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A Survey of Patients with Mental Disorder and Their Caregivers Using the
World Health Organization Quality of Life Instrument
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We campared the quality of life among patients with mental disorders, their caregivers and general population using the 26-item short form
of the World Health Organization Quality of Life (WHOQOL-26). The WHOQOL-26 score was significantly lower in the patients with mental dis-
orders as compared to their caregivers (p=0.021) and the general population (p<0.001); the values of the mean (istandard deviation) of
WHOQOL-26 score in the respective groups were 3.00+0.54, 3.1840.59 and 3.26+0.40. A significantly (p<0.001) negative correlation was ob-
served between the score of the 12-item short form of the General Health Questionnaire (GHQ-12) and WHOQOL-26 score in each of the three
groups; the respective correlation coefficients were -0.681, -0.560 and -0.376 in the patients with mental disorders, their caregivers and the
general population. Furthermore, the WHOQOL-26 scores in physical and psychological domains were both significantly (p<0.001) lower in the
patients with mental disorders as compared to the caregivers or the general population. The caregiver group scored significantly (p<0.001)
highest in the WHOQOL-26 social relationship domain, suggesting that they are satisfied with caregiving role or that they receive social support.

No significant difference was observed among three groups regarding the WHOQOL-26 score in the environment domain.
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Introduction

In recent years, there has been a significant increase in the num-
ber of studies assessing the Quality of Life (QOL) of mental health
patients. Although hundreds of instruments for measuring QOL have
been developed in the last two decades, many problems in these tools
have been driven from the lack of the unique definition of the term
"quality of life." Thus the standardized instrument for measuring QOL
has been expected.

The World Health Organization (WHO) produced a generic assess-
ment instrument for measuring QOL." In 1992 the WHOQOL group
adopted a system that several countries simultaneously select and
develop questionnaire items. In 1993 they compiled the results and
published WHOQOL, which has subsequently been translated into
various languages.' The WHOQOL-26 is a practical and accessible
tool for the clinical assessment of QOL. It has been used in various
cultural settings and its validity across cultures has been confirmed."”

In the area of mental illness, comprehensive studies of QOL were

few in Japan and some other countries until about 10 years ago, while
recent studies have underscored the importance of subjective reports
of QOL.*” With the advent of new atypical antipsychotic drugs pos-
sessing better side-effect profiles, interest in the QOL of patients with
schizophrenia has increased.*”” However, the measures used in these
studies were developed and designed leaving cross-cultural use out
of consideration; the WHOQOL is the unique instrument which has
been translated into various languages and adapted for concurrent
use in multiple countries.” We use the WHOQOL-26 because it in-
corporates experience in various cultures and populations (including
our collaborative center), giving rise to results that are both cultur-
ally meaningful and comparable across cultures. The Japanese ver-
sion of the WHOQOL-26 has become available since 1997."

The proportion of patients with schizophrenia living with their
family varies among countries; 40% in US, 90% in China, and 50-
70% in Japan.'"® It should be noted that psychological distress in
patients' relatives does not decrease even if the patients do not live
with them.” The majority of patients with chronic mental illness are
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cared for at home by family members.” The importance of care at
home will be increased hereafter with progress in treatment and the
advent of new drugs. However, little attention has been paid to the
burden and the QOL of caregivers of psychiatric patient who have
to cope with very challenging conditions. Identification of the adverse
effects of caregiving will enable mental health professionals to sup-
port better the caregivers of the mentally ill.

The purpose of the present study was to compare patients with
mental disorders and their caregivers to general population from the
viewpoint of quality of life as a whole as well as within physical,
psychological, social relationship and environmental domains.

Subjects and Methods
Subjects

The present study included three groups. The first group, which
we call the patient group, consisted of inpatients and outpatients with
the diagnosis of schizophrenia or depression according to ICD-10F,”
who were found at four public hospitals in Nagasaki, Japan from
1999 to 2000. They were aged over 18 years. The second group,
which we call the caregiver group, consisted of caregivers of the
above-mentioned patients. The last group, which we call the control
group, consisted of 297 residents of Nagasaki city who were sur-
veyed by Nakane and his co-workers™” in 1998.

The purpose of the study was explained to the patients and their
caregivers, and informed consent was sought. Only those consent-
ing were interviewed further; no follow-up studies were performed
on those who did not consent. Finally, 95 patients, 74 caregivers
and 297 residents of Nagasaki city were studied.

Instruments and data collection

Validity of the instruments used in the present study have been
proven in various populations and cultural settings.'"”

