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Objective: To assess factors associated with COVID-19 stigmatizing attitudes in the community and stigma experiences of COVID-19 recovered individuals during first wave of COVID-19 pandemic in India.

Methods: A cross-sectional study was conducted in 18 districts located in 7 States in India during September 2020 to January 2021 among adults > 18 years of age selected through systematic random sampling. Data on socio demographic and COVID-19 knowledge were collected from 303 COVID-19 recovered and 1,976 non-COVID-19 infected individuals from community using a survey questionnaire. Stigma was assessed using COVID-19 Stigma Scale and Community COVID-19 Stigma Scale developed for the study. Informed consent was sought from the participants. Univariate and multivariate binary logistic regression analysis were conducted.

Results: Half of the participants (51.3%) from the community reported prevalence of severe stigmatizing attitudes toward COVID-19 infected while 38.6% of COVID-19 recovered participants reported experiencing severe stigma. Participants from the community were more likely to report stigmatizing attitudes toward COVID-19 infected if they were residents of high prevalent COVID-19 zone (AOR: 1.5; CI: 1.2–1.9), staying in rural areas (AOR: 1.5; CI:1.1–1.9), belonged to the age group of 18–30 years (AOR: 1.6; CI 1.2–2.0), were male (AOR: 1.6; CI: 1.3–1.9), illiterate (AOR: 2.7; CI: 1.8–4.2), or living in Maharashtra (AOR: 7.4; CI: 4.8–11.3). COVID-19 recovered participants had higher odds of experiencing stigma if they had poor knowledge about COVID-19 transmission (AOR: 2.8; CI: 1.3–6.3), were staying for 6–15 years (AOR: 3.24; CI: 1.1–9.4) in the current place of residence or belonged to Delhi (AOR: 5.3; CI: 1.04–26.7).

Conclusion: Findings indicated presence of stigmatizing attitudes in the community as well as experienced stigma among COVID-19 recovered across selected study sites in India during the first wave of COVID-19 pandemic. Study recommends timely dissemination of factual information to populations vulnerable to misinformation and psychosocial interventions for individuals affected by stigma.
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Introduction

The outbreak of the novel Coronavirus Disease in 2019 (COVID-19) and public health preventive measures to contain the spread of the virus led to worry, uncertainty and fear among people (1). Further, lack of reliable information about the virus transmission and prevention, and apprehension about contracting it during the initial periods of the outbreak resulted in stigma and discrimination against people infected with or vulnerable to COVID-19 (2–4). Stigma is a social dynamic characterized by negative attitudes and exclusion of those who are perceived to be potential carriers of the disease (5). Stigmatization can increase unfavorable consequences of disease in multiple ways which could pose a challenge to the path of recovery. Literature review on experiences of people with Tuberculosis (TB), Human Immunodeficiency Virus (HIV) and Severe Acute Respiratory Syndrome (SARS) reported delay in testing and diagnosis, and non-adherence to or non-completion of treatment due to stigma or fear of stigma that led to increased disease transmission and impeded disease control (6–8).

Across the globe, several instances of COVID-19 stigma were reported among patients (and their families), persons suspected of having the infection, belonging to certain religious groups or geographical areas, people returning from overseas, healthcare workers, and migrant workers (2–5). A recent systematic review estimated prevalence of COVID-19 stigma (enacted stigma and perceived public stigma) as 35% [95% CI: 26–44%] (9) among affected individuals. People from low- and middle-income countries or with lower education were more vulnerable to stigma. In some countries, COVID-19 survivors continued to experience stigma even after the outbreak was well-contained (10).

Stigmatizing acts included social exclusion, stereotyping, insults, blame or threat, verbal abuse or gossip, physical abuse, denial of housing, and essential healthcare service including medicine, dismissal from job, and refusal from stores and restaurants during the pandemic (11–15). Being a part of a particular race, occupation, religious identity and social minority (migrants), illiteracy, poor knowledge, and lower income were reported to be some factors associated with COVID-19 stigma (5, 11).

