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ABSTRACT
This study explored the possibility of a common health-related stigma
reduction intervention among people living with HIV, leprosy,
schizophrenia and diabetes in Indonesia by assessing their perspectives
towards others with the same (within group) and different health
conditions (across groups), and willingness to participate in such a
program. This mixed-methods study was conducted in West Java,
Indonesia between March and June 2018. Eighty participants completed
a survey with social distance scale (SDS), while 12 focus group
discussion were conducted. Participants with HIV, leprosy and diabetes
reported lower within-group SDS scores (4.14 ± 3.65; 4.25 ± 3.95; 7.23 ±
5.31, respectively) while those with schizophrenia reported the highest
within-group SDS score (7.76 ± 4.63). Participants with diabetes reported
a twofold higher across-group SDS score towards people with the other
three health conditions (p < 0.05). The qualitative findings showed that
the perception of participants towards one another was shaped by
knowledge, understanding and relatedness to the experience of living
with health-related stigma. Overall, participants supported the idea of a
common stigma reduction intervention for different health conditions,
but recommended step-wise implementation of such interventions.
Accordingly, this study recommends piloting a common stigma
reduction intervention with special focus on fostering understanding,
awareness and empathy between people living with different health
conditions.
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Introduction

Health-related stigma negatively affects the lives of people living with a diversity of health con-
ditions and undermines public health response to curb the burden of these diseases (Stangl
et al., 2019; Van Brakel, 2006; Weiss et al., 2006). People with infectious diseases such as HIV
and leprosy; mental health conditions like schizophrenia and bipolar disorder; and other non-com-
municable diseases such as diabetes and cancers are known to be stigmatised because of their health
condition (Earnshaw & Kalichman, 2013; Fujisawa & Hagiwara, 2015; González-Torres et al., 2007;
Gredig & Bartelsen-Raemy, 2017; Peters et al., 2013). People living with such stigmatised health
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conditions often live in the same society, but remain isolated and siloed within their own experi-
ences of stigma, suffering its various social, physical and mental health consequences (Corrigan
& Rao, 2012; Earnshaw & Kalichman, 2013; Rai et al., 2020).

The existing health-related stigma reduction responses follow a similar scenario of fragmenta-
tion across different health conditions (Heijnders & Van Der Meij, 2006; Van Brakel, 2006;
Weiss et al., 2006), while largely disregarding those with other health conditions who co-exist in
the same society, and also missing out on their unique experiential knowledge on living with a stig-
matised health condition. Studies have shown that while the origin of stigma across such diseases
may be different depending on the different disease-specific features, the experiences of stigma and
its consequences are largely similar across a variety of health conditions (Rai et al., 2020; Rao, 2010;
Van Brakel, 2006). In such a case, there may be prospects for effectively responding to health-related
stigma in the society by bringing together people living with different stigmatised health conditions
and their collective knowledge and experiences. However, it is first important to evaluate the feasi-
bility of such a response by considering how people living with different stigmatised health con-
ditions perceive each other, and if they are willing to be brought together.

While there has been growing interest and calls towards integrating different disease-specific
stigma reduction responses (Stangl et al., 2019; Van Brakel, 2006; Weiss et al., 2006), little research
has focused on the perceptions that people living with one health condition hold towards others
living with either the same condition or other health conditions. Such perceptions that individuals
hold towards each other are important as they reveal both the biases and prejudices, and the under-
standing and relatedness that they perceive towards one another. These insights are important to
assess not only the willingness of individuals living with stigmatised conditions to come together,
but also the feasibility and sustainability of a common integrated stigma reduction response. This is
particularly valuable and in line with the current focus and call for integration of public health pro-
grams and their responses by the year 2030 initiated by the United Nations – sustainable develop-
ment goals (SDGs) (Nunes et al., 2016).

