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Background: Stigmatization of people with schizophrenia remains a highly relevant topic worldwide, particularly in low- and middle-income countries like India. It is crucial to identify the determinants of the desire for social distance as a proxy for discriminatory behavior in a socio-cultural context to indicate ways to reduce stigma. This study aims to explore whether the public perception of the perceived course of an illness concerning people with symptoms of schizophrenia has an impact on the desire for social distance.

Subjects and Methods: Data collection took place in five cities in India. The sample (N = 447) was stratified for gender, age, and religion. Desire for social distance was sampled based on a self-reported questionnaire using unlabelled vignettes for schizophrenia. First, factor analysis was conducted to identify the main factors underlying the perception of the perceived course of the illness. Subsequently, a regression analysis was conducted to examine the impact of the perception of those prognostic factors on the desire for social distance.

Results: Factor analysis revealed two independent factors of the perceived course of an illness: (1) life-long dependency on others and loss of social integration and functioning and (2) positive expectations toward treatment outcome. This second factor was significantly associated with a less desire for social distance toward persons with schizophrenia.

Conclusion: The desire for social distance toward people with schizophrenia reduces with the expectation of positive treatment outcomes which underlines the need to raise public mental health awareness and provide psychoeducation for affected people and their family members in India. Help-seeking behaviors can be promoted by directing those needing treatment toward locally available, affordable and credible community-based services rather than facility-based care. Strikingly, lifelong dependency and the inability to socially integrate do not increase the desire for social distance, reflecting the Indian nation's socio-relational values and insufficiency of public mental health services. This indicates the suitability of systemic therapy approaches in public mental healthcare services to support the family's involvement and family-based interventions in caregiving for mentally ill people across the lifespan.
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INTRODUCTION

India's population of 1.4 billion inhabitants is currently the second-largest globally and is predicted to become the largest by 2023 (1). At the same time, India belongs to lower and middle-income countries (LMICs) (2), which poses significant challenges to delivering healthcare and providing universal health coverage for the whole country. With a mental health treatment gap as high as 83% (3), mental health issues are one of the leading causes of years lived with disability (YLD) in India (4). Yet, <1% of India's health budget is spent on mental healthcare, translating to only 0.003 psychiatric hospitals (5) and 0.3 psychiatrists per 100,000 people in India (6). Furthermore, most mental health facilities and specialists are concentrated in Indian metropolitan cities, while access to care in rural areas is a major issue. Evidence suggests a negative cycle between mental illness and poverty in LMICs like India. Still, most mental health services are not covered as part of universal health coverage and are typically out-of-pocket expenses (7).

Schizophrenia is a severe mental disorder and is among the leading contributors to the global disease burden (8). A major challenge for persons with severe mental disorders like schizophrenia is providing services in line with human rights (9). After ratifying the Convention on Rights of Persons with Disabilities (CRPD) established by the United Nations (UN) (10) in 2007, India developed and established two important enactments to comply with the CRPD: The Mental Health Care Act 2017 (MHCA) (11) and the Rights of Persons with Disability Act 2016 (RPDA) (12). These Acts represent a necessary step toward credible mental health care provision in India. They clearly articulate and thereby broaden the rights for mental health care and treatment of persons with mental illness through a rights-based approach. However, diverse conceptual and practical challenges remain in properly implementing these Acts due to complex shortcomings in the nation's mental health care system as well as stigmatization and discrimination toward affected persons and their caregivers.

Another barrier to mental health service utilization in India is stigma toward and discrimination against people with severe mental disorders (13), particularly for psychotic disorders such as schizophrenia (14). The concept of stigma is related to a lack of knowledge, negative attitudes and discrimination by excluding persons or avoiding persons with mental illness (15). Stigma is a devaluating relationship in which one person is “disqualified from full social acceptance” (16). As the definition emphasizes, stigmatization is largely socially constructed. As different societies develop different norms, which in turn shape behaviors, beliefs, standards, and values, stigmatization needs to be understood in its local contexts so that programs can be developed accordingly and fundamentally change attitudes toward people with mental illnesses in the long term.

