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Abstract

An increasing number of children born with perinatally-acquired HIV (PAH) are surviving
into late adolescence and early adulthood. At this developmental stage, developing intimate
relationships and having children are potentially important goals with associated normative
challenges. Young people with PAH face a variety of additional HIV-related stressors that
may be associated with relationships and parenting. These may include managing HIV
disclosure to their partner, and adherence to antiretroviral medication to (a) prevent
transmission to partners and future offspring and (b) maintain their own health. Some of these
challenges may be impacted upon by issues associated with having been born with HIV, for
example, managing longstanding secrecy about HIV, and having been told from a young age
that life expectancy could be shortened. To date, there has been limited research into the
procreational and parenting reflections of young people with PAH. This study examined the
hopes and concerns that a group of young people with PAH have regarding having children.
Seven participants (five females, two males) currently or previously in an intimate
relationship, aged 18-23 years, two of whom were parents, were recruited from a UK hospital
clinic. They were interviewed using a semi-structured interview, with data analysed according
to the principles of Interpretative Phenomenological Analysis (IPA). Four main themes were
elicited: the perceived impact of having a child on intimate relationships, the effect of
normative beliefs on parenting intentions and expectations, thoughts and feelings about
disclosing parental HIV status to one’s children in the future, and the perceived impact of
HIV on procreational intentions. Implications for supporting young people with PAH in
parenting decision-making are explored.
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Introduction

Individuals with perinatally acquired HIV (PAH) in the UK are mostly adolescents and young
adults (Collaborative HIV Paediatric Study, 2011) with some thinking about having or having
had children. Pregnancy rates in cohorts with PAH may be lower than in uninfected peers in
resource rich contexts (Brogly et al, 2007; Kenny, Williams, Prime, Tookey & Foster, 2012).
Kenny et al (2012) reported that 34/42 (81%) pregnancies in a UK cohort were unplanned
and in 21/42 (50%) of pregnancies the partner without PAH was unaware of their partner’s

HIV status.

High rates of procreational intentions in those with PAH have been reported in US
adolescents and young adults (e.g., Fair & Albright, 2012). Across different contexts, higher
parenting intentions rates in this population are associated with: perceived low risk of
mother-to-child transmission (Ezeanolue, Wodi, Patel, Dieudonne, & Oleske, 2006),
perceived HIV treatment advances (Cliffe, Townsend, Cortina-Borja, & Newell, 2011), recent
intercourse, unprotected sex and lower HIV disclosure rates (Finger et al, 2012), being in a
seroconcordant couple (Bonnenfant, Hindin & Gillespie, 2012), the perception of partner
procreational desire (e.g., De la Cruz, Davies, & Stewart, 2011), and being childless (Rispel,

Metcalf, Moody, Cloete, & Caswell, 2011).

Feelings and thoughts about parenting, other than parenting intentions, have received little
attention. How cultural beliefs or the experience of growing up with HIV are related to
parenting has not been studied. We used an in-depth qualitative approach to examine

parenting experiences, hopes and concerns in young people with PAH.



Methods

Design and setting
We used a qualitative cross sectional design. Participants were recruited from a
multidisciplinary London NHS clinic for 16 to 25 year-olds, with a caseload of 65 individuals

with PAH.

Participants

Sample

Seven people with PAH, with a current or past intimate partner, aged 18-23 years, were
recruited (Table 1) (out of 12 approached). None in a current relationship had an HIV positive

partner. All participants had had their HIV status fully disclosed to them by aged 16.

TABLE 1 HERE

Procedure and interview protocol
Ethical approval was obtained from University and NHS committees. After consenting,

participants were interviewed using a semi-structured interview.

Analysis

Interpretative Phenomenological Analysis (IPA) (Smith, Flowers & Larkin, 2009) was used.

Codings were developed by the second and verified by the first author.



Results

Two participants, Helen and Joanna (all names are pseudonyms) were parents. The other five

wanted to have children. Four themes were elicited:

Impact of children on intimate relationships
The perceived impact of having children on relationships was commonly discussed. Both

mothers believed that having children had put pressure on their relationships:

| got pregnant and we started falling out, during the pregnancy. A lot....we broke up

when | was...five months pregnant. (Helen)

Both were concerned about the HIV transmission risk to their babies during pregnancy. One
had concerns that her partner (whom she had not disclosed to) would abandon her and the

baby, if mother-to-child transmission occurred:

| was scared that if | did tell him and she did have it.....he might go....for good, desert

both of us......and want nothing to do with me for not telling him. (Helen)

Some participants without children feared that starting a family would affect future

relationships:

they might turn around and say ‘Well, I can 't do this any longer, I can 't have kids

with you'...(Charlotte)



Impact of culture, family and social norms on parenting intentions and expectations

Normative familial, cultural or societal beliefs were important when thinking about parenting
for six participants (all self-defined as Black African). For example, African cultural values,

including those of obedience, respect and the importance of marriage, were mentioned:

My dad’s quite strict so I don 't want to be that kind of (parent), but | understand why

hes like that, his background, African.. (Benjamin)

Respect [in my culture] is a major thing... my kids will respect me......they will have

to. (Charlotte)

Some participants anticipated less future HIV stigma, making their child’s adjustment easier

than theirs:

1 think it’ll be..... more open and not as much of a taboo when I have my kids. Even if
they don't have it, I don 't want them to go into school and the teachers are teaching
about HIV in a negative way ..... well my generation didn t get the whole ‘HIV- it's not

that bad’, it was just ‘HIV — scary’ (Charlotte).

