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A b s t r a c t

Introduction: Schizophrenia is one of the most devastating disorders, leading to long-term and progressive 
disability in numerous individuals. Disability reflects an interaction between features of a person’s body and of 
the society. In all treatments, family psycho-education is also very important as disability of schizophrenia leads 
to burden upon family members. Caregiver burden can be either objective or subjective. Objective burdens are 
behavioural phenomena: disruption of the social activities and financial difficulties. Subjective burdens comprise 
emotional strain on caregivers. Due to the chronic nature of the disease and the disability, patients with schizo-
phrenia as a group need most care in social and economic areas.
Aim of the study: To assess the level of burden in caregivers of stable schizophrenia patients and the-
ir relation with degree of disability in schizophrenia patients. It was a cross-sectional and observation study. 
Material and methods: The study was carried out with 154 stable patients of International Classification of Di-
seases diagnosed schizophrenia and their primary caregivers. The patients were evaluated on the Indian Disability 
Evaluation and Assessment Scale (IDEAS) and Positive and Negative Syndrome Scale (PANSS), and the Burden 
Assessment Schedule (BAS) was used for their primary caregiver.
Results: Two thirds of schizophrenia patients who were stable on medication for at least 6 months and diagnosed 
with schizophrenia for at least 2 years had mild (70.12%) and the rest had moderate disability (29.87%). Greater 
burden of care was experienced with increasing age.
Conclusions: Caregivers’ burden has a direct correlation with overall disability. Deficiency in interaction, com-
munication and employment leads to more burden of care, but not a deficiency in self-care.

Key words: schizophrenia, disability, caregiver burden.

Introduction
Among various psychiatric disorders, schizo-

phrenia is one of the most devastating, leading to 
long-term and progressive disability in numer-
ous individuals (Kung 2003; Martyns-Yellowe 
1992). Schizophrenia is characterized by disor-
dered cognition, including a “gain of-function” 
in psychotic symptoms and a “loss of-function” 
in specific cognitive functions, such as working 
and declarative memory (Tamminga 2009).

It is a chronic, disabling psychiatric illness 
with marked heterogeneity with respect to 
symptoms, onset, course, prognosis, treatment 
responsiveness, and outcome. It is characterized 
by a fluctuating course of illness with intermit-
tent periods of acute psychosis and remission, 
often with residual symptoms during remission. 
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Heterogeneity means that the experience of 
schizophrenia varies considerably from person 
to person and from family to family. Estimates 
of lifetime prevalence range from 0.6% to 1.9% 
(Tamminga 2009).

In the past three decades, the concept of 
disability has shifted from individual impair-
ment to a more social phenomenon. Disability 
is a complex phenomenon, reflecting an inter-
action between features of a person’s body and 
features of the society in which he or she lives 
(Chandrashekar et al. 2010).

Treatment of schizophrenia includes phar-
macological such as anti-psychotic drugs and 
non-pharmacological such as training in social 
skills and problem-solving, supportive therapy, 
interpersonal therapy, cognitive therapy, voca-
tional rehabilitation, and psychosocial rehabilita-
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tion. Above all, family psycho-education is also 
very important as disability of schizophrenia 
leads to a burden upon family members (Tam-
minga 2009).

The World Health Organization (WHO) 
states caregiver burden as the “the emotional, 
physical, financial demands and responsibilities 
of an individual’s illness that are placed on the 
family members, friends or other individuals 
involved with the individual outside the health 
care system”. 

Caregiver burden can be either objective or 
subjective. Objective burdens are defined as 
readily verifiable behavioural phenomena, e.g. 
negative patient symptoms; disruption of the 
caregiver’s domestic routine social activities and 
leisure; social isolation; and financial and employ-
ment difficulties (Kuipers 1993; Greenberg et al. 
1993). Subjective burdens comprise emotional 
strain on caregivers, e.g. frustration, depression, 
fear, sadness, anger, guilt, loss, stigma and rejec-
tion (Greenberg et al. 1993; Tsang et al. 2003). 
Previous research exploring the caregiver experi-
ence in the broader schizophrenia population has 
demonstrated considerable objective and subjec-
tive burdens of providing informal care of patients 
(Flyckt et al. 2013; Vermeulen et al. 2015; Ong 
et al. 2016; Caqueo-Urízar et al. 2009).

