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Objective: The aims of the study were to determine whether the care-
givers of discharged patients with schizophrenia were satisfied with
their situation in general and with psychiatric services in particular and
to examine the factors associated with caregiver satisfaction. Methods:
The data were drawn from a national project designed to study the
treatment and life situation of deinstitutionalized schizophrenia pa-
tients in Finland. The patients were discharged from psychiatric hospi-
tals in 1986, and both the patients (N=775) and their caregivers (N=545)
were interviewed after a three-year follow-up. Results: One-fifth of the
caregivers were dissatisfied with the situation in general, and one-third
were dissatisfied with the psychiatric services the patient received.
Caregivers were more likely to be dissatisfied with the situation if they
lived with the patient and if the patient’s functional state was poor or the
patient’s use of services, particularly medication and rehabilitation, was
low. Caregivers were likely to be dissatisfied with the psychiatric serv-
ices if the patient had severe psychotic symptoms and poor “mainte-
nance of grip on life” or if the patient was given less psychiatric care and
rehabilitation or used more social services. Conclusions: The satisfac-
tion of caregivers of persons with mental illness appears to have two di-
mensions. First, caregivers need to be accepted and treated as active
partners in the patients’ care and rehabilitation. Second, the burden on
the families of persons with mental illness can be alleviated with long-
term rehabilitation and care to help patients gain as high a functional
state as possible. (Psychiatric Services 51:1034-1039, 2000)

l I sers” and caregivers’ satisfac-
tion with psychiatric services
is used increasingly as a
measure of outcome and quality of
care (1). Interest in measuring con-
sumer satisfaction with health servic-

es has increased substantially in the
past two decades, but researchers

have paid less attention to caregiver
satisfaction.

Caregivers have been found to be
more dissatisfied than patients, gen-
eral practitioners, or social workers
(2). Ruggeri and associates (3) found
significant differences between pa-
tients and caregivers in their expec-
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tations of community psychiatric
services, including a tendency to
higher expectations among care-
givers. Caregivers also have been re-
ported to be more dissatisfied than
patients with various dimensions of
services. For example, they have
complained about receiving insuffi-
cient information and inadequate
practical advice from staff, especial-
ly on how to deal with further po-
tential crises (4,5). Morgan (6)
showed that satisfaction levels with
emergency services in the United
States were generally low among pa-
tients” families, who found it diffi-
cult to get help for their mentally ill
family member in crisis situations.
Patients’ families appear to be par-
ticularly concerned with emotional
resources, aftercare services, re-
sponses to requests for information,
and greater participation in the pa-
tient’s care (1,7.8).

Studies since the late 1980s have
also reported more positive findings.
Tessler and colleagues (9) reported
that 53 to 73 percent of caregivers
were satisfied with the outcome of
contacts with mental health profes-
sionals, depending on the reason for
the contact. Caregiver satisfaction
varied significantly according to the
different types of mental health pro-
fessionals they had contact with. Re-
spondents were the most satisfied
with psychologists, followed by
nurses, case managers, social work-
ers, and psychiatrists (9). Biegel and
coworkers (7) reported that two-
thirds of the caregivers in their sam-
ple were satisfied with their contacts
with professionals. Nevertheless,
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the caregivers ranked “more com-
munications with professionals” as
their greatest need.

Mira and associates (10) found
that although the caregivers of se-
verely ill patients saw therapists as
competent, available, and polite,
they found them lacking in skills for
adequate communication with the
patients and families. Solomon and
Marcenko (11) found that caregivers
were more satisfied with outpatient
services than with inpatient services,
and more satisfied with services pro-
vided to the patients than with those
provided to themselves. Hatfield
and colleagues (12) reported that
caregivers rated hospitalization and
office-based services more highly
than community-based alternatives.

