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Abstract

Introduction: The aim of this study was to describe the sexual and reproductive goals of female
adolescents with human immunodeficiency virus (HIV) in an urban cohort and decipher if they
vary depending on the mode of HIV acquisition.

Methods: We conducted in-depth qualitative interviews with 25 Black and/or Hispanic/Latinx
female adolescents living with HIV (14 perinatally, 11 behaviourally acquired) aged 17-25 years
who have access to care and antiretroviral therapy at an urban public hospitals (NYC, NY).
Interviews were transcribed, coded and analysed using thematic analysis.

Results: Interviews demonstrated that access to antiretroviral therapy and HIV disclosure to
a sexual partner were critical aspects of sexual health for the majority of participants. Persons
with perinatal HIV defined motherhood as a source of self-validation and were confident that
antiretroviral therapy prevents HIV transmission. Persons with behaviourally acquired HIV viewed
their status as an insurmountable barrier that will prevent them from attaining sexual intimacy
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with a partner and expressed persistent concerns about HIV transmission during pregnancy despite
reassurance from medical providers.

Conclusion: Sexual and reproductive perspectives of adolescents/young women living with HIV
are multifactorial, highly stigmatized, and likely influenced by the mode of HIV acquisition. This

population may benefit from patient-centred care models, including sexual health counselling that
addresses sexual agency, intimacy, parenting and transmission risk reduction.

Keywords

adolescents; family planning; HIV; pregnancy; qualitative research; reproductive health; sexual
health

INTRODUCTION

Approximately 37 million people are living with human immunodeficiency virus (HIV).1
Adolescents aged 12—24 years account for over 40% of new infections worldwide.

In the United States, 1.2 million people are living with HIV,2 and over 9500 were
perinatally acquired.3 With improved antiretroviral therapy, individuals with perinatally
acquired HIV are now of reproductive age and face unique challenges as they navigate
sexual relationships, fertility and pregnancies.*® They have often contended with repeated
hospitalizations, the stigma of HIV and the anxiety associated with the possibility of
transmission to others.5.” Despite concerns about transmission, the majority of persons with
perinatally acquired HIV want to have children.”:8 Adolescents with behaviourally acquired
HIV also experience unique health challenges, including lapses in medication adherence,
and poor linkage to and retention in care compared to older adults living with HIV.® Stigma,
judgement and provider discomfort can contribute to limited or inadequate sexual and
reproductive health care among adolescents with HIV.10

Multiple studies and national data suggest that youth living with HIV are at substantial

risk for teen pregnancy and unintended pregnancy.1! Some cohorts have reported high rates
of pregnancy among adolescents with perinatally acquired HIV as well as a high risk of
unplanned pregnancy.®12 Other research has reported a median age of 19.5 years at first
preghancy among persons with behaviourally acquired HIV, with many having a second
pregnancy by age 24 years.13

We conducted qualitative interviews to describe the sexual and reproductive perceptions,
goals and needs of adolescents living with HIV. Attention was paid to how the mode of

HIV acquisition may influence reported findings. An understanding of these issues may
guide provider communication, goal setting, shared decision making and risk mitigation.
Furthermore, acknowledgement and integration of these needs into our care setting can offer
opportunities for meaningful patient-centred care.
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MATERIALS AND METHODS

Recruitment

Recruitment occurred through provider referrals and hospital network announcements
posted in paediatric, infectious disease and women’s health clinics affiliated with three
hospital systems in the Bronx, NY. Inclusion criteria were age 14-25 years, English
proficiency, absent medical conditions that would preclude future childbearing and no
self-reported pregnancy at the time of interview. We used a stratified purposive sampling
approach to ensure a minimum of 10 participants with perinatally acquired HIV and 10 with
behaviourally acquired HIV for comparative purposes; recruitment ended once we achieved
thematic saturation on key themes per strata. Interested participants contacted recruiters
directly; among those who expressed interest and met inclusion criteria, all were arranged
for an interview. Written informed consent or assent, if under 18 years of age, was obtained
from all participants. The study was approved by the home Institutional Review Board.

