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Preface

The story of this book is rather simple. It is a story about people
being pensive about oral pre-exposure prophylaxis (PrEP) for
HIV prevention. It is a story about how contrary ideas and
‘ways of thinking’ about PrEP complicate PrEP uptake and
utilisation. I will tell it as a classic social psychological story,
focusing on the dynamic interactions that exist between social
context and individual thoughts, feelings, and actions related
to PrEP. The book draws on research from two qualitative
studies that sought to generate a user perspective on PrEP, and
thus offers a comparative perspective between different target
groups (queer men vs young straight women) and contexts
(Global North vs Global South). The study with queer men
was conducted in Denmark and funded by AIDS-Fondet (the
Danish AIDS Foundation). The study with young heterosexual
women in Zimbabwe was jointly funded by the US National
Institutes of Mental Health (ROTMH114562—01) and the
Bill and Melinda Gates Foundation (INV-009999). The Bill
and Melinda Gates Foundation kindly agreed to waive the
open access fees of this book, for which I am very gratetul.
It is important to note that the content in this book does not
necessarily represent the official views of the funders.

The research and findings presented in the book did not
magically emerge from raw data. They reflect many years
of collaborative work and thinking, for which I am deeply
indebted. First, I would like to acknowledge and express
my deep gratitude and indebtedness to Professor Catherine
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Campbell, my PhD supervisor at the London School of
Economics and Political Science. Cathy’s mentorship and
intellectual guidance continues to inspire and shape everything
I do. Cathy’s seminal book Letting Them Die: Why HIV
Prevention Programmes Fail has been a huge inspiration and
lays the foundation for the work I present in this book.
I would also like to acknowledge and thank Professor Simon
Gregson, Director of the Manicaland Centre for Public Health
Research, for inviting me into the Centre, and for involving
me in projects that have been defining for my academic career.
Simon Gregson, Constance Nyamukapa, Louisa Moorhouse,
Rufurwokuda Maswera, Louis Chisvo, Phyllis Mandizvidza,
Freedom Dzamatira, and other colleagues at the Manicaland
Centre have provided me with what I would call a home and
family in eastern Zimbabwe, for which [ am most grateful.

Thank you also to my dear colleagues at the Section for
Health Services Research at the University of Copenhagen,
my intellectual home. Our always inspiring discussions and the
critical thinking you all nurture create unique opportunities for
the type of social and behavioural science research that I do.

Data presented in this book were expertly generated by
trusted research assistants, who deserve special recognition.
Freedom Dzamatira and Rangarirayi Primrose Nyamwanza
facilitated the Photovoice study and interviews with young
women in Zimbabwe, while Nina Langer Primdahl facilitated
the Photovoice study and interviews with queer men in
Denmark. Special thanks also go to Linnea Waade Biermann,
my student assistant, for her hard work and diligence in
managing and co-analysing the data presented in this book.

I would like to express my heartful appreciation to all the
individuals who have generously contributed to this study with
insights and personal experiences. First, I would like to thank
co-researchers Charlie Hanghoj and ‘José’, who represent
PrEP service users, as well as Olivia Borchmann and Monica
Vincentz Jensen, who represent PrEP service providers, for
their significant contributions to the Denmark-based study
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and their feedback on this book. Second, thank you to all
participants for taking the time to meet with me and the team of
researchers involved in the studies, and for patiently responding
to our questions and contributing with photographs. Third,
I would also like to thank graduate students Olivia Nanny
Khayinza Serensen, Marie Kjer Quistgaard, Tanvi Bimal Vyas,
and Camilla Lysemose Clausen for their research support.
They interrogated parts of the data through their theses.
Fourth, thank you to the anonymous reviewers, as well as
chiet physician Gitte Kronborg (Department of Infectious
Diseases, Amager Hvidovre University Hospital as well as
AIDS-Fondet), Thomas Hiibertz (AIDS-Fondet), and Kim
and ‘Stefan’, two of our study participants, for commenting
on previous drafts of this book. Also thanks to Julie Dyson for
proof reading the book.

Last but not least, thank you to my partner Simon Chignell
tor his unwavering support and encouragement. Thank you
for being my sounding board, my motivator, and my rock.