Studies from India have documented stigma experienced by COVID-19 infected individual or those at risk; however, to our knowledge few have reported about the stigmatizing attitudes prevalent among those non-infected individuals and the factors associated with it, and about stigma experienced by those who were affected by COVID-19 or perceived to be affected by the same. Although, with greater understanding of COVID-19, its transmission pathways, treatment options, and better preventive measures including vaccination, there is a considerable decrease in stigma (16), instances of discrimination continue to exist in certain communities and groups. Hence, it is pertinent to understand the factors associated with stigma which will in turn inform strategies for mitigation. In this regard, a multi-centric study was conducted during the first wave of the COVID-19 pandemic in India to understand COVID-19 knowledge, risk perception, preventive measures and stigma so as to suggest appropriate mitigation strategies for minimizing stigma related to COVID-19. The study aimed to assess stigmatizing attitudes toward COVID-19 infected; stigma experienced by COVID-19 recovered individuals and factors associated with stigmatizing attitudes and experienced stigma.



Methodology


Study design

A cross-sectional national level study was conducted in 18 districts (administrative divisions) located in 7 States (Delhi, Uttar Pradesh, Madhya Pradesh, Odisha, Assam, Tamil Nadu, and Maharashtra) representing Central, East, North, North East, South, and West zones in India during the pandemic outbreak in the country (September 2020 to January 2021). The Ministry of Health and Family Welfare (MoHFW), India order dated 30/04/2020 number 28015/19/2020-EMR was used to select the states and districts according to the prevalence of COVID-19 epidemic (red zone indicating high prevalence and green zone indicating no cases until then). Out of the 18 districts, 12 belonged to the red zone and 6 to the green zone. For the study purpose, COVID-19 recovered individuals were defined as persons who were COVID-19 positive and had recovered and completed their isolation/hospitalization period, while, non-COVID-19 participants from the community were defined as persons who had not been infected with COVID-19 till the time of the survey.

Participants for the study included adults above the age of 18 years. Assuming prevalence of 30% stigmatizing attitudes in the community with 10% margin of error, 5% level of significance and design effect of 1.5, the sample size calculated was 1,800 for non-COVID-19 respondents. For COVID-19 recovered respondents, assuming prevalence of 70% experienced stigma, 16% margin of error, 5% level of significance and with design effect 1.5, the sample size calculated was 302. The required sample size for both non COVID-19 participants and COVID-19 recovered was equally distributed among 18 districts.



Tools

A Survey questionnaire was designed to elicit information on socio-demographic characteristics, COVID-19 related knowledge (cause, transmission mode, symptoms and preventive measures), risk perception for the family and self, place of quarantine (for COVID-19 recovered participants) and COVID-19 stigma. Given the absence of standardized scales for measuring COVID-19 related stigma, the research team referred to the existing established framework (17) and researched scales for measuring HIV related stigma (18, 19). The HIV stigma frameworks (18, 19), for example, comments on the interaction between the individual and societal level factors in triggering stigma, the power differentials between those who are infected and non-infected, and also the differing mechanisms of stigma (manifested through enacted, anticipated and internalized stigma for those who are infected and through the prejudiced attitudes, discriminatory behaviors for those who are not infected). Hence, experienced stigma among COVID-19 recovered and prevailing stigmatizing attitudes displayed by the non-infected community members were assessed using two different scales (COVID-19 Stigma Scale and Community COVID-19 Stigma Scale) in the present study. Drawing from the HIV stigma framework, the Community COVID-19 stigma scale, comprising 6 statements, assessed prejudice, labeling, and discrimination by the non-infected community members. On the other hand, drawing from the same framework and the HIV stigma scale, COVID-19 stigma scale, comprising 13 statements, measured personalized stigma (perceived negative results of others knowing about the person's disease status), disclosure concerns (hiding information or worrying about breach of information) and concerns with public attitudes toward COVID-19 disease (harmful consequences of public attitudes). Details of scale development and pilot testing are available elsewhere (20). Survey questionnaires were translated to local languages (Hindi, Oriya, Tamil, Marathi, and Assamese). Due to restrictions imposed on conducting face-to-face data collection during COVID-19 pandemic, telephonic surveys were conducted by trained investigators across the study sites. Data collected was entered into the Census and Survey Processing System (CSPro) and later transferred to SPSS for analysis.



