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Survey of carers of elderly patients discharged
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SUMMARY As part of a study to determine reasons for early
unplanned readmission of elderly patients to hospital, the
problems experienced by the carers of two groups of patients
aged 65 years and over were analysed. Carers of 100 pa-
tients who had been readmitted in an emergency and 93
control patients were interviewed. The majority of carers
were aged 60 year or over and two thirds were women. Forty
one per cent of the carers were the patient's spouse. Forty
per cent of the carers did not live with the patient. Many
of the carers had been attending to the personal and
domestic needs of their dependants for a considerable time.
Carers complained about the effect the task had on their own
health and the high levels of frustration experienced. Carer
problems were important principal and contributory reasons
for readmission. Carers of readmitted patients experienced
more problems, frustrations and concerns than the carers
of control patients. It is suggested that communication bet-
ween professionals and carers should be improved, and, in

particular, that the needs of carers should be assessed before
discharge of patients from hospital.

Introduction
THE stated policy of the Department of Health is that elderly

people should be cared for at home in the community if
at all possible and it is apparent that the family is seen to be
the main source of such care.' An investigation of carers in the
community found that they supported elderly dependants at
great cost to themselves and without adequate support from
community services.2

During a study to determine reasons for early unplanned read-
mission of elderly patients to hospital, we examined the con-
tribution made by the main carers to the successful resettlement
of patients back into the community.3 This paper presents the
findings in relation to these carers and highlights those factors
which may have an adverse effect on a carer's ability to cope.

Method
A total of 266 patients aged 65 year and over who had recently
been discharged from hospital formed the total group. This con-
sisted of 133 randomly selected patients from all specialties who
were readmitted in emergency within 28 days of discharge and
a matching control group of 133 patients who were not read-
mitted. Each patient was interviewed and also the principal carer
if one was available. Eight patients (two study and six control)
were living in homes for elderly people. As the aim was to study
the problems of carers looking after old people in their own
homes these people were classified as having no principal com-
munity carer. The reasons for the difference in outcome in the

two groups and a full description of the methodology is given
elsewhere.3 The group was representative of the local popula-
tion of elderly patients admitted to hospital in the main
demographic indices.

Carers were present for 114 (8607) patients who were subse-
quently readmitted to hospital (study group) and 103 (77 To) pa-
tients who were not readmitted; although this difference is not
statistically significant it is noteworthy. A total of 193 interviews
with carers took place: 100 involved readmitted patients and 93
control (non-readmitted) patients. The reasons for failure to ob-
tain interviews were carer refusal (seven), patient refusal to allow
carer to be interviewed (11) and inability to make contact (six).

Results

Characteristics of carers

Forty three per cent of the 100 carers of readmitted patients did
not live with the person they looked after, compared with 38%
of the 93 carers of control patients.
Over half the carers (5407o) were aged 60 years or over, and

29%7o were between the ages of 70 and 79 years (Thble 1); there
were no significant differences in age distribution between con-
trol and readmitted group carers. The proportions of carers who
were men rose in relation to increasing age (Thble 1). Eighty carers
were married to their dependant: 37q7o of the readmitted patients'
carers and 46%o of the control patients' carers.

Nearly a third (32%o) of all carers had either a full- or part-
time job. The carer's occupation or carer's spouse's occupation
showed that the greatest proportion of carers were of social class
3M (43%o), with fewer of the carers of readmitted patients in
this group than control carers (3807o versus 47%7o).-
Almost half the carers (48%o) reported having a long stan-

ding illness or disability; more of the readmitted group than con-
trol group carers (547o versus 42%o). The majority of carers
(57 7o) assessed their health as 'good' and 9%o said that they were
in 'poor health' There was little difference between the two
groups in this respect.

Frequency of visits by carers

Of 78 carers who did not live with the person they looked after,
37 (47%o) visited the patient at least once a day and 19 (24%o)
visited more than once each day. Only three control carers called
infrequently. Sometimes the carers lived in another locality and
for 10 people the journey to the patient's home took over 30
minutes. Of the 43 carers of readmitted patients who did not

Table 1. Age-sex distribution of carers.