Schizophrenia is one of the most stigmatized disorders due to the perception of dangerousness and aggressiveness initiated by affected persons (17). Those preconceptions, in turn, can lead to a sense of shame, social isolation, increased mental distress and even an increased risk for suicidal ideation for affected individuals (18). Furthermore, in India, the stigmatization of people with schizophrenia affects their social surroundings, including hindered access to work and reduced ability to form stable relationships, thereby fostering neglect and marginalization (19, 20). It is paramount to reduce stigma to increase well-being as well as the chances for better chances of adequate recovery for people who have a mental disorder.

In India, stigma-related preoccupations primarily concern specific expectations of gender and societal roles as well as a social line of conduct (21). The most noteworthy stigma-related hindrances of people who have a mental illness are reduced chances for employment, being part of the community, and fears about neighbors avoiding them or treating them differently (19, 20). Studies have shown that those preoccupations affect people with schizophrenia, their family members and caregivers, which consecutively lead to feelings of depression or helplessness. Accordingly, caregivers regularly feel uncomfortable disclosing their family member's condition, resulting in a high level of estrangement, stereotype endorsement and discrimination experience in India (19–21). Stigma can also impact and delay help-seeking behaviors. According to an Indian study for persons with schizophrenia, stigma is positively correlated with seeking informal care and negatively associated with seeking allopathic care (22).

The desire for social distance can be considered a measurable proxy for discriminatory behavior and is a crucial variable when investigating stigmatization and discrimination (23). Public assumptions and expectations concerning an illness are closely linked to their reactions toward the ill (24). Modifying false beliefs or expectations can thus be one of the central mechanisms for reducing stigma (25). In an Indian sample of metropolitan participants, the present study analyses how the expectations about the course of mental illness in individuals showing symptoms of schizophrenia are related to desire for social distance.



METHODS


Participants

Data collection took place between April and July 2014. The accurate and consistent completion of the questionnaires was ensured through a trained market research provider PanoramixTM. Since the participants who took part in the survey belonged to a pool registered with the market research firm, the study was carried out using a convenience sample. The inclusion criteria were defined as participants between the age group of 18 to 65 years who agreed to be contacted by the research firm beforehand and consented to participate on an informed basis. Data collection was first initially performed in Chennai and Kolkata, whereby the samples of these two cities were matched. Subsequently, data were collected from three different cities through quota sampling of gender, age, and religion using data from participants from Chennai and Kolkata. The current sample is part of a sample from a larger study (21). In line with the scope of this study, only participants who were answering vignette-based questionnaires describing symptoms of schizophrenia were included. This resulted in a convenience sample of 447 participants from 5 metropolitan Indian cities (Chennai = 69, Kolkata = 73, Hyderabad = 64, Mumbai = 148, and Lucknow = 93). Detailed demographic characteristics of the current study sample and comparisons with the 2011 census data (26) are presented in Table 1.


Table 1. Sociodemographic characteristics of survey sample in percentage in comparison to the total population of India according to the census of 2011.
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Questionnaires

The study was conducted with vignette-based questionnaires, which have been used in prior Western (27–29) and Indian studies (30). Vignettes described a person with symptoms defining schizophrenia according to ICD-10 (31) as well as DSM-IV (32) criteria. According to the recommended guidelines, the English questionnaires were translated into the local languages spoken in the five cities and responses were translated back into English (33). All versions were checked for consistency and semantics by two independent certified translators. The interviews were conducted based on a fully-structured questionnaire by psychologists who used a combination of guided self-report and interview methods, depending on the literacy and preferences of the respondents. The questionnaire took about 25 min to complete.



Perceptions of the Course of Illness

To assess the participant's perception of the course of illness, respondents were asked to rate their agreement toward eight statements on the perceived course of illness using a five-point Likert scale. Answer possibilities ranged from (1) “Definitely true” to (5) “Definitely not true”. Participants stated whether they thought that the person would fully recover, would ever be able to make important decisions by themselves again, neglected themselves, would be able to live a normal life again, would always be in need of help from others, would have a regular job, would always need someone to tell them what to do or whether their condition would significantly improve, and if treatment would help.