A. The World Health Organization Quality of Life Brief Scale
(WHOQOL BREF: WHOQOL-26)

The WHOQOL-26 consists of 24 items classified into the four
domains, i.e., physical, psychological, social relationship and envi-
ronment (Table 1), and 2 items about QOL as a whole. Each item
was rated on a 5 point scale with corresponding qualifiers: 1-"very
poor,” 2-"poor," 3-"neither poor nor good," 4-"good," and 5-"very
good." Subjects were asked to assign points evaluating QOL as ex-
perienced in the last two weeks. The WHOQOL-26 score was de-
fined as the mean of the above-defined points of 26 items, and the
domain specific WHOQOL score was defined similarly for the items
in the respective domains. The WHOQOL-26 was administered to
each patient by assistant staff member trained by the authors, while
it was self-completed by subjects of the caregiver and control groups.
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Table 1. The World Health Organization Quality of Life (WHOQOL-26)
Instrument

Domain Ttem

Physical domain Activities of daily living
Dependence on medical substances and medical aids
Energy and fatigue
Mobility

Pain and discomfort
Sleep and rest

‘Work capacity

Psychological domain Bodily image and appearance
Negative feelings

Positive feelings

Self-esteem
Spirituality/Religion/Personal beliefs

Thinking, learning, memory and concentration

Social relationship Personal relations
Practical social support

Sexual activity

Environment Financial resources

Physical safety and security

Health and social care: accessibility and quality

Home environment

Opportunities for acquiring new information and skills
Participation in and opportunities for recreation/leisure
activities

Physical environment: pollution/noise/traffic/climate

Transport

Note: In addition to the 24 items in the 4 domains, the instrument includes the following
two items: Overall Quality of Life and General Health.

B. The General Health Questionnaire

The 12-item version of the General Health Questionnaire (GHQ-12)
was used as a screening instrument to detect psychological distress
and psychiatric morbidity. The GHQ-12, which is rated on a 4-point
scale, asks the subject to rate severity of symptoms of psychological
distress over the past week. We assigned the scores of 0 and 1 to the
first and the last two points, respectively, and defined the GHQ-12
score as the sum of these 12 scores. We used the GHQ-12 because
it is a brief scale, has adequate psychometric properties, and has been
used in diverse cultural settings.”* The GHQ-12 was administered
to each subject exactly in the same way as the WHOQOL-26.

C. Socio-demographic and psychosocial status

The socio-demographic and psychosocial status of each subject
(education, social support, economic status, work, family, place of
treatment, course of illness, treatment received and compliance) was
surveyed using a questionnaire. The questionnaire was administered
to each patient by the treating psychiatrist or collaborating investi-
gator, while it was self-completed by subjects of the caregiver and
control groups.
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Statistical analysis

The distribution of continuous variables such as age was com-
pared between two groups by Wilcoxon rank-sum test, while the
frequency was compared between two groups by the chi-square test.
The association between WHOQOL-26 score and GHQ-12 score
was evaluated by Pearson's correlation coefficient. The SPSS (for
Windows, version 10.0J) was used for the calculations.

Results
Characteristics of the subjects

Out of 95 patients, 65 were diagnosed as schizophrenia and 30
were diagnosed as depression. Their characteristics are presented in
Table 2. The male to female ratio was 1.5 in both of schizophrenia
and depression. The ages at survey and onset were both significantly
(p<0.001 and p<0.001, respectively) younger in schizophrenia than
in depression. However, no significant difference was observed be-
tween the schizophrenia and depression regarding total duration of
either illness (p=0.743) or education (p=0.954). No significant dif-
ference (p=0.687) was observed in the inpatient and outpatient ratio
between schizophrenia (0.41) and depression (0.50). The proportion
of married people was significantly (p<0.001) lower in schizophrenia
(9.4%) than in depression (71.4%). The proportion of currently em-
ployed people was also significantly (»p<0.001) lower in schizophre-
nia (9.2%) than in depression (53.3%).

The breakdown of patients with schizophrenia was as follows: 43
(66.2%) were paranoid schizophrenia (ICD-10: F20.0); 13 (20.0%)
were hebephrenic schizophrenia (F20.1); and 9 (13.8%) were oth-

Table 2. Characteristics of the patient group

Patient
Factor Total
Qohizonhreni D

Number (male/female) 65 (39/26) 30 (18/12) 95 (57/38)

Age at survey (in years) 34.2+10.1° 49.0+13.4 38.9+13.1

Age at onset (in years) 23.4%7.6 40.9x12.8 28.7+12.4

Total duration of illness (in years) 11.0+9.0 8.948.2 10.4+£8.8

Total duration of education (in years) 12.7£2.1 12.4£2.6 12.7£23

Marital status (married/never married/divorced) 6/54/4 200711 26/61/5

Hospital (inpatient/outpatient) 19/46 10120 29/66

Current employment (yes/no) 6/59 16/14 22/73

*Meansstandard deviation.
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ers (F20.3, F20.4, F20.5, F20.6, F20.8 and F20.9). The breakdown
of patients with depression was as follows: 8 (26.7%) were bipolar
affective disorder (F31); 12 (40.0%) were depressive episode (F32)
and 10 (33.3%) were recurrent depressive disorder (F33).

