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Abstract

Introduction: HIV-related stigma is a major social problem of people living with HIV. Stigma against these
people, especially women, interferes with the prevention, diagnosis and treatment of HIV. This study examined
the experiences of HIV infected women who were stigmatized, as well as the strategies used to tackle the issue.
Methods: Twenty-five women living with HIV were examined using in-depth, semi-structured interviews. The
data obtained was analyzed using content analysis method in MAXQDA10.

Results: The finding of this study was classified into four themes: fear, shame, rejection by family or friends and
feelings of frustration. The participant strategies adopted to the perceived stigma and discrimination included
isolation, nondisclosure, and loss of follow-up.

Conclusions: HIV in women has different social interposition. It is necessary to intervene, so as to alleviate the
effect of stigma on HIV infected women, in order that they gain the ability to accomplish wellness, increase life
span and improve quality of life. Nurses, midwives and other professionals need to be involved to ensure public
policy in providing supportive environments, and decrease stigma.
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1. Introduction

The human immunodeficiency virus (HIV) pandemic remains a global health challenge. Today 36.9 million people
in the world live with HIV (1). According to the latest published statistics, the number of people with HIV in Iran is
30,183. Sixty- six percent (66%) of the patients are men and thirty-four percent (34%) are women. Today, sexual
transmission rates could be increased from 10 to 41% (2). In Iran, a national HIV treatment system has been
established, and is the pioneer in the Middle East for HIV prevention (free needle-exchange program) (3). During
the past decade, researchers have been asked to expand the theoretical knowledge of HIV related stigma, and pay
more attention to the contexts and approaches utilized (4). Despite numerous attempts aimed at its prevention and
cure, HIV/AIDS is still widespread and stigmatization is still a potent barrier for HIV -positive women (5). Goffman
defines stigma as “an attribute that reduces a person in the minds of others from a whole and usual person to a
tainted, discounted one” (6). Based on research conducted in Iran, HIV infected women are still suffering stigma
and discrimination (7). HIV stigma hinders the movement of an effectual remedy, as well as effective health results
for HIV infected individuals (8). Stigmatization among these women creates numerous problems, including
loneliness, isolation, low self-esteem, identity crisis, low seeking care behavior and non-participation in routine HIV
testing (9). Stigma interferes with medication adherence, insufficient service utilization and eventually apathetic
effects on morbidity and mortality (10, 11). They are faced with a charge and held aloof by their family and
community because these women are alert to their HIV status. However, when women with HIV experience
compassion from their community, they have the tendency to take precautions regarding their sexual behavior (5).
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The case is so serious that it has consolidated the common knowledge that HIV stigma is to some extent adaptable
by awareness, training, education and exposure (12). Experiences such as rejection by societal discrimination or
disapproval, which are related to HIV, may increase the sense of shame of the infected individual based on their
illness (4). These women may also gain experience in some unpleasant circumstances in their lives such as
animosity, refusal of profitable employment, obligatory early retirement, and delivery of low-avidity treatment and
therefore, aggregation in hospitals. Women with HIV normally experience discrimination and deprivation from a
community rooted in stigma. Consequently, they prefer not to reveal their infection and continue to get involved in
risky behavior (5). Although 25 years have passed since the widespread occurrence of HIV in Iran, as in other parts
of the world, women have been suffering from stigmatization and discrimination, when they interact in society (13).
Unfortunately, few studies have been conducted on the stigma experience of HIV infected outpatient women in Iran.
The aim of this study was to reveal the voices of HIV infected women in Iran, and their experience of stigma.

2. Material and Methods

2.1. Design and participants

A qualitative research method was employed for this study. Purposeful sample of eligible participants was recruited
between October 2015 and December 2016 from behavioral counseling centers affiliated to three medical
universities in Iran: Iran University of Medical Sciences, Tehran University of Medical Sciences and Shahid
Beheshti University of Medical Sciences in Tehran. The centers provide specific services such as medical and
psychological care. Eligible participants had to have received an HIV diagnosis by lab data, at least 18 years old,
and Persian speaking. Participants were granted a 300,000 Rials gift card as a token of the investigator’s
appreciation. Matic saturation was regarded as the base of recruiting the target numbers.