Morten Skovdal

Vil






ONE

PrEP for HIV prevention

This 1s a book about PrEP, which refers to a cluster of
pharmaceutical medications that can prevent the human
immunodeficiency virus (HIV) from taking hold in people
who have been exposed to the virus. A PrEP prescription
typically involves regular visits to a health facility, both to
determine PrEP candidacy and to ascertain health by screening
and monitoring for sexually transmitted infections and kidney
function. Although different modes of PrEP administration
are beginning to emerge, oral PrEP, the swallowing of a PrEP
pill (typically Truvada) either daily or on demand — meaning
before and after sex — remains the most common method.
Oral PrEP, the focus of this book, is over 99 per cent effective
at preventing HIV when correctly adhered to.

This brief opening alludes to one of the six paradoxes
covered in this book, namely that a PrEP user is both healthy
and a patient. I have constructed this paradox and others in
the book to produce seemingly contradictory statements.
This is also captured by the chapter titles. I do this both to
challenge assumptions and to make visible the complex realities
of PrEP use. People either interested in or already using PrEP
will inevitably encounter conflictual ideas about it. A PrEP
user may feel healthy and know that their access to PrEP is
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conditional on good health. Health screenings and monitoring
are in place to confirm their health and eligibility. All the same,
the PrEP treatment regimen requires daily pill-taking and
occasional visits to health facilities, which the same individual
may associate strongly with illness and being a patient. This can
lead to a sense of ambiguity whereby the individual fluctuates
between the sensation of feeling healthy or like a patient. In
the context of PrEP, conflicting and contradictory ideas are
plentiful and often encountered in everyday life. They do not
go unnoticed and contribute to contentions, uncertainties,
dilemmas, and ambiguities that need to be carefully and
pensively responded to through processes that I term ‘everyday
PrEP negotiations’. My analysis indicates that the nature and
need for such everyday PrEP negotiations play an instrumental
role in explaining people’s varying abilities to engage with
PrEP and why PrEP works for some people and not for others.
I will therefore also draw attention to the factors that mediate
and determine the need for everyday PrEP negotiations. This
includes highlighting the social construction of conflicting
and contradictory ideas, and how they are both an outcome
of shared beliefs and understandings, and amenable to change
and reconstruction through participation in social groups and
networks. This allows me to point to areas of intervention.
Though not a topic we set out to research, different ‘ways of
thinking’” about PrEP are omnipresent in the studies that my
colleagues and I have been working on for the past seven years.
Here we have had the privilege of working with adolescent girls
and young women in Zimbabwe and queer men in Denmark
to understand their perspectives on and experiences of PrEP.
Although other researchers have alluded to PrEP paradoxes in
article formats (for example, Knight et al., 2016), I decided to
present an analysis of the role of paradoxes in PrEP use in book
form. I did this both to capture and collate the sheer number of
paradoxes identifiable in our data material, and to understand
similarities and differences in how paradoxes manifest and come
to determine PrEP use in two very different countries and
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with two distinct groups whose allegiances to social identities,
group norms, and cultural traditions differ significantly. A key
tenet of the book is therefore that what our participants say
about PrEP, and the different ideas and ways of thinking they
articulate, are inherently social in nature and can only be fully
understood by considering their social and cultural context.

Through this social lens, I hope that this book can offer
prevention researchers, planners, and evaluators new insights
and an analytical tool to recognise and respond to the social
context of PrEP use. It is also my hope that PrEP users
who read this book will find comfort in the recognition of
the complexities and social nature of their everyday PrEP
negotiations. I also hope they will feel inspired to participate
in community-oriented interventions that counter and
reformulate unhelpful and conflictual ideas, making it easier
to take up PrEP and making it work for more people.

For the remainder of this introductory chapter, I will expand
both on my aims in writing this book and on the book’s
significance for the field of HIV prevention, and for biomedical
prevention more broadly. This will involve providing more
context to the global HIV response and the need to intensify
prevention efforts. Then I will expand on the role of PrEP in
these efforts. There then follows a more detailed discussion
of what can be done to maximise the impact of PrEP, making
PrEP work for more people. This includes highlighting some
controversies that surround PrEP and that obstruct uptake and
utilisation. Before briefly introducing each of the chapters,
I present the conceptual framework guiding my writing
and analysis.

A case of hiomedical prevention

PrEP is just one of a rapidly expanding list of preventive
medicines that can help people avoid certain illnesses or
conditions. Preventive medicine is something we are all familiar
with and benefit greatly from. You have most likely received
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several vaccinations in your lifetime, perhaps most recently to
prevent, or at least boost immunity to, COVID-19. If you are
a woman, you may well have experience of using hormonal
contraceptives to prevent unwanted pregnancy. Perhaps you
have travelled to regions where malaria is prevalent and been
prescribed antimalarial drugs to prevent infection. If your
cholesterol levels are high, you may be prescribed medications
such as statins to reduce the risk of cardiovascular diseases.
More recently, weight loss medications have received much
attention for their transformative potential and for being in
high demand.

