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Abstract

Introduction: The caregivers of persons with chronic psychiatric disability experience
considerable amount of burden leading to a poor quality of life (QoL). Aim: The aim of
the present study was to assess the QoL of caregivers of persons with mental retardation
and compare them with caregivers of persons with chronic schizophrenia. Method: The
sample comprised of 30 caregivers of patients with mental retardation and 35 caregivers
of chronic schizophrenia patients. After informed consent, the caregivers were assessed
on a semi structured socio-demographic proforma and Hindi version of WHOQoL - Bref
(World Health Organization Quality of Life – Bref). The patients were assessed using
SOFAS (Social and Occupational Functioning Assessment Scale). Results: The scores
of caregivers of persons with mental retardation were not significantly different from
caregivers of chronic schizophrenia. Female gender and lower socio-economic status
was associated with poor quality of life among schizophrenia caregivers. Conclusion:
The findings should be considered while planning intervention services for the caregivers
of the persons with schizophrenia and intellectual disability.
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Introduction
The families of persons with chronic mental

disorders and mental retardation undergo
considerable caregiving stress on a regular basis.
Patients’ illness affects the QoL of relatives7.
Caregivers are the directly affected population
on whom people with chronic psychiatric
conditions such as schizophrenia and mental
retardation depend for lifelong support. The
prevalence of psychological ill health in families
of schizophrenia patients has been reported to
be upto 75%8 and psychological distress in
caregivers of schizophrenia is around twice that
expected in general population.9

Quality of life (QoL) measurement is an
important parameter which draws attention to
an individual’s perception of positive and
negative dimensions of life.6 Quality of life has
been construed as subjective perception of life
satisfaction, happiness, social relationships,
physical health and feeling of well being. It is a
uniquely personal perception denoting the way
individuals feel about their health status and
nonmedical aspects of their lives. However,
some researchers have emphasized on objective
assessment of quality of life by measuring
income, type of housing, occupation and
physical health.
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In families caring for children and persons
with mental retardation, social restrictions and
impact on psychological, physical and financial
well being has been reported.10 As family’s
perception of stress increases, their quality of
life decreases.11,12 This  is more relevant in Indian
setting where there are strong and close
emotional bonds among the family members.
Hence, if one member falls ill, it affects the
whole family’s functioning by producing
emotional turmoil. Quality of life of caregivers
is also important because it affects the outcome
of a disorder.

The main aim of this study was to assess
QoL of caregivers of persons with mental
retardation and compare with QoL of caregivers
of chronic schizophrenia patients. A subsidiary
aim was to determine the relationship of level
of performance in persons with mental
retardation and chronic schizophrenia with the
QoL of their caregivers. The caregivers of
persons with schizophrenia have been taken as
a comparison group because schizophrenia like
mental retardation is a chronic psychiatric
disorder needing regular care, supervision and
assistance by the caregivers.

Materials and method
The data collection was carried out in the

outpatient department of Psychiatry at Govt.
Medical College and Hospital (GMCH),
Chandigarh and at Govt. Institute for Mentally
Retarded Children (GIMRC), Chandigarh.

The study group comprised of adult
caregivers of persons with mental retardation
(IQ between 20-69, aged 8-18 years, attending
special school for last at least one year and
having no significant comorbid illness). The
control group comprised of adult caregivers of
chronic schizophrenia patients (diagnosed
according to ICD-10,13 who had the illness at
least for two years, were stable for at least last

three months and having no significant
comorbid illness).

Caregivers in both the groups were included
if they fulfilled the following criteria: (a) first
degree relative or spouse staying with the subject
(b) age between 20-59 years (c) staying in same
household and taking care of patient for a
minimum period of last one year (d) no co-
morbid psychiatric or major chronic physical
illness (e) no other family member having major
psychiatric illness, mental retardation or chronic
physical illness to care for  and (f) willing to
participate.

After obtaining consent and assuring
confidentiality, the caregivers were assessed on
a semi structured socio-demographic proforma
and Hindi version of WHOQOL - Bref (World
Health Organization Quality of Life - Bref).14

The patients of mental retardation and
schizophrenia were assessed on SOFAS (Social
and Occupational Functioning Assessment
Scale)15 to have a group with score not less than
20.