Number (%) of carers Total
number of

Age (years) Men Women carers

<40 2 (15) 11 (85) 13
40-49 7 (19) 30 (81) 37
50-59 10 (26) 28 (74) 38
60-69 12 (34) 23 (66) 35
70-79 26 (46) 31 (54) 57
>80 6 (46) 7 (54) 13

Total 63 (33) 130 (67) 193

2 = 11.1,df = 5,P<O.05.
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live with the patient, 24 (56%) visited at least once a day; 17
(40q7o) said that looking after the elderly person caused problems
in their own home and six said that their own family life had
been destroyed at the expense of meeting the patient's needs.
Of the 35 control carers who did not live with the patient 13
(37/o) visited at least once a day and seven said it caused
problems for them at home.

Tasks performed by carers
Seventy one per cent of the carers of the readmitted group were
involved in at least one intimate task (dressing, bathing, washing,
coping with faecal or urinary incontinence and changing col-
ostomy bags) compared with 47'01 of the control carers. Of the
15 carers who were involved in extensive care, that is helping with
five or all of the above tasks, 12 cared for readmitted patients
and only three cared for controls. Carers of readmitted patients
had been seeing to these needs sometimes for a considerable
length of time, up to a maximum of 19 years.

Carers of readmitted patients were far more likely than con-
trol carers to be involved in dressing the elderly patients and
in getting them up in the morning and putting them to bed (54%o
versus 3101o) (2 = 9.3, df = 1, P0.01). They were also more
likely than control carers to include washing the patient as part
of their regular care (4901o versus 33%7o) (X2 = 4.3, df = 1,
P0.05). Twenty one per cent of the carers of readmitted patients
and 110o of the control carers were coping with the frequent
changes of laundry required because of the elderly person's in-
continence of urine. More carers of readmitted patients were
managing faecal incontinence (2601o versus 11=1o)(2 = 6.4,
df = 1, P<0.05). This was the most distressing problem of all
for carers.

Fifty eight per cent of carers of readmitted patients looked
after practical household tasks (cooking, shopping and
housework) as did 56%o of the control carers. There was little
difference between the two groups in the time they had been
responsible for these tasks, the means being between three years
and three years six months. There was also no difference in the
range. Eleven out of the 12 carers of readmitted patients who
cared extensively for the patient's more intimate tasks also at-
tended to these household tasks, as did one of the three control
carers. Eight of the carers of readmitted patients and 10 con-
trol carers had been looking after the elderly patient for bet-
ween eight and 19 years. One control carer had attended to all
the patient's needs for almost nine years and one carer of a re-
admitted patient had done so for more than 19 years.

Effects on health of carers
Fifty four per cent of all the carers of readmitted patients when
asked directly said their own health had been affected by the
task compared with 37%o of the control group (P<0.05). For both
groups of carers the most frequent comments were about the
general strain of caring for the patient, resulting in problems
with anxiety, fatigue and depression (4807o and 32%o respective-
ly said they were fatigued) (Table 2). The next most frequent
factor which affected health was the continuous tie and unremit-
ting pressure of the patient's needs. Six carers of readmitted pa-
tients said their health had been affected to such an extent that
they were unable to continue looking after the patient and in
one of these cases this fact was a principal reason for readmis-
sion of the patient. Seven carers of readmitted patients felt their
health had been adversely affected by having to cope with
patients' incontinence.

Frustrations of carers
There was a highly significant difference between the two groups
of carers in reported frustrations; 67% of all carers of readmit-

Table 2. Carers' comments about the aspects of caring which
affected their health.

Percentage of respondentsa

Aspects of caring which Study Control Total
affect health (n = 100) (n = 93) (n = 193)

General strain of caring,
resulting in:

Fatigue 48 32 40
Disturbed sleep 12 5 9

Continuous pressure of
patient's needs 16 13 15

Problems of physical work,
eg lifting 10 8 9

Problems of patient's
behaviour, eg aggression 9 3 6

Missing practical support
of patient 7 4 6

Coping with patient's
distress 7 2 5

Coping with patient's
incontinence 7 0 4

Adverse effects on own
family 4 1 3

a Respondents could make more than one comment. n = total number of
respondents.

