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Abstract

Introduction: Disclosure of human immunodeficiency virus (HIV) status reduces high-risk behaviors.
Also, non-disclosure of HIV status plays the most important role in the spread of disease and the oc-
currence of new cases. Given the increasing prevalence of HIV among women and the increase in
the transmission of disease through sexual relationships, HIV-positive women are the most vulnerable
group in society who are exposed to high-risk sexual behaviors. Therefore we conducted a qualitative
study on non-disclosure experiences in Iranian women.

Material and methods: This qualitative study was conducted in 2015. Fifteen HIV-infected women
who referred to Imam Khomeini Hospital Consultation Center for clients with risky behavior partic-
ipated in this study. The data were collected through a semi-structured interview. Data were analyzed
by conventional content analysis.

Results: Disclosure of HIV status was classified based on the experiences of the participants in two main
categories: fear of rejection and community construction of HIV. Fear of rejection has two sub-categories:
1) rejection by partner, 2) rejection by family. The community construction of HIV has three sub-cate-
gories: 1) discrimination in society, 2) social stigma, and 3) traditional environment for health services.

Conclusions: The results of this study showed that women with HIV have a lot of problems in disclos-
ing their disease status. Therefore, interventions for acceptance of HIV patients by their relatives and
the provision of counseling services by health care providers are essential for the disclosure of HIV
status by infected people.
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Introduction

The number of human immunodeficiency virus (HIV)
patients has been reported as 34 949 until April 2017 in Iran,
of whom 84% are male and 16% are female. Fifty-four per-
cent of the cases are in the age group of 21-35 years, indi-
cating that more than 50% of the cases occur when an in-
dividual is sexually active and only in the first three months
of the year 2016 while 34% of the patients were women and
66% were men. The rates of transmission through drug
addiction by injection 39%, transmission through sexual
relationship 41%, and transmission from mother to child
3% have been reported, while in 17% of the cases the method
of transmission has not been reported. The use of common
narcotic drugs and syringes has been the most common way
of transmitting the virus over the last few years; however, to-
day sexual transmission has exceeded all other methods [1].
In Iran, most infected women have been infected through
their sexual partner and unfortunately have infected their
children [2]. The virus transmission rate can be affected by
the disclosure of HIV status and is an effective strategy for
controlling the spread of the virus [3]. Disclosing the sta-
tus of the infection reduces the transmission of HIV by re-
ducing the prevalence of high-risk behaviors due to great-
er awareness of infection prevention [4]. Non-disclosure
of the disease plays the most important role in the spread
of HIV and the occurrence of new cases [5]. The disclosure
of the sex partner’s status is the responsibility of each in-
fected person. This is the most effective prevention method.
One of the causes of lack of condom usage in sexual rela-
tionships is lack of awareness of the sex partner’s status [6].
The disclosure of HIV status as a voluntary or non-vol-
untary decision is a complex process, in which the person
reports his/her status of the disease along with the cause,
time, and place [7]. The results of many studies indicate that
the incidence rate of disclosure status of disease is between
32.7% and 92.7% and have also shown a negative reaction
to women more than men [8]. Discussion about the discov-
ery of the disease has applications in both individual health
and general health. Many studies have noted the benefits and
disadvantages associated with the disclosure of the disease.
Disclosure of the disease is associated with safe sexual be-
havior, desire for treatment, and the provision of supportive
services. On the other hand, disclosure of the HIV status
may be accompanied by stigma, discrimination, rejection,
violence, regret, feelings of shame, isolation and exposure to
judgment by others [9, 10]. Despite the importance of this
issue, the time and manner of disclosing the HIV status and
its consequences remain unknown and require the infor-

Table 1. Sample of interview questions

Can you tell us about the HIV diagnosis experience?

Can you comment on the disclosure of the disease to others?

Can you report your experience of disclosing the disease?

