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Abstract

Introduction: Human immunodeficiency virus (HIV)-related stigma is one of the several challenges
which people living with HIV (PLWH) need to overcome. Society’s stigma and discrimination prevent
PLWH from seeking professional healthcare services, while feeling distressed, guilty, depressed, de-
spairing, and disowned. This has an impact on their quality of life. This study aimed to analyze the re-
lationship between stigma and health-related quality of life (HR-QoL) among PLWH.

Material and methods: Using purposive sampling and inclusion and exclusion criteria, hundred HIV-
infected individuals were included. This study employed a cross-sectional study approach, and data col-
lection was done with WHOQOL-HIV-BREF questionnaire. Data were analyzed using Spearman’s rho
test to identify the relationship between stigma and HR-QoL, with a p-value < 0.05 considered statistically
significant. Descriptive statistics were employed to identify demographic characteristics of respondents.

Results: The results showed that there was a moderate positive relationship between stigma and depres-
sion symptoms (p = 0.000, r = 0.5222), and a weak positive relationship between stigma and physical
functioning (p = 0.021, r = 0.231) and QoL (p = 0.030, r = 0.217). However, there was no correlation
between HIV stigma and overall general health (p = 0.371, r = 0.900).

Conclusions: HIV-related stigma is associated with HR-QoL of PLWH. Respondents who experi-
enced HIV stigma had severe depression symptoms, fair physical functioning, and fair overall general
health, while most of the respondents did not have a good QoL. Family empowerment and social sup-
port are both affecting quality of life of PLWH, and are as important as medical support in influencing
their life expectancy and self-esteem to accept living with the disease.
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lenge, and remain one of the most stigmatized diseases
globally, with 1.5 million new HIV cases in 2020. The Joint
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towards those living with HIV. The perception that HIV is
concentrated among key populations involving homose-
xuality, prostitution, and drug abuse, impairs HIV-related
stigmatization. HIV stigma, various ways of discrimination,
negative labelling, and discriminatory behaviors from soci-
ety, including health workers, communities, and family, all
lead to self-isolation, social exclusion, loss of job, economic
difficulty, and poor access to healthcare services [1-4].

People living with HIV (PLWH) face many challenges
in medical management of the disease. HIV-related stigma
is rooted in fear of HIV; it has emerged as the first appear-
ing HIV image in early 1980s, associated with prevailing
misconceptions (e.g., ways of transmission) [5, 6]. HIV-
related stigma and discrimination have been a significant
barrier in accessing healthcare, hence, contributing to poor
health outcomes (e.g., criticism, blaming, shouting at or
throwing health records on patients, negligence, etc.) [1, 7].
HIV-related stigma and discrimination negatively influ-
ence PLWH’s quality of life (QoL) by preventing them from
seeking professional healthcare services, feeling distressed,
guilty, depressed, despairing, and disowned. This became
a major obstacle in HIV prevention and control [8]. A re-
view by Rueda [9] reported that HIV-related stigma is asso-
ciated with higher level of depression and lower level of so-
cial support. Moreover, both depression and social support
were corelated, and HIV stigma was associated with poorer
mental outcomes, such as emotional distress, shame, re-
duced self-esteem, decreased psychological functioning,
poorer physical adjustment, negative effect, anxiety, suicid-
al ideation, life satisfaction, QoL, and stress associated with
disclosure.

Since HIV/AIDS can develop into a chronic disease,
QoL is a multi-dimensional concept that is recognized as
a significant indicator used to assess health in various as-
pects of PLWH life [10]. HIV-related stigma is common
among HIV-infected individuals, and associated with poor
health-related QoL (HR-QoL). HIV stigma can take differ-
ent forms, including anticipatory stigma, internalized stig-
ma, and enacted stigma. Anticipatory stigma concerns indi-
viduals’ expectations of facing enacted HIV-related stigma
as a result of being HIV-positive. Enacted HIV-related stig-
ma involves experiencing stigmatizing behaviors or nega-
tive treatment because of one’s HIV status. Whereas inter-
nalized HIV-related stigma occurs when individuals adopt
stigmatizing beliefs about PLWH, and apply these stigma-
tizing beliefs to themselves. In the framework of relation-
ship between HIV-related stigma and health and well-being
of PLWH [11], this cross-sectional study aimed to examine
the HIV-related stigma effects on HR-QoL of PLWH, based
on their depression symptoms, physical functioning, and
overall general health.