I relate PrEP to the growing list of preventive medicines
for two reasons. The first is to position this book within
the broader field of biomedical prevention, where there are
many common challenges with regards to adherence, access,
affordability, risk perception and awareness, side effects or
concerns about safety, and issues of implementation and
distribution. Findings from this book, as well as the conceptual
tools and language arising in this work, are hopetully applicable
to other preventive medicine contexts. This brings me to the
second reason: to engage you, the reader, and to encourage
you to help me relate the applicability of PrEP paradoxes
to other preventive medicines. As you read, I invite you to
draw parallels between the paradoxes and findings presented
in this book (about PrEP) and your own experiences with
preventive medicine or preventive technologies more broadly
(for example, hearing aid use in people with hearing loss to
reduce risk of dementia). What negotiations took place before
you made the decision to engage with the prevention method?
‘What were your considerations? What did the method require
of you? What work was involved in using it?

As you go through the book, it may become clear how your
own negotiations of risks, benefits, and social acceptability
involves considering opposing and conflictual ideas, cultural
values, social norms, and practices. Hopefully, this approach
will help cement the relevance of this book beyond HIV and
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PrEP. However, HIV and PrEP make a particularly instructive
case study. As HIV is intrinsically linked to issues of sexuality,
stigma, and structural disparities such as poverty, race, or gender,
this book arguably constitutes what Flyvbjerg (2006) calls an
‘extreme case’. It thus activates actors and mechanisms that
make the paradoxes more pronounced. While the paradoxes
will manifest differently between health and disease contexts,
and other paradoxes may apply, it is my hope that this book will
begin to demarcate paradoxes and their constitutive relationship
with biomedical prevention negotiations as a specific problem
space for research and practice in preventive medicine.

HIV, global targets, and the need to intensify prevention efforts

Despite extraordinary gains in making effective HIV treatment
available, HIV remains a leading cause of death worldwide.
For women of reproductive age, HIV is the leading cause
of death (UNAIDS, 2019). In 2021, an estimated 650,000
persons succumbed needlessly to acquired immune deficiency
syndrome (AIDS) (UNAIDS, 2022b). That is one person
every minute. In the same year, 1.5 million people acquired
HIV, with new HIV infections rising in many communities
and countries (UNAIDS, 2022b). Although these numbers
represent a significant reduction from the mortality and
infection rates at the height of the global HIV epidemic in
the late 1990s, current infection rates are still substantially
off global targets, which aimed for fewer than 500,000 new
cases by 2020 (UNAIDS, 2014). The current state of the
global HIV epidemic is disappointing, not least given the
optimism and ambitious targets that have characterised much
of the global HIV response over the past decade. Personally,
I vividly remember the enthusiasm and hopefulness that
characterised the 19th International AIDS Conference in 2012,
held in Washington, DC under the theme “Turning the Tide
Together’.! The main message of the conference was that we
now have the solutions and tools to end the HIV epidemic, and
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the global community must work together to end the spread
of HIV. The conference took place at a time of substantial
scientific breakthroughs, with advances being made in the
range and efficacy of HIV prevention technologies. In addition
to PrEP, this included treatment as prevention, which refers
to the use of antiretroviral treatment to lower the risk of HIV
transmission. People living with HIV who consistently adhere
to their antiretroviral treatment can reach undetectable levels
of viral load, which prevents them from transmitting HIV to
their sexual partners (Cohen et al., 2011). Voluntary medical
male circumcision also proved efficacious, lowering men’s risk
of HIV infection by up to 60 per cent (Auvert et al., 2005).

On the back of these biomedical discoveries, and the political
commitments and global solidarity present at the time, new
targets saw the light of day. The Fast-Track approach to end
the AIDS epidemic as a public health threat was introduced
in 2014. It included the 90-90-90 treatment targets (by 2020,
90 per cent of people living with HIV should know their HIV
status; by 2020, 90 per cent of people who know their HIV
status should be on treatment; by 2020, 90 per cent of people
on treatment should achieve viral suppression), which have
been widely adopted and largely successful in accelerating
access to testing and treatment services worldwide. It also
included primary HIV prevention targets, such as 90 per cent
of boys and men (aged 10-29) in countries with generalised
HIV epidemics getting circumcised; 90 per cent of people
at elevated risk of HIV having access to a combination of
prevention programmes; and 90 per cent of those people at
particularly elevated risk reporting condom use at last sex act
(Stover et al., 2016). These different Fast-Track targets have
since been increased to 95% (UNAIDS, 2022a).

