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Impact on women who care for
those with schizophrenia

Marcia Scazufca and Elizabeth Kuipers

This study examined the impact of caring on women
who were primary care-givers fo those with
schizophrenia. From the 46 women and 21 men carers
assessed for the study, women were considered
primary care-givers more often than men (83% v.
57%). Higher levels of burden among women primary
carers were associated with living with patients, and
more hours in contact with them. Worse perception of
patients’ social functioning was associated with higher
leveis of burden. The findings of the study showed that
women primary carers have particular needs, and
services should consider how to provide support for
them in their multiple roles, and over longer periods of
fime.

Research with carers of people suffering from a
severe mental illness has shown quite consis-
tently over the last 40 years that families are
affected in several aspects of their lives, and that
this may cause distress & Quinn, 1955;
Grad & Sainsbury, 1968; Gibbons et al, 1984;
MacCarthy et al, 1989). The expression “burden
of care” has been used to describe the impact of
the patient’s behavioural problems and social
disabilities on family life (Platt, 1985). Thurer
(1983) highlighted the important role of women
as the main carers of patients in the community,
and considered “deinstitutionalisation” to be a
women's issue. Several studies with carers of
severely mentally ill patients did not find any
difference between levels of burden and the sex of
the carers (Thompson & Doll, 1982; Biegel et al,
1994; Tessler & Gamache, 1994). However, a few
studies have described some specific aspects of
the impact on women carers. Creer & Wing
(1975) found that mothers considered them-
selves virtually the patients’ only social contact.
Stevens (1972) reported that middle-aged pa-
tients with schizophrenia were frequently depen-
dent on elderly mothers, who reported financial
and health problems (anxiety and depression),
lack of communication with their children, and
the fear about what would happen to their
children after their death. Carpenter et al
(1992) found that women who were single
parents reported more burden than women living
with partners.

The objectives of the present study were to
examine whether levels of burden of care were
associated with various characteristics of women
who were carers of patients with schizophrenia.
It also aimed to describe which areas of women's
lives were more affected, and the relationship
between patients’ behavioural problems and
disabilities in performing everyday tasks, and
the burden of care. This study was part of a
longitudinal investigation of the relationship
between expressed emotion and burden of care
in relatives of those with schizophrenia (Scazufca
& Kuipers, 1996).

The study

Patients admitted in acute crises with a diag-
nosis of schizophrenia or schizophreniform dis-
order (DSM-III-R; American Psychiatric
Association, 1987) to two hospitals in south
London, who were living or were in close contact
with relatives (at least once per week) for at least
three months before admission, were asked to
participate in the study and for permission to
interview their relatives. If they consented, their
relatives were asked whether they wanted to
participate. Relatives were assessed for burden
of care, using the section “adverse effect on
others” of the Social and Behaviour Assessment
Schedule (SBAS; Platt et al, 1980), and items
from the Camberwell Family Interview (CFI;
Vaughn & Leff, 1976) concerning the “informants
relationship with the patient”. Their perceptions
of the patients’ behavioural problems were
assessed using a short version of the Social
Behaviour Schedule (SBS; Wykes & Sturt, 1986;
Brewin et al, 1990), and patients’ role perfor-
mance with the Social Role Performance sche-
dule (SRP; Brewin et al, 1987). The period
covered for those assessments was the month
before the patient’s admission to hospital. Socio-
demographic characteristics of patients and
relatives and illness-related characteristics of
patients were recorded. All patients had at least
one relative interviewed. When more than one
relative was interviewed per patient, the relative
who spent more time with the patient and was
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more involved with his/her care was considered
the primary care-giver.

Findings
Sixty-seven relatives (46 women and 21 men) of
50 patients were interviewed. Fifty relatives were
considered primary carers, of whom 38 (76%)
were women. Women were considered p:
care-givers more often than men (83% v. 57%;
1?=4.94, d.f.=1, P=0.03).

Table 1 shows the characteristics of primary
care-givers. Primary carers were predominantly
mothers. Twenty-four mothers (73%) who were
primary carers were living with patients, com-
pared with two fathers (29%) who were primary
carers (Fisher's exact two-tailed probability,
P=0.039). Eighteen such mothers (75%) were
not living with partners, whereas the two fathers
were.

Thirty-seven patients (74%) were men. The
mean age of the patients was 26.8 years
(s.d.=6.2 years, range 17-43). Only five patients
(13%) were working or studying regularly before
admission to hospital. Eight patients (21%) had
been admitted to a psychiatric hospital for the
first time, 18 (47%) had had 1-3 previous
admissions, and 12 (32%) had had more than
three previous admissions. The mean length of
illness was 5.3 years, ranging from less than 1 to
26 years.