2.2. Data Collection

A qualitative research content analysis method was used. Due to the unfamiliar atmosphere with the women, the
staff tried their best to approach them by helping them with the aim of building trust and encouraging patients to
participate in the interviews. Staff and counselors who were at the centers, instructed in advance regarding the goals
and methods of the study. In addition, centers physicians introduced women who were consent to participate in the
study. With the aid of a purposeful sampling, 25 participants were selected. At the interview, a consent form and a
brief demographic questionnaire was completed by the participants. The following questions were asked in the
interview: How do you feel about the disease? How is your life influenced by the disease? The subjects of the study
were asked to give their viewpoints according to their personal life experiences. Interviews were conducted in a
private room in the behavioral counseling centers. Most interviews lasted for 45 to 60 min. Investigator took notes
on the interviews which were also recorded after obtaining permission from interviewees. Each participant
responded to questions about age, education, marital status, job, HIV status, number of children, time of diagnosis
and the method of transmission. In order to find out the themes, the recorded interviews and notes were coded with
MAXQDA 10 software and grouped into categories. The supervisor reviewed the transcripts of the interviews for
accuracy.

2.3. Data analysis, reliability and validity
Data analysis used was conventional content analysis by constant comparison method. This type of design is usually
appropriate when existing theory or research literature on a phenomenon is limited (15). To ensure the accuracy of
the analyzed data, we used four criteria of credibility, dependency; conformability and transferability, which were
used according to Lincoln and Guba (16).

2.4. Ethical Considerations

This study was reviewed and approved by the Ethical Committee of the Iran University of Medical sciences (IUMS)
(Ethic Code: 105/5983). All participants were asked to provide consent in Persian, their free will to take part in the
interview, and the entire data collected was anonymous. The transcriptions and records, in their entirety, were
secured and coded in a protected file. Refusal to participate in the study had no interference with the service or
treatment received at the center.

3. Results

Table 1 shows the demographic profile of the participants. The participants aged between 20 and 49 years old. Ten
women were married, nine women were divorced, two women were widowed and four women were single. Women
with HIV described four main themes of HIV- related stigma: fear, shame, rejection by family or friends and feeling
frustrated. Four main themes show the approaches participants had to their personal experiences by isolation, non-
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disclosure and loss of follow-up. All the themes discussed below depict the dimensions of experiencing the stigma
and the strategies employed to deal with such experiences.

3.1. Dimension of the stigma

The majority of the participants tried to hide their disease due to fear of death and loss of their children. The
participants unanimously referred to AIDS as a fatal disease.

3.1.1. Fear:

Mabhtab, a 32-year old described her fear of death as follows: “During the first test, I was very ill and infected with
Cytomegalovirus; thereafter, I was hospitalized in ICU due to coma. I was terrified that I was going to die”...

In another example, Atena said: “I started losing weight, headache began with nausea, and vomiting, finally I
decided to go to the clinic because I could see that I was dying .... I do not know when it will kill me .... I cried for
days and speak to my god... I am afraid of death”. Another participant said: “I started to become irritable. I was in a
good mood until I began treatment. I thought my life has ended and I was afraid to die and Gandom (my daughter)
will have no support. I don’t want my child to be raised by another”. Participants were scared of permanent
disabilities. “I was afraid of change and being crippled”. When they told me, if treated I would not change and stay
well, I felt like I could keep my dignity. My self-esteem was improved. I had a bad feeling during a month of
struggling “(Rogin, a 42-year-old). “I now have an 18-year-old daughter but I can never say that I use these
treatments because of this disease. It is a very awkward and scary feeling because if our child was aware of the fact
that her parents are infected with this virus she may avoid us” (Mahan, 38 years-old afraid of being discriminated by
her daughter). The participants described stigma as the unforeseen or anticipated fear of how other people would
respond to HIV infected women. Clearly, Mahan feared that the stigma she is experiencing would be transferred to
her daughter.

