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Care of a severely handicapped person over eight
years: implications for the future pattern of
community care
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hygiene, eating and drinking, maintaining joint movement, main-
taining physical health and mobility. There are also psychological
problems: isolation and demands made on others.

SUMMARY This case report describes eight years practical
experience of community support for a quadriplegic woman
with progressive multiple sclerosis. Key factors in avoiding
institutional care were the close collaboration between
general practitioner, hospital consultant and social services,
and the recognition by the doctors that the social dimen-
sion was the dominant requirement for support. Other im-
portant points were the identification of one key worker from
the many professionals involved, and the use of separate
NHS and social service funds to employ care attendants. This
funding allowed community nurses to utilize their profes-
sional skills while the care attendants solved the problems
of dependency. The mechanisms of community support for
the individual are discussed in the light of proposed changes
in the organization of care for the disabled.

Introduction
W HILE current reviewsl" emphasize the problems posed in
v vproviding community support for the elderly, mentally

handicapped and mentally ill, the Griffiths report3 pointed out
that 'younger severely handicapped people are also surviving
longer with considerable care needs' Recent reports have em-
phasized the lack of good provision made for younger physically
handicapped people45 who are often neglected.6

This paper describes the community care of a young, severe-
ly physically handicapped person. Study of individual cases in
this way helps to give a clinical foundation to policy documents
and management strategies which are often based on theoretical
grounds.

Medical and social history
The patient is now aged 47 years with progressive multiple
sclerosis. She presented in 1968 with visual and urinary problems
and the diagnosis was made in 1971; the disease has progressed
through paraplegia to a total quadriplegia. There is no intellec-
tual impairment.
The patient was divorced in 1976 and she lives with her

daughter now aged 19 years. They live in a council house which
has been heavily modified for the mother's use. She is entirely
dependent on others for regular turning in bed, all movement,
washing, dressing or feeding. Bladder and bowel function re-
quire specific care.
The main social problems are: housing, maintaining the family

unit because of her young daughter, cooking, shopping, bill pay-
ing, holidays and mobility. The main medical problems are:
pressure sores, bladder care, bowel management, personal
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Management

Crisis point
In 1980 the patient, then aged 38 years, developed a large ischial
sore which did not heal despite surgical and medical interven-
tion. At that time it was estimated that 80 hours per week were
committed to her support mostly by the community nursing ser-
vice but also by social services.7 This included increasing
periods of time related to the frequent demands for services
which the professionals felt were inappropriate, for example
feeding the cat. In addition two calls were made to the patient
every night by the nursing service.

In 1981 a crisis was looming, because of the considerable stress
among the professions involved with caring for the woman. Inter-
professional problems were experienced on a daily basis. It was
realized that if a strategy of care at home could not be devised
the patient would require prolonged hospital care with foster
care for the daughter, then aged nine years old.
Many case conferences were held with senior representatives

from all the professions involved. An analysis of the patient's
needs during a 24 hour period enabled the problems to be defin-
ed (Table 1) and possible solutions to be outlined. This showed
that she could be safely left at home for periods of three hours
per day without assistance. Transfers, mobility and food prepara-
tion and feeding could all be met by suitably trained members
of the social services team - care attendants. The family unit
(mother and daughter) could thus be maintained within the
community.

Care plan
A plan involving close liaison of home care workers, care atten-
dants and community nursing services was devised (Table 1).8
This plan allowed the patient to be moved at regular intervals
and ensured that she was not left alone for longer than three
hours,9 thus avoiding the isolation which had contributed to
frequent calls previously being made on carers (usually nurses).

It was found helpful to have the advice of a person removed
from the everyday care of the patient - in this case a consul-
tant in rehabilitation. The outside expert helped the patient to
understand that frequent demands on the caring agencies could
result in her requiring admission to a unit for young disabled
people, with the consequent break up of the family. This was
helpful in negotiating and implementing the care plan.

Conferences between doctors and social service managers
helped coordination on the political front and practical coor-
dination was aided by regular meetings between the social ser-
vices key worker and district nurse. The key worker was the pro-
fessional worker identified to be responsible for the coordina-
tion of team activities and for communication between all pro-
fessionals involved in health and social services. This avoided
differing messages being given by various workers, and helped
maintain cooperation between team members. The case con-
ferences facilitated communication and provided encouragement
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Table 1. Solutions to the medical and social problems of one disabled
woman.