Participants

Community (non-COVID-19) participants: The contact tracing list of COVID-19 infected persons above 18 years of age maintained by the health department as well as beneficiary data available with community-based organizations from the respective study areas were used to prepare a heterogenous and representative frame of non-COVID-19 participants from the community. The participants were selected from this frame using systematic random sampling Information was elicited from a total of 1,976 participants who had not been infected with COVID-19 till the date of the survey administration.

COVID-19 recovered participants: The sampling frame was prepared using the list of COVID-19 recovered individuals, as provided by the district health officials or the institutes conducting COVID-19 diagnosis between May and July 2020. A systematic random sampling procedure was used separately for the selection of the female and male participants. A total of 303 participants were included in the study.

The selected participants from both the groups were informed about the study and consent was sought orally over telephone; those who consented were included in the study. Total response rate ranged from 11.5% in Tamil Nadu to 43% in Odisha with an overall response rate of 22%. The success rates of contacting participants depended on the completeness and accuracy in obtaining telephone numbers of the selected participant in the sample frame and this may have induced bias. Few of the challenges reported by the sites in conducting telephonic surveys included: wrong numbers, discontinued numbers, participants not interested in the study, phone number in the name of another family member and network coverage issues. Persons not owning a mobile such as those from low-income communities, rural areas may have got excluded and also, since the participants were selected from lists available with health departments or community-based organizations, the population dynamics may have been different than the general population. However, given the urgency of conducting the study for providing information for mitigating stigma, telephonic surveys were the only possibility.

For ensuring the quality of data across the study sites, a manual was prepared to guide the investigators in collection of accurate information and training was conducted on best practices for telephonic data collection and recording information. Supportive supervision was provided, and data collected from each site was verified. Skipping and range checks were incorporated in the data entry forms and 10% post-entry check from the hard copies of the data were carried out. Data validation using frequency distributions at the time of data analysis was conducted.



Ethical considerations
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Measurements

Independent variables were chosen as per literature review (5, 11–15) and expert advice. These included State, zone (red, green), socio demographic profile of the participant, place of quarantine (home/institution), any family member (s) with COVID-19 positive (yes, no), knowledge of cause (yes, no), transmission (yes, no), symptoms (>4, at least 4) and preventive measures (>3, at least 3), and risk perception of COVID-19 (unlikely, neutral, likely).



Dependent variables
 
COVID-19 stigmatizing attitudes (outcome indicator)

Community COVID-19 Stigma Scale consisting of 6 statements assessed the stigmatizing attitudes of the community participants. Each statement was rated on a 3-point scale ranging from 0 = disagree to 2 = agree with higher scores indicating higher stigma attitudes. All the 6 statements were in the same direction. In the case of Community-19 stigma Scale, total score ranged from 0–12. The reliability of the scale was 0.60 and the median score was 6 (Table 1). In the absence of valid cut off points, it is generally advisable to use tertiles or quartiles to categorize scale score (21, 22). In the study, based on the sample size, tertile distribution was considered appropriate to categorize the stigma scores. The tertile distribution stigma score for community participants were 4 and 6 and were used as cut off points. Based on the categorization of the participants as per tertile distribution stigma scores ranged from no/mild stigma (<4), moderate stigma (4–5) and severe stigma (6+), and 51.3% of participants from the community displayed severe stigmatizing attitudes toward COVID-19 patients. A separate binary stigma variable was developed recoding the tertile stigma score of <4 as 0 and else 1 for binary logic regression analysis.