Desire for Social Distance

For assessing desire for social distance, the well-established Social Distance Scale (SDS) developed and described by Link et al. was used (23, 27–30). This scale is comprised of eight items, whereby respondents rate their opinion on a five-point Likert scale. Answer possibilities ranged from (1) “I would definitely” to (5) “I most definitely would not”. The given contexts include whether they would accept the individual as a subtenant, a colleague at work, a neighbor, a person who takes care of their children, a family member in-law, if they would introduce this person to a friend or if they would recommend them for a job.



Statistical Analysis

Statistical analysis was performed using the IBM program SPSS Statistics for Mac OS X Version 21. First, two of the eight statements on the perception of the course of illness were reverse-coded, as they were framed positively during the interview (“after treatment, he/she will be able to live a normal life again” and “with treatment his/her condition will significantly improve”) whereas the other statements were framed negatively (for example “He/She will never be able to have a regular job”). Subsequently, using principal factor extraction and varimax rotation, a factor analysis including the eight items was conducted to define the underlying unifying factors concerning the expectations for the course of illness. Only factors with an eigenvalue greater than Kaiser's criterion of one were extracted. The Kaiser-Meyer-Olkin measure of sampling adequacy (KMO) resulted in a value of 0.808 (p < 0.001), rendering the sample acceptable for factor analysis. Individual factor scores for each participant were saved as Anderson-Rubin variables. For the desire for social distance, a sum score for each participant was calculated by adding together the numbers of the corresponding responses. Next, a regression analysis was carried out using the social distance sum scores as dependent variables and the individual Anderson-Rubin variables as independent variables. An association of factors with desire for social distance was set for p < 0.05.




RESULTS


Socio-Demographic Characteristics

The socio-demographic information summarized in Table 1 shows that our sample was predominantly Hindu by religion and consisted of a slightly larger proportion of males, overall comparable with the 2011 Indian census data. A majority of participants in our sample were between 35 and 44 years of age where as a majority of the population was between 18 and 24 years of age according to the 2011 census data. Ours was a highly educated sample, with a majority of participants having Secondary education or higher, while the majority of the population according to the 2011 census data had Primary education or lower.



Factor Extraction for the Perception of the Course of Illness

For the factor analysis, eight items concerning the perceived course of illness for the person depicted in the vignette as suffering from symptoms of schizophrenia were included. Two independent underlying factors had an eigenvalue greater than Kaiser's criterion of one and could therefore be extracted (see Table 2): first, (1) loss of social functioning and lifelong dependency on others comprised of the items “the person will never fully recover, “the person will never be able to make important decisions by him or herself”, “the person will neglect him/herself”,” the person will never be able to have a regular job”, “the person will always be in need of help from others”, and “the person will always need someone to tell him/her what to do”. Second, (2) positive expectations toward treatment outcome involving the items “after treatment, the person will be able to live a normal life again” and “with treatment, the person's condition will significantly improve.”


Table 2. Summary of exploratory factor analysis results for illness course perception.
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Regression Analysis for the Perception of the Course of Illness on Social Distance

A linear regression analysis has been performed to determine the impact of the extracted factors underlying the perception of the course of illness on the desire for social distance. It showed that one of the two factors significantly affected the desire for social distance with p < 0.01, namely the second factor (2) positive expectations toward treatment outcome. The factor (1) loss of social functioning and lifelong dependency on others had no significant effect on our sample's desire for social distance (p = 0.19). Table 3 shows a summary of the regression analysis.


Table 3. Regression analysis for perception of course of illness as independent and desire for social distance as a dependent variable.
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DISCUSSION

The study at hand investigated whether the perception of the course of an illness influenced the public's desire to social distance themselves from patients suffering from symptoms of schizophrenia in India. We found, firstly, that the desire for social distance toward persons with schizophrenia is lowered if expectations toward treatment outcomes are positive, but secondly, that it is unaffected by lifelong dependency on others and loss of social integration and functioning. The interpretations and implications of these findings are discussed below.