In this regard, this study focused on Indonesia – a low-and-middle-income country currently
undergoing epidemiological transition with relatively high prevalence and distribution of both
communicable and non-communicable diseases (Boutayeb, 2006; Omran, 2005; Vos et al., 2015).
Indonesia has one of the highest burdens of the four stigmatised diseases of our interest in the
region of South-East Asia (communicable: HIV and leprosy; non-communicable: schizophrenia
and diabetes) (IDF, 2020; UNAIDS, 2017; Vos et al., 2015; WHO, 2019). Along with the high bur-
den, these four diseases are also known to be stigmatised in the Indonesian society (Hartini et al.,
2018; Peters et al., 2013; Pujilestari et al., 2014; Rai et al., 2020; Sianturi et al., 2019). Hence, this
study aimed to explore the cross-perspectives of individuals living with stigmatised conditions:
HIV, leprosy, schizophrenia and diabetes towards people living with the same condition (within
group) and those with other stigmatised conditions (across groups) and assess their perspectives
on the possibility of a common stigma reduction intervention in Indonesia.

Group identification among stigmatised individuals

The within-group and across-group perception of individuals living with stigmatised health con-
ditions may be dependent on the concept of social and group identification. The social identifi-
cation theory by Tajfel (Tajfel, 1974) postulates that people inherently tend to attach themselves
to a group that they feel the closest connection to. People who socially identify strongly towards
a group based on a commonly shared trait exhibit a sense of group membership wherein they
feel closeness, understanding and empathy towards other members of the group (Tajfel, 1974;
Van Zomeren et al., 2012). Such strong sense of group membership is known to help improve
the self-esteem and confidence of individuals (Tajfel et al., 1979), reject endorsement of negative
stereotypes associated their group (Van Zomeren et al., 2012) and support in coping with adversi-
ties like stigma (Crabtree et al., 2010). Further, studies have also reported that positive group
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identification and sense of group membership can also motivate stigmatised individuals to come
together and fight against social stigma (Crabtree et al., 2010; Van Zomeren et al., 2012; Van Zome-
ren et al., 2012).

Using these concepts of group identification and membership, this study aims to assess how
individuals living with a stigmatised health condition perceive those with the same health condition
and those with other health conditions, and their willingness to work together to address health-
related stigma.

Methods

Study location and population

The study was conducted in Jakarta and Cirebon, West Java, Indonesia, from March to June 2018.
The study population consisted of people with different stigmatised heath conditions – HIV,
leprosy, schizophrenia and diabetes. A purposive convenience sampling technique was used to
recruit participants through local partners (e.g. non-governmental organisations and commu-
nity-based organisations working with different disease groups). People younger than 18 years
were excluded from the research. There were no specific inclusion criteria for participants with
HIV, leprosy and diabetes. However, in case of schizophrenia, only participants who were under
medication and either in remission or with controlled symptoms were included in the study to
ascertain their active and engaged participation. Participation was voluntary and participants
could decide to discontinue any time.

Research design

A mixed-methods approach was employed in the study with an explanatory concurrent design
(Creswell & Clark, 2017) (Figure 1).

This study consisted of two parts – quantitative and qualitative, conducted concurrently. In
order to answer the first part of the research question on exploration of cross-perspectives of people
living with the four health conditions, the participants were first asked to fill a survey questionnaire
as part of the quantitative study, and then were invited to participate in a focus group discussion
(FDG) (qualitative study).

A total of 12 FGDs (3 FGDs per disease group) were conducted. The FGDs were structured into
two successive sessions. The first session of FGDs referred to the responses of the participants in the
quantitative survey and aimed to not only triangulate, but also explain or elaborate on the quanti-
tative responses/findings. This was followed by a second session of FGDs which focused on answer-
ing the second part of the research question and consisted of participants’ discussion on their

Figure 1. Explanatory concurrent mixed-methods design employed in this study.
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opinions and willingness to participate in a common stigma reduction intervention. The specific
methods used for the quantitative and qualitative phases of the study are described below.

Quantitative phase

For the quantitative phase, Social Distance Scale (SDS) (Bogardus, 1933) was used to assess per-
ceived social distance as a measure of perception of persons living with one stigmatised condition
towards others living with either the same or different stigmatised condition. The scale was vali-
dated in previous studies and translated to the local language, Bahasa Indonesia (Peters et al.,
2014). SDS includes seven questions representing the following social relationships: renting a
room, common place of work, neighbourhood, member of the same social circle, personal job bro-
kering, marriage into one’s family and child care. Respondents could indicate on a Likert scale to
what extent they would, in the situation presented, accept the person living with either of the four
health conditions. The score range was 0–21; 0 indicating the lowest perceived social distance and
21 indicating the highest perceived social distance. Cronbach alpha (α) for the SDS across the con-
ditions ranged from 0.737 to 0.940, which fulfills Nunnaly’s (Nunnally, 1994) threshold for accep-
table reliability coefficient (i.e. α > 0.70).

