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experienced by individuals trying to conceive in serodifferent partnerships. We explore how infertility
experiences among individuals and couples experiencing HIV-related stigma, in the context of local
cultural and gender norms, may contribute to decreased adherence to safer conception strategies and
subsequent increased HIV transmission risk.

Materials and methods
Design

This study was a part of a larger mixed-methods study conducted in a rural referral hospital in
southwestern Uganda, with 131 women who were over the age of 18; HIV-negative (based on onsite
testing); likely to be fertile (based on reproductive history, Bunting and Boivin 2010); not pregnant
(based on urine b-HCG testing); reported personal or partner pregnancy plans within the next year;
partnered with a man living with HIV or otherwise felt at risk for acquiring HIV; lived within 60
kilometres of the referral hospital; and were able to attend quarterly clinic visits during a 9-month follow-
up period. Eligible participants were fluent in English or the local language, Runyankole, and able to
consent.

Participants attended quarterly study visits, which included HIV and pregnancy testing, questionnaire
completion, and safer conception and adherence counselling sessions. Women could initiate PrEP
(TDF/FTC) at any time during the 9-month study follow-up. Prior to February 2019, women with an
incident pregnancy exited the study prior to the end of the maximum follow-up period; after February
2019, women were followed through to the end of pregnancy given concerns regarding the ethics of PrEP
discontinuation during pregnancy. Female participants attended safer conception counselling sessions
developed for HIV-negative women who wanted to conceive with a partner with HIV, offered at time of
enrolment and at quarterly intervals during the study. Counselling included messages about encouraging
partners to test and disclose their serostatus, initiate ART if eligible, delay condomless sex until viral
suppression had been achieved or until the partner used ART for 6 months, use contraception to delay
pregnancies until safer conception strategies had been implemented, limit condomless sex to peak
fertility and/or consider donor sperm, adoption or sperm washing as alternatives to conceiving. PrEP
education and adherence counselling were offered to the women during individual support sessions at the
time of enrolment and thereafter at quarterly visits.

Forty-five women were invited to participate in exit in-depth interviews (IDIs) to explore barriers and
promoters of safer conception strategies and PrEP use. The women were given the option to invite their
male partners who were fluent in English or Runyankole and able to consent to participate in separate
IDIs. The interview guide was not designed to explore infertility experiences, but as participants
discussed their experiences, themes of infertility were identified.

Data collection

Demographic data, depression (Hopkins Symptom Checklist (Parloff, Kelman, and Frank 1954)) and
number of prior pregnancies, live births and living children were collected at enrolment (Tables 1 and 2).

Table 1. Baseline sociodemographic characteristics of HIV-negative women who completed exit interviews.

(Table view)
Overall (n
=37)
Age (n=37) Median (Q1, Q3) 33 (28, 35)
Min, Max 19, 40
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Education (n=37)

Employment status (n=37)

HIV status of primary partner (n=37)

Relationship status with primary partner (n = 35)

Number of pregnancies in lifetime (including current if pregnant
now, n=37)

Number of children currently alive (n = 30)

Depression score (=1 if>1.75, n=37) (Hopkins Symptom
Checklist (Parloff, Kelman, and Frank 1954))

How many men have you had sex with in the last 3 months? (n=
37)

How often do you use a condom with partner 1? (n = 35)

How soon do you want to have a baby with your main pregnancy
partner? (n=37)

None, P1-P7
S1-S3, S4, S6

Tertiary/Vocation
/University

Not employed
Self-employed
Employed

No partner

Don’t know

HIV-positive

Spouse/legal partner

Living as married

Long-term

partner/boyfriend

0

3+

Not depressed (£1.75)
Depressed (>1.75)

0

1

2+
Never/Some/Most of the
time

All the time

Now or as soon as
possible

6 months to a year from
now

Overall (n

=37)
23 (62%)
11 (29%)
3 (8%)

10 (27%)
19 (51%)
8 (22%)
2 (5%)
11 (30%)
24 (65%)
22 (63%)
9 (26%)
4 (11%)

3 (8%)

3 (8%)

