RESEARCH PAPER

HIV-related stigma experienced by people
living with HIV/AIDS in coastal South India

Arjun B. Yathiraj', Bhaskaran Unnikrishnan', John T. Ramapuram? Nithin Kumar', Prasanna Mithra',
Rekha Thapar!, Vaman Kulkarni!, Ramesh Holla', Darshan B.B.!, Prasanth Narahari'

'Department of Community Medicine, Kasturba Medical College (affiliated to Manipal Academy of Higher Education), Mangalore,
Karnataka, India

*Department of Internal Medicine, Kasturba Medical College (affiliated to Manipal Academy of Higher Education), Mangalore,
Karnataka, India

Abstract

Introduction: The present study assessed the human immunodeficiency virus (HIV)-related stigma
and the factors influencing it among people living with human immunodeficiency virus (PLHIV) in
tertiary care hospitals at Mangalore, South India. Stigma related to HIV still persists as a major public
health issue globally and varies from person to person. The various forms of HIV-related stigma are
personalized stigma, disclosure stigma, negative self-image stigma, and public attitude stigma.

Material and methods: In this cross-sectional study, 409 PLHIV aged > 18 years were interviewed from
April 2014 to April 2015. HIV-related stigma was assessed using the “revised HIV stigma scale”. So-
cio-demographic characteristics and factors affecting HIV stigma were collected using a semi-structured
questionnaire. The association between various domains of HIV-related stigma with socio-demographic
characteristics was assessed using one way ANOVA (analysis of variance) and student ¢-test. P < 0.05 was
considered to be statistically significant.

Results: Among the HIV-related stigma domains, disclosure and public attitudes stigma showed higher
mean scores followed by negative self-image stigma. Personalized stigma domain showed the least scores
in our study. Our study identified that HIV-related stigma was higher among males, older participants,
those who were married, of a higher socio-economic status, on a longer duration of antiretroviral therapy
(ART), and participants who had travelled more distance to procure ART.

Conclussions: Counseling PLHIV and educating care givers and the community is essential for tackling
stigmatization among PLHIV. Mitigating stigma through multi-dimensional intervention strategies is
crucial to overcome stigma associated with HIV/AIDS.
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Introduction lem affecting as many as 36.7 million people worldwide [1].
According to National AIDS Control Organization (NACO),

Human immunodeﬁciency virus/acquired immunodefi- India has around 2.1 million HIV-infected individuals,
ciency syndrome (HIV/AIDS) is a major public health prob- ~ with HIV adult prevalence of 0.26% at the end of 2015 [2].
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HIV-related stigma among people living with human immu-
nodeficiency virus (PLHIV) has been a complicated issue
globally since the beginning of its discovery.

In recent times, from a fatal illness, HIV/AIDS has been
reduced to a chronic, manageable disease with the availabili-
ty of effective antiretroviral therapy (ART). However, stigma
related to the disease still continues to persist amongst all
sections of the society. PLHIV are more stigmatized com-
pared to those with other chronic diseases [3], as HIV is
a communicable disease associated with sexual and other
high-risk behavior and lacks a definite cure.

PLHIV not only face problems related to physical
health, but also experience many psychological issues like
depression, anxiety, fear, anger, and feelings of isolation [4].
HIV-related stigma interferes with the health seeking behav-
ior of PLHIV, leading to poor adherence to ART, decreasing
quality of life and in turn, increasing morbidity and mor-
tality [5].

HIV-related stigma experienced by PLHIV can be cat-
egorized mainly into four domains of stigma. Personalized
stigma, where PLHIV experiences fear about the conse-
quences of what others might think about their HIV status
and societal attitudes about their HIV status.

Disclosure stigma, where PLHIV are concern about dis-
closing their HIV status, keeps one’s HIV status secret, or fear
that those who know about their HIV status will tell others.
HIV status disclosure is one of the major psychological chal-
lenges for PLHIV [6]. Disclosure stigma also introduces
a desire not to get HIV-tested to know one’s own sero-status.
Thus, it possibly increases the risk of infection to their sexual
partners, and also PLHIV becomes not avail to HIV care and
treatment services due to disclosure stigma.

Negative self-image refers to feeling of not as good as
others, feeling unclean or as bad person due to being HIV-
infected. PLHIV may also experience guilt, shame, and self-
worth due to negative self-image stigma.

Public attitude stigma is a form of stigma where PLHIV
are concerned about what most people might think about their
HIV status, or what most people think about HIV-infected
person.

Ultimately, whatever maybe the form of stigma, it leads
to poor adherence to ART, decreased quality of life, which
may lead to increased morbidity and mortality [4].