13

mation and strategies appropriate for people with HIV [11].
Sarovich et al. presented two theories about the process
of disclosure of the disease: 1) advanced disease theory,
2) the theory of consequences. In the first theory, it is sug-
gested that infected patients report their HIV status when
the disease has progressed and it is impossible to hide.
In the second theory, the decision to disclose the disease
recommends weighing the advantages against disadvan-
tages. Both of these theories have been criticized due to
the concentrating on the endpoint of the disease and ignor-
ing the consequences of non-disclosure of the disease [12].
The method and rate of HIV disclosure vary in different
cultures. The results of studies in several African countries
have shown that the rate of disclosure to sex partners is very
low [13]. Results of a study in Iran show that more than half
of the participants disclose their HIV infection status to at
least one family member [14]. The results of studies in other
countries have also shown that people with HIV tend to dis-
close their status to their friends [15]. A group of strategies
which are presented with the aim of reducing or stopping
the spread of HIV include the ability to improve safe sexual
relationships, safe usage of injectable drugs and the disclosure
of disease among people with HIV [16]. Given the increasing
prevalence of HIV among women, the increase in the trans-
mission of disease through sexual relationships and the in-
crease in the transmission of the virus to infants born to in-
fected mothers, HIV-positive women are the most vulnerable
group in society who are exposed to high-risk sexual behav-
iors [17]. Therefore, the need to conduct a qualitative study
on non-disclosure experiences in Iranian women is necessary.

Material and methods

This study was conducted as qualitative research. Data
were analyzed through a content analysis approach. In this
study, data were collected from participants without impos-
ing perspectives. Data were collected through semi-struc-
tured interviews. The aim of this study was to explore barriers
of HIV status disclosure in HIV-positive women.

In this study, 15 Iranian women with HIV were enrolled
using purposeful sampling and consulting with caregivers at
the high-risk behaviors center of Imam Khomeini Hospital
in Tehran. In the present study, the data collection lasted
from October 2015 to May 2016. The criteria for entering
the study were 15-49 years old and having sexual activity,
lack of severe addiction to the extent that they were able
to respond and not having a psychiatric disease diagnosed
by a physician. The main method of data collection was
a semi-structured interview, and data saturation was reached
with 15 people. The interviews commenced with open ques-
tions and continued with exploratory questions. Examples
of the interview questions are listed in Table 1.

After obtaining permission from the ethics committee
of Tehran University of Medical Sciences, No. 92/d/13039/2639,
the samples were selected purposefully and with maximum
variety. All participants were aware of the purpose and
method of the study and informed consent obtained from
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all respondents. The interviews were conducted by the cor-
responding author of the paper and the first author and re-
corded with the permission of the participants. After finishing
each interview, they were transcribed and then coded. After
analyzing each interview, the next interview was conducted.
The interview time was 45 to 90 minutes, on average about
60 minutes, and all women were interviewed in a private
room. At the beginning of the interview, each participant an-
swered some questions about their education, type of infec-
tion, status of their marriage, number of their children, dura-
tion of the disease and the status of their spouse.

The information was analyzed by the conventional con-
tent analysis approach and was also processed using the Gar-
niehamand Lundman method as follows [18]:

1. First, the interviews were completed and after several
readings, a general concept was obtained.

2. The text of the interviews was divided into several units
of meaning and then coded.

3. The units of meaning were summarized and compressed
and extracted in the code form.

4. The codes were grouped based on the similarities and
differences in the similar categories and sub-categories.

5. Categories were reorganized and extracted from the la-
tent content of interview texts.

The extracted codes were managed through the MAXQDA10
text data organization software. To ensure the accuracy
of the data, Lincoln and Guba’s proposed criteria of credibility,
dependability, confirmability and transferability were used [19].