Due to the chronic nature of the disease and 
the disability it causes, patients with schizophre-
nia are among the patient groups that need care 
most in social and economic areas (Cloutier et al. 
2016; Marcellusi et al. 2018; Chang et al. 2008).

In summary, the aim of this study was to assess 
the disability profile in stable patients and level 
of burden in caregivers of these patients with 
schizophrenia. The study will help determine 
the degree of disability in this stable outpatient 
population with regular follow-up and low active 
psychopathology, which may later on be used 
for disability certification and policy.

Material and methods

Study setting and population

This cross-sectional study was conducted at 
the department of psychiatry of a tertiary care 
centre from south Gujarat. 

The study population included patients with 
schizophrenia diagnosed using International 
Classification of Disease-10 (World Health Or-
ganization, 1992). The inclusion criteria for 
patients were age between 16 and 60 years, 
minimal duration of illness of 2 years, patients 
with regular follow-up for at least 6 months and 
stable on medication without major changes in 

the last 6 months, with a Positive and Negative 
Syndrome Scale (PANSS) score < 75 and who 
gave valid informed consent.

The inclusion criteria for caregivers were those 
who live with a patient for at least 6 months or 
more with age of 18 years and above, with no 
previously diagnosed psychiatric illness.

A semi structured proforma was used to col-
lect socio-demographic like age, sex, education, 
marital status etc. and illness details.

Assessment tools

Burden Assessment Schedule  
(Thara et al. 1998)

The Burden Assessment Schedule (BAS) was 
developed at the Schizophrenia Research Foun-
dation, India, to assess the burden among pri-
mary caregivers of chronic mentally ill persons.

This is a semi-quantitative, 40-item scale 
measuring 9 different areas of objective and 
subjective caregiver burden. Each item is rated 
on a 3-point scale – not at all, to some extent, and 
very much. It includes nine domains: 1. Spouse 
related, 2. Physical and mental health of care-
giver, 3. External support, 4. Caregiver routine, 
5. Support of patients, 6. Taking responsibility, 
7. Other relationship, 8. Patient’s behaviour,  
9. Caregiver’s strategy. 1, 8, 11, 13, 15, 17, 18, 
24, 25, 29, 34, 35, 36, 39, 40 items are reverse 
coded. Scores range from 40 to 120 with higher 
scores indicating greater burden, i.e. mild burden 
(0-40), moderate burden (41-80) and severe 
burden (81-120).

Indian Disability Evaluation and Assessment 
Scale (Rehabilitation Committee of Indian 
Psychiatry Society 2002)

The Indian Disability Evaluation and Assess-
ment Scale (IDEAS) is a scale for measuring and 
quantifying disability in mental disorders and 
developed by the Rehabilitation Committee 
of the Indian Psychiatric Society. An IDEAS is 
a well-validated instrument and is used across 
the country for disability evaluation in psychi-
atric disorders.

It has good criterion validity and face validity. 
Criterion validity of the scale has been estab-
lished by comparing IDEAS with WHODAS.

It assesses disability under four domains: self-
care, interpersonal activities (social relationships), 
communication and understanding, and work. 

Scoring: 0 – no disability, 1-6 – mild, 7-13 
– moderate, 14-19 – severe and 20 – profound 
disability.
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Positive and Negative Syndrome Scale  
(Kay et al. 1987)

The Positive and Negative Syndrome Scale 
measures symptom severity of patients with 
schizophrenia. It was published in 1987 by Stanley 
Kay, Lewis Opler, and Abraham Fiszbein. Each of 
the 30 items is accompanied by a specific definition 
as well as detailed anchoring criteria for all seven 
rating points. Scoring: There are 7 items each in 
the positive and negative scale and 16 items in the 
General Psychopathology Scale. Each item is rated 
on a severity scale from 1 to 7. For the positive 
scale and negative scale, the total score ranges from 
7 to 49 and the General Psychopathology Scale 
ranges from 16 to 112. A higher score denotes 
greater severity on each scale.

