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Women's voices: the lived experience G

of HIV-positive women in the postpartum
period at the University of Gondar
comprehensive specialized referral hospital,
Ethiopia: a phenomenological study

Workie Zemene Worku'", Telake Azale?, Tadesse Awoke Ayele® and Dawit Kassahun Mekonnen?

Abstract

Background Pregnancy and the postpartum period are incredibly challenging for women living with the Human
Immune Deficiency Virus (HIV) due to the multidimensional influence of HIV infection. These women experience the
challenges of navigating pregnancy and motherhood while living with HIV. It is poorly understood how women liv-
ing with HIV (WLWH) experience pregnancy and postpartum. Therefore, the current study aimed to explore the lived
experience of pregnancy and postpartum among women living with HIV.

Methods A phenomenological qualitative study design was employed. A semi-structured, interview guide was used
to conduct in-depth interviews with HIV-positive postpartum women from April to May 2022. All interviews were
recorded using a voice recorder and note was taken. The collected data were transcribed and translated into English
for analysis. Inductive thematic analysis was applied to analyze the data.

Results Six main themes about the lived experience of women living with HIV were identified: (1) Fear and distress
related to maternal and child Health, (2) HIV status self-disclosure dilemma, (3) Courage and commitment of HIV-
positive women to prevent HIV, (4) Challenges faced and coping mechanisms used by HIV-positive women, (5) Health
care providers and HIV-positive women interaction, and (6) Solution from their voices.

Conclusion HIV infection also has a multidimensional impact on women'’s life during pregnancy and postpartum.
The findings of this study improve our understanding of the lived experience of HIV-positive women while pregnant
and in the postpartum period. These women'’s descriptions showed that they have been experiencing various chal-
lenges that are not often addressed in antenatal clinics, such as distress and uncertainties related to vertical transmis-
sion of HIV. These women need specialized support and all-encompassing care to have a healthy pregnancy and
postpartum period. Moreover, it is essential to understand the circumstances of women'’s lives, their relationships with
others, and their decision-making processes. Healthcare professionals and other responsible bodies working with
women living with HIV should encourage and support these mothers to appraise and maintain their commitment
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to protecting their children from acquiring HIV infection and maintaining their Health to the maximum to raise their
children.

Keywords Lived experience, Pregnant women, HIV infection, Amhara Region, Ethiopia

Plain Language Summary

Worldwide, a significant number of people have contracted HIV infection, of them; women of reproductive age con-
stitute more than half of the overall infected population. With the development of antiretroviral drugs, coupled with
better care for individuals with sero-positive status, a considerable number of HIV positive women become pregnant
each year globally. Yet, the multifaceted effects of HIV make their lived experiences of pregnancy and postpartum
difficult and full of doubts and concerns. However, there is a dearth of studies on the lived experience of HIV positive
women during pregnancy and postpartum in Ethiopia.

This qualitative study was conducted to explore the lived experience of HIV positive women in the postpartum
period. A total of 13 HIV positive postpartum women at the University of Gondar Comprehensive Specialized Hospital
were recruited for the study. Data were collected using one-on-one in-depth interview.

Six themes were emerged about the lived experience of HIV positive women throughout their pregnancy and post-
partum time. These include: Fear and distress related to maternal and child Health, HIV status self-disclosure dilemma,
courage and commitment of HIV-positive women to prevent HIV, challenges faced and coping mechanisms used by
HIV-positive women, Health care provider's and HIV positive women interaction, and Solution from their voices.

A specialized, individualized, and all-encompassing care should be designed for these women to promote their over-
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all wellbeing and have a healthy pregnancy as well as raise their children with a minimal uncertainty.

Background

A significant number of women and girls globally have
continued to experience the devastating effects of HIV
infection since the virus was first detected. An estimated
38.4 million people were living with HIV globally; of this,
1.5 million people were infected with Human Immune
Deficiency Virus (HIV) in the year 2021 [1]. On a global
scale, women constitute 54% of all HIV-positive people,
with an estimated 19.3 million women having the virus
by 2021. Women and girls comprise 63% of all new HIV
infections in sub-Saharan Africa in 2021 [1].

HIV remains a serious public health concern for Ethio-
pia’s working and reproductive populations despite the
country’s impressive accomplishments in preventing and
controlling the pandemic [2, 3]. The Joint United Nations
Program on HIV/AIDS (UNAIDS) 2020 estimates that
620,000 HIV-positive people are living in Ethiopia. Of
these, 360,000 were women of childbearing age, with
8,900 adults newly infected with the virus [4]. Ethiopia
is among the top 25 countries worldwide regarding new
HIV infections [3].

Considerable efforts have been made to decrease the
impact of HIV infection on people’s life since its spread
around the world as an epidemic. The introduction of
antiretroviral medication made the disease condition
potentially manageable. As a result, there was a noticea-
ble decrease in the mortality and morbidity linked to HIV
and AIDS. Consequently, there has been a 48% decrease

in AIDS-related mortality since 2003. However, the
virus’s presence still calls for a reassessment of the lives of
women infected with it [1, 5-7].

The Joint United Nations Program on HIV/AIDS
launched a global plan in 2011 to prevent new HIV
infections in children born from HIV-positive moth-
ers and keep mothers alive. The main objective of this
initiative is to reach pregnant women living with HIV
and their children from the time of pregnancy until
the mother quits breastfeeding [8, 9]. According to this
approach, regardless of the CD4 count or clinical stage,
lifelong triple antiretroviral therapy (ART) must be pro-
vided to pregnant women as soon as their HIV positivity
is confirmed [10].

Ethiopia joined the Global Plan in June 2011 to pre-
vent new HIV infections in children and ensure the sur-
vival of their mothers [11, 12]. Many women living with
HIV desire to have children because women living with
HIV think that being pregnant and becoming a mother
enhances their self-worth [13]. Besides, the availability
of ART and other pertinent interventions during preg-
nancy, labor, and the postpartum period helps women
to develop hopes of getting an HIV-free child. Evidence
has also shown that ART can lead to a dramatic decrease
in mother-to-child transmission of HIV (MTCT). It can
be decreased to less than 5% by providing all neces-
sary interventions in the PMTCT services [14—16]. This
results in over 2 million HIV-positive women giving birth
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yearly worldwide [17]. Ninety percent of all HIV-related
pregnancies worldwide occur in Sub-Saharan Africa [18].
In 2021, 81% of HIV-positive pregnant women received
ART to prevent mother-to-child transmission [19, 20].