7 (19%)
24 (65%)
7 (23%)
12 (40%)
11 (37%)

23 (62%)
14 (38%)

2 (5%)
33 (89%)
2 (5%)

28 (80%)

7 (20%)
34 (92%)

3 (8%)

Table 2. Baseline sociodemographic characteristics of male partners who completed in-depth interviews. (Table

view)
Overall (n=7)
Age Median (Q1, Q3) 35.3 (30.6, 37.7)
Min, max 25.9,57.8
Current employment status Not employed 1 (14%)
Self employed 2 (29%)
Part-time employed 1 (14%)
Full-time employed 3 (43%)
Number of living children, biological and adopted Median (Q1, Q3) 2(0, 4)
Min, max 0,5
What is your HIV status? Positive 6 (86%)
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Overall (n=7)
Do not know 1 (14%)

Participants who completed IDIs were selected from three samples with about 15 women per group:
(1) women who chose not to initiate PrEP; (2) women who initiated PrEP and took less than 80% of their
doses (measured by electronic pill cap); and (3) women who initiated PrEP and took 80% or more of
their doses.

Interview guides were informed by a conceptual framework for periconception risk reduction and
adherence (van der Straten et al. 2014; Crankshaw et al. 2012). The guide explored topics such as PrEP
dosing behaviour and barriers to and promoters of safer conception strategy adherence over time. Male
partners were invited to participate in a separate interview which covered their experiences with safer
conception strategies.

Interviews were conducted in either English or Runyanokole, as preferred by the participant. Themes
of challenges with conceiving were developed from interviews with both female participants and their
male partners.

Data analysis

Interviews were digitally recorded, transcribed and translated into English as necessary. Transcripts were
reviewed by four team members and evaluated. A codebook was generated through inductive analysis
and organised into themes. Once the codebook had been finalised, 14% of interviews were double-coded
yielding a kappa statistic of 0.829. Transcripts were then coded by two team members (MO and MCP),
analysed using inductive content analysis and organised with NVIVO 12 Plus.

Ethics

Participants provided voluntary, written informed consent at study enrolment. Ethics approvals were
obtained from the Institutional Review Committee of Mbarara University of Science and Technology
(Mbarara, Uganda); the Institutional Review Board of University of Alabama at Birmingham
(Birmingham, AL, USA); and the Research Ethics Board of Simon Fraser University (Burnaby, Canada).
Study clearance was received from the Uganda National Counselling for Science and Technology and the
Research Secretariat in the Office of the President.

Results
Participant characteristics

Thirty-seven women (Table 1) and seven male partners (Table 2) participated in an interview. While all
participants contributed to findings through discussion of HIV- and reproduction-related stigma, 13
(35%) female in-depth interview participants and three (43%) male partners specifically described
challenges with conceiving, experiences with miscarriage and unfulfilled reproductive goals. All
participants described how HIV- and reproduction-related stigma impacted their own identities,
communication within their partnerships and their use of safer conception strategies.

Similar narratives were found across the 44 total interviews, including among those who experienced
pregnancy during the study follow-up. The additive pressures of cultural and gender norms, HIV-
serodifferent relationships and personal reproductive desires often strained partnerships. Some couples
overcame the challenges, identifying safer conception counselling and PrEP use as promoters of
communication with in their relationships. Others discussed their growing frustration with safer
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conception strategies and their misperceptions about the effects of PrEP, despite the support they
described receiving from the study staff.

The following cross-cutting themes were developed: (1) partnership mistrust and blame arise from
internalised, anticipated and enacted HIV- and infertility-related stigma, contributing to gender-based
violence, partnership dissolution and the pursuit of new partners; (2) cultural and gender norms pressure
both men and women to conceive and maintain partnerships, which is complicated by the stigma shown
towards serodifferent couples; (3) frustrations with delayed conception and low partner participation in
safer conception strategies may result in the decreased use of these methods of HIV prevention; (4)
health care provider support may promote continued hope for conception and help overcome stigma.
Participants have been assigned pseudonyms to protect confidentiality. Additional barriers and promoters
of PrEP use among this study population are described elsewhere (Atukunda et al. 2021).

