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Abstract
Introduction: In many settings in sub-Saharan Africa, most pregnant adolescent girls and young women
(AGYW) are diagnosed with HIV during routine antenatal screening. Evidence points to low uptake of antiretroviral treatment (ART) in the immediate posttesting period, which put their infants at higher risk for
HIV infection. Lesotho is one of the countries with high prevalence of HIV among this group, but limited
studies have explored the experiences of pregnant AGYW with a positive diagnosis. This paper describes
the initial reactions of AGYW after receiving the HIV positive results in pregnancy as well as their uptake
of ART in the immediate post-testing period.
Methods: The study took place in prevention of mother to child transmission (PMTCT) sites located in
urban areas of Maseru, Lesotho. Qualitative descriptive phenomenology was adopted and 15 AGYW were
interviewed. Analysis used an inductive design with a thematic approach.
Results: Testing positive in pregnancy occurred in the context where most AGYW had not given thought
to the routine antenatal HIV test. As such, they were emotionally unprepared for the positive test results.
The AGYW reacted with intense shock, disbelief, fear, worry, sadness, and confusion. The intense emotions
were compounded by the fear of vertical transmission of HIV and the urgency of initiating ART in the
immediate post-testing period. In spite of all these emotions, most AGYW engaged in HIV care through
the services offered in the PMTCT program.
Conclusion: The primary reason for initiating ART was to protect their unborn child. Hesitancy to initiate
ART at the point of HIV diagnosis has implications for PMTCT interventions. Strengthening the programing for pregnant AGYW is essential to reaching global elimination of mother-to-child transmission
goals.

KEY WORDS: Adolescents; antenatal care; antiretroviral treatment; HIV seropositive; elimination of HIV;
Lesotho; pregnancy.
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INTRODUCTION

Despite all the interventions to reduce the
rates of new infections, the number of new
HIV infections among adolescent and young
women in sub-Saharan Africa (SSA) remains
exceptionally high. Adolescents and young
women (AGYW) account for sixty percent of
all HIV new infections [1]. In Lesotho, the
general prevalence of HIV is estimated to be
25.6% [2], and among young women (15–24)
the prevalence of HIV is four times higher
than that of their male counterparts [3]. Evidence points to increasing rate of acquiring
HIV during pregnancy among AGYW, particularly in SSA. Almost one in five adolescents experience pregnancy between 10 and
19 years of age [4]. The rapid increase of new
HIV infections among adolescents explains
the rise to high prevalence of HIV positive
pregnant adolescents [5].
Lesotho as one of the highly burdened countries in sub-Saharan, like other SSA countries, has adopted the World Health Organization’s (WHO) recommendations on the
prevention of mother-to-child interventions.

The prevention of mother-to-child transmission (PMTCT) program is an entry for
HIV testing and for HIV-infected women.
Research shows that AGYM are less likely
to know their HIV status before their first
antenatal care (ANC) [5–7]. Thus, in many
settings in SSA, most AGYW are diagnosed
during ANC services through PMTCT [5,
8, 9]. Lesotho has seen success in terms of
uptake of PMTCT and early identification of
HIV during the antenatal attendance [2, 10].
Those who uptake PMTCT in many settings
regard it as a good program which protects
their babies from acquiring HIV and provides
a gateway to early treatment for the mothers
[11–14].
Although HIV testing during routine pregnancy screening is generally accepted in
many settings in SSA, women's experiences
of receiving a positive HIV result in these
settings have not been adequately explored
in spite of the impact of a positive HIV result. HIV positive test result among pregnant
women and adolescents induces feelings of
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intense shock, disbelief, anger, worry, and
turmoil [15, 16]. Pregnant women experience these emotions because of the fear of infecting their unborn baby; having to start the
lifelong treatment; fear of HIV related stigma
and discrimination; and having to deal with
disclosure of their HIV diagnosis to significant others [11, 13, 17]. Receiving positive
test results during pregnancy is more psychologically devastating than learning about the
HIV diagnosis prior to the pregnancy [18,
19]. Evidence points to low uptake of PMTCT services among pregnant AGYW in
SSA, which puts their infants at higher risk
for HIV infection [6, 8].
Many factors contribute to low uptake of
ART in this population. AGYW presenting
for ANC may be less emotionally prepared
to accept the positive test result during pregnancy since they visited the clinic for nonHIV healthcare service and are most often
asymptomatic. This might contribute to hesitancy or fear to initiate lifelong treatment
immediately upon diagnosis [20]. The WHO
recommends lifelong ART for HIV-infected
pregnant and post-partum women initiated
at the point of HIV diagnosis [21]. Further
evidence points to reduced rate of uptake
of PMTCT cascade [5], which begins with
ANC, followed by HIV testing, and use of
ART by the HIV-positive pregnant mother,
and later her HIV-exposed infant [1]. The
low uptake of ART in particular might also
be linked to the fact that AGYW are less
aware of their HIV status at the first ANC
visit. Therefore, they perceive HIV testing
on their first ANC visit as a mandatory entry
requirement to access PMTCT services [11,
12, 18].
However, in Lesotho, as in many settings in
SSA, little research has examined what pregnant AGYW experience after receiving the
HIV positive result during pregnancy [15].
A small number of studies have explored
the experiences of pregnant women [15, 22,
23] without focusing specifically on AGYW
despite their vulnerability to HIV infection,
unplanned pregnancy, and high probability
of learning about their HIV diagnosis du546