According to recent calculations of data available up until
2020, eight countries with very different epidemics (Eswatini,
Rwanda, Qatar, Botswana, Slovenia, Uganda, Malawi,
and Switzerland) have either achieved or gone beyond the
90-90-90 treatment targets (Frescura et al., 2022). Many
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more countries are expected to follow in the years to come.
‘Wonderful as this is, the continuing high, and often rising, rates
of HIV infection indicate challenges to the realisation of some
of the assumptions guiding the HIV prevention potential of the
Fast-Track targets. For starters, at a population level, treatment
as prevention has proved less effective (in real-life settings) than
hoped for, with either no (Iwuji et al., 2018) or a less than 30%
reduction in incidence (Hayes et al., 2019; Makhema et al.,
2019). In other words, the successes in scaling up testing and
treatment services are not translating into significant reductions
in HIV transmission. Furthermore, it has been suggested that
financial investments to achieve the prevention targets have
been lower than required. All this combined spurs calls to
further maximise the impact of primary prevention methods,
such as condoms, male circumcision, and PrEP (Ward et al.,
2019). This book seeks to support this agenda, albeit from a
social science perspective.

The promises and perils of PrEP

Oral PrEP is being hailed as one of the best prevention methods
at our disposal to end HIV transmission. HIV activists and
researchers often refer to oral PrEP as ‘revolutionary’ and a
‘game-changer’ for HIV prevention; a ‘miracle drug’ that can
end the deadliest epidemic of modern times. And for very
good reason. A recent systematic review and meta-analysis
of the 15 trials conducted to date establishes the effectiveness
of PrEP (Murchu et al., 2022). It finds that PrEP is highly
effective, particularly among men who have sex with men
and serodiscordant couples (where one partner lives with HIV
and the other does not). In fact, when PrEP is widely used and
adhered to — which is the case among certain pockets of
the queer community, predominantly in the White, urban
Global North — it can lead to significant population-level
reductions in new HIV infections. Examples of PrEP-led
successes towards epidemic control have been observed in the
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UK (Girometti et al., 2021; Sullivan et al., 2023), Australia
(Grulich et al., 2021), and the US (Smith et al., 2020). While
this is encouraging, many population groups at risk of HIV
do not benefit from the promises of PrEP. The review by
Murchu et al. also finds that none of the five trials conducted
with heterosexual women in sub-Saharan Africa —a group at
high risk of HIV — demonstrate a reduction in HIV acquisition
because of PrEP. This is explained by low levels of uptake and
adherence (Van Damme et al., 2012; Marrazzo et al., 2015),
and suggests that women in parts of sub-Saharan Africa face
particular gendered challenges in their engagement with PrEP,
something this book explores in detail. Other groups face
difficulties too. Countless PrEP implementation studies are
reporting on barriers to PrEP access and adherence among
different groups vulnerable to HIV — including trans persons,
sex workers, prisoners, people who inject drugs, and migrants —
in a variety of countries (Murchu et al., 2022). Furthermore,
and as alluded to earlier, gay, bisexual, and other men who
have sex with men are not a homogenous group. In the US,
Black and Latinx men who have sex with men, for instance,
have lower levels of PrEP uptake, and studies are looking to
identify and respond to the many inequities that prevent many
gay men of colour from engaging with PrEP effectively (Rolle
et al., 2017; Taggart et al., 2020).

Maximising the impact of PrEP

It 1s evident that PrEP works very well for some people, but
not for most people vulnerable to HIV. As long as this is the
case, the ‘game-changing’ potential of PrEP to bend the curve
of the global HIV epidemic remains unfulfilled. This raises
the question: How do we maximise the impact of PrEP?
There is clearly not a single right answer to this question.
The question was discussed in relation to HIV prevention
technologies at a small meeting of experts hosted by the
Bill and Melinda Gates Foundation at Cold Spring Harbor
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Laboratory’s science think tank in 2017. I participated in the
meeting, and unsurprisingly we concluded that many different
elements need to come together. We identified community
engagement and social marketing, participation and ownership,
integrated health services and choice, and solid evidence and
data as some of the core elements (Ward et al., 2019). That
said, three approaches to maximise the impact of PrEP appear
to predominate over HIV prevention research and innovation,
cementing the dominance of biomedical, implementation, and
health services research.