3.1.2. Shame:

Being HIV positive confers to a strong sense of shame, with the family also feeling the disgrace. Even though the
family provides good care, the true compassion is not seen, if ever mentioned (10). The stigma and fear of how HIV
women would reveal their HIV status, was regularly stated as a response to every question. It was reported that
women living with HIV expressed a sense of shame. They also stated that not only people will know about the
disease, but they are also disturbed by the gossip and how people talk. People might think that the disease is
transmitted by drug injections or unwanted sexual behavior. Especially if the patient is a woman, they think that she
probably could have gotten the disease from disapproved sexual intercourse and if the patient is a man, they think
the transmission route was via injecting drugs. “This disease is not acceptable in terms of our traditions. Well,
people have different attitude towards us which is hard to deal with (silence)” (Araks, 34 years-old). Another
participant said, “People think badly of this disease, most of the people prefer to claim that they have been infected
by drug injection rather than having sex” (Maral, 32 years old). “I may live for as long as a normal person, but [ am
like a person in death row waiting to be executed. Our society has a different attitude towards us. Fortunately, there
are not many people here so I feel comfortable coming, however before now, when the center was located
somewhere else, it was full of people and I did not feel comfortable coming. I do not like this; the attitude of people
is such that when they know why you are here, you feel ashamed” (Elham, 37 year-old).

3.1.3. Rejection

In our study, most people had been abandoned by their family and society. According to their experiences, education
and awareness of people is very low, therefore after informing the family about the disease, some reacted very badly
or even rejected these people. “They said we would not interact with such people, if we knew someone was
suffering from AIDS, we would leave them” (Elnaz 32-year-old). “You may enter a place where people do not
behave well towards you or point at you. The only thing that has made this disease such a monster is the thought of
sexual intercourse. So you are abandoned unintentionally. One of my friends said when she approached his 80-year-
old father to kiss him; he avoided the kiss due to lack of knowledge” (Rogin 42 years old). “I have heard the
discussions over and over that you should not be friends with someone infected with HIV as she might infect you.
Interestingly, I heard it from someone with a master degree from a university “(28-year-old participant). “I lost my
job because of this disease. I used to work in a barbershop. I lost my abilities and so I was forced to talk about my
disease with my boss and she asked me to resign. This disease has not been resolved for at least 80% of the people,
and they think they will be infected by hand contact or kissing. My boss did not even allow me to pour tea in his cup
soon after she discovered that I have HIV. My sister also worked there and my boss forced her to take the test even
though I insisted that she is my sister and there is no way she could have been infected with the disease.
Nevertheless, she insisted that my sister eats with me and even though I told him it’s not a route of transmission, she
would just not understand. My sister had to take the test so that she would not lose her job. The name of the disease
causes fear. We have a dentist neighbor, whom my husband once went to for dental care, and was told about the
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disease for clear conscious but she informed the whole building that we live in. I once heard the building supervisor
saying to another suite, do not keep close contact with them, they have such disease. If you tell people that someone
has cancer they will hug and kiss him and protect him financially but they have such bad attitude towards us (with
anger). Leave them alone, that is what they say we did not contract this disease intentionally. It is just out of
ignorance; we are patients like someone with cancer “(44-year-old participant describing her experience).

3.1.4. Frustration:

According to the participants, most of them feel frustrated and lonely. One participant said “most of the time I just
sit by myself talking to myself saying why? Why me?” Another participant mentioned how it would have been
better to have another disease. More than half of the women believed that it would have been better to have cancer
than HIV, “At least people will show some compassion there” “When I think about it, it is kind of hard to take. I
may sometimes think it is very easy but (along with sadness and crying) I did not deserve this. I have done nothing
bad in my life. I do not know .... (Silence), but how long am I going to be isolated and not talk about my problems?
How long can I stand being mocked or being called a HIV-positive patient? (Along with crying)” (Elnaz, 32 year-
old). Azita, a 33-year-old who got married for the second time to an addict, talked about her experience; “I always
asked why this happened to me. Why I did this. Why I did not investigate about my husband. Damn me, why did I
not ask his neighbors, but then I said to myself maybe it is my destiny (with sadness)”.

3.2. Strategies Adopted with Stigma

The strategies adopted include isolation, non-disclosure and loss of follow-up. Women living with HIV/AIDS may
prefer to stay isolated rather than facing the stigma. Most participants in this study found that although secrecy
protected them from rejection and pain, it also led to isolation. They had to make excuses to refrain from seeing old
friends, and making new friends.