Grella and Grusky (13) found that
the caregivers’ background and fam-
ily characteristics were negligible
variables in explaining service satis-
faction, although women were more
often dissatisfied with the services.
In general, parents were more satis-
fied than other caregivers. Family
members’ satisfaction with services
was positively correlated with the
time since onset of illness and, to a
lesser extent, with the patient’s age
at onset of illness. However, the
characteristics of the service system
itself made the largest contribution
to explaining family satisfaction, and
the largest single factor was the case
manager’s role in providing emo-
tional support to the families.

Caregivers” satisfaction with serv-
ices may vary from country to coun-
try, but in general what seems espe-
cially to generate dissatisfaction is a
lack of information, a low level of
caregiver involvement, and poor ef-
ficacy of treatment (3,5,14-17).

Although researchers have made
progress in their study of consumer
satisfaction, little is known about the
demographic, clinical, or service
factors that might predict caregiver
satisfaction with services. Our aims
in this study were to determine
whether the caregivers of dis-
charged patients with schizophrenia
were satisfied with their situation in
general, and with the psychiatric
services in particular, and to exam-
ine the factors associated with care-
givers’ satisfaction.

Methods

Sample

We drew data from a national project
designed to study the treatment and
the life situation of deinstitutional-
ized patients with schizophrenia in
Finland. The project’s dataset consists
of patients between the ages of 15
and 64 with a diagnosis of schizophre-
nia who resided in 19 mental health
or health care districts and who had
been discharged from psychiatric
hospitals.

Three separate samples were con-
structed for the project. From hospi-
tal discharge registers, patients con-
secutively  discharged in three
waves—after January 1, 1982, after
January 1, 1986, and after January 1,
1990—were selected until the three
samples amounted to 30 patients per
100,000 inhabitants in each district.
Exceptions were one district in which
the samples were half this size and
another in which they were twice this
size. The diagnoses for the 1982 and
1986 samples were based on ICD-8
criteria and those for the 1990 study
on DSM-III-R criteria.

For this study we restricted our
analysis to the 1,097 discharged pa-
tients in the 1986 sample, because
only in this cohort were both pa-
tients and their caregivers inter-
viewed at the three-year follow-up.
Interviews were conducted success-
fully with 775 patients, or 71 percent
of the sample. Forty patients, or 4
percent, declined to participate in
the study interview but gave the re-
searchers permission to use informa-
tion collected during their previous
visits to psychiatric hospitals or com-
munity mental health centers; for
these patients the researchers an-
swered the interview questions on
the basis of this information. Anoth-
er 137, or 12 percent, declined to
participate in the study, although 78
of these patients gave permission for
their caregiver to be interviewed.
Ninety-six, or 9 percent, could not
be located, and 49, or 4 percent, had
died.

We noted no statistically significant
differences in sociodemographic fac-
tors between the patients who took
part in the follow-up study and those
who did not. At the time of discharge,
the overall level of functioning ac-
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cording to the 10-point version of the
Global Assessment Scale (GAS) used
in Finland (18) was poorer and the
daily dose of neuroleptic drugs higher
among the patients who were moni-
tored in follow-up than among the
dropouts. The follow-up group also
had used psychiatric services to a
greater extent before and particularly
after discharge.

Our aim was to interview one care-
giver for each patient. After excluding
patients who had died (N=49), pa-
tients who could not be located
(N=96), and patients for whom no
one was close enough to qualify as a
caregiver (N=39), we had a sample of
913 patients whose caregivers could
be interviewed. Of these, 237 pa-
tients, or 26 percent, did not give per-
mission to interview their caregivers,
and 66 caregivers, or 7 percent, re-
fused to be interviewed. Fifty-nine
caregivers, or 6 percent, were not in-
terviewed because the patients them-
selves had declined to participate in
the study, and 6 caregivers were not
interviewed for other reasons. Thus
altogether 545 caregivers, or 60 per-
cent, were interviewed.