ring pregnancy. Furthermore, there is dearth
of data on AGYW in Lesotho to inform the
efforts for targeted programing and HIV research to address the needs of this population
[2, 9].
In this paper, we focused on exploring the
initial reactions of AGYW after receiving
the HIV positive results during pregnancy.
We further examined their uptake of ART
in the immediate post-testing period. Late
or delayed uptake of ART results in increased vertical transmission of HIV and affects
the achievement of eliminating new HIV
infections in children [21]. Understanding
AGYW experiences of receiving an HIV diagnosis in pregnancy is crucial to providing
appropriate care and support to better engage
them in the full continuum of HIV prevention, treatment, and care [1].

METHODS
Study design and setting

This paper presents data from a larger study
that used descriptive phenomenology to understand how AGYW experience disclosure
to their partners after testing HIV positive
during their pregnancy [24]. The study settings were PMTCT sites located in urban areas
of Maseru, the capital town of the Mountain
Kingdom of Lesotho, a small landlocked
country surrounded by South Africa. Women
of childbearing age are estimated at 143,676
[25]. Maseru has about 60 public and private health facilities providing PMTCT services and other HIV-related services. The
three PMTCT sites where the research was
conducted see an average of 400 pregnant
AGYW per month.
Descriptive phenomenology was appropriate
to understand and describe the phenomenon
of testing positive in pregnancy as experienced by AGYW without attempting to predict their behavior [26, 27]. We used purposive sampling to select AGYW who have
experienced an HIV diagnosis in pregnancy
[28]. The sample size consisted of 15 AGYW
because the goal of phenomenological research is not to create results that can be ge-
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neralized, but to understand a phenomenon.
Phenomenology emphasizes rich qualitative
accounts over the quantity of data, which is
aligned with the principle of data saturation
that guided the determination of the sample.
We interviewed a small number of AGYW
who received the HIV positive results in pregnancy to develop patterns and relationships
of their experiences [29]. Whereas the sample
in phenomenology is homogenous, we maintained variability and diversity in terms of the
socio-demographics of the study participants
to minimize information bias [30].

Data collection

The lead author (MP) used semi-structured
in-depth interviews to collect data from the
participants. The investigators developed an
interview schedule of open-ended questions
and, consistent with the tradition of phenomenology [27, 31, 32], the participants were
asked broad, general questions. The researcher
used the questions to gather data to come to
a deeper understanding of participants’ experiences of testing positive in pregnancy and
uptake of ART in the immediate post-testing
period. The researcher asked other questions
and followed up on points raised in responses
to the given questions, and used the interview
schedule flexibly to allow the participants to
speak freely about their experience of the
phenomenon in their own words [27, 31]. To
allow the participants to speak freely, the researcher conducted the interviews in Sesotho,
the local language. The interviews were 30-45
minutes long and were recorded with consent.
All participants were assigned a pseudonym
to guarantee confidentiality.