Women primary carers were affected in all
areas investigated. The area they reported as
having higher levels of burden was ‘effect on
relationship’, followed by ‘effect on household
affairs’, ‘effect on employment’, ‘effect in fi-
nances’, and ‘effect on social life’.

Table 1. Characteristics of the relatives
Women Men

(n=38) (n=12)

Age (years)

mean (s.d.) 50.95 (11.54) 45.41 (16.29)

range 26-77 22-63
Relationship to patient

parent 33 (86.8%) 7 (58.3%)

sibling 503.2%) 4(33.3%)

parter - 1(8.3%)
Employment status (yes) 21 (55.3%) 5 (41.7%)
Living with partner’' 11 (28.9%) 7 (63.6%)
Living with patient 27 71.1%) 7 (58.4%)
Number of hours contact

per week

up to 19 hours 8(21.1%) 3 (25.0%)

19 to 35 hours 9(23.7%) 3 (25.0%)

more than 35 hours 21 (65.3%) 6 (50.0%)

1. One relative was the partner of the patient, and was
recorded as a missing value.

The overall score of burden for women primary
carers was examined in relation to their char-
acteristics (age, relationship to patient, employ-
ment status, whether living with partner,
whether living with patient, and number of hours
face-to-face contact with patient per week), and
to characteristics of patients (sex, age, number of
previous admissions, and length of illness). Most
characteristics of carers and patients were not
associated with levels of burden. Carers living
with patients had higher scores of burden than
those not living with patients (t=2.03, d.f.=34.39,
P=0.049), and there was an association between
increasing number of hours of contact between
patients and carers and higher scores of burden
(F\ 35=7.18, P=0.01). Overall scores of burden
were positively correlated with the carer’'s per-
ception of patients’ social role performance
(=0.63, P<0.001) and behavioural problems
(r=0.35, P=0.03), higher scores on SRP and SBS
meaning worse social functioning.

Comment

Now that care in the community is an established
fact, with the time that patients spend in hospital
much reduced compared with former decades
(e.g. Melzer et al, 1991), much of the burden of
this care inevitably falls to relatives. It seems
timely, therefore, to consider the particular
needs of this group of carers, who continue to
be described as having high levels of burden
(Gibbons et al, 1984; MacCarthy et al, 1989;
Tessler & Gamache, 1994).

The sample in this study was composed of
carers of patients who were in acute psychotic
crisis, therefore they might be experiencing
higher levels of burden than carers of patients
who are stable in the community. In spite of that,
our study confirms that women carers were in
the majority, were likely to be living with the
patient but not with a partner. Over half of them
were also holding down a job outside the home.
Not surprisingly, the impact of care was high in
all areas asked about: relationships, household
affairs, employment, finances and social life.
These findings support the stereotype of an adult
son with schizophrenia, living with a middle-
aged or elderly mother who is effectively a single
parent. The only new finding in the 1990s
appears to be that over half of these women also
have an outside job.

In order to offer support for the caring role,
which is often undertaken not only out of duty
but also out of care and love, services need to
consider how to help women carers, both in their
multiple roles, and over long time periods.

There is evidence that relative groups, both
formal or informal, help to provide direct emo-
tional support and relieve isolation (Kuipers et al,
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1989). There is also good evidence that respite
care is a need identified by relatives (MacCarthy
et al, 1989), and might be particularly appre-
ciated by women carers. Increasingly this is no
longer provided by hospitals, but by non-
statutory providers, and is thus patchily avail-
able around the country. We know that planned
respite is likely to reduce acute admissions and
work preventatively to maintain community
living arrangements by offering a break from
the strain that these can entail. In the long term
this means that respite is extremely cost-
effective.

Finally, even if respite and support groups
were readily available on request, they both
assume that women will continue to be the ones
who can be relied upon to offer the caring role.
However, the changing role of women in society,
the fact that most will have multiple roles, and
that many ‘family’ units are both small and
isolated, suggests that these assumptions are
already being challenged. Services need to be
aware that relying on women to provide these
high levels of care, even with support, will not
necessarily be an option in the future. It is likely
that we will need to plan for more flexible
systems, such as a variety of highly supported
housing, so that relatives can feel that they have
choices and can maintain contact without al-
ways having to bear the whole impact of
continuing care.
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