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Objectives: The purpose of this qualitative study was to investigate social interactions among
patients with HIV/AIDS in Iran.

Materials & Methods: This qualitative content analysis study was conducted on 12 patients with
HIV/AIDS referring to the Behavioral Disease Counseling Center of Imam Khomeini Hospital
in Tehran and the Behavioral Disease Counseling Center in Rasht City in 2018. Semi-structured,
face-to-face, and audio-recorded interviews were used to collect data. Purposive sampling with
maximum variation was used to select participants. The duration of the interview was between
40 to 75 min. MAXQDA software, version 10 was used for data organization and management,
and conventional content analysis was used for data analysis.

Results: From the analysis of interviews with 12 individuals with HIV/AIDS (7 men and 5
women), 51 codes were extracted in three categories: Disease disclosure (disclosure to important
people in life, disclosure to public and health services, and dealing with the challenges of
disclosure), social support (impairment in interpersonal relationships and relationships with
peers), and acceptance (social acceptance and acceptance by health care providers).

Conclusion: Despite significant progress in HIV/AIDS prevention, treatment, and education,
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Introduction

ore than forty years have passed since the
first reports on acquired immune deficien-
cy virus (HIV). However, HIV infection
remains a major global health problem
[1]. HIV is an obstacle to the development
of society and involves most of its active
and productive population [2]. The impor-
tance of the disease can be visualized by the spread of an epi-
demic in 84.2 million people and 40.1 million deaths. In 2021,
1.5 million individuals worldwide contracted HIV, with six
million living in Asia and Oceania [3]. Iran is also one of the
most dangerous countries for HIV infection. Changes in the
value system and social and economic structure in Iran have
paved the way for new patterns of sexual behavior among Ira-
nian youth [4]. Approximately 4100 new infections occur an-
nually in Iran, and 2500 people die of this disease [5].

HIV/AIDS has affected patients’ physical, mental, and
social health by creating various social problems, mis-
conceptions in society, and social stigma [6]. Apart from
living with a potentially life-threatening and chronic
disease, people living with HIV/AIDS (PLWHA) en-
counter numerous challenges, including the effect of the
disease on their personal relationships with friends, fam-
ily, colleagues, and healthcare providers [7]. Living with
HIV/AIDS results in serious pressures on personal rela-
tionships, often leading to rejection and termination of
relationships [8]. HIV Stigma affects the entire PLWHA
family [9]. PLWHA’s social interactions with family
members can become complicated, which often causes
communication problems in the family [8]. HIV/AIDS
also increases social isolation and rejection, avoidance
by friends [8, 9], and separation by colleagues [8, 10]
and worsens relationships with health professionals [11].

The impact of HIV/AIDS on social relations and sup-
port can have severe consequences for health condition
of PLWHA. The importance of social support for HIV/
AIDS has been widely documented. In general, strong
social support is associated with slower disease progres-
sion, higher immune system performance [12, 13], and
better adherence to treatment [14-16]. PLWHA, with
strong social support networks, may employ more active
coping strategies [17, 18] and enjoy better psychologi-
cal well-being and mental health [19, 20]. The negative
effect of HIV/AIDS stigma appears to be fading among
people with strong social support networks [21]. Social
support also plays a major role in improving HIV-posi-
tive individuals’ quality of life [22-24]. Although various
quantitative and qualitative studies have studied the im-
pact of PLWHA social relationships on their physical and
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mental health, and a number of qualitative studies have
also examined aspects of PLWHA interpersonal relation-
ships, there was no qualitative study that specifically and
comprehensively examined PLWHA interpersonal re-
lationships, especially in Iran, where family and social
relationships are of particular importance. Therefore, the
purpose of this study was to determine the challenges
faced by PLWHA in their daily social interactions.