TABLE 1 Community COVID-19 stigma scale and COVID-19 stigma scale.
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Experienced COVID-19 stigma (outcome indicator)

A total of 13 statements assessed the stigma experiences of COVID-19 recovered participants. Each statement in the scale was rated on a 3-point scale ranging from 0 = disagree to 2 = agree with higher scores indicating higher experienced stigma. All 13 statements were framed in the same direction, to sustain logical interpretation and reduce the need for reversed responses. Total score ranged from 0–26. This composite stigma score was categorized based on tertiles, mild (less than 1st tertile stigma score), moderate (between 1st and 2nd tertile stigma score) and severe stigma (≥ 2nd tertile stigma scores). The tertile stigma score for COVID-19 recovered participants were 2 and 10 and were used as cut off points. The reliability of the scale was 0.85 and the median score was 6 (Table 1). Based on the categorization of the participants as per tertile distribution stigma scores no/mild stigma (<2), moderate stigma (2–9) and severe stigma (10+), 38% of the participants reported experiencing severe stigma. A separate binary stigma variable was developed recoding the tertile stigma score of <1 as 0 and else 1. This recoded variable was used for binary logic regression analysis.




Statistical analysis

To study the bivariate association between the outcome variable and the background characteristics and covariates, test of significance with cross tabs, chi-square test with p-value were conducted. The multivariate binary logistics regression analysis was conducted between the recoded outcome variable (no or mild stigma as 0 and else 1) and the variables which were significantly associated with stigma in the bivariate analysis. The multivariate binary logistic regression gave the adjusted Odds ratio, p-value and Confidence Interval of the adjusted ORs, adjusting for the confounding effect of all the other covariates.




Results


Profile of participants

The mean age of the community participants (n = 1,976) was 36 years, 71.8% were married, 54.3% had higher secondary and above education, and 51% of the participants resided in urban areas (Figure 1). Nearly three-fifths perceived no risk of getting infected with COVID-19.


[image: Figure 1]
FIGURE 1
 Socio-demographic characteristics of community participants.


The mean age of the COVID-19 recovered participants (n = 303) was 38 years, 69% were married, 61.5% had higher secondary and above education, and 63% were residing in urban areas (Figure 2). Many (83%) participants reported of institutional quarantine during the time they were COVID-19 positive.


[image: Figure 2]
FIGURE 2
 Socio-demographic characteristics of COVID-19 recovered participants.


Majority of the participants from the community reported knowledge about the cause (66.0%), modes of transmission (69.0%), symptoms (54.0%) and preventive measures of COVID-19 (75.0%). Similar results were observed for the COVID-19 recovered participants.



Factors associated with COVID-19 stigmatizing attitudes in the community and stigma experiences

Table 2 illustrates the percentage distribution of COVID-19 stigmatizing attitudes by selected socio demographic and COVID-19 related variables. Majority of community participants from Odisha (92%) and Maharashtra (90%) reported of moderate and severe stigmatizing attitudes. Participants from Assam reported the lowest (53%) stigmatizing attitudes (Table 2). Fifty-four percent of participants from rural as compared to 48% from urban area reported stigmatizing attitudes. Fifty percent of males compared to 47% of females reported of severe stigmatizing attitudes. Participants in the age group of 18–30 and 45–60 years reported of severe stigmatizing (56.1 and 52.5 %, respectively) attitudes. Community participants with a COVID-19 positive family member had less stigmatizing attitudes (67.8%) than those without (76%). All the above differences were statistically significant.


TABLE 2 Stigmatizing attitude among non-COVID-19 community participants and stigma experienced among COVID-19 recovered participants by selected variables (socio demographic, COVID-19 knowledge and risk perception) (bivariate analysis).
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The multivariate binary logistic regression analysis for factors associated with stigmatizing attitudes, revealed that the inter-state differences were statistically significant (p < 0.001) with least stigmatizing attitudes reported in Assam (Table 3). Stigmatizing attitudes were significantly higher among the participants from Maharashtra (AOR = 7.3), and Odisha (AOR = 6.3). People living in red (high COVID- 19 prevalence) zones and rural areas had more stigmatizing attitudes with adjusted odds ratio of around 1.5. The difference between red and green (zero prevalence) zones were statistically significant. Individuals in the age group of 31–45 years had less stigmatizing attitudes as compared to the younger age group, i.e., 18–30 years (AOR = 1.6) or the older age group (AOR = 1.4), i.e., 46–60 years. Men had more stigmatizing attitudes (AOR = 1.6) toward COVID-19 patients. Illiterate participants had more stigmatizing attitudes than those with education higher than secondary level (AOR = 2.7).