Data analysis

The lead author and a trained research assistant transcribed verbatim the interviews in
Sesotho, translated them into English, and
checked the transcripts for accuracy against
the audio recordings. We followed the thematic approach grounded in the tradition of
descriptive phenomenology to analyse data
as outlined in Sundler et al [33]. As the first
step of data analysis, we listened to the re547

cordings and read the transcripts several times to get an overall sense of the data and
to develop familiarity with the phenomenon
described. Next, the authors searched and
extracted statements for meanings to uncover emergent themes that described the
lived experiences of the participants. Lastly,
the emergent themes were integrated and
synthesized into a meaningful whole that
captured the phenomenon as experienced by
the participants. The NVivo [34], a qualitative data analysis package, was utilized for the
analysis process. In the presentation of the
findings, we use quotes from the interviews
to elucidate the AGYW’s experiences.
In phenomenology, rigor is ensured through
the thoroughness and completeness of the
data collection and analysis [35]. The interviews were in the local language and were
transcribed verbatim to ensure that meanings were not lost and that the data reflected
the phenomenon as experienced by the participants. In addition, the authors adopted
a reflective attitude throughout the data
analysis to ensure that interpretation was
free of bias [35], that credible conclusions
were being drawn from the data and that
procedures were being followed to ensure a
quality study.

Ethical considerations

Ethical clearance for this study was obtained
from the Research and Ethics Committee
of Sefako Makgatho Health Sciences University (SMUREC/H/121/2017: PG) and
Lesotho National Ethics Committee. The
participants were informed that their participation was voluntary. All provided written
informed consent before being interviewed.
Pseudonyms are used to present the quotations to ensure privacy and anonymity.

RESULTS
Description of study participants

The 15 AGYW involved in this study were
aged between 18–24 years with the mean age
of 20 years. None was unemployed nor schooling, three had primary education, ten secon-

Journal of Health and Social Sciences 2021; 6,4:544-555

The Italian Journal for Interdisciplinary Health and Social Development

dary education, and two had tertiary education,
while ten reported that they were married and
five were single. Fourteen AGYW reported
being pregnant with their first child.

Themes

initial response to HIV positive results, accepting lifelong treatment, and trust in ART
medication. Five sub-themes emerged from
the theme, initial response to HIV positive
results (Table 1).

Inductive analysis of the interviews yielded
four themes; HIV testing in antenatal care,
Table 1. Summary of themes.

Themes

Sub-themes

HIV testing in antenatal care
The unexpected HIV positive result
Initial response to HIV positive results

Shock and disbelief
Denial of HIV test results
Thoughts of death and dying
Thoughts of terminating the pregnancy
Worry about infecting the baby

Accepting lifelong treatment
Trust in ART medication

HIV testing in antenatal care

Most of the participants felt it was compulsory to test in pregnancy and accepted being
tested to protect the unborn child from HIV
should the mother test HIV positive.
“It was a matter of must to test because I was
pregnant. We were told that we were supposed to
get tested and know our statuses so that if ever we
test positive we must take the treatment to save
the babies’ lives and be born HIV free ( Joyce, 18
years old). I was tested for HIV after realizing I
am pregnant so that if I am HIV positive I do
not infect the baby”.
(Connie, 24 years old).

The unexpected HIV positive result

The HIV positive test result was unexpected
for most of the participants, which made the
experience about their diagnosis shocking.
Prior to the HIV diagnosis, a number of the
women did not perceive themselves to be at
risk of HIV infection.
“I asked myself where I got it [HIV], it was my
first time to engage in sex and I understood that I
548

got it from him, I am talking about my partner”
(Kenny, 19 years old)
“I asked myself how I got HIV, how did it come
about, I asked myself a lot of questions- a lot of
questions came which I did not have answers for
because they were just in my mind. I felt I did
not know how and where I got HIV and I was
asking myself many questions”
(Lerato, 19 years old)

Initial response to HIV positive results

This paper explored the initial responses of
women after testing HIV positive in pregnancy. On receiving the HIV diagnosis,
participants expressed a wide variety of responses. They expressed devastating reactions
such as feelings of deep pain, fear, hurt, deep
shock, anger, and hopelessness upon receiving
the diagnosis of HIV.