The presence of stigma among PLHIV has been docu-
mented by many studies [7-9]. However, stigma experienced
by PLHIV greatly varies considerably among the individu-
als and their surroundings. Proper knowledge about how
HIV-related stigma perpetuates is essential for planning cul-
turally and socially relevant intervention strategies in a par-
ticular geographical area. The present study was conducted
to assess the factors associated with HIV/AIDS-related stig-
ma experienced by PLHIV in coastal South India.

Material and methods

In this facility-based cross-sectional study, PLHIV attend-
ing Infectious Disease Department of the Kasturba Medical
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College Hospital (KMCH), Mangalore, Karnataka were in-
terviewed during the period from April 2014 to April 2015,
to assess their HIV-related stigma. The infectious disease de-
partment of KMCH is one of the nodal center for providing
counseling and ART services to PLHIV.

The protocol of the study was approved by the Institu-
tional Ethics Committee (IEC) at Kasturba Medical College
(Manipal Academy of Higher Education), Mangalore, India,
prior to the commencement of the study.

The sample size of 409 PLHIV was calculated consid-
ering the proportion of HIV-related stigma among PLHIV
from the previous study as 27% [10], with 95% confidence
interval and a relative precision of 15%. The participants
were selected using non-random sampling method.

PLHIV in the age group of 18 years and above, and those
who are receiving ART were included in the study. No in-pa-
tients were included in the study.

The participants were explained about the study objectives
in their own vernacular language and written informed con-
sent was obtained from those who were willing to participate
in the study. The interview was conducted in a separate con-
sultation room to maintain patient’s confidentiality. The aver-
age duration of the interview was 30 minutes.

Interview schedule consisted of questions pertaining to
socio-demographic characteristics (age, gender, marital sta-
tus, socioeconomic status, duration on ART, and distance
travelled to receive ART) and HIV-related stigma. Modified
Kuppuswamy scale [11] was used to assess socio-economic
status of PLHIV, which includes education, occupation, and
income of the participants.

HIV-related stigma

HIV-related stigma among PLHIV was assessed us-
ing the revised HIV stigma scale [12], which consisted
of 10-items. The scale assessed HIV-related stigma across
4 domains as follows: personalized stigma (3-items), disclo-
sure concerns (2-items), negative self-image (3-items), and
public attitudes (2-items). The scores for each item of revised
HIV stigma scale was analyzed using four-point Likert scale,
where: 1 = strongly disagree, 2 = disagree, 3 = agree, and
4 = strongly agree. The mean scores for each domain were
obtained by adding the response of each item and dividing it
by the number of items. Higher scores indicate greater stigma
experienced by the PLHIV.

Data analysis

Statistical analysis was done using Statistical Package
for Social Sciences (SPSS) version 16.0 (SPSS. Inc., Chica-
go. IL, USA). The results were expressed in mean, standard
deviation (SD), and proportion. The association of various
domains of HIV-related stigma with socio-demographic
characteristics was assessed using one way ANOVA and
student t-test. P < 0.05 was considered to be statistically
significant.
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Results

Among 409 PLHIV, the majority (62.6%, n = 256) being
males. The mean age of the participant was 43 + 8.7, with
higher proportion of the participants (42.1%, n = 172) were
in the age group of 41-50 years, and 64.8% were married.

Descriptive statistics of all the items
of revised HIV stigma scale

The mean (SD) of all the items of the revised HIV stigma
scale are shown in Table 1.

HIV-related stigma domains scores
of the participants

The mean (SD) of the HIV stigma domains namely per-
sonalized stigma, disclosure stigma, negative self-image, and
public attitudes stigma are shown in 0 (Table 2).

Association between HIV-related
stigma domains with patient’s
socio-demographic characteristics

Males had shown higher mean scores in all the stigma
domains compared to females, and a statistically significant
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association (p < 0.05) was observed in the domains of per-
sonalized stigma and negative self-image. Participants who
were married had higher domain scores compared to those
who were unmarried and widowed, and also participants
with upper socio-economic status had higher scores in all
the domains of HIV-related stigma compared to those with
lower socio-economic status.

A statistically significant association (p < 0.05) was ob-
served with marital status and socio-economic status of the
participants in disclosure stigma and negative self-image
stigma domains. PLHIV who were receiving ART for longer
duration had higher scores in all the domains of HIV-related
stigma with statistically significant association in personal-
ized stigma, negative self-image, and public attitudes stigma
domains. Among PLHIV who were travelled more distance
> 25 kilometers (kms) to receive ART, higher HIV stigma do-
main scores were observed. Association between HIV-related
stigma domains with patient’s characteristics of the partici-
pants is shown in Table 3.