Materials and Methods

The purpose of this qualitative content analysis was to
determine the challenges of PLWHA in their daily social
interactions. Data were collected from 12 PLWHA referring
to the Behavioral Disease Counseling Center of Imam Kho-
meini Hospital, in Tehran and Behavioral Disease Counsel-
ing Center, Guilan University of Medical Sciences in Rash
City from April to September 2018. Purposive sampling
and maximum variation were used to select participants.
The inclusion criteria included speaking Persian and will-
ingness to participate in the study. The first participant was
selected based on her willingness to talk with the research-
er. Semi-structured, face-to-face, recorded interviews were
used for data collection. The research team designed an
open-ended interview guide with the following questions:
What social activities do you participate in? What is your
relationship with others? Would you like to tell others about
your disease? Questions and comments were followed up
with probing questions such as “can you tell me more about
it?” The interviews ended when no new data were found,
and they were conducted by the main researcher (Mehr-
noosh Khoshtrash) in a private room (mainly at the Imam
Khomeini Hospital's Counseling Center in Tehran and Be-
havioral Disease Counseling Center of Guilan University
of Medical Sciences in Rasht. The duration of the inter-
views was between 40 and 75 min (45 min on average).
Data analysis is done simultaneously with data collection
in qualitative studies. All interviews were transcribed, and
MAXQDA software, version 10 was used for data manage-
ment. For data analysis, the conventional content analysis
method based on the proposed Graneheim and Lundman
model was used [25].

Data rigor

In this qualitative research, many factors were taken
into account to ensure trustworthiness. The Lincoln and
Guba criteria were used to ensure the rigor of the data
[26]. The most important strategies to ensure data trust-
worthiness were member check, peer check, external
check, sampling with maximum variation, prolonged
engagement during data collection and analysis, and ac-
curately recording participants’ statements.
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Results

12 PLWHA participated in this study, whose charac-
teristics are presented in Table 1. An interview was con-
ducted with each participant and none of the participants
were excluded from the study. Based on the interview
data analysis, 151 codes were extracted in three catego-
ries: Disease disclosure, social support, and acceptance.

Disease disclosure

This category includes three subcategories: Disease
disclosure to important people in life, disclosure to pub-
lic and health services, and dealing with the challenges
of disclosure.

1. Disclosure to important people in life: The major-
ity of participants disclosed their illness only to their im-
mediate family and, in many cases, refused to reveal it to
their relatives, friends, or even sexual partners. The main
reason was their fear of the reaction: “No one knows
about my illness except my wife, my father, my mother,
and my sister. My brother and other family members
don’t know about that. Even my daughter doesn’t know
it. I get so nervous to tell her, but I feel she will fall apart.
I’'m always afraid that if I leave this world someday,
what will they write about my death? HIV?” (P7). In
some cases, because of the severe stigma, patients even

Table 1. The characteristics of participants
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refused to tell their immediate families: “My parents are
religious people; if someone says this to me for the first
time, I think badly... It’s so hard for me to tell them; I
don’t want them to grieve” (P12).

Some participants highlighted the problems at the
workplace and in their lives caused by disclosing the
disease: “I didn’t want even my family to find out be-
cause there was no need for that. But my ex-wife re-
vealed it at my workplace and in our neighborhood...; in
my workplace, when my colleagues discovered my ill-
ness, I left there. They had some reactions, like separat-
ing my glass. Well, I felt upset. It also happened where 1
was living, so I couldn’t stay there any longer, and I had
to live somewhere else....” (P2).

However, one patient discussed the importance of dis-
closing the disease to close relatives: “To those I have a
relationship with, yeah, but not to those I see once in a
blue moon. To friends I’m in touch with, yeah, because
it can happen any time. Maybe one day, while walking
together, I’ll faint and be injured, and my friend will
come to help me, and his/her hand will be bloody. If his/
her hand is injured, God forbid, it’ll be worse than death
for me; I mean, it’s like dying every second. I prefer to
tell them so that they will be alert if something happens
at any time (P1).