Motherhood is the process of becoming a mother, and it
begins when a woman decides to get pregnant. The time of
motherhood encompasses the period of pregnancy, the gap
or time between pregnancies, and the rest of a woman’s life
[21]. In this regard, seeking pregnancy to see the offspring
and obtaining a desired family family size is a dream of cou-
ples and a fundamental right to reproduction for all people
[22]. Pregnancy as a developmental phase involves physi-
ological and psychological changes that are normal and
tolerable to a certain extent. At any point of the pregnancy,
however, the physical discomfort of the expectation of giv-
ing birth and becoming a parent typically creates psycho-
logical distress in some pregnant mothers [23, 24].

For women living with HIV, the burden becomes double
since they deal with the effects of HIV in their daily lives.
These effects are amplified during pregnancy, childbirth,
and postpartum due to women’s dual roles as patients and
mothers [6, 21, 25-27]. Despite the success of combina-
tion antiretroviral therapy (cART), which has helped to
normalize pregnancy relatively, the process of pregnancy
and labor, the postpartum process, becomes intense.
Stressors associated with HIV, such as guilt feelings, wor-
ries, and uncertainty about the possibility of HIV trans-
mission to the baby, about the mother’s health, and about
meeting the specific needs of their newborns, in addition
to adjusting to motherhood as usual, disturb the physi-
ologic and psychosocial homeostasis [16, 21, 26, 27].

Evidence shows that most women living with HIV are
at risk and frequently face psychosocial challenges dur-
ing pregnancy, childbirth, and postpartum [7, 13, 16, 28,
29]. These impacts heighten their sense of isolation and
prevent them from engaging with their social communi-
ties, which can further deteriorate their experience dur-
ing pregnancy and postpartum [27, 30].

Women living with HIV reportedly use various coping
mechanisms to deal with the wide range of experiences
they encounter during pregnancy and after giving birth
[28, 31]. Given the high risk of HIV transmission from
mother to child, women living with HIV have access to
various clinical interventions during pregnancy, child-
birth, and postpartum [32]. Despite, women with HIV still
experience various medical and psychosocial challenges
during pregnancy and postpartum. These challenges
are severe for those who live in resource-poor countries
because pregnancy and the postpartum period add addi-
tional pressures related to partner dynamics, societal
expectations, and healthcare requirements [21, 32].

However, the realities of their lived experience as a
mother living with HIV are still little understood. This is
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particularly crucial because women’s sexual and repro-
ductive health plays a vital role in ensuring their wellbe-
ing and the well-being of their partners and children. Yet,
there is a shortage of studies in general and in Ethiopia in
particular on the lived experience of HIV-positive women
throughout pregnancy, childbirth, and postpartum. Lit-
tle is known about how HIV affects women’s experiences
throughout pregnancy, labor, and postpartum. Therefore,
it is crucial to reveal how HIV-positive women deal with
pregnancy and postpartum since these aspects of their
life receive less attention [16]. The current study aimed
to generate an interpretive narrative on the lived expe-
rience of HIV-positive women during pregnancy and in
the postpartum period. The findings will help health pro-
fessionals, program planners as well as nongovernmental
organizations working on combating HIV and related
issues to develop essential and applicable interventions,
prevention as well as planning policies and practices to
improve the women’s life experience during pregnancy
and in the postpartum.

Methods

Study design

A qualitative descriptive phenomenological study design
was employed to explore the lived experience of preg-
nancy and the postpartum period among women liv-
ing with HIV from April to May 2022. Phenomenology
serves as a conceptual foundation that enables research-
ers to identify and characterize the essence of an event
from the participant’s point of view [33]. The main objec-
tive of phenomenological research design is to uncover
the reality in people’s descriptions of how they experi-
ence the world, to record emotions and lived experiences,
and to produce in-depth reports of a specific occurrence
as accurately as possible. These descriptions should be
based on meaningful and significant lived experiences
of the phenomenon [34, 35]. This study used semi-struc-
tured, in-depth interviews conceptually informed by phe-
nomenological study design.

Participant selection

The study was conducted on postpartum women living
with HIV attending postnatal care (PNC) at the PMTCT
clinic of the University of Gondar Comprehensive Spe-
cialized Hospital. The PMTCT encompasses a series of
services offered to HIV-positive women, including ante-
natal care, HIV testing during pregnancy, antiretroviral
therapy (ART), safe delivery techniques, optimal newborn
feeding, and HIV testing of the child [14]. Aligned with
the study goal, the inclusion criteria to participate in the
study was a woman with a diagnosis of HIV before the
current child and was currently in the postpartum period.
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Sampling

Study participants for in-depth interviews (IDIs) were
selected using a purposive sampling method. The par-
ticipants were chosen when they visited the clinic to
get PMTCT services after consulting the health profes-
sionals working at the PMTCT clinic. Then they were
approached by the principal investigator. Purposive
sampling has the advantage of choosing individuals with
a wealth of information, allowing the researcher to ana-
lyze the topic under study in greater depth and providing
insights and in-depth understanding as opposed to mak-
ing empirical generalizations [36].

Sample size

Thirteen postpartum women living with HIV were inter-
viewed which was determined by the information satu-
ration criterion., Data saturation indicates that repeated
interviews produce information that is already suffi-
ciently rich or no new information emerges [37].

Study setting

The study was carried out at the University of Gondar
Comprehensive Specialized Hospital, located in Gondar
town, Central Gondar Zone, North West Ethiopia,
727 km from Addis Ababa [38]. This facility offers focused
ANC services and has a separate ART and PMTCT clinic.
The Ethiopian government began implementing Option
B+ (initiation of antiretroviral medication for all expect-
ant mothers and continued throughout their lives, regard-
less of CD4 count) in 2013 [12]. Since then, the service has
been available in all health facilities at no cost.

The setting of the data collection

The data were collected in one of the offices close to the
PMTCT clinic where HIV-positive postpartum women
receive clinical follow-up. The interviews took place in
a secure and private setting with little background noise
and voice to retain the quality of the recording and allow
open dialogue. This was done to ensure the women’s pri-
vacy, maintain confidentiality, and ensure the accuracy of
the reports.

