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ABSTRACT

Background: The chronic nature of Schizophrenia has a devastating impact not only on the patients but also in their
caregivers. The burden experienced by the caregivers can seriously affect the psychological wellbeing and caregivers
take up multiple coping strategies to tackle the burden. This study was undertaken to find the association between
symptom profile of Schizophrenia patients and the perceived wellbeing of their caregivers.

Methods: 30 patients with schizophrenia and their caregivers (parents or spouses), who were actively involved in
care of the patient for at least 6 months prior to assessment, were included in the study. Patients were evaluated by
socio demographic data sheet and Positive and negative syndrome scale (PANSS) while their caregivers were
evaluated using Caregiver socio demographic data sheet, Burden Assessment Schedule (BAS), Coping Checklist
(CCL) and Psychological Well Being Questionnaire (PWBQ). Statistical analysis was done using Chi square test and
Fischer exact test for categorical variables, Pearson correlation to find correlation between data and Analysis of
variance (ANOVA) to find significance of study parameters between groups. p < 0.05 was considered significant.
Results: Burden experienced by caregivers was more with a severe symptom profile. Moderate correlation is found
between patient’s positive symptom profile, negative symptom profile and burden. There was a weak correlation
between patient’s symptom profile and care givers coping strategies. The total PANSS scores did not influence the
pattern of coping. There was no statistically significant difference in coping strategies in positive and negative
symptom of schizophrenia. There was a moderate negative correlation between patient’s symptom profile (positive
and total PANSS score) and psychological wellbeing in caregivers. However, there was a weak correlation between
patient negative symptom profile and psychological wellbeing in caregivers.

Conclusions: Burden and wellbeing of the care givers of schizophrenic patients are closely inter related. These
parameters are in turn related to patient’s symptoms profile namely, the overall psychopathology and more with the
positive symptoms of schizophrenia. Though all care givers used different coping strategies, there did not appear to be
any interrelation between strategies and the perceived burden, well-being and patient’s psychopathology.

Keywords: Burden, Caregivers, Coping, Schizophrenia, Wellbeing

INTRODUCTION

A severe mental illness, like schizophrenia, has a
devastating impact on the patient as well as his or her
family members. This is due to chronic nature of the
illness and the long term it often involves. Patient

experiences problems related to both positive symptoms
such as aggressive behavior, delusions, hallucinations and
negative symptoms such as poor motivation and
inadequate self-care. The capacity for social relationship
is often diminished, and employment opportunities are
reduced.>? Patient’s relatives experience a range of
emotions, from loss and grief to guilt and anger. Like the
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patient they also feel isolated and stigmatized. The
addition of the care giving role to already existing family
roles becomes stressful; physically, psychologically and
economically.®

Burden has an objective and a subjective component.
Obijective burden refers to the disruptions in everyday life
for family members such as financial costs, loss of free
time and altered social relationships, while subjective
burden is viewed as the emotional costs of the illness to
the family.*®> Coping refers to the person’s constantly
charging cognitive and behavioral efforts to manage an
encounter appraised as stressful. Coping strategies can be
problem focused or emotion focused. The former refers
to strategies where the emphasis is on solution to the
problem, while the latter refers to ways in which the
individual regulates the emotional response to the
problem situation.5” In situations of chronic stress,
emotion focused coping strategies are more likely to be
adopted.

Greater burden was predicted by more severe patient
negative symptoms (stressor), greater anger control and
blame self-coping (vulnerability), and decreased tangible
social support (resource) in the caregiver.® Research
suggests that the negative symptoms of schizophrenia
contribute more to poor functional outcomes in the
patient and their care givers report high levels of burden.®
The problem behavior factor was significantly and
positively associated with positive but not negative
symptoms, whereas the reverse was true for impairment
in activities of daily living, which was positively
associated with negative but not positive symptoms.®
Caregiver burden and their psychological well-being was
not only controlled by the positive and negative
symptoms alone but also by the coping strategies used by
the caregiver in response to the symptom profile.

