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Abstract

Purpose — This aim of this study was to explore the experiences of stigmatization and coping mechanisms
during pregnancy among pregnant women who are living with HIV in Thailand. The secondary objective was
to determine factors contributing to stigma during motherhood among HIV-infected women as well as explore
how they cope with the discrimination from society.

Design/methodology/approach — Qualitative data were collected using in-depth interviews to obtain
different versions of stigmatized experience from 16 pregnant women living with HIV on stigmatization and
coping mechanisms. There were 5 pregnant adolescents living with HIV and 11 adult pregnant women living
with HIV. The content analysis was used to examine patterns of stigmatizations and attributed factors.
Findings — Personal stigma was found among pregnant women living with HIV regardless of age. HIV status
disclosure was the crucial barrier of accessing to care for people experiencing stigmatizations. Personal stigma
associated with higher HIV status was not disclosed. Interestingly, all teenage mothers who participated in this
study disclosed their HIV-status to their family. People who have social support especially from family and
significant others are found to be able to cope and get through the difficulties better than those who lack those
social support.

Originality/value — This study yields outcomes similar to several other studies that have been conducted
either in Thailand or other countries. This study found that family support was crucial in reducing HIV stigma.
Furthermore, HIV-infected pregnant female adults were more afraid to disclose their HIV status to their
husbands, other family members and their work colleagues.
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Introduction

Even though advanced medical technology has the potential to prolong the lifespan of
individuals living with HIV, it cannot protect them from discrimination and stigmatization.
Interestingly, research has found that gender is related to HIV-related stigma experiences among
people living with HIV (PLWHIV). Specifically, females are more likely to be discriminated
against than their male counterparts by approximately 50% [1]. This ongoing phenomenon has
raised concerns over the negative impacts felt by pregnant women living with HIV and their
newborn babies [2, 3]. To exacerbate the problem, HIV-positive pregnant women who decide to
conceal their HIV status from their partners place themselves at greater risk of discrimination
and stigmatization [4], which can have adverse effects on their physical and emotional growth
during the transition from adolescence to adulthood. This study found that teenage pregnant
participants showed signs of physical and mental problems, including alcohol abuse, lack of
knowledge, feelings of hopelessness and low self-value. Another study by Mchunu et al [5]
suggested that pregnant teenagers could be affected by both internal factors (lack of knowledge
to prevent pregnancy) and external factors (social and familial discrimination).

In terms of discrimination during teenage pregnancy, a study by Paudel and Baral [6] on
knowledge and perception among HIV-infected women revealed that the most sensitive issue
to be discussed with young women is HIV-status disclosure, which introduces difficulties
dealing with stigmatization from the public eye. However, support from family and the
community helps these individuals get through difficult times. Conversely, a study by
Simbayi et al. [7] conducted in Cape Town showed that HIV-infected pregnant women with an
extremely high degree of self-stigmatization were more likely to be depressed and coped by
using drugs.

A study on HIV-pregnant and postpartum women found an association between
overwhelming stigmatization and depression, including social isolation among HIV-infected
pregnant women, which persists even after childbirth [8]. This implies that adolescent
mothers with HIV are more likely to be discriminated against, either regarding the teenage
pregnancy itself or from the HIV infection. To tackle the stigmatization and discrimination
issues among these groups of people living with HIV, this study was conducted to gather
more information about their experience during pregnancy while they are living with HIV
during their adolescence.

The primary objective of this study was to explore how HIV-positive pregnant women
managed to live through stigmatization using coping mechanisms. The secondary objective
was to determine factors that contribute to stigma during their motherhood as well as their
response to day-to-day discrimination.

Methodology

A study using the qualitative method was deployed in this study. Face-to-face in-depth
interviews were conducted using interview guidelines to collect data from pregnant adolescents
living with HIV. To prevent the volunteers from trauma during pregnancy, the researcher tried
to avoid sensitive questions. The interview was carried out with 16 volunteers.

The research instrument consisted of 14 questions related to pregnancy, antenatal care,
HIV infection history, disclosure of HIV status, the stigmatization experience and problem
management. The volunteers were free to request that any questions be skipped if they felt
uncomfortable, or to ask that the interview be terminated at any time at their convenience.