Qualitative phase

To obtain the qualitative data, FGDs were performed. An FGD guide was developed through mul-
tiple consultations with research experts, and relevant stakeholders including representatives from
the different disease groups. The first part of the FGD guide outlined the following components:
perception towards others with the four health conditions (same and different health conditions);
knowledge or familiarity in regards to the four diseases; perceived similarities, differences, and other
comparisons of experiences of stigma across different stigmatised health conditions. The second
part of the guide inquired the perceptions of respondents on whether people living with different
stigmatised health conditions can work together and the stigma associated with different health
conditions that exist in the community can be tackled together.

Data collection and analysis

Four research assistants collected data in Bahasa Indonesia under the supervision of the main
researcher (SR). They were trained by SSR and II to collect both quantitative and qualitative
data. Quantitative data was collected by asking the respondents to complete a survey on sociode-
mographic information and SDS. Data was analysed using statistical software package SPSS 21.
Descriptive analysis (number, frequency, percentage and mean with standard deviation) was
used to summarise the characteristics of participants. Within-group and across-group mean SDS
scores were compared using independent t-test. Significance level was set at a p-value of <0.05.

The FGDs were recorded electronically, transcribed verbatim, translated to English, and mana-
ged with the qualitative software package Atlas.ti. Thematic analysis was used to analyse the data in
which the data was iteratively coded and thematically categorised to derive inference. The thematic
content analysis processes and emerging codes and categories were discussed in each stage among
the co-authors (SSR & EVS) and agreed upon by all authors to ensure the quality and validity of the
findings.

Ethical approval

This study was performed in line with the principles of the Declaration of Helsinki. Approval was
granted by the Ethics Committee of Atma Jaya Catholic University, Indonesia (Approval ID: FR-
UAJ-26-13/R0).
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Results

In this section, we first describe the findings from the quantitative phase on the reported SDS scores
from participants with the four health conditions, and then support those inferences with reasoning
and explanations offered by the findings from the qualitative phase.

Quantitative findings

Participants characteristics
A total of 89 participants consented to participate in this study, out of which 80 (HIV: 23; leprosy:
16; schizophrenia: 19; diabetes: 22) were included in the final analysis as the remaining 9 had over
80% missing data. The mean age of participants was 41.3 years and most participants had education
higher than senior high school (72.2%) and were employed (64.5%). The majority of the partici-
pants were Muslims (70.9%), female (50.6%), and had the disease for less than 10 years (69.3%).
Table 1 highlights the participant’s characteristics in detail.

Perceived social distance towards different health conditions
Table 2 presents the participants’ perceived SDS scores towards others living with the four health
conditions (within-group and across-group).

Participants with HIV, leprosy and diabetes reported lower within-group SDS scores indicating a
closer proximity and less stigma towards people from the same group, whereas those with schizo-
phrenia reported the highest SDS score towards others living with schizophrenia.

In regards to perceived social distance towards other groups (Table 2), participants with diabetes
reported higher mean SDS scores (across-group) towards all three other conditions compared to

Table 1. Participants’ characteristics (N = 80).

Participants (N = 80)

N %

Health condition
HIV 23 28.7
Leprosy 16 20.0
Schizophrenia 19 23.8
Diabetes 22 27.5
Duration of having the disease
≤10 years 52 69.3
>10 years 24 30.7
Age
≤41 years old 45 57
>41 years old 35 43
Gender
Male 38 48.1
Female 41 50.6
Transgender 1 1.3
Education
≤Junior high school 23 27.8
>Senior high school 57 72.2
Religion
Buddhism 4 5.1
Catholicism 11 13.9
Christianity 3 3.8
Islam 57 70.9
Protestanism 5 6.3
Occupation
Employed 51 64.5
Retired 1 1.3
Unemployed 22 26.6
No data 6 7.6
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within-group SDS score. Participants with HIV reported the highest SDS score towards people
affected by schizophrenia whereas participants with leprosy reported higher SDS score towards
people with HIV. Those with schizophrenia reported the lowest SDS score towards people with
diabetes.