No. Age(y) Sex I\S/Itaartilt:I c':;('i::n Education Source of Infection Dlt:‘rfzt!:;z:f Job
1 37 Male Single - High school Shared syringe 3 years Unemployed
2 28 Male Married 1 Diploma Shared syringe 7 years Worker
3 40 Female Married 2 Bachelor Unknown 2 years Housewife
4 48 Male Single - Diploma Sex 4 years Freelance job
5 33 Female Married - Diploma Probably dentistry 2 years Housewife
6 37 Male Married - Diploma Shared syringe 10 years Freelance job
7 38 Female Married 1 High school Tattoo 5 years Worker
8 39 Male Single - Bachelor Sex (gay) 2 years Employee
9 32 Female Married 1 Diploma Unknown 2 years Housewife
10 33 Male Single - Diploma Sex 4 months Unemployed
11 25 Male Single - Diploma Sex 3 years Freelance job
12 38 Female Single - Bachelor Probably dentistry 8 years Employee
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2. Disclosure to public and health services: Due to feel-
ing responsible for others, some participants disclosed their
illness if they visited healthcare and public service centers,
particularly when people were in contact with their blood
and secretions, even though, in some cases, they had al-
ready experienced inappropriate reactions: “I went to the
dentist several times, and I told about my illness; they were
very welcoming and accepting. It didn’t matter to me even
if they didn’t accept it because I didn’t want anyone else to
have this problem. Even when I visit the doctor for a cold,
I tell him, because we have gotten infected due to someone
else’s mistake, why should another person be added to us?”
(P12). A 39-year-old man said: “When you go to a clinic or
a dentist, you must tell them about your disease. Not many
patients disclose it, of course, but I do that. I consider it a
mission for myself because I was also affected by another
person’s ignorance. I mean, awareness must be created. So,
I’ll disclose it wherever necessary” (P8). However, some
participants refused to reveal it due to experiencing bad re-
actions or being afraid of it: “I went to the dentist; [ wanted
to say it, but my husband said that if I did it, they wouldn’t
admit me, so I kept silent” (P5). Participant 10 stated: “For
surgery, I told about my disease to the guy taking my blood
sample; I said, but I regretted it because a woman from our
hometown was there. Oh my God... his brother was my
friend... I said, “Please don’t tell him about my illness.” But
I was worried about it for a few days... I’'ve decided not to
say it even if I have an operation. The doctor himself must
order this test.” Another participant said: “If I visit a doctor,
I usually don’t say anything about my disease. They must
take care of themselves, like sterilizing their equipment. My
peer had that problem in the beginning. They were looking
for the dentist, and I always told them not to tell anyone; it’s
their duty. I used to say eatlier, but now I don’t” (P6).

3. Dealing with the challenges of disclosure: Regard-
ing this subcategory, one of the most important challenges
that participants faced was the fear of disclosure and oth-
ers’ reactions; therefore, in some cases, despite the available
disease-related services in their hometown, they went to an-
other city or place. In this regard, participant No. 4 stated:
“In the family, only my brother knows about it... I couldn’t
tell anyone otherwise; I wouldn’t have taken my medical
record from the county here and spent so much money. No
one can digest it...”. This issue was so serious that some
patients decided to change their work and living places:
“When my wife broke up, she unfairly disclosed everything
at my workplace and where I and my family live. I had a
problem at the workplace and had to leave... The same thing
happened at my place of residence, and I couldn’t stay there
anymore; I left for somewhere else” (P2).
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Social support

This category includes the impairments in interperson-
al relationships and communication with peers.