3.2.1. Isolation:

Fataneh, 44 years old said, “I was isolated after being infected. I lost my job because of this disease. My boss
normally tells me to come and visit them but when I did, she told me not to shake hands with others. They do not
understand but he told me not to shake hands or kiss them so I stopped visiting”. Another participant said, “As soon
as I found out about my disease, I tried not to communicate with others as we are a big family and we used to
communicate a lot. Some participants decided not to attend any public events, like weddings, birthdays and family
reunions.” Elnaz a self- isolated patient stated that, when she discovered that she was HIV-positive, she gave up
participating in any feasts, she did not wish to visit anybody including her own sister.

3.2.2. Nondisclosure:

Several participants were not able to communicate with honesty and effectiveness with other people as they were
afraid of negative retribution regarding past negative experiences. The subjects of this study felt that other people
are scared of being infected and therefore denied verbally and emotionally. Mahan said, “One day I went to a dental
clinic, they gave me a form to state if I had any special disease, I wrote about my disease but they did not provide
me with any services and I was dying of pain, I was there for my wisdom tooth. I had a terrible pain in my whole
body and it was hard to keep on living. I visited two other places and they reacted the same way. I was even ready to
pay more so that they would do something for me, which they did not. Thereafter, I went to a doctor and this time
around, I did not write about my disease and I simply got the service I wanted. I literally said I would never inform
anybody about my disease and my husband agreed to it. Do not write about your disease, they will not provide you
with any services, pain was killing me, tolerating that much pain was difficult.” Another participant who was a
housekeeper explained that she went to the hospital for urinary tract infection; “She could not even inform her sister
and family because they could find out about her disease, she had to hide her disease”. Another participant said,
“Healthcare professionals do not have a good attitude towards us. Physicians, dentists or laboratory technicians will
not treat us well. Some of them behave in such a way that we will regret even seeking medical help. Azita, a 33-
year-old participant and a housekeeper explained, “When I was an expectant mother, I went to a hospital where I
was referred to a gynecologist, in that ward, every doctor passed me to another and I was just crying as people asked
me if I had lost someone. From that time, I promised myself not to tell anyone (angry and throwing her purse). I told
them you would wear gloves how can I transmit the virus to you? What kind of attitude is that? They all screamed
out to one another to visit me (angry and crying). I was hearing them, I think nobody saw me in the end and told me
we have no time, when I came out I told my husband that I will never talk about my disease, why do I have to cry
this much? I would never say that I am infected with HIV anywhere else. Yes, I have this bad memory and when 1
went to visit a dentist, I did not talk about my disease. It has been 2-3 years since I last visited the hospital for a
midwifery control”.
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3.2.3. Loss of follow-up:

Fear of disclosure affected the process of treatment in many women due to the fact that they did not want to take
their medication in the presence of others. The result of nondisclosure caused changes related with the ability of
women. The participants in our study were hesitant to inform anyone for fear of been rejected. The HIV related
stigma is a more serious problem for women. Mahsa key informants stated that the main motive for the withdrawal
of women with HIV from follow-up was stigma. Most participants in this study prefer not to show up in society or
hospital, so they continue with self-medication or alternative therapies.

Table 1. Demographic Profile of Participants

Characteristics n (%)
Age (year), mean (SD) 35(1.4)
Education Less than high school 14 (56)
High school 5(20)
More than high school 6(24)
Relationship status Single 4 (16)
Married 10 (40)
Divorced 9 (36)
Widow 1(4)
Separated 1(4)
Employment status Full time 4 (16)
Part time 4 (16)
No employment 17 (68)
Time since HIV diagnosis +6 years ago 3(12)
4-6 years ago 6 (24)
1-3 years ago 16 (64)
Risk factor for acquiring HIV | Sexual contact 4 (16)
Intravenous drug user 4 (16)
Both of them 3(12)
Partner’s intravenous drug use | 12 (48)
Unknown 2 (8)