Results
A total of 30 caregivers of patients with

mental retardation and 35 caregivers of persons
with schizophrenia participated in this study.
The sociodemographic characteristics are shown
in Table 1.

The SOFAS score showed no significant
difference between the caregivers of schizo-
phrenia patients (Mean = 50.8, s.d. = 7.7) and
caregivers of persons with mental retardation
(Mean = 47.3, s.d. = 7.5). Quality of Life (QoL)
scores on the four domains of care providers of
the two groups showed no significant difference
except domain 2. On domain 2 assessing
psychological health, the QoL score of care
givers for mental retardation significantly
correlated with SOFAS score (Table 2). There
was no significant correlation between QoL
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                                             Table 1: Socio-demographic variables of caregivers

Variables Caregivers

Mental retardation Schizophrenia t /   (p)
group (n = 30)  group(n=35)

Age (in yrs) 45.7 ± 9.2 43.4 ± 11.1 0.910
(p > 0.05)

Gender
Male 15 17 0.013
Female 15 18 (p > 0.05)

Marital status
Single — 04 4.66
Married 29 28 (p>0.05)
Others 01 03

Family type
Nuclear 19 22 0.085
Extended 04 04 (p>0.05)
Joint 07 09

Religion
Hindu 20 26 1.406
Sikh 09 09 (p>0.05)
Others 01 —

Income (in Rs/month)
0-3500 06 16 10.78
3501-7000 10 15 (p<0.05)
7001 & above 14 04

Education
Illiterate 02 07 10.85
Primary 02 05 (p<0.05)
Middle 01 03
Matriculate 03 07
Diploma/Inter 03 04
Graduate 09 06
Postgraduate 10 03

Occupation
Skilled/semi-skilled 11 09 14.33
Teaching/semi-prof 06 01 (p<0.05)
Agriculture/business — 05
Administrative etc — 01
Housewife 06 15
Retired 07 04

Locality
Urban 25 26 2.573
Rural 04 09 (p>0.05)

domains of caregivers and IQ of mentally
challenged persons.

Only female caregivers of schizophrenia
patients reported significantly low (p<0.05) QoL
score on domain 1 assessing physical health
(Mean = 11.78, s.d. = 2.02) compared to males
(Mean = 13.35, s.d. = 2.47). There was no

significant gender difference in care givers for
mental retardation.

The caregivers of schizophrenia patients
with monthly income less than Rs.7001/- had
significant correlation with QOL in domain 4
assessing environmental health, while domain
1,2,4 on QoL scale assessing Physical,
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Table 2: Relationship between QoL and SOFAS scores

SOFAS

QoL domain Mental retardation group Schizophrenia  group

Domain 1 (Physical) 0.186 0.095
Domain 2 (Psychological) 0.353* 0.163
Domain 3 (Social) -0.059 0.112
Domain 4 (Environmental) 0.288 0.310

*P<0.05

Psychological and Environmental health in
caregivers of mental retardation were
significantly affected in income group less than
Rs. 3501/- per month (Table 3a & 3b).

Table 3a: Relationship of QoL to Income of mental retardation caregivers

Domain (0-3500) (3501-7000) (7001& above) t p
(i)  (ii)  (iii) (between)

1. Physical 12.1 ± 2.5 12.4 ± 2.1 14.5 ± 1.9 -0.2 (i-ii) p > 0.05
-1.7 (i-iii)
-1.7 (ii-iii)

2. Psychological 11.8 ± 2.4 12.3 ± 1.7 12.5 ± 1.7 -0.6 (i-ii) p > 0.05
-0.5 (i-iii)
-0.1 (ii-iii)

3. Social 10.9 ± 2.4 11.6 ± 1.9 12.7 ± 1.7 -0.8 (i-ii) p > 0.05
-1.3 (i-iii)
-1.0 (ii-iii)

4. Environmental 11.3 ± 2.1 11.8 ± 1.3 13.5 ± 0.5 -0.8 (i-ii) p > 0.05 (i-ii)
-1.9 (i-iii) p < 0.05 (i-iii)
-2.4 (ii-iii)   p < 0.05 (ii-iii)