Informants
The respondent group included all women expecting a child who visited the reproductive
health clinic at Chulalongkorn Hospital and the HIV-Netherlands Australia Thailand



Research Collaboration Center during the second year of data collection in 2019. A purposive
sampling approach was used to identify and recruit eligible participants.

Data analysis

Data analysis was used to gather preliminary findings and analyze the data using research
questions and the theory discussed to collect and summarize ideas from experiences of
HIV-related stigma interpretation, contemplation and reflection during data collecting. We
also made plans for greater data collection. No new or unusual data were gathered until
sufficient saturation of data had been achieved from the field. The data-gathering procedure
aimed to detect and address the problem of pregnant women living with HIV. Themes of
stigma experiences and coping methods were captured using content analysis.

Ethical consideration
Ethical consideration was approved under the committee of the Institutional Review Board,
Faculty of Medicine, Chulalongkorn University (IRB. # 655/61; date of approval: 17 Jan. 2019).

Results

Of the 50 pregnant women living with HIV who visited the clinic, 16 were approached and
recruited to participate in this study to provide in-depth information to the point of saturation
by interview method.

Demographic data

A total of 16 participants were divided into two groups according to their age when they first
discovered their pregnancy. The first group consisted of five participants who became
pregnant during adolescence. Regarding their educational level, two (40%) of the total five
participants stated that their highest education was primary school level, while two (40%)
others completed secondary school and only one (20%) participant was a university student
at the time her pregnancy was discovered. In terms of marital status, 60% of the participants
were living with their partners when they got pregnant, while 40% of them were separated.
We examined how they discovered their HIV-positive test result, and most of them,
accounting for 60%, reported having learned about their infection status during a visit for
antenatal care services, while only one person stated that she discovered her status during a
regular HIV check-up. The possible cause of HIV infection was also investigated in this study
among teenagers with pregnancy who live with HIV; the main route of transmission was
sexual transmission (60 %) and unknown cause (40%). It is noteworthy that all participants in
this study had disclosed their HIV status to their families.

Experiences of stigmatization. It can be quite difficult and overwhelming for a woman to
learn of her HIV infection, especially during pregnancy [9]. One of the most prevalent
concerns among these women is the risk of transmitting the virus to their babies, which
subsequently leads to the dilemma of receiving HIV treatment but with the possibility of
disclosing their infection status before they wished to do so. However, the biggest challenge
of all was determining how to reveal their infection status to family members without
shocking them. For that reason, many mothers did not want to reveal their infection status to
their husbands for fear of losing support from their family and experiencing other negative
consequences such as domestic violence.

The results of this study concerning the feelings that these women experienced after
learning of their HIV infection were analyzed as follows:

Being mothers living with HIV: perception of the first known diagnosis of HIV infection.
The interview process revealed different perceptions and points of view among our
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participants. Based on all perspectives, most of the information the respondents had about
HIV infection came from health care providers such as doctors who provided counseling
about their HIV status. Moreover, most teenage mothers lived with their families who
provided financial support. In addition, for teenage clients to proceed with HIV treatment,
their parents were required to be notified of the treatment plan. Therefore, teenage mothers
who had HIV were required to disclose their infection status to their parents. This could be an
advantage of providing care to pregnant teenagers who are HIV positive, but at the same
time, the young mothers’ primary source of information about HIV treatment was doctors
who made it clear that HIV patients are required to take life-long medication to prevent
mother-to-child transmission. Again, this might cause different outcomes between adolescent
mothers and adult mothers in terms of perception of HIV infection.

HIV-status disclosure among young mothers living with HIV: disclosure to partners and
family members. It is common for adolescents to reveal their HIV-positive status to parents
first. This is because teenagers can feel overwhelmed, and they probably have no one else
whom they can trust and who can give them support for treatment and help raise their babies.
The following information reflects what the respondents of this study revealed.

At first, I do not know what to do, so I told my mother and my boyfriend. I was so lucky that my mom
supports me through my difficult time. I would say my mom is everything to me. She is very
supportive. (Participant 16, 20 years old)

At that time, doctors disclosed to me and my family at the same time. They were upset too, but they
were good to me as always, they did not act differently at all. My mother helps me raise my child.
(Participant 12, 17 years old)

Stigmatization among pregnant teenagers living with HIV: Feelings of anxiety

Pregnancy among teenagers is normally unwanted and unexpected. Most girls are in school,
and they often do not know how to deal adequately with this unexpected situation. Therefore,
it is likely that they will seek an abortion. However, with social support, they cope with their
pregnancy.

