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Abstract 
Introduction: Studies have found greater experiences of stigma among persons with schizophrenia than other mental disorders. Caregiver’s 

knowledge and perception of schizophrenia might affect the perceived stigma by the patients. However, this relationship between knowledge 

of schizophrenia among caregivers and stigma faced by the persons with schizophrenia has not been explored. 

Aim and Objective: To assess the relationship between caregivers’ knowledge of schizophrenia and the stigma faced by the persons with 

schizophrenia.  

Materials and Methods: A cross-sectional observational study was conducted on 70 persons with schizophrenia of minimum one-year 

duration and living with their primary caregivers’ for at least 6-months. Subjects of both genders with age range of 18 to 60 years were 

assessed with ‘internalized stigma of mental illness’ (ISMI) scale and ‘knowledge about schizophrenia interview’ (KASI) scale, along with 

their primary caregivers. 

Results: We found a negative co-relation between primary caregivers’ knowledge and the stigma faced by the persons with schizophrenia. 

Caregivers knowledge about ‘etiology’ (p=0.01), ‘course & prognosis’ (p=0.03) and overall knowledge about ‘schizophrenia’ (p=0.03) was 

significantly associated with reduced ‘perceived discrimination’ faced by the persons with schizophrenia. 

Conclusion: The study concludes that primary caregivers’ awareness and knowledge about different aspects of schizophrenia shows 

significant negative correlation with perceived discrimination among persons with schizophrenia. However, knowledge assessed was based 

on the biomedical model. Therefore, development of assessment tools for knowledge about schizophrenia based on culture specific beliefs is 

highly recommended.  
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Introduction 
Stigma is a Greek word meaning ‘mark’ originally used 

to brand criminals in order to identify publicly, which was 

later used to refer to the sense of collective disapproval and a 

group of negative perceptions attached to particular people, 

trait, and condition. Overall, the process of stigmatization 

identifies and discriminates against the group whose 

characteristics are kept under question.1 Stigma is nothing but 

a label that is a product of negative perception, poor 

understanding and overgeneralization of these labels.2 

However, new researchers have conceptualized stigma into 

three subtypes: (a) Internalized Stigma (b) Interpersonal 

Stigma (c) Institutional Stigma.3  

Study of symptoms and course of schizophrenia has 

found that initial perception of symbolic threat of the person 

with active psychopathology results in labeling with deviant 

characteristics and ultimately involving in consensual social 

sharing through practicing discrimination against the persons 

with the disorder.4 Stigmatizing attitudes are significantly 

more towards people with mental illness than people with 

physical disability.5 

Studies from South India have found that family 

members of persons living with schizophrenia were often 

concerned for other family members for not being able to 

marry, experiencing avoidance by friends, relatives or 

neighbors.6,7 However, the experience of stigma is not limited 

to the social context. Persons with schizophrenia have faced 

hostility and stigmatizing reactions from family members 

also.8 Lack of knowledge about mental illness has been 

described as one of the components of the stigma construct 

itself.9,10 Therefore, better understanding of this relationship 

may help to reduce the impact of stigma.11 Lack of 

knowledge regarding nature of illness and behavioral 

symptoms results in higher stigma and discriminatory 

practices towards people with mental illness especially with 

schizophrenia.12 In India, persons living with schizophrenia 

bear significant social disapproval in terms of marriage and 

have experienced internalized forms of stigma like sense of 

alienation more than negative discrimination.13 While 

caregivers’ having better knowledge about schizophrenia in 

terms of biomedical illness model did not reduce stigma.14,15 

A recent study conducted by Pingali et al, found that 

significant number of females and involuntarily admitted 

patients irrespective of their diagnosis experienced 

internalized stigma.16  

Stigma and discrimination have been suggested to be the 

common barriers while accessing treatment and thus 

resulting in delay in psychiatric treatment. Schizophrenia is a 

chronic psychiatric illness with a variable course, fraught 

with stigma and outcomes that are determined by social 

support and family factors.17 Another recent study conducted 

in India found that 80 percent of person with mental disorder 

did not seek treatment despite being ill for more than 12 

months due to the associated stigma.18  
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Aims and Objectives 
The knowledge regarding schizophrenia among primary 

caregivers in relation to the stigma faced by the persons with 

schizophrenia in family context has not been studied much. 

