of dlsablllty and its
management . It might Pe appropriate to appoint = thera-
pist with good managerial skills. Health Authorities
might like to consider the possibility ©f having = doctor
with degignated sessions in the Centre.
3. The therapist appointments should be part of the local
NHS or local Authority manpower establishments to
ensure a proper career structure for the therapist.
4. The Centre could be situated in the grounds of a
hospitall but this need not necessarily be the case and
some successful Centres have been established elsewhere.
An advantage of a hospital site is that staff can be easily
rotated through the Centre. The Centre needs to be
housed in zdequate premises With good access and ample
car parking space. There must be sufficient floor space t°
allow the display of aids and equipment, and for assess-
ment .
5. A library and information gervice, including appropri-
ate audio-visual teaching aids must be available. Ulti-
mately, Centres need to be linked together and to be able
to provide information for a computerised data base on
alds, equipment and other ggpects of disability.
6. Where it is appropriate that the aid or appliance is
provided from pyblic funds, these should be rapidly
Supplied and each Health District must establish with the
appropriate Local Authority or Authorities joint aid
stores which contain stocks of essential items such as
commodes, which can be delivered to the client within 24
hours of being ordered.

Referral to the Centre should be encouraged from any

source, including self referral Ly disabled pegple.

Housing, Housing modifications and
Re-housing

The provision of residential accommodation is not pri—

marily an NHS regponsibility. However, it is clearly
essential that, when a disabled patient (e'g' after an
amputation or following = stroke) is fit for digcharge from
hospital?appropriate accommodation should be avail-
able. Our experience is that a substantial proportion of
hospital beds are cyrrently being occupied inappropriate-
ly by patients Who are waiting either for re-housing er for
housing modifications. As in other asreas, the problem
involves the need to provide = humane and caring service
that is also related to economics. It seems likely that a
more effective and efficient service could be provided at
little extra pogt. [52]

During the last few yo5rg there have been important
developments in the houging field, including the setting
up of a considerable amount of warden-supervised ac-
commodation. However, important problems remain,

and these are exacerbated by the complexity of the

administrative system. Many different organisations =re

involved, including the Housing Department,
Services and the NHS. In many lnstances, the adminis-

Social

trative boundaries do not coincide. Other problems in-
clude the small stock of appropriate housing for the
disabled, the fact that new houses are still being con-
structed without a downstairs toilet, and long and inap-
propriate delays in effecting housing modifications, such
as the installation of stair-rails and the widening of doors
for wheelchairs.

We think it important that each Health District should
ensure that proper liaison exists between the hogpital-
based services (including ®he occupational therapy de-
partment), Social Services, the Housing Department,
and the Voluntary Housing Associations. Some mechan-
ism must be established which would allow housing
modifications to proceed without prolonged committee

wrangling.
Recommendations

The problems are complex and clearly cannot all be
solved by the NHS . However, the NHS can, and ghould,
make an important contribution.

We gyggest the following:-

1. The Health Authority, Social Services and the Hous-
ing Authority should be represented o» 2 joint committee

(for example, we propose the District Digability Commit-
tee?see page 170), which would be concerned with all

aspects of housing modifications for the disabled. Others
could be co-opted 2s appropriate, including representa-
tives of voluntary bodies and of disabled people them-

selves.

2. There should be a community physician with gpecific
responsibility for housing matters (see page 168). He/she
would have gpecific responsibility £or allocating medical

priorities for hOUSng (thiS would be done after consul-
tation with the appropriate clinician) and for other hous-
ing matters. He/she would probably be a member of the
local Committee (see above) concerned with housing
modifications for the digabled, and would be responsible

for keeping records of the numbers of people with out-
standing housing needs.

The Physically Disabled School Leaver

The problem of the disabled school leaver has been
recognised for many years, but little action has been

taken. The fpollowing quotation, taken from a Lancet

annOtation[53], commented:
Handicapped people need gequential care. Yet doc-
tors based in hospitals tend to see their illnesses as
episodic; insteadof taking = personal grip on follow-
up, they often leave the patients to organise return
visits. In general, the pre—school leaver and school-

aged person gets adequate continued care, but not

so the school leaver and the adult. When

young
these people pass from the care of the Paediatric

Hospital and Paediatric Community Health Ser-
vice, often there is no organisation waiting to take
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over. Handicapped school leavers and young 2dults

need follow-up Setvices comparable to those that

they had before they left school.

A recent important study was undertaken by = Work-
ing Party set up by the Regional Medical Committee of
the S.E. Thames Regional Health Authority[54] which
set out to inyestigate the medical needs of the physically
disabled school leaver. It found very little published
information on the gybject. It surveyed all the Regional
Health Buthorities in England, Scotland and Wales, and
found that the majority ©f Regional Health Authorities

made no gpecific provision for, mer were investigating,

this group ©f patients. It also found in its catchment area

that:-

1. There were inadequate routine medical examinations
for the disabled child, leading to lack of understanding of
his future needs.

2. There was lack of liaison between the School Medical
Services and those services which would be responsible
for the care of the disabled child when he or she left
school; this included the District General Hogpital 2and
the Primary Care Team. There was no gdequate arrange-
that the disabled child was referred to the

ment ensuring
adult medical care.

appropriate discipline for ongoing
The parents commented that there was lack of communi -

cation between them and the medical and caring services
concerning the facilities that were available, such as
appliances, wheelchairs, and finance.

3. orthotic gppliances and wheelchairs were frequently

unsatisfactory.

Recommendations

Our recommendations are based partly o= the findings
of the S.E. Thames Working Party which Suggested
that a pilOt to assess the
practical j_mp]_j_ca_tj_ons of its recommendations, and this

study should be set yp

we support.
1. Every Health District should have a written policy o»

the gybject of the physically disabled school leaver.

2. Each District Health Authority should have a District
Handicap Team for children. This team may, be based in
a Child Development Centre or in an out-patient depart-
ment. The leadership ©f this multi-disciplinary ®€a™ may
be a consultant paediatrician With special experience in
complex handicap, and/or paediatric neurology, Put may

be a community paediatrician.

3. Early in the yeay before leaving school?the physically
disabled child should be the subject of a case conference at
which there is medical (representing both the paediatric
and adult gervices), educational, employment and Social
Services representation, Whenever possible, parents
should be encouraged t© attend such conferences. The
careers adviser and the DRO would also be involved.

4. At the final school medical examination of physically
disabled school leavers there should be a full clinical
examination and all the various digability problems would
be reviewed. Hopefully?this exercise would be the cul-
mination of a programme which pegan when the various
disabilities were first recognised. If necessary, there
should be referral to an appropriate consultant or Assess-

ment Centre where the future needs of the disabled school
leaver could be further explored.

5. An accurate Register of disabled school leavers in each
Health District should be compiled, with a senior medical

officer, perhaps the community physician, made respon-

sible for organising and assessing the Ongoing care of the
individual disabled school leaver. It is suggested that each

child should remain on the Register for three years.
There should be liaison with the various gervices, medi-
cal, social, educational and employment .

6. The paediatric team at the District Hospital level
should develop a transfer procedure that would ensure
continuity of care for disabled school leavers who will

require ongoing adult medical care.
7. Appliances and wheelchairs should be checked at

reqular intervals by = designated person.

Support Services for Younger Severely
Disabled and Handicapped People

Every district contains an important group ©F severely
disabled people below retirement qe. Cerebral palsy is
the principal cause of the disabilities that date from birth.
Of those that are acquired, the principal causes are
rheumatoid arthritis, multiple sclerosis, stroke, and injur-
ies of the brain and spinal cord. A Royal College of
Physicians' Report (about to Pe published) will give
details of the epidemiology and discuss many aspects ©f
the gypport and care which these people require[55].

In both pub]_ic and voluntary sectors, there has been a
tendency, until quite recently,
provision of residential care. It is now reoognised that
many people With severe disabilities not only live in the
community, Put prefer to do so, provided that adequate
facilities exist. Tmproved community services have in-

to concentrate on the

creased disabled people's living options, but much re-
mains to be done[56], & balance has to be maintained
between the desire of many younger people mot to be
identified with the 1elderly’ and needless duplication of
facilities caused Ly the rigid segregation into two age-
group Categories.

If younger disabled pepple are to live in their own
homes, then certain criteria need to be met:-
1. The house must be suitable. Necessary requirements
may include fittings and space for wheelchair 1iVng, and
for storage Of special equipment, wide door-frames, ready
accessibility to shops, post offices and bank, and gpecial
provisiong to ensure safety.
2. The gypport services must be adequate, and when, as
is usual, responsibility falls heavily om one or two carers,

these people must not be gubjected to unmanageable
workloads. Provision of 'regpite care' facilities is often
crucial, as are day centres, residential homes, and a
variety ©f hospital-based services.

3. Helping = disabled persgon to find an occupation and/or
leisure aetivity is often highly desirable, and is frequently
essential. pDay centres and gpecial workshops =re = partial
solution, but access to activities in which able-bodied people
participate may be of even greater importance.

4. Changes in the underlying illness and/or (igability
may require reassessment of the subject's needs, e.g. @
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flare-up of multiple sclerosis may suddenly lead to incon-
tinence and jipgpility to walk. Efficient assessment ser-
vices must exist in the Health District.

5. Realistic contingency plans should be prepared in the
event of crises such as the development of intercurrent

illness by disabled people or their principal carers.

Recommendations

1. The Health District should keep == up-to-date list of

the geverely disabled people among its population (al-
though it is acknowledged that the methodology for
keeping such lists is yet to be properly developed). We
suggest that this task could be undertaken either by one of
the designated consultants in Digahility Medicine, or by
the designated community physician.

2. Support services for the young physically disabled
would be a responsibility of the District Disability Com-
mittee. This Committee would be expected to produce an
annual yeport for the District Manager. The report would
include matters itemised below (3.¢),

3. The stock of houses suitable for disabled people would
be reviewed annually. A similar exercise would be con-
ducted for houses under construction or planned.

4. There should gxjst, somewhere within or near to the
Health Digtrict, some permanent residential accommoda-

tion for the most severely physically disabled patients.
The adequacy, °©r otherwise, ©of this would be reviewed

annually.

5. The residential accommodation could include pro-
vision for intermittent planned short-stay, @nd for coping
with occasional crises. Periods of short-stay can often be
combined with reassessment of existing problems and
active intervention, if appropriate. Some carers are reluc-
tant to allow their dependants t°© go into residential homes
or hospitals, because they fear that the care will be less
good than that provided at home. For these yeasons, it is
essential that the staff involved are present in sufficient

numbers. There must be access to the various skills

represented i = multi-disciplinary team (particularly

including remedial therapists).
6. A Day Centre for younger disabled patients should be

available.

