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Abstract
HIV-related stigma is a psychological challenge in People Living With HIV (PLWH). They have different personal
experiences related to the stigma. This study aims to explore personal experiences of PLWH related to HIV stigma. This
study is a qualitative study with phenomenological design which was conducted to PLWH in Medan City in the period of
Mei 2019. The data were collected through in depth interview and analyzed by performing trial version of Nvivo. Ethical
test and inform consent were granted prior to data collection. There were 4 participants in the study and 75% of the
respondents were male and 75% of which held higher education degree. It was obtained that the average length of being
HIV positive was 2.3 years. Thematic analyses reveable three common stigma received by PLWH: (1) interpersonal
stigma (feeling of being stigmatized, Rejected and considered as a disgusting creature), (2) stigma at health facilities
(Discriminating look, Verbal abuse, and Delayed service due to their HIV positive status), and (3) self stigma (Avoidance
in using the same things with the participants, Delayed service due to their HIV positive status). Findings provide
important insights related to design of interventions to reduce stigmatization of PLWH.
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INTRODUCTION
People living with HIV (PLWH) are
disadvantaged from complex issues; not only physical
problems due to their health condition, but also
psychosocial problems such as stigma and
discrimination [1, 2]. HIV related stigma occurs
because of negative attitudes from people in the society
toward the behavior of PLWH which are considered to
be distorted from the social norms. They are labeled as
“immoral”
“screwed
up”
“misguided”
[3].
Consequently, the stigma may isolate PLWH from the
society and lead to a host of negative impacts, including
their adherence to medication [4, 2]. They might reduce
their willingness to seek help and support, delay or even
terminate their medical treatment [5]. Health profile
from the Ministry of Health of the Repulic of Indonesia
about the current situation of HIV/AIDS in Indonesia
estimates that there are 640.443 people living with HIV,
but, by December 2019, there were only 377.564 people
were aware of their HIV positive status. From the
overall PLWH who know their health status, 72% of
those are reported to have undertaken ARV medication,
while only 47% regularly receive ARV treatment [6].

Indonesian government has carried out fast
tract as a way of HIV prevention with 90% of treatment
target [6]. There are over 5000 locations of HIV test
administration and 600 locations for medical treatment.
However, this strategy is yet adequate to anticipate
stigma from the society toward PLWH leading to
PLWH reluctance to seek medication at health
facilities[6]. The high level of HIV/AIDS related stigma
and discrimination in Indonesia makes PLWH reluctant
to undergo medical treatment and regular check-up [5].
As the level of stigmatization in society is still high,
combating stigma related to HIV has been one of the
biggest concerns of global community [7]. It is because
the stigma has been a primary barrier to the success of
HIV transmission prevention and HIV treatment
adherence [8, 4]. Therefore, this condition intrigues the
authors to identify kinds of stigma that are commonly
experienced by PLWH in Indonesia.

MATERIAL AND METHODS
The descriptive phenomenological design was
employed in this study to identify stigma related to HIV
experienced by PLWH. The research subjects were
people living with HIV/AIDS in Medan. The samples
were selected through snowball sampling technique.
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The data were collected by performing in-depth
interview conducted by the researcher with the duration
of the interview was 40-60 minutes. Before the data
collection, the study had granted an approval from the
Research Ethics Committee of Faculty of Medicine of
University of Muhammadiyah Sumatera Utara with
certificate
number
254/KEPK/FKUMSU/2019.
Research objectives and procedures were informed to
the respondents. All respondents in this research
were asked to sign an informed consent form.
Respondents‟ rights were protected and all
respondents participating in the study did not receive
any kinds of pressure from any parties. The
respondents had full authority to cancel their
participation in this study. Respondents‟ names were
indicated through initials to protect confidentiality.
The data in this study were collected from 4

respondents. Member check was carried out over the
transcript to match the factual information from the
respondents. Data were collected within the period of
May 2019. Upon the completion of data collection,
the data were analyzed to identify keywords,
subthemes, and themes. The data analyzed by a trial
version of Nvivo 12.0.

RESULTS
The age range of the participants in the present
study was 21-32 years old, that the average length of
being HIV positive was 2.3 years, 75% of the
participants were male and mostly held high level of
education background (75%). This study found 3 major
themes of stigma, namely interpersonal stigma, stigma
in health care facilities, and self stigma.

Fig-1: Stigma related HIV Experiences

The respondents reported to have experienced
interpersonal stigma such as rejection from their family
members and friends and avoidance in using the same
things with the participants.
“Finally, I talked to my brother and I decided
to be honest. There were only me, my sister
who has been married, my little sister and my
mom. No other family members know about it.
After a very long story, their reaction was only
silence and they asked me to do this and that.
Shortly, they went back to their home and since
then they started to keep a distance from me.
Then, my sister told about my condition to
other family members and that was the main
reason of our family disputes. She probably
shared my story to get a solution, but what I
get is only discrimination, rejection, and I feel