Higher levels of subjective burden were related to (1)
greater perceived frequency of positive and negative
symptom behaviors, (2) a tendency to use problem-
focused oriented coping for dealing with negative
symptom behaviors and (3) a tendency not to use
problem-solving oriented coping for dealing with positive
symptom behaviors. Well-being was also related to lower
perceived frequency of positive symptom behaviors and
social support, but not to coping style.’® Positive
symptoms and total PANSS score are related to lower
psychological well-being. This shows that positive
symptoms of patients are related to greater feelings of
burden among caregivers, which is in turn related to more
depressive symptoms and emotional wellbeing.*

Mental health problem in India mostly remains unnoticed
due to various reasons i.e. it is either not considered as a
problem needing attention or sometimes it is ignored as
no one in the family has time to think or discuss about the
mentally challenged person and their mental ailment. The
situation gets further aggravated by lack of adequate
medical or health facility to treat the case right in earnest.

India with a population of more than one billion is home
of one sixth of the world’s mentally ill. The prevalence
rate of schizophrenia as reported in India range from is
0.7-5.5/1000.12

Thare and Srinivasan highlight certain aspects of
Schizophrenia which are unique in our culture. Marriage
rates are high (almost 70%) as compared to the west.'?
This is probably because the age of marriage is lower in
India, especially in woman. Onset of illness is often after
the marriage, especially in women, which leads to more
broken marriages. Male patients are likely to remain
single. The presence of children is often a protective
factor in marriage.

Very few studies have examined the patients” symptom
profile in relation to burden, coping and well-being in
caregivers of schizophrenia, more so in the Indian
context. On this background, the present study attempts
to explore the relationship between the burden
experienced by the caregivers, their psychological
wellbeing and the coping methods evolved by them to
handle the problems in relation to the clinical symptom
profile of the illness. The aim of the study was to explore
the association between symptom profile of
schizophrenic patients and burden, coping styles and
subjective well-being in caregivers.

METHODS

This was a prospective observational study conducted at
the outpatient department of psychiatry, Government
Thanjavur Medical College and Hospital, Thanjavur,
Tamilnadu, India from July 2011 to December 2011.
Thirty patients who were diagnosed with schizophrenia
as per WHO ICD-10 and their caregivers (parents or
spouses), who were actively involved in care of the
patient for at least 6months prior to assessment, were
included in the study. Patients who were affected by other
mood affective disorders or by psychosomatic drug
intake were excluded from study. Patients were evaluated
by socio demographic data sheet and Positive and
negative syndrome scale (PANSS) while their caregivers
were evaluated using Caregiver socio demographic data
sheet, Burden Assessment Schedule (BAS), Coping
Checklist (CCL) and Psychological Well Being
Questionnaire (PWBQ).'**" Data entry and analysis were
done using SPSS software version 17.0. Descriptive data
were given in summary statistics while statistical analysis
was done using Chi square test and Fischer exact test for
categorical variables, Pearson correlation to find
correlation between data and Analysis of variance
(ANOVA) to find significance of study parameters
between groups. p <0.05 was considered significant.

RESULTS

30 consecutive patients with schizophrenia and their
caregivers were evaluated to know the symptom profile
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of the patient and the level of burden, coping strategies
and psychological wellbeing in the caregivers.

From the socio demographic data of patients (n=30), 60%
(n=18) were males, 56.7% (n=17) were younger than 30
years, 56.7% (n=17) had completed higher education
(PUC and above), 66.75 (n=20) were unemployed, 46.7%
(n=14) were married, 46.7% (n=14) had children, 70%
(n=21) were from urban background and 50% (n=15) had
duration of illness more than Syears. From the socio
demographic data of caregivers (n=30), 50% (n=15) were
males, 33.3% (n=10) were younger than 40 years, 50%
(n=15) had completed higher education (College
education), 76.7% (n=23) were employed, 56.7% (n=17)
were parents and 50% (n=15) were giving care for more
than 5years.

All patients (n=30) had more positive symptoms than
negative symptoms. This was probably due to the fact
that the entire sample was diagnosed to have paranoid
schizophrenia.

Burden experienced by caregivers was more with a
severe symptom profile (Figure 1) (Table 1). This
indicates that higher the total score on PANSS, more
severe was the perceived burden. Moderate correlation is
found between patient’s positive symptom profile,
negative symptom profile and burden which was found to
be statistically significant (p<0.01). This shows that the
presence of positive symptoms or negative symptoms,
each by themselves affected the perceived burden.

Table 1: Correlation between patient’s symptom profile and care giver’s burden, coping strategies and
psychological well-being.