The first approach seeks to biomedically innovate our way
out of challenges. This work rides on the wave of scientific
breakthroughs within biomedical science to develop and
deploy an ever-expanding range of efficacious biomedical
technologies. In addition to oral PrEP, other PrEP products
that have recently been approved for use include a vaginal
silicone ring, which, when inserted into the vagina, slowly
releases an antiretroviral drug and offers protection against
HIV over a 30-day period. Injectable PrEP has also been
approved and is slowly being rolled out. Here individuals
vulnerable to HIV can choose to receive a PrEP injection
every two months. Other HIV prevention technologies in
the pipeline® include dissolvable or removable implants that
slowly dissolve PrEP medication into the body, longer-acting
oral PrEP pills, and dual prevention pills (combining PrEP
with oral contraceptives). Each new PrEP product responds
to implementation challenges of oral PrEP. Another guiding
assumption behind the expanding number of PrEP products is
that by providing people with different tools and more choices,
they are much more likely to find a combination of methods
that works for them, and that this is critical to fill the prevention
gap. It is inevitable that some of these new PrEP products will
productively respond to some of the challenges to oral PrEP
outlined in this book, and I emphasise: this book celebrates
these remarkable advances. However, they bear witness to a
biomedical turn in HIV prevention — one that may reduce HIV
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prevention to pill-taking, implants, and injectables delivered
through standard, clinic-based models of care. While it is
easy to be seduced by such technological fixes, they assume
that health services have the capacity (knowledge, time, and
resources) to be able to counsel and deliver a range of different
prevention modalities to different population groups, and that
people are autonomous and rational actors with unfettered
access to these services. According to Bernays et al. (2021),
a real danger of this strong biomedical approach to PrEP and
HIV prevention more broadly is that it undermines and blurs
the visibility of social influences.

Challenges in access to oral PrEP have cemented the
significance of a second approach — one that is more health
service- and implementation-focused — namely, to understand
how community-centred and simplified health services can
shape behaviours and engagement with PrEP. This work
recognises the limits of standard, clinic-based models of
HIV prevention care in reaching the most vulnerable and
difficult to reach. It includes work around community-based
interventions to reach underserved groups and foster demand
for and sustained engagement with PrEP. It also includes efforts
to differentiate health services so that they can adapt to the
needs and preferences of different population segments, or
profiles of people who could benefit from PrEP. The most
recent PrEP implementation guidelines from the World Health
Organization demonstrate this approach (WHO, 2022). The
guidelines adapt the differentiated service delivery framework
and encourage service providers to be more flexible when it
comes to when a PrEP service is delivered, where it is delivered,
what is being delivered, and who delivers it. The power of more
differentiated and simplified service delivery became clear
during the COVID-19 pandemic, when service providers who
adapted their PrEP service delivery in response to pandemic
restrictions began to observe a surge in the demand for PrEP.
For instance, some adopted telemedicine solutions, and this
change in where PrEP services are delivered was noted to
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increase the number of people on PrEP in a variety of contexts
(Dourado et al., 2020; Rogers et al., 2020; Hill et al., 2021;
Kerzner et al., 2022). When COVID-19 restrictions were
in place in Zimbabwe, PrEP services for female sex workers
shifted from clinical settings towards community, home-based,
and peer-led PrEP services, and these shifts in where and who
delivers PrEP meant that PrEP use ‘went through the roof”
(Matambanadzo et al., 2021).

