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BACKGROUND 

Schizophrenia is a severe mental disorder affecting 
nearly 20 million people globally1 and runs a chronic 
course with exacerbations and remissions, each re-
lapse being followed by a further decline in the pa-
tient’s baseline functioning.2,3 It is still ranked among 
the top 10 leading causes of disease-related disability 
world-wide.4,5 With antipsychotic medications, over 
three fourths of the patients show improvement of 
positive psychotic symptoms but this does not guar-
antee an improvement in critical areas of day-to-day 
functioning such as maintaining employment, social 
relationships and living independently, as the medi-

cations rarely impact the cognitive deficits or nega-
tive symptoms.6 It is also associated with frequent 
psychiatric and medical comorbidities and life expec-
tancy is on an average 20 years less than the general 
population posing a serious challenge to health sys-
tems particularly in low-income and middle-income 
countries.6,7 The economic burden associated with 
schizophrenia is disproportionately high relative to 
other chronic mental and physical health conditions 
reflecting the chronic and debilitating nature of the 
disease resulting in ‘direct’ costs of health care as 
well as ‘indirect’ costs due to reductions in ability to 
achieve real-world functional outcomes.8,9 Stigma as-
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sociated with schizophrenia contributes to discrimi-
nation thereby limiting access to general health care, 
education, housing and employment.1 India being a 
developing country with a population of 1.3 billion, 
197.3 million were diagnosed with mental disorders 
and their contribution to total disease burden is said 
to have doubled between 1990 and 2017. Of the 
197.3 million, schizophrenia was the diagnosis in 3.5 
million people.7 

Burden of care and depression in caregivers 

As patients with schizophrenia struggle to maintain 
social relationships, sustain employment and live in-
dependently, they need significant support in their 
daily life. 6 In India, the family is a major source of 
support for the mentally ill and the majority of peo-
ple with schizophrenia stay with their families.10,11 
Caring for persons with severe mental disorders can 
be a devastating stressor in any family regardless of 
the strengths of the family and resources available 
for coping. Although the entire family as a unit pro-
vides considerable support, the responsibility of car-
ing is often shouldered by one ‘primary care giver’ 
who experiences physical and emotional burden.12 
The needs of the caregivers can be multiple, varying 
across cultures.10 Often caregivers are less aware of 
the psychiatric nature of the illness, so their educa-
tional needs include gaining information about warn-
ing signs of a relapse, effects of medication and ways 
of coping with the patient’s behavior. Disruption in 
family routine was an area in which burden was ex-
perienced and disruptions of family interactions was 
another significant aspect of burden besides financial 
burden.9 Caregiver burden is exacerbated by issues 
of illiteracy and poverty. Many a time the caregivers’ 
efforts go unrecognized.11 

In India, caregivers of patients with schizophrenia 
have major role to play monitoring the daily medica-
tion, accompanying the patients for doctor reviews, 
monitoring Activities of Daily living (ADL), cognitive 
retraining, vocational and social skills training of the 
patients. This is not only because of the close family 
ties that that exist in these traditional societies but 
also because of the lack of mental health and rehab 
professionals to deliver these services.11 

The complex and varied aspects of caregiving can 
strain even the most resourceful person. Given the 
nature of the illness and the prolonged process of 
providing care, the caregivers are often unable to ful-
fil their own aspirations at a personal, social, occupa-
tional level.13 This may lead to psychological distress 
and it is not unusual for caregivers to develop de-
pression as a result of the constant demands they 
face while providing care, with depression in care-
givers of patients with mental illness estimated to be 
two times higher than the general population.14 De-
pression can affect their routine activities, work per-
formance, social interaction, their physical well-
being and their quality of life. This may have a cas-
cading effect on the care being provided to the pa-

tient with schizophrenia and the outcome of the ill-
ness. 

In a developing country like India with just 0.75 psy-
chiatrists per 100,000 population15 and where the 
primary focus is on the patient and chiefly symptom 
control, the needs of the caregiver are mostly unmet. 

With this background this study was conducted to 
assess burden of care and depression in primary 
caregivers of patients with schizophrenia and care-
giver variables associated with it. 