Data collection

Three trained interviewers conducted in-depth, in-person one-on-one qualitative interviews
with participants between December 2014 and August 2015. A semistructured interview
guide addressed sexual health attitudes, pregnancy/family planning intentions and the
impact of HIV status on sexual and reproductive goals and relationships. The interview
guide was reviewed by behavioural scientists and was piloted with six participants who
met the inclusion criteria. Highlighted questions from the interview guide included plans
for pregnancy, partner/outside influence on pregnancy intentions and participant reported
opinions about pregnancy and HIV. Persons were also asked questions related to their
family environment, birth control use, past relationships, and their medical provider team.
Interviews took place in private rooms in recruitment medical facilities and were recorded
and transcribed. Data from one interview with a participant with perinatally acquired HIV
was unable to be analysed due to equipment malfunction.

Data analysis

RESULTS

Using thematic analysis methodology, interview transcripts were independently reviewed

by two analysts to identify common themes, which were compiled into a preliminary
codebook.1* Preliminary coding inconsistencies were resolved by consensus and a third
investigator, who reviewed select transcripts. This iterative process resulted in a finalized
and condensed codebook, which was reapplied to all interview transcripts. The web-based
coding tool, Dedoose, 1 was used. Participants were assigned pseudonyms as reported in the
results.

Demographics

Twenty-five participants were interviewed, including 14 with perinatally acquired HIV and
11 with behaviourally acquired HIV. Interview recordings lasted approximately 40 min
(range: 13-78 min). Participants were 17-25 years old (median ages: 21 for perinatally
acquired and 23 for behaviourally acquired). Persons were identified as Black and/or
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Hispanic (Table 1). The median age of HIV disclosure for participants with perinatally
acquired HIV was 12 years and diagnosis for behaviourally acquired HIV was 18 years. For
young women with perinatally acquired HIV, caregivers and/or medical providers informed
them of their HIV status; disclosure refers to the age they were first made aware of their
status. Participants with behaviourally acquired HIV through heterosexual transmission.
Twelve young women were in sexual and romantic relationships at the time of the interview.
Most had experienced penile—vaginal penetrative sex (including 12/13 perinatally acquired
HIV) and most were in heterosexual relationships. Women with behaviourally -acquired
HIV experienced more lifetime pregnancies and had more living children than did women
with perinatally acquired HIV. All but one participant desired future pregnancy, yet few
were trying to conceive at the time of the interview. Experience with contraception was
common—10 (77%) perinatally acquired, 8 (73%) behaviourally acquired, and injectable
progestin was the most common method used. Most had disclosed their HIV status to sexual
partners—11 (85%) perinatally acquired and 9 (82%) behaviourally acquired. None reported
perinatal transmission to their children.

Cross-cutting themes

The following themes were present across the sample:

Managing HIV medically was essential to parenting, sexual and reproductive
health—Women consistently valued their access to antiretroviral therapy, relying upon

it to maintain their general health, avoid hospitalization and remain free of opportunistic
infections, although some cited a dependence on medication as a constant reminder of

their diagnoses. Even despite regular access to care, struggles with side effects, historic
nonadherence and recurrent hospitalizations were cited as regular challenges. Furthermore,
these challenges were cited as barriers to the ability to parent. The following testimony gives
a first-hand account:

I was gonna sign myself into a nursing home... called ICC, it’s for basically
teenagers... my son was a year and a half at the time and | was really, really sick.
I haven’t been taking my medicines for about a year at that time...I wasn’t gonna
be able to take care of him if | couldn’t take care of myself, so | had to get myself
strong in order for me... to take care of him. (Odessa, age 22 years, perinatally
acquired)
Despite challenges with adherence, parenthood was viewed as motivation to remain healthy
and superseded potential lapses in HIV care:

[My daughter] likes to help me crush it up cause I can’t swallow the pills... she
even reminds me sometimes, mommy, you have to take your medicine, and I’'m
like, yes baby, right now 1I’m doing it. She’s...my reminder to keep myself going.
(Jaclynn, age 24 years, behaviourally acquired)

Young women with perinatally acquired HIV were treated by paediatric infectious disease
doctors, many described a lifelong relationship with their providers:
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It was just me and my sister and my mom helping me through the process [of
pregnancy] and of course my doctors and stuff. (Odessa, age 22 years, perinatally
acquired)