Out of 74 caregivers studied, 48 (9 males, 38 females and 1 un-
known gender) and 26 (10 males, 14 females and 2 unknown gen-
der) were taking care of patients with schizophrenia and depres-
sion, respectively. A significant difference (p=0.043) was observed
in the female and male ratio between the caregivers of the patients
with schizophrenia (4.2) and depression (1.4). However, no signifi-
cant difference (p=0.126) was observed in the age at survey (mea
ntstandard deviation) between the caregivers of the patients with
schizophrenia (58.5+11.2 years) and depression (53.8£15.0 years).

The control group consisted of 137 males and 160 females, and
there was no significant difference (p=0.817) in the age at survey
between males (47.9+16.0 years) and females (48.3+15.1 years).

The age at survey was significantly younger in the patient group
(38.9+13.1 years) as compared to the caregiver group (56.9+12.7
years, p<0.001) and the control group (48.1+15.5 years, p<0.001),
though the last group was surveyed on or two years earlier than the
other two groups.

WHOQOL-26 and GHQ-12 scores

Table 3 presents the distribution of WHOQOL-26 score and GHQ-
12 score in the three groups. The WHOQOL-26 score was signifi-
cantly lower in the patient group than in the caregiver group (p=
0.021) and the control group (p<0.001), while it was not signifi-
cantly between the caregiver group and the control group (p=0.446).
The GHQ-12 score was significantly higher in the patient group than
in the caregiver group (p=0.005) and the control group (p<0.001).
Furthermore, the GHQ-12 score in the caregiver group was signifi-
cantly higher GHQ-12 score than that in the control group (p<0.001).

The GHQ-12 score and WHOQOL-26 score showed a significantly
(p<0.001) negative correlation in the three groups; the Pearson's cor-
relation coefficient was -0.681, -0.560 and -0.376 in the patient group,
caregiver group and control group, respectively.

Domain-specific WHOQOL-26 score

The distribution of WHOQOL-26 score in the 4 domains (physi-
cal, psychological, social relationship and environment) evaluated
in the 3 groups is presented in Table 4. The physical domain specific
WHOQOL-26 score was significantly lower in the patient group than

Table 3. Distribution of WHOQOL-26 score and GHQ-12 score by group and gender

Patient group Caregiver group Control group
Instrument
Male Female Total Male Female Total Male Female Total
WHOQOL-26  2.99+0.54° 3.00£0.44 3.00+0.54 3.55+0.55 3.04+0.56  3.18+0.59 3.22+0.42 3.30+0.45 3.26£0.40
GHQ-12 4.1£3.5 42+3.8 42+3.6 1.8+2.9 3.0+£3.0 2.6£3.0 1.242.3 1.1£2.5 1.2+2.4

*Meanz+standard deviation.
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in the caregiver group (p=0.003) and the control group (p<0.001). It
was also lower in the caregiver group than in control group, but the
difference was not significant (p=0.107). The psychological domain
specific WHOQOL-26 score also showed a similar tendency; it was
significantly lower in the patient group than in the caregiver group
(p=0.002) and the control group (p<0.001), and was lower in the
caregiver group than in control group, although the difference was
marginally significant (p=0.060). The social relationship specific
WHOQOL-26 score was significantly higher in the caregiver
group than in the patient group (»p<0.001) and the control group (p
<0.001); although it was higher in the control group than in the pa-
tient group, the difference was not significant (p=0.168). No differ-
ence by group was observed in the environment specific WHOQOL-
26 score.

Table 4. Distribution of domain-specific WHOQOL-26 score by group

Domain Group
Patient Caregiver Control
Physical 3.03+0.65" 3.35+0.68 3.49+0.53
Psychological 2.82+0.65 3.13+0.66 3.27+0.55
Social relationship 3.01+0.71 3.39+0.76 3.19+0.58
Environment 3.12+0.57 3.08+0.55 3.15+0.53
*Meanzstandard deviation.
Discussion

The aim of the present study was to evaluate the influence of chronic
mental illness on patient's QOL and to compare the QOL of caregiver
of the mentally ill to that of general population. The literature*’
suggests that patients with mental illness are competent to self-report
their QOL and that measurement of QOL is important and useful.
The present study confirmed the reliability, validity and usefulness
of the WHOQOL-26 in assessing the QOL of patients with mental
illness.

