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Coming of age with HIV: a temporal understanding of young women'’s
experiences in Zambia
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ABSTRACT

Young perinatally-infected women living with HIV in Zambia grew up alongside antiretroviral
therapy (ART) roll-out and expanding prevention programmes. We used Bonnington'’s temporal
framework to understand how HIV impacted the experiences of these women over time. Data
were drawn from two sequential studies with a cohort of young women living with HIV: a
qualitative study in 2014-16 and an ethnographic study in 2017-18. Data from workshops, in-
depth interviews, participant observation and diaries were analysed thematically, guided by
three temporalities within the framework: everyday, biographical and epochal time. In everyday
time, repetitive daily treatment-taking reminded young women of their HIV status, affecting
relationships and leading to secrecy with ART. In biographical time, past events including HIV
disclosure, experiences of illness, and loss shaped present experiences and future aspirations.
Lastly, in epochal time, the women’s HIV infection and their survival were intimately interlinked
with the history of ART availability. The epochal temporal understanding leads us to extend
Reynolds Whyte's notion of “biogeneration” to conceptualise these women, whose experiences
of living with HIV are enmeshed with their biosocial environment. Support groups for young
women living with HIV should help them to process biographical events, as well as supporting
their everyday needs.
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Intr ion
troductio absence of effective treatment (Simpson & Bond, 2014).

Young people living with HIV are viewed as a focal
population in the HIV response (World Health Organ-
ization, 2018). However, our understandings of their
lives are often drawn from cross-sectional studies or
research with limited follow-up periods (Salam, Das,
Lassi, & Bhutta, 2016). This is despite adolescence
being characterised as a period of ongoing physical, cog-
nitive, emotional, and social changes (Patton et al.,
2016). A deeper understanding of their experiences
over time as they grow up with HIV is needed to ensure
that interventions are well targeted to young people as
they develop.

In Zambia, where an estimated 65,000 young people
(aged 15-24) are living with HIV (UNICEEF, 2019), the
epidemic has “touched the lives of all Zambians” (Simp-
son & Bond, 2014, p. 1067). HIV was first identified in
Zambia in the 1980s, and by the 1990s the epidemic
had escalated, leaving the country grappling with affected
families, HIV care, and education programming in the

In 2004, antiretroviral therapy (ART) became available
in public health facilities, enabling transformations for
some people living with HIV from ill-health to relative
wellness (Simpson & Bond, 2014). Those who were
saved by the introduction of ART have been described
as constituting a “biogeneration”, due to their shared
relationship to ART when this biotechnology became
widely accessible (Reynolds Whyte, 2014, p. 11).
Young people currently aged 15-24 years were born
in the period where HIV had escalated, but before
widespread availability of treatment. They grew up
through changing HIV policies and treatment avail-
ability (Figure 1). These include the national policy
change to using ART to prevent mother-to-child trans-
mission from 2004 (World Health Organization,
2004), expanding treatment availability to CD4 counts
below 500 after World Health Organization rec-
ommendations in 2013 (World Health Organization,
2013), and universal test and treat in 2016 (National
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Figure 1. Timeline of the developments of the young women in the study, mapped against changes in HIV treatment policy in Zambia.

HIV/AIDS/STI/TB Council, 2016). Young people’s
lived experiences of growing up with HIV are inter-
twined with this shifting context as it changes
over time.

Although time is an “inescapable dimension of all
aspects of social experience and practice” (Munn, 1992,
p. 93), HIV experiences have often been understood
within a singular view of time (eg. Before or after testing,
or after an intervention), rather than one where overlap-
ping temporalities affect the contexts and concerns of
people living with HIV (Bonnington et al., 2017). Illness
can cause a “biographical disruption”, radically disrupt-
ing one’s day-to-day arrangements and understandings
of oneself, and one’s past, present and future (Bury,
1982). Bonnington’s concept of overlapping temporal-
ities — everyday, biographical and epochal time — was
used to examine the manifestation of stigma for people liv-
ing with HIV at stages of the HIV care continuum (Bon-
nington et al, 2017). Although a growing body of
research has looked at the experience of health and disease
through a temporal lens (Beynon-Jones, 2017; Golander,
1995; Reddy, Dourish, & Pratt, 2006; Seeley, 2015), few
researchers have considered the experiences of young
people living with HIV in terms of their past and present
lives, in the particular era within which they were born.