 

METHODS 

In this cross-sectional study, 75 caregivers of pa-
tients with schizophrenia, accompanying the patients 
to the out-patient clinical services at Schizophrenia 
Research Foundation (SCARF), a mental health cen-
ter and non-profit organization based in Chennai, a 
metropolitan city in south India, offering a multidis-
ciplinary comprehensive range of psychiatric care 
and rehabilitation services, fulfilling the necessary 
criteria and consenting to participate in the study 
were included. This center caters to about 10-12 new 
patients and about 70-80 patients who come for a 
review, per day. Of these about 30-40% are patients 
with schizophrenia. 

Approval for the study was obtained from the Insti-
tutional Ethics Committee of A.C.S. Medical College, 
Dr MGR Educational and Research Institute, Chennai. 
Data was collected between October and November 
2018. The primary care giver was defined as the 
member of the family who was most involved with 
the care of the patient with an ICD-10 diagnosis of 
schizophrenia. Both patient and caregiver were older 
than 18. Primary care givers who were away from 
the patient at least for a month in the past three 
months were excluded. Those caregivers with a prior 
diagnosis of a psychiatric disorder were also exclud-
ed from the study. The study subjects were adminis-
tered the following: 

(1) A proforma to collect sociodemographic details 
and other information regarding relationship to the 
patient, frequency of contact with the patient and 
duration of care. 

(2) Burden Assessment Schedule [BAS]: The caregiv-
er burden was assessed using the BAS12, developed 
by SCARF. It is a structured instrument comprising of 
40 items and each item is rated on a 3-point scale (1: 
not at all; 2:to some extent; 3: very much). Based on 
the total score the level of burden was further cate-
gorized as low (1-40), moderate (41-80) and high 
(81-120). 

(3) Patient Health Questionnaire [PHQ-9]: This struc-
tured 9 item questionnaire was used to assess de-
pression. PHQ-916 score can range from 0 to 27. Each 
of the 9 items are scored from 0 (not at all) to 3 
(nearly every day). A score of 10-14 on this ques-
tionnaire indicates moderate depression, score of 
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15-19 indicates moderately severe depression while 
a score of 20-27 indicates severe depression. 

The data so collected was analysed using SPSS. For 
sociodemographic variables of the study subjects 
and the patient care descriptive data percentages 
were calculated. Chi-square test was used to study 
the association between BAS scores and caregiver 
variables and also to study the association between 
PHQ-9 scores and caregiver variables. The associa-
tion between burden of care and depression was 
studied using Pearson’s correlation. The Mantel-
Haenszel test was used for odds ratio. 
 

OBSERVATIONS 

A total of 75 caregivers participated in the study of 
which 49 were female and 26 were male. 42 (56%) 
were more than 45 years old. A majority, 62 of the 
care givers were married (82.7%). Only 24 (32% ) 
had college level education while 40 (53.3%) were 
educated below high school level. 37 (49.3%) of the 
caregivers were employed (Table 1).  
 

Table 1: Socio-demographic profile of the care-
givers (N=75) 

Variable Caregiver (%) 95% CI of % 
Age   

≤ 45 years 33 (44) 32.6 – 55.9 
> 45 years 42 (56) 44.1 – 67.4 

Gender   
Male 26 (34.7) 24 – 46.5 
Female 49 (65.3) 53.5 – 76 

Marital Status   
Single 9 (12) 5.6 – 21.6 
Married 62 (82.7) 72.2 – 90.4  
Divorced/Separated 1 (1.3) 0.03 – 7.21 
Widow/Widower 3 (4) 0.8 – 11.3  

Education Status    
Primary & Middle School 40 (53.3) 41.5 – 65  
Secondary School 11 (14.7) 7.6 – 24.7  
Graduate and above 24 (32) 21.7 – 43.8  

Employment status   
Employed 37 (49.3) 37.6 – 61.1 
Unemployed 38 (50.7) 38.9 – 62.4  

 

Table 2: Patient care details of the caregivers 
(N=75) 

Variable Caregiver (%) 
Relationship to the patient   

Parent  25 (33.3) 
Spouse 22 (29.3) 
Children 17 (22.7) 
Sibling  8 (10.7) 
Other Relatives 3 (4) 

Accommodation    
Lives with patient 64 (85.3) 
Does not live with the patient 11 (14.7) 

Frequency of contact with the patient   
Daily 72 (96) 
Less Frequent 3 (4) 

Years of provision of care    
< 5 years 25 (33.3) 
≥ 5 years 50 (66.7) 

The 95% C.I. for the socio-demographic variables 
was calculated for generalizability of the results 
within the range of the 95% C.I. 