The cross-sectional observational study was 
approved by the institutional Ethics Committee. 
All the diagnosed clinically stable schizophrenia 
patients and their caregiver who came in to the 
general hospital psychiatric units (GHPU), who 
fulfilled all inclusion and exclusion criteria and 
gave informed valid consent after understanding 

the Participant Information Sheet, were included 
in this study. 

154 patients with schizophrenia of at least 
2 years’ duration and 6 months’ stability on 
the same antipsychotic medication were in-
cluded. Socio-demographical profile, IDEAS, 
and PANSS were administered to the patients 
and BAS was administered to their caregivers.

 
DATA analysis

The results were subjected to statistical analy-
sis with SPSS trial version 20.0 using the t test 
and χ2 test. 

Results

Table 1 shows the profile of various demo-
graphic and psychosocial details of the patients 
and their caregivers. Patients had a mean age 
of 38.86 (±8.9) years with the range of 16 to 
60 years of age and caregivers had a mean age 
of 45.12 (±12.3) years with the range of 21 to 
65 or more years of age.

Table 1. Demographic and psychosocial profile of patients and caregivers of patients with schizophrenia (n = 154)

Variables Patients Caregivers 

Frequency (n) % Frequency (n) %

Sex male 87 56.5 94 61.0

female 67 43.5 60 39.0

Education illiterate 127 82.47 126 81.81

literate 29 17.53 30 18.19

Occupation unemployed 23 14.9 14 9.1

employment 79 51.3 94 61.0

housework 52 33.8 46 29.9

For patients Frequency (n) %

Socioeconomic 
class

upper 5 3.2

upper middle 12 7.79

middle lower 32 20.74

upper lower 88 57.14

lower 15 9.7

Marital status married 106 68.8

unmarried 26 16.9

separated 4 2.6

single 12 7.8

divorced 5 3.2

widow 1 0.6

For caregivers

Relationship  
of caregiver

spouse 34 22.08

other 120 77.92

total 154 100.0
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Illness profile of patients with schizophrenia 

As only improved and stable patients with 
a PANSS score < 75 were included in the study, 
their positive symptoms score range was 7-16 
with mean 7.6 (±1.5), negative symptom score 
range of 7-24 with mean 9.83 (±3.9), general 
score range of 16-33 with mean 19.75 (±3.7) 
and supplementary score range 2-8 with 2.31 
(±0.6) (Table 2).

Disability profile of patients

All had mild to moderate level disability (Table 3).  
In various domains of the IDEAS scale,  
93% (n = 14) had no deficiency, 6% (n = 8) had 
mild and 1% (n = 2) had moderate deficiency 
in the self-care domain, but no severe deficiency.  
66% (n = 103) of patients had no deficiency,  
26% (n = 41) had mild and 6% (n = 10) had 
moderate deficiency in the interpersonal domain. 
49% (n = 76) of patients had no deficiency,  
30% (n = 47) had mild and 20% (n = 31) had 
moderate deficiency in the communication do-
main. 38% (n = 59) of patients had no deficiency, 
37% (n = 57) had mild, 14% (n = 23) had moder-
ate, 6% (n = 10) had severe and 3% (n = 5) had 
profound deficiency in the employment domain. 

There is a positive correlation between age 
and IDEAS total score in these patients, which 
shows that patient’s disability increases with 
increasing patient’s age (p = 0.04). There is 
a positive correlation between occupation and 
IDEAS total score in these patients with the  
p value of < 0.01 being significant, which shows 
that patient’s occupation had a large impact on 
patient’s disability (p < 0.01). In occupation, 
unemployed patients had more disability than 
employed patients.