In order to check credibility, member checking and peer
review was conducted, so that a number of participants who
were asked to view the completed text and interviews and ex-
tracts from them could see whether they were based on their
experiences or not. In peer review, interviews were coded
by reviewers and all members of the research consulted and
collaborated over all stages of the analysis. Data transferabil-
ity was checked by providing a complete file of participant
characteristics, collection method, and analytical data anal-
ysis, with examples of participants’ interviews to provide
the possibility for others to conduct research.

Results

The demographic characteristics of the participants in
the study are presented in Table 2.

In the analysis of interviews, the following classes were
extracted (Table 3).

The fear of rejection, which included two subcategories,
rejection by the family and rejection by the partner. Com-
munity construction of HIV, which includes three subcate-
gories: 1) discrimination in society, 2) social stigmatization,
3) traditional environment for health services.

Fear of rejection

The fear of rejection and acts of violence against them
is one of the sub-categories of non-disclosure of the disease.
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Table 2. Characteristics of the study population

Factor n

Age (years)
22-27
28-33
34-39
40-45

Marital status

= U lw | o

Single 1
Married 12

Divorced 2

Education

Primary or less

Secondary

Diploma

N (I NN

University
Job

Homemaker 11

Employee 2

Unemployed 1

Informal job 1

Transmission

Extramarital sexual relationship
Infected husband 9

Unknown

Time of diagnosis, years
<1
1-5
6-10
11-15

N | W |00 |-

Partner/Husband status

Negative 5

Table 3. Categories and sub-categories of study

Category Sub-category

Rejection by partner

Fear of rejection
Rejection by family

Social stigma

Community construction
of HIV

Discrimination in society

Traditional environment for
health services

This is the reason why many patients hide their condition.
The fear of being rejected has two sub-categories: rejection
by the partner and rejection by the family.



Barriers to disclosure of disease in HIV-infected women

Rejection by partner

One of the most important aspects of the reproductive
health of women who are HIV positive, which affects not
only them but also others and the community, is responsible
behavior, which is one of the most effective methods to pre-
vent the spread of the disease. Women with multiple sexual
partners most often did not report their status to their sexual
partner, and they did not insist on using condoms due to fear
of being rejected.

“Although my partner is negative and I do not know if he
has the disease, I did not tell him that 'm sick and I insisted
on using a condom. I told him I cannot take pills and we
should use a condom to prevent unwanted pregnancy and he
complied, but if he refused after my insistence, I would have
done nothing” (Participant No. 14).

Another participant, who had sexual high-risk behaviors
and also a sexual relationship, disclosed the following about
her sexual partner:

“I did not admit I am sick. If I do he will leave me; how-
ever, the one who transmitted the disease to me did not tell
me (that he had AIDS). Therefore, I did not disclose my sta-
tus to my current partner, it’s not known who has got it from
whom, I told him to use condoms, but the condom was too
tricky and it got torn” (Participant No. 15).

Rejection by family

For many patients, when families are their aware of their
status, their behavior towards them is extremely bad, and
this causes mental problems and lack of support in infected
people.

One of the participants contracted the disease through
her husband, and the husband had a healthy child from his
previous marriage, said: “All members of our families re-
jected us. My husband’s family is very upset that I kept my
husband’s child and abuse me. I love this child I have raised.
Since their discovery of my disease status, they’ve forced me
to leave this kid, in order to hide the disease”

Community construction about HIV

Another category was community construction of HIV.
Responsibilities of communities against AIDS have created
a confidential environment on issues such as the disclosure
of disease, the creation of a life without stigma and discrimi-
nation for patients. The stigma and consequence of discrim-
ination are caused by interaction and social fabrication by
the people, social networks and the larger social world in
which they live and result from stereotyping. HIV is most
often associated with stereotyping of people who are infect-
ed with the disease, such as the use of injectable drugs, ho-
mosexual men and unconventional sex; hence other infected
people are also stigmatized, even if they are not in the men-
tioned stereotype classification [20]. Social stigma, discrimi-
nation in society and the traditional environment to provide
health services are subcategories of this category.