Women with perinatally acquired HIV often had access to peer groups, support staff
including social workers, and subsidiary benefits provided by their care centres. Conversely,
women with behaviourally acquired HIV were often treated in adult infectious disease
clinics, by rotating physicians (and reported a lack of continuity with care providers) and in
environments that take care of predominantly older demographic:

I’ve been here since day one... they’ve gone through a lot of doctors and social
workers, but as far as like the original team that was here when | came in, they
really helped me get through it. (Marisol, age 25 years, behaviourally acquired)

The burden of disclosure—HIV disclosure across groups was ‘that borderline’ to
overcome when in a sexual relationship, and was associated with a variety of stressors.

Fears regarding disclosure and/or experience with rejection, judgement or public persecution
as a result of their status were cited by many women in both groups—38 (62%) perinatally
acquired and 6 (55%) behaviourally acquired. This stigma led many participants to no longer
disclose to sexual partners or persons in their social networks:

He told me okay, well I have to think about my kid at the end of the day, and the
thing is if | wanted to be with you and | wanted to have a kid with you, | don’t
know if I could accept that my kid was to come out like that. And | was like okay,
no problem, definitely. (Jaclynn, age 24 years, behaviourally acquired)

For others, disclosure was navigated only after a relationship had gained a threshold level of
intimacy, commitment or duration:

I won’t sleep with them right away, and I’ll try to get to know them a little bit

and kind of make them fall for me... first try to feel out... how closed-minded or
open-minded they are, like you have to like feel a person out first. But if somebody
that I’m just like sleeping with and really don’t want anything with, I’ll just use
protection and just leave it at that. (Marisol, age 25 years, behaviourally acquired)

So as to mitigate disclosure-related anxiety, in both groups some women remained in
relationships longer than they might have otherwise because a new relationship meant a new
obstacle of disclosure to another person:

I want to fix this relationship with me and him... if somehow we could just talk and
work things out, if not then I’ll just like, wait a while... maybe try to find somebody
that will maybe have the same thing as me so | don’t have to go through explaining
and misunderstanding and go through the whole process again. (Shantelle, age 22
years, perinatally acquired)

Perinatally acquired themes

The following themes emerged predominantly within the perinatally acquired group:
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Motherhood as a path to redemption—Motherhood repeatedly surfaced as an
opportunity to rewrite one’s own parenting script, a chance to succeed and claim self-worth.
Multiple women described complex and often strained relationships with their mother

or caregiver: 10 women living with perinatally acquired HIV (77%) were not raised by
their biological mothers, in contrast to 3 women with behaviourally acquired HIV (27%).
Multiple women with perinatally acquired HIV stated they are striving to parent in a way
that their own mother could not:

I didn’t have a motherly bond with my mom, so I want my son to have a mother,
I want my son or daughter to have a mother. (Destiny, age 22 years, perinatally
acquired)

The blessing is...you about to give birth to a wonderful life, and even though like if
your life wasn’t what you want it to be you can make your child’s life...like a new
start. (Desiree, age 21 years, perinatally acquired)

Motherhood was found to be a positive and powerful source of pride, accomplishment and
life purpose.

The kid’s gonna be looking to you for a bunch of things you know like nurture, and
food, and attention, and that...would mean the most to me “cause then I’ll feel like,
okay I have a purpose’. (Tiffany, age 21 years, perinatally acquired)

The concepts of parenting and pregnancy were identified as valued roles that fit within a
framework of life accomplishments, aspirations and goals.

I wanna finish my education and get a good job, get married, then it will come.
And [my parents are] just like, / didn’t do that when I had you, and I’'m like, well
that’s you, but...I wanna have a father for my son or my daughter, you know? Have
a home, you know. (Tonya, age 19 years, perinatally acquired)

Current medicine will minimize HIV risk—While fleeting concerns of vertical
transmission remained, all but one young woman with perinatally acquired HIV stated the
unlikely risk would not change plans for pregnancy and parenthood. Furthermore, women
were knowledgeable that advances in HIV treatment were a crucial component of their
ability to succeed in achieving pregnancy and minimizing the risk of transmission to their
children:

Back in 1992 | don’t think 1’d be talking about... having a child because
medications... weren’t what they are now, so you know odds of a kid coming out
with HIV would’ve been extremely high, and I don’t think 1’d wanna put that on a
child. But now that...it can be prevented, yeah it’s an exciting thought. (Tiffany, age
21 years, perinatally acquired)

Advances in HIV care have further changed the paradigm for how persons living with
perinatally acquired HIV think about their fertility, families and identity.