The patients whose caregiver was
interviewed were more often single
than those whose caregivers were
not interviewed, and their age at on-
set of illness was lower on average.
At the time of discharge, the patients
whose caregiver was interviewed
were younger on average, had a low-
er functional status, were more often
on disability pension, were more
likely to use long-acting injection
medication, and were more often
discharged to live with their parents
than those whose caregiver was not
interviewed. During the three years
following discharge, the patients
whose caregiver was interviewed vis-
ited community mental health cen-
ters and used neuroleptic drugs and
day hospital treatment more fre-
quently than those whose caregiver
was not interviewed.

Measures

Data were collected from psychiatric
case records on the patients’ psychi-
atric history and on their use of serv-
ices during the three years before and
after discharge. Data were also col-
lected on the patients” overall level of
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Table 1

Independent variables for a logistic regression analysis of the satisfaction of care-
givers of patients with schizophrenia with their situation in general and with psy-

chiatric services

Variable

Satisfaction
with services

Satisfaction
with situation!

Patients’ background
Age at discharge
Marital status
Living arrangements
Employment situation
Financial situation
Caregivers” background
Sex
Age
Health
Employment situation
Relationship to patient
Living with patient
Patients” functional and clinical status
Physical health
Psychotic symptoms
Neurotic symptoms
Depressive symptoms
Alcohol consumption
10-point Global Assessment Scale
Social disability
Activity
Working capacity
Amount of useful work previous year
Maintenance of grip on life
Patients” social relationships
Interactions within the family
Extrafamily interactions

Interactions with other patients or therapist

Number of close relationships
Patients” need for and use of services

Psychiatric care

Medication

Rehabilitation

Social services

Physical examination and treatment
Patients” satisfaction with care

Hospital care

Community care

Medication

Psychotherapy

L L
L
LD
LD
LD
LD
L
LD
L L
L
LD
LD
Lo LP
LD
LD
L LP
LD

! L indicates that the variable was left in the model in the first stage, and an asterisk indicates that

the variable remained in the final model.

functioning as measured by the 10-
point GAS, somatic health, working
ability, and medication at discharge.
Three years after discharge the pa-
tients and their caregivers were inter-
viewed separately by psychiatric
teams using a structured interview
schedule designed for this study. The
patient interview included well-de-
fined questions on the patient’s psy-
chosocial functioning; maintenance of
grip on life (explained below); current
living conditions; personal relation-
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ships; use of and need for psychiatric,
medical, and social services, including
a detailed list of various services and
treatments; and the patient’s satisfac-
tion with the psychiatric care received.
Data collection has been described in
more detail elsewhere (19-21).
Maintenance of grip on life is a
global assessment measure devised to
evaluate treatment outcome for pa-
tients with schizophrenia (22). The
concept of maintaining a grip on life
is characterized by the patient’s ef-

forts to achieve the goals and modes
of satisfaction normally associated
with the interpersonal relationships
and the social life of an adult.

The caregivers were interviewed
using a modified version of the Med-
ical Research Council Practices Pro-
file (23). In this version, 19 structured
items included questions about
housework, self-care (hygiene, use of
the toilet, eating, getting up, and go-
ing to bed), taking medicine, taking
responsibility for one’s own care,
managing money, taking care of chil-
dren, working, marital relationship,
other interpersonal relationships, so-
cial contacts other than family, em-
barrassing behavior, social withdraw-
al, interest in events, activity, manag-
ing emergencies, and suicidal behav-
ior. In each item, the caregiver was
asked how much the patient required
help and whether the caregiver was
satisfied with the patient’s behavior.
The caregivers’ satisfaction with the
situation in general was measured on
a 6-point scale, and their satisfaction
with the psychiatric services was
measured on a 3-point scale.

Statistical analysis

The differences between the propor-
tions or the means were analyzed us-
ing chi square tests and t tests as ap-
propriate. Logistic regression analysis
(24) was used to select variables asso-
ciated with two dependent vari-
ables—caregivers’ dissatisfaction with
the situation and with the psychiatric
services. For the logistic regression
the two scales measuring the care-
givers’ satisfaction were dichot-
omized, with 0 indicating satisfaction
and 1 indicating dissatisfaction. As
shown in Table 1, the independent
variables for the analysis were initial-
ly organized into six groups: the pa-
tients” background, the caregivers’
background, the patients’ functional
and clinical status, the patients’ social
relationships, the patients’ need and
use for services, and the patients’ sat-
isfaction with the care received.