Comparison of differences in SDS scores across different conditions
Table 3 shows the comparison of within-group SDS scores of each of the four disease groups with
their reported across-group SDS scores towards other groups. There were significant differences in
the perceived SDS score of participants with diabetes towards the other three groups (p < 0.05) in
comparison to the within-group SDS score. This indicated that participants from the diabetes group
perceived higher social distance towards people from the other three groups. Among participants
with HIV, the perceived social distance towards those with schizophrenia was significantly higher
(p < 0.05) when compared to perceived social distance others with HIV (within-group).

Qualitative findings

Participants characteristics
A total of 12 FGDs (3 FG in each disease group) were conducted with 60 participants who had also
previous answered the quantitative survey (HIV: 16; leprosy: 15; schizophrenia: 16; diabetes: 13).
The proportion of male and female were similar (50.6% female). The mean age of the participants
were 41.1 years, with most having lived with their health condition for less than 10 years (69.3%).
The majority of the participants were Muslim (70.1%), employed (66.2%) and had education higher
than senior high school level (72.7%).

Table 2. Perceived SDS scores across four conditions.

Respondent group (N = 80)

Perceived SDS scores towards people living with different disease groups

HIV Leprosy Schizophrenia Diabetes
Mean ± SD Mean ± SD Mean ± SD Mean ± SD

HIV (n = 23) 4.14 ± 3.65 8.13 ± 2.95 9.24 ± 2.98 5.74 ± 3.78
Leprosy (n = 16) 9.38 ± 4.33 4.25 ± 3.95 7.94 ± 3.66 6.38 ± 3.96
Schizophrenia (n = 19) 7.61 ± 5.13 7.38 ± 3.13 7.76 ± 4.63 5.88 ± 4.15
Diabetes (n = 22) 15.95 ± 5.03 15.09 ± 5.33 12.45 ± 5.21 7.23 ± 5.31

SD: standard deviation.

Table 3. Comparison between within-group and across-group SDS scores.

Respondent group
(N = 80)

Within-group
SDS score
[Mean ± SD]

(A)

Across-group
SDS score [Mean ± SD]

(B)

Mean difference in SDS
scores between the

groups*
(A–B)

95% Confidence
interval p-Value

HIV (n = 23) 4.14 ± 3.65 Leprosy 8.13 ± 2.95 −3.99 −8.43–0.44 0.133
Schizophrenia 9.24 ± 2.98 −5.10 −9.64 to −0.56 0.012**
Diabetes 5.74 ± 3.78 −1.60 −6.04–2.83 0.997

Leprosy (n = 16) 4.25 ± 3.95 HIV 9.38 ± 4.33 −5.13 −10.39–0.14 0.065
Schizophrenia 7.94 ± 3.66 −3.69 −8.95–1.57 0.532
Diabetes 6.38 ± 3.96 −2.13 −7.39–3.14 0.991

Schizophrenia (n =
19)

7.76 ± 4.63 HIV 7.61 ± 5.13 0.15 −4.88–5.19 1.000
Leprosy 7.38 ± 3.13 0.39 −4.79–5.57 1.000
Diabetes 5.88 ± 4.15 1.88 −3.22–6.99 0.996

Diabetes (n = 22) 7.23 ± 5.31 HIV 15.95 ± 5.03 −8.73 −13.21 to −4.24 0.001**
Leprosy 15.09 ± 5.33 −7.86 −12.35 to −3.38 0.001**
Schizophrenia 12.45 ± 5.21 −5.23 −9.71 to −0.74 0.007**

* Negative mean difference denotes higher across-group SDS score compared to the within-group SDS score.
** p-Value <0.05 denotes statistically significant difference.
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Perceptions towards people with the same health condition (within-group perceptions)
In line with the findings from the quantitative study, participants with HIV, leprosy and diabetes
described less hesitation and more willingness to socially interact with others with the same health
condition. They described feeling empathetic towards them. They reported how the feeling of
empathy came from understanding the adversities associated with the disease through their own
experience of living with the disease. Those with HIV and leprosy further explained how they
could ‘relate’ to others with the same condition on the basis of shame and stigma they experience
in their daily lives.