Positive and negative syndrome

scale (PANSS)

Burden assessment score

Psychological well-

Coping check list being guestionnaire

R value

PANSS - positive symptoms 0.574 0.001*
PANSS - negative symptoms 0.472 0.008*
PANSS - global 0.671 <0.001*
PANSS - total 0.715 <0.001*

*p < 0.05 - Statistically significant

There was a weak correlation between patient’s symptom
profile and care givers coping strategies. The total

P value

R value P value R value P value
0.134 0.482 -0.501 0.005*
0.177 0.349 -0.199 0.293
0.371 0.044* -0.191 0.337
0.316 0.089+ -0.322 0.023*

PANSS scores did not influence the pattern of coping
(Table 2).

Table 2: Correlation between burden, coping strategies and psychological wellbeing in caregivers.

Variables
Burden assessment score vs Coping check list

Burden assessment score vs Psychological well being questionnaire
Coping check list vs Psychological well being questionnaire

*p < 0.05 - Statistically significant
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Figure 1: Assessment of burden in caregivers (mild,
moderate and severe).

Correlation (r) P value |
0.288 0.123

-0.413 0.023*

0.053 0.782

All the caregivers used coping strategies, irrespective of
whether the symptom profile was predominantly positive
or negative. There was no statistically significant
difference in coping strategies in positive and negative
symptom of schizophrenia. There was difference in
burden perceived and the coping strategies adopted by
parents and spouses of patients (Figure 2, 3).

There was a moderate negative correlation between
patient’s symptom profile (positive and total PANSS
score) and psychological well-being in caregivers, which
was statistically significant. However, there was a weak
correlation between patient negative symptom profile and
psychological wellbeing in caregivers and this was not
statistically significant (Table 2). Higher the total PANSS
score; lower was the psychological well-being. This
association was also true for positive symptoms, i.e.,
higher the positive symptom score, lower was the well-
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being of the care giver. This shows that positive
symptoms of patients were related to greater feelings of
burden among caregivers, which was in turn related to
more depressive symptoms and poorer emotional
wellbeing. There was no significant relationship between
the predominance of negative symptom scores and
psychological well-being of the care giver.
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Figure 2: Differences in burden experienced by
caregivers of schizophrenia (parents and spouses).
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Figure 3: Distribution of coping strategies among
caregivers of schizophrenia (parents and spouses).

DISCUSSION

Studies on burden and distress in families of persons with
schizophrenia in India have been conducted since the past
few decades. Early studies indicated that the mentally ill
person was perceived as a financial liability and a source
of disturbance to family life. Burden was perceived by
family members mainly in the areas of finance, inter-
personal relationships and physical and mental health of
the care giver.8

Gautam and Nijhawan found that relatives of patients
with schizophrenia experienced severe burden and that
the relatives of male schizophrenics experienced
increased financial burden.’® Gopinath and Chaturvedi
found that inactivity, slowness, poor self-care, inability to
participate in household activities were perceived as most

distressful.  Interestingly, aggressive or psychotic
behavior was not perceived as distressful by relatives.
However, young and educated relatives reported an
increased overall distress and burden. Negative
symptoms of patients were associated with greater
distress in care givers.?°

It has been found in our study that 70% of patients and
their caregivers were from urban background. However,
different results were found in the study by Ali and
Bhatti, who found that families experienced equal burden
irrespective of the residential settings.?? A review of 48
studies on family structure and problems found that
majority of psychiatric patients came from nuclear
families. Unlike in the West, the traditional joint family
system in India acts as a buffer against various kinds of
stresses. However, due to rapid urbanization and
industrialization, the joint family system is breaking. The
nuclear families are more vulnerable to stresses and are
less equipped to handle mentally ill members.??

Another study showed that burden was principally felt in
the areas of family routine, family leisure, family
interaction and finances. The emotional health of the
family was relatively untouched and the impact on
physical health of the caring relatives due to burden of
care was almost negligible.?® Despite high levels of
burden, care givers experienced subjective well-being
scores in the normal range, indicating that they possessed
considerable coping resources.?* In the study by Shankar
et al., global disability was higher in females, particularly
with regard to poor role functioning in terms of slowness
and lack of involvement in household chores. In both
sexes, negative symptoms predominated among the
factors associated with global disability.?