1. Impairment in interpersonal relationships: In
this regard, some participants stated that since being in-
fected, they restricted their interpersonal relationships
and referred to the fear of disclosing the disease and oth-
ers’ reactions as the main reasons: “I’ve locked myself
at home because of others’ opinions and behavior... I’ve
stayed at home... My main problem isn’t only physical,
others’ opinions bother me more” (P1). Another partici-
pant stated: “From the moment I found it out, I’ve tried
not to hang out with anyone too much because if they
know about it, it will be bad for me... My friend told the
others I had AIDS, and I haven’t hung out with them for
a year and a half now. Maybe some will call and ask me
to hang out with them, but I won’t do that” (P11).

Despite their willingness to maintain contact with oth-
ers, some participants were rejected or met inappropriate
reactions: “My kin’s behavior was a little strange... They
separated my plate, glass, and spoon. I didn’t say any-
thing. I avoided getting upset. They made various excus-
es not to take me out with them. I was very upset. I never
went to their homes again, even though they invited me.
For about a year, I didn’t go there” (P7). The other par-
ticipant said, “But the relationships have changed; with
my sister, it’s the same, but with my friends, yes; my
mood has changed so much. I expected them to recog-
nize this issue, but they didn’t care about it, and that’s
why the distance was created” (P8). Participant No. 4
stated, “everybody runs away from you. Well, this iso-
lates you. Nobody fears cancer. Family members hug
the patient. They even kiss the corpse. But in the case of
HIV, they think that if they pass ten meters away from
you, they’ll get it!”

2. Communication with peers: Few participants in
this study were in regular communication with peers
to better accept the disease, obtain information, and
help other patients. In this regard, one said: “I have two
friends here (Positive Club). One of them had just taken
medication, but he couldn’t hold his CD4 up. When they
gave him medicine, he called me and said he was scared.
I told him not to worry; I explained to him exactly what
to do when he took the medicine... We usually speak our
heart out” (P4). Another participant said, “It was really
hard for me. Day and night, I thought, why me? My life
is ruined. But seeing peers in the Positive Club and the
groups we had helped me a lot” (P11). However, most
participants were reluctant to communicate with their
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peers and attend the Positive Club, and they cited being
busy, fear of further disclosure, more stress caused by
increased awareness, and uselessness as the main rea-
sons for it. One participant stated the following: “Here’s
a Positive club that I don’t come to. I’ve had this prob-
lem for eight years now. I know everything, and I am
very busy” (P12).

Acceptance

This category includes two subcategories: Social ac-
ceptance and acceptance by healthcare providers.

1. Social acceptance: All participants complained
that society did not understand the disease properly and,
in many cases, rejected or inappropriately treated the
PLWHA. In this regard, participant No. 11 stated: “In so-
ciety, it’s hard to tell that we have HIV because they treat
us badly. There may be worse diseases than HIV, like
cancer, but the name of this disease is bad. If you say, for
example, someone has cancer, people say, oh God, heal
them. But if you say HIV, they say, oh no; they may want
to drown us. It means they are so pessimistic about us.”

2. Acceptance by healthcare providers: Most partici-
pants mentioned cases in which they were treated in a
discriminatory manner by healthcare providers and were
even prevented from being admitted and provided ser-
vices. “Once I had a problem with my tooth. I visited two
dentists; they refused to cure it. I went to the third place
and did not talk about my illness, so the repair was done”
(P2). Another participant said: “I had an accident some
time ago. My uncle told them I had HIV and that they
should care more. They didn’t come to my bedside at all
until 2:00 PM; they didn’t even touch me. But I could see
the patient in the bed beside me; they quickly visited him
and asked about his problem. They were touching him,
injecting him, and doing his work, but they didn’t come
to me at all.” Some participants, however, stated that they
were accepted by the staff at the time of disclosure: “ 1
went to the dentist several times and disclosed my illness,
and they were very welcoming and accepting” (P12).