The crazy thing about it is that me and my younger sister have the same parents...
and it’s crazy to me ... how can we both come from the same two people and I’m
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the only one who has it... medicine makes a big difference in the world. (Odessa,
age 22 years, perinatally acquired)

I was born in “93, so back then they didn’t have nowhere near the as far as like

the knowledge of prevention and...passin’ it on to the baby...so my mother was just
worried that... with the baby...of course she’ll have [HIV], and basically I’ll be in
the same situation... But...I really wasn’t worried about that, because | was doing
what | had to do and to prevent her from getting it ...she was just worried that like
I wasn’t givin’ her the medicines and stuff, and it was no problem. (Ebony, age 21
years, perinatally acquired)

Behaviourally acquired themes

The following themes emerged in the behaviourally acquired group:

The loss of the ‘natural’ fecund, sexual self—Nearly half of women living with
behaviourally acquired HIV perceived their status as a major obstacle to sexual intimacy and
conception:

I don’t want anybody to go through what I went through, becoming positive, so

| wouldn’t put anybody at risk of becoming positive just so | can have a family.
So for me, being positive kinda made it feel like...that was the end, that there was
no family planning, there was none of that. (Xenia, age 25 years, behaviourally
acquired)

Other women with behaviourally acquired HIV lamented that even with a healthy pregnancy
outcome, there would be a difference in parenting experience because of HIV. They cited the
need to medicate their infant with antiretroviral therapy, the inability to breastfeed (so as to
reduce the risk of maternal transmission) and concerns about whether to disclose their HIV
status to their children as factors that impacted their reproductive and family goals:

| liked the breastfeeding of my daughter that was something | loved doing. If |
was to have a kid and it came out just fine, | couldn’t do that. So think that would
like break the bond between me and my child, but like I would still love my kid

no matter what, but... it really did bother me. (Jaclynn, age 24 years, behaviourally
acquired)

HIV interferes with making a baby naturally—Assisted reproductive technology, to
reduce the risk of transmission in serodiscordant partners, was addressed in five (45%)

of behaviourally acquired interviews. Technologies were described as ‘turkey basters’ and
some stated that medical providers recommended these techniques. All participants with
behaviourally acquired HIV found these methods to be unnatural, unpleasant, financially
inaccessible or restigmatizing:

It’s invasive. Like it’s different opening your legs to have sex, like even when |

go to the GYN, | feel a little awkward to... have somebody in my vagina, and

still talking to me at the same time? It’s different to having sex, and you know
enjoying the moment, you know you’re in it...this is not sex. (Shanice, age 23 years,
behaviourally acquired)

Reprod Female Child Health. Author manuscript; available in PMC 2023 September 01.
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Scepticism about artificial insemination prevailed:

It’s been hard for me to get pregnant...let’s say | wanna get pregnant, get
inseminated...what is there out there that my insurance will pay for? It’s not out
there...you have to see a doctor, and your doctor don’t even know, you have to
see a different doctor, or get a referral to someone else. (Marisol, age 25 years,
behaviourally acquired)

Some women with behaviourally acquired HIV reported receiving information about
‘naturally’ conceiving or pursuing pregnancy ‘the regular way’ (via condomless sex) from
peers living with perinatally acquired HIV from support groups.

| went on a retreat...with kids who were positive, were born by it, and they have
kids, and I’'m like yo how’d you do it, they was like, / just had regular sex and |
make sure to stay on my meds. (Shanice, age 23 years, behaviourally acquired)

One woman, who acquired HIV through a previous partner, described how having HIV led
her to choose a seroconcordant partner for conception:

I met [my baby’s] dad. And then it was more of a push to say we can have a

family, we can have a normal healthy child, and if I’m gonna try with anybody |
would rather try with somebody that’s in the same situation that I’'m in. | don’t
have to worry about bringing them something new or, anything like that. And that
plays like such a huge difference, especially when you feel like...your world is over.
(Xenia, age 25 years, behaviourally acquired)