SD= standard deviation

4. Discussion

The 25 women who participated in our study had various experiences, not only related to stigma but also to
situations where they lived. In major parts of the globe, women lack the social, economic, and will that men have,
and this makes them prone to HIV and other negative aspects of life. Stigma might have critical unfavorable effects
on the daily lives of women due to the fact that it leads to a lack of control over sexuality (17). Women had the
experience of feeling at loss which gave rise to the feeling of fright and shame that they had been diagnosed with
HIV. This experience, in turn, resulted in coping in the form of social isolation, which is self-imposed, and secrecy
about their health condition. Feeling ashamed facilitated the internalization of negative realization, and culminated
in more profound forms of self-discrimination (18). This study found that the fear of stigmatization in women did
not vanish, even after they began treatment. However, some of them refrained from visiting support groups, which
are available at the centers. Therefore, they prefer to receive care from centers far from their residence or use self-
medication and alternative therapies. Previous studies indicate that a minority of participants stated that people
behave negatively towards them (42%), avoid being close to them (29%) or are ostracized from social events (20%),
because of their HIV status. This study revealed that HIV related stigma is still the main concern. Endeavors to
decrease stigma are necessary to focus prompt HIV relevant test and treatment. Strong stigma towards women with
HIV is due to the fright of transmission and immoral behavior (19, 20). Shame was greatly observed in women with
HIV, a finding discovered in the current studies conducted in Kuwait and Saudi Arabia, which enjoy common
culture and religious backgrounds with Egypt (20). The stigma of carrying HIV and associated discrimination, has to
be ended through specific cultural programs. The programs need to emphasize on value-based stigma and link the
cultural norms of t society, gender and ethical debates to talk about the stigma. It has been shown that the utilization
of interventions that bring HIV positive women and other people together in face-to-face interactions, can
successfully decline the concept of shame in women with HIV (21). Participants in the present study encountered a
great deal of stigma when ever they visited a dentist, which was in line with previous studies (13). Social support,
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which has been readily available most times in their lives, would now be useful in dealing with this disease. If
women choose to keep their test results secret, they must avoid any situation where they may have to reveal their
diagnosis. According to the women in this study, the most serious impact of non-disclosure is isolation. They
believe this isolation is necessary if they choose to be less than honest with others. Their decision to reveal their test
results to everyone may lead to rejection, frustration and pain. Some subjects revealed that they stayed away from
family and friends in order not to be rejected (13). Discrimination deprived them of having success to others which
made them feel ashamed and concealed their problem. Disclosure could be a way of gaining care and support (22,
23). Updated programs and researches with profound religious values are supplemented by the Iran AIDS program;
nevertheless, HIV positive women in Iran are greatly faced with embarrassment and isolation, and usually do not
seek medical care in a scheduled program. The present study provides precious insight into stigma prevention,
which has been depicted to change because of intervention. Moreover, clergymen can plan supportive interventions
to develop anti-stigma programs. Religious leaders should be motivated to talk about acceptance and coping of those
living with HIV.

5. Limitations

Since these findings are from a qualitative research design, they lack generalizability. The entire population of this
study were recruited from the behavioral counseling centers of Tehran. Therefore, the stigma experienced by our
participants might have been different from those attending other clinics. This does not allow generalizing the results
to the entire population of HIV-positive women in Iran. Despite these limitations, we believe that this study
possesses several strengths. This research was the first of its kind in Iran that investigated the magnitude of HIV-
related stigma and discrimination against women. Further to this, we used in-depth interviews that allowed us
explore the participants’ feelings and perspectives on HIV-related stigma. The one-on-one interviews were
productive as each participant had enough time and opportunity to share her feelings, perspectives and attitudes.
Since participants tended to express themselves more freely, the researcher had enough time to probe and obtain in-
depth responses. Findings of our study have important implications for practice, and can help improve the services
and interventions for HIV-positive women that in turn, reduce the HI'V-related stigma among these people.

6. Conclusions

The findings of this study showed stigma toward these women. This study showed that it is necessary to pay closer
attention to women with much experience of living with HIV, and utilizing the obtained experiences to gain more
profound knowledge of the issue as a whole. With regard to recent theoretical perspectives, the study of stigma
related HIV sounds useful. It is necessary for authorities to consider HIV and the program for health education in
varied local communities of Iran. Training people to enhance their understanding on the transmission and control of
HIV is significant in tackling the problem.
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