15

Discrimination in society

Discrimination was a subcategory of community con-
struction. Each participant experienced some forms of dis-
crimination following the disclosure of their disease status,
particularly discrimination by health professionals and doc-
tors, who are expected to be the least discriminatory due to
their level of knowledge and information about the disease,
but unfortunately discrimination by staff and doctors was so
great that many patients did not disclose their disease due to
discrimination.

“I did not share my health status with the doctor. Once
my husband went to a doctor because of his infectious teeth,
the secretary said the price. When my husband talked about
HIV, the secretary said that he should pay 3 times the mon-
ey she had said before. My husband got angry, did not visit
the doctor and extracted his teeth using pliers and he was in
pain for a week. Now wherever I want to go, he tells me not
to mention it to anyone, many doctors take advantage of our
status for financial gain” (Participant No. 12).

Fear of disease-related consequences such as being fired
from work, residence, and dismissal of a child from school
were among other problems due to the spread of disease that
infected people mentioned.

“I'm a janitor and if people in my workplace know I am
sick they will fire me. This disease is a hassle, the only way to
escape it is death” (Participant No. 1).

Social stigma

Another subcategory of community construction is so-
cial stigma. The disease-caused stigma is a major issue affect-
ing the lives of infected women, so that many of them do not
talk about their condition because they are afraid to disclose
their disease even to their family.

“I am thinking when my child grows up, I will go abroad.
You know, it’s very difficult to live here. If you visit a doctor
and say you are HIV-positive, they won't attend to you, for
example, if they are specialists, they refer you to other doc-
tors. People say better services are given abroad” (Partici-
pant No. 10).

One of the participant mentioned the role of media in
increasing stigma. Most participants considered this as a re-
sponsibility of communities, as by providing the right infor-
mation without fear through the media the stigma caused by
the disease can be reduced.

“They are so bad in the media they never talked about
the number of women who got the disease from tattoos. They
talk about addiction and sex all the time. If this was not the case,
no one would hide their disease” (Participant No. 11).

Traditional environment for health
services

It is possible for people living in cities to disclose their
disease due to environmental barriers, which results in sev-
eral problems. Most of them travel to provincial centers to
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receive ART and care, and tolerate the difficulty of travel and
lack of suitable accommodation which creates many prob-
lems for them.

“I'm going to Tehran to visit my doctor, because if I go
to the counseling center in the city, everyone would discover
my disease. Once they didn’t give me my drugs and I went
to the counseling center in the city but the counselor was my
cousin and when I saw her I ran out but she followed me and
took me and said she had been aware of our disease for two
years but she had kept it a secret. I was very upset and I live
with this nightmare. What should I do if my family discovers
my status?” (Participant No. 10).

Another participant living in a small town said the fol-
lowing:

“Our city is very small, and very soon my disease would
be known by all. That is why I have to go to Tehran to get
drugs every month”

Discussion

One of the factors that are important in the spread of AIDS
is the disclosure of the disease. In this study, most women who
had a patient spouse had hidden their condition from their
families, except when the family accidentally became aware
of their condition. Women who did not have a spouse hid their
condition from their sexual partners and their family. Most
of women considered the role of society, especially the media,
in increasing the fear of non-disclosure of the disease.