Material and methods

Descriptive analytic with a cross-sectional approach
was used in the current study. Sample collection employed
non-probability sampling, with a purposive sampling tech-
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nique. This study was conducted at Dr. Soetomo Hospital,
among HIV-positive patients from June to November 2020.
Inclusion criteria were literacy, HIV/AIDS diagnosis for at
least 6 months, age above 20 years, and no psychiatric disor-
ders. Exclusion criteria were hospitalized patients and those
severely ill. Hundred individuals fulfilled the requirements.
The dependent variable of this study was HR-QoL, and
the independent variable was stigma.

Data collection was done by using a WHOQOL-HIV-
BREF questionnaire in local language Bahasa, and a brief
scale to measure stigma with total 39 questions. Collected
data were analyzed using Spearman’s rho test to identify the
relationship between stigma and HR-QoL, with a p-value
< 0.05 meaning the variable is related, while demographic
characteristics of respondents were identified using descrip-
tive statistics.

Ethical clearance

This research received ethical approval from the Research
Ethics Committee at the Faculty of Nursing, Universitas
Airlangga, Surabaya, with approval number of 2038-KEPK
in 2020. The researchers respected the respondents’ code of
ethics by always maintaining honesty and confidentiality.

Results
Respondents’ characteristics

Typical age distribution was 26-35 years (36.0%) and
36-45 years (36.0%), with majority of females (49.0%) and
married (39.0%). Most of the patients’ latest education level
was elementary school (33.0%), and the majority were work-
ing as employees (53.0%), with monthly income under UMR
(regional minimum wage) (71.0%) (Table 1). The study re-
sults showed that most of the participants had no opportu-
nistic infection (87.0%) and were in generally good condi-
tion (98.0%). Most of the patients had been diagnosed with
HIV for more than one year (68.0%), their first HIV test was
done more than one month ago (78.0%), and were infected
through sexual contact (88.0%) (Table 1).

Relationship between HIV stigma
and HR-QolL in PLWH

HIV-related stigma and depression
symptoms

The majority of respondents who experienced HIV stig-
ma (7/12, 58.3%) had severe depression symptoms, and most
of those who did not experience HIV stigma (55/88, 62.5%)
had moderate depression symptoms. The results of statistical
analysis using Spearman’s rho test obtained p-value = 0.000
and r-value = 0.5222, meaning that there was a moderate
positive relationship between stigma and depression symp-
toms. It was indicated that when HIV-related stigma in-
creases, the depression tends to increase also (Table 2).
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Table 1. Respondents’ characteristics HIV-related stigma and physical
Characteristics of respondents n (%) functioning
Age Most of the respondents who experienced HIV stigma
17-25 years 6 (6.0) (9/12, 75.0%) and those who did not experience HIV stigma

(67/88, 76.1%) had fair physical functioning, with Spear-

26-35 years 36 (36.0 man’s rho test showing p-value = 0.021 and r-value = 0.231,

36-45 years 36 (36.0) indicating a weak positive relationship between stigma

46-55 years 21 (21.0) and physical functioning. It was demonstrated that when

> 55 years 1(1.0) HIV-related stigma increases, it impacts the physical func-
Sex tioning (Table 2).