Shock and disbelief

For most of the participants, being informed
about the HIV test results status was a very
hard thing to believe. The initial reaction
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upon receiving the HIV positive test result
was shock. They found it hard to believe HIV
diagnosis and described feelings of disbelief.
The narratives of the participants conveyed
their initial belief that they could not possibly
be HIV positive because HIV happened to
other people
“When I received my results, I was seriously
shocked and pained…, I think it got me deeply
thinking for two days I think”.
(Neo, 19 years old)
“It was hard for me to believe I now live with
HIV…, I thought I was well behaved…, I thought people who have HIV are misbehaving…”
(Kenny, 19 years old)

Denial of HIV test results

A few participants reported being in denial
after learning of their diagnosis. Denial was
also common since the participants received
the diagnosis during routine screening while
they were symptom free. They explored reasons why a positive result could not be possible.
“I never thought I could be HIV positive. It is
not something you can’t imagine, I mean, come to
think of it, waking up knowing you are HIV negative and the next thing you get tested for HIV
and there are two lines showing you are HIV positive. It is not something you like and it is not
as if you have been that mischievous to have it
[HIV], that is what I mean”
(Neo, 19 years old)
“I think anyone would find it hard to accept, you
are young, pregnant and positive. I mean it is
three in one and I found out at the same time. I
think if I knew before pregnancy, it would not be
this hurting”
(Mary, 18 years old)

Thoughts of death and dying

The narratives of the participants showed that
they were unaware that they could continue
to be healthy because of the benefits of ART.
Their initial experience of the HIV diagnosis generated feelings of the inevitability of
death, and fear that they would not be alive
to take care of their children. Some reported that they considered suicide immediately
549

after receiving the HIV diagnosis.
“After receiving the results, I felt there was no
need for me to be alive because of the sickness
[HIV], we got used to the idea that HIV infect
those who were ill-behaved”.
(Lerato, 19 years old)
“I thought it was going to kill me, it was going
to kill me emotionally first and it made me think
about a lot of stuff including suicide”
(Neo, 19 years old)
The counselling that is provided in the PMTCT and support received from families helped the participants to overcome the suicidal
feelings.
“I just stopped having those thoughts [committing suicide]; I think it was due to some sort of
counselling I got from my family though it was
not professional”.
(Kenny, 19 years old)

Thoughts of terminating the pregnancy

Upon first hearing of the HIV diagnosis,
many mothers experienced uncertainty about
continuing the pregnancy. The temporarily
desire to terminate the pregnancy was common for some of the participants after receiving their HIV diagnosis.
“I wanted to abort but I was afraid to do so. I
just ignored the feeling and moved on with my
life, I thought that because I was drinking alcohol
maybe one day I would just have a miscarriage,
but I realized the baby was growing and I ended
up having that bond and could not continue with
abortion. I am now 8 months”.
(Neo, 19 years old)
One participant verbalized that she did not
contemplate termination but hated being
HIV positive and pregnant.
“The truth is, for the first time when I thought of
taking the treatment I felt I do not like pregnancy. I never felt like terminating but I just felt I
hate pregnancy”.
(Mary, 18 years old)

Worry about infecting the baby

On diagnosis, most of the participants were
concerned about the possibility of transmitting HIV to their unborn baby. However, they
abandoned these thoughts after reassurance
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that the availability of treatment would prevent HIV transmission to their unborn babies.
“I was hurting and felt frightened that HIV might be transmitted to my baby, which was worrying me a lot”.
(Mary, 18 years old)
“Well at first some concerns were there, I was
worried that my baby will have to live with HIV
like I do but after I got a lesson from the nurses
about steps to take in order for prevention of HIV
transmission to the baby I felt relieved and free,
yes”
(Thato, 22 years old)