Data collection tools

Instrument

Semi-structured interview guide was used to conduct
face-to-face one—on—one in-depth interviews with par-
ticipants. We developed the interview guide by reviewing
a range of literature in the field. It was initially prepared
in English and then translated to Amharic (participants’
native language) to ensure the questions’ consistency
and extract details of the data through probes. The inter-
view guide was developed to capture the lived experi-
ences of HIV-positive women, from HIV diagnosis,
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during pregnancy to the postpartum period. Inputs were
obtained from reproductive medicine, public Health, and
mental health experts. The in-depth interviews lasted
40 min on average. The principal investigator, a nurse,
and reproductive health professional conducted the
interview. The interview guide is presented at the end of
the reference of this manuscript.

The audio recording along with note taking was used to
collect the data.

Data saturation

In the current study, the term "saturation” refers to the
phase of data collection when new interviews yielded lit-
tle to no additional information relevant to the research
issue. According to the available literature, a minimum
of 12 interviews are usually required [37, 39]. A point
of saturation was reached for our research question of
women’s lived experiences during the postpartum period.

Data analysis

Demographic and obstetric information for each par-
ticipant was collected using the interview. With the
participants’ permission, voice recorders captured all
information. The recorded interviews were transcribed
verbatim and then translated into English to conduct a
thematic analysis. Inductive thematic analysis was used
to analyze the data. The purpose of thematic analysis is
to comprehend patterns of meanings from data on lived
experiences. Thematic analysis is a technique for find-
ing, examining, and reporting patterns (themes) within
data. Thematic analysis is a theoretically flexible method
for analyzing qualitative data that looks for themes or
patterns since a theoretical framework does not confine
it. Thematic analysis can, therefore, be a technique that
reflects reality and unravels the surface of reality [40, 41].
The data analysis was carried out by the recommenda-
tions for thematic analysis by Virginia Braun and Victo-
ria Clarke [40, 41]. The analysis process was carried out
using the six main phases stated below.

Phase 1: familiarizing with the data

The research team immerses in the data to the extent that
we are familiar with the depth and breadth of the content
through listening to the audio recording, reading the note
and transcriptions, and rereading the transcripts, as this
phase is where the basis of the analysis is laid. The study
team looked for patterns and significance in the data dur-
ing this procedure.

Phase 2: generating initial codes

Initial codes were generated from the data during this
step after a codebook for interviews was designed by the
research team using inductive thematic analysis. Codes
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refer to "the most fundamental segment, or element, of
the raw data or information that can be assessed in a
meaningful way addressing the phenomena" [40, 41].

Phase 3: searching for themes

A theme is a significant aspect of the data related to the
research topic and denotes a level of patterning or sig-
nificance within the data set Field [40, 41]. In this stage,
themes rather than codes serve as a new focal point for
the study. The research team organized the codes found
across the data set to create broad themes. Following this,
we gathered all the relevant coded data extracts within
the themes and sub-themes.

Phase 4: reviewing themes

In this phase, the research team refined the themes that
emerged in phase three by reviewing them, reading all the
codes assigned to each theme, and determining whether
they fit together to form a logical pattern. Then, as addi-
tional codes were discovered as emergent themes, we
added them to the codebook and made any necessary
adjustments.

Phase 5: defining and naming themes

After having a satisfactory thematic map of our data, we
designated names for each theme. The identified themes
include: (1) Fear and distress related to maternal and
child Health, (2) HIV status self-disclosure dilemma, (3)
Courage and commitment of HIV-positive women to
prevent HIV, (4) Challenges faced and coping mecha-
nisms used by HIV-positive women, (5) Health care
provider’s and HIV positive women interaction and (6)
HIV positive women’s recommendations to stop new
HIV infection and minimize stigma and discrimination.
Finally, we began defining the core of each theme’s con-
tent, and the analysis was based on these themes by the
research questions. The data analysis stayed close to the
participant descriptions despite the researchers’ prior
knowledge and experience.

Phase 6: producing the report

The final analysis and report writing were done during
this stage. The written version of the report reflects the
lived experiences of HIV-positive women since they ini-
tially discovered their HIV-positive status during preg-
nancy and the postpartum period. A clear, cohesive,
logical, non-repetitive, and engaging narrative is pre-
sented. We included numerous quotes from the partici-
pants’ descriptions to illuminate the key findings.

Trustworthiness
The following actions were taken to ensure the trustwor-
thiness of this study. Before conducting the interview, the
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interview guide was first developed by reviewing a large
body of literature. Experts evaluated it, including a profes-
sor with extensive experience in qualitative research and
specialists in reproductive health medicine, nursing, and
public Health. The interview guide was checked whether
it was culturally sensitive. The principal investigator con-
ducted the interviews using the local language, Amharic.
The researcher interviewed following medical ethics,
upholding the ethical standards in a private, secure set-
ting. Credibility of this study was maintained through the
following measures. The research team rigorously exam-
ined the data and presented the findings, which were fully
based on participant descriptions rather than potential
researcher biases. This is confirmed by the final report,
which also uses the participants’ words to support the
study’s conformability/reflexivity. Furthermore, the thor-
ough data analysis process that shows how the thematic
analysis was carried out using a conceptual map ensures
the themes’ internal coherence and validity and maintains
the study’s credibility. Along with this, the study’s credibil-
ity was maintained by keeping in touch with participants
for an extended period of time as they sought out PMTCT
services. Moreover, to increase the credibility of the quali-
tative studies member checking was done by providing the
transcription for three participants in order to verify that
the transcription and summary of the interview were what
they supplied or compatable with their experiences. This
study provides a through description of the demographics
characteristics and study setting of the study participants.
Besides, a range of lived experiences from their narratives
were well presented in the result section, this could help
the reader to design interventions for similar population,
by doing this we ensure the transferability. Giving a thor-
ough explanation of the research methodologies, which
included explicitly stating the study’s aim, describing the
selection process and participants’ motivations, describ-
ing the data gathering process and the duration of the data
collection, describing the process of data reduction or
transformation and ready for the analysis, and describing
how the results were interpreted and presented, helped to
ensure the dependability of this study. The number of par-
ticipants was determined by the saturation of information.