Discussion

In the present study, PLHIV experienced mainly dis-
closure and public attitudes stigma, followed by negative
self-image stigma. They faced less personalized stigma

Table 1. Descriptive statistics for all the items of revised HIV stigma scale (n = 409)

No. of items Items of revised HIV stigma scale ‘ Mean (SD)
Personalized stigma
01 | have been hurt by how people reacted to learning | have HIV 2.6 (0.7)
02 | have stopped socializing with some people because of their reactions to my having HIV 2.3(0.8)
03 I have lost friends by telling them | have HIV 2.0(0.7)
Disclosure stigma
04 I am very careful who | tell that | have HIV 3.6 (0.5)
05 I worry that people who know | have HIV will tell others 3.6 (0.5)
Negative self-image
06 | feel | am not as good a person as others because | have HIV 2.7 (0.7)
07 Having HIV makes me feel unclean 2.7 (0.6)
08 Having HIV makes me feel that I'm a bad person 2.7 (0.7)
Public attitudes
09 Most people think that a person with HIV is disgusting 3.6 (0.5)
10 Most people with HIV are rejected when others find out 3.6 (0.5)
Table 2. HIV-related stigma domains score (n = 409)
Stigma domains No. of items Possible range Mean (SD)
Personalized stigma 03 4-12 6.9 (1.9)
Disclosure stigma 02 2-8 7.3 (1.0)
Negative self-image 03 4-12 8.1 (1.8)
Public attitudes 02 2-8 7.3(1.1)
Total score 10 10-40 29.6 (5.8)
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Table 3. Association between the domains of stigma with socio-demographic characteristics (n = 409)

HIV-related stigma domain scores
Characteristics Number (%) | Personalized stigma | Disclosure stigma | Negative self-image | Public attitudes
Mean (x SD) Mean (x SD) Mean (x SD) Mean (x SD)

Gender

Male 256 (62.6) 7.3 (1.7) 3 (1.0 8.6 (1.6) 7.3 (1.1)

Female 153 (37.4) 6.3 (2.2) 7.2 (1.0) 7.3 (2.0) 7.3 (1.0)

p value* < 0.001 0.073 0.001 0.934
Age (years)

18-30 024 (05.9) 7 (2.5) 7.2 (1.0) 6.9 (2.3) 7.3 (1.0)

31-40 140 (34.2) 6.9 (1.9) 7.4 (1.0) 8.1 (2.0) 7.3 (1.0)

41-50 172 (42.1) 8 (1.8) 7.3 (1.0) 8.2 (1.8) 7.3 (1.1)

> 50 073 (17.8) 6 (1.8) 7.0 (1.0) 8.3 (1.3) 7.1 (1.1)

p value** < 0.001 0.120 0.014 0.137
Marital status

Married 265 (64.8) 7.0 (1.9) 7.3 (1.0) 8.3 (1.7) 7.3(1.1)

Unmarried 054 (13.2) 6.9 (2.0) 7.3 (1.0) 8.3 (2.5) 7.2 (1.2)

Widowed 090 (22.0) 6.7 (2.0) 7.1 (1.0) 7.5 (1.6) 7.2 (1.0)

p value™* 0.197 0.027 0.002 0.258
Socioeconomic status

Upper middle 042 (10.3) 6.8 (2.0) 7.6 (0.8) 8.6 (1.4) 7.6 (0.8)

Middle/lower middle | 203 (49.6) 6.9 (1.8) 7.3 (1.0) 8.3 (1.8) 7.3 (1.1)

Lower/upper lower 159 (38.9) 7.1(2.2) 7.2 (1.0) 7.8 (1.8) 7.2(1.2)

Lower 005 (01.2) 4.2 (1.1) 6.0 (0) 4.2 (1.6) 6.4 (0.9)

p value™* 0.780 0.002 < 0.001 0.054
Duration on ART (years)

<1 092 (22.5) 6.6 (1.9) 7.1 (1.0) 7.7 (1.7) 7.2 (1.0)

2-3 142 (34.7) 6.8 (2.1) 7.3 (1.0) 7.9 (1.7) 7.0 (1.2)

>3 175 (42.8) 7.2 (1.8) 7.3 (1.0) 8.4 (1.9) 7.5 (1.0)

p value™* 0.007 0.080 0.001 0.007
Distance travelled to receive ART (km)

> 25 km 077 (18.8) 2 (1.9) 7.3 (1.0) 8.4 (1.8) 7.2 (1.3)

< 25 km 332 (81.2) 6.8 (1.9) 7.3 (1.0) 8.0 (1.9) 7.3 (1.0)

p value* 0.168 0.487 0.139 0.813

*Student t-test, *ANOVA test
ART — antiretroviral therapy

among the HIV-related stigma domains. Similarly, in a study
conducted in Coimbatore District of Tamil Nadu, among
the women living with HIV, disclosure stigma was found to
be high [13]. In contrast, a study done in Nigeria showed
more personalized and public attitudes stigma than disclo-
sure and negative self-image stigma [14].