When I knew that I got pregnant, I was afraid that [ would lose my youth, [ was anxious about all
things that could happen. I was afraid that this will upset my parents. However, I decided to tell my
parents, in return I received their support in every aspect. I started to see things clearly and I moved
on with my life easier. (Participant 13, 16 years old)

HIV-status disclosure among adult mothers living with HIV. No#n-disclosure to family: Due to
possible negative consequences, some study participants decided not to tell anyone about
their HIV status.

Until now, I did not tell anyone in my family about my HIV status. I am afraid that they will hate me
and my child, so I keep it a secret. If I would have to tell anyone, I would tell my husband. I still think
that other people see this disease as disgusting. (Participant 10, 39 years old)

I did not tell anyone because I broke up with my husband before knowing that I was infected with the
disease. Afterwards, I take care of myself and my child alone. (Participant 5, 25 years old)

Disclosure to partner: Some mothers chose to tell only their husband, because they did not
want to risk disclosing this sensitive information to other people and because they were
certain that their husband was the source of their HIV infection. If they had a healthy
relationship with their husband, it was not necessary to tell others.

[ was very worried, but after I told my husband, I was supported a lot by my husband. Moreover,
doctors also provide support in terms of ensuring that if I take medicine our child would not infect
with the disease. My husband is very supportive. (Participant 8, 27 years old)



However, not every situation was resolved so smoothly. In some families, when the young
mothers told their husbands the truth about why they could not maintain a healthy
relationship, it resulted in negative consequences, especially in serodiscordant couples.

I told my husband, but he doubted me, and he was not infected with HIV so he left me since then.
(Participant 9, 32 years old)

Experience of being socially discriminated against from HIV infection during pregnancy. In
addition to facing HIV infection, mothers experience worries regarding their pregnancy. This
could create more concern among them about whether they should tell anyone or how they
can live without social support. However, this depends on individual experiences. If they
faced negative social criticism, the individuals might feel discriminated from society, while
some mothers who received positive support from their social networks experienced help
through their difficult times.

I have a good experience during my pregnancy to term; the doctors provided useful information. I
can feel they treated me the same as other people. I think this is very helpful and very supportive to
me. (Participant 7, 27 years old)

Coping mechanisms. It is understandable that, after learning about their HIV status, people
coped in different ways depending on their social context and perception. This study shows
different methods employed by the subjects to cope with their health issues.

Coping mechanism among pregnant teenagers living with HIV: Receiving great social
support from parents

Parents are key figures who help teenage mothers get through hard times. If these vulnerable
subjects do not have support and understanding from their family, they face a lower quality
of life.

At first, [ was worried so much, but after I told my parents and my boyfriend, they treated me as
normal, nothing changed, and they accepted the reality. (Participant 13, 16 years old)

My family helps me a lot, they cheer me up, they take really good care of me, and they understand me.
If I did not have a very supportive family, I would not be able to get through this. (Participant 12, 17
years old)

Regarding teenage mothers who were still in school, their life achievement still included
completing school to live their lives fully after giving birth. Therefore, some teenage mothers
still see it as important to them to be back in school after giving birth.

Ithink I am going to be back to school and complete at least high school in order to find a better job to
raise my child. (Participant 12, 17 years old)

Coping mechanism among adult mothers living with HIV: As a result of this study, we found
that parents are key elements for adult mothers living with HIV to achieve positive outcomes.
Even though adult mothers are more likely to be self-reliant and are also more responsible
than teenage mothers, they still need support from family, especially their partners.

1 think the most important thing helping me to get through this difficult time is encouragement from
my family, especially my husband. He is very supportive, and he takes very good care of me.
(Participant 8, 27 years old)

Some adult mothers find their own ways to reduce their stress. Letting things go was one of
many ways that they endured their suffering.