Findings

Socio-demographic and obstetric characteristics

of the study participants

A total of 13 HIV-positive postpartum women attend-
ing the PMTCT clinic of the University of Gondar
Comprehensive Specialized Hospital participated in the
in-depth interviews. Participants’ ages range from 25
to 40 years, with a mean age of 33. Eleven out of thir-
teen women were married; of those, only three wom-
en’s husbands were HIV-negative. The majority (eleven
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out of thirteen women) reported that their birth was
unplanned. Around half of the women said that they
never went to school. Six of the participants admitted
that they first discovered they had HIV while seeking
health care at the hospital, while seven of the partici-
pants have been taking ART for over ten years (mini-
mum=2 years, maximum=18 years). Almost all of
the participants disclosed their HIV-positive status to
their spouses. The details of the socio-demographic and
obstetric characteristics of the study participants are
shown in Table 1.

Themes and sub-themes

During the data analysis, six main themes about the lived
experience of women living with HIV were identified.
These include (1) Fear and distress related to maternal
and child Health, (2) HIV status self-disclosure dilemma,
(3) Courage and commitment of HIV-positive women
to prevent HIV, (4) Challenges faced and coping mech-
anisms used by HIV-positive women, (5) Health care
provider’s and HIV positive women interaction and (6)
Solution from their voices shown in Fig. 1.

Fear and distress related to maternal and child Health
Nearly all of the women reported that they had under-
gone various stages of emotional reactions, mainly fear
and distress, throughout their lives, primarily after
receiving their first HIV test results while pregnant and
in the postpartum period.

Fear and distress upon HIV diagnosis

Although the women in this study responded to the
HIV diagnosis in different ways following the discovery
of their initial HIV-positive test results, all study partic-
ipants claimed to have been shocked and distressed, and
some had long-term health effects. For some of the par-
ticipants, the HIV-positive diagnosis was unexpected.
In contrast, for others, it was anticipated and believed it
would happen eventually due to their risk-taking behav-
ior. Some of the participants had been tested for HIV as
they came to seek health care. The participants’ narra-
tives provide the following information regarding how
they initially felt after discovering they were HIV posi-
tive for the first time. For instance, a 34-year-old woman
who has been living with HIV for 14 years stated:

"l found out that I was HIV positive while giving
birth, and at that time, I was upset, shocked, and
about to commit suicide, but the doctor came and
saved my life.",

Another participant disclosed:
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"I found out that I was HIV positive when I was hos-
pitalized due to a severe illness; at that time, I was
crying so much that I thought I would soon pass
away from the illness,” a 40-year-old woman living
with HIV for 19 years.

A 25-year-old woman who has been living with the
virus for two years stated:

"I found out that I was HIV positive when I was
pregnant. When I heard that I was HIV positive, I
was very distressed. I even didn’t want the baby to
be born. I just stated that the fetus needed to be
aborted; I also decided to attempt the abortion on
my own. I saw no positive results, and I became
quite anxious. On the same occasion, my husband
checked his HIV status and assured me that I would
be fine. He also promised never to leave me alone
and to always be by my side. In addition, the doc-
tors gave me a lot of advice, which helped me to give
birth to the baby gradually.”

Fear and distress during pregnancy, labor, and postpartum
Women experienced various emotions throughout preg-
nancy, labor, and postpartum, including happiness and
uncertainties. It is well recognized that women who have
HIV experience pregnancy, labor, and the postpartum
period differently from women who do not have HIV.

All participants experienced uncertainties, fear, and
distress during pregnancy, labor, and postpartum. The
main source of such psychological difficulties was the
HIV status of the child, contingent on the possibil-
ity of mother-to-child HIV transmission during preg-
nancy, labor, and postpartum while breastfeeding.
Lack of financial resources has given the mothers no
other option, such as formula feeding. Anecdotes from
the participants reveal the psychological states at this
phase.

"l was overwhelmingly worried about my daugh-
ter and if she would acquire HIV during pregnancy,
labor, and through my breast milk. This worry kept
me woke up at night for many nights; being HIV pos-
itive and breastfeeding a child is more painful than
labor pain and more depressive than being in a dark
place. I'm also feeling bad since she might get pun-
ished for my mistakes. All these emotions will per-
sist until my daughter’s HIV status is confirmed,” a
34-year-old woman, living with HIV for 14 years."”

A 32-year-old woman who has been living with the
virus for seven years revealed:
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Fig. 1 Visual framework of the lived experience of HIV positive
postpartum women in Ethiopia

"I am afraid that the virus will be transmitted to
my baby that he doesn’t know anything about. No
matter how careful you are, there is still danger. I
am terrified of whether the virus will be transmit-
ted through pregnancy, delivery, or breast milk. The
worry is only for my child. I don’t want my son to be
worried about something he doesn’t know."”

Fear and distress in day-to-day activities

Due to the physical and physiological changes taking
place in women’s bodies, going through pregnancy, giv-
ing birth, and the postpartum period can be difficult
times for women with HIV affecting their day-to-day
activities. Considering the multifaceted impact of HIV
on these women, they may have a double burden (for
themselves and their offspring) during pregnancy and
postpartum. In this study, all the women reported that
living with HIV influences their day-to-day lives in many
ways. One of the participants discloses her difficulties in
securing a job as follows.

"Being HIV positive, I can’t easily go work and earn a
living; for example, to be hired in a restaurant, they
require HIV test results in a 39-year-old woman
who has been living with the virus for six years.”

A 40-year-old woman who has been living with the
virus for 19 years states:
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"I'm now beginning to experience some mental dis-
tress and frustration-like symptoms. I also have
experienced insomnia at night, especially after
eleven pm these days; I also have to talk to myself
at night. All of this trouble may have been caused
by the fact that they didn’t give me the medication
I had been taking since the doctor told me to change
out the medication I used to take and start second-
generation medications.”

HIV status self-disclosure dilemma

There are numerous adverse personal and social effects of
HIV infection. In the current qualitative study, several par-
ticipants described the difficulties in disclosing their HIV
status, especially to their husbands. Even then, all the par-
ticipants told their HIV status to their husbands. However,
most participants did not disclose their HIV status to their
social circle and the public. And yet, they strived that they
had to tell their HIV status. The participants were con-
cerned that revealing their HIV-positive status to the public
would trigger assumptions that they had experienced nega-
tive social attitudes, fear of rejection, and fear of blame,
and they feared the associated stigma and discrimination
that would follow. This could lead to isolation since social
discrimination frequently affects women with HIV and the
entire family. Despite these difficulties, some women dared
to come forward and reveal their HIV status to the pub-
lic, even if they privately expected the worst reaction from
society. In this study, the participants reported the main
barriers to HIV self-disclosure to the public.