In this paper, we use Bonnington’s temporal frame-
work (2017) to understand the impact of HIV on the
experiences of young women living with HIV through
three temporalities: everyday, biographical and epochal.
In this analysis, everyday time involves the immediacy
and repetition of daily experiences of HIV. Biographical
time concerns the link between past, present and future
events and processes related to HIV. Lastly, epochal time
encapsulates the historical shifts, including how global,
national and local developments in responses to the HIV
epidemic, including treatment availability, influenced the
experiences of this generation of young Zambian women
living with HIV.

Methods

This analysis draws on two sequential studies: a qualitat-
ive study and an ethnographic study, both undertaken
with young women living with HIV in Lusaka, Zambia.
The qualitative study ran from 2014 to 2015 with 24
young women living with HIV aged 15-18 years, and
aimed to understand the challenges they faced and
their support needs. Participants were recruited from
two health facilities (Table 1), and data collection
included four participatory workshops and 34 in-depth
interviews (IDI). Details of the methods used for this
study have been presented elsewhere (Mackworth-
Young et al, 2017). In 2015-16, after the close of the
study, support groups were established at each health
facility, and were held monthly over a period of a year;
in total 20 meetings were held.

Table 1. Participant characteristics.

Participants in
qualitative research

Participants in
ethnographic research

2014-15 (N=24) 2017-18 (N=7)

Age (years)

15 9 -

16 5 -

17 5 1

18 5 2

19 - 4
Income-level

Middle income 10 7

Low income 14 -
Reported mode of HIV transmission

Perinatally infected 17 6

Sexual abuse 2

Not specified 5 -
ART? status

Taking ART 19

Not taking ART 1 -

Not specified 4 -
School status

In school 23 -

Not in school 1 -
Completed school - 7

In college - 2

@Antiretroviral treatment (ART).



In 2017-18, middle-income young women from this
qualitative research study were purposefully selected
and asked to participate in an ethnographic study. The
selection criterion of being middle-income was princi-
pally chosen because, although middle-income popu-
lations are rapidly growing in Zambia and have a high
HIV prevalence in Zambia (Central Statistical Office &
MoH., 2014), they have been under-represented
in research (Long & Deane, 2015). Additionally, the
middle-income young women spoke English, which
enabled the researcher to conduct the ethnographic
study without the need for a translator. The seven
young women who consented to participate were then
aged 17-19 years (Table 1). Data were generated through
participant observation over 12 months in participants’
homes, workplaces, colleges, recreational spaces, health
facilities and churches in dozens of locations across
Lusaka. The research began and ended with participa-
tory workshops to gather their experiences collectively
and receive their input into the research design and
analysis. The introductory workshop included discus-
sions with participants to gather their input into the
research design, focus and objectives, and establish
how best to present the research to others. Discussions
also included participants’ views and preferences with
regards to different research methods, for example
choice of methods for keeping diaries. The closing
workshop included discussing initial results with the
participants, and undertaking participatory activities
to develop and refine some key findings. Additionally,
participants created visual collages to represent them-
selves, and wrote in diaries about their activities, experi-
ences and feelings. Details of the data collection of the
ethnographic study have been presented elsewhere
(Mackworth-Young et al., 2019).

Data from the two studies were analysed together,
focusing on the sub-group of young women who par-
ticipated in the ethnography (the second study). In con-
ducting analysis, attention was paid to the longitudinal
nature of the data and changes to participants’ lives
over the four years during which data were collected.
Workshop notes, IDI transcripts, notes from support
group meetings, participant observation notes, tran-
scripts of the diaries and the visual collages were manu-
ally coded analysed using Bonnington’s temporality
framework (2017). Sub-themes emerged inductively,
and data on each sub-theme were collated and analysed
together. For example, under biographical time, the
sub-themes included HIV’s impact on past, present
and future moments: i) HIV disclosure; ii) experiences
of illness and loss; and iii) future aspirations.

Ethical clearance was obtained from the University of
Zambia Humanities Research Ethics Committee, the
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London School of Hygiene and Tropical Medicine and
the International Centre for Research on Women. Ethi-
cal issues that emerged have been discussed separately
(Mackworth-Young et al., 2019).