Driving for the Disabled

Car driving is an essential constituent of jndependence for
many people. The loss of the ability te drive a car can be
one of the most devastating results of illness and injury.
Additionally, the ability te drive a car is often the key
factor in finding and keeping employment.

It is not alyays recognised that many patients With very
severe disability are still able to drive suitably adapted
vehicles. Thus, some tetraplegics and most parap]_egics
can drive. Some stroke patients can also drive. Problems
that virtually preclude driving include severe athetosis,
uncontrolled epilepsy, and hemianopia.

There have recently been considerable advances in
technology which are enabling =» increasing number of
disabled people to re-start driving.

The majority of Health Districts do not provide specific

assessment and training facilities for re-learning driving
skills. However, = variety of options are available and

these are listed in Appendix 3-
We recommend that each District Health Authority

should review the local facilities for the assessment and re-

training of patients for driving. We regard it as essential
that each severely disabled patient in whom there is the

slightest possibility of re-starting driving should be able to
be assessed without undue difficu]_ty_

Sexual Counselling

In these days when the media seem to assume that sexual
athleticism is a pgrt of normal personality?it is particu-
larly important that the physically disabled should not be,
or fee]l, at a total disadvantage. Doctors need to recognise
that the vast majority of people?however badly disabled,
have sexual needs[S’]] .

Sexual dysfunction may occur in disabled people for a

considerable number of different reasons. Particular

problems are likely to be experienced by patients who
have a yrinary or supra-pubic catheter, colostomy, mas-
tectomy, or severe facial disfigurement due to burns. The
doctor is frequently in a position te offer helpful advice.
Examples include: -

1. The treatment of depression, which is very Sommon
amongst disabled people, and is an jmportant cause of
impotence.

2. A knowledge of the effects of grugs may Pe helpful?
particularly those that have an effect on potency.

3. Genetic counselling may Pe helpful, 2= some patients
have an unspoken but unwarranted fear that they may
pass on their disease (e.g. multiple sclerosig) te = child.
4. Many patients are anxious about the effect of sexual
intercourse on their disease?this is particularly liable to
occur in patients who have suffered a myocardial infarc-
tion or a stroke. Medical 'permission' to have sex can be

important.

5. Analgesics, given before intercourse, may help
patients with an inflammatory arthropathy. Counselling
about pogitions, appropriately placed cushions and pi]-
lows, may Pe helpful in relieving discomfort.

6. Orthopaedic operations may Pe helpful in improving
mobility (e.g. hip replacement in = patient With severe
osteo-arthritis).

Some severely disabled patients are not capable of under-

taking full sexual intercourse and g, need advice on

other yays of achieving sexual gratification.

Recommendations

1. Counselling advice should be available by someone

who is knowledgeable Poth about gexuality @nd physical
disability. Sometimes advice can be given by the general
practitioner, or the hospital consultant. In other in-
stances, more detailed help may be required' and this can
sometimes be provided by = psychiatrist == psychologist
who has developed =n expertise in the gubject. SPOD
(Sex and Personal Relationships ©f the Disabled) it =
voluntary organisation which provides information sheets
and is sometimes able to provide counselling.
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2. Patients who are peing 1ooked after in Jong-term
residential accommodation should be provided with pri-
vacy and the gpportunity for sexual contact, if this seems
appropriate. (This provision is frequently mot met in
Units for the Younger Physically Disabled.)

3. The management ©f sexual problems in the physically
disabled should be included in both undergraduate and
postgraduate educational curricula.

Head Inj ury Services

In our experience, head injury services are frequently »o®
well organised and there is considerable gcope for im-
provement. This is occurring despite the obvious heavy
economic gogt, both to the gtate, and for individuals.
These costs are incurred as a result of a number of factors,
including the use of a considerable number of hogpital
beds, heavy use of staff time, and the consequences of
unemployment . There is evidence that some patients are
inappropriately placed. For instance, eight patients with
head injury were found to have been in the acute wards of
= London teaching hospital for up to two and a halfyears.
Six of these were said to have potential for rehabilitation,
but apparently had nowhere else to go[58].

The majority of Health Districts do not gppear to have
developed specific facilities for the management ©Ff dis-
abled head injured patients. & similar pogition exists for
the immediate post-traumatic period, although this mat-
ter is not gtyjctly within the remit of this Report. In some
hospitals, = neurosurgical o= neurological opinion camnot
easily be obtained. Head injured patients =r= frequently
scattered gpmong many different wards, thus making it
difficult for the staff to acquire a reasonable level of
expertise. Research in these circumstances is usually not
possible, and the MRC Working Group[59] suggested
that Assessment and Therapeutic Units should be estab-
lished, where patients from several Districts could attend
during the early months after the acute brain damage.
There seems to be little evidence that Health Districts
have acted on this guggestion, although = successful
experiment, involving the admission of head {injured
patients to onme unit, has recently been conducted at the
Edinburgh Royal Infirmary([60].

There is some evidence that severe pogt-traumatic
behaviour disorder can be lastingly improved by beha-
vioural modification techniques[61]. The present position
relating te head ipjury Disability Services has been
summarised in two recent articles by Gloag[62].

Epidemiology

Field[63] estimated that there are about 7,500 major head
injuries annually in England and Wales (34 per Health
District of 250,000 people). APout eight patients per
Health District will be left with a severe permanent
disability, The MRC Group o= Stroke and Head In-
jury [59] estimated that 250 persons with head injury per
100,000 population (625 per Health District) are ad-
mitted to hogpital annually. This figure corresponds
reasonably well with the figure of 675 given in Table 2.
The prevalence of serious head injury disability i prob-
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ably about 150 per 100,000 population (375 per Health
District).

Males outnumber females by about two to one. About
50 per cent of those admitted to hospital are under the age
of 20 years. Road traffic accidents account for 33-37 per

cent of head jnjured patients admitted to hogpital[63].

The data relating to head injury disabilities .y, in
general, not of high quality and many are out of date.
The problem ¥ compounded by the changing patterns of
injury resulting from a yariety of factors, including seat-
belt legislation. Head injury is an excellent example of a
topic where yp-to-date epidemiological information is
required.

The Nature of the Deficits

Closed head jpjury produces = number of gifferent, and
overlapping, deficits. These may be roughly characterised
as follows:-

1. Cognitive disorders. Patients may experience prob-
lems with learning, language, 279 memory. IP addition,
there 5, be difficulties with concentration and atten-
tion. These patients are frequently described as being
"poorly motivated'.

2. Emotional difficulties. Irritability is common occur-
ring in 63-71 per cent of cases, In a recent study by
McKinley et al. [p4] Mood gyings and severe depression
also occur.

3. Behavioural disorders. These include irrational, anti-
social and disinhibited behaviour. A few patients become
violent.

4. A proportion of patients have associated 'physical
defects' including hemiplegia, speech disorders and epj-
lepsy. Some have multiple fractures.

The profound effect of change in personality and mood
on the relatives has become recognised[65] . Families tend
to feel lonely, isolated and under stress for many years. IR
addition?there are obvious financial and economic con-
sequences.

Many of these problems do not readily fall within the
province of conventional psychiatry. Nonetheless, psychi-
atrists can have an jmportant role to play. Neuropsycho-
logists are trained in the assessment and management of

many ©f the problems, Put unfortunately very few are
available, and most Health Districts do not have the

benefit of their services.

Some patients with mild/moderate head injuries appear
to recover quickly. However, some have intellectual and
behavioural disorders which are not 3lyays recognised
These patients =r= i1 danger °©f losing their jobg if they
return to WoOrk too early. A case can be made out for
ensuring that they have at least one routine neuropsycho—
logical assessment .

Basic Criteria for Head Injury Services within an
Average Health District

1. Every Health District should have a written policy for

the management ©f head injury?both in the acute and
the recovery phase. This should be ypdated reqularly.
2. Statistics should be kept and reviewed regularly.
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These would include the number of , geg, severity, bed
occupancy, and some measure Of cutcome. An estimate
of head injury costs to the Health District should be made
annually. W€ guggest that this information should be
available in the annual Report of each Health District.

3. There should be a named consultant in each Health
District who would be in charge of the Head Injury
Recovery Service. He would have allocated sessional time
for this work. It might also be appropriate to identify =
consultant who would 'run' the acute head injury service.
In some instances this jOb could be undertaken by the

same consultant. Consultants from a variety of disciplines

could be involved in the Recovery Service?including
neurology, neurosurgery, psychiatry, and general medi-
cine.

4. Patients in the acute stage (the first 1-2 yweeks) require
intensive nursing and are probably best cared for where
there are other similar patients (e.g. those who are
suffering the effects of an acute stroke) .

5. Patients with significant head injury in the recovery
phase (3_30 weeks) should be managed on a ward where
the staff are fully trained. The Health District would
probably not generate sufficient head jpjyred cases to
justify = specific ward dedicated to head ipjyry. We
suggest that these patients might be 'mixed' with patients

who have suffered a stroke and other forms of allied

neurological disability (e.g. multiple sclerosis). Patients
with other disorders could be included in the rehabili-
tation ward?depending on the particular circumstances
of the hogpital.

6. Special facilities will probably Pe required for severe
behavioural and emotional problems. The District Psy—

chiatric Service should be actively involved with this
group. Specific provision should exist for the mgnage-
ment of noigy and aggressive patients.

7. Follow-up. There should be a system to ensure the
effective follow-up ©f 31l patients with = gignificant head
injury. # register should be kept of such patients. #
clinical pgychologist (preferably = neuropsychologist)
would be the gppropriate person t° supervise the long-
term care of patients with severe residual Cognitive

problems.

8. Employment. There should be facilities for the assess-
ment and re-training ©f head injured patients.

9. Day c@re- Many patients With severe residual disability

impose an enormous strain on their families. Some form

of day care facilities for this younger group ©f patients is
required. We do not think that it would be suitable for the
younger patients t° Y& managed in a2 geriatric day
hospital.

Staff

We consider it essential that there should be a named
consultant in charge of the running and development of
the Head Injury Recovery Service. We also recommend
that a psychologist should be appointed, and he/she
would work closely with the consultant. Other staff will
also need to be recruited and trained. This operation
would include social workers, remedial therapists, and

nursing staff.

Other Comments

Although the scale of the problems posed by Pead injury
can be predicted from published surveys, there is insuffi-
cient evidence to identify the features that would consti-

tute a model service. The sporadic placement of isolated

patients in wards such as general surgical and general

orthopaedic wards is yidely regarded 2= inappropriate
and has been a very considerable barrier to the conduct of

clinical research in this field. The alternatives of a general
rehabilitation ward in the District Hospital, or = District

head injury ward, or = Supra-District (or Regional) Head
Injury Unit have not yet been evaluated. There is an

urgent need for research into the Optimum organisation of
the in-patient care of head injury rehabilitation and also

into the techniques of Cognitive and behavioural therapy
employed in such units. It is essential that current Head
Injury Services are evaluated and that a detailed gystem
of audit is written into the operational policy of all head
injury units.