Unfavorable societal attitudes toward pregnant and
postpartum women living with HIV and stigma and dis-
crimination in society were obstacles to self-disclosure to
the public. Participants expressed that they were aware
of the unfavorable attitudes in society that would likely
result in stigma and discrimination if they disclosed their
HIV status to the public. A 34-year-old woman who has
been living with the virus for 14 years reported:

"My reason for not disclosing my HIV status is
stigma and discrimination against people with HIV
infection. Even some people think that HIV can be
transmitted through clothes. Most people have not
given up discrimination yet; I'm afraid of being iso-
lated, rejected, and not accepted.”

A 32-year-old participant who has been living with
HIV for eight years affirms her choice not to disclose her
status to the public as:

"T remained silent about my HIV status since inform-
ing people that I am HIV positive is useless because all
that will only lead to rumors and gossip about me."
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Challenges faced and coping mechanisms used
by HIV-positive women
Challenges faced
The women in our study spoke about various difficulties
they faced as people living with HIV, from when they dis-
covered their initial HIV-positive test result to their most
recent pregnancy, birth, and the postpartum period. The
difficulties include unfavorable societal attitudes towards
them, the presence of stigma and discrimination in soci-
ety, lack of financial means to secure adequate food and
transportation, difficulty in getting jobs for a living, dif-
ficulty entering into and maintaining a marriage, sub-
stance addiction, and uncertainty about their Health, and
social isolation.

A participant who self-disclosed her HIV-positive sta-
tus to the public reported:

"Being HIV positive prevents me from getting into a
marital relationship. Once you have the virus and
everybody is aware of it, nobody wants to get mar-
ried to you. The problem is worse if you are upfront
and clear. ... Some people ask if the baby was mine.
There were also people who bet money and asked
me if she was my daughter. Some people came right
and questioned whether women with HIV could give
birth... I sometimes question whether I am a woman
because of this.... I had a terrible addiction when I
was pregnant with the current child, but I gradually
gave up,” a 40-year-old woman, living with HIV for
19 years.

Another participant described her situation as follows:

"My being HIV positive changed my husband’s
behavior. Before I discovered my status, we were get-
ting along well, but he has become different since
he found that I have the virus. He started spending
the night outside, which he didn’t do before, and his
mood changed. It is not known what will happen
in the future. What if I speak up when something is
bothering me? Where am I going to take this baby?
Falling on the street and living there is hard. So, 1
tell myself I will wait a little longer and see what the
child has to say when he grows up, 'a 25-year-old
woman living with HIV for two years.

Some women struggled to pay even for transporta-
tion to the hospital. One of the participants, for instance,
disclosed:

"My husband does not help me in any way. I had to
walk the entire distance to the hospital to take medi-
cine for myself and these twins since I was running
out of taxi money,” a 36-year-old woman living with
HIV for 11 years.
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A participant who self-disclosed her HIV-positive sta-
tus to the public reported:

"People are afraid of HIV these days, and dis-
crimination exists. People were frightened to touch
babies born from HIV-positive women because they
believed they would contract a virus from touching
them. Discrimination exists even against children
and babies,"” a 40-year-old woman living with HIV
for 19 years.

Coping mechanisms used for the challenges encountered
Having HIV has numerous personal and social reper-
cussions. The study’s findings revealed that the par-
ticipants all employed various coping strategies to
overcome their many challenges. The main challenges
started when they discovered their first HIV-positive
results, along with difficulties related to pregnancy,
labor, postpartum, and their daily lives. Most women
primarily used various forms of social support provided
from multiple levels as coping strategies. However,
some women used their spirituality as a means of self-
acceptance. The remaining women were able to man-
age the challenges faced in the peripartum period using
ignorance, confrontation, or isolation to concentrate on
their futures as mothers.

Social support

Support from significant others, friends, and profes-
sionals were one of the primary sources of coping
mechanisms reported by women living with HIV. Most
participants said that family support was their primary
source of coping mechanisms when they first found
their HIV-positive status. The participants received a
range of support from various sources, primarily emo-
tional and social support from partners, family, and
friends on the interpersonal level and HIV-related
healthcare delivery, along with excellent counseling and
reassurance and system support on the organizational
level by the healthcare providers. A 32-year-old par-
ticipant who has been living with HIV for 12 years now
reported having received significant support from her
family:

"My family members were there to support me when
1 got my first HIV-positive test results; they were the
ones who got me evaluated because I was ill, and
they were the ones who helped me to calm down.”

Another participant who received significant support
from her husband revealed:

"My husband was by my side when I got my first
HIV-positive test results. He helped me a lot to get
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over it. I was comforted by that... After I gave birth
to the current child, my husband supported me a
lot,” a 32-year-old woman living with the virus for
eight years.”

A 39-year-old participant who has been living with
HIV for six years underlines friendship support.

"l was in a desperate state when I discovered that I
had HIV infection. A friend who revealed her HIV
status to me and assured me that she was taking
antiretroviral therapy (ART) and could lead a nor-
mal life greatly comfort me at that time."

Spirituality

Some women admitted that they had used their spiritual-
ity as a coping mechanism at various periods in their lives
because they saw it to embrace themselves and their HIV
status. The following anecdotes from two participants
demonstrate spirituality employed as a coping strategy.

"I reassure myself. I was praying and begging St. Vir-
gin Merry to give me the strength to cope with what
I faced. God, my lord, helped me to compose myself,"
a 36-year-old woman living with HIV for 11 years.

"I found out that society has a negative attitude
towards mothers living with HIV, but I was able to
cope with God’s help. I think I am also strong," a
40-year-old woman living with HIV for 19 years.

Ignorance

Some participants used ignorance as a coping mecha-
nism for their challenges. For instance, a 32-year-old
woman who has been living with HIV for 12 years stated
that the degree of ignorance she employed as a coping
mechanism revealed:

"I came across society’s unfavorable attitude towards
mothers living with HIV, but I don’t give that much
attention. My only priority is getting an HIV-free
child.”