The study aims to assess the relationship between caregivers’ 

knowledge of schizophrenia and the stigma faced by the 

persons with schizophrenia.  

 

Materials and Methods 

We conducted a cross sectional observational study 

including 70 persons with schizophrenia diagnosed by a 

psychiatrist with minimum one year of illness, who were 

living with their primary caregivers’ for at least 6 months. 

Both genders between 18 to 60 years of age were included in 

study. Primary caregivers who were living with the person 

with schizophrenia and providing continuous care for last 6 

months were included. The study was conducted in outpatient 

department (OPD) of Department of Psychiatry of a tertiary 

care hospital in New Delhi. Patients approaching the 

psychiatry OPD from May 2018 to June 2018 and willing to 

participate were referred by the treating psychiatrist to the 

researcher. Consenting participants were screened based on 

Diagnostic and Statistical Manual (DSM-5) checklist. 

Persons with schizophrenia along with their primary 

caregivers having any co-morbid illness such as neurological, 

mental retardation and substance dependence except nicotine 

were excluded from the study. 

Simple random sampling technique has been used for 

the study and sample size was calculated using G-Power 

analysis using Power (1-β err prob) at= 0.80, where 

calculated sample size came out to be 64 but keeping in mind 

chances of attrition, sample size of 70 was kept for this study. 

The sample size calculation was based on the study by 

Koschorke et al. (2017).14 Study approval and ethical 

permission was taken from the Institutional review board and 

the Institutional ethics committee of hospital respectively. 

 

Scales used 

DSM-5 criteria checklist:19 This checklist consisted of 

DSM-5 criteria for re-confirming the diagnosis of 

schizophrenia before recruitment into the study.  

Socio-demographic Data Sheet 
Internalized Stigma of Mental Illness (ISMI) Scale: Hindi 

version (Singh et al., 2016) was used to assess internalized 

stigma from the perspective of stigmatized individuals on 

person with schizophrenia.20 It is an interview-based 

instrument comprises of 29 questions divided into 5 sections- 

alienation, stereotype endorsement, perceived 

discrimination, social withdrawal and stigma resistance rated 

against 4 points- strongly disagree, disagree, agree and 

strongly agree. Originator of the scale (Ritsher et al, 2003; 

Ritsher & Phelan, 2004) used a cut off of 2.5 for total & sub-

scales of ISMIS to categorize the presence or absence of 

stigma.21,22 In this study, we used original cut-offs. Hindi 

version of ISMI Scale was found to have a good internal 

consistency (Cronbach’s alpha was 0.863), split- half 

reliability (Spearman– Brown coefficient- 0.661; Guttmann’s 

split- half coefficient- 0.645), test–retest reliability and 

cross- language equivalence for all the items and convergent 

validity in the form of significant correlations with EMIC 

Stigma Scale.  

Knowledge about Schizophrenia Interview (KASI) scale 

(Barrowclough et al., 1987): This scale was used with the 

primary caregiver and was designed to assess/evaluate 

knowledge, beliefs and attitudes about 6 broad aspects of 

schizophrenia (Diagnosis, Symptomatology, Etiology, 

Medication, Course & Prognosis and Management) and the 

effects of that information on family member’s behavior.23 

The scale has 27 items across 6 sections. Each section is 

scored on a 4-point scale, 1-4. A score of 1 equals a negative 

value in that the family member gives information which if 

acted upon may be detrimental to the client. A score of 2 

equals a neutral value in that the family member knows little 

relevant information but gives no information that if acted 

upon may be detrimental to the client. A score of 3 equals 

positive value in that the family member gives information 

which if acted upon may be beneficial to the client. A score 

of 4 equals positive value in that in addition to information 

provided for a score of 3, the family member has shown a 

wider knowledge and understanding of the assessed aspect of 

schizophrenia.  