In a study conducted in South Africa in 2013, 90% of
the participants noted that, apart from health care providers,
no one was aware of their condition, and women more often
than men concealed their disease (93% vs. 86%). The findings
of this study showed that the spread of HIV is possible with
the continued use of condoms, the willingness of pregnancy,
and social support, but there are disadvantages in the light
of potential positive and negative consequences. In a study
on the factors contributing to the continued use of condoms
was the disclosure of disease to the sexual partner. A study
in Uganda showed that female patients who did not disclose
their condition to their partner were less likely to use con-
doms [21]. Another study showed that those who consistently
disclose their disease are less likely to participate in non-safe
behaviors. Failure to disclose the disease is due to fear of be-
ing rejected by the partner. It is also possible that the sexu-
al partner’s financial support may be lost after the partner’s
discovery of the patient’s condition [22]. Another issue was
poor maintenance of the privacy for patients; most of them
mentioned this as the reason for visiting centers outside their
place of residence, as well as frequent referrals in counseling
centers. In some cases, they were referred to the private sector,
in which the patient did not disclose their disease, and exorbi-
tant charges were requested by the physicians; also lack of vis-
itation and inappropriate reaction of the doctor or the patient
was mentioned as its main cause. A study in Kenya showed
that most women presented to parental clinics because they
were afraid of becoming stigmatized; in many cases especially
lack of privacy was mentioned as the cause [23].
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Of the cases that resulted in non-disclosure of the disease
in this study there was AIDS-related stigma and discrimina-
tion. According to the quotations of participants, each par-
ticipant had experienced some kind of stigma and discrimi-
nation. Many participants were very sad due to the reaction
of people to the disease and their perceptions they had about
the patients and also felt uncomfortable entering and leav-
ing the behavioral counseling centers to the extent that they
wanted to leave the country to live somewhere where no-
body knew them or there was less stigma. In many societies,
people with AIDS cannot find a suitable job because
of the stigma, and this causes economic problems [24]. The re-
sults of a study on 1,200 HIV-positive people in Vietnam
showed that most of them had experienced forms of discrim-
ination, 44.4% (535 people) had experienced one type of dis-
crimination, the average number of cases of discrimination
was 6, 34.3% reported sexual and reproductive health deci-
sion making, 14.9% had been disclosed without satisfaction,
2.5% had rejected the child due to their disease status and
12.5% were mentally harmed. Three percent of the peo-
ple who were discriminated legally pursued the case, and
the rest of them stated that the reason for not pursuing
the case themselves was uncertainty as to the outcome
of follow-up [25]. HIV/AIDS-caused stigma is a barrier
to receiving HIV counseling and HIV tests [26]. Lack
of education and awareness about the cause of the dis-
ease and its transmission pathways is one of the causes
of discrimination and discrimination caused by the trans-
mission of AIDS [27].

In some cases, the participants thought the fear of
people who are infected was the role of the media and its
negative impacts of giving wrong information on trans-
mission methods focused on addiction and sexuality. Stud-
ies have shown that media, such as radio and television,
play important roles in sending messages about health
issues, especially those with cultural sensitivity. Many stud-
ies have shown meaningful relationships between the use
of media and the reduction of the stigma caused by AIDS.
Also, the results of a study in Ghana showed that the use
of more TV reduces the risk of HIV in women. The re-
sults of these studies contradicted the experiences of people
with HIV in the study, so that these people mentioned
the cause of refusal to disclose their disease, media plans on
the transmission of AIDS and the emphasis on transmission
through sex and addiction. Therefore, promoting media
programs which increase awareness about HIV and all kinds
of transmission seems essential.

The disclosure of the disease requires the implementa-
tion of important policies, which include creating cognitive
sensitivities for people living with HIV. Health care providers
should note that disclosure of disease is not easy and aspects
relating to disclosure of the disease, negative reactions to
the spread of disease, and interventions should be improved
to reduce negative reactions to the disclosure of disease.
Training programs for communities and supportive groups
should also be provided to reduce the incidence of HIV and
improve the health of people with HIV.
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Conclusions

The results of this study showed that women with HIV
have a lot of problems in disclosing their illness. Therefore,
counseling interventions for patients with HIV can be help-
ful in disclosing the disease, as well as providing counseling
services. Since discrimination was a barrier to the disclosure
of illness in people affected, planning to raise awareness
about AIDS and its transmission through the media and
social networks, as well as educating health care providers
and medical staff to respect the rights of infected people and
advice on their confidentially, is essential.
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