like they want me to be away as far as
possible”. (Participant 3)
“My close friend starts to keep a distance from
me, they even do not want to touch my
computer mouse when we are working
together”. (Participant 4)
Stigma at health care facilities includes
discriminating look, verbal abuse, and delayed service
due to their HIV positive status.
“I
experienced
stigmatization
and
discrimination at a clinic when I was taking my
medical referral letter. I remember that stared
at me with discriminating look.” (Participant 1)
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“Then, I felt like they delayed providing me
the referral letter because they that I am a
patient with HIV/AIDS.” (Participant 1)
“I’ve ever received different treatment from
health personnel. At first, I was asked to take a
medical referral letter from the public health
center. Back then, I did not put on face mask
every time I processed the medical referral
letter. But then, after knowing my health status,
I felt like, each of them kept staring at me with
a strange look.” (Participant 2)
“So, back when I was at a public health center,
it happened that one of them said, ‘see, that
person is HIV infected.” (Participant 2)
“Then, the health personnel said, ‘that’s
impossible, you are HIV infected. That’s
impossible!’ That health personnel said it quite
loud, and made other people around us looked
at us”. (Participant 3)
Moreover, the self stigma reported by the
participants includes feeling of being stigmatized,
rejected and considered as a disgusting creature.
“Oh yes, I personally feel rather
uncomfortable because sometimes I use gloves,
I use these, I feel like I am rejected and
neglected,
like
something
disgusting”.
(Participant 1)
“I don’t want to go anywhere and stay at
home. I don’t want to meet anyone. I have a
very poor self-esteem and a feeling of being
rejected”. (Participant 2)
“At that time, they regarded me like rubbish
(laughing). Sometimes, I think this disease is a
disgusting disease, like trash, so sometimes, it
makes me feel like there is something
disgusting in me”. (Participant 3)
“I am not sure if it is from blood transfusion or
because of my own behavior. I have ever
received blood donation; 17 bags from the Red
Cross. However, people thought that I have
done negative moral behaviors”. (Participant
4)

DISCUSSION
HIV-related stigma brings negative effects on
the treatment and medication of the patients, which
eventually affect patients‟ health mentally and
physically as well as the quality of life of the patients
[9, 10]. Stigma occurs from exaggerated prejudice and
fear related to HIV. As the result, PLWH may be
humiliated, rejected, and neglected by the family, close
friends, and society. In addition, the interpersonal
stigma results in PLWH‟s reluctance to reveal their HIV
positive status to their family or close friends despite

the fact that they have known their health status for a
long period of time. Apparently, PLWH who tell their
health status to their family or close friends receive
judgment and rejection instead of support. It might be a
result of the negative perception that having a family
member or friend with HIV/AIDS is a disgrace leading
to bad social relationship and family dignity in the
society [11]. Therefore, there are many PLWH hide
their HIV positive status. By keeping the health status
in secret, they feel more safe living their daily life.
Ideally, family members, close friends, and
health personnel at health care facilities are important
people from whom PLWH gets support and reliable
information about their disease. However, in many
cases, stigmatization and discrimination come from
those people. A study about the stigmatization of health
personnel at health care facilities in Aceh and Bandung
reported that health personnel are likely to have high
levels of stigma over PLWH [12, 13]. PLWH received
verbal insult from health personnel by mentioning their
HIV positive status with a loud voice, looking at the
patients with cynical stare because they perceive PLWH
as bad and disgusting person due to their misguided
behavior [14]. HIV antibody tests without consent,
differential treatment, disclosed information and refused
to treat and care, breaches of confidentiality, refusal to
operate or assist in clinical procedures; cessation of
ongoing treatment; early discharge from hospital;
judgemental attitudes of hospital workers; physical
isolation in the ward; restrictions on movement around
the ward or room; restricted access to shared facilities;
denial of hospice facilities; refusal to lift or touch the
dead body of an HIV-positive person; and reluctance to
provide transport for the dead body of an HIV-positive
person merupakan bentuk stigma dan diskriminasi yang
sering dilakukan petugas kesehatan [15, 16]. PLWH
receive negative treatment from health personnel
because of their irrational fear that the transmission
might happen during direct contact with the patient
[17].
PLWHs experiencing stigma in their daily life
incline to grow self stigma in them [18]. Negative
perceptions received from the society are adopted and
in some degree affect how PLWH seeing negative selfconcept in them [8]. It is likely that they blame
themselves, lack of self-esteem, lose motivation, do not
want to interact with other people. Other kinds of self
stigma faced by PLWH include fear of being abandoned
by their spouse/ family/ friend. Besides, they are also
afraid that their HIV positive status might be revealed
when they take ARV at health centers [19]. It is
reported that self-sigma may bring more negative
effects that other kinds of stigma [9]. self stigma is
known to cause bigger negative impacts on PLWH‟s
mental health, such as anxiety, depression,
psychological and emotional disorders, and lower
quality of life [10].
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Despite the fact that the level of knowledge of
Indonesian people about HIV is relatively high, the
level of HIV related stigma is still high [20]. People in
the society are still holding strong stigma and
discrimination toward HIV related cases, regarding this
issue from social and ethical point of view. One factor
that might be associated with this issue is probably
eastern values and norms in the society. Most of the
people in Indonesia perceive that people with HIV have
negative behaviors which are against the norms and
values in society. They think that PLWH are people
who do bad deeds such as sex workers, drug addicted,
and people with sexual disorientation. Besides, they
also consider PLWH as a person who brings disgrace to
the family. In other words, stigma related to HIV is still
a big issue in Indonesia.

4.

5.

6.

CONCLUSIONS
Stigma is still a fearful issue among PLWH.
Stigma experienced by PLWH includes interpersonal
stigma, stigma at health care facilities, and self stigma.
Findings provide important insights related to design of
interventions to reduce stigmatization of PLWH.
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