The KASI scale has acceptable psychometric properties 

including reliability, validity and treatment sensitivity 

(Barrowclough & Tarrier, 1987).23 This scale was translated 

from English to Hindi and Hindi to English by four different 

translators who had no knowledge of this scale prior to 

translation. Thus, after a pilot administration on 5 subjects, 

the translated Hindi version was used in this study.  

 

Statistical Analysis  

All the data computation was done using the SPSS 20 

(statistical package for the social sciences).(24) Under the 

descriptive statistics- frequency, percentages of categorical 

variables (socio-demographic variables such as gender, 

marital status, education, employment, types of family 

structure etc.) were computed. For continuous variables such 

as age of persons with schizophrenia, age of primary 

caregivers and total duration of illness of persons with 

schizophrenia were computed in terms of mean and standard 

deviation.  

Spearman rank correlation was used to correlate the 

ISMI scale components and KASI scale components, ISMI 

scale components and KASI scale components with age of 

persons with schizophrenia and their total duration of illness. 

Analysis of variances (ANOVA) was computed for 

comparison of employment and marital status of persons with 

schizophrenia with ISMI scale components and primary 

caregivers with KASI scale components. It was also 

computed to compare age of onset, marital status and 

employment of persons with schizophrenia with ISMI scale 

components. Then, ANOVA was also computed to compare 

KASI scale components with marital status and employment 

of primary caregivers. 
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Results 
Out of 70 participants with schizophrenia, 58.6 percent 

were males and 41.4 percent were females. However, in 

terms of primary caregivers, 64.3 percent were males and 

35.7 percent were females. Moreover, 40 percent participants 

with schizophrenia were unmarried, 50 percent were 

unemployed and 75.7 percent belonged to nuclear family 

structure. The mean of total duration of illness is 7.33 ± 4.78 

with 64.3 percent having “visit to psychiatrist” as their first 

contact of treatment. (Table 2) 

 

Table 1: Socio demographic and clinical variables 

Variables Persons with 

schizophrenia (N=70) 

Frequency (%) 

Primary 

caregivers (N=70) 

Frequency (%) 

Gender Male 41 (58.6) 45 (64.3) 

Female 29 (41.4) 25 (35.7) 

Marital Status Single 40 (57.1) 9 (12.9) 

Married 19 (27.1) 54 (77.1) 

Separated/Divorced 11 (15.7) 1 (1.4) 

Widow/Widower 0 6 (8.6) 

Education Not Formally Educated 5 (7.1) 16 (22.9) 

1st-5th Class 0 1 (1.4) 

6th-8th Class 4 (5.7) 5 (7.1) 

9th-10th Class 9 (12.9) 9 (12.9) 

11th-12th Class 29 (41.4) 15 (21.4) 

Graduate and Above 23 (32.9) 24 (34.3) 

Employment Never Employed 35 (50) 0 

Employed 19 (27.1) 46 (65.7) 

Student 7 (10) 2 (2.9) 

Home-maker 9 (12.9) 13 (18.6) 

Retired 0 9 (12.9) 

Common socio-demographic variable of persons with schizophrenia and their primary caregivers (N=70) 

Types of Family Structure Nuclear Family 53 (75.7%) 

Joint Family 17 (24.3%) 

Total duration of illness Mean (Range) 7.33 ± 4.78 (1-20) 

First Contact of Treatment Faith Healer 25 (35.7%) 

Psychiatrist 45 (64.3%) 

Components of KASI scale was correlated with age and 

Total Duration of Illness, where significant positive 

correlation was found between medication and Total  

 

Duration of Illness (p<0.01). However, no significant 

correlation found between ISMI scale components with age 

and Total Duration of Illness. (Table 2) 

  

Table 2: Correlation of ISMI scale and KASI scale components with age and TDI  

Content Variable 

ISMI Age r (p value) TDI r (p value) 

Alienation -0.177 (0.143) -0.079 (0.516) 

Stereotype -0.152 (0.209) -0.054 (0.655) 

Perceived Discrimination -0.156 (0.197) -0.159 (0.189) 

Social Withdrawal -0.077 (0.527) -0.081 (0.504) 