Problem Solutions

Medical
Pressure sore Low air loss bed, Roho wheelchair

cushion. Daily dressing by district
nurse

Bladder care Indwelling urinary catheter; bag
emptied by care attendant

Bowel management District nurse manages twice
weekly

Turning at night District nurse calls twice each night
Maintaining joint Domiciliary physiotherapist visits
movement twice weekly

Personal hygiene Practical help provided 3 hourly by
Eating and drinkingl carefully coordinated programme

of timed visits by district nurse,
home care worker and care
attendant

Social
Housing Council bought house and social

services installed wheelchair lift
and carried out numerous minor
adaptations and major structural
alterations.

Young daughter Largely independent. Care attendant
helps with getting off to school.
Close mother/daughter
relationship maintained.

Cooking, shopping, Home care team (care attendant and
paying bills home care worker) manage

Holidays Annual holiday and regular meetings
with the MS society

Mobility Care attendant transfers from bed
to chair using electric hoist.
Electric client-operated
wheelchair. Stepmaster provided
to cope with front door steps

to the various helpers who were becoming unable to cope with
the increasing problems of this patient.

Outcome
Since 1982 the ischial sore has broken down on only two occa-
sions, necessitating bed rest for the patient at home on her low
air loss bed. Figure I shows that the number of days that the
woman spent as an inpatient have decreased after the introduc-
tion of the new strategy.

There have been problems, however. Working in a large team
has meant that it is not always possible to maintain the morale
of field workers. Indeed in April 1986 hospital admission was
arranged because of stress within the team of community
workers. It was felt that a short planned hospital admission
would avoid long term problems.

Following the successful implementation of the care plan three
has been discussion about terminal care, place of death and
about who would care for the daughter during and after the
mother's death.

Discussion
The problems encountered with providing care in the community
for this individual were multiple; there were no easy solutions
and no satisfactory endpoint. Care at home would be ongoing,
would involve many workers and might mean increasing com-
mitments. Admission to hospital or a unit for the young disabl-
ed would be against the patient's wishes and would cause pro-
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Figure 1. Hospital utilization of a patient with progressive multiple
sclerosis before and after the introduction of the 'care attendant
scheme'.

blems for the family unit. The skill and time of many different
professionals were needed from both the health services (com-
munity nurses, general practitioner, and hospital) and social ser-
vices (care attendants, disabled living advisers [occupational
therapists] and social workers). Such plans are needed for many
severely handicapped people.'0
These plans were complex because of the patient's multiple

disabilities and the number of people involved in her care. This
case study illustrates that a carefully formulated strategy is essen-
tial in the care of any person for whom good teamwork is
necessary for continued community care.

Key factors in the development of good interprofessional rela-
tionships were an appreciation by health professionals of the
dominant nature of the social dimension of her care and the
willingness of medical staff to work with the social services
management." This guaranteed support for the community
workers when required by both the general practitioner and the
hospital. It also facilitated the generation of financial support
from the health service which was required to support the fman-
cial contribution from social services (each agency provided half
the funding for the care attendants). In this instance, joint
funds3 were not used although subsequently extensive use has
been made of this form of financing for various care attendant
schemes. 12
As part of a multidisciplinary team, the general practitioner

needs to be positively involved in the identification and care of
disabled patients.'3 The Griffiths report identified general prac-
titioners as playing a crucial role in this area, a role which may
not always be recognized.'4 General practitioners have existing
relationships with the primary care team, social services and with
the patient. However, severe disability has profound effects on
existing personal relationships and the formation of new ones.
These problems may affect relationships between client and pro-
fessionals and between professionals, and can adversely affect
good team functioning.

This case demonstrates that given adequate resources, the
primary health care team can manage severe bed sores in a severe-
ly disabled person at home. Many disabled people have to ac-
cept residential care because they are unable to gather the in-
tensive support they require to remain at home." The relevant
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medical and social services often lack coordination and have
little clear sense of direction."'16 The case conferences enabled
the four criteria of good community care to be met by defining
objectives, involving all agencies, using the best professional ad-
vice and utilizing all community resources.2
The fact that this individual's community care required capital

expenditure on a special bed illustrates the importance of a
capital budget in support of the primary care team. It has been
estimated that the total cost of the combined 'package of health
and social services in cases such as this are considerably more
than the cost of residential care) 7 This was not predicted by the
Griffiths report. However, there are likely to be substantial reduc-
tions in admissions to the acute sector and this poses the pro-
blem that the savings acruing to one budget may be at the ex-
pense of another.'2 The government proposals on the future of
community care simplify some of the administrative problems
but resources will still be fragmented. However, local authorities
may be more willing to provide care attendants in future rather
than carry the cost of residential home care for severely handi-
capped people.
As a result of the successful support strategy for this patient

the 'care attendant model' has been used to assist other younger
disabled people in Harrow to maintain their independence within
the community, thus illustrating how the care of one individual
by interested clinical staff can contribute to the development of
general management strategies.
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