Confrontation

Some women, especially those whom self-disclosed to
the public, used confrontation as a coping mechanism.
These women educated the community about the possi-
bilities for women living with HIV to have an HIV-free
child and other pertinent health information as a coping
mechanism. A participant who self-disclosed her HIV-
positive status to the public described that she constantly
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defended her by educating the public that those HIV-
positive women can get an HIV free baby as far as she
takes their ART appropriately and taking good care of the
baby. She reported:

“I constantly tell the community that women living
with HIV can give birth to a healthy child. No matter
what negative things society says about women living
with HIV, the most important thing is that they can
take care of themselves and have healthy children,” a
38-year-old woman living with HIV for 11 years.

Isolation
Some study participants have utilized isolation as a cop-
ing strategy to avoid the challenges faced as women living
with HIV.

A participant who self-disclosed her HIV-positive sta-
tus to the public described that society’s attitude still
hasn’t changed:

"Society does not have a good attitude toward peo-
ple living with HIV. No one can hug a child born
with HIV positive mother for this reason. I isolate
myself from my neighbors to avoid their bad percep-
tion and gossip,” a 39-year-old woman living with
HIV for six years.

Courage and commitment of HIV-positive women to get

an HiV-free child

All the study participants expressed their determination
and bravery to take the best possible care of their own,
their husbands and their child’s Health to prevent their
child from contracting HIV, especially in the postpartum
period.

All women who participated in this study acknowl-
edged that they knew how HIV is transmitted from
mother to child. As a result, they have exerted every
effort to have HIV-free children by taking all necessary
precautions, including taking their ART medications
strictly as prescribed and using sharp objects at home
and in their surroundings appropriately.

A 36-year-old participant who has been living with
HIV for four years stated:

"I carefully use my own possessions and keep sharp
objects out of children’s reach. All my children use
their own tools, such as razors, toothbrushes, nee-
dles, and nail clippers. I constantly tell them to
avoid sharp objects, such as needles or blades, fall-
ing on the ground. I also teach my children to avoid
sharp things, even ones in the house. Additionally,
my spouse and I both use condoms.”
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Another participant stated her reasonable vigilance not
to transmit the virus says:

"T want to live responsibly for my children; I want
them to be protected as they grow up. I care very
much for all my children. I make sure to clean
them, make sure they don’t encounter anything that
belongs to me, and take extra care while I'm men-
struating, at the very least. I give each of them a
razor and a toothbrush as a precaution,” a 32-year-
old woman living with HIV for seven years.

Courage and commitment of HIV-positive women

to prevent husbands from contracting HIV

Some participants in the current study revealed that
their husbands are HIV-negative and are also aware of
their wives’ HIV-positive status. These women affirmed
their commitment to preventing their husbands from
contracting HIV using several preventative measures,
including regular condom use and strict adherence to
ART regimens. For instance, what one of such partici-
pants revealed is a case in point.

"Since my husband is HIV negative, I always take
extra precautions to avoid contaminating him, and
as a result, we always use condoms when we have
sexual contact, along with other things, we utilize
our personal toothbrush, etc.,” a 36-year old woman
11 years living with HIV."

Healthcare providers and HIV-positive women’s interaction
All the women who participated in this study reported
receiving proper medical treatment and care during
pregnancy and in the postpartum period with good inter-
action with health professionals. For instance, a 36-year-
old woman who has been living with the virus for four
years stated her healthcare impression as follows:

"I have got excellent health care in all phases during
pregnancy, delivery, and in the follow-up period with
excellent interaction with the health care providers.”

Another participant perceived the support she received
from the health care providers as:

"They gave me much help. They take good care of me
when I come in. Everything is fine,” a 32-year-old
woman living with HIV for eight years.

A 34-year-old woman who has had the virus for over
14 years has a positive impression.

"They helped me a great deal. It’s just great. They
have advised me to be strong to safeguard my health
and the Health and future of my baby.”
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Solution from their voices

The study participants’ voice reflects not only what hap-
pened and how they got through, but it also includes
what could be done to make the life of women with HIV-
Positive diagnoses easy postpartum. Those suggestions
include changes in societal attitudes towards HIV-virus
and creating societal awareness using social media; one
of the participants, for example, says:

"I do want to point out that society’s attitude on
HIV hasn’t changed yet and that they continue to
blame individuals living with the virus. I want the
community to view HIV as one of any chronic ill-
nesses,” a 36-year-old woman living with HIV for
over four years.

Another suggestion voiced by the participants was that
the role of the media has been deteriorating from where
it was in the past. A 38-year-old participant who has had
the virus for the last 11 years underlines:

"In the past, when HIV was viewed as a horrible ill-
ness, it was announced in the media that women
who are HIV positive could give birth to an HIV-free
child. However, such topics are no longer covered by
the media. I don’t think that many people are con-
cerned about HIV these days. Provided the media
portrays it as possible for an HIV-positive mother to
give birth to a healthy child if she took the necessary
precautions, it is still possible to deal with it.”

A 32-year-old participant who has had the virus for
over eight years strongly advises the due care mothers
with HIV need to take to have an HIV-free child.

"My advice to women living with HIV is to be very
careful and take extra care to minimize contami-
nation when raising children. I believe there is no
greater satisfaction than giving birth to and raising
an HIV-free child.”

It has been realized that HIV is treatable. However,
it is not yet curable. Nonetheless, the younger genera-
tion is not serious about understanding this reality. Par-
ticipants of the present study have forwarded serious
recommendations on this issue based on their observa-
tions. A 34-year-old woman, for instance, pinpointed the
following.

"Although HIV is a silent weapon, it is not empha-
sized in today’s world. Young people do not take it
seriously. The youth typically pretend there is no
virus after midnight and question why the virus
wouldn’t appear dressed as a woman, and they don’t
take any care. If you see the young people here, they
get drunk at night; chew Khat, you see a dream in
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every brothel and liquor store; it isn’t good. There
is no country without youth. We must act to pro-
tect our generation. Sadly, the govermment is not
addressing this. Attention should be paid. HIV
should be given priority.”