They also talked about how having the same disease united them and fostered feelings of broth-
erhood or being in the same group. One participant with diabetes noted this feeling and elaborated
why she felt closer to other people with diabetes:

Because I have diabetes, I feel more comfortable with other people as me [those with diabetes]. I feel like we are
part of a family. We share similar experiences [of living with diabetes]. (Female, Diabetes)

Participants with schizophrenia also reported feeling empathetic towards others with the disease.
They expressed how difficult it was to live with the disease, and understood what others with the
disease had to go through. They explained how society perceived them as ‘abnormal’, which they
found degrading and dehumanising.

However, when asked about their responses to the SDS, participants with schizophrenia reported
giving higher scores to schizophrenia. They explained that just like them, others with schizophrenia
are at risk of relapse if they do not adhere to their medication and treatment. They talked about how
relapse is scary and dangerous, because they can lose control of themselves, hallucinate, and even
show aggressive behaviour. This discouraged them from rating schizophrenia with lower SDS score
as compared to other disease groups who could still be ‘mentally normal’ and conform to the
societal rules.

Perceptions towards people with different health conditions (across-group perceptions)
Contrary to the findings from the quantitative study, all participants during the FGDs reported of
having feelings of empathy towards other disease groups. However, there were notable differences
in regards to how they perceived other diseases and people who had them. This was based on the
knowledge, perception, and attitude (KPA) of the participants with regards to the different health
conditions and people affected by them.

Prior knowledge of the disease was reported to shape people’s perception of how they look at other
disease groups. Participants with leprosy and diabetes reported the highest social distance scores
towards people with HIV in the survey, which some described was because they believed HIV to be
a very infectious disease, with less knowledge of how it is passed. One person with leprosy said:

HIV is contagious, and there is no cure for it… so it is scary. (Male, Leprosy)

However, to some who were aware of HIV and the pathways of transmission, they felt less dis-
tance with HIV:

With HIV, I learned that it can’t be transmitted from shaking hands or touching. So socially, I won’t distance
myself from them. The signs [advertisements] about how the disease can be transmitted are everywhere. So, we
don’t have to be afraid. (Male, Leprosy)

Participants with HIV, leprosy and diabetes described feeling empathy towards those with
schizophrenia based on the adversities they have to face as a result of their health condition. How-
ever, they also talked about how the lack of enough knowledge and understanding coupled with the
prevalent negative stereotypes associated with the disease shaped their perception towards people
with schizophrenia, which in turn incited feelings of fear towards them. Participants talked about
the stereotypes in the society on how people with schizophrenia are considered ‘crazy’ and ‘aggres-
sive’, and that they suspected those with schizophrenia would not be able to control such behaviour.

GLOBAL PUBLIC HEALTH 7



A few people also mentioned superstitions about people with schizophrenia that they are possessed
by ‘evil spirits’ that can also harm others.

Further, participants with HIV described their rationale on why they gave higher SDS scores to
people with schizophrenia based on the misinformation and/or lack of better understanding of the
disease. One participant with HIV described how lack of enough understanding affected his view of
the disease:

I don’t understand the disease [schizophrenia]. I’ll empathize with them, but I’m not sure if I would want to
interact with them because I only have a little clue. (Male, HIV)

Consistent with the quantitative finding on how people with diabetes reported higher social dis-
tance scores across-groups, the FGDs found that despite the reported empathy towards other
groups, people with diabetes preferred to distance themselves from others. The respondents with
diabetes reported perceiving little to no stigma, because they considered diabetes to be harmless
compared to other diseases. They considered their condition ‘non-contagious’ compared to HIV
and leprosy, and ‘mentally sound’ compared to schizophrenia. This sense of acceptance and endor-
sement of one’s condition as normal was found to then contrast with their perspectives towards
others who they considered diseased and dangerous.

There is no problem [with having diabetes]… I don’t feel embarrassed at all. I have diabetes but it’s not an infec-
tious disease or a mental illness. I don’t put anyone in danger… so why should we [people living with diabetes] be
ashamed? (Female, Diabetes)

People with other diseases seemed to agree too that diabetes was a common and harmless con-
dition that did not require social distancing.