We adapted Earnshaw’s model of HIV stigma mechanisms (Earnshaw and Chaudoir 2009) (Figure 1)
to reflect the intersectional HIV- and infertility-related stigma that may be experienced by some
serodifferent couples, especially in the cultural context of Uganda, where expectations to bear children
drive fertility desires (Dierickx et al. 2018; Beyeza-Kashesy et al. 2010; Heys et al. 2012; Mindry et al.
2017) and HIV prevalence is high (UNAIDS 2020).

FEMALE PARTNER

MECHANISMS G dOUbTCO(IjVI\I/E.Sl MECHANISMS
Partner Mistrust ender-based violence Partner Blame

HIV Prevention RaneEhiciieclition <+— Community Pressure

Serodifferent Status Loge S EComo e DD tont Discrimination
Mental Health

Antici d Sti t Fertilit |
nticipated Stigma S H e e T Unmet Fertility Goals

1

Infertility Stigma

f

HIV Stigma

Increased Risk of HIV
Transmission

MECHANISMS OUTCOMES MECHANISMS
Partner Mistrust Rejection of SC Strategies Partner Blame

Internalized Stigma Increased # Partners Community Pressure
Anticipated Stigma Mental Health Discrimination
Enacted Stigma HC System Frustration Unmet Fertility Goals

MALE PARTNER WITH HIV

Figure 1. Adaptation of Earnshaw’s model of HIV stigma mechanisms.
HC: health care; SC: safer conception.

Partnership mistrust and blame arise from internalised, anticipated and enacted HIV- and
infertility-related stigma, contributing to gender-based violence, partnership dissolution
and the pursuit of new partners

Participants sought identifiable reasons for their unmet reproductive goals, including biomedical (e.g.
HIV, medication) or spiritual reasons (e.g. God’s will or curses cast by in-laws). Without a clinical
explanation for infertility, participants struggled with internalised stigma, wondering if their infertility
experiences were their fault and worried about the role of HIV in their experiences. As a result,
partnership conflicts emerged from this infertility blame among serodifferent couples, driven by
internalised and experienced stigma. Socio-cultural pressures to conceive and misunderstandings about
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the causes of infertility contributed to some couples questioning the legitimacy or sustainability of their
serodifferent relationships and their ability to conceive children within them. Couples discussed their
desire to have children to maintain their legacy, with some intentionally choosing their partners because
they were HIV-negative. Below, couples described their experiences.

I am the one that needs the child the most because I am tired of him harassing me because I have refused to
give him a child...He mistreats me because of failure to conceive. He abuses me that I do not want to give
him a child intentionally because for me I already have my own children and [he thinks] I do not want him to
also have children of his own. — Rose (female, age 29, HIV-negative)

At times I tell her that she is the one that never wanted to get me a child quickly in the first place, and now
that she wants one it has refused to come... Maybe HIV is the reason why I have failed to impregnate my
wife. I got very sick in 2016 and I got worried that I was going to die without a child so when I met her, I
told her that all I wanted was having a child... I am happy that my wife is H[V-negative, and this is what is
motivating me to have a child with her... In case she fails to give me a child completely I will leave her and
marry another one. — John (Rose’s partner, male, age 35, living with HIV)

The members of another couple said,

Personally, I thought my wife was the one with a problem. I thought that maybe she was not able to have
children. I also got worried that maybe I am the one that is not able to have children... Do you know how it
feels when the rest of your friends have children and you have not yet had one, yet you are a man who is
capable of looking after a family? It really makes you feel bad. — Moses (Grace’s partner, male, age 32, living
with HIV)

[My husband] said, ‘Do you know that your friend told me that | am wasting time with you because you are
not going to give birth... the pregnancies that you talk about are all lies’. I felt bad, that is what made him
stop trying to have a child... When I went through this, I thought of stopping everything because I had a
negative attitude towards [my husband]. If he would believe such lies about me... I am struggling, I have not
refused to stay with him knowing he is sick [living with HIV] but for him, he trusted those lies. That is the
time when we were going to separate. — Grace (female, age 27, HIV-negative)

Both men and women feared their partner might leave them when reproductive goals remained
unmet.