Total 25 (33.3%) of the caregivers were parents of 
the patients with schizophrenia while 22 (29.3%) 
were spouses of the patients. A majority, 64 of the 
caregivers were living with the patient (85.3%) and 
72 (95%) of them were in contact with the patient on 
a daily basis. 50 (66.7%) of the caregivers had been 
providing care for 5 or more years (Table 2). 

All the primary care givers (N=75) had moderate to 
high levels of burden based on the Burden Assess-
ment Schedule scores with 40 (53.3%) of the care-
givers having moderate levels and 35 (46.7%) of the 
care givers having high levels of burden (Figure 1). 

Based on the PHQ-9 scores, 66.6% of the caregivers 
had moderate to moderately severe depression while 
6 (8%) had severe depression (Figure 2). 

There was a significant correlation between the age 
of the caregiver and level of burden, with older care-
givers experiencing more burden. There was also a 
significant correlation between the level of education 
and burden, caregivers with lower educational levels 
experiencing more burden. Spouses of the patients 
with schizophrenia experienced significantly more 
burden compared to other relatives (Table 3).  

Based on the odds ratio, the burden of care though 
not significant, was more in women caregivers, care-
givers who were married, those who were employed, 
less than 5 years of caregiving and those in daily con-
tact with the patient. 

Though not significant based on the odds ratio de-
pression was more in older caregivers, women care-
givers, those with lower education levels, employed, 
caregivers in daily contact with the patient and if the 
caregivers were spouses of the patients. 

A highly significant positive correlation was seen be-
tween the level of burden and depression scores as 
seen in Table 5. 

 

DISCUSSION 

A majority, 49 of the caregivers in this study were 
females (65.3%). The concept of family burden being 
a ‘gendered notion’ with female relatives providing a 
major portion of caregiving has been observed in 
studies across cultures.11,14,17,18 

Majority of the caregivers in this study were middle 
aged or older and were married. Majority of the 
caregivers had primary and middle school level edu-
cation with nearly half of the caregivers being unem-
ployed. A major portion of the caregivers were either 
parents or spouses of patients with schizophrenia 
and were living with the patient. Almost all the care-
givers 72 (96%) were in contact with the patient on 
a daily basis. 
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Table 3: Association between BAS Score and caregiver variables 

Variable Subjects with Severe  
burden (n= 35) (%) 

Subjects with Moderate 
burden (n= 40) (%) 

Odds ratio 
(95% C.I) 

p-value 

Age     
>45 years (42) 25 (71.4) 17 (42.5) 3.4 (1.29 – 8.9) 0.01* 
≤45 years (33) 10 (28.6) 23 (57.5) 1.00 

Gender       
Female (49) 23 (65.7) 26 (65) 1.03 (0.40 – 2.68) 0.95 
Male (26) 12 (34.3) 14 (35) 1.00 

Marital status       
Currently married (62) 31 (88.6) 31 (77.5) 2.25 (0.63 – 8.08) 0.33 
Single/ separated/ widowed (13) 4 (11.4) 9 (22.5) 1.00 

Educational Status       
Below high school (40) 24 (68.6) 16 (40) 3.27 (1.26 – 8.49) 0.01* 
High school and above (35) 11 (31.4) 24 (60) 1.00 

Employment Status       
Employed (37) 18 (51.4) 19 (47.5) 1.17 (0.47 – 2.90) 0.74 
Unemployed (38) 17 (48.6) 21 (52.5) 1.00 

Duration of provision of care       
< 5 years (25) 14 (40) 11 (27.5) 1.76 (0.67 – 4.61) 0.26 
≥ 5 years (50) 21 (60) 29 (72.5) 1.00 