Stigma Resistance 0.068 (0.578) 0.083 (0.496) 

ISMI Total -0.167 (0.166) -0.105 (0.385) 

KASI Age 

r (p value) 

TDI 

r (p value) 

Diagnosis 0.115 (0.345) 0.098 (0.421) 

Symptomatology 0.086 (0.476) 0.109 (0.370) 

Etiology -0.090 (0.457) -0.106 (0.383) 

Medication 0.228 (0.058) 0.350 (0.003) ** 

Course and Prognosis 0.054 (0.657) -0.055 (0.650) 

Management 0.004 (0.977) -0.025 (0.840) 

KASI Total 0.052 (0.667) 0.044 (0.716) 

**Correlation significant at <0.01 level (2-tailed); ISMI: Internalized stigma of mental illness; KASI: Knowledge about 

schizophrenia interview; TDI: Total duration of illness 
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Components of ISMI scale were correlated with KASI 

scale components, where significant negative correlation was 

found between perceived discrimination with knowledge 

about etiology (p< 0.01), course & prognosis (p <0.05) and 

overall knowledge about schizophrenia (p <0.05).(Table 3)

 

Table 3: Correlation of ISMI Scale components with KASI scale components 

Variables Diagnosis 

 

r (p value) 

Symptomatology 

 

r (p value) 

Etiology 

 

r (p value) 

Medication 

 

r (p value) 

Course and 

Prognosis 

r (p value) 

Management 

 

r (p value) 

KASI Total 

Score 

r (p value) 

Alienation 0.009 (0.942) -0.202 (0.093) -0.197 (0.103) -0.015 (0.900) -0.209 

(0.082) 

0.030 (.805) -0.203 

(0.092) 

Stereotype 

Endorsement 

0.059 (0.627) -0.061 (0.618) -0.043 (0.726) -0.006 

(0.960) 

-0.006 

(0.589) 

0.113 (.352) -0.073 

(0.550) 

Perceived 

Discrimination 

-0.049 (.687) -0.088 (.469) -0.293** 

(0.014) 

0.030 (0.803) -0.260* 

(0.030) 

-0.103 (.395) -0.253* 

(0.034) 

Social 

Withdrawal 

0.009 (0.938) -0.160 (0.185) -0.221 (0.066) 0.077 

(0.529) 

-0.124 

(0.305) 

0.064 (0.597) -0.157 

(0.193) 

Stigma 

Resistance 

0.097 (0.424) -0.028 (0.817) 0.112 (0.357) 0.158 

(0.193) 

0.122 

(0.313) 

0.003 (0.977) 0.084 

(0.488) 

ISMI Total 

Score 

0.052 (0.667) -0.144 (0.233) -0.182 (0.132) 0.050 (0.682) -0.153 

(0.206) 

0.035 (0.773) -0.169 

(0.163) 

** Correlation is significant at <0.01 level (2-tailed); *Correlation is significant at <0.05 level (2-tailed). 

 

Age of onset, ISMI components were separately 

compared with marital status of persons with schizophrenia, 

where significant differences was found (p<0.01) in terms of 

age of onset, significant difference found (p<0.05) in terms 

of perceived discrimination. ISMI components were also  

 

 

compared with employment status of persons with 

schizophrenia, where significant difference (p<0.01) in terms 

of stigma resistance.  

KASI components were compared with their marital 

status and employment status, where significant difference 

was found (p<0.01) in terms of medication. (Table 4)

 

Table 4: Comparison of means values of various variables with ISMI and KASI components 

Variable/Marital 

status 

Unmarried Married 

 

Divorced/Separated Widow/er F df p value 

Age of onset (persons 

with schizophrenia) 

22.05±4.59 32.11±9.60 28.18±6.10 0 16.030 2 0.00** 

ISMI-stereotyped 

endorsement (among 

persons with 

schizophrenia) 

 

 

 

15.67±2.50 

 

 

14.57±2.87 

 

 

17.00±1.94 

 

 

0 

 

 

3.229 

 

 

2 

 

 