The logistic regression analysis
proceeded in two stages. First, each
group of independent variables was
entered separately into a backward
stepwise logistic regression in which
the probability criterion for removal
was a p value greater than .1. In the
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second stage, the variables that re-
mained in the models in the first
stage (marked with L in Table 1)
were entered into the final models,
which are shown in Table 2 and
Table 3. Because duration of illness
as well as the patient’s gender might
interact with any other variable,
these variables were forced into
each model to control for their po-
tential confounding effects.

Results

Caregivers’ background. Two-
thirds of the caregivers (N=359) in-
terviewed were women. The mean+
SD age of the caregivers was 56+14.6
years, with a range of 17 to 89 years.
The caregivers of male patients were
on average older than those of female
patients (58.8 years versus 51.6 years;
t=5.7, df=448, p<.001). Thirty-nine
percent of the caregivers (N=211)
were mothers of the patient, 10 per-
cent were fathers (N=58), 5 percent
were siblings (N=27), and 19 percent
were spouses (N=103); 27 percent
(N=146) were other caregivers or
close friends.

Sixty percent of the caregivers
(N=322) were not employed at the
time of the study. About 38 percent
(N=207) considered their health
good. At the time of the interview 10
percent of the caregivers (N=52) were
using psychiatric services themselves;
another 12 percent (N=67) had used
psychiatric services earlier. Half of the
caregivers (N=274) lived with the pa-
tient they cared for, and about the
same proportion of patients (N=284)
spent most of their days at home.

Patients’ background. The group
of patients whose caregiver was inter-
viewed consisted of 308 males (57
percent) and 236 females (43 per-
cent). The mean+SD age was 37.3zx
10.6 years, with a range of 17 to 64
years. The majority of the patients
were unmarried (70 percent, N=379)
and on disability pension (86 percent,
N=467). The patients’ mean score on
the 10-point GAS was 4.6+1.4, with a
range of 1 to 9. The duration of illness
was 12.7+8.7 years, ranging from less
than a year to 39 years.

Caregivers’ satisfaction with the
situation. Twenty-two percent of the
caregivers (N=119) were dissatisfied
with the situation in general. As

Table 2

Significant predictors from logistic regression analysis associated with dissatisfac-
tion of caregivers of patients with schizophrenia with their situation in general!

95% con-
Standard Odds fidence
Predictor Coefficient error p ratio interval
Patients’ sex?
Male -.061 247 .803 94 .58-1.53
Female® 0
Duration of illness? —.040 015 .009 .96 .93-.99
Living with patient
Yes .622 256 .015 1.86 1.13-3.07
No? 0
10-point Global
Assessment Scale -.316 107 .003 73 .59-.90
Social disabﬂity 148 044 .001 1.16 1.06-1.26
Medication —.367 132 .005 .69 .53-.90
Rehabilitation -.136 074 .066 87 .75-1.01

! Goodness-of-fit x?=10.6, df=8, p=.225
2 Forced into the model
3 Reference category

shown in Table 1, five of eight predic-
tors of caregivers’ satisfaction with
the situation remained in the final lo-
gistic regression model: living with

the patient, functional status, the pa-
tients social disability, the medication
given in the previous year, and the
amount of rehabilitation at the time

Table 3

Significant predictors from logistic regression analysis associated with dissatisfac-

tion of caregivers of patients with schizophrenia with psychiatric services

1

95% con-
Standard Odds fidence

Predictor Coefficient  error P ratio interval
Patients” sex?