Accommodation       
Does not Live with the patient (11) 8 (22.9) 3 (7.5) 3.65 (0.89 – 15.07) 0.12 
Lives with the patient (64) 27 (77.1) 37 (92.5) 1.00 

Frequency of contact with patient       
Daily (72) 34 (97.1) 38 (95) 1.79 (0.15 – 20.63) 1.00 
Less frequent (3) 1 (2.9) 2 (5) 1.00 

Relationship to the patient       
Spouse (22) 16 (45.7) 6 (15) 4.77 (1.60 – 14.24) 0.0038* 
Other relations (53) 19 (54.3) 34 (85) 1.00 

* - Statistically significant 

 

Table 4: Association between PHQ- 9 Score and caregiver variables 

Grouping of Variable 
(Number) 

Subjects with modera- 
tely severe and severe 
of depression (n=31) (%) 

Subjects with none, mild  
and moderate levels of 
depression (n=44) (%) 

Odds ratio 
(95% C.I) 

p-value 

Age     
>45 years (42) 20 (64.5) 22 (50) 1.82 (0.71 – 4.67) 0.215 
≤ 45 years (33) 11 (35.5) 22 (50) 1.00 

Gender       
Female (49) 22 (71) 27 (61.4) 1.54 (0.57 – 4.12) 0.39 
Male (26) 9 (29) 17 (38.6) 1.00 

Marital status       
Single/ separated/ widowed (13) 8 (25.8) 5 (11.4) 2.71 (0.79 – 9.29) 0.18 
Currently married (62) 23 (74.2) 39 (88.6) 1.00 

Educational Status       
Below high school (40) 18 (58.1) 22 (50) 1.38 (0.55 – 3.50) 0.49 
High school and above (35) 13 (41.9) 22 (50) 1.00 

Employment Status       
Employed (37) 17 (54.8) 20 (45.5) 1.46 (0.58 – 3.67) 0.43 
Unemployed (38) 14 (45.2) 24 (54.5) 1.00 

Duration of provision of care      
≥ 5 years (50) 22 (71) 28 (63.6) 1.40 (0.52 – 3.76) 0.51 
< 5 years (25) 9 (29) 16 (36.4) 1.00 

Accommodation       
Doesn’t Live with the patient (11) 5 (16.1) 6 (13.6) 1.22 (0.34 – 4.41) 1.00 
Lives with the patient (64) 26 (83.9) 38 (86.4) 1.00 

Frequency of contact with patient     
Daily (72) 30 (96.8) 42 (95.5) 1.43 (0.12 – 16.49) 1.00 
Less frequent (3) 1 (3.2) 2 (4.5) 1.00 

Relationship to the patient     
Spouse (22) 11 (35.5) 11 (25) 1.65 (0.60 – 4.50) 0.33 
Other relations (53) 20 (64.5) 33 (75) 1.00 

* - Statistically significant 
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Table 5: Association between the BAS Score and the PHQ – 9 score  

Sample size Variable Mean Standard Deviation Correlation Coefficient (r) p - Value 
75 BAS Score 78.8 10.6 1 0.000* 
75 PHQ – 9 score 13.1 4.6 0.468 
* - Statistically significant 
 

A majority of the caregivers were providing care for 
5 years or more. Studies from India have shown that 
the vast majority of the people with severe mental 
disorders like schizophrenia, live with their family 
members who are required to provide care for ex-
tended periods of time 10,11 with families viewing 
care giving as their responsibility towards their rela-
tives with mental illness 10 and most refusing to con-
sider the idea if separation involving sending the ill 
member to an institution or home.12 A study from the 
same metropolitan city in 1985-86, showed nearly 
one-third of patients with schizophrenia were un-
treated and were more severely ill for a long dura-
tion with severe disability, living with extended/joint 
type family units with family members compensating 
for lack of participation by the patient.19 