Discussion
This study aimed to explore the lived experience of preg-
nancy and motherhood among women living with HIV.
The findings depict the experience of pregnancy and
motherhood after receiving an HIV diagnosis. Moreover,
the results reveal important new information about the
"lived experience" of HIV-positive women during preg-
nancy and postpartum from an Ethiopian perspective.
Because HIV affects every aspect of the participants’
lives, so going through pregnancy and postpartum as
mentioned in their narratives while living with HIV is
challenging. The findings demonstrated that HIV-posi-
tive women’s lived experiences are characterized by fear
and distress related to maternal and child Health, HIV
status self-disclosure dilemma, courage and commitment
of HIV-positive women to prevent HIV challenges faced,
and coping mechanisms used by HIV-positive women,
health care provider’s and HIV positive women interac-
tions and solution from their voices.

Fear and distress upon HIV diagnosis

Women participated in this study learned their HIV
positive sero-status for the first time under various con-
ditions, such as during pregnancy, labor, voluntary coun-
seling, and testing (VCT), and when they went to health
institutions to seek medical care. Following the HIV
diagnosis, the participants experienced varied emotional
reactions of fear and distress upon HIV diagnosis which
was one of the themes identified from participant’s nar-
ratives. The test results were unanticipated and shocking
for most women, though some were somewhat prepared
for it due to risky behaviors. The emotional responses felt
by women upon receiving an HIV diagnosis have been
described in several types of research, which is consistent
with our findings [9, 28, 42, 43]. This may be because HIV
infection is an incurable illness, as well as the stigma,
discrimination, and other forms of social and cultural
embarrassment.

Fear and distress during pregnancy, labor and in the
postpartum period

Although all the participants were on ART, they had var-
ying degrees of adverse emotional reactions related to the
possibility that HIV could be transmitted from mother
to child. Emotional responses of fear, distress, and
uncertainty during pregnancy and postpartum related
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to maternal and child Health were one of the most fre-
quently mentioned descriptions of the participants. The
participants claimed that throughout their pregnancies,
during the postpartum period, and up until the baby’s
HIV status was determined, they experienced fear, dis-
tress, and uncertainty regarding the health and HIV sta-
tus of the child. The fear of passing the virus on to the
child was a prevalent women’s narrative. They claimed
they were unsure of the child’s HIV status because all
the mothers breastfed their children. The participants
also reported that their uncertainty went beyond physi-
cal discomfort; they also experienced sadness and shame
over getting HIV and endangering their children’s lives.
However, they all believed that the risk might be reduced
if the women demonstrated good adherence to antiretro-
viral medication and other safety measures during preg-
nancy and postpartum. Our results are consistent with
other studies carried out elsewhere, which shown that
HIV-positive women experienced negative emotions,
including dread, anxiety, and guilt throughout pregnancy
and in the postpartum period, associated with fear of
passing the infection to the baby and having an HIV-pos-
itive child [13, 16, 21, 28, 32].

HIV status self-disclosure dilemma

HIV status disclosure, defined as telling someone about
one’s HIV status directly or indirectly, can be challeng-
ing for women and is still a cause for concern [44, 45]. It
usually is better to disclose an HIV-positive test since it
gives everyone more time to adjust to the patient’s dis-
ease. Moreover, it lessens the stress they could experi-
ence from keeping their condition private, enhances their
chance of receiving more excellent social support, and
helps them live effectively with the virus, including by
implementing HIV prevention measures [29, 46].

HIV status self-disclosure is essential for women during
pregnancy and the early postpartum period since disclo-
sure is vital for the uptake and maintaining the usage of
PMTCT services by encouraging treatment compliance
[47]. In this study, several women described the difficul-
ties in disclosing their HIV status even though; they all
told their HIV status to their respective husbands. How-
ever, most participants did not disclose their HIV status
to their social circle or the public. The participants in this
study reported several obstacles to HIV self-disclosure
to the public, including fear of rejection, blame, negative
social attitudes, and a fear of the stigma and discrimina-
tion that would follow. These obstacles could result in
isolation because social discrimination frequently affects
women and the entire family. The complexity of how
HIV-related stigma and discrimination influenced par-
ticipants’ desire to integrate into their social networks is
shown through participant stories.
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The stigma and discrimination associated with HIV
continue to harm many people globally [48]. Studies
have revealed that the stigma associated with HIV/AIDS
undoubtedly impacted women’s psychological well-being.
The stigma has a terrible implication for HIV-positive
women because the individual with the virus is thought
to have acquired it through immoral sexual behavior and
is now spreading it to an innocent child [7]. The partici-
pants in the present study have made great efforts to keep
their HIV status concealed from society to protect them-
selves from stigma. Our finding is consistent with studies
done in different parts of the world where most partici-
pants had disclosed their HIV status to their spouses.
Still, most women tried to keep their diagnosis a secret
from their family, friends, and the community out of fear
of gossip and to save family members from experiencing
emotional pain [13, 28, 32, 44, 45, 49].

Challenges faced and coping mechanisms used

The participants in the present study described a wide
range of challenges they faced during their pregnancies
and after giving birth. These include stigma, discrimi-
nation, an unfavorable social attitude toward them, a
lack of resources to secure adequate food and transpor-
tation, difficulty finding and keeping a job, problems
getting married and maintaining it, substance abuse,
uncertainty about their Health, and social isolation.
Previous studies also showed that HIV-positive women
had various issues throughout pregnancy and the post-
partum period [7, 29, 32, 48].

The present study revealed that participants utilized
various coping mechanisms to lessen their challenges.
Coping is defined as the use of ideas and behaviors or
conscious and voluntary mobilization of acts to control
stressful conditions both internally and externally [50].
Evidence of coping was seen when a woman tried to
avoid encountering negative energy in her daily life that
may emanate from her thoughts and her family, friends,
and society. Research findings revealed that women who
use appropriate coping mechanisms to deal with social
and psychological difficulties are likely to have healthy
pregnancies and postpartum periods [29, 51].

In the present study, most participants stated that
social support was their primary source of coping tech-
niques when they initially learned they were HIV posi-
tive, as well as during pregnancy and postpartum. The
participants received various support from various
sources, including partners, family, friends, and health
care providers. Most participants reported that these
supports were their primary energy source, positively
influencing their pregnancy and postpartum. These find-
ings are consistent with previous studies, which said that
support obtained from the husband, family, friend, and

Page 14 of 18

healthcare provider is linked to lower levels of stress, bet-
ter medication compliance, and a decreased risk of psy-
chological distress, all of which improve the quality of life
for HIV-positive women [13, 16, 32, 43, 51, 52].