Male 51 (51.0)

Female 49 (49.0) HIV-related stigma and overall
Education general health

33.0) The majority of patients who experienced HIV stigma
(8/12, 66.7%) and those who did not experience HIV stigma,
(45/88, 51.1%) had fair overall general health, with Spear-
man’s rho test showing p-value = 0.371 and r-value = 0.900,

Elementary school

33 (

Junior high school 16 (16.0)

Senior high school 28 (28.0)
23 (

Bachelor’s degree 23.0) indicating no correlation between HIV stigma and overall
Marital status general health. As HIV-related stigma increases, there is no
Single 19 (19.0) tendency influencing the overall general health (Table 2).

Married 39 (39.0)
Widowed 33 (33.0) HIV-related stigma and QoL
Divorced 9 (9.0) Most of the participants who experienced HIV stigma
Employment (9/12, 75.0%) and those who did not experience HIV stig-
Civil servant 0 (0.0) ma (71/88, 80.7%) had a fair QoL, with Spearman’s rho test
— 53 (53.0) showing p-value = 0.030 and r-value = 0.217, indicating
mproye : a weak positive relationship between HIV stigma and QoL.
Entrepreneur 10 (10.0) It was demonstrated that when HIV-related stigma increases,
Unemployed 37 (37.0) it effects the QoL (Table 2).
Monthly income
< UMR 71(71.0) Discussion
? UM'R — . 29 (29.0) In Indonesia, HIV-related stigma among PLWH is still
Opportunistic infection reported to be high, being a major problem in improving
Yes 13 (13.0) their QoL. HIV stigma occurs due to various views, perceiv-
No 87 (87.0) ing HIV as a disease caused by immoral behaviors, which
Health condition de.pz.irt from social and religious values, while religion/
spirituality promote adherence [10, 12, 13]. HIV patients
Good 98 (98.0)

on antiretroviral therapy (ART) who are living in urban ar-
Unwell 2(20 eas were 4 times more likely to experience a better QoL as

Sick 0 ( compared with HIV-infected individuals on ART living in
HIV diagnosis rural areas [14]. In this research, most of the respondents
< 1year 32 32.0) were married, in generally good health condition, had been
diagnosed with HIV for more than one year, and did not

> Lyear 68 (68.0) experience HIV stigma. A previous study has shown that
First HIV test being married or living with a partner as well as ART dura-
< 1 month 22 (22.0) tion were associated with a decrease of HIV stigma. Marital

s 1month 78 (78.0) status is beneficial in terms of perceived social and psycholo-

— gical support of PLWH with better acceptance [1]. Another

Way of HIV transmission study reported that PLWH who were married had a higher
Sexual contact 88 (88.0) HIV-related stigma and discrimination as compared with
Injecting drug user 9 (9.0) those who were unmarried or widowed. It is because they
Mother-to-child transmission 3(3.0) were more likely to interact with people [15]. Furthermore,

women living with HIV suffered greater stigma-related con-
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Table 2. Relationship between stigma and health-related quality of life among people living with HIV

Variable Stigma Statistic test:
Experienced Not experienced Spearman rho
n % n %

Depression symptoms
Severe 58.3 12 13.6 0.000
Moderate 4 333 55 62.5 b 0522
Mild 1 8.3 21 23.9
Total 12 100.0 88 100.0

Physical functioning
Poor 3 25.0 7 8.0 0.021
Fair 9 75.0 67 76.1 b o
Good 0 0.0 14 15.9
Total 12 100.0 88 100.0

Overall general health
Poor 1 8.3 5 5.7 0371
Fair 8 66.7 45 511 - 0.‘950
Good 3 25.0 38 43.2
Total 12 100.0 88 100.0