Many patients are helped by Headway, = voluntary
organisation concerned with the gypport ©f head injury
victims and their families. Referral to Headway Should be

made in all appropriate cases.

Visual Tmpairment

We fylly appreciate that the medical regponsibility for
problems ©of vision and hearing rests primarily with
clinical departments °©f ophthalmology and otorhinolar-
yngology. But, =5 many patients with impaired 1imb
function also have these problems, we thought it appro-
priate to include short sections on visual impairment and
defective hearing.

Visual impairment is defined as corrected vision of
lower than 6/18. The prevalence °f visual handicap was
found to be 520 pey 100,000 population[66]. AT average
Health District of 250,000 would thus generate about
1,300 visually impaired people. Five per cent occuxr under
the 5qe Of 16; 24 per cent in persons of working age, and
the remainder in g]derly and old people. Major causes are

macular degeneration, diabetic retinopathy,

91aucoma and retinal detachment.

cataract,

c]_ear]_y, each Health District will require a detection
service for preventable and treatable causes of blindness,
such as glaucoma, cataract, and diabetic retinopathy[67].
This would involve the gppropriate training ©f opticians
and general practitioners. It is assumed, also, that each
District will have ophthalmic services for the treatment of
ocular disorders, for example, cataract.

In setting up @ District Low Vision Service a close link
will need to be maintained with the Social Services
Department and with the various voluntary bodies. The

suggested basic components include the following:
1. Each Health District should have a written policy.

2. There should be a consultant ophthalmologist with

designated responsibility and sessions for the manage-
ment Of visual jmpairment. This consultant would be

expected to act as a catalyst for the getting up and
operation of the District Low Vision Service.
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3. There would be an optician with designated sessions
for the management ©°f visual impairment.

4. A Low Vision (Clinic, to which there would be open
access, including by self-referral. The Clinic would pro-
vide an assessment and fOllOW—Up service for patients with
visual handicap (both total and partial blindness), =* well
as other visual problems including hemianopia and diplo-
pia. The Clinic staff would be expected t° undertake
home assessments and to keep in regular touch with the
patients. They would give advice on gimple measures to

including those involving
The staff

of

overcome Vvisual problems,
housing, good lighting and the use of contr.ast:.
would be knowledgeable about the various types
magnifiers and telescopic lemses. Training 12 various

. : : ic fixation for
compensatory techniques, including eccentric fixatio

patients with macular degeneration, Should be available.
2 supply Ofequipment should be available for digplay and
trial by patients.

5. There should be a domiciliary service?so that elderly
and immobile patients can receive advice in their own
homes.

6. There should be a static dlsplay of equipment for the

visually handicapped.

Hearing Impairment

Taking an average hearing level of 35 dB or more over

the range 500-4000 Hz in the better hearing ear 2s
significant impairment, the prevalence ©of Such impair-
ment is around 10 pey cent in the adult population of the
UK[39], This f]‘_gure rises to 75 per cent in those over 70
years old. Significant semsorineural hearing impairment
in the newborn is found in gpproximately ©»e ©2se per
1000 live births. From these figyres it would gppear that
hearing impairment is ene of the most widespread ©f all
physical disabilities having = marked effect on the gpility
to communicate socia]_]_y and in the work p]_a_ce.

In most Health Districts, the Hearing Impairment
Service will be Organised by the local ENT Department.
The following @re some suggested criteria for the getting
up and running of District Services:

1. There should be a written District policy for the
management °f hearing impairment.

2. There should be a named consultant with designated
responsibility for hearing assessment and the provigion oF
services for hearing impairment.

3. A Hearing Assessment Clinic should be held regularly
within the Health District. Ease of access is important,
bearing in mind that much hearing impairment eceurs in
elderly people.

4. There should be a fixed site Clinic. This could, if
appropriate, be combined with other Disability Services
such as those concerned with visual impairment. The
Clinic would have several sound-proofed rooms for as-
sessment. There would be a static display of equipment
for the hearing impaired ('environmental aids'), for
example visual doorbells, television listening devices and
telephone amplifiers.

5. Clearly defined links should be established with the

Social Services Department Which is empowered ®° pro-

vide environmental aids.

6. Specific services should be available for the assessment
and management of hearing deficit in small (pre-school)
children. This will require an approprj_ate]_y trained au-
diological scientist with access to the pecegsary equip-
ment .

7. The Hearing Assessment Clinic should have facilities
for the management of tinnitus.

8. Domiciliary Services. Many deaf pegple are living in
residential homes for the g]der]ly, Others are too disabled
to easily attend clinics. There ghould, therefore, be a
domciliary service for the assessment of hearing j_mpair_
ment and the provision of aids.

9. Each Health District should have a hearing therapist
who would provide support and after-care for deaf people
(for example, running classes and yigiting people in their
homes) . The duties of the hearing therapist would include
teaching lip-reading @4 sign language, and giving advice
on environmental aids. The thergpist would also be
concerned with the education of institutional (g]d people's
homes) @nd hospital staff in ways °f communicating with
deaf people.

Communication Aids

In each Health District there are a substantial number of
patients who are unable to communicate in the normal
way. Examples of communication disorders include: cleft
palate, laryngectomy, bulbar involvement in motor neur-
one disease, and writer's crgyp. Deafness is considered
elsewhere. Many patients === be helped by electronic, o=
other devices termed 'communication aids'. Space-age
technology has had a major influence in this area, and a
large number of devices are available in a rapidly chang-
ing field.

A 1972 figure[68] ©f 1200 persons with jmpaired speech

in a population ©f 250,000 (the size of the ayerage Health
is mow thought to be an underestimate a= a
Health Dis-

District)

current review[69] suggests that the average
trict contains 800 pergong With severe communication

disorders with a further 1600 with less severe but signifi-
cant problems.

Table 3. Medical diagnoses of 193 patients referred for, and
recommended aids, at the Frenchay Communication Aids
Centre in 1984/5.

Number 3

Progressive Neurological Disease?

Motor Neurone Disease, Parkinson's Disease

and Multiple Sclerosis 68 35
Stroke 29 15
Cerebral palsy 29 15
Head injury 23 12
Miscellaneous (Including Laryngectomy and

Glossectomy) 44 23

Communication aids are of particular use to patients
whose ]anguage function is intact, but who, for some
reason, ©annot gpeak and/or write. They are not ysually
of use to patients with dysphasia, where there is a
disturbance of linguistic ability.
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The main communication systems in use are:

1. Gign and letter gystems?e.g. Peaf Alphabet, Maka-
ton, and Amarind.

2. Symbol systems?e.g. Bliss Symbolics (the patient
points to 2 symbol t° represent =» expression).

3. Low technology @ids te communication?e.g. pointing
boards, pictures and word charts.

4. Medium technology aids?e.g. Canon Communicator
and the Cambridge Lightwriter.

5. ngh technology aids for communication such as
speech synthesisers and computers.

It is clearly important that patients should not be
supplied with equipment which is ingppropriate. Each
patient must be j_ndj_vj_dually assessed and this will involve
an gnalysis of the precise type of communication defect,
physical, visual and cognitive abilities, as well as his
educational background and the prognosis of the under-

lying disease. The fo]lowing are the gyggested criteria for
an gdequate Communication Aids Service.

Recommendations
Assessment

It should be possible for all patients to be assessed by a

speech therapist, and sometimes pLy other professional

staff, including a» occupational therapist, teacher, and
sometimes an engineer.

Equipment

1. A wide range of equipment should be available for trial
purposes.

2. The patient must Dbe able to gcquire the requisite
equipment quickly. This is particularly important for
patients With rapidly progressive disorders such as motor

neurone disease.

3. Each patient and his family should be properly in-
structed in the use of the equipment .
4. Most patients require prolonged follow-up to enmsure

that their equipment i functioning properly and is the
most suitable and up-to-date device. Different aids may

be needed as the patient's environment or condition

changes.

Hospitals

Sign, letter, and hospital picture boards should be avail-
able in wards and Intensive Care Units where there are
patients with major communication difficulties?for
example, after a tracheostomy. Assessment of each situ-

ation by = speech therapist is desirable.

Regional and District Services

Ideally, all patients should be within a reasonable dis-
tance of a Centre that can provide a Communication Aids
Service. We recommend that each District should have
the ability to undertake simple assessments. More com-
plicated needs would be dealt with at a Regional Centre.
Some Health Districts should consider establishing a

mobile Communication Aids Service for patients in iso-

lated rural areas.

Regional Unit

The Regional Unit should be situated in the speech
therapy department ir a major hospital. It would ideally
have links with the yniversity, occupational therapy, and
an engineering department. It should be staffed Ly two
full-time speech therapists, and there should be some
occupatj_ona]_ therapy sessions and appropriate clerical
help_ Each Centre would have the capacity to assess
patients with a wide variety of communication disorders,
and have available a wide yypge of communication aids to
be tried out by each patient. In addition, the Centre
would hold a limited number of aids available for imme-
diate loan (whilst the equipment was bej_ng ordered from
the gppropriate firm).

Because many patients have to travel a substantial
distance?we recommend that there should be three or
four residential places (some of which could be in hostels)
so that patients could attend the Communication Aids
Centre over a number of days_ The Regional Communi -
cation Aids Centre would have an important educational
function and run courses for professional staff.

Services in Individual Health Districts

There should be a small Communication Aids Centre,
offering specific expertise, somewhere within each Health
District. In certain areas it mj_ght be possible for this
facility to be shared between Health Districts. This
limited Communication Aids facility would be contained
within a gpeech therapy department. Omne of the gpeech
therapists would be expected to have a sessional commit-
ment to the subject, and there would need to be appropri—
ate cover for sickness and leave. A small amount of
equipment would be held?including the mere commonly
used communication aids. The District Communication
Aids Centre should have a close link with the Regional
Centre. At both Regional and District ]eyels, the Com-

munication Aids Centre could be combined with a Dis-

abled 1iving Centre (gee page 173).

Funding

The setting up of a Communication Aids Service will
inevitably involve some expense. It is likely that some
additional staff will be required. Equipment for demon-
stration purposes will need to be provided. We also think
it highly desirable that each Communication Aids Centre
should hold a 'bank' of the more commonly used aids.
These could be loaned out to patients and recalled when

no longer required. Some of the chegper aids could be
purchased by patients themselves.