Possibility of a common stigma reduction intervention
Participants reacted positively when asked about the idea of bringing people with different health
conditions together for a common stigma reduction intervention. They largely supported the idea
of a common program that would bring together and involve people from all four disease groups.
They discussed their thoughts on this topic in terms of utility, feasibility, and conditions/pre-
requisites.

In regards to utility, they reported positively that such a united response was ‘interesting’ and
could be ‘helpful’ to all those involved. One participant with leprosy talked about how despite
the differences, people with different health conditions strive for similar needs, and coming together
can help serve all:

Just like those who have schizophrenia or HIV - who have their own special needs, strengths and weaknesses – us
with leprosy also have our own needs and experiences. However, we can focus on our similarities to walk and
work together, and to accomplish things that serve us all. (Male, Leprosy)

Participants were also positive about the feasibility of such an idea to bring people together.
Some also talked about how they were already involved in similar efforts where people from differ-
ent walks of life were working together for a common cause. One participant with HIV talked about
being involved in such an inter-group alliance and expressed openness to be involved in more
diverse collaborations:

We [people living with HIV] are too absorbed and comfortable in our social circle. That is why we need to go out
…we need to learn and share across different circles. Right now, we are partnering with women who have dis-
abilities, maybe there is a chance we will partner up with those who have schizophrenia, leprosy. We need to
diversify and collaborate with people - even beyond different health conditions – like affiliating with migrant
workers. We are all marginalized groups in the same community…we fight for the same thing. We need to
understand this. (Female, HIV)

Participants also discussed the conditions and requisites to having a common stigma reduction
intervention. While most participants talked about being open to and supportive of such an
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initiative, a few participants talked about how it would be important to be cautious when deciding
which groups to bring together at the same time. Participants with HIV talked about how diabetes
was a common disease, and that those with diabetes might further stigmatise or disclose the identity
of a person with HIV. Participants with HIV, leprosy and diabetes also expressed concern in regards
to those with schizophrenia, specifically on their ability to participate in such a cause. Even though
such concerns were raised regarding schizophrenia, participants largely supported the idea of com-
ing together depending on how ‘in-control’ an individual is of him/herself and open towards others.

Participants stressed that in order to implement a common intervention to address health-
related stigma associated with these diseases, it would be important to focus on the planning and
designing of the intervention and carry out such a program in a stepwise manner: not to immedi-
ately include participants from all four groups but start from two or three, at the same time fostering
awareness and understanding about the different diseases and lived experiences among the involved
participants. One participant with HIV said:

It is important to plan and design [the intervention] well. It is also important to make sure different groups are
educated about each other well. Once everybody knows about each other then it is easy to build trust and work
together. So, the intervention depends on socialization between the groups. (Male, HIV)

Discussion

This mixed-method study explored the possibility of a common stigma reduction intervention
among people living with HIV, leprosy, schizophrenia and diabetes in Indonesia by assessing
their perceptions towards others with the same condition (within group) and different stigmatised
health conditions (across group), and willingness to participate in such a venture. This study found
that the perception of people living with stigmatised health conditions towards one another was
driven by knowledge, understanding and relatedness to the diseases and experience of living
with stigma. Overall, the participants supported the idea of a common stigma reduction interven-
tion across the health conditions. The main findings of this study are discussed below.

Within-group empathy guided by relatedness

This study found that people living with HIV, leprosy and diabetes were generally empathetic
towards others with the same health condition. The feeling of empathy came from understanding
the adversities associated with the disease that the person himself/herself experienced, and the
awareness and the ability to relate to what others with the health condition may be going through.
Studies have shown that stigmatised individuals show connection and interrelatedness towards
others with the same disease and identify themselves as a part of a group, demonstrating empathy
and support towards other group members (Crabtree et al., 2010; Latner et al., 2008). Since most of
the participants in this study were recruited from community-based organisations and were most
likely affiliated with peer-support groups, there are possibilities that they already had a well-devel-
oped identity as a part of a stigmatised group wherein they felt supported and also provided support
for others.

Within-group biases among people living with schizophrenia

While in the FGDs participants with schizophrenia expressed feelings of empathy towards others
with the same condition, they reported the highest perceived within-group social distance in the
SDS. They attributed this decision to the risk of relapse and mental/behavioural instability
among people living with schizophrenia, and agreed to the socially held beliefs that people with
the disease can be aggressive and a possible threat in the society. This indicates not only the exist-
ence of biases towards others with schizophrenia, but also the presence of self-stigma as a result of
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participants’ endorsement of negative stereotypes and norms present in the Indonesian society in
regards to mental illnesses.