A third approach to maximise the impact of PrEP draws
on systems thinking and complexity theory to integrate PrEP
within a layer of other interventions. This work is referred to as
‘combination HIV prevention’and is supported by solid research
that documents the added value of combining interventions
(Cluver et al., 2016; Toska et al., 2017). It assumes that there
is no single magic bullet to end the HIV epidemic, but that
a combination of biomedical, behavioural, and structural
interventions, carefully packaged to match the profile of a target
population, will take us an important step further (Kurth et al.,
2011). The Determined, Resilient, Empowered, AIDS-free,
Mentored, and Safe (DREAMS) partnership is arguably the
largest and most well-known example of a combination HIV
prevention initiative involving PrEP. DREAMS seeks to reduce
new HIV diagnoses among adolescent girls and young women
in ten sub-Saharan African countries. The programme contains
a core package of 13 interventions, of which PrEP is one.
The underlying assumption behind DREAMS is what when
layers of biomedical, behavioural, or structural interventions
are introduced, targeting different groups (the young women
themselves, family members, their male partners, and the
broader community), synergies will emerge, contributing
to greater and longer-lasting impacts (Saul et al., 2018).
Evaluations of DREAMS are beginning to emerge. While the
evidence is mixed, greater declines in new HIV diagnoses are
observed in settings where more DREAMS interventions are
implemented (Saul et al., 2022). Some DREAMS sites have
experienced difficulties and delays in the implementation of
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community-based norms interventions (Gourlay et al., 2019),
which may explain variances in reductions. The DREAMS
partnership laudably responds to some of the social, political,
economic, and environmental factors that determine adolescent
girls’and young women’s vulnerability to HIV and their various
different abilities to confront HIV. However, a criticism of how
combination HIV prevention is often implemented in practice,
which I have raised elsewhere, is that the justifications for
bringing together a set layer of interventions are often weak
and unclear. It is notoriously difficult to ascertain exactly what
layers of interventions to combine in order to increase their
synergistic effects (Skovdal, 2019). While responding with
evidence-informed interventions at different levels is likely to
be beneficial, doing so without an interrogation of how the
interventions interact in (and with) a particular context and
make PrEP work, or not, for people may undermine otherwise
comprehensive prevention combination programmes.
Auerbach and Hoppe (2015: p 1) argue that the quest for
ways to ‘get drugs into bodies’, which is a principle present
in the three approaches mentioned earlier, often renders social
context and its ability to make PrEP work for people invisible.
This calls for a fourth approach.

Towards making PrEP work for people in their everyday lives

While new PrEP products and more person-centred service
delivery options are central to making the work involved
with PrEP more manageable and doable, their success will
depend on recognising and working with the reality of
people’s everyday lives. A fourth approach would thus seek to
understand and respond to what it takes to get PrEP to work
forpeople in their everyday lives (Kippax, 2012; Auerbach and
Hoppe, 2015; Skovdal, 2019). For me, and to continue the
work metaphor, this first and foremost entails an understanding
of the work involved in using PrEP and how PrEP works on
individuals and communities. If individuals and communities
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have found ways to make the work manageable, and PrEP
affects their lives positively and meaningfully, then PrEP fits
into their everyday lives and works for them. On the contrary, if
the work involved is draining, risky, or obstructs their everyday
lives, and affects individuals or a community negatively, PrEP
1s unlikely to work for them.

The relevance of considering the ‘work involved’ is captured
by the expanding patient work literature that has emerged within
health sociology, with roots in Corbin and Strauss’s (1985)
seminal piece on chronic illness management. The concept of
patient work has been instrumental in making visible the efforts
and activities of patients that are otherwise taken for granted yet
are key to the success of their treatment (Yin et al., 2020). Corbin
and Strauss (1985) themselves note illness-related work (for
example, diagnosis, medicine-taking, symptom management),
everyday life work (for example, raising children, keeping a
marriage and a household going), and biographical work (for
example, making sense of the illness, identity formation, dealing
with significant life events) as overarching lines of work that affect
illness management. Many other types of work have since been
identified, such as care navigation work (Defty et al., 2023), time
management work (Jowsey et al., 2012), and work with digital
health technologies (Leese et al., 2022).

However, the patient work literature is — for good
reasons — almost exclusively focused on people living with
chronic conditions. As noted by Haaland et al. (2023), the
work of people preventing illness is rarely studied. This book
speaks directly to this gap. It builds on work that Primdahl and
I have published elsewhere, where we report on six categories
of work that queer men in Denmark activate to access and
utilise PrEP. These include: work out the system of PrEP access;
identify what works to access PrEP; working PrEP services to
their advantage; work with the PrEP service delivery system;
work through what it means to be on PrEP; and work for PrEP
visibility (Primdahl and Skovdal, 2023). In a Tanzanian context,
Haaland et al. (2023) note three types of PrEP patient work: the
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practical efforts of getting enrolled onto a PrEP programme
(readying work), adhering to PrEP (user work), and managing
the disclosure of their PrEP use in a social context (social
navigation work). With the exception of a few examples from
the disease management literature (Bagge-Petersen et al., 2020;
Gammeltoft et al., 2022; Bagge-Petersen, 2023), little has been
done to understand what work goes into dealing with the
contentions, uncertainties, dilemmas, and ambiguities arising
from opposing and conflicting interests and ideas. It is my hope
that this book can help further advance the visibility of such
work, albeit in the context of prevention medicine.