Aids gy be funded for individual patients by Social
Services, Manpower Services Commission, or the Edu-
catidn Department. More frequently the patient would

qualify for an gid, on consultant prescription, from the
NHS . Each Health District will have to ensure that the

necessary funds for these aids are available. A list of
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Communication Aids Centres in England 2nd Wales is

given in Appendix °-

Wheelchairs
The provision of wheelchairs is the responsibility of the
Artificial Limb and Appliance Service (ALAC), which is
the DHSS. 1In Scotland, this

directly responsible t°
q into the Health Boards. An

service has been incorporate
enquiry into the future of the ALAC Service has recently

been published[50].

Wheelchairs are provided for people of all gges
sizes, and for yidely disparate patterns ©f disease and
disability, Data collected during 1973-1976 suggest that

about two thirds of users of wheelchairs are above
5

and

retirement age; 5 per cent are in pald employment; per
cent of wheelchairs are privately acquired, and one
with

person in five will have two or more wheelchairs,

about 20 pey cent requiring non-standard chairs[70].

Figures derived from the Scottish Home and Health

Departmental]
1,000 population increased from 1.2 in 1960 to 4.0 in

indicate that the number of chairs per

1970. Recently the Report == ALAC Services in Eng-

land[50] found that 362,000 people have = wheelchair.
Most elderly use = chair once 2 day; 15 per cent were
totally reliant on the chair, using it on average for 64
hours a week. If these latter figures are accepted, the
average group practice (with = list of 10,000) will have 72
persons With a wheelchair and there will be 1,810 persons

with a wheelchair in each Health District with 250,000

people.

Audit

Fenwick [70] found that 9 pey cent of his gample were 'mot
satisfied'. Moreover, the longer = chair was used the

De a in the rovjsjon of
Y

very
more dissatisfied the user.
wheelchairs was unsatisfactory for seme people, per
cent waited for more than eight weeks .

The Association for Spina Bifida and Hydrocephalus
told the recent ALAC Review Committee that nine out of
10 of all young people With spina bifida are in wheelchairs
which are unsuitable, needing adjustment °©r repair. &
representative £rom Mary Marlborough Lodge told the
Review Committee that 10 o, cent of geverely disabled
people have wheelchairs which are unsafe or completely
unsuitable. A recent gyrvey in Leedg[72] showed that 77
per cent of hospital wheelchairs were defective; 57 per
cent had tyreg which were soft or flat, and 61 pey cent had

defective brakes. Similar results were found by Young ¢t
al. [731r

Needs of Wheelchair Users

Wheelchairs are required to fulfil = number of functions,
which include mOblllty within the home, within the
immediate vicinity of the house including the garden, and
also for Jonger distances, including travelling o and from
shops and public houses. Many patients need to be able to
travel in a car, and so will require 2 chair which can fit

into the boot. Comfort is important; some patients are
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likely t° spend = large proportion of the whole day gitting
in their chair.

A number of patients have particular problems, such
as:
1. Gross trunk ipnstability?necessitating side supports.
2. Scoliosis, requj_rj_ng a moulded cushion.
3. Hemiplegics, with only omne functional arm and leg,
have difficulty propelling the chair themselves.
4. Incontinence.

Common Problems

Experience indicates that problems with the Wheelchair
Service include:

1. slow provision.

2. Lack of instruction in ygzge and maintenance.

3. Difficulty with obtaining non-standard yheelchairs; it

can take many months to get an appropriate chair.

4. Some chairs are unsuitable for the needs of the patient.
5. Maintenance of wheelchairs in hospitals seems to be
particularly bad. Common problems include sagging
seats and backs, worn brakes and unsuitable cushions.
6. Non-NHS chairs. There is at the moment, in most

areas of the country, »° way ©f obtaining a= unbiased
assessment for a non-NHS chair.

What should be done by Health Districts?

The Wheelchair Service is currently under review but we
feel that some comments are desirable. We suggest that
Health Districts might consider the following actions:

1. Set yp a factual review of wheelchairs within the
Health District. Information would need to be collected
relating to the numbers of chairs, and the diseases
encountered. It might be he]_pful to undertake an 'in
depth'
examining such matters as:

a) How well the various mobility needs are met?e.g.

getting to the shops.
b) General guitability for the patient's needs, e.g. foot

supports, reclining back-rest, etc.
¢) HOW many wheelchairs each patient has, and whether

assessment oOf a sample of wheelchair users-»

this number zppears t° Pe appropriate.
d) State of maintenance of the chairs.
2. Within the Health District there could be a Wheelchair
Clinic attended by = doctor and an occupational thera-
pist. This Clinic should cater particularly for patients
with severe deformities who are likely to require special
chairs. Advice on non-NHS chairs should also be given at
such a Clinic.
3. Each Health District should ensure that chairs are
maintained, and gyrange for all wheelchairs to be re-
viewed at regular intervals?at least twice a year. Within
each hogpital there should be a nominated person With
responsibility for the maintenance of hospital wheel-
chairs. The Health District should consider setting up @
small workshop where all but major repairs could be
effected.
4. Health Districts should make some provision for advice

to be given o» non-Statutory chairs?particularly electric
chairs for outdoor use.
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Children

Standard wheelchairs do not always fit the patient proper-
1y. Special chairs and modifications are needed in some
cases. Chairs need to be changed frequently?because of
the yarying requirements °©f the growing and developing
child. The wheelchairs are needed for use at home and at
school, and the problems arising £rom trangporting chairs
between home and school should be remembered. The

possibility of holding an occasional Paediatric Wheelchair

Clinic should be considered.

Prosthetics and Orthotics

The term Iprogthesis' is applied t° equipment which
replaces = lost part (e.g. an artificial ]jpp), The term
'orthosis' is applied to equipment which can be attached

to the hody (e.g. = splint or collar).

Amputat jong and Prosthetics

The ALAC (prtificial Limb and appliance Centres)

Review Committee [50] reported that in 1984 there were
51,130 (285 per Health Digtrict) lower limb gpputees in
England and Wales. There were 11,813 (60 per Health
District) upper 1imb amputees i? England and Wales.
There were gpproximately 5,000 (28 per Health Digtrict)

new amputees ©3Ch year. The vast pajority ©f patients
had lost limbs as a result of peripheral vascular disease

and 78 per cent of new patients were over the age of 60.

The vast bulk of patients are thus in the older age
group, and they present With multiple problems, which
include cardio-respiratory disease, arthritis, and some-
times the effect of a stroke. Ideally, these patients need the
services of a multi-disciplinary team for the assessment
and management of multifarious disability problems. The
loss of the 1limb is only one facet of their overall problems,

At present, patients with amputations attend one of the
DHSS Artificial Limb and Appliance Centres (ALAC)
for fitting of the limb. There they are seen by = medical
officer, employed by the DHSS, who acts as an interface
between the gurgeon at the hogpital and the progthetist at
ALAC. This service was originally set up in 1945 to
provide limbs for otherwise healthy waxr veterans, whose
total number was in the order of 45,000. The Service now
has to deal with a much larger number of older patients.

Unfortunately, the training of ALLAC medical officers
has not always kept pace with recent advances, and this
criticism has been voiced by the medical officers them-
selves, amongst others. There is also widespread criticism
of the delays in the provision of limbg, and the long
waiting time the patients have to suffer at the ALACs.
Another important aspect is that there seems to be
evidence that British manufacturers have not caught up
with the technical developments in artificial limbs that
have occurred in the USA and in Europe. Also, while
most ALACS are Supplied by two or more firms prOViding
prostheses under contract to the DHSS, there are several
Centres where no choice is available as gply one firm is

represented.
Thus, there is considerable evidence that the services

for patients who have sustained the loss of a 1imb are pot,
in general, satisfactory. It seems clear that the ALAC
system requires modernisation. A Working Party was set
up by the Secretary of State to look into the present
ALAC Services and make recommendations, and this
reported inJanuary, 1986. The Report recommends the

establishment of Regional Centres where primary ampu-
tations would be undertaken wherever pOSSible. It also

envisages that the ALAC facilities would be incorporated
into a Regional Disability Centre where a whole ygnge of
disability problems could be catered for (ipcluding those

of mobility, communication, continence and special
senses) . Prosthetists would work as part of the team at the

hospital and a much wider pgnge of artificial limbs would
be available. In this y,. = hopefully, the present physical
isolation of ALAC's would be gvercome, and the Service
would be largely incorporated into the overall disability
facilities of the Region. These recommendations are yery

much in keeping with our own yiew, which we set out on
Page 166.

Orthotics

Background

The number of orthotic devices (orthoses) is large. The
commonest are gpecial footwear, spinal supports, lower
1limb splints and abdominal appliances, e.g. trusses. Less
commonly prescribed orthoses include elastic gtockings,
collars, breast prostheses and wigs.

Costs

The costs are apparently unknown, but must be very
British Qrthopaedic
(BOA) Engineering Subcommittee[74] estimated in 1978
that two million orthoses are pregcribed commercially
each yeay, The DHSS does not produce any consumption
figures and Districts do not ygyally keep detailed figures.

Private contractors supply 97 per cent of orthoses; only
2.5 per cent are gypplied by the very few hogpital
WOIkShOpS in existence.

considerable. The Association

Dissatisfaction with Orthotic Services

Criticisms include:

1. Many orthoses are old-fashioned, ugly and ill-fitting.
2. The of orthoses is often slow and erratic?

supply

particularly when the device has to be specially made .

3. Lack of competition. Most Health Authorities deal
with only one, ©r possibly two, commercial firms for the
supply °f equipment. They rely o= the orthotist employed
by the firms for advice as to the most suitable equipment.
This orthotist thus becomes partly = salesman and partly

a professional. Clearly, his main gllegiance is likely to be
to the company who employs him. So it is difficult for the

patient to obtain independent advice regarding the most
suitable orthosis.
4. There is no incentive for contractors to undertake

research and development?hence the fact that many
devices are clearly out-dated.

182 Journal of the Royal College of Physicians of London Vol. 20 No. 3 gyly 1986



Short-Term Recommendations

Ideally, the whole Service needs to be re-organised. In the

short-term, however, it will be necessary °© work with the

system as it exists, however imperfect. Only prescribers
(and patientg) ca= make sufficient demands on the gytem
to ensure that the correct equipment is Supplied on time.
This implies particularly that the prescriber (le. the
doctor) is properly informed and educated as to what
should be available and provided.

Longer-Term Action

1. The majority of orthoses will be prescribed at Pistrict

level and therefore it is clear that Districts themselves

should employ some orthotists. This will mean substan-

tially increasing the salary of orthotists so that the NHS

can compete °on equal terms with the private contractors.
Some arrangement With private contractors will have to
be made and proper audit arranged.