0.04* 

KASI- knowledge 

about medication 

(among primary 

caregivers) 

 

2.44±0.88 

 

2.90±0.29 

 

3.00±0 

 

3.00±0.00 

 

 

3.075 

 

 

3 

 

0.01** 

Variable/Employment  Unemployed Daily  

wage 

worker 

Private 

sector 

employee 

Government 

sector 

employee 

Self-

employed 

Student Home 

maker 

F df p value 

ISMI- stigma 

resistance (among 

persons with 

schizophrenia) 

 

12.45±1.89 

 

14.54±2.54 

 

12.20±1.48 

 

15.00±1.41 

 

14.00±0 

 

12.00±1.63 

 

12.66±2.00 

 

2.348 

 

6 

 

0.04* 

KASI- knowledge 

about medication 

(among primary 

caregivers) 

 

3.00±0.00 

 

2.84±0.50 

 

2.66±0.49 

 

3.00±0.00 

 

2.00±1.41 

 

3.00±0.00 

 

3.00±0.00 

 

2.888 

 

6 

 

0.01** 

** Correlation is significant at <0.01 level (2-tailed); *Correlation is significant at <0.05 level (2-tailed) 

 

Discussion 
The relationship between primary caregivers’ 

knowledge and stigma faced by the persons with 

schizophrenia was planned to be investigated in this study. 

Caregivers knowledge about ‘etiology’ (p=0.01), ‘course & 

prognosis’ (p=0.03) and overall knowledge about 

‘schizophrenia’ (p=0.03) was significantly associated with 

reduced ‘perceived discrimination’ faced by the persons with 

schizophrenia. 
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We found that among the primary caregivers’, 64.3 

percent were males and 35.7 percent were females, 

suggesting higher number of male caregivers. This is 

contradictory to previous review findings of 42 studies done 

by Caqueo et al., (2014), where majority of the caregivers 

were females (mothers).25 Another study contradicting this 

finding is by Awad et al., (2008) where females either sisters, 

wives or mothers were the primary caregivers’ of persons 

with schizophrenia.26 This difference may be due to 

responsibility allocation of primary caregivers based on 

‘gender’ in the family that can be kept for further study 

directions as no such study supporting this proposition.  

When primary caregiver’s knowledge about 

schizophrenia was aimed to assess any association with age 

and total duration of illness of persons with schizophrenia, 

positive correlation was found between caregivers’ 

knowledge about medication and total duration of illness at a 

significant level of (p=<0.01) (shown in table 1), to which no 

supporting studies could be found. However, in a study by 

Koschorke et al. (2017), where they measured only the 

caregivers’ knowledge about schizophrenia found higher 

knowledge about management than medication, diagnosis, to 

the least knowledge about course & prognosis.14 

As per our study’s principle aim, we found a negative 

correlation of ‘perceived discrimination’ with the primary 

caregivers’ knowledge about ‘etiology’(p=0.01) and ‘course 

& prognosis’(p=0.03) and ‘total KASI score’ (p=0.03), 

shown in table 3, indicating higher perceived discrimination 

with lower knowledge about ‘etiology’ and ‘course & 

prognosis’ and with overall lower knowledge about 

schizophrenia, or vice-versa. Contrary to this, study finding 

by Koschorke et al. (2014), where caregivers were found 

practicing discrimination against persons with schizophrenia 

despite of having higher level of knowledge about 

schizophrenia.13 Suggesting knowledge about schizophrenia 

in terms of biomedical model may increase stigma which was 

supported by findings of Schomerus et al., (2014) where they 

suggested biological causal explanation to be lesser 

beneficial for persons with schizophrenia than alcohol 

dependence.27 Even, Yang et al., (2012), found biogenetic 

causal explanation such as “chemical imbalance, brain 

disease” associated with greater desire for social distance 

from persons with schizophrenia.28 Therefore, the 

proposition put forth by Charles et al., (2007) and Das et al., 

(2006) to consider context specific beliefs of primary 

caregivers’ while providing psycho-educational interventions 

may be researched as more than a decade has passed for this 

proposition provided by them.29,30 

While comparing type of employment among persons 

with schizophrenia experiencing internalized stigma, had 

significant difference in ‘stigma-resistance’ (p=<0.05) 