Burden in caregivers

Table 4 shows that 51.9% (n = 80) of care-
givers had lower burden and 48.50% (n = 74) 
had higher burden on the BAS scale. In our 
study a BAS score above 65 was considered as 
higher burden.

Table 5 shows the mean caregiver burden on 
the various domains of the BAS scale (spouse  
n = 83, other caregiver n = 71). 

Our study shows that there is significant 
correlation in spouse-related domain with sex 
and education, with the p values 0.04 and 0.01 
respectively being significant (Table 6). Care-
givers of more than 50 years had more burden 
than other age groups. Burden of care increases 
with increasing age. Female spouse caregiv-
ers perceived more burden of care than male 
spouses. There is no correlation of occupation, 
family and spending time with the patient on 
burden of care in spouses, with the p value be-
ing insignificant. 

Association of caregiver burden (total BAS 
score) with demographic variables (spouse  
n = 83, other caregiver n = 71) was shown in 
Table 7.

In our study, the relation of different demo-
graphic variables with total BAS score shows that 
sex had an effect on burden of care associated 
with caregivers, with the p value (0.03) being 
statistically significant. Burden of care increases 
with increasing age of caregivers and female 
caregivers perceived more burden than males. 
Others parameters – education, caregiver’s and 
patient’s occupation – had no correlation with 
total BAS score, as the p value is not statistically 
significant (> 0.05). Caregivers in the age group 
of 36-45 years had a lesser burden than other 
age groups, while in our study, caregivers of the 

Table 2. Illness profile of patients with schizophrenia (N = 154)

Variables  Frequency (n) %

Duration 
of illness

2-5 years 27 17.5

6-9 years 42 27.2

≥ 10 years 85 55.1

Admission absent 102 66.2

present 52 33.7

Table 3. Disability profile of patients with schizophrenia  
(n = 154)

IDEAS  
Disability

Male  
(n = 87)

Female 
(n = 67)

Pearson 
χ2

p value

Mild 58 46 0.68 0.79

Moderate 29 21

Table 4. Caregiver burden of patients with schizophrenia on burden assessment schedule scale

Level of burden n Range Mean SD t test p value

BAS scale lower burden 80 46-65 51.86 5.87 –18.60 0.00

higher burden 74 66-104 75.27 9.45

BAS – burden assessment schedule
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Table 5. Mean of caregiver burden on the various domains of Burden Assessment Schedule scale (spouse n = 83, other  
caregiver n = 71)

Domains Spouse Others caregiver t test p value

Mean SD Mean SD

Spouse-related 7.37 1.31 – –

Physical and mental health of caregiver 10.01 3.63 11.63 3.83 –2.69 0.37

External support 11.08 2.13 11.08 1.39 0.00 0.38

Caregiver routine 5.64 1.66 5.97 1.78 –1.202 0.78

Support of patients 6.81 2.15 7.73 2.36 –2.54 0.25

Taking responsibility 8.69 2.30 9.45 2.32 –2.04 0.94

Other relationship 2.32 0.68 2.52 0.71 –1.74 0.06

Patient’s behaviour 5.35 1.72 5.96 1.89 –2.09 0.24

Caregiver’s strategy 7.05 1.75 7.32 1.79 –0.96 0.87

Total 64.34 13.96 61.68 14.17 1.17 0.77

Table 6. Association of different demographic profiles with spouse-related domain of Burden Assessment Schedule scale

Variables Groups Mean SD f/t value Sig.

Age 50 (n = 67) 5.22 0.57 0.07 0.79

50+ (n = 16) 5.87 0.62

Sex male (n = 44) 5.09 0.56 4.08 0.04

female (n = 39) 5.64 0.58

Education illiterate (n = 26) 4.85 0.46 12.85 0.01

literate (n = 57) 5.58 0.56

Table 7. Association of caregiver burden (total Burden Assessment Schedule score) with demographic variables (spouse  
n = 83, other caregiver n = 71) 

Variables Groups Mean SD f/t value Sig.