2. There should be a pygpey career structure for orthotists
and prosthetists within the NHS. This will involve the

development Of training facilities. Action in this area is
urgently required.

3. There should be Regional (and probably sub-Re-
gional) Orthotic Centres with appropriately equipped
workshops and equipment stores as an integral part ©f the
Regional Disability Centre. At each major Centre there
should be = digplay ©of the principal orthotic devices.

4. The Regional Centres would act as a major focus for
staff training and for research (gee below). Health Dis-
tricts at a distance from the Centre mj_ght need to
combine in the establishment of smaller satellite Centres
which would be linked organisationally with the main
Centre.

5. A consultant in digability medicine would be in charge
of the Regional Orthotics and Prosthetics Service. He
should be supported by other Health Service profession-
als, including physiotherapists, occupational therapists,
and orthotists.

6. Each Region and District should publish records of the
number and costs of orthoses gupplied each year,

7. The DHSS should gponsor research into the develop-
ment O0Of new and improved orthoses, using modern
materials and modular gygtenms. The Regional Disability
Centres, with their university links, would be the ideal
sites for such research.

Urinary Continence Service

Incontinence is defined as a condition in which involun-
tary loss of urine is a social or hygienic problem and is
objectively demonstrable. Thomas et al. [4]] estimated
that about 11,000 people (2,000 me= 3nd 9,000 women)
could be anticipated to experience ==me degree ©f urinary
incontinence in a Health District of 250,000. Of these,
1,000 would be under gupervised care, but 10,000 would
not be receiving any services. Incontinence increases with
age. Common causes include prostatic disease in men,
weakness of the pelvic floor in women, mu]_tj_p]_e sclerosis

and mental gybnormality.

The cost of incontinence, both to individuals and the
community, 1% high. Exton-Smith et al. [75] showed that
incontinence accounted for 25 per cent of nursing time on
a geriatric ward. Frost and Gullivan[76] in 1979 estimated
that the current UK market for incontinence pads and
appliances was in the order of 12 million pounds. Inconti-

nence is often a reason for patients not being accepted
into residential accommodation.

General Pprinciples for the Qperation ©f a District
Continence Service

1. Every Health District should operate 2 Continence
Service. There should be a written District policy.

2. The Continence Service should be the responsibility of
a designated consultant clinician with a particular interest
and appropriate training in the gypject. He would have
one or more designated sessions. The consultant would
frequently be = urologist, Put in some cases could come
from another digcipline, Such as gynaecology or geriat-
rics.

3. Each Health District should employ a full-time nursing
sister as a continence adviser (see below) . This person,
together with the consultant, would together b€ respon-
sible for running the District Continence Service.

4. The District Continence Service should be centred on a
permanent site. This would be manned during working
hours, and telephone enquiries would be welcomed. An
automatic telephone answering service could be in oper-
ation at other times.

5. There should be a reqular Continence Clinic in the
Health District?held as often as necessary?perhaps
weekly. This Clinic would have open access and patients
would be able to refer themselves, or could be referred by
any caring agency. The Clinic should be able to advise on
all aspects of incontinence and it should be the focus of
clinical assessment.

6. Each Health District should have a supply of basic
equipment, including catheters, pads, and incontinence
garments. These would ygyally be held at the permanent
site.

7. There should be a permanent display ©f incontinence

equipment?at the permanent site. This would include

catheters and protective garments. Links would need to
be forged with the local Disabled Living Centre, which
could also have a static display, if this were felt to be
appropriate.

8. There should be a plentiful supply of literature cover-
ing semmon topics Such as the prevention and panage-
ment of incontinence, and catheter care. This literature
should be yidely available?in the Continence Clinic and
elsewhere.

9. There should be training and educational facilities for
professional staff?nurses, doctors, medical gtudents, and
others. These facilities are probably best centred at the
District base.

10. Urological Assessment. Facilities must be available
for the expert assessment of bladder problems, usually by

a urologist. It should be poggible to get urodynamic
studies undertaken without difficulty, in order to measure

pressure changes in the bladder and urethra during the
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passage ©f urine, and yrinary flow rates. We epyigage
that the urodynamic facilities would Dbe sited in the
District Urological Centre, and they might need to be
shared between two or more Health Districts. Current

evidence is that about six patients per week will require a

urodynamic investigation[77],

11. gurgery. Facilities for yrplogical and gynaecological
surgery will be available in most Health Districts as part
of the routine health service. Facilities for the implanta-
tion of artificial sphincters should be available in a limited
number of Centres, as implantation i = very specialised
technique.

Staffing

Medical

As mentioned above?we are gyggesting that there should
be a consultant in each Health District with degignated
sessions in the management Of incontinence. He would be
responsible for:

1. Organising @nd running the Service (in conjunction
with the nursing sister).

2. producing, @nd updating at regular intervals, plans for
the District Continence Service.

3. Running a regu]_ar Continence Clinic in the District
Continence Centre.
Consultant time would need to be available for yrodyna-

mic studies.

Clinical Assistant

We suggest that the consultant input could be augmented

by one or two clinical assistant sessions ey wWeek?

depending on local needs.

Nursing

The nursing involvement will require = proper structure.
There is now an Association of Continence Advisers with
a particular responsibility for Continence Services. A

high standard of training i¢ =mew recognised =s being
necessary and the English National Board have estab-

lished a Continence course to promote this (ENB Conti-
nence Course 04]),

It is Suggested that each Health District would employ
a full-time nursing sister (Grade 1) or nursing officer, as a
continence adviser. He/she would supervise the hospital
and community care of incontinent patients. The conti-
nence adviser would work in close collaboration with the
responsible medical staff (particularly the consultant) and
would require support from resource nurses who have
also undertaken some gpecialist training, # close link
should be established with the Stoma Service in the
Health District.

Other Gtaff

The help of a gecretary and a medical physics technician

would be required (the latter to help with the rynning of
the yrodynamic assessment facilities).

Stoma Care Service

The term 'stoma' in the present context, is app]_ied to any
artificial external opening into one of the abdominal
organs. FOT practical purposes, the principal stemas are
ileostomy and colostomy for a bowel diversion, and
urinary conduit. Other forms of stoma include gastros-
tomy, jejunostomy, pharyngostomy, @nd suprapubic uri-
nary catheters.

The number of permanent ileostomies for colitis is
falling. [78] There is a male-female ratio of 1:1.2. The
numbexr of permanent colostomies for rectal cancer has
remained constant?5,510 operations in 1968 to 5,635
operations in 1980, with a male-female ratio of 1.5:1.
Thirty per cent of all stomas are constructed in emerg-
ency situations?ileostomies for acute fulminant ulcer-
ative colitis and a ygriety ©f stomas for intestinal
obstruction, trauma, and other causes.

Prevalence data are gparse. Devlin[45] estimated that
there are about 100,000 patients in England and Wales
with a permanent colostomy (i.e. approximately %75 per
general practitioner and 400 per average He2lth District).

The comparable figures £F permanent ileostomy i prob-
ably about a tenth of this figure‘ The number of urinary

conduits per Health District is not known.

Rubln[79] estimated that the average c°ost of equip_
ment for colostomy patients was ?496. This works out at
about 2200, 000 annually for each Health District (ggsum-
ing 400 patients with = colostomy per Health District).
There will be a smaller sum for patients with other types
of stoma. In addition, there are substantial staffing costs

(mainly nursing and medical) .

Present Pattern of Stoma Care

Most stoma care in the United Klngdom is hospital-
based. It has grown up in a haphazard manner, often
with one gurgeon showing = specific interest in the
problem, and perhaps having = clinical assistant to help
him run a Stoma Clinic with dedicated nurse involve-
ment. Stoma nurses are generglly hospital-based, though
extension of their activities into the community is increas-
ing. Since the early 1970's?Stoma Nurse Training
Centres have provided the ENBCC 216 Clinical Course
in Stoma Care Nurging for registered general nurses,
usually lasting eight weeks, and including the physical,
physiological, psychological and social agpects of stoma
care. Some Centres provide = shorter (eight day) course
on principles of stoma care (ENBCC 980); this course is
available for all qualified nurses .

The jmprovement in stoma care in the last 8-10 yearg
has ]_arge]_y been the result of endeavours to train nurses to

give them a greater facility for counselling @nd to provide
them with reasonable hogpital premises. There gppears t°

be a deficiency im the service?principally in the lack of
continuity that often occurs between the hogpital, where

the stoma is created, and the community, where it has to
be rrianaged. The small number of stomas in the gyerage

general practice means that few general practitioners
have direct of stoma care and are not
any knowledge

usually i = position te provide detailed advice.
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The voluntary organisations, the Ileostomy Associ-
ation, the Colostomy Welfare Group, 3nd the Ileal

Conduit Agsociation, have provided MUch support.

Other Background Information

There is yidespread recognition Of the enermous psycho-
of the establishment of a stoma.

logical consequences
advice about a number of

Patients yequire continuing
problems, including types ©f equipment, irrigation of the
bowel, avoidance of leakage, Skin protection, avoidance
of odour, diet, clothing, alcohol intake, and taking °f
medication; employment, foreign travel, sexual jctivity
pregnancy. 4 number of complications <=3» occur,
and these need to be dealt with effectively. These compli-
cations include leakage, sore skin and contact dermatitis,

and

herniation around the stoma, prolapse of the stoma,
depression and impotence. Particular problems =r< likely
to be encountered by patients who have visual problems,
defective axrm function (e.g. after a gtroke), and where
there is intellectual deterioration. Considerable expense i§
involved in the rynning of a Stoma Service. Appliances
are expensive and should be used effectively.

Suggested Criteria for the Operation of a District
Stoma Care Service

Our recommendations are very similar to those which we

have made in relation to the District Continence Service.

Indeed, we consider that there is some geope for fusing the

Certainly we think that it should be
!

possible for the two services to use the same bui]_ding and

two Services.

probably the same secretarial staff.

The overall objective is that all stoma patients should
have pre. and post-operative counselling, informed and
sympathetic medical and nursing care, and support . The
general practitioner should have an important role. He is
usually the first person t° whom the patient turns when
problems arise[80].

1. Every Health District should operate @ Stoma Care
Service. There should be a written District policy.

2. There should be a consultant with designated responsi-
bility for the running of the Stoma Care Service. The
consultant will need to give enthusiastic and informed
leadership. He will also need to develop links with other
departments, including psychiatry @nd dermatology. The
consultant input might need to be augmented by one or
two clinical assistant sessions per week .

3. There should be a full-time stoma care purge, With the
grade of sister. She, together with the consultant, would
be responsible for the operation of the District Stoma
Care Service. There is probably need for a part-time staff
nurse to provide back-up.