In addition to experiencing high degrees of psychiatric
morbidity, spouses of persons with schizophrenia
reported greater time sharing and less participation in
social activities than spouses in the normal group.?® In the
present study, 60% of caregivers were males, 56.7% had
completed higher education while 66.7% were
unemployed which was in contrast to the studies by Pai et
al and Moily et al in whose studies, majority of the
caregivers of schizophrenic patients were female (55%),
illiterate and unemployed.?’?® Low socio-economic
status, stigma and low educational level of the caregiver
were correlates of psychiatric morbidity in caregivers
while this burden was significantly and positively
correlated with duration of the illness in schizophrenia.?®

In a study on the coping styles of caregivers, 71% of the
relatives used resignation strategies, 79% failed to
maintain social contacts and 60% did not seek
information about the illness. Only one third of the
relatives ever attempted active social involvement of the
patients, coercion and avoidance strategies. Resignation,
as a coping strategy, had a significant and positive
correlation with burden. Resignation correlated positively
with the presence of negative symptoms.® In the present
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study, it was found that parents and siblings of
schizophrenic patients experienced more burden in
comparison to spouses which was similar to the results
obtained by Trivedi et al Younger relatives experienced
more burden than the middle age group relatives. Longer
the duration of illness more was the burden. Gender
differences were seen, with females perceiving greater
burden in respect to external support, spouse related,
physical and mental health areas.3!

In the study of perceived burden and coping strategies in
patients and spouses of persons with schizophrenia by
Rammohan et al it was found that spouses reported
greater emotional burden. Parents used more of denial as
a coping strategy while spouses used more of negative
distraction strategies. On stepwise regression analysis,
patient’s age, level of education and level of functioning
and caregiver’s use of denial as a coping strategy
emerged as significant predictors of caregiver burden.®?

The quality of burden experienced by family members in
relation to negative and positive symptoms differed in
different aspects of perceived burden. In the present
study, BAS score was statistically significant in all the
spectrum of symptoms of schizophrenia. This was similar
to the results obtained in studies by Provencher et al. and
Magliano et al but Wolthaus et al had found increased
burden with positive symptoms alone while Mahendru et
al had found negative symptoms to be a greater source of
burden, -3

In a study looking at gender and burden issues, it was
found that female caregivers experienced greater burden.
If patient is male and lived in joint families, family stress
levels are likely to be significantly higher leading to
greater burden.3” Research on burden and distress carried
out in the Indian context have found the same trends to
exist, as in the west. Patient demographic variables like
age, gender and education are correlated with burden, as
are illness related variables such as duration and severity.
Financial difficulties and disruption of family routine are
the areas where burden was felt the most. Some studies
indicate that despite the presence of burden, levels of
well-being are in the normal range, indicating these
caregivers have resources which enabled them to cope
with the stress of care giving. Few studies have examined
the well-being of the caregivers of schizophrenia in India.

It has been reported that despite high levels of burden
associated with schizophrenia, caregivers in India display
subjective well-being within the normal range, suggesting
considerable degree of resilience.®® In the present study,
psychological wellbeing in caregivers was inversely
correlated to positive symptoms PANSS score and
overall PANSS score and this was statistically significant.
Higher the total PANSS score lower was the
psychological well-being. This association was also true
for positive symptoms, i.e., higher the positive symptom
score, lower was the well-being of the care giver. This
was similar to the study done by Sandy M. Magana.*®

Rammohan found that higher levels of wellbeing were
reported by caregivers of female schizophrenic patients
with shorter duration of illness. Higher levels of well-
being were also associated with the use of problem
solving coping strategies rather than denial.*°

CONCLUSION

Thus, burden and well-being of the care givers of
schizophrenic patients are closely inter related. These
parameters are in turn related to patient’s symptoms
profile namely, the overall psychopathology and more
with the positive symptoms of schizophrenia. Though all
care givers used different coping strategies, there did not
appear to be any interrelation between strategies and the
perceived  burden,  well-being and  patient’s
psychopathology. The above finding would help in
planning interventions for the care givers of
schizophrenic patients, which reduce their burden,
improve positive coping skills and enhance their
psychological well-being. This would in turn improve the
quality of care given to the schizophrenic individuals.
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