ted patients said they felt frustrated compared with 3701o of the
control carers (X2 = 16.7, df = 1, P<0.001). Comments most
often made by both groups were about being tied by the unremit-
ting demands of the patient at the expense of their own needs
for personal space (4401o versus 270o) (Table 3). Dissatisfaction
about the hospital's management of the patient's medical con-
dition and follow-up support, followed by the exhaustion of car-
ing for the patient were the next most common causes of frustra-
tion. Nineteen per cent of the carers of readmitted patients were
frustrated about the difference between their perception of the
severity of the patient's condition and the hospital staff's assess-
ment; this applied to only 4% of the control carers. Although
these cases were few, carers who perceived such inconsistency
had a very heightened sense of frustration. They felt the hospital
staff were underestimating the severity of the patient's condi-
tion and that both the patient and the carer were deprived of
much needed care and support. Carers also felt helpless when
they perceived that the patient's placement was inappropriate,
for instance in a ward with patients suffering from senile
dementia or when they thought the hospital staff were insensitive.

Concerns of carers
Twelve per cent of carers of readmitted patients and 40/o of con-
trol carers said that the elderly people they looked after had
neglected themselves to such an extent that their health was in
danger. Eighteen per cent of the carers of readmitted patients
and llWo of the control carers were very concerned about the
high risk of a dangerous accident occurring or the elderly per-
son over- or under-dosing themselves with prescribed drugs. A
few of the carers had to contend with unpredictable behaviour.
This applied to six readmitted patients and two control patients.
Nearly one quarter of the total group of carers had communica-
tion difficulties with their patients and this applied more often
with the readmitted patients (3107o versus 1401o) (X2 = 7.0, df
= 1, P<0.01). Almost one third of the carers said that their sleep
had been disturbed by getting up to see the patient.
Again this was true more often for the readmitted group (370o

versus 2401o) (X2 = 3.4, df = 1, P<0.05). Both groups of
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Table 3. Carers' comments about the frustration of caring.
-4

Percentage of respondents8

Study Control Total
Reasons for frustration (n = 100) (n = 93) (n = 193)

Continuous pressure of
patient's needs 44 27 36

Dissatisfaction with medical
care in hospital 29 11 20

Own tension and nervous
exhaustion 23 15 19

Inconsistency between
professionals' and carer's
perceptions of patient's
condition 19 4 12

Dissatisfaction with hospital
conditions, eg inapprop-
riate ward 13 4 9

Uncertainty of patient's
prognosis 13 4 9

Problems of patient's
behaviour, eg aggression 10 6 8

Problems of physical work,
eg lifting 11 3 7

Dissatisfaction with GP 11 2 7
Lack of support from

family 5 4 5
General helplessness 7 1 4
Adverse effects on own

family 6 2 4
Coping with patient's

incontinence 6 1 4
Missing practical support

of patient 6 0 3
Otherb 5 2 4

a Respondents could make more than one comment. b Includes: problems
at work, unable to find suitable accommodation for patient, positive aspects.
n = total number of respondents.

carers were asked to make some general comments about their
main concerns when looking after their elderly dependants (Table
4). The main concerns for both groups were lack of knowledge
about the prognosis for the patient's condition and concern
about the patient's vulnerability and distress.

Other comments included being taken for granted, patients'
excessive expectations, the tension and responsibility of caring
and the continuous pressure of caring, physical difficulties such
as lifting the patient, other illness in the family and pressure
from hospital staff to look after the patient.

Readmission owing to inability to cope
Carers' inability to cope was considered to be the principal reason
for readmission in 19 (14%) of 133 cases. In general the period
between discharge and readmission of these elderly patients was
short - with a mean of only nine days. Fifteen of the patients
were women and four were men; their average age was over 80
years and nine of them lived alone. The carer was a spouse in
only five cases: the remainder were other relatives, a lodger and
a neighbour. In 16 cases the problems experienced by the carer
- ill health, intense distress and difficulties with relationships
- were judged to be a result of caring for the patients. In three
other cases there was no obvious connection: one carer lived in
another locality, had a history of heart problems and was unable
to give adequate support; in another case the carer had had a
fall; in the third case the carer had a history of violence and
depression and showed little interest in his wife's condition. These
cases represent only the tip of the iceberg, however. Carer
problems were considered by the authors to be contributory to

Table 4. Carers' main concerns.