The main finding of this study was that positive perceptions and attitudes concerning the course of illness correlated with reduced desire for social distance in India, replicating findings of previous well-established studies in different countries worldwide, independent of their economic developmental state (34, 35). In Germany as well as Tunisia, the expectation of a person suffering from symptoms of schizophrenia regaining a healthy status leads to more pro-social activities and, consequently, less desire for social distance (36). Furthermore, Martensen et al. (34) reported the same significant relationship between favorable perceptions of the course of an illness with lowered desire for social distance from a sample of the metropolitan region in Vietnam. This finding underlines the importance of spreading awareness at a societal level and providing psychoeducation to family members about schizophrenia and positive treatment outcomes of comprehensive bio-psycho-social interventions (37) to reduce desire for social distance from persons with schizophrenia in India.

Commendable efforts have been made in recent years to raise public mental health awareness by Indian governmental and non-governmental organizations, celebrities and mental health professionals, yet a lot more has to be implemented (38). While these initiatives are likely to increase help-seeking behaviors, they have been criticized for lacking qualitative value in communicating to the public from whom help can be sought (38). A majority of Indians would deem psychiatrists the preferred professional to consult for severe mental health issues due to the perception of being more knowledgeable, easier to find, and quickly prescribed medication (38). However, this perception is problematic since India has only 0.75 psychiatrists per 100,000 persons against a standard reference of at least 3 psychiatrists per 100,000 persons (6).

Efforts to raise the acceptability of seeking mental health care are only ethical if the required services are given. In LMICs, most persons with schizophrenia do not receive adequate treatment (39), and if sought, the treatment is primarily hospital-based, led by specialists with little attention to non-pharmacological aspects. Fortunately, evidence suggests that the challenges of availability, accessibility, affordability, acceptability and credibility of mental health services for schizophrenia in India can feasibly be addressed by employing collaborative community-based care rather than facility-based care (40–43). The community-based care model involves scaling-up interventions through task-sharing, whereby locally available community healthcare workers (CHWs) are trained to provide the largest share of service delivery and work in collaboration with health specialists, persons with schizophrenia, and their family members well as local social welfare organizations. According to this model (44), CHWs are responsible for spreading awareness, early detection of new and relapse cases, referral to specialists, providing low-intensity psychosocial support to affected persons and their family members, and promoting social inclusion. Mental health specialists are in charge of diagnoses, drug and specialized psychosocial treatment, supervising CHWs and providing in-patient care. The development of such collaborative community-based services for mental health illnesses in LMICs has become a global health priority (44); it is thus astute that the awareness about schizophrenia and help-seeking behaviors is aligned accordingly. Given the lack of mental health specialists in India (6), it is suitable for future initiatives to inform the public about the collaborative nature of mental health services, the role of CHWs as gate-keepers in the health care system, and where and how they can be reached.

Since most persons with schizophrenia live with their families in India and rely on them for financial support and decisions related to treatment (45–48), these caregivers must receive sufficient support to help understand the illness and help them cope with the demanding caregiving process. Psychoeducation of persons and family members is important as self-stigma, the internalization of negative attitudes, and family shame are predictors of treatment avoidance (49). Reports showed that psycho-educational interventions reduced psychopathology and disability for persons with schizophrenia and increased support and satisfaction for their caregivers in India (50) and that the delivery of such interventions by CHWs is feasible and acceptable in the Indian context (43). An example of cultural adaptation was considering the delivery of interventions in community spaces rather than at home to reduce fear of illness disclosure and subsequent social exclusion by the community (43). In terms of the content of these psycho-educative interventions in India, it is recommended that rather than focusing on the biomedical explanations for schizophrenia, an emphasis should be placed on the possibility for recovery and fulfilled lives if appropriate treatment is sought using messages like “recovery is possible” and “no-one is to blame” (20).