Decreasing risks by having fewer children—Substantial anxiety regarding HIV
transmission persisted even when women with behaviourally acquired HIV reported that
they were educated by providers that the risk of maternal and sexual transmission remains
<1% with adequate medical therapy:

Throughout my whole pregnancy | prayed like yo, I...hope she doesn’t get it, and
even when... | gave birth, they gave her medicine for like six weeks to make sure,
right on time | would give it to her all the time, all the time to make sure. (Carla,
age 20, behaviourally acquired)

Women living with behaviourally acquired HIV reconciled their family planning goals using
a variety of mental and behavioural modifications. Some planned to have smaller families
than they would otherwise, reasoning that fewer pregnancies conferred a more acceptable
risk profile:

I think it’s a very slim chance that | have like of regular family and a baby... |

was thinking maybe two to three... And | was like okay that would be my little
family, but now it’s like a/you’ll be lucky if you have one child... now if I don’t
have a child, then I don’t have to worry about anything going wrong or happening.
(Rashelle, age 19 years, behaviourally acquired)

Some women with behaviourally acquired HIV demonstrated concern that each future
pregnancy substantially increases the cumulative possibility of giving birth to an infant with
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HIV. This was further associated with the belief that women living with HIV who pursue
multiple pregnancies are “selfish’ for knowingly placing children at presumed elevated risk.

[I want] one more, um because... the risk factor for the child is still there, [my
daughter is] completely negative and super healthy, but it’s still something that’s a
possibility, so I think 1’d be selfish to wanna have more than two. (Xenia, age 25
years, behaviourally acquired)

DISCUSSION

In this article, we describe the reproductive perspectives of young women living with

HIV and their beliefs regarding sexual intimacy, pregnancy and parenting (Figure 1).
Furthermore, we identify how these findings may be informed by their mode of HIV
acquisition (perinatally acquired vs. behaviourally acquired). While a previous study of
providers for individuals with perinatally and behaviourally acquired HIV suggest that there
are differences in identity, sexuality, and adeptness in accessing health care,16 this paper is
unique in that participants were young women living with both perinatally and behaviourally
acquired HIV, allowing for first-hand testimonies and comparisons.

Like other studies of women with HIV, disclosure to sexual partners is a topic of paramount
anxiety and concern;1? concerns regarding transmission caused many of our participants to
either selectively disclose their HIV status or refrain from sexual relationships altogether.
Women with perinatally acquired HIV consistently expressed confidence in antiretroviral
medications, such that sexual and maternal—infant transmission can be minimized if
women “do the right thing’, supporting previous publications regarding this group.”+18
Many women further reported pregnancy and parenting as important aspects of their HIV
care, a finding consistent with prior literature demonstrating high antiretroviral adherence
in pregnancy.19:20 Indeed, the ability to conceive, gestate and parent was a tremendous
measure of self-worth and success among participants with perinatally acquired HIV. This
association of motherhood with personal fulfilment specific to our perinatally acquired
group is consistent with other literature8 and emphasizes that a strength-based, patient-
centred preconception counselling and sexual health service model will be well received in
this population.

Women living with behaviourally acquired HIV, conversely, expressed heightened concerns
about transmission risk to children. Their HIV status unhinged their reproductive trajectory,
with perceived risks of transmission and the impaired ability for “natural’ conception at the
forefront of discussions of sexual identity. Fear of maternal—infant transmission remains a
critical factor in pregnancy planning for women with behaviourally acquired HIV.21.22 |n our
sample and other published literature, these fears were associated with ‘risk overestimation’,
with transmission risk being labelled as a “50/50 chance’ with each pregnancy,?2:23 despite
the actual risk being less than 1:100 000 with appropriate medical interventions.2* The
concept of increasing risk with each pregnancy was found within our behaviourally acquired
group, who further believed that exposing a pregnancy to even minor transmission risk is a
‘selfish’ decision.
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Despite the intense anxiety about maternal transmission among participants with
behaviourally acquired HIV, most resolved that they would still want to become pregnant
and parent in the future. This conceptual dissonance was reconciled or mitigated by persons
who accepted a smaller family size and/or a seroconcordant partner. As in previous research,
many of our young women with behaviourally acquired HIV cited assisted reproductive
technology techniques, such as insemination and timed intercourse, as unnatural, expensive
and ineffective.?