Discussion

In addition to living with chronic AIDS/AIDS, patients
face numerous challenges in their personal relationships
with family, friends, colleagues, and even health service
providers. The experience of being labeled or socially mar-
ginalized is one of these patients’ life experiences. One of
the most important challenges related to social interaction
faced by participants was the fear of disclosing HIV infec-
tion and others’ reactions. For people living with HIV, the
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disclosure is a complex psychological state [27]. Although
the disclosure may have several benefits, including in-
creased self-confidence, increased psychological, social,
and financial support, intimacy in relationships, safe sex, in-
creased adherence to treatment, increased HIV test by sex-
ual partners, improved access to HIV support centers, and
the health of HIV-positive people, spouses, sexual partners,
and society [28, 29], in HIV disease, disclosing the patient’s
positive status is more challenging than in other diseases
since it is not accepted in the society, and in some cultures,
living with such a disease that requires changes in the life-
style is difficult and challenging [30]. In this study, all the
participants were too concerned about their illness being
revealed to others, and some had not disclosed their illness
to any of their family members. In some cases, patients had
migrated from their place of residence due to fear of disclo-
sure and rejection. This is despite the fact that in many de-
veloping countries, the family is the most important source
of care during illness. AIDS has challenged this issue in
many cases, and infected people have been rejected by their
families. Our findings were consistent with other studies.
For instance, 11% of participants in Nedjat’s study (2015)
stated that none of their family members were aware of their
illness [31]. In a study in South Africa (2012), 90% of the
participants reported that, apart from healthcare providers,
no one was aware of their condition [32]. In Wolf’s study
(2006), 94% of individuals kept their disease hidden from
the community. Of these, 69% did not reveal the disease
to their families, and 20% did not even mention it to one
person [33]. Adeniyi (2017) stated that only 20% of preg-
nant women referred to the hospital for delivery revealed
the disease to their family members [34]. The findings of
Philogen (2014) showed that almost half of patients had not
revealed their illness to even one person [35]. In Esmaelza-
deh’s (2018) study, HIV women living in the county stated
that they traveled to the provincial centers for medication
and services due to fear of exposure in the city, and they
endured the hardship of traveling and not having a suitable
place to stay, causing many problems for them, especially
during pregnancy and delivery [36]. In other words, people
with HIV/AIDS always find themselves in a stressful situ-
ation of hiding the disease and its disclosure to seek help.
This offending condition prevents them from playing the
role of a patient who could attract the attention and sympa-
thy of others [37]. Participants in our study referred to the
fear of rejection, discrimination, unemployment, and suf-
fering among family members, as well as their experience
in such cases, as the most important reasons for not disclos-
ing the disease. Participants in the study by Esmaelzadeh
(2017) likewise expressed the fear of rejection by family
and sexual partners, as well as stigma and discrimination in
society as factors influencing disease disclosure [36]. 27%

37
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of the PLWHA in the study by Wolf (2006), were afraid of
unemployment due to the disclosure [33], and in Radfar’s
research (2014), discrimination in the provision of health-
care services, coercion of the spouse, and fear of unem-
ployment were among the most important obstacles to the
disclosure [38]. Most of the participants in Rahmati’s study
(2008) did not tell their family members about their illness
because of the fear of being rejected, embarrassed, and up-
set [39]. This is despite the fact that not disclosing the dis-
ease increases its horizontal and vertical transmission [33]
and causes problems such as non-adherence to treatment.
As in the study by Li (2010), the most important reason for
non-adherence to treatment (18%) was the fear of stigma
caused by disclosing the illness [40].