Other studies have also shown how in Indonesia, people living with mental illnesses like schizo-
phrenia experience self-stigma in the form of shame, self-blame and guilt because of their own
experience of psychosis which is common among those with active schizophrenia or who have
relapsed (Subandi et al., 2020; Subandi & Good, 2018), and internalisation of the socially held beliefs
and stereotypes (Hartini et al., 2018; Rai et al., 2020). Watson et al. (2007) found that such endorse-
ment of the negative stereotypes and biases related to one’s disease not only affects the self-esteem of
individuals with mental illness, but also hampers their positive identification with the group of per-
sons with mental illnesses. This absence of group identification may be the reason why people with
schizophrenia reported higher social distance scores towards others with the same disease.

Role of knowledge and social stereotypes in moderating perception and attitude

While the within-group perceptions were driven more by relatedness and understanding of the
experiences of living with the health condition, knowledge and prevalent social stereotypes related
to the diseases were the main drivers of perception and attitude in regards to across-group compari-
sons. Participants with all health conditions reported lower social distance towards the diabetes
group, which they attributed to knowing that diabetes is a ‘common’ and ‘manageable’ condition.
A study by Soewondo et al. (Soewondo et al., 2013) reported this very idea of how the higher preva-
lence and commonality of diabetes in the community has normalised its existence in many Indo-
nesian communities. In regards to the perceptions among those with diabetes, due to the less
stigmatising status of this condition, people with diabetes seemed to feel more normal and privi-
leged. They also separated themselves from others with HIV, leprosy and schizophrenia as evident
from the twofold higher SDS scores they reported for other groups. However, during the FGDs,
they described having empathy and compassion towards people with HIV, schizophrenia and
leprosy, and were well aware of the intricacies of having those diseases. Studies that have explored
the development of social identity in individuals have shown that besides empathy, common experi-
ence of stigma and discrimination and the level of interrelatedness to those experiences are para-
mount in improving not only intergroup perception, but also building common group identity
between members of the same group (Cortland et al., 2017; Crabtree et al., 2010; Gaertner et al.,
1993). Participants with diabetes, though empathetic, lacked such understanding and relatedness
towards stigma experiences of other groups as they reported experiencing little or no stigma them-
selves. This may have been the reason why even though they expressed empathy, they reported
higher social distance towards the other groups.

Participants with HIV, leprosy and diabetes, while empathetic towards those with schizophrenia,
also expressed lack of enough knowledge and understanding and resultant fear in regards to the dis-
ease. It is well known that people withmental health disorders experience social stigma and discrimi-
nation everywhere in the world (Henderson et al., 2013; Thornicroft et al., 2016). In Indonesia,
prejudices and misconceptions about schizophrenia are embedded in the local culture where people
consider schizophrenics as crazy and possessed by evil spirits (Minas &Diatri, 2008; Rai et al., 2020).
Further, the negative stereotypes related to the aggressive andmentally unstable nature of the disease
is fuelled by misinformation and lack of enough knowledge on the disease (Hartini et al., 2018).

However, in regards to HIV and leprosy, participants were more aware of the diseases, and their
mode of transmission and treatment. This was attributed to participants being receptive and empa-
thetic towards people with these two health conditions. Several nation-wide health awareness cam-
paigns have been implemented across Indonesia aimed to raise awareness on HIV and leprosy
(Ibrahim et al., 2010; Rachmani et al., 2013). Thus an increasing number of people now know
about HIV and leprosy in Indonesia, and this situation may have been reflected in the findings
of this study.
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Implications for a common stigma reduction intervention

This study found that people living with stigmatised health conditions saw value in coming together
for a common cause, and expressed willingness to participate in a common stigma reduction inter-
vention. They also stressed on the importance of proper planning and designing of such initiative,
considering the level of knowledge and awareness of prospective participants on the different dis-
eases. It was also proposed that such interventions be implemented in a stepwise manner, ensuring
a safe and healthy environment for all participants.