Our second finding was that loss of social functioning and lifelong dependency on others did not increase the desire for social distance within the Indian context, contradicting prior findings in Vietnam (34). A potential reason for the inconsistency in these findings is that stigmatization is a cultural-sensitive phenomenon and should be considered in the light of different cultural habits and norms (51). A comparison between Vietnam and India seems especially interesting, as both countries represent LMICs that are transitioning into middle-income countries. Nevertheless, both cultures are highly dissimilar, as the values of Vietnamese people are influenced by different beliefs and traditions, among them social-relational concepts leaning on Confucianism and expectations of reciprocity (52, 53). A lifelong dependency on others may reflect a perceived failure of expected reciprocity behaviors on the dependants and, in turn, explain an increased desire for social distance. When viewing western cultures, individualism is valued, emphasizing personal independence, autonomy, individual recognition and personal success (54). Here, people with mental illnesses can be perceived as unable to achieve individual goals and needing assistance from others, which can contribute to their perceived or experienced stigmatization (54).

Despite their heterogeneity, Asian, African and Latino cultures share the common strands of collectivism and interdependence (55). This is also true for the Indian society, where family integrity, loyalty and unity, family members and extended kin are traditionally involved in the treatment process of the family member affected by a mental illness (47, 48). They are also involved in decision-making related to employment and marriage (45), topics that are highly relevant during early adulthood when schizophrenia typically onsets. The benefits of family involvement in the Indian context are evident as individuals with schizophrenia are more socially integrated (56, 57) and have a more stable course for the illness than their western counterparts (58, 59).

In addition to socio-relational values, family involvement may be influenced by the structural and financial situation of the public mental healthcare system. For example, Canadians assign more responsibility to their government concerning mental health care needs than Indians, whereas Indians assign more responsibility to families than do Canadians (60). The stark differences between the public healthcare systems need to be acknowledged here, with universal healthcare benefits bearing around 70% of healthcare costs through public funding (61) and subsidized housing for individuals with mental illness in Canada (60). At the same time, India struggles with extreme inadequacy of mental health services, with 82% of healthcare expenses being covered out-of-pocket and virtually no government-supported or subsidized housing (62). Consequently, lifelong dependency on others having no effect on the desired social distance in India can be understood as a traditional way of living whereby family members feel an intense emotional interdependence and loyalty to each other in a context of insufficient public mental healthcare services. To protect and empower the Indian family support system, an essential resource in low-resource settings, family members must receive psychosocial support at the grassroots level via trained CHWs (43), self-help groups and governmental policies in favor of social benefits (63).

The present study should be seen in the light of various limitations. India is a highly diverse country, composed of multiple culturally diverse communities. Therefore, the urban population from 5 large Indian cities in different regions of this vast and diverse country that participated in this study cannot be generalized to the whole country, especially to more rural areas. The educational level of our sample was higher than the average Indian population and the Census 2011. As former studies established, lower education is correlated with higher stigmatization of the psychiatric field (16). Consequently, stigmatization in our sample could be lower due to the heightened educational level of the participants. Previous studies reported that perceived stigma toward people with mental illness was higher amongst Indian females than Indian males, which may be due to gender and societal roles (21). The influence of socio-demographic factors like education levels, gender, income levels, religious background, family size and familiarity with mental illness is unclear and should be explored in future research. While the SDS is a well-established instrument that has previously been validated in Indian samples, ours was the first study to administer the questionnaire on perceptions of course of illness in India. It should also be considered that face-to-face interviews could have led people not to answer according to perceived expectations or be led to a specific answer pattern by the way the interviewer asked the questions. Additionally, face-to-face interviews are prone to perceived social desirability while answering. Moreover, since the study design was cross-sectional and the results can only display mere correlations, no implications of causality can be made.



CONCLUSION

Stigma toward persons with schizophrenia can potentially be reduced if the Indian society is informed about the favorable prognosis for this illness when appropriate treatment is provided. Awareness and psychoeducation programs should encourage help-seeking behaviors and inform affected people and their family members where and from whom care can be sought. Simultaneously, the demand for and supply of affordable, accessible and credible community-based services over specialized facility-based services needs to be boosted. Here, providing psychosocial services for the extended family is a must as their involvement based on values of interdependence and inclusion are critical to the caregiving process within the Indian context.
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The table shows the two extrected factors after principal factor extraction and varimax
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toward treatment outcome.
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