Findings

HIV experiences in everyday time

HIV impacted the young women in everyday time
through repetitive daily experiences. The daily act of
taking ART was the clearest reminder of HIV in their
lives. While the young women were able to follow the
daily routine of treatment-taking, it protected their
health and largely prevented any bodily signs of HIV.
This allowed the young women to “feel comfortable”,
“look healthy” (Rhoda, participant observation, 2016)
and to enjoy everyday activities with their peers, includ-
ing going to school and college, shopping, studying, and
daily chores. However, it was often an unwelcome
reminder of HIV in their lives:

I didn’t like having to take them every day, every day
being reminded that I have this thing. (Rose, participant
observation, 2016)

For several participants, this repetitive everyday act was
such a constant reminder of living with HIV that for
periods in their lives they “stopped taking... ARVs”
(Rose, participant observation, 2016). Barriers that pre-
vented the everyday treatment-taking included feeling
healthy and not seeing the need for the medicines, difficul-
ties maintaining secrecy in storing and taking ART in
non-private spaces (such as boarding colleges or church
camps) to avoid undesired disclosure of their HIV status,
and frustrations at taking too many medicines.

HIV also impacted the young women’s daily experi-
ences through the effect on their friendships and their
familial and sexual relationships. For close family and
friends who knew their HIV status, this shared knowl-
edge of their HIV status fostered a closeness and support,
“filled with love” (Natasha, diary, 2018). For some, this
closeness was manifested daily through family and
friends being protective of the young women. Sometimes
this was experienced as over-protective: “My sister is
always worried when I go out” (Mavis, participant obser-
vation, 2017). Knowledge of their HIV status also engen-
dered support, including being reminded to take their
medicines by close family: “Usually she reminds me:
‘have you been taking your medicine’?” (Rhoda, IDI, 2015).

However, the young women’s wider family, friends
and sexual partners did not know their HIV status.
This led to fears of involuntary disclosure, clouding
relationships and making the daily taking of ART a social
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risk. The young women went to great lengths to hide
their ART and the daily pill taking, with some collecting
their ARVs before the allocated time and keeping it on
their person to avoid anyone noticing them going to
the storage place at the same time each day. To maintain
relationships with family, friends and partners, the
young women had to carefully plan their everyday activi-
ties, particularly those related to obtaining and taking
their treatment, in order to protect their HIV status.
These findings were similar for the young women
regardless of mode of HIV infection.

HIV experiences in biographical time

HIV influenced the young women’s lives at key moments
across their past, present and future aspirations, and in
turn the past influenced present and future experiences
and aspirations.

The most significant past moment when HIV
impacted the young women’s lives was when they
found out about their HIV status. Those who had been
perinatally infected with HIV were mostly unaware of
their HIV status during their childhood, and were told
that they were living with HIV when they were around
10-14 years old, usually by their parent or guardian,
or, for one participant, by a health professional. Many
saw this as a pivotal moment that shaped their biography:

I'm kind of seeing my life changed, because I don’t
have the freedom that I used to have before. (Thandi,
1DI, 2015)

Some found this moment of disclosure a difficult time: “I
was very scared ... thinking it’s not worth living life”
(Thandi, IDI, 2015), and several felt anger and blame:
“I was angry with the situation, the whole thing” (Nata-
sha, 2015). Despite the initial disclosure being a shock,
the young women in this study expressed a gradual
acceptance of their HIV status. Over time, the increase
in self-confidence was noticeable, and was attributed,
in part, to their attendance of support groups:

Even if people say things about me, or anyone could dis-
criminate against me, it doesn’t matter, because I now
have so much confidence in myself. (Sophie, participant
observation, 2018)

Some participants who had family members living with
HIV recalled periods of illness at various points during
their lives. Mary’s father and sister had died when she
was young, and so, when her mother was ill, she worried
about the prospect of being orphaned:

To be made an orphan, a double orphan, is really wor-
rying. Who would look after me?. (Mary, participant
observation, 2017)

Many of the young women had previously had limited
opportunities to talk about impact of loss of close family
and friends, due to social silence around death in general,
and particularly AIDS-related death, especially around
children. Subsequently, many continued to carry a
heavy emotional burden.