Accepting lifelong treatment

Although the participants described feeling
overwhelmed by the HIV positive results,
some expressed that they made an effort to
accept their diagnosis soon after receiving the
HIV test results. Their narratives showed that
their initial reaction was that of determination and readiness to take action to protect
their unborn child from HIV infection.
“When I realized I am HIV positive truly, I was
so frightened…, but after that, I accepted my positive test results”.
(Tumi, 19 years old)
“I was a bit disturbed about taking treatment,
but knowing this is my life I accepted to start on
the treatment after I received the news that the
treatment will protect my baby”.
(Thato, 22 years old)
“The fact is that I am expecting a baby; I am
protecting the baby. I will by all means to make
sure the baby is safe so that it is born without this
HIV ”.
(Kenny, 19 years old)
In contrast, some of the participants were not
ready to start ART even after accepting their
diagnosis of HIV. The knowledge that ART
is a lifelong treatment led to hesitancy and
delay in initiating ART.
“I had accepted my status but what was difficult
for me was mainly to start on the ART treatment
because I was told it is for life-time, I think that
was the part I could not accept well”.
(Mary, 18 years old)
“I thought I was going to die once I take the tre550

atment, I was thinking the ART was going to
kill me, I was feeling healthy so I thought that
ART was going to weaken me and kill me but I
realized no such thing is going on”.
(Mpuse, 20 years old)

Trust in ART medication

Those who initiated ART immediately did
so because they had trust and confidence that
the treatment would protect their unborn
child. The participants further indicated that
they were made aware that, with good adherence, the quality of their life would improve
and they would live longer.
“I had accepted my status, the fact the baby is protected and I will be given the treatment to prevent HIV transmission, I accepted”.
(Tumi, 19 years old)
“I could be able to live long with HIV only if I am
faithful to my treatment”.
(Thoriso, 23 years old)
“I learned that HIV can be transmitted to the
baby from the mother to the baby through blood
and during breast-feeding, but we could prevent
HIV from being transmitted from the mother to
the baby by taking treatment”
( Jane, 19 years old)
A few women were sceptical about the protection that the ART would provide for their
unborn child.
“It is just me who is not getting satisfied…, I
worry…, what if I could do what the nurses advised me to do yet at the end the baby gets born
with HIV, I mean that’s my concern at the moment”.
(Mary,18 years old)
“I wish mothers who are HIV positive did not
have to breastfeed their babies at all. It is risky to
breastfeed while living with HIV”.
(Connie, 24 years)

DISCUSSION

The study explored the initial reactions of
AGYW after receiving a positive HIV result
in pregnancy to understand how their reaction influenced the uptake of ART in the
immediate post-testing period. We found
that testing positive in pregnancy occurred in
the context where most of the AGYW had
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not given thought to the routine antenatal
HIV test. As noted in other studies, women
who test positive in pregnancy are emotionally unprepared for an HIV diagnosis [15,
23] because, at the time of testing, they did
not believe that they were at risk of HIV infection. The AGYW in the current study accepted the routine HIV testing to protect the
unborn baby from being infected with HIV
infection.
The study resonates with other researchers
that women describe being devastated and
highly distressed when they received the
HIV diagnosis during pregnancy. After receiving a positive HIV results in pregnancy,
AGYW experienced deep pain, fear, shock,
disbelief, and denial at the diagnosis [15, 36].
Denial and disbelief were also attributed to
the AGYW’s belief that they were not at risk.
Disbelief of the result was a common ﬁnding
in other studies [15, 36, 37]. Understanding
the experience of receiving a positive HIV result following routine antenatal screening is
crucial to providing appropriate care to foster
the wellbeing of the pregnant woman and her
unborn child.
As noted in prior research, the participants
found it difficult to deal with both pregnancy and HIV positive test results all at once
[38]. Research suggests that the immediate
shock experienced at the point of diagnosis
may reduce the capacity of AGYW to understand or absorb the content of information
they receive, particularly about ART [39]. A
positive HIV result during pregnancy meant
that the women had to immediately come to
terms with their HIV status and initiate ART
in one visit. Oshenon and colleagues [16] are
of the view that women feel overwhelmed
upon receiving an HIV diagnosis, making it
difficult for them to absorb counselling content and commit to long-term treatment. It
might also be argued that the urgency of starting ART immediately after the post-testing
period without time to consider their feelings
about ART might also be overwhelming to
women who test positive in pregnancy [40].
This study’s accounts resonated with other
research [15, 23, 39] that women had extre551