Disclosure of HIV to children
Four participants reflected on disclose to their children about their HIV status. Some
compared their own HIV disclosure experience to how they hoped to disclose to their

children:

Before, whenever I spoke to my mum about it...she was upset about it and it got me



upset so I didn't....open up. I'd try to contain myself [with my own children] and be
like ‘Alright, it’s not that bad’ cos if I make out that it's nothing, it’s normal, then
they’ll be like ‘Oh, so Mummy's fine, she doesn t think nothing of it’ and then it’s

alright (Charlotte)

I had a really good doctor...he was like a big uncle or big brother.. [he would] tell
me [it] was alright....I would do something similar, | would get someone that my
children are comfortable with, let’s say their father or their uncle.... I'd bring them in

and explain it to them. (Charlotte).

Impact of HIV on procreational intention
Two participants reported that HIV impacted upon their procreational intentions. Having an
HIV-related illness was perceived by one mother as affecting the likelihood of having another

child:

| have thought about it, cos sometimes | get broody.....but at the moment with my CD4

being very low and my viral load being very high there s not a chance (Helen)

One participant was concerned about HIV transmission to a child:

Yeah, [l worry about] giving them HIV ... if they did have HIV, the pressure or the

stigma of it... feeling like its the end of the world (Rebecca).



Discussion

We examined parenting issues in young adults with PAH. High rates of parenting intentions
were reported (as in Ezeanolue et al, 2006). Some parenting issues were directly HIV-related
(e.g., disclosure to one’s child) whilst others were not (e.g., normative beliefs about how to
parent). Few issues were directly related to the perinatal route of HIV acquisition. HIV
communication in the past, however, was thought about in relation to child HIV disclosure.
Participants also discussed how normative beliefs when growing up with HIV impacted upon
parenting issues. For some, there was a desire to parent differently to the way that they were
parented. There was also hope that societal HIV views would change so that their children

would be less affected by stigma.

Some participants’ HIV-related health impacted upon their procreational intentions.
Generally, however, the sample wanted to become parents regardless of (1) their health (2)
having had HIV transmitted from birth (3) growing up with HIV. The relationship between
the sample’s predominantly Black African ethnicity and high levels of parenting intentions
are consistent with associations between ethnicity and pregnancy in UK HIV positive women

(Huntington et al, 2012).

Experiences and concerns about the effect of having children on relationship were common
and appeared to relate to partner responses to HIV disclosure. Such anxieties may be rational
given high rates of partnership dissolution following HIV diagnoses in serodiscordant
couples (Reniers & Armbruster, 2012). It is unclear whether (1) concerns about partner
responses may be associated with high rates of unplanned pregnancies and limited partner
HIV disclosure (Kenny et al, 2012) (2) observations of the effects of HIV on one’s parents

relationships may have influenced participants’ views.



Our findings may be relevant to resource limited contexts, given participants’ predominantly
Black African ethnicity and the importance of family and cultural norms. There may be
different levels of procreational intentions in HIV positive populations in different contexts,
however (e.g., Kaida et al, 2011). The relationship between parenting intentions and

subsequent childbearing is also unclear, regardless of location.

Participants were similar in age, ethnicity, ART use, age at disclosure and relationship history
(as recommended in IPA: Smith et al, 2009). The views of both sexes, those with and without
children, and with a range of CD4 counts, were elicited. Steps were taken to enhance study
validity and reliability (e.g., credibility checks: Elliott, Fischer, & Rennie, 1999). The sample
size limits generalizability. IPA, however, justifies small samples due the level of detailed
idiographic analysis. Also, sample homogeneity restricts the range of possible themes

elicited, allowing for smaller samples (Smith et al, 2009).

Our findings suggests that young people with PAH wish to have children and are thinking
about parenting issues, for example, HIV partner and child disclosure. As suggested by others
parenting intentions should be assessed, and we suggest that broader parenting considerations
are also explored. Strategies to help people with PAH communicate with their partners about
HIV should be discussed and open communication about parenthood and HIV should be
facilitated in individual, couple or group sessions. Finally, it may be that parenting intentions
are formed at a younger age and, therefore, exploring parenting considerations in paediatric

settings could also be important.
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Table 1 — Demographic characteristics of participants

Participant | Gender | Age | Ethnicity Age CD4 | ART
at count
disclosure

Rebecca F 18 Black 15 50 No
African

Helen F 23 Black 12 40 Yes
African

Benjamin M 20 Black 15 420 Yes
African

Charlotte F 21 Black 12 400 Yes
African

Emily F 23 Black 13 320 Yes
African

Joanna F 22 White 16 40 Yes
British

Maxwell M 23 Black 14 720 Yes
African