4. The Stoma Care Service should have a permanent
Centre within the Health District (poggibly shared with
the District Continence (Centre).

5. It will probably ke desirable to run a regular Stoma
Clinic?this would be the responsibility of the designated
consultant and the nurse.

6. Within the Stoma Centre there should be a room which
is comfortable, so that the medical staff can sit and
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counsel patients and their relatives about stoma care.
There is also need for a room where clinical examinations
can be undertaken, and this room would require sluice
facilities so that patients can be taught how to change
appliances and, for instance, irrigate = colostomy.

7. ALl patients undergoing elective colostomy ©* ileostomy
should receive pre-gperative counselling. They should be
put in touch with patients in whom the operation has been
satisfactorily completed. In this y5v ~confidence ;4 be
gained.

The Stoma Centre should hold a supply of basic
equipment and have a permanent display (as discussed in
relation to the Continence geryice), and also a supply °f
literature for lay and professional staff. The Centre would
be used for training and teaching. Careful records should
be kept of the incidence, prevalence, and type of stomas
within the Health District, and this information should be
published in the annual Report of the Health Authority.
There should be a record of equipment used, and of the
costs of running the Service.

Pressure Sores

Pressure sores are ]ife-threatening, unpleasant, socially
undesirable and expensive. It was estimated in 1973 that
hospitals were treating seme 60,000 sores annually at =
million pounds[81], & survey in
Glasgow found that 8.6 pey cent of patients in hogpital o=
community care had tissue damage, from guperficial skin
effects to necrosis and cavitation[821. A review of four
published hospital surveys found the prevalence of press-
ure sores to range from 3 to 8.8 per cent[83]. Thus it
appears that at least 5 per cent of patients in general
hospitals will have one or more sores. A gyrvey of all

cost of around 60

patients in the Bath Health District showed a prevalence
of sores in hogpital patients ©f 6.17 per cent compared
with 1.27 pey cent for patients in the community[84].
Pressure sores are an jncreasing problem with age s° that
the number of patientg at risk will ipevitably increase.

Suggested Criteria for Operation of a District Service

The current evidence indicates that preggure sores are
common, frequently preventable 2nd probably are cost-
il'lg each Health District hundreds of thousands of pounds
each year. On both humanitarian and economic grounds
we recommend that every Health District should have a
properly organised and audited Pressure Sore Prevention
and Treatment Service set yp, with the following outline
criteria?

1. There should be a written District policy for the
prevention 274 management ©f pressure seres.

2. There should be a designated member of the medical
staff in the District General Hospital who should be
knowledgeable about medical jgpects ©f pressure sore
prevention and treatment.

3. There would be a designated senior member of the
nursing staff who would have regponsibility £or running
the District Pressure Sore Service (in conjunction with the
designated member of medical staff). This person should
be properly trained and informed on all sgpects Of

185



pressure sore prevention @2n9 management, and would be
available to advise and train hospital and Community

staff. He/she should know about the various types of

weight dispersal cushions and beds.
4. Training. District and ward nurses would be expected

to have training in pressure sore prevention and manage-
ment; this would be one of the responsibilities of the
designated nurse.

5. A regular survey of the incidence and prevalence of
pressure sores, both in the hospital and in the com-
munity’ should be undertaken. The annual cost (particu_

larly of admission to hospital) to the Health District

should be calculated and reported in the District annual

Report.

6. Patients at risk of developing pressure Sores should be
identified roytinely by means of a pregsure sore prediction
system, e.g. Norton[85]. There is an grgument to Pe
made for some form of enquiry whenever a major
pressure Sore occurs. The Subject of pressure S°¥e preven-
tion has been discussed by Scales[86},

7. Plastic surgery help should be available when required‘
8. There should be a readily available supply of beds,
and yeight dispersal cushions.
commonly available equipment should be available for
demonstration and trial.

mattresses, The most

APPENDICES

1. Definitions Used Throughout The Report

Medical pDigability Services?This term is used in the
Report in relation to NHS Services that are required in
order to prevent ©r minimise disability resulting from the
disorders under discussion.

Rehabilitation?The term 'Rehabilitation' has been

used yidely £°f many years @Rd has proved te be virtually
incapable of definition. We have not found it possible to
entirely avoid using this term. However we broadly agree
with the 'Mair Report' [51 which stated:
Rehabilitation is a concept whose meaning varies
from the precise to the vague, according to individ-
ual taste, practice and experience. In the past, it

was frequently taken to mean the application of
physical methods of treatment aimed at restoring

local function and general fitness after disease or
injury. In recent times, = much broader meaning
has been given to the word, which now implies the
whole complicated process ©f the restoration of
individuals rendered unfit from any cause to a
degree of social and economic independence, within
the limits imposed by any residual restriction of
function. For the purposes of this report, the follow-
ing simple definition was adopted:

Rehabilitation implies the restoration of patients to
their fullest physj_caL mental and social capability.

2. Prevalence of Physical Disability

Estimates of the prevalence ©f physical disability and of
the numbers of disabled people in the population vary
according t° the criteria used. In an effort to standardise
definitions, the World Health Organisation has intro-
duced a Manual of Classification?the International
Classification of Impairments, Disabilities and Handi-
caps (ICIDH) [87] , This clagsification, based on the work

of Wood [88], distinguishes Petween impairment, disabil-
ity and handicap as different dimensions of the conse-

quences ©Of disease.
Impairment is defined as gpy loss or abnormality ©of
psychological, physiological or anatomical structure or

function; digsability 2= any restriction oxr lack (resulting
from an impairment) of ability to perform an activity in
the manner or within the pgpge considered normal for a
human peing; and handicap 2s = disadvantage for = given

individual, resulting from an impairment o= = disability
that limits or prevents the fulfilment of a role that is

normal (depending on age, sex, and social and cultural
factors) for that individual. The following example illus-
trates the differences between these three definitions:

A building labourer of 40 undergoes a below-knee
amputation as a result of an accident. The term 'imgpair-
ment ' refers to loss of part of the leg. The disability refers
to his inability to walk quickly or to climb ladders. The
handicap refers to the fact that he can no ]longer under-
take his previoug work because of his inability to climb
ladders.

To date, mo results have been pyblighed °f @ survey of a
large, defined population which identified impaired, dis-
abled and handicapped people using the definitions and
criteria of the ICIDH. It was pecessary, therefore, to
estimate numbers using data from surveys which used
different definitions (Table l)'

3. Evaluation of the Service Provided by

Mary Marlborough Lodge

(Based == = Report to the Oxford Regional Health
Authority; January, 1985, by G- M. Cochrane and G. L.
Hughes) .

Mary Marlborough Lodge (MMIL,) was established in
1960 as a Disabled Living Research Unit by the National

Fund for Research into Poliomyelitis and other Crippling
Diseases. In 1964 it was absorbed into the National
Health Service. The Unit was under the direction of Dr.
Philip Nichols from 1964 until his death in 1979. Dr.
George Cochrane was appointed Medical Director in
1980.

The principal function of the Unit is the assessment of
severely disabled persons, and the provision ©f appropri-
ate equipment, which is not readily available in other
Centres. A wide variety of skills are gvailable, and there is

= comprehensive Workshop.
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A study was undertaken of all new in-patients and out-

patients attending MMI. during the three month period
September to December 1983. In this period 81 new

patients were seen and 42 (52 per cent) same from outside

the Oxford Regional Health Authority. Patients were
referred from as far gway 2s Cumbria and Cornwall.

Extrapolation of the figureg for ome year gives 325 mew
referrals in a yeny Further examination of these figures
shows:

L. The Oxford Regional Health Authority itself generated
a substantial number of patients during this  study

period?equivalent to 156 annually.
2. Each gy 168 patients will have come from beyond the

Oxford Regional Health Authority catchment area. This
indicates that the need is not being met by the other

Regions.

What Diseases are Involved?

Details of the five principal diseases are given in Table 4.

Table 4. Medical diagnoses of 81 patients seen at MMI, over a
three month period.

Diagnosis Number %
Cerebral palsy 19 24
Amputees 10 12
Multiple sclerosis 710 12
Motor neurone disease 9 11
Spina bifida 9
Miscellaneous 26 32

Miscellaneous disorders (pone ©f which comprige meore
than 5 per cent of the totg]) included gtroke, muscular
skeletal conditions (e g,

dystrophy, osteoarthritis) and

spinal cord injury.

Principal Problems

Many patients were referred with a mixture of problems;

33 per cent of patients presented with five or more
difficulties. Table 5 gives details of some of the main

problems.

Recommendations Made and Advice Given

In all 412 recommendations were made?the median

number for a gingle patient being five (range 1-13). Table
6 gives details of some of the recommendations.

Particular Skills Available at MMI,

The staff are fy]ly trained in the understanding and
management ©f the problems ©f patients with multiple
handicap. Particular skills include:

1. The making and fitting of orthoses.

2. Customised geating.

3. Wheelchairs?advising == special types, alterations,
and controls.

Table 5. Patients' problems 2t MMILs (% of total).

Problem %
Wheelchairs and seating 58
Pain/weakness/joint contracture 44
Difficulty With transferring 36
Activities of daily living 30
Mobility 26
Psychological 19
Housing 16
Communication/speech 6

Table 6. Recommendations made at MML .

Recommendation Number
Wheelchair/seating 79
Medical 66
Transfer aids 51
Orthoses 27
Exercises, including limb training for amputees 26
Small aids 26
Mobile axm gsupports 7

4. Special items of equipment for personal care and
recreation.

5. Moulded thermoplastic trunk gypports.

6. Design and mounting ©f special switches for patients
with absent or defective limb control.

7. Mobile arm supports for patients with severe proximal

arm weakness.

8. Gardening for the geverely disabled.

Audit

An audit was conducted of the patients who had attended
MMIL., . At follow—up after three months, 90 per cent of
patients remained satisfied with the help that they had
received. More than 80 pey cent of the principal pro-
fessional carers were satisfied with the gervice, infor-

mation, and recommendations made.

4. Assessment and Training Facilities For
Re-learning Driving Skills

Assessment of the poggibilities for driving must be carried
out by an expert in this field whose recommendation as to
suitability te drive will be accepted by the Ljcencing
Authorities. Assessments can be provided by
branches of the British School of Motoring. If there is no
local school prepared to offer help, enquiries should be
made to the British School of Motoring, Disabled Drivers
Section, 81/87 Hartfells Road, Wimbledon,
SW19. Assessment and driving instruction courges, and

some

London

advice on conversion, are given at the Banstead Place
Mobility Centre, Park Road, Banstead, Surrey, SM73
3LE, who Specialise in the difficult case. Enquiries for
drivj_ng test and licencing should be addressed to the
Medical Officer, the Medical Advisory Branch, Depart-

ment of Trangport, Oldway Centre, Orchard gtreet,
Swansea. To claim exemption from Road Fund Tax on
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account of disability, enquiries should be addressed to the
DHSS, Department DSB, 7& Warbreck gill, Blackpool.