PrEP also works on people in different ways. Social scientists
are beginning to document the different ways PrEP leaches
into people’s social lives, mediating relationship dynamics and
how sex is experienced and practised (Dean, 2015; Young
et al., 2016; Brisson and Nguyen, 2017; Garcia-Iglesias,
2022; Primdahl and Skovdal, 2023). Such work adopts a post-
humanist perspective and recognises the agency of the PrEP pill
(and social practices associated with pill-taking) in dynamically
shaping how PrEP users live their lives. This book contributes
to this expanding social science literature, making way for
stories that illuminate how PrEP uptake and utilisation are
mediated by either considerations or experiences of how PrEP
affects people’s social and sexual lives, and indeed identities.

By way of introduction to some of the social dimensions that
give rise to different representations and ways of thinking and
talking about PrEP, [ now turn to a discussion of some of the
controversies that circulate in society about PrEP. This both
provides background to some of the findings presented in the
forthcoming chapters, and offers a segue to the conceptual
framework that guides my analysis and writing.

PrEP and moral responsibilities for (un)healthy behaviours

PrEP has — perhaps more than any other preventive
medicine — been immersed in controversy and public
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criticism. This controversy is rooted in moral values and
judgements about who should take responsibility for risk.
The controversies tend to be about whether the moral
responsibility for preventing HIV rests with the individual or
society. What further complicates this issue is the controversy
associated with spending public resources on a preventive
drug, which necessitates a consideration or intention of risk.
If this risk-taking is by a marginalised and stigmatised group,
such as gay men, people who inject drugs, or sex workers,
they are likely to be further vilified for their so-called risky
practices. To exemplify this, let me briefly highlight some of the
controversies arising from the slow PrEP roll-out in England.
They are well documented in the British press and academic
literature and lucidly discussed in the BBC documentary ‘The
People vs The NHS: Who Gets the Drugs?™.

PrEP was only made freely available through the UK’
National Health Service (NHS) in 2020, eight years after the
drug was initially approved for HIV prevention by the US
Food and Drug Administration. Until then, access to PrEP was
limited to individuals participating in the national PrEP Impact
Trial, or with the means to buy the branded drug Truvada
privately (around £400/month) or generic equivalents online
from overseas sellers (around £45/month). The ‘battle’ to get
PrEP rolled out on the NHS was arduous, and involved the
National AIDS Trust, a UK-based charity, taking NHS England
to court and winning, claiming that it is within the power of
NHS England to fund PrEP. The initial NHS England decision
not to fund PrEP was due to the high cost of PrEP and the
NHS’s claim that HIV prevention is the job of local councils
(Hawkes, 2016). This battle played out in the British press,
igniting views about the supposed immorality of ‘promiscuous’,
‘unsafe’, and homosexual sex. In an analysis of how the British
press discussed and represented PrEP, Mowlabocus (2020)
notes the common use of terms such as ‘Truvada whores’,
the ‘promiscuity pill’, and the ‘lifestyle drug’, particularly in
the right-wing press. These metaphors constitute useful codes
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for communicating and emphasising individual responsibility
and choice. They qualify several claims and fears. According
to Mowlabocus, this includes the claim that PrEP, if offered
by the NHS, will incentivise and subsidise the reckless sexual
behaviours of gay men. A related claim was that support of
such a ‘lifestyle drug’ would result in resources being taken
away from the treatment of children and old people. NHS
England confirmed this narrative by releasing statements about
how PrEP will prohibit certain treatments (and unnecessarily
stressed that PrEP is used by men who have sex with men) (NHS
England, 2016). Another claim raised in the press was that PrEP
may lead to more promiscuity and more condomless anal sex,
which in turn may give rise to increases in sexually transmitted
infections, affecting the broader public negatively. The view
that gay men should take more personal responsibility, either
by using condoms — the cheaper alternative — or by paying for
PrEP themselves, was common (Mowlabocus, 2020).