(shown in table 4) i.e. the government employment group 

were highest in resisting stigma (15.00 ± 1.41) which was 

least resisted by student group (12.00 ± 1.63). This has been 

supported by a study of Grambal et al., (2016), where 

significant difference was found among employment groups 

in the ‘stereotype endorsement’ and ‘social withdrawal’ 

components of internalized stigma.31 However, finding by 

Grover et al., (2016) contradicted the present finding as no 

significant difference was found, but he found overall lower 

level of functioning.15  

The comparison of marital status of persons with 

schizophrenia, with internalized stigma was analyzed with 

the aim to explore if any difference exist between persons 

either unmarried, married or separated, found significant 

difference with ‘stereotyped endorsement’ at <0.05 level 

(shown in table 4) with the highest stereotyped endorsement 

among separated persons (17.00 ± 1.94) to least among 

married (14.57 ± 2.87) persons with schizophrenia which has 

been contradicted with study finding by Grambal et al., 

(2016), where no significant difference was found among the 

marital group with ISMI scale components.31  

Marital status and employment status of primary 

caregivers’ in terms of KASI scale components, if any 

differences exits analyzed, found significant differences 

among both these groups at significance level at 0.01 (shown 

in table 4), where in terms of ‘knowledge about medication’ 

having higher knowledge among the widow/er caregivers’ 

(3.00±0.00) to least knowledge among unmarried caregivers’ 

(2.44±0.88), whereas among employment status, the highest 

knowledge about medication was among home-maker, 

retired, self-employed and daily wage worker (3.00±0.00) 

with the least knowledge among students (2.00±1.41). 

However, no similar findings are present in previous 

literature but in a study by Koschorke et al., (2017) as 

mentioned above has found knowledge about ‘management’ 

to be the highest with the least knowledge about ‘course & 

prognosis’.14  

Lastly, as the primary aim of our present study has 

included the family context, therefore any difference between 

type of family structure in terms of knowledge about 

schizophrenia among the primary caregivers was explored, 

where significant difference was found in terms of 

knowledge about medication at significant level (p=<0.05) 

indicating higher knowledge among nuclear family 

(2.92±0.27) than joint family (2.65±0.70). It may be due to 

that 75.7 percent of participants belonged to nuclear family 

and only 24.3 percent belongs to joint family. No similar 

findings are present in this regard. However, Grover et al., 

(2016) assessed the ISMI scale components with the type of 

family structure, and found no significant difference contrary 

to our present finding.15 

 

Conclusion 
In this study, knowledge about etiology, course, 

prognosis and overall knowledge about schizophrenia has 

shown significant negative correlation with perceived 

discrimination among the persons with schizophrenia. 

Overall, primary caregivers’ knowledge regarding 

schizophrenia is crucial but in this study the knowledge 

assessed was based on biomedical model. Therefore, 

development of assessment tool for knowledge about 

schizophrenia based on culturally specific beliefs is highly 

recommended.  

  

 



Dhritishree Das et al. Relationship between primary caregivers’ knowledge of schizophrenia….. 

Telangana Journal of Psychiatry, July-December 2018:4(2):66-71 71 

Limitations and Future Direction 

Our study has sample that includes person with 

schizophrenia along with their one of the primary caregivers 

presented at the out-patient department of the tertiary care 

hospital so these findings could not be generalized. Selection 

bias and recall bias cannot be ruled out. Sample size was 

relatively small. Owing to limited numbers of primary 

caregivers’, gender and family allocated responsibility in 

terms of care giving could not be studied. 

Establishment of a formal psycho-education module that 

can enhance primary caregivers’ knowledge about 

schizophrenia against the context specific belief of the 

caregivers, could be further studied with an outcome in 

reduced caregivers’ discrimination towards persons with 

schizophrenia. Further research can also be focused upon 

establishment of a module aiming to develop ‘stigma 

resistance’ along with positive coping for overall improved 

social functioning among persons with schizophrenia. 
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