Some differences in perspectives among acquisition groups regarding the efficacy of
medication and risk of transmission may be partially informed by their relationships with
their medical providers (paediatricians vs. adult medicine), duration of living with HIV,
exposure to/experience with therapy, stigma associated with mode of acquisition and access
to peer social support groups. Despite a paucity of research comparing care for women
with perinatally and behaviourally acquired HIV, evidence outlines the clear benefits that
adolescent and paediatric persons with HIV receive from multidisciplinary clinic services,
maintaining treatment team continuity and easy access to various providers.28 With a high
census of young women and age-appropriate reproductive health services, facilities that
mainly serve adolescents with perinatally acquired HIV may better address the reproductive
and developmental needs of adolescents with behaviourally acquired HIV.

Limitations of this study include the exclusion of young men living with HIV,
underrepresentation of women in same-sex relationships and the sampling of participants
from medical facilities who were already engaged in care. Additionally, some participants
shared clinics, providers and/or peer groups and may therefore express similar perspectives.
Future studies should include views of young men, transgender and gender-nonconforming
individuals, as well as nonheterosexual participants who desire families. Cohorts of
adolescents with perinatally and behaviourally acquired HIV are not as common in the

US when compared to many other nations that carry the highest burden of HIVV morbidity.
The results of this manuscript may not be generalizable to a setting where persons do not
have access to antiretroviral therapy, prenatal care or contraception.

CONCLUSION

Our findings suggest that the mode of HIV acquisition may influence reproductive goals
and intentions. Every effort should be made to expand comprehensive care and support
models to include all adolescents living with behaviourally acquired HIV so as to combat
stigma, support outreach, coordinate referrals, support groups, and continuity of care.
Sexual and reproductive care should be offered to adolescents living with HIV to address
fertility, intimacy and parenting goals. It is critical that providers communicate that with
adherence to adequate therapy, persons with HIV can become pregnant with a very low
risk of transmission to a serodiscordant partner or an infant. Barriers to the use of assisted
reproductive technologies include cost and stigma.

Supplementary Material

Refer to Web version on PubMed Central for supplementary material.
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Practitioner points

Providers must acknowledge that young women living with human
immunodeficiency virus (HIV) have basic sexuality concerns as well as
pregnancy aspirations.

Providers should recognize and communicate that, with the right
immunovirologic parameters, women living with HIV can become pregnant
with a very low risk of transmission to a serodiscordant partner and/or infant.

HIV providers, particularly those caring for patients with behaviourally
acquired HIV, should address the stigma that their patients may experience,
and provide education and support when addressing disclosure, sexual
activities and family planning goals. Consider referral to perinatal HIV
centres, which may be more focused on a holistic approach to HIV care for
young women.
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Predominant themes found among young women with perinatally acquired HIV (PHIV) and

behaviourally acquired HIV (BHIV)
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TABLE 1

Demographic characteristics of participants with perinatally acquired HIV and behaviourally acquired HIV

Perinatally acquired HIV (n = 13)  Behaviourally acquired HIV (n = 11)

Agea 21 (17-23) 23 (19-25)
0, 0,
Raceb'c Black 77% (10) Black 73% (8)
Hispanic 23% (3) Hispanic 27% (3)
HIV-related factors
Age at HIV disclosure/ diagnosis® 12(5-16) 18 (15-22)
Years lived aware of HIV status? 9(5-16) 4(1-9)
0, 0,
Reported HIV-related illness and/or hospitalizationc 46% (6) 45% (5)
Reproductive profiles
In current sexual relationshipc 54% (7) 45% (5)
0, 0,
Ever pregnantc 46% (6) 73% (8)
Total children 4 6
Total pregnancies 8 16

Abbreviation: HIV, human immunodeficiency virus.
a . .
Median (range).

bRace was self-reported by study participants, and race categories (Black and Hispanic) were defined by investigators. Racial information was
included to provide sociodemographic information for our participants.

DPercentage (number of participants).
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