A patient’s baseline functioning deteriorates further 
following each relapse with the classic course of 
schizophrenia being one of relapses and remissions. 2 
Patients despite a reduction or elimination of posi-
tive symptoms with medication, continue to have dif-
ficulty in critical areas of day-to-day functioning such 
as personal care, social relationships, being gainfully 
employed and living independently thereby requir-
ing significant support in their daily life. 2,6 Stigma 
being high, it contributes to discrimination and this 
in turn can limit access to general health care, educa-
tion, housing as well as employment. 1 The failure to 
meet milestones with regard to social relationships, 
employment and independent living can bring about 
cyclical disability and poverty with majority of the 
patients needing disability compensation or becom-
ing dependent on a relative for financial support 
over time. 6 Caregiving being an enormous task un-
der these circumstances, the caregivers often seem 
unprepared for the longitudinal course and duration 
of this illness 13 with both rural and urban families 
experiencing equal burden in India.20 

Taking into account the entire family as a unit, schiz-
ophrenia in one member, inevitably impacts the en-
tire unit, with changes in the daily family routine as 
well as the roles and responsibilities of the family 
members. 21 The addition of the caregiving role to al-
ready existing roles can become stressful physically, 
psychologically and financially. 22 This negative im-
pact on the family is referred to as burden. 17 Care-
giving involves assuming unpaid and unanticipated 
responsibility for the patient with minimal psycho-
logical rewards of caring as the patient has difficulty 
in reciprocating due to the inherent nature of the ill-
ness, making caregiving burdensome. 13,23 Besides 
patients, the caregivers also face the issue of stigma 
and often find themselves ostracized by the society. 
11,22 In urban India, with nuclear families rapidly dis-

placing joint families and with more women seeking 
employment, caring for family member with schizo-
phrenia is often shouldered by a single caregiver. 12 
Caregivers are often unable to pursue their own in-
terests and achieve their desires at a personal, occu-
pational, familial and social level. 13 All the caregivers 
in this study had moderate to high levels of burden 
on the BAS. 

On looking at the caregiver variables and burden in 
this study it was found that caregivers who are mid-
dle aged and older had higher burden. As they grow 
older, the caregivers may have physical health con-
cerns of their own, difficulty taking the patient for 
regular reviews, supervising medication, helping the 
patient with personal care, financial constraints and 
the concern as to who will care for the patient after 
them. While some studies showed that age of the 
caregiver had no impact on burden 22 some others 
found that caregivers who are younger experienced 
greater burden 13,21 as they are more likely to have 
additional responsibilities of holding a job, caring for 
aged parents and raising children. 

Lower educational levels of the care giver have been 
shown in several studies to be associated with great-
er burden. 21,22 In this study those care givers with 
primary or middle school level education were found 
to have significantly higher burden levels compared 
to those with higher education. Those who are better 
educated may have better access to resources and 
services for the patient and themselves, access in-
formation for a better understanding of the patient’s 
illness. Education being linked to better employment 
opportunities may contribute by reducing the finan-
cial burden as well. Employment status of the care-
giver had no significant bearing on burden in this 
study. Caregivers who are unemployed probably 
having to spend more time with the patient and on 
caregiving tasks and may also have financial strain 
having to provide for patient care and treatment. 
Caregivers who are employed have the dual respon-
sibility of caring for the patient as well as handling 
the requirements of their job especially if it is a small 
or nuclear family.  

In this study spouses of the patients with schizo-
phrenia were found to have significantly higher bur-
den than the other relatives as caregivers. Spouse 
caregivers reported greater emotional burden, expe-
rience difficulty having to balance multiple roles, 
raising children on their own, financial burden espe-
cially when the primary wage earner is the patient. 
23,24 This indicates the need for specific interventions 
to address the needs of the spouses. Some studies 
found that if the caregiver was the adult son or 
daughter of the patient, the burden scores were sig-
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nificantly higher, possibly because they have a family 
of their own to care for besides their ailing parent. 
21,23 While some others have reported that burden 
was experienced by both parents and spouses in 
their role as caregivers. 24 One study found that 
though parents and spouses reported moderately 
higher level of burden, siblings reported highest level 
of burden.22  

In this study though not significant, women were 
found to experience more burden. Though some 
studies did not find significant gender differences, 
21,22,25 some studies on spouses showed that females 
experienced greater burden as besides the domestic 
responsibilities the illness in the husbands creates 
extra financial, caring and social responsibilities for 
them. 26 Studies where majority of the caregivers 
were mothers, they carried more burden and studies 
with higher number of male caregivers have shown 
that caregiving seems to cause even more burden on 
males since this is not a role traditionally attributed 
to them.21 