Male 221 .209 291 1.25 .83-1.88

Female? 0
Duration of illness? —-.039 013 .002 .96 .94-.99
Psychotic symptoms

No symptoms? 0

Moderate symptoms 430 245 1.54 95-2.48

Severe symptoms 775 273 .016 2.17 1.27-3.71
Grip on life

Good? 0

Poor 469 216 .030 1.60 1.05-2.44
Psychiatric care -.278 .146 056 .76 57-1.01
Rehabilitation -.126 .063 .047 .88 .78-1.00
Social services 196 .084 .019 1.22 1.03-1.43
Physical examination and

treatment —.492 179 .006 61 43-87
Satisfaction with com-
munity care

Satisfied? 0

Indifferent —-.033 345 97 49-1.90

Dissatisfied 988 388 .035 2.68 1.25-5.75
Satisfaction with medication

Satisfied® 0

Indifferent 1.179 423 3.25 1.42-7.44

Dissatisfied 305 275 .016 1.36 79-2.32
! Goodness-of-fit X2=11.9, df=8, p=.157
2 Forced into the model
3 Reference category
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of the study. Table 2 summarizes the
logistic regression equation with
these variables as well as the two
forced variables.

According to the logistic regression
model, caregivers who lived with the
patient (N=272) were more likely
than those who did not (N=269) to be
dissatisfied with the situation (26 per-
cent versus 18 percent, respectively).
Furthermore, caregivers whose pa-
tients had a lower functional status
according to their GAS score or had
more problems with social role be-
havior were more likely to be dissatis-
fied than those whose patients had
better function and social capability.
Caregivers also were more likely to be
dissatisfied if the patients had been
given less medication the year before
and had undergone less rehabilitation
at the time of the study.

Caregivers’ satisfaction with
the services. Thirty-four percent of
the caregivers (N=188) were dissatis-
fied with the psychiatric services the
patients received. As shown in Table
1, eight of 13 predictors of the care-
givers’ satisfaction with the services
remained in the final logistic regres-
sion model: patients’ psychotic symp-
toms; maintenance of grip on life;
psychiatric care, rehabilitation, and
social services supplied at the time of
the study; physical examination and
treatment given in the previous year;
and the patients’ satisfaction with
community care and medication.
Table 3 summarizes the logistic re-
gression equation with these vari-
ables as well as the two forced vari-
ables.

According to the logistic regression
model, caregivers were more likely to
be dissatisfied with the services if
their patients had severe psychotic
symptoms or poor maintenance of
grip on life. Thirty-nine percent of
the caregivers whose patients had
psychotic symptoms (N=316) were
dissatisfied, compared with 29 per-
cent of those whose patients did not
have psychotic symptoms (N=215).
Forty-one percent of the caregivers
whose patients had a poor mainte-
nance of grip on life (N=269) were
dissatisfied, compared with 28 per-
cent of those whose patients had a
good grip on life (N=264). Further-

more, caregivers whose patients were
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given less psychiatric care, rehabilita-
tion, or physical examination and
treatment were more likely than oth-
ers to be dissatisfied. Caregivers
whose patients had used more social
services also were more likely than
others to be dissatisfied.

Patients’ attitudes toward the com-
munity care and medication they re-
ceived were also associated with
caregivers’ level of satisfaction with
services. Caregivers were more likely
to be dissatisfied with services if the
patients were dissatisfied with their
community care or if the patients felt
indifferent about their medication.
Forty-seven percent of the caregivers
whose patients were dissatisfied with
community care (N=97) were dissat-
isfied with psychiatric services, com-
pared with 31 percent of those whose
patients were satisfied (N=402). Sim-
ilarly, 48 percent of the caregivers
whose patients were dissatisfied with
their medication (N=119) were dis-
satisfied with services, compared with
31 percent of the caregivers whose
patients were satisfied with their
medication (N=395).

Discussion

This study was intended to identify
factors associated with whether care-
givers of patients with schizophrenia
were satisfied or dissatisfied with the
situation in general and with the psy-
chiatric services the patient re-
ceived. The sample consisted of
caregivers whose mentally ill family
members had been discharged from
psychiatric hospitals and had been
followed up for three years. Patients
who remained in the program and
were examined after three years
were more severely disturbed and
used psychiatric services more fre-
quently than the program dropouts.
Thus the caregivers who were inter-
viewed constitute a sample of care-
givers of severely disturbed, long-
term patients with schizophrenia in
Finland, which must be taken into
account in evaluating the results of
the study.