Ijust do not overthink, I let it be. I just followed the doctor’s suggestions and took good care of myself
when I was pregnant. That was quite a help to me until I gave birth. (Participant 6, 25 years old)
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Discussion

The study results revealed that stigmatization among pregnant women people living with HIV is
not only influenced by age but also other external factors. Other factors included source of income,
duration of HIV infection and most importantly, support from family [10]. Therefore, family
support is vital to help HIV-positive pregnant women overcome stigmatization and depression
during motherhood. The result from this study was similar to those of Paudel and Baral [6]
and Brittain ef @/ [11], which suggested that people who succeed in dealing with the problem of
HIV status disclosure were most often those who had strong family and social support. The
previous study suggested that most teenagers who disclosed their HIV status to family were more
likely to have access to medical treatment. In general, family support played a vital role in helping
teenagers to take care of themselves during motherhood. One of the reasons teenagers need
support from their parents is that they are not mature enough to see problems thoroughly.
Moreover, their naivety could possibly lead to less internal stigmatization. In comparison to
teenage mothers, it was found that adult mothers were less likely to reveal their HIV status during
pregnancy. The most common reason for this is probably the fact that they are financially and
emotionally independent of their parents. These women tended to reveal their HIV status to their
partner/husband [11, 12]. This leads to the assumption that pregnant women living with HIV are
afraid to reveal their HIV status. Our results contrast with the study by Li ef al [4], which studied
HIV stigmatization in rural areas in China. Their result showed that young mothers are more
likely to experience stigmatization than mature mothers. However, the similarity between that
study and ours is that less-stigmatized mothers received more support from family and society.
Another similarity is that teenage mothers received support mostly from parents [4]. For this
reason, stigmatization affects quality of life, physical health and mental health [13].

Personal stigma affects pregnant women living with HIV of all ages. Teenage mothers
experienced the most worry regarding the need to take life-long medication as a result of their
infection [14—16]. Adult mothers faced the major concern about how much longer they would
live. However, one concern that the two groups of mothers have in common was the impact on
their children [17]. This finding has shown a similar result to that of Ion ef /. [18]. That study
explored “HIV-related stigma in pregnancy and early postpartum of mothers living with HIV
in Ontario, Canada” with the result suggesting that stigmatization can cause HIV-infected
mothers to experience stress as a result of HIV infection and pregnancy.

Negative self-image was found amongst some of the participants, especially among adult
mothers. These people hold the perception that those infected with the disease are not hired
for work and cannot live in society and that people with HIV have wounds and a bad physical
appearance. This perception depends on personality type and how each person understands
the world.

Regarding social stigma, both groups of participants reported that social stigma was the
cause of their low self-esteem and low self-value. They were afraid of being treated differently
from other people in society [6, 19]. Regarding social attitudes related to stigmatization, HIV-
positive teenage mothers were less stigmatized than their older counterparts. Once women
living with HIV found out about their pregnancy status, many developed stress, depression,
and other negative emotional consequences, which led them to cover up their HIV status from
their husbands. One obvious situation was found among teenagers living with HIV who
become adults. They were afraid to attend social gatherings because of the external
stigmatization and discrimination from those in their workplace. Moreover, they feared that
their HIV-positive status could alienate them from other colleagues and eventually lead to job
loss. The fear among people living with HIV is based on the feeling that they are often
compared to those with horrifying physical appearances as a result of AIDS, which
corresponds to the study of Simbayi et al [7]. Their study was conducted among HIV-infected
patients who visited a clinic in Cape Town [7]. This study indicated that 40% of them were
discriminated against, which led to difficulties functioning within their society.



Regarding coping mechanisms [20], people who had social support, especially family and
significant others, were found to be able to cope and endure their difficulties better than those
who lacked support. Support from health care workers is also essential to those who experience
stigma [21]. Health care personnel can be a source of empowerment to those who have trouble
with this situation. This study yields similar outcomes to several other studies conducted in
Thailand and other countries in that stigmatization and discrimination are still present in our
society. HIV-infected pregnant women were found to experience higher levels of personal
stigma. However, on a more positive note, this study revealed that family and social support [2]
were the most important factors in helping these women endure their difficulties. This
qualitative study sought to establish a policy and further campaign to minimize stigma among
pregnant teenagers living with HIV, and such policies should focus on social support. Family
members should be encouraged to play a vital role in supporting these vulnerable people.

Conclusion

This study found that personal stigma is still present among pregnant women of all ages who
are living with HIV. One of the remaining challenges for those who are stigmatized is the
disclosure of their HIV status. These women’s HIV status was kept a secret. Surprisingly, all
adolescent mothers who took part in this study told their families about their HIV status,
including their husbands, parents and husband’s relatives. People who have social support,
particularly parents and significant others, have been proven to be able to cope and overcome
hardships better than those who do not.
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