The introduction of Mobility Allowance has marked a
considerable advance for disabled patients who cannot
use public transport. The criteria are strict and laid down
in Leaflet [,1211/April 1983. They comprise inability o=
virtual inability to walk or to make the exertion needed to
walk, creating a life health. The
allowance is 220 per week, and this may Pe spent in any

serious risk to or

way preferred. Applj_catj_on is made on this form obtained
from the local DHSS Offices and forwarded to the

Mobility Allowance Unit, Norcross, FY5
3TA, t° arrange 2 medical assessment.
Mobilj_ty- Allowance has been mgde, clients are ellglble for
the Motability Scheme. The Motability Scheme offers
leasing or hire pyrchase of = vehicle, or purchase out-

right. Leasing can be a most effective method, for a small
car can be leased for seven years for a down payment of as

Blackpool,

If an award of

little as ?13.00 and the MObility Allowance assigned to

Motability. There is an annual insurance premium of
?80. All geryicing costs and repairs are paid by Motabi-

litY, except the first four new tyres and with a mileage
ceiling ©f 10,000 miles a year. Outright purchase s
possible on low interest rates, Put adaptations duty and
comprehensive insurance must be paid, VAT exemption,
however, is allowed on zdaptations 2t competitive rates.
There is a Disabled Drivers' Insurance Association ad-
dress; 292 Hayle Lane, Edgware, Middlesex. It is well
worth joj_nj_ng the Disabled Drivers Agsociation, which
offers benefits and advice. Its address is: Ashwell Thorpe
Hall, Ashwell Thorpe, Norwich. pNotability's address is:

Boundary House, 91/93 Charterhouse gtreet,
EC1.

London

Orange Badge Scheme

Most people in receipt of Mobility Allowance will gyalify
for the Orange Badge, which allows special parking. This
is issued by the Social Services Department. Application

should be zccompanied by a medical report. The gystem
has been much abused, and the issue of the badge is

strictly controlled.

5. Communication Aids Centres

BRISTOL Assistive Communication Aids (Centre,

Speech Therapy Department,

Frenchay Hospital,
Bristol BS16 1LE.

Tel. 0272-565656 Ext. 2140.

LONDON Communication Aids Centre,

(Speech Therapy)
Charing Cross Hospital,
Fulham Palace Road,
London W6 .

Tel. 01-7482040.

NEWCASTLE Communication Aids Centre,

Royal Victoria Infirmary,
Queen Victoria Road,

Newcastle-upon-Tyne.

Tel. 0632-325131 Ext. 455.

SANDWELL Communication Aids Centre,
Sandwell Health Authority,
Boulton Road,

West Bromwich,

West Midlands B70 6NN.

Tel. 021-553 0908.

WALES Communication Aids Centre,

Rookwood Hospital,
Fairwater Road,
Llandaff,

Cardiff.

Tel. 0222-566281.

LONDON Communication Aids Centre,

Wolfson Centre,
Mecklenburgh Square,
London WCI1N 2AT.
Tel. 01-8377618.

6. List of Demonstration Centres

CENTRE
1. Addenbrooke's Hospital, Hills Road,
Cambridge €B2 20QQ.

CONSULTANT IN CHARGE

Dr g, R. Jenner

SPECIALITY
General Rehabilitation

Rheumatology

2. Craney District General Hospital, West Dr g, A. Hicklin General Rehabilitation
Ham Drive, Crawley, Sussex RH11l 7DH Dr A. Martin Geriatric Rehabilitation
and Dr R. Bailey Geriatric Rehabilitation
Horsham Hospital, Hurst Road, Horsham,
Sussex.
3. Derbyshire Royal Infirmary, London Road, Dr C. F. Murray Leslie Rheumatology & Rehabilitation

Derby PET 2QY.

and

Derwent Hogpital, Derby, Kings Lodge
Younger Disabled Unit.

188

Orthotics & Disability Research

Rehabilitation Engineering &
Disabled Driving Centre
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10.

11.

12.

13.

14.

15.

16.

17.

18.

19.

20.

21.

22.
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Devonshire Royal Hospital, Buxtonm,
Derbyshire.

Young Disabled Unit, Withington Hospital,
West Didsbury, Manchester M20 8LR.

Wythenshaw Hospital, Southmoor Road,
Manchester M23 7LT.

Garston Manor Medical Rehabilitation

Centre, Garston, Watford, Herts. WD2

7JX.

Guy's Hospital, St
SE1l 9RT.

Thomas Street, London

Medical Rehabilitation Unit, RAF Headley
Court, Leatherhead, Surrey.

Kings College Hospital, Denmark Hill,
London SES5.

The London Hogpital, Whitechapel, London
El IBB.

Mary Marlborough Lodge, Nuffield
Orthopaedic Centre, Headington, ©xford
OX3 7LD.

Medical Rehabilitation Centre, 152 Camden
Road, London NW1 O9HL.

Middlesbrough General Hogpital, Ayresome

Green Lane, Middlesbrough, Cleveland TS5
5AZ.

Norfolk & Norwich Hospital, St.
Road, Norwich NR1 3SR.
Mundesley Hospital, Mundesley, Norfolk.
St. Michael's Hogpital, Aylsham, Norfolk.
Pinderfields General Hospital, Aberford
Road, Wakefield, Yorks WF1 4DG.
Robert Jones & Agnes Hunt, Orthopaedic
Hospital, Oswestry, Salop SY10 7AG.
Royal East Sussex Hogpital, Cambridge
Road, Hastings, Sussex.

Stephens

Royal National Hogpital for Rheumatic
Diseases, Upper Borough Walls, Bath, Avon
BA1l 1RL.

Regional Rehabilitation Unit, Salisbury
General yogpital, Odstock Branch,
Salisbury, Wilts. SP2 (opg,

Westminster Hospital, Dean Ryle Street,
London SW1 2AP.

The Wolfson Medical Rehabilitation Centre,
Atkinson Morley's Hospital, Copse Hill,
Wimbledon' London SW20.

Fazakerley Hospital, Longmoor Lane,
Liverpool L9 7AL.

Royal National Qrthopaedic Hospital, 234
Great pPortland Gtreet, London SIN 6AD.
Stanmore Branch, Brockley Hill, Stanmore,
Middx. HA7 4LP.

Dr E. P. Copp

Dr P. H. Merry
Dr H. N. Misra
Dxr A. P. H. Randle

Dr R. Grahame

Group Captain 2. F.
T redre

Dr E. B. D. Hamilton

Mxr B. Roper

Dr G. M. Cochrane

Dr F. R. Middleton

Dr j, Fordham

Dr W. G. Wenley

Dr. J, R. Burrows
Dr N. Cardoe
Dr A. A. Burt

Prof. B. T. O'Connor

Mz §. C. Gallennaugh

Dr A. K. Clarke

Dr R. M. Ellis

Prof. D. A. Brewerton

Dr D. G. Jenkins

Dr E. Williams

br C. B. Wynn Parry

3 July 1986

Rheumatic Disease:
Rehabilitation of Severe
Locomotor Disorders
Arthritis, Stroke and Geriatric
Rehabilitation

General Rehabilitation
Rehabilitation after Trauma

Residential Rehabilitation

Rheumatology

Rehabilitation of Locomotor
Disorders

Orthopaedic Rehabilitation
Rehabilitation of Hand and
Head Injuries
Rheumatology and General
Rehabilitation
Rheumatology: Joint
Replacement Surgery and
Orthopaedic Rehabilitation

The geyerely Disabled: paily
Livine?Rehabilitation Research

Unit
Day Rehabilitation Centre

Rheumatology: Rehabilitation of
Locomotor Disorders

Rehabilitation

Rheumatology Sub-Regional
Service

Neurology

Orthopaedic Rehabilitation
Rheumatology

Orthopaedic Surgery

Joint Replacement Surgery and
associated problems of
rehabilitation

Rheumatology

General Rehabilitation

Rheumatology and
Rehabilitation

Neurological Rehabilitation

Rheumatology and
Rehabilitation; Neurology
Pain

Rheumatological Rehabilitation
Orthopaedic Rehabilitation
Neurological Rehabilitation



6. List of Demonstration Centres (Continued)

CENTRE

Exeter, Devon.
24. Humberside National Demonstration Centre
in Medical Rehabilitation of the Elderly,

Kingston General Hogpital, Beverley Road,
Hull HU3 1UR.

25. Northwick Park Hospital, watford Road, Dxr A.
Harrow, Middx. HAIL 377,
26. Newmarket General Hospital, Exning Road, Dr

Newmarket’ suffolk cBs8 7JG.

27. Rehabilitation Unit of Western District of
Leeds, plus Younger Disabled Unit, plus
William Merritt Aids Centre.
Correspondence to: Leeds General
Infirmary, Great George Street, Leeds LST
3EX. Tel. 0532-4322799.

28. Queen Mary's Hospital, Roehampton, Dxr
London SW15 5PN.

29. Rookwood Hospital, Fairwater Road,
Llandaff, Cardiff CF5 2YN.

CONSULTANT IN CHARGE

23. Royal Devon & Exeter Hospital, Heavitree, Dr 7,

Dr 7, McV Loudon

Frank

B. Hazleman

Dr M. Anne Chamberlain

Dr g, C.

SPECIALITY
Watkins Geriatric Medicine and
Rehabilitation in the Elderly

Geriatric Medicine

Childhood and Adult Rheumatic
Disorders. Provision of a Service
to the Health District including
Domiciliary and Coronary
Rehabilitation

Rehabilitation of Rheumatic
Diseases

Rheumatology and
Rehabilitation

M. Gurwen Rheumatology and
Rehabilitation

Chawla Neurological Rehabilitation

Neurosurgical Rehabilitation

7. Some Useful Addresses from the Digability Rights Handbook

British Sports Association for the Disabled: Hayward
House, Barnard (Crescent, Aylesbury, Bucks. HP21
8PP. Tel. 0296-27889.

DEMAND (Design and Manufacture for Disability): 99
Leman Street, London E1 8EY. Tel. 01-488 9869.

Disabled Drivers Association: Aghwellthorpe Hall,
Ashwellthorpe, Norwich NR6&6 1EX. Tel. 050-841
449.

Disability Alliance: 25 Denmark Street, London WC2H
8NJ.

Disabled Living Foundation: 380-384 Harrow Road,
London W9 2HU. Tel. 01-289 6111.

Disablement Income Group: Attlee House, 28
Commercial Street, London El 6LR.