TABLE 3 Factors associated with stigma experience among the COVID-19 recovered participants and stigmatizing attitude among non-COVID-19 community participants (multivariate analysis).

[image: Table 3]

Significant differences were observed in stigma experiences of COVID-19 recovered participants based on the State to which they belonged. A little more than half (56%) of COVID-19 recovered participants from Odisha reported of experiencing severe stigma compared to 28% from Uttar Pradesh (Table 2). Stigma experiences were significantly different among residents who were staying at their current residential address for more than 5 years than those who were living at the current place for short duration of time. Experienced stigma was significantly higher among participants who did not know about the mode of transmission of COVID-19 infection.

Multivariate logistic regression model for factors associated with reporting of experienced stigma by COVID-19 recovered individuals is presented in Table 3. Experiences of COVID-19 stigma were statistically significant and more likely to be reported by COVID-19 recovered individuals who belonged to the state of Delhi (AOR = 5.28) and Tamil Nadu (AOR = 4.01). COVID-19 recovered individuals who were staying at the place of residence (district) for more than 6 years experienced more stigma as compared to those who were residing at the current place for <6 years (AOR>2). Individuals who had good knowledge about modes of transmission of COVID-19 were less likely to have experienced stigma as compared to those who did not have the knowledge (AOR = 2.83).




Discussion

The widespread stigma associated with COVID-19 experienced by many and reported by media especially during the initial phases had devastating health consequences such as prompting people to hide the illness and preventing from seeking help and adopting healthy behaviors (1–3, 5). It also led to debilitating psychological and social consequences (12, 15, 23). To design targeted strategies for information dissemination, disease prevention, and stigma mitigation in India, a multi-centric study was undertaken during the onset of COVID-19 pandemic in India. The aim of the study was to understand COVID-19 stigmatizing attitudes in the community and stigma experienced by COVID-19 recovered individuals as well as factors associated with the same. Findings from this study document that nearly three-fourths of the study participants reported of stigmatizing attitudes and majority of the COVID-19 recovered participants had experienced some levels of stigma. Similar findings on stigma experiences of COVID-19 patients were reported from studies conducted in India and China (24, 25). Stigmatizing attitudes and discrimination toward COVID-19 patients were also observed among 60–80% of individuals from the general population in China and Jordan (26, 27). Higher levels in reporting of stigma, both experienced and stigmatizing attitudes, may be due to fear and paucity of knowledge on prevention or possible treatment options during the COVID-19 outbreak in India when the study was conducted. Fear of infection has been reported to be associated with heightened perceived stigma (28, 29). These results have implications for developing strategies in mitigating stigmatizing attitudes in the community and providing support to those who may experience stigma particularly during the initial phases of any infectious disease outbreak.

In this study, severity of stigma experienced by COVID-19 recovered individuals as well as prevailing stigmatizing attitudes in the community were associated with the state in which the participants resided at the time of the interview. Participants selected for the study belonged to districts located in States that had higher number of COVID-19 confirmed cases during the first wave and were declared red zones during the outbreak in the country (30). News reports had also highlighted the presence of COVID-19 stigma in these locations (31). Similar reports of increased COVID-19 stigma experiences were reported by individuals residing in highly affected countries or in hotspot zones (32–34). Also, residents living in geographical locations with the greatest number of cases reported higher levels of stigmatizing attitudes due to fear for potential infection (35, 36).