Age 50 60.56 13.48 0.03 0.86

50+ 67.10 14.17

Sex male 65.32 13.80 –2.09 0.03

female 70.25 14.81

Education illiterate 64.37 15.38 1.16 0.28

literate 62.57 13.52

Relationship spouse 64.34 13.96 0.08 0.77

non spouse 61.68 14.17

Caregiver’s 
occupation 

unemployed 64.78 14.93 0.75 0.47

employed 66.61 13.71

house work 69.28 15.53

Patient’s occu-
pation

unemployed 72.47 16.36 2.20 0.11

employed 67.21 14.28

house work 64.98 13.17
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age group more than 50 years perceived more 
burden than other age groups. 

Correlations of caregiver burden (total BAS 
score) with different parameters – IDEAS score 
and its inter-domains, PANSS, caregiver’s age, 
patient’s age, duration of illness (Table 8).

In our study, the correlation between total 
BAS score and total IDEAS score and the fol-
lowing inter-domains of IDEAS – interpersonal, 
communication and employment – is highly 
significant. Deficit in all these domains affects 
burden of care in caregivers. Burden of care in 
the caregiver increases with increasing disability 
in the patient. There is a significant correlation 
between total BAS score and PANSS score as 
the p value of 0.00 is significant. As psycho-
pathology (PANSS score) increases, burden of 
care also increases. There is no significant cor-
relation between total BAS score and different 
parameters – caregiver’s age, duration of illness 
and patient’s age.

Discussion

This study primarily aimed to study the 
nature of disability and caregiver burden in 
stable schizophrenia patients. In our study, the 
relation of different demographic factors with 
total BAS score shows that sex had an effect on 
burden of care associated with caregivers, with 
the p value (0.03) being statistically significant. 
Burden of care increases with increasing age 
of caregivers and female caregivers perceived 
more burden than male caregivers. Others pa-
rameters – education, caregiver’s and patient’s 
occupation – had no correlation with total 
BAS score, as the p value is not statistically 
significant (> 0.05).

In this study, greater burden of care was 
experienced with increasing age. A previous 
study demonstrated that advancing age of family 
member was an important predictor of burden 
(Kumar et al. 2015; Rammohan et al. 2002). 
Another study by Sharma (2014) concluded that 
burden increased with age and a lower burden 
existed at 36-45 years of age than the other 
age groups. As age increases, an individual is 
challenged by various stressors e.g., age-related 
health issues, financial issues, poor social support, 
decreased mental and physical ability. Gradu-
ate caregivers perceived more burden than the 
illiterates. A previous study by Sharma (2014) 
on caregivers who were educated between class 
VI and X showed less burden than primary level 
educated caregivers. This is possibly because of 
the different settings in which the study was 

conducted. Both females and wives as caregivers 
tended to perceive more burden when compared 
to male caregivers. This is consistent with the 
findings of Kumar and Mohanty (2007) and 
Sharma et al. (2014) where wives and females 
as caregivers experienced more burden than 
husbands and males as caregivers respectively. 
In our study, spouse caregivers experienced more 
burden than other caregivers. Sharma (2014) 
demonstrated that severe burden was experi-
enced if caregivers were spouses. In the Indian 
social context the female spouse has a dual role 
of managing household work as well as an in-
come producer.