me reactions to their positive HIV diagnosis. Most thought that death was inevitable
shortly after diagnosis [41, 42]. Despite recent
advances in the ART [43, 44], the participants equated HIV diagnosis with a fatal illness.
Moreover, all of them were symptom free at
the time they received their positive diagnosis [41]. However, as in other studies [15, 41],
the concept of imminent death became less of
a focus after they received assurance about the
effectiveness of ART and had access to support networks. The initial diagnosis is often
accompanied by suicidal thoughts for women
who test positive in pregnancy [15, 16], these
thoughts fade with the continuous counselling and knowledge that they acquired during
the attendance of PMTCT.
Feeling overwhelmed at the initial stage of
receiving the HIV diagnosis was manifested
in thoughts of pregnancy termination. For
some of the women, termination was seen
as a solution to be able to cope with the diagnosis of HIV [38]. Other women consider
termination out of fear for the baby being infected [15]. We found that the participants
abandoned these thoughts after reassurance
about the low risk of vertical transmission in
the context of PMTCT interventions if medication is adhered to [40].
Despite the fact that the chances of vertical
transmission occurring during pregnancy is
minimal with ART [36], the immediate concern upon receiving HIV diagnosis was the
fear of HIV transmission to the unborn baby.
Findings from other studies showed that
concerns for possible transmission of HIV
to their baby take precedence over concerns
about the woman’s own HIV diagnosis [36,
37, 40]. As such, the focus for the participants
was to prevent vertical transmission and have
an HIV negative baby. Following assurance
of the availability of ART and its effectiveness to prevent vertical transmission, AGYW
developed good understanding of PMTCT
interventions. The desire to protect their
unborn babies from HIV infection was the
key driver to initiate and adhere to ART and
PMTCT schedules [11, 12, 45]. The intense
fear related to possible transmission of HIV
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to the baby requires that health professionals
enhance the discussion on the effectiveness of
ART vertical transmission.
Whereas most of the participants initiated
ART to prevent vertical transmission, a few
were hesitant to initiate ART in the immediate post-testing period. Research noted that
the limited time to accept HIV diagnosis, urgent requirement to start lifelong ART before delivery, and being free of any symptoms at
the time of testing might impact the uptake
of ART among women who test positive in
pregnancy [16, 20, 40, 46]. Focused interventions are required to address the psychosocial
barriers to ART uptake and the linkages to
care for pregnant women with HIV diagnosis [46]. It is crucial to prioritize swift initiation of ART to women who test positive in
pregnancy to achieve elimination of motherto-child transmission goals. PMTCT counselling should effectively communicate the
importance of early initiation of ART to prevent HIV transmission and support the longterm health of mother and child [16].
This study is not without limitations. Consistent with qualitative research, the study
sample consisted of a small number of participants; therefore, the findings cannot be generalised to other women who test positive in
pregnancy in the whole country. The women
who participated may have under reported or
over reported their experience after receiving
a positive result; this might have implications
on the development of interventions to address the needs of pregnant AGYW. One
other limitation is that we cannot report on
the uptake of other PMTCT intervention
because the sample consisted of pregnant
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AGYW, research should investigate adherence to other interventions post-delivery.

CONCLUSION

The paper highlighted the psychological
implications of receiving a positive HIV result in pregnancy and engagement with care
in AGYW. The intense emotions that the
AGYW experienced were heightened by the
fear of infecting their unborn baby and the
urgency of initiating ART. In spite of all these
emotions, most AGYW engaged in HIV care
through the services offered in PMTCT. For
the AGYW in this study, the primary reason
for initiating ART and adhering to PMTCT
schedules was to protect their unborn child.
Hesitancy to initiate ART at the point of
HIV testing has implications for elimination
of vertical transmission of HIV, a goal that
all countries seek to attain. There is need for
continuous counselling to reiterate and emphasise key information at subsequent attendance of PMTCT to prepare AGYW to
understand the content of counselling messages. This strategy will foster early acceptance of HIV diagnosis and uptake of ART.
Strengthening the targeted programing for
pregnant AGYW and those living with HIV
is essential for reaching global elimination of
mother-to-child transmission goals to control the HIV epidemic.
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