Leonard Cheshire Foundation: 26-29 Maunsel Street,
London SW1P 20N. Tel. 01-828 1822.

Motability: Boundary House, 91-93 Charterhouse
Street, London EC1l M6BT. Tel. 01-253 1211.

National Bureau for Handicapped Students: 40
Brunswick Square, London WCI1IN 1AZ. Tel. 01-278
3450/3459.

PHAB: Tavistock House North (2pd Floor), Tavistock
Square, London WCI1H 9HX. Tel. 01-388 1693.

John Grooms Association for the Disabled: 10
Gloucester Drive, Finsbury Park, London N4 2LP.
Tel. 01-802 7272.

Radar: 25 Mortimer Street, London WIN 8AB. Tel.
01-637 5400.

REMAP (Rehabilitation Engineering Movement
Advisory Panels): 25 Mortimer Street, London WIN
8AB. Tel. 01-637 5400.

Riding for the Disabled Association: Avenue 'R',
National Agricultural Centre, Kenilworth, Warks.
Tel. 0203-56107.

Royal National Institute for the Blind: 224 Great
Portland Street, London WIN 6AA. Tel. 01-388
1266.

Royal National Institute for the Deaf: 105 Gower
Street, London WCI1E 6AH. Tel. 01-387 8033.

SPOD (Sexual and Personal Relationships of the
Disabled): 286 Camden Road, London N7 (QBJ, Tel.
01-607 8851/2.

Winged Fellowship Trust Holidays for Disabled people:
Angel House, Pentonville Road, London N1 9XD.
Tel. 01-833 2594.

Note: The Digahility Rights Handbook is published each
November, and has a comprehensive 15t of organisations,
including those for particular conditions. It is available from
the Disability Alliance.
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SUMMARY

This Report puts forward a plan for the management of

physical disability. It recognises that the subject is admin-
istratively complex and that many different organisa-
tions, including Social Services, are involved. The Report
concentrates ypon the role of the NHS in generall and
upon the position ©f physicians ™ particular. .

The Report starts by reviewing seome of the evidence
that services for the physically disabled are in many
respects deficient. The evidence includes accounts given
by disabled pepople themselves, the fact that many patients
are 'followed-up' by inexperienced junior hospital staff,
and the lack of agreed standards of provision in many
areas (gee Section 3} such as pregsure sores, incontinence,
wheelchairs, and the care of head injured patients. Dis-
between the zges of 15 and 65 are identified
and Geriatric
ad

abled people
as requiring particular attention (paediatric
Services probably cater reasonably well for the young an
the g]q), The 'size' of the problem ©f physical disability *¢
examined. For instance, the average Health District (of
250,000 persons) will contain 25,000 physically disabled
people, of whom g, 250 will be geverely, ¥ very severely
disabled; and 1,800 will have a wheelchair; 40 per cent of
disabled people are under the age of 65.

The Working Party on Rehabilitation Medicine of the
Royal College ©f Physicians (1978) w=s ©f the opinion
that rehabilitation is an integral part of total patient care,
and is therefore the concexn of all clinicians. The implica-
tion of this view is that Medical Digability Services should
be developed without = major specialty Of Rehabilitation
or its gquivalent, Such as exists in most western countries.

The Report explores the practical implications of this
principle in the light of evidence discussed above.

Research (Page 168)

There is a need for a major eXpansion of research.
Priority areas include epidemiology (particularly of head
injury), the physiology of recovery, and the evaluation of
equipment, rehabilitation techniques, and different yays
of providing care. We recommend particularly the setting
up ©f units capable Of investigating the many problems ©f

neurological disability. Regional Disability Units should
be jmportant Centres of research.

Regional Services (Page 166)

Some Services will need to be organised at Regiona]_ level,
some at District level, and, in other situations, two oxr
three Health Districts may combine in the setting up of
services. The principles involved are intended to be firm
enough t° provide = minimum standard of care, but
sufficiently flexible to allow for local circumstances.

We recommend the getting up ©f @ Regional Disability
Unit in each Region in England and one in Wales. We
agree With the ATLAC Review Committee that it would be
sensible to jncorporate the functions of the ALACSs into
the Regional Disability Units. Each Unit would form
close links with Health Districts in its Regj_on’ and would
form an jmportant focus for the development °f Regional
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Disability Services. The Units would have research and
training functions and would be attached to a major
District General Hospital with, ideally, links with the
medical school and/or university. Each Unit would in-
clude on its staff the equivalent ©of two full-time consult-
ants in Disability Medicine. The functions that we
envisage for the Unit are as follows:

1. The assessment of severely disabled patients?es_
pecially those with pqyltiple problems.

2. Orthotics, Prosthetics and difficult Wheelchair prob—

lems. Appropriate workshops would be provided.

3. The Unit could include a Disabled LiVil’lg Centre,
where a wide variety of equipment is available for
inspection and trial.

4. The Regional Communication Aids Centre could be
included.

5. The Unit might incorporate e management ©f certain
specific clinical disorders, such as gpinal injury and/or
stroke disability.

District Services (Page 166)

1. Information, Health Districts should maintain an up-to-
date data base of facilities for the phygically disabled
locally. & booklet should be produced annually.

2. Generic services. Certain gpecific services (g g, a District
Continence Gervice) should be provided and minimum
standards should be attained and maintained.

3. Domiciliary Services. Each Health District should ensure
that there are gdequate numbers of therapists and district
nurses Who are properly trained in the management of
disability. These community workers should collaborate
closely with general practitioners.

4. Medical gtaffing.
(a) Consultants. We recommend that in each Health

District there should be 10-11 disability sessions held by
two or more consultants practising i? = variety °F special-
ities (e.g. general medicine or neurology) . Each consult-
ant would have certain specific designated
responsibilities.

(b) Community Physicians. We see @ important role for a
community physician who would be involved in ¢o]llecting
and analysing data and acting @s =« co-ordinator for
certain clinical groups (particularly the disabled school
leaver). We envisage that the community physician and
consultants with Medical Disability sessions would work
closely together.

(c) Genmeral practitioners. The GP has a vital ¢o-ordinating
and gypportive function. This role is payticylarly import-
ant if the principle ©f maintaining disabled pegple in the
community, rather than in residential gre, 1s to be
implemented. He should be able to 1plyg in' gagily to the

wide variety of Disability Services provided within and
outside the District.

Generic Services (page 173)

The term Generic Services is used in respect of those
services which are likely to be used by a vyariety of
disabled patients, which are not ObViOUSly the responsi—
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bility of = particular specialty. We have identified 15
specific areas:

1. Disabled Living Centres.

2. Housing, Housing Modifications and Re-Housing.

3. The Physically Disabled School Leaver.

4 Support Services for Younger Severely Disabled and
Handicapped People.

- Driving for the Disabled.

Sexual Counselling.

Head Injury Services.

Visual Tmpairment.

Hearing Impairment.
10. Communication Aids.

11. Wheelchairs.
12. Prosthetics and Orthotics.

13. Urinary Continence Service.
14. Stoma Care Service.

W ©® a9 o w

15. Pressure Sores.
For each of the 15 areas we have suggested some basic

professional standards which can be used as a basis for

audit. We anticipate that the establishment of these

Services will make it easier for doctors to care effectively

for disabled patients under their care. Some of the

principles underlying these Generic Services include the

following:

1. There should be a written agreed District pOliCy.

2. There should be a series of gigple audit criteria.

3. Areas of defined responsibility should be identified

(e_g. a Consultant in charge of the District Continence

Service) .

4., For certain services (e_g‘ Continence and Stoma Care)

there should be a permanent District site where clinics are

held, equipment is available for trial and inspection, and

where advice can be obtained and training given.

5. A plentiful supply of literature should be available for

patients, relatives and professional staff.

6. Domiciliary facilities should be available for house-

bound patients relating to, for example,

hearing impairment.
7. Certain basic records and statistics should be kept (e.g.

visual and

the number of pregsure sores, and patients With a gignifi-
cant head injury occurring within the Health Digtrict).

Medical gtaffing (Page 170)

The Committee makes its recommendations on the prj_n_

ciple that each doctor is regponsible £or dealing effectively

with the digability problems ©f patients under his care.
Nonethelegsg, it is felt that certain defined consultant

sessions in Disability Medicine should be established:
1. Consultant Posts

a) Posts with Digability =s the principal component. We
recommend that each Region should have two full-time,

or equivalent, consultants practising in disability medi-
cine. Their main work would be at Regional Disability
Units.

b) Each Health District should have 10-11 consultant
disabiity sessions which would be held by two or more

consultants from a yariety ©f gpecialties. We anticipate
that these consultants would seek dual accreditation (e'g.

neurology @nd disability medicine).
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¢) In each Health District there would be a community
physician with gpecific responsibility for certain agpects of
Disability Services.

3. Training

2 certain number of 'one-off senior registrar training
posts Will need to be created in order to achieve a target of
30-35 full-time consultants in disability medicine within
five

years. Once these consultant posts have been filled,

then there will need to be a smaller number of permanent
senior yregistrar posts.

A substantial number of posts involving dual training
are required (e.g. general medicine and gisahility).

The SAC's are asked to draw up training schedules as a

matter of urgency.

Undergraduate @nd Postgraduate Education
(Page 171)

The management ©f disability should be an iptegral part
of all yndergraduate and postgraduate training pro-

The practical implications of these recommen-
include ensuring that examinations include

grammes .
dations

questions relating to disability, and the inclusion of the

subject in vocational training schemes for genera]_ prac-
titioners, and in medical textbooks.

Organisation @nd Administration (page 169)

We consider that there should be a formal Committee

structure at both Regional and District levels. Annual

reports would be drawn yp by Disability Committees,
and these would be submitted to District and Regional

managers .
draw yp short- and ]ong-term plans.

The Committees would also be expected to

Timetable (Page 171)

WE suggest 2 five_year timetable. At the end of this time
the principal recommendations in this Report should

have been jmplemented. # major review of Disability
Services should be undertaken in the early 1990's.

Audit (page 172)

This document contains a number of audit standards by

which the quality of Disability Services can be judged.
'Internal' audit would be conducted by District and

Regional managers. audit would probably
need to be undertaken by some outside body not funded
by the NHS.

'External’

Costs and Resources (Page 172)

Because existing patterns Of care vary from Region te

Region, no attempt has been made to 'cost' the proposals
outlined in this document. We make the following points:

1. The current level of investment in Medical Digability
Services is low.

2. It jg essential to emsure that money 18 effectively spent
(e.g. prevention and early treatment Of pregsure sores
may Pe cheaper than lengthy stays in hospital).

3. Physical disability should be recognised by the DHSS
as an area for top priority funding.
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