In our study, HIV-related stigma scores were higher
among males as opposed to females, with a statistically signifi-
cant association (p < 0.05) amongst personalized and negative
self-image stigma. Similar findings were observed in other
studies as well [15, 16]. This could be attributed to the fact
that men have a wider social and professional circle, and they

might be apprehensive that people will suspect their HIV sta-
tus because of the physical changes accompanying/brought on
by the disease, or side effects of ART. Taking medications reg-
ularly at their workplace also might arouse curiosity among
their co-workers, as to what ailment they are suffering from.
This might lead to stigma, which may not be the case among
women who are generally confined to their homes (in rural
setups mainly). The guilt of high-risk behavior in the past,
which becomes the reason for not only acquiring HIV/AIDS
but also transmitting it to their spouses, could be another rea-
son for stigmatization. However, some study results also indi-
cate that females were more stigmatized than males [17, 18].
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Personalized and negative self-image stigma increased
with the participants’ age, and this association was found to
be statistically significant. Similar findings were observed
in other studies [15, 18]. This can be attributed to the fact
that with an increase in age along with the changes related
to aging, there is a reduction in immunity. With a reduction
in immunity, the HIV manifestations increase, leading to
increased disease expression.

PLHIV who were married have shown higher HIV stig-
ma, as compared to those who were unmarried or widowed.
Due to increased social obligation among married partic-
ipants, they are more likely to come in contact with more
people, which might be a reason for increased stigmatization.
On the contrary, unmarried or widowed PLHIV residing with
their parents, children, or relatives, have a socially protected
environment, and hence have lesser stigmatization.

In most studies, people belonging to upper socio-eco-
nomic status showed less HIV-related stigma [19, 20],
whereas in stark contrast, our study reveals that participants
in the upper socio-economic status had higher HIV-related
stigma scores compared to participants in the middle/lower
socio-economic status. This could be due to the fact that
people who are financially stable have an option of discon-
tinuing work. On the other hand, people belonging to middle
and lower socio-economic status don’t have a choice but to
continue work and provide support for their families. These
activities keep them motivated and less stigmatized, rather
than brooding over their past or about their future problems
in relation to their HIV status. PLHIV with middle/lower
socio-economic status experiencing fewer stigmas, could
be due to their involvement as a member of social support
groups. These groups could have helped them in getting
more information about HIV and its treatment, and devel-
oping better coping mechanisms to overcome the stigma.

It was observed that PLHIV who travelled long distances
(more than 25 kilometers) to receive ART felt more stigmatized
compared to those who have travelled less distances. The rea-
son for this could be the fear of revealing their HIV status to
their families, friends, or relatives. As a result, they opted for
treatment at centers far away from their residing places.

It was also observed that PLHIV receiving ART for a lon-
ger duration (> 3 years) have experienced higher HIV-related
stigma compared to PLHIV on a shorter duration on ART.
Similar findings were observed in other studies [15, 18].
The reason for this could be that PLHIV receiving ART for
longer duration might feel stigmatized because other people
might notice him/her taking ART, which makes them evident
that he/she has HIV.

Conclusions

HIV-related stigma was higher among males, older age,
participants who were married, those belonging to a higher
socioeconomic status, on longer duration of ART, and those
who had travelled longer distances to obtain ART. Our study
emphasizes that HIV-related stigma needs to be tackled at
the earliest, as it might affect the mental health and quality
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of life of PLHIV, along with their physical wellbeing. Once
the reasons for stigma have been identified, it becomes easier
to target the population and mitigating the stigma associat-
ed with this disease. Counseling PLHIV and educating care
givers and the community is essential for tackling stigmatiza-
tion among PLHIV. Mitigating HIV-related stigma through
multi-dimensional intervention strategies involving the doc-
tors, health care workers, researchers, social workers, coun-
selors, and nurses, is crucial to overcome stigma associated
with HIV/AIDS.
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