If you marry a wife and you don’t have a child with her, she stays insecure thinking that you are not serious,
but when she gets a child for you then she feels secure that the relationship is serious because she knows that
you cannot leave her since you have a child together. — Richard (Mary’s partner, male, age 37, living with
HIV)

Women shared anecdotes of their husbands picking fights and physically abusing them because they
had not conceived. The following quote comes from a woman who was abused by her husband when she
did not become pregnant according to his expectations.

He is harassing me that I have refused to get pregnant. Whenever he comes back, he asks me why he is not
noticing any pregnancy signs and when I tell him that I don’t know; then he starts a fight. I am not on any
family planning method, but the problem is that he does not come home during the times when I am in my
peak fertility days. Even when he comes back when I am in my peak fertility days, he is tired, takes a bath
and sleeps, so I wonder how he expects me to get pregnant. I have tried to explain to him, but he does not
seem to understand; all he likes is quarrelling and fighting, telling me that I do not want to give him another
child. Even the way he has been giving me money has changed; he now leaves money for his child alone and
not for me because according to him, he thinks that I have refused to give him a child. So, he is punishing
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me; he thinks that [ want to leave him and that I have another man... Right now, our family is not okay. I
know all that is happening because I have failed to give him a child. — Sarah (female, age 26, HIV-negative)

Sarah explained how their serodifferent relationship made her husband feel insecure in the partnership
and having a child might offer security. Another woman questioned the sustainability of her serodifferent
partnership when she did not become pregnant. These quotes show the complicated intersection of HIV
and childlessness in HIV-affected partnerships, as both men and women struggle with their serodifferent
status, exacerbated by difficulties of conceiving.

It is because he has HIV and I don’t have it, so he thinks I want to leave him. He does not trust me... because
I have not produced for him many children. — Sarah (female, age 26, HIV-negative)

What if the pregnancy refuses to come, can I still stay with this man and can I stay taking this medicine
[PrEP] when I am not sick and not sure of my partner’s status? — Florence (female, age 40, H[V-negative)

Cultural and gender norms put pressure on men and women to conceive and maintain
partnerships, which is complicated by stigma towards serodifferent couples

Cultural, community and family pressures to have children exacerbate the strain on relationships.
Participants describe how family members pressured them to conceive to meet cultural expectations,
adding to the strain participants faced as they navigated stigmatised serodifferent partnerships and the
stigma directed towards people living with HIV having children.

His people are putting pressure on him to have a child since all his brothers have children. — Betty (female,
age 29, HIV-negative, pregnant)

Gender dynamics skew reproductive decision-making power, and many participants discussed
accusations of secretly using or removing family planning methods as a means of women retaining some
autonomy over their reproductive goals. One participant described how she had been treated by her
husband’s family when she had not conceived as expected.

His mother was bringing chaos in our marriage... [she says] that I must be using family planning, but I told
her that I am not ... she had even started convincing him to have another wife. — Jane (female, age 37, HIV-
negative)

The following quote from a male partner describes how he sought to retain much power over the
couple’s reproductive decision-making, and he did not trust his wife without a child.

As you know women can never be relied on. I cannot be sure that I will stay with her [if we don’t have a
child together]. I know that maybe she will also leave me... She was on family planning, and I asked her to
remove it so that she can give me a child, and she agreed to do that... When I met her, I asked her that I want
a child with her because it is not good to have a wife with whom you do not have a child, so she agreed to
give me one... and she became pregnant. — Fred (Agnes’s partner, male, age 36, HIV status unknown)

While cultural and gender norms put pressure on both men and women to conceive and maintain
partnerships, some participants indicated they desired pregnancy later in their relationship. They
explained their interest in the study was primarily to initiate PrEP, access to which is limited in the public
sector in Uganda. Their individual reproductive goals evolved as they felt reassured by PrEP’s protection
from HIV transmission within their serodifferent partnerships.

I mainly joined the study so that I stay healthy and then by the time I choose to give birth I may give birth to
a healthy child... When I learnt that these drugs protect you, I also became more motivated to have a child
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