Previous studies reported low levels of QOL in patients with men-
tal illness.” The present study confirmed the significantly low QOL
of the mentally ill patients compared to their caregivers and the gen-
eral population. Subjects with mental illness had significantly lower
WHOQOL-26 scores in physical and psychological domains than
both caregivers and the general population. Interestingly, in contrast
to other studies reporting lower social relationship domain scores
in the mentally ill,”' our study did not find a significant difference
in the social relationship domain score between the patient group
and the general population. This was due to relatively high values
(3.13£0.79) of the social relationship domain specific WHOQOL-
26 score in the patients with depression; it was significantly lower
(2.95+0.67) in the patients with schizophrenia than in the control
group (p=0.012).

The findings of the present study that the WHOQOL-26 score did
not differ significantly (p=0.446) between the caregiver and control
groups contradict the popularly held notion that the burden of
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caregiving decreases caregivers' QOL. Katshing et al.” reported in the
study of Austrian caregivers of mentally ill people that 45% of care-
givers reported having benefited from the experience of caregiving.
The benefits were quite diverse, including a better understanding
of the human condition, having found new friends among fellow-
caregivers, the satisfaction of being needed by someone, satisfac-
tion from having a task in one's old age, meeting a challenge, greater
family solidarity in the face of adversity, becoming closer to one's
partner, and finding solace in religion. However, a literature search
failed to reveal any studies of cultural factors that may influence
the QOL scores of the Japanese caregivers of mentally ill patients.
Moreover, WHOQOL-26 score in the caregiver group of the pre-
sent study was higher than that reported by Nakane et al.” in the
study of the QOL in caregivers of patients with dementia.

The caregiver group of the present study probably represents a
typical one. Indeed, the characteristics of the caregivers of the pre-
sent study were similar to those suggested by the survey of the
Federation of European Associations of Families of the Mentally
111 (EUFAMI)” that most caregiver populations are aged and domi-
nated by females (72 to 88%), and have health status worse than
that of the general population of the same age. The findings of the
present study that the WHOQOL-26 did not score significantly lower
in the caregiver group than in the control group, therefore, necessi-
tate further examinations; the present results in the caregivers may
have been due to Hawthorne effect.*

No significant difference observed in the environment specific
WHOQOL-26 score among the three groups may either reflect a
culturally specific worldview or a lack of awareness about avail-
able resources (e.g. community-based mental health services).

It is of great interest that the social relationship domain specific
WHOQOL-26 was scored significantly highest by the caregiver
group; this has not previously been reported. Although caregivers
certainly face unique challenges, they appear to experience some
positive attributes as well. Caregivers may derive a sense of fulfill-
ment from caregiving or receive additional support in their lives. In
this study, however, we could not obtain more details about factors,
which may influence the experience of caregivers, such as support
from medical professionals, available support services, coping strate-
gies, etc.

While the assessment of the QOL of patients has received attention
in recent years, studies on the QOL of the caregivers of the mentally
ill are rare in Japan. The few systematic studies of caregivers that
have been carried out have tended to concentrate on caregivers of the
aged and the chronically physically disabled.

Reports of QOL by patients with mental illness is probably a cru-
cial clinical measure of treatment efficacy. The WHOQOL-26, then,
can be considered a highly important and effective instrument.
Development and validation of instrument is still an ongoing proc-
ess in the field of QOL, with many studies in progress and consid-
erable emerging data. With a standardized scale and approach, cer-
tain analyses including meta-analysis would be possible. It will be
emphasized in the field of mental health that QOL of patients in-
fluenced by multiple factors should be investigated comprehensively
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from various points of view.

Some of the results obtained up to this time and those predicted at
present will probably be disproved by future studies. Nonetheless,
the evaluation of QOL occupies an important position and will be
paid more attention in the field of mental health.

Conclusion

Our study confirmed significantly worse QOL in patients with
mental disorders compared to caregivers or the general population,
especially in the physical and psychological domains. However,
we could not confirm lower global QOL in caregivers compared to
the general population. Our study found the caregiver group had a
higher level of QOL in the domain of social relationship than the
general population, as well as lower levels of physical and psycho-
logical QOL.

Current studies of QOL are ongoing, with efforts to develop consis-
tent definitions, scoring, and concepts. No current QOL instrument
is entirely sufficient to be considered completely standardized. QOL
measurements warrant further study so that clinicians may ultimately
be able to accurately and universally assess QOL as an outcome meas-
ure of treatment efficacy.
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