Based on the findings of this study, a pilot intervention is recommended among chosen groups
of health conditions whereby mutual understanding and cooperation is fostered. In this regard, it
may also be beneficial to follow a participatory approach/process such as interactive learning and
action (ILA) that focuses on trust building among different groups and stakeholders and incorpor-
ates their values and experiential knowledge into the paradigm (Betten et al., 2013). It is rec-
ommended to incorporate additional components into the intervention such as disease-specific
health education and awareness, and platform for sharing personal experiences and testimonies
between people with different health conditions to highlight the commonalities between them
(e.g. similarities in experiences of stigma, clinical management, long-term treatment etc.), that
can further help foster mutual understanding and empathy among and between the groups.
Such programs can help transform perceptions of groups from ‘us Vs them’ to ‘we’, and develop
positive ingroup identity (Gaertner et al., 1993). Finally, considering the contextual nature of stigma
and its variance across different geographical locations and cultures (Stangl et al., 2019; Van Brakel,
2006; Weiss et al., 2006), it is recommended to take into account the local context and cultural
beliefs while designing integrated stigma reduction programs in Indonesia and elsewhere.

Special focus on reducing self-stigma and building self-esteem and positive group identity is also
warranted for people with mental health conditions like schizophrenia, who perceive higher self-
stigma and biases towards others with the same condition. In this study all participants with schizo-
phrenia were under medication where adverse symptoms such as hallucinations and psychosis were
under control, but they feared of possible relapse. Studies have shown that with long-term adher-
ence to medication and psychosocial support and care, people with schizophrenia can reach a stage
of recovery whereby psychological functioning (hope, self-acceptance, de-stigmatisation, empower-
ment), cognition and quality of life of an individual is significantly improved (Liberman & Kope-
lowicz, 2005; Warner, 2009). It is therefore important in such a context to involve people with
schizophrenia currently in remission into programs like mutual-help groups or peer-support
groups that help build positive group identity, empower them and lead them to the road of recovery
(Crabtree et al., 2010; Liberman & Kopelowicz, 2005).

The overall study findings show promise of a common stigma reduction intervention wherein
people with different stigmatised health conditions can come together and share their experiences,
knowledge and successful strategies to manage stigma. Further, the findings also show prospects of
programmatic integration across different disease groups in which their individual efforts, resources
and knowledge can be put together for a stronger public health response.

Strengths and limitations

There have, to our knowledge, not been previous studies describing the perceptions that people from
different stigmatised groups have towards each other, and this study is one of the first which
included participants from four different disease groups simultaneously. By doing this research, it
was feasible to understand people’s perspectives regarding different conditions, and how a person’s
own knowledge, understanding and relatedness of the disease and the experience of living with the
disease might shape the perception towards another stigmatised person. However, there are limit-
ations to this study that need to be taken into consideration. First, the small sample size might have
affected the results of the quantitative analysis. Because of the low sample size and high variance of
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scores between the different groups, a distinct cut-off point could not be established to further
improve the inference from the SDS. Relative comparisons were thus used to infer the results of
SDS. However, this issue was addressed by the mixed-methods design of the study where the quali-
tative findings largely supported and validated the quantitative findings. Second, the convenient
sampling which was used to select the participants might have skewed the results as the participants
were mostly recruited through community-based organisations and peer support groups. Although
participants of the FGDs often knew each other, the collected opinions were diverse and were valu-
able for the research. Third, this study did not address the variance in regards to individual identities
and characteristics that exist within the different health conditions (e.g. people with leprosy with and
without disability; different sub-population with HIV – injecting drug users, sex worker, sexual min-
orities, etc.). Such differences could affect the perceptions of those with other stigmatised health con-
ditions. Hence, it is recommended that such differences be taken into consideration while designing
future collective stigma reduction strategies. Lastly, the qualitative results might be skewed due to
social desirability bias. To reduce the effect of such bias, the researchers asked additional questions
on the same topic to ascertain the consistency of response.

Conclusion

The findings of this study not only highlight the possibility of a common and collective response to
stigma but also to the prospects of wider integration across different health conditions for stronger
public health response. The study findings recommend piloting a common stigma reduction inter-
vention to assess the actual feasibility of such a response with special focus on fostering understand-
ing, awareness and empathy between people living with different health conditions.
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