Percentage of respondentsa

Study Control Total
Main concerns (n = 100) (n = 93) (n = 193)

Uncertainty of patient's
prognosis 37 37 37

Vulnerability of patient 38 30 34
Distress of patient 23 9 16
Tensions of caring 14 13 13
Continuous pressure of

patient's needs 13 13 13
Responsibilities of being

carer 14 10 12
Problems of physical work,
eg lifting 12 10 11

Presence of other illness
in family 11 4 8

Problems of patient's
behaviour, eg taking carer
for granted, excessive
expectations 5 9 7

Rapid deterioration of
patient when hospitalized 3 9 6

Pressure from hospital staff
to look after patient 9 2 6

Otherb 17 12 15
a Respondents could express more than one concern. b Includes: economic
problems, patient's diet, effects on carer's family, dissatisfaction with
hospital, carer's embarassment about attending to patient's personal
hygiene, criticism of general practitioner. n = total number of respondents.

62% of the total of 133 readmitted cases. Again the reasons were
variable but principally reflected the problems described earlier.

Discussion
The whole group of patients studied were representative of the
population of elderly patients admitted to local hospitals in terms
of age, sex and marital status, but not representative of the
general population. The problems of the carers of this group
are therefore worth considering as they may be typical of those
carers of elderly patients admitted to hospital. There were an
appreciable number of patients who had no identifiable prin-
cipal carer and were therefore reliant on statutory services.4 The
advanced age of many of the carers of the elderly and the fact
that almost half had long standing illnesses or disabilities dif-
fered from Jones and Vetter's findings2 and is probably related
to the older age group of patients admitted to hospital and the
fact that most carers were spouses. More of Jones and Vetter's
carers were women (797o). The fact that a third of the carers
in the present study were men was also noteworthy. The read-
mitted patients in the present study were clearly frailer than those
in the control group and this is reflected in the higher percen-
tage of carers among the readmitted group. In the Jones and
Vetter study two thirds of the carers were resident in the home
of the patients. Fewer than half were resident in the present study;
most of those who lived separately made regular visits.
From the carers' descriptions of their involvement with those

they looked after it was clear that the costs of caring were often
high in terms of the effects on their own and their families' lives.
This was particularly true of the carers of readmitted patients.
Of the six carers who said their family life had been destroyed
by looking after the elderly person one had carried this respon-
sibility for 11 years and two had done so for eight years. Both
groups of carers said their health had been affected but this was
reported far more often by carers of readmitted patients. Similar-
ly, the carers of patients who were later readmitted experienced
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more frustration than control group carer$. The main frustra-
tions were being tied by meeting the patient's needs, tension and
exhaustion, dissatisfaction with hospital management of the
patient and lack of follow-up support.
As in the study of Jones and Vetter, carers were involved in

a high level of intimate and practical tasks for their patients,
especially in the study group. Sanford5 reported on tolerance
levels of carers of patients admitted to hospital and found that
certain tasks, especially those associated with incontinence, had
a low level of tolerance among carers. It would appear that in
the case of carers of readmitted patients, tolerance levels for in-
timate tasks were often very near to the limit and on some oc-
casions the tasks became unendurable. This undoubtedly ac-
counts for the higher levels of problems among carers of pa-
tients who were readmitted. The carers reported differences in
perception between themselves and the professional staff and
this was more common among carers of readmitted patients.
Another problem with communication was that carers lacked
adequate information about the patient's condition. Uncertainty
as to prognosis ranked very highly among the main concerns
of carers. Many commented that their feelings of helplessness
and despair were exacerbated by not knowing how the patient's
condition was likely to progress, what would happen and for
how long they would have to maintain their role.

Jones and Vetter concluded that there is a great deal of distres's
among carers2 and this is clearly confirmed in the present
study. General recommendations have been made in an earlier
paper3 about the procedure for discharging elderly patients
back into the community. The needs of the carers are impor-
tant at this stage and this means that a careful assessment
of the patient should be made before discharge. It is necessary
to communicate information and give the carer an under-
standing of the patient's medical condition and prognosis.
Early support by district nurses, social workers and general prac-
titioners is also necessary. This cooperation and help is essen-
tial to enable families to cope with what is often a responsible
and arduous contribution to the care of the elderly in the
community.