Quality of life
Poor 3 25.0 10 11.4
Fair 9 75.0 71 80.7 "; : 8:2;’?
Good 0 0.0 7 8.0
Total 12 100.0 88 100.0

sequences with multiple health outcomes when compared
with men [16]. Individual belief influences QoL, because is
connected with psychological aspects and demonstrating
PLWH’s point of view about the disease and related stig-
ma. Social support, as moderating factor in the relationship
between HIV stigma and depression, indicates the role of
social support in buffering depressive symptoms among
PLWH [9]. Social support and social capital affect the struc-
tural and cognitive dimensions of human health, improve
mental health, and reduce the risk of common psychological
disorders, such as depression and anxiety, by simultaneously
affecting individuals and community [17]. It is difficult for
PLWH to improve their QoL in community due to stigma-
tization that negatively influence their social support seek-
ing [13]. Family empowerment and social support are as
important as medical support. They influence HIV-infected
patients’ life expectancy and self-esteem to accept living with
the disease, therefore, it impacts their QoL.

There are three types of HIV-related stigma, i.e., self-
perceived stigma, internalized stigma, and experienced stig-
ma, which commonly occur in three areas, such as social/
community, medical, and health work. Self-perceived stig-
ma (or personal perception) was found to more negatively
impact the overall well-being among PLWH than external
discrimination [1]. A previous study reported that perceived

public stigma and experienced stigma predicted higher
self-stigma. The role of social support in perceived stigma
affect self-stigma, where personal belief is important in self-
esteem and self-care of PLWH. Self-care is related to HR-QoL,
and determined by social factors, including stigma [18, 19].
Greater stigma is associated with reduced adherence to ART,
and increased mental distress, such as depression, anxiety,
hopelessness, and problems in receiving appropriate or suit-
able treatment. Additionally, stigma is impacting the struc-
tural issues, which made adherence difficult while routini-
zation [5, 12]. A previous study reported that the perceived
community stigma lead to internalized stigma, resulting in
stigma anticipated from the community and associated with
lower medication adherence [20].

HR-QoL is a multi-dimensional concept that includes
domains related to physical, mental, emotional, and social
functioning [21]. In the current study, the significant rela-
tionship between HIV-related stigma and HR-QoL showed
that PLWH who experienced HIV stigma had severe de-
pression symptoms, fair physical functioning, and most
of the them did not have a good QoL. This is in line with
a study done in China, where HIV stigma and public dis-
crimination in PLWH have led them to feel guilty, having
no normal interaction with their friends, no social support,
and denied job opportunities. Deterioration of health may
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disclose their treatment status and low self-esteem, resulting
in poor QoL. Moreover, experiencing HIV stigma associat-
ed with ART influences PLWH’s QoL [8, 22, 23]. HIV stig-
ma was negatively correlated with HR-QoL among PLWH.
The higher the stigma experienced by the patients, the lower
the PLWH’s QoL. However, the duration of treatment was
not related to PLWH’s QoL [16, 24, 25].

In this study, we used a generic HR-QoL questionnaire,
and found no correlation between HIV-related stigma and
overall general health. The present study demonstrated that
HIV stigma negatively influence mental health status, while
health status was directly and negatively associated with
mental health. Social capital both directly and indirectly
demonstrated the most significant and negative effect on
mental health. Also, the duration of the disease indirectly
showed the most significant and positive effect on mental
health problems [17]. Another study reported significant
association between the scale and overall health, depression
and experience of stigma/discrimination [26]. However,
generic HR-QoL measures might not be sensitive enough
to investigate stigma, treatment adherence, or sexual
health [27].

Study limitations

This study has two limitations; firstly, it provides re-
sults, which are representative of the Indonesian population.
The results were validated using several samples and inter-
nationally recognized measurement tools. However, cross-
sectional studies have a number of disadvantages, includ-
ing the inability to estimate incidence and draw conclusions
about causes. The second limitation is the study small sample
size.

Conclusions

The results of this study showed that HIV-related stigma
negatively impacts HR-QoL of PLWH. The participants who
experienced HIV stigma had severe depression symptoms,
fair physical functioning, and fair overall general health,
while most of the respondents did not have a good QoL.
To address this problem, future research should focus on
investigating ways to reduce HIV-related stigma in society.
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