Though not significant this study found that the bur-
den of care was more in the married caregivers. Bur-
den scores of single caregivers were significantly 
higher than those of married caregivers in a study 
from Turkey while another from Nigeria reported in-
crease in burden of caregiving in single or widowed 
caregivers due to greater impairment in family rou-
tines as well as financial difficulties.21 

Being in contact with the patient on a daily basis 
showed an increase in burden in this study, though 
not significant. Winefield & Harvey (1994) reported 
that high contact was consistently associated with 
greater burden with the total number of areas of the 
caregiver’s life affected by caregiving responsibilities 
being significantly related to the level of contact, as 
was the total amount of patient related caregiver 
stress and nearly half of the caregivers would prefer 
the patient to live somewhere supervised. 23 Cross 
cultural studies have shown that in developing coun-
tries attitudes towards mental illness are more toler-
ant.17 

There was no significant difference with regard to 
duration of caregiving on caregiver burden in a study 
from India. 22 This study found that those who were 
caring for the patient for less than five years experi-
enced more burden though the difference was not 
statistically significant. During the early years of 
caregiving, the caregiver has to come to terms with 
the diagnosis, having to deal with the behavioural 
disturbances due to the psychotic symptoms, stigma, 
hospitalizations due to relapses, disruptions in fami-
ly routine and with increase in duration of caregiving 
they have to deal with the failure of the patients in 
meeting milestones in social relationships, employ-
ment and independent living brought on by the nega-
tive and cognitive symptoms, all contributing to bur-
den. 

Except for a small minority almost all the caregivers 
had mild to severe depression in this study with 

41.3% having moderately severe to severe depres-
sion. Previous studies from India have shown 65% of 
the primary caregivers having mild to severe depres-
sion using the MADRS and 24% of the caregivers 
having moderate to severe scores on the PHQ-9 13,27 
while a study from Ethiopia reported depression in 
19% of the caregivers. Though not significant, de-
pression was found to be more in women caregivers, 
spouses of the patients, older caregivers, those with 
lower education levels, caregivers who were em-
ployed and those who were in daily contact with the 
patient.  A highly significant association was noted 
between the burden levels and depression. Studies 
have shown that certain patient factors like severity 
of symptoms, length of time spent in hospitals, dura-
tion of illness, number of hospitalizations may in-
crease family burden and depression 13,14. Regarding 
caregiver characteristics studies have shown that 
higher education levels were negatively associated 
with depression in the middle-income countries 14,27. 
With depression among caregivers of patients with 
mental illness being reported to be more than two 
times than the general population, this needs to be 
addressed appropriately as it not only affects the 
caregiver, it can increase care costs for both the pa-
tient and caregiver and can also impact on caregiving 
tasks thereby affecting the treatment process and 
outcome for the patient with schizophrenia. 

Clinical Implications 

With de-institutionalisation and the practice of 
community psychiatry , the role of caregivers in the 
treatment  of  a patient with a chronic and disabling 
disorder like schizophrenia, cannot be 
overemphasized. Despite experiencing significant 
burden, the family caregivers provide considerable 
support to the patients with schizophrenia. Despite 
there being research spanning over decades 
regarding caregivers, burden and depression among 
caregivers remains a matter of concern even in fairly 
resource rich city where both government and 
private treatment facilities are very much available, 
as seen in this study. In a developing country like 
India where there are few psychiatrists and even 
fewer psychologists and rehab professionals 
especially outside of the major cities, allievating the 
patient’s symptoms continues to be the main focus in 
the treatment process and the caregiver’s needs are 
rarely addressed. As part of the treatment process for 
patients with schizophrenia,  effort needs to be made 
to understand  the caregiver needs in a cultural 
context and develop specific interventions to try and 
reduce caregiver burden and promote their well-
being. 

 

LIMITATIONS 

This study is limited by the small number of urban  
study subjects, also the patient variables associated 
with burden and depression in caregivers have not 

been studied. The data for this study was collected 
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over a period of one month. Due to this short dura-
tion only 75 caregivers fulfilling study criteria and 
consenting for the study could be recruited. 
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