One-fifth of the caregivers were
dissatisfied with the situation in gen-
eral, and about one-third with the
psychiatric services. Although previ-
ous studies have reported similar fig-
ures for caregiver dissatisfaction (5,

17), research on caregiver satisfaction
has been criticized for reporting im-
plausibly high satisfaction scores with
little variation (25). In this study the
caregivers were interviewed by the
psychiatric teams responsible for the
care of the patients. As has been sug-
gested in earlier studies (4,26), the
caregivers might have been reluctant
to criticize the services on which they
were so dependent.

Our analysis identified three main
factors associated with caregiver dis-
satisfaction with the situation in gen-
eral: patients’ poor psychosocial func-
tioning, patients’ insufficient use of
medication and rehabilitative services,
and living with the patient. The pa-
tients’ and caregivers’ backgrounds
and the patients’ social relationships
and satisfaction with their care had
negligible roles in explaining the care-
givers® dissatisfaction. This result may
reflect the greater burden on care-
givers taking care of patients with
schizophrenia whose social role func-
tioning is poor and whose needs for
medication have not been adequately
met. Caregivers living with the patient
have been shown to perceive a greater
burden and to have less satisfaction
with their lives than caregivers who do
not live with the patient (27,28).

Caregiver dissatisfaction with the
services the patient received was as-
sociated with a set of factors different
from those associated with their dis-
satisfaction with the situation in gen-
eral. Caregivers were dissatisfied with
services if the patients had severe
psychotic symptoms or poor mainte-
nance of grip on life and if they were
given less psychiatric care, rehabilita-
tion, and physical examination and
treatment. The patients’ use of social
services and the patients’ own dissat-
isfaction with community care and
with their medication were also asso-
ciated with caregiver dissatisfaction.

These findings suggest that the
caregivers of patients with schizo-
phrenia want rather basic things from
psychiatric services. The most impor-
tant factors in ensuring caregiver sat-
isfaction seem to be rehabilitation
measures that might improve pa-
tients’ functional status and adequate
medication, especially to control pa-
tients’ psychotic symptoms. Patients
with schizophrenia nevertheless also
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should be adequately examined and
treated for physical illnesses.

The satisfaction of caregivers of
mentally ill persons appears to have
two dimensions. First, as previous
studies have reported, caregivers
need to be accepted and treated as
active partners in patients’ care and
rehabilitation (4,5,7,8,15). Families
want information about the illness
and its treatment, and they want to
know what they can do to help their
sick family member. Second, the bur-
den on the families of mentally ill
people can be alleviated with long-
term rehabilitation and care to help
patients gain as high a functional state
as possible. Social skills and basic
skills in household work are especial-
ly important.

Conclusions

As other researchers have shown,
caregiving is an important public
health issue. Schene and colleagues
(28) reported that caregivers suffer-
ing from distress also use significantly
more psychotropic medications and
consult their general practitioners
more frequently. Dyck and associates
(29) showed that positive symptoms
in patients were predictive of infec-
tious illness in caregivers. On the oth-
er hand, increased caregiver satisfac-
tion with social support predicted a
decreased frequency of episodes of
infectious illness.

On the whole, the results of our
study suggest that most caregivers of
patients with schizophrenia are satis-
fied with their situation and with the
psychiatric services in Finland. Nev-
ertheless, 20 to 30 percent of care-
givers—often those caring for pa-
tients with poor functional status and
unmet needs in psychiatric care, re-
habilitation, and medication—are
dissatisfied. These caregivers need
to be closely involved in the treat-
ment process, and their needs for in-
formation, support, and counseling
should be carefully assessed. Care-
givers are capable of acting as a re-
source in the care of patients only if
they receive sufficient support them-
selves. ¢
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