My father died, then my mother two years later. I still
remember my mother in hospital. I don’t really talk
about it. It’s so hard, but I will manage. I just have to
do the best for my young sisters. (Sophie, participant
observation, 2017)

Despite their often-challenging past experiences,
having HIV did not seem to reduce the aspirations
of these young women, and perhaps made them
more determined. Their aspirations often included
the desire to study further and have successful
careers:

I would want to go to school and study, either Clinical
Medicine, Nursing or Midwifery. I pray that I get a scho-
larship from any sponsoring organisation. (Rhoda,
diary, 2018)

Rhoda did later receive a scholarship to study nursing.
The young women also had strong desires to have a
family, as depicted in their collages: “I want to have my
own family — with my husband and children” (Natasha,
collage, 2015). However, these reproductive desires
conflicted with narratives the young women received
from healthcare workers and sometimes family mem-
bers, warning against engaging in sexual relationships:
“they say ‘we’re not even going to talk about sex™
(Mavis, IDI, 2015). Several of the young women had
serious concerns around having children: “I worry if
it’s possible to give birth to a negative child” (Natasha,
participatory workshop, 2015).

HIV experiences in epochal time

HIV influenced the young women’s experience within the
biosocial epoch in which they grew up. All but one of the
participants were born with HIV. For those perinatally
infected with HIV, both their HIV infection and their sur-
vival to adulthood were intimately interlinked with the
socio-historical availability of ART. They largely under-
stood that they had been infected in this way because
their mothers had not had access to, or had not taken
ART, during pregnancy. Most of their mothers would
not have known their HIV status at the time, their pregnan-
cies being prior to the introduction of routine antenatal
HIV testing.

Researcher:
Sophie:

And did your mother also have HIV?
Yes. (pause) And she told me I contracted
the virus from her.



Researcher:  Ok. And did she have more children after
you?

Sophie: Yes, she’s got two ... Both are girls.

Researcher:  Both are girls. And do you know if they
have HIV?

Sophie: No, they are not. She was taking medi-

cines when she was pregnant with them.
Since I think they now always do that
for the women who are HIV positive.
(Sophie, IDI, 2015)

This recognition that their relationship with HIV was
different from their younger siblings, suggests their
acknowledgement of the impact of changes in the biosocial
context over time on the availability of testing, treatment
and prevention technologies and their experiences with
HIV. For some, the fact that they had been infected with
HIV, but not their siblings, made them feel sad and alone:

So how am I supposed to take this if my brother isn’t
positive and I am?. (Thandi, IDI, 2015)

However, over time, the young women largely grew
to accept their HIV status, and the difference from
their siblings:

But when time goes on you pass by it, you see, it’s not like

your life will be different (because of your status). It will
be just the same. (Thandi, participant observation, 2018)

All the young women were taking ART at the time of
the study, and most had started ART when they were
children. Most had experienced periods of severe ill-
ness before starting ART, and they recognised that
having access to, and taking ART, had kept them
alive: “medicine has brought good health, not being
sick” (Card storm activity, workshop, 2015). Although

AIDS CARE (&) 5

several participants had had periods of non-adher-
ence, they recognised that the availability of ART
enabled them, and others living with HIV, to live a
healthy life:

Most people who are on treatment are successful on
treatment, just like those who are healthy. (Thandi,
workshop, 2015)

Further, they saw the value of ART for their future:
“ARVs keep you going because you’re looking ahead”
(Mary, workshop, 2015).

Interlinking across temporalities

The experiences of the young women were not distinct
within each temporality but were enmeshed and over-
lapping, as exemplified by their experiences around
ART (Figure 2). The historical availability of ART
changed their experience of HIV from one of illness
to survival:

I was feeling weak, and I started losing blood, everything
was just bad. They took me to hospital ... That’s when I
started taking my medicine ... And that changed my life.
(Thandi, IDI, 2015)

The availability for the young women to start treat-
ment during their childhood not only shaped their bio-
graphy, but also their daily experiences. Further, the
daily pill-taking, when disrupted, could impact major
biographical moments and processes, such as their
education:

My mum always asks “Are you managing to take them
(ARVs) every day?” I always say yes because if I ever say

Non-
adherence
impacts
life events

Biographical
time:
Starting to take
ART was a key life
event

Everyday time:
Repetitive daily taking
of ART.