References
1. Department of Health and Social Security. Growing older.

(Cmnd 8173). London: HMSO, 1981.
2. Jones DA, Vetter NJ. Formal and informal support received by

carers of elderly dependants. Br Med J 1985; 291: 643-645.
3. Williams EL, Fitton F. Factors affecting early unplanned

readmission of elderly patients to hospital. Br Med J 1988; 297:
784-787.

4. Williams El, Fitton F. Use of nursing and social services by
elderly patients discharged from hospital. Br J Gen Pract 1991;
41: 72-75.

5. Sanford JRA. Tolerance of debility in elderly dependents by
supporters at home: its significance for hospital practice. Br
Med J 1975; 3: 471-473.

Acknowledgements
This research was funded by a grant from the North Western Regional
Health Authority.

Address for correspondence
Professor E I Williams, Department of General Practice, University of
Nottingham, Queen's Medical Centre, Nottingham NG7 2UH.

RCGP MANAGING
Courses FOR
and
Conferences QUALITY

The Royal College of General Practitioners
is pleased to offer a series of new and
revised two day courses for general
practitioners and practice managers as part
of the College's continuing initiative in the
development of practice management.

Managing General Practice in the 90s
The very successful Management Appreciation Course has been revised
substantially to enable participants to explore more fully current issues
in general practice and the application of good management to them.
Through a combination of lectures, whole group and small group
discussions and exercises, this new two day course will look at the policy,
strategy and operational needs of practice management, and in particular
will concentrate on the needs of managing for quality through
performance review and audit.

Approval is being sought under the Postgraduate Education Allowance.
The dates for 1991 are 26/27 April, 7/8 June and 25/26 October.

Course Directors: June Huntington, PhD, Fellow in Individual and
Organizational Development, Kings Fund College, and Sally Irvine, MA,
General Administrator, Royal College of General Practitioners.

Computer Appreciation Course
A two day course, aimed at making general practitioners and practice
staff aware of the rapid developments currently taking place in
microcomputing, and to relate these to the needs of the general
practitioner. The course also takes account of the implications of the
White Paper and aims to give guidance to both general practitioners who
have already installed a computer system in their practice and those who
are about to do so. The implications of audit will also be addressed. This
course complements the course on Managing General Practice in the
90s.

The principles, technology and language of computing are presented in
lay terms, with particular emphasis on the problems that are likely to
confront general practitioners. Hands on experience is provided and a
general practitioner specialist system is demonstrated by a representative
of the supplying company.

Ten courses are fixed for 1991, one each month excluding August and
December.

Course Director: Mike Hodgkinson, PhD, Information Technology
Manager, RCGR Course Tutors: John Ashton, ACIS, Management
Consultant, John Roberts, Consultant in- Computer Services and Dr Stan
Shepherd, General Practitioner.

This course is PGEA approved for four sessions under Service
Management. Current fees apply until April 1991 and are available on
application.

Personnel Management Development for General Practice
This completely new course aims to develop further personnel issues
addressed briefly in the previous Management Appreciation Courses and
complements the course on Managing General Practice in the 90s. The
course aims to give general practitioners and practice managers an
appreciation of the processes and skills required to improve organizational
performance through:
- the effective recruitment and selection of staff;
- the development of staff through performance appraisal;
- addressing disciplinary issues;
- the explicit and implicit terms of the contract of employment.

Approval is being sought under the Postgraduate Education Allowance.
Course dates for 1991 are 2/3 May and 3/4 October.

Course Director: Sally Irvine, MA, General Administrator, RCGR Course
Tutor: Hilary Haman, BA, FIPM, Personnel Management Consultant in
General Practice.

The fee for both management courses is £200 for members and £250
for non-members. Residential accommodation is available at Princes
Gate.

Application forms for all these courses are available from: The Projects
Office, Royal College of General Practitioners, 14 Princes Gate, London
SW7 1PU. Tel: 071-823 9703 (direct line for courses).

108 British Journal of General Practice, March 1991