In our study, there is a significant correlation 
between total BAS score, total IDEAS score, 
and the interpersonal, communication and em-
ployment inter-domains of IDEAS as highly 
statistically significant, meaning the higher the 
disability is, the higher is the burden. Deficit 
in all these domains increases burden of care 
in caregivers. There is a significant correlation 
between total BAS score and PANSS score, as 
the p value is highly significant. As psychopa-
thology (PANSS score) increases, burden of care 
also increases. The Kumar et al. (2015) study in 
South India found that the correlations between 
total BAS score and PANSS score, IDEAS score, 
age of the caregiver, gender of the patient and 
duration of treatment were significant, while 
age of the patient and duration of illness did 
not have a significant correlation with burden 
scores. A study in India by Arun et al. (2018) 
demonstrated that the most powerful determi-

Table 8. Correlations of caregiver burden (total Burden As-
sessment Schedule score) with different parameters – Indian 
Disability Evaluation and Assessment Scale score and its in-
ter-domains, Positive and Negative Syndrome Scale, caregi-
ver’s age, patient’s age, duration of illness

Variables Pearson  
correlation

Sig. (2-tailed)

Caregiver’s age –0.15 0.06

Patient’s age 0.09 0.22

Duration of illness –0.06 0.43

PANSS score 0.55 0.00

IDEAS score 0.44 0.00

Self-care 0.14 0.07

Interpersonal 0.28 0.00

Communication 0.41 0.00

Employment 0.51 0.00
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nant of spousal caregiver burden was the degree 
of disability as measured by IDEAS.

In conclusion, two thirds of schizophrenia 
patients who were stable on medication for at 
least 6 months and diagnosed with schizophrenia 
for at least 2 years had mild (70.1%) disability 
and the rest had moderate disability (29.9%). 
Unemployed patients (mean IDEAS score of  
7.0 ±2.6) had more disability than employed 
patients (mean IDEAS score of 4.8 ±2.2). Pa-
tients of the age group 41-50 years had more 
disability than younger age groups. Patient’s 
family status and education have no effect on 
disability of the person. Caregivers and patients 
themselves with higher secondary and graduate 
education and patients of lower middle socio-
economic class III reported more deficiency 
in the self-care domain, probably because of 
higher achieved and expected self-care levels. 
Interpersonal activities were more affected in 
unemployed (mean IDEAS score of 0.61) and 
household working patients (mean IDEAS score 
of 0.52) than employed patients (mean IDEAS 
score of 0.25).

In spouse caregivers, burden increases with 
increasing age. Female spouse caregivers (mean 
BAS score of 7.8 ±1.4) perceived higher burden 
than male spouse (mean BAS score of 7.1 ±1.2). 
Younger age group caregivers perceived more 
burden than older age group caregivers in giv-
ing financial and family support to the patient. 
Females, mainly wives (mean BAS score of 8.1 
±1.3), perceived more burden than parents of 
patients (mean BAS score of 7.5 ±1.2) in main-
taining the family relationship. All caregivers 
perceived a high level of burden in the areas of 
external support, support of patient, other re-
lationships and patient’s behaviour related area.

Strengths of the study include the following. 
First, it was done exclusively on a hospital-based 
day-to-day outpatient sample. Second, this study 
was done on a stable population with the dis-
ease. Third, standardized scales were used and 
were administered by a single person here by 
eliminating inter-rater bias. Limitations of the 
study are that it was a cross-sectional study, 
follow-up of the patients was not done and the 
sample size was small. A control group was 
not taken; hence no comparison was possible. 
Children and geriatric schizophrenia patients 
were not included in the study.

There is a need for long-term treatment and 
follow-up as much as improvements in com-
munity-based family intervention programs 
delivered by mental health services. These fac-
tors can be considered in future research in this 

area. Patients treated at the community level are 
associated with lesser disability (Thirthalli et al. 
2010). These benefits can be maintained over 
extended periods of time (Thirthalli et al. 2009).

In summary, patients were stable on medica-
tion for at least 6 months, with good family sup-
port, maintaining treatment for longer duration, 
with no treatment default, no poor compliance, 
no acute episode and no institutionalization, 
showed mild to moderate disability, and there 
was a lower burden of care in caregivers (Thir-
thalli et al. 2010). Caregivers’ burden has a direct 
correlation with overall disability. Deficiency in 
interaction, communication and employment 
leads to more burden of care, but not a deficiency 
in self-care (Thirthalli et al. 2009).
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