ART integral to
lived experience
across three
temporalities

Timing of starting
ART linked to

biography &
availability

Availability of
ART led to pill
taking
throughout
childhood,

Epochal time:
ART availability
shaped HIV
infection and
survival

Figure 2. Overlapping temporalities in terms of experiences with ART.
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no, mum will stop me from going to college. (Mary, par-
ticipant observation, 2018)

Discussion

Through the lens of everyday, biographical and epochal
time, we provide an understanding of the impact of HIV
on this generation of young women. We provide evi-
dence that their experiences go beyond the social man-
agement of day-to-day pill-taking, to the impacts of
past disclosure, illness and death on their current lives
and future familial aspirations, bounded by the time in
which they were born and now live. As noted by Bon-
nington et al. (2017), these temporalities interlinked, as
the young women’s daily experiences influenced experi-
ences in biographical and epochal time. For instance,
daily adherence to ART could threaten not only young
people’s relationships (Bernays, Paparini, Seeley, &
Rhodes, 2017), but also valued aspects of their biographi-
cal lives, such as college attendance for these middle-
income young women. “Disruptive events” (Bury,
1982) such as HIV disclosure impacted the young
women’s biography, emotionally and socially. The
impact changed over time, through increased self-confi-
dence, and even over-confidence for some that they felt
they were healthy enough to stop taking their daily ART.

The young women who were perinatally infected with
HIV recognised that they were born at a very particular
time in history, where ART was not yet widely available
to prevent mother-to-child transmission, but was avail-
able during their childhood, which enabled them to
survive. We build on Reynolds Whyte’s term “biogenera-
tion”, which she uses to describe the previous generation
of adults who were expected to die from AIDS in the
1990s and survived due to medical intervention in the
early 2000s (Reynolds Whyte, 2014). We here expand
it to refer to this generation of young people perinatally
infected with HIV. For the young women in this study
who were perinatally infected, both their HIV infection
and their survival are fundamentally interlinked with
the historical, social, political and biomedical environ-
ment. This links to Foucauldian notions of biopolitics,
of how the bodies of young women living with HIV
are themselves the site of biomedicine and politics (Fou-
cault, 1997). If further connects to Fassin’s exploration of
the impact of politics on individual’s bodies, deeply situ-
ated in the social history of the South African HIV epi-
demic (Fassin, 2007). This research builds on Fassin’s
work to demonstrate how the impact of HIV on young
women is necessarily placed in the context of local and
global politics. Their bodies, their illness and their health
are inextricably tied to their close family histories as well
as wider bio-medical developments. By viewing young

women living with HIV as a particular “biogeneration”,
we acknowledge their lives and HIV infection to be dee-
ply situated in political bio-medical and social history,
including ART availability and family history of HIV
infection.

As optimum interventions are being developed to
support this “biogeneration” of young people living
with HIV (for example, Cluver et al., 2018; Graves
et al, 2018; Li et al, 2017; Mavhu et al., 2017), our
data aid understanding of their experiences, providing
valuable evidence as to how to provide comprehensive
support. Increasingly support groups are being estab-
lished to support young people living with HIV (Batega-
nya, Amanyeiwe, Roxo, & Dong, 2015; Cowan et al,,
2019; Mavhu et al., 2017). However, some have been cri-
tiqued for focusing too heavily on adherence, with little
room for discussion about other critical topics including
the multitude of challenges they face related to HIV and
more broadly, or openness about the practical and
emotional challenges and strategies to manage daily
adherence (Bernays et al., 2017; Bernays, Paparini,
Gibb, & Seeley, 2016). Our findings suggest that support
for young women living with HIV should acknowledge
the fundamental biographical moments that have
shaped, or will shape, their lives, including illness,
death, learning about their HIV status, and decision-
making around having children. Including topics such
as “loss and grief” and “disclosure” in support group cur-
riculums has been shown to be effective at enabling
young people living with HIV to process challenging
moments in their biography together with others who
have had similar experiences (Clay et al., 2018; Stangl
et al., 2018). Further, discussing future aspirations that
these middle-income young women held, including
around education and employment, supports them to
consider future opportunities regardless of their HIV sta-
tus. Providing information on treatment as prevention
and PMTCT is key to ameliorate fears about having
healthy families in the future, and support aspirations
of young women living with HIV to have children (Ber-
nays et al., 2019; Clay et al., 2018).

Temporal analyses provide a breadth of understand-
ing of young women’s experiences of HIV, beyond one
snapshot in time. By means of analysis through epochal
time, we suggest reframing this cohort as a specific “bio-
generation”: a generation whose lives and experience of
HIV is intimately interlinked to the history of ART avail-
ability in Zambia. We thereby understand some of their
experiences as being particular to their generation, and
our response to support them should be targeted and
adaptive as this cohort grows up with HIV. We rec-
ommend support groups with a focus on collectively
talking about significant biographical challenges as well



as day-to-day issues that young women living with HIV
face within this specific epochal time, to provide holistic
support for them now and as they grow up with HIV.
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