Some of the participants in our study also used spiritu-
ality as a coping mechanism. The women acknowledged
using their faith as a coping mechanism at various times.
This gave them purpose and inner strength, and they saw
spirituality to accept themselves and their HIV condition.
Moreover, most participants stated that their faith in
God allowed them to deal with uncertainty and despair
linked with the risk of passing on HIV to their children.
This is consistent with other studies in that religion and
prayer had a significant role in shaping the lives of indi-
viduals with HIV as a source of spiritual support [42, 53].
Besides, studies found that religious affiliation is common
among women living with HIV who held the belief that
God oversaw every element of their lives and gave them
the power to handle the challenges of pregnancy and the
postpartum period, and also religious affiliation plays a
significant role in medication compliance and participa-
tion in PMTCT cares [13, 21, 29, 54, 55].

Some of the participants adopted coping mechanisms
at a personal level, such as isolation, confrontation, and
ignorance, to protect themselves from stigma, discrimi-
nation, judgment as well as rumors about them. HIV-
related stigma has a significant impact on people’s actions
about disclosing their HIV status to relatives, friends as
well as to the public as evidenced by study participants’
accounts of the challenges this has on their need to inte-
grate into their social systems. HIV-related stigma stud-
ies also showed that women with HIV primarily used
these coping mechanisms to avoid the stigma and dis-
crimination associated with being HIV positive and soci-
ety’s negative attitudes toward people living with HIV.
These factors could have been emotionally draining for
the women and resulted in relationship boundaries that
were too restrictive [16, 21, 29, 44, 48].

Courage and commitment to HIV-positive women to get

an HIV-free child

Even though they all experienced fear, distress, and
uncertainty throughout pregnancy and in the postpar-
tum period related to fear of HIV transmission to the
child, all the participant put all their energy into main-
taining optimal Health and have been curious and dili-
gent in safeguarding their baby from contracting the
virus. This was made possible by adopting various pre-
cautions, such as looking after the mothers’ Health by
adhering to ART medications. All the study participants
clearly stated that keeping a positive maternal role and
preventing children from contracting HIV were their top
priorities. Our research agrees with some other studies,
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which illustrated that HIV-positive women were highly
motivated to enhance their compliance with treatment
regimens and other cares both during pregnancy and
after giving birth to protect their children from acquiring
the infection and maintaining their well-being [13, 21, 29,
44].

Healthcare providers and HIV-positive women providers
Interaction

All the participants in the present study reported that
they received appropriate medical treatment and care
during pregnancy and in the postpartum period. This
helped them to get a positive pregnancy outcome. More-
over, the participant’s interactions with health profes-
sionals were generally positive, with much appreciation
given to their respective healthcare providers. Our find-
ing is in line with past studies, where women enrolled in
PMTCT clinics described health professionals as being
kind and encouraging, which helped women cope with
the difficulties faced during pregnancy and in the post-
partum period [16, 29, 56]. These may be related to the
fact that there is a clinic dedicated to HIV care and treat-
ment and that PMTCT is receiving enough attention
these days because MTCT is the primary source of new
HIV infection among children. Moreover, similar to what
we discovered in our research, other studies also showed
that most women were able to put aside their worries
about vertical transmission, and they become courageous
and take the necessary prevention techniques to get an
HIV-free child with the help of reliable healthcare profes-
sionals [29, 56].

Conclusion and recommendation

Although PMTCT and related cares are available, women
living with HIV still confront various psychosocial obsta-
cles during pregnancy and in the postpartum period that
is rarely addressed in antenatal clinics. The lived experi-
ence of HIV-positive women during pregnancy and the
postpartum period is associated with fear and distress
related to maternal and child Health, HIV status self-dis-
closure dilemma, courage, and commitment of HIV-pos-
itive women to prevent HIV challenges faced and coping
mechanisms used by HIV-positive women, health care
providers, and HIV positive women interaction.

The results of the current study have implications for
healthcare professionals, program designers for health-
care, and other stakeholders involved in the fight against
HIV to be aware of the experiences of HIV-positive
women during pregnancy and in the postpartum period
to offer them specialized support and all-encompassing
care so that they can have a healthy pregnancy and raise
their children with a minimal uncertainty. Besides, health
professionals must become familiar with the unique
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requirements from the lived experiences of pregnant
HIV-positive women to support them as they take steps
to maximize the protection of their child from contract-
ing HIV and improve their mothering roles. In addition
to providing for women’s needs in a patient-centered
manner, it is essential to understand the circumstances
of women’s lives, their relationships with others, and
their decision-making processes. Healthcare profession-
als and other responsible bodies working with women
living with HIV should encourage and support these
mothers to appraise and promote their commitment to
protecting their children from acquiring HIV infection
and maintaining their Health to the maximum to raise
their children.

Healthcare professionals who give services to WLWH
throughout pregnancy may assist in reducing psycho-
social difficulties and psychological discomfort by
supporting, promoting, and facilitating the use of the
positive coping mechanisms that women are already
employing; these initiatives include routinely checking
for psychological distress in the HIV clinic and refer-
ring them for evaluation and treatment of their mental
Health.

Community members, partners, health care provid-
ers, family members, and the larger structural environ-
ment, including policymakers, funders, and program
implementers, should be involved and work together
to empower communities through which WLWH can
benefit to assist WLWH in overcoming the difficulties
they face.

For researchers, we recommend they explore psycho-
social challenges that cause women to isolate them-
selves from their social circles since this might weaken
women’s ability to engage in HIV care and adhere to
ART. These challenges should then be addressed at the
family and community levels.

Limitations

Although the findings of this qualitative study added
to the body of knowledge regarding the lived experi-
ence of HIV-positive women during pregnancy and in
the postpartum period, it could have some limitations.
One of the limitations could be not including pregnant
women in the current study. We just tried to explore
the lived experience of both pregnancy and the post-
partum period by recruiting the women in their post-
partum period. If it can be regarded as a limitation,
we did not utilize any software to help with the data
management coding process; instead, we carefully con-
ducted the coding of the data manually. Since the topic
under study was a private matter for the study partici-
pants, only the lead investigator (a nurse and reproduc-
tive health expert) performed the interview.
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