However, it is known that the social relationships of
PLWHA are affected at different levels with different di-
mensions and severity. Many participants in this study se-
verely restricted their social relations and, in some cases,
isolated themselves. In Zhang’s (2011) study, half of the
PLWHA stated that the disease overshadowed their per-
sonal relationships with relatives or friends [11]. In Wolfe’s
study (2006), 30% of PLWHA reported that their illness
severely affected their interpersonal relationships [33]. In
the study by Lekganyane (2012), PLWHA had isolated
themselves and adopted concealment strategies to deal
with the existing stigma [41]. However, even if affected
individuals want to establish social relations with family
members, friends, and the community, there is a possibility
of being rejected by them. This finding was found in our
study and in other studies. In the studies by Fallahi (2013)
and Esmaeelzadeh (2018), some of the patients reported
that they were rejected by their families for disclosing the
disease [36, 42]. Meanwhile, advocacy groups formed by
HIV-positive people play an important role in creating
a positive identity against HIV and managing life with
AIDS. Membership in these groups has provided psycho-
logical and emotional support to the PLWHA in the chronic
condition. HIV-positive individuals claim that these sup-
port groups provide them with the opportunity to live with
HIV, share their knowledge and experiences, and educate
the community about HIV/AIDS. A number of participants
have been in contact with their peers for better reception
of the disease, obtaining relevant information, and helping
other people with the disease, and they have attended coun-
seling center training sessions. In Esmaeelzadeh’s (2016)
study, some PLWHA considered participating in the cen-
ter’s counseling classes as a factor for better acceptance of
the disease, adaptation to the disease, and familiarity with
other PLWHA [43].
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Another issue that participants expressed was the need
to be accepted in society, especially in the healthcare
system. Many people complained not only about mis-
understandings and attitudes in society but also about
healthcare providers’ discriminatory behaviors and even
their refusal to accept them. Furthermore, in the study by
Tavakkol and Nickaeen (2012), most patients expressed
annoyance and resentment about doctors’ discrimina-
tory treatment and unequal access to healthcare services
[44]. A study on 1,200 HIV-positive patients in Vietnam
showed that most of them had experienced types of dis-
crimination by healthcare centers, including preventing
them from receiving health services, performing tests
without consent, counseling on ceasing sexual relations
and terminating pregnancies, and charging them higher
for services [45]. A study on stigma and discrimination in
Zambia also showed that HIV-positive people in health-
care centers face issues such as not being accepted for
treatment, being delayed deliberately, being labeled, and
being quickly discharged from the hospital to provide
space for others [46]. This is despite the fact that there is
considerable empirical evidence that stigma, discrimina-
tion, and fear of both are effective in increasing high-risk
behaviors in PLWHA [47]. As in this study, a significant
number of participants refused to disclose their illness
when visiting healthcare centers, which increased the
risk of disease transmission. In Esmaeelzadeh’s study
(2018), almost all participants experienced discrimina-
tion by healthcare providers and doctors and, therefore,
did not disclose their illness [36]. Disclosure requires
the application of significant policies, including cultural
counseling sensitivities in the context of HIV-positive
individuals [48]. Healthcare providers should be aware
that HIV disclosure is not uncomplicated; the context of
disclosure and negative reactions to it need to be consid-
ered, and interventions to teach skills in response to these
reactions should be implemented. Educational programs
of communities and support groups to reduce stigma can
improve HIV-positive individuals’ health [49].

Conclusion

The findings of this study indicate that despite all glob-
al and national efforts to raise awareness about HIV/
AIDS, PLWHA continues to face numerous problems in
their social interactions. The stigma around the world,
and especially in Iran due to specific cultural conditions,
is so high that it not only causes significant restrictions
in PLWHA’s interpersonal relationships and even, in
some cases, their isolation but also confronts these in-
dividuals with serious challenges in dealing with health-
care providers since in many cases they refuse to admit




Caspian Journal of
Health Research

these patients or provide them with appropriate services.
All of these suggest the need to pay special attention to
PLWHA so that effective measures can be taken at the
level of family, society, and healthcare systems to ef-
fectively interact with PLWHA and ultimately improve
their mental and physical health. It is recommended to
conduct descriptive-analytical studies in order to evalu-
ate interpersonal relationships and social interactions of
PLWHA and their problems.

Limitation

In general, research conducted on human subjects
has limitations of recall, individual judgment, and the
problem of time and place of interview, Therefore, the
researchers tried to control this limitation by prior coor-
dination with the participants.
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