Good knowledge about COVID-19 was significantly associated with lesser stigma experiences. Having an appropriate knowledge on COVID-19 pandemic may have helped in judging misinformation and stereotypes (37) resulting in reduced stigma experiences. However, this is contrary to the study conducted by Saine and colleagues (38) that reported an increase in perceived stigma among patients who had hepatitis C virus (HCV)-related knowledge.

Stigmatizing attitudes were found more among the younger (18–30) and older (46–60) age groups of community participants. Older population had significantly higher stigmatizing attitudes toward COVID-19 infected due to higher perceived susceptibility and severity of COVID-19 (33, 39). Our study findings differ from other studies that reported lower stigmatizing attitudes among older (40) and younger adults (39, 41). Higher stigmatizing attitudes among younger population may have been due to their heightened exposure to misinformation which was widely circulated through social media groups. Male compared to female participants in the study had higher stigmatizing attitudes toward COVID-19 infected. The findings are consistent with previous studies on COVID-19 (33, 42, 43). Fear of increased risk of morbidity and mortality reported among men due to COVID-19 during the initial phases of pandemic may have resulted in higher stigmatizing attitudes among this group (44).

Our findings show that community participants with lower literacy levels were more likely to have stigmatizing attitudes toward COVID-19 infected. Education level of an individual could have a significant influence on their knowledge and thereby result in lesser stigmatizing attitudes (23, 45). Similar findings have been stated in several studies (13, 33, 40, 46–48), which reported that participants who had difficulties to find and understand information about COVID-19 were more likely to have stigmatizing attitudes toward people with the infection.

The present research not only corroborates media reports published during the onset of COVID- pandemic in India regarding stigma experienced by majority of COVID-19 infected individuals, but also provides supporting evidence for the presence of stigmatizing attitudes and factors associated with the same among non-COVID-19 infected individuals from the community Given the devastating health, social and psychological consequences of COVID-19 pandemic, our study findings call for timely deployment of anti-stigma programmes along with public health protective measures for mitigation of discriminatory attitudes and stigma experiences that may interfere with overall health and wellbeing and come in way of pandemic containment responses. For example, responding to initial media reports of COVID-19 stigma and its impact, the Ministry of Health and Family Welfare (MoHFW) in India released guidelines on do's and don'ts for mitigation of stigma. Likewise, other initiatives undertaken by the GoI (Government of India) included psycho-social toll-free helpline and the “Break the Stigma” campaign (49). Such steps not only eased the struggle of the COVID-19 affected individuals against stigma but also dealt with the infodemic of misinformation and rumors that played a crucial role in creating stigma.

In addition to dissemination of correct information as currently undertaken by the Government and other organizations engaged in infection prevention, the study also emphasizes the need to particularly focus on populations more vulnerable to misinformation. These include less educated, those living in high prevalence States, people living in rural areas or migrant workers. Since lack of proper knowledge and poor literacy resulting in fear are major factors associated with stigma, mass media, and social media outreach could be leveraged to disseminate updated, accurate and easily understandable information, dispel myths, fears and stigmatizing attitudes, and promote empathic behaviors toward those infected. Lastly, the study recommends the need for timely psychosocial interventions to alleviate negative impacts of stigma in individuals affected by COVID-19 and to provide necessary support.



Strengths and limitations

Certain limitations may be considered while interpreting the results of the present study. Collection of sensitive information on stigma experiences and attitudes through surveys, in the absence of face to face methods of data collection may have induced biases. This also might have resulted in greater non-response rates. Since, findings are based on participants chosen from selected districts in India, the results although largely indicative of the COVID-19 stigma situation in India, may not be generalizable. A cross sectional study design may have posed challenges in assessing the factors associated with COVID-19 stigma as both stigma and its independent variables were examined at the same time. Use of robust methodology, triangulation of COVID−19 stigma from stigmatized and stigmatizers from major geographical zones affected by COVID-19 during the first wave in India are the strengths of the study.



Conclusion

Study indicates the presence of COVID-19 stigma in the study population and emphasizes the need for timely interventions to mitigate stigma by increasing awareness and knowledge on COVID-19.
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