Table 3b: Relationship of QoL to Income of schizophrenia caregivers

Domain (0-3500) (3501-7000) (7001&above) t p
(i) (ii) (iii) (between)

1. Physical 11.0 ± 2.3 13.2 ± 1.6 14.0 ± 2.1 -2.1 (i-ii) p < 0.05 (i-ii)
-2.7 (i-iii) p < 0.05 (i-iii)
-0.9 (ii-iii) p > 0.05 (ii-iii)

2. Psychological 10.5 ± 1.2 13.6 ± 1 13.3 ± 2.2 -5.3 (i-ii) p < 0.05 (i-ii)
-2.8 (i-iii) p < 0.05 (i-iii)
-0.3 (ii-iii) p > 0.05 (ii-iii)

3. Social 10.8 ± 2.9 12.5 ± 2.0 12.2 ± 1.9 -1.3 (i-ii)
-1.3 (i-iii) p > 0.05
-0.2 (ii-iii)

4. Environmental 9.3 ± 1.8 13.0 ± 1.1 13.8 ± 2.0 -4.9 (i-ii) p<0.05(i-ii)
-4.6 (i-iii) p<0.05(i-iii)
-1.1 (ii-iii) p > 0.05 (ii-iii)

Discussion
The QoL of the caregivers in both the

groups was comparable. This indicates that both
schizophrenia and mental retardation are
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comparable in terms of their effect on the
caregivers. However SOFAS score of mentally
challenged persons significantly correlated with
psychological health of caregivers on QOL. This
would signify that more the degree of
dysfunction in the mentally challenged persons,
more will be the psychological distress in the
caregivers. An earlier study has also reported
higher mental stress in parents of children with
intellectual disability.16 The caregivers of
mentally challenged persons with mild to
moderate degree of mental retardation may not
be affected to the same degree as the caregivers
of persons with severe and profound retardation.
In an earlier study, the parents of children with
Down’s syndrome reported significantly
different scores in mental health domain.17

On the physical domain of QoL scale,
female caregivers of schizophrenia patients
reported a lower score, implying that they have
poorer physical functioning compared to their
counterparts in mental retardation group.
Though mental retardation is a disabling
condition, but it begins early and with passage
of time, the caregivers might learn to live with
it and thus, at the time of study, they might have
recovered from the early impact of the condition.
In a similar study,18 elderly black mothers who
cared for their adult children with schizophrenia
were reported to be vulnerable to chronic
physical health conditions though having
emotional resilience. The female caregivers of
dementia patients had also reported lower QoL
on physical domain19. In another study, 64- 72%
of elder female caregivers reported depressive
symptoms.20  The strongest predictor  of
psychological morbidity in the form of clinical
depression and anxiety in parents of children
with intellectual disabilities was the feelings of
guilt.21  It is possible that the females who look
after the house are also expected to take care of
the person who has significant dysfunction, thus

putting extra burden on the female caregivers.
The help seeking for medical problems may also
be low among females.

Income less than Rs. 3501/- per month
showed significant effect on physical,
psychological and environmental domains of
QoL in care givers of persons with mental
retardation. Only environmental domain was
significantly affected in care providers of
schizophrenia patients having income less than
Rs. 7001/- per month. Considering these
findings together, the results show that
caregivers from lower income group experience
significantly more impact on their physical and
mental health. An earlier study22 has also
reported that individuals from lower household
income groups are disadvantaged with regard
to indicators of ill health, internal and external
satisfaction.

The study had several limitations. The
sample size was small and the population studied
was restricted to an outpatient clinic and a
special school. Also, related variables like
coping mechanisms, family burden and social
support have not been studied. Other studies
have mentioned importance of same.23,24

In conclusion, the study suggests that QoL
scores of caregivers of the mentally challenged
and chronic mental disorder (schizophrenia) is
comparable. The female caregivers of persons
having schizophrenia had significantly poor
physical health. The caregivers from lower
income group showed poor quality of life. These
findings need to be taken into account while
planning intervention services for the caregivers
of the persons with schizophrenia and mental
retardation.
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