Before I continue, I would like to debunk some of the views
and fears described earlier. Research demonstrates that the
HIV response cannot rely on condoms or any other single
prevention method. While condoms are critical to the HIV
response, they are often used inconsistently (Smith et al.,
2015). Combining HIV prevention methods yields the greatest
impact (Lasry et al., 2014; Pickles et al., 2023). PrEP has also
proved highly cost-effective by reducing healthcare-related
expenditures associated with HIV treatment (Cambiano et al.,
2018; Durand-Zaleski et al., 2018). A recent review on the
effectiveness and safety of PrEP found no evidence of increases
in sexually transmitted infections (Murchu et al., 2022). In fact,
a growing number of real-world, population-level studies are
observing declines in sexually transmitted infections, possibly
due to the increases in testing for sexually transmitted infections
among queer men on PrEP (Morgan et al., 2020; Traeger
et al., 2022). Furthermore, a review by Kojima et al. (2016),
which claimed that PrEP contributes to high rates of sexually
transmitted infections among men who have sex with men,
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was quickly discredited on scientific grounds (Harawa et al.,
2017). When associations between PrEP use and increases in
the overall incidence of sexually transmitted infections have
been found, this is often due to increases preceding PrEP
initiation. This has been found in Denmark and is indicative
of queer men seeking out PrEP during periods where there is
a growing chance of them contracting a sexually transmitted
infection (von Schreeb et al., 2024). Such findings should
alleviate concerns that PrEP automatically leads to increases
in sexually transmitted infections.

Despite such evidence, the viewpoints and fears discussed
earlier continue to circulate in the public sphere — not just in
England, but everywhere. They are value-laden and almost
always echoing many past and ongoing struggles in the HIV
response, reflecting views around moral and sexual conduct.
They may, however, take different forms. In countries with
a tax-funded national health service, debates about individual
responsibility may be more forthright. In countries with a strong
patriarchal culture, and where gender orders prohibit the sexual
autonomy of adolescent girls and young women, debates and
fears about how PrEP may lead to more sexual independence
among women may dominate. As [ will demonstrate in this
book, the collective and common symbols, meanings, ideas,
values, norms, and practices about PrEP that circulate in different
social milieus matter hugely and form the foundation for many of
the paradoxes that characterise PrEP. They complicate access and
engagement with PrEP in ways we do not yet fully understand.

[ now turn to the conceptual framework that will help me
disentangle how collective and common ways of thinking
and talking about PrEP heighten the need for everyday PrEP
negotiations and aftect PrEP use.

My conceptual lens

First, I must state that I am a social psychologist with a keen
interest in community levels of analysis. I therefore approach
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the individual as someone who stands in a mutually constitutive
relationship with the social world they inhabit. I will therefore
not focus on bigger structural problems or rely on individual
capacities, such as perceptions of HIV vulnerability or attitudes,
to explain variances in PrEP uptake and utilisation. Social
scientists from other disciplines are already doing a fantastic job
in highlighting individual and structural determinants of PrEP
use. [ will of course touch on these issues, as they form part of
the bigger story, but only to show how they interact and come
together at a community level to shape the shared ideas, values,
norms, and practices that determine how people encounter,
respond to, and negotiate PrEP use in their everyday life.

To help me do this T turn to social representations theory
(SRT). SRT was developed by Moscovici (1973) to understand
everyday ways of thinking, and the stock of ideas that enable
people to navigate the social world and to communicate with
people about it. According to Joffe (2002), SRT is particularly
useful for research with an interest in the social, emotive and
symbolic facets of health. Moscovici has characterised social
representations like this:

[as] systems of values, ideas and practices with a twofold
function: first to establish an order which will enable
individuals to orientate themselves in their material and
social world and to master it; and secondly to enable
communication to take place among the members
of a community by providing them with a code for
social exchange and a code for naming and classifying
unambiguously the various aspects of their world
and their individual and group history. (Moscovici,
1973: p xiii)

Put differently, social representations refer to the ideas and
ways of thinking that are attached to PrEP, such as it being
expensive or linked to promiscuity. Other examples were
mentioned in the previous section. These ideas and ways of
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thinking determine how people communicate about PrEP,
make sense of it, and engage with it. A key tenet of SRT is
that these ideas and ways of thinking are always constructed
and given meaning through interactions and exchanges of ideas
between the self'and others (Markova, 2003). As such, what the
ideas and ways of thinking are, their symbolic meanings, and
how they dialogically enter people’s lives and come to affect
thoughts and actions around PrEP use, will differ between
social milieus.

However, this also means that people taking, or interested
in, PrEP are bound to encounter diverging views and
opposing perspectives depending on the social context
they find themselves in. As such, Billig (1996) argues that
the stock of ideas and ways of thinking that surround an
object — like PrEP — will always be riddled with controversy
or contradictions. Moscovici and Markova (2000: p 275) argue
that, as a result, social representations inevitably involve
an ongoing ‘battle of ideas’, which makes them inherently
dynamic and dilemmatic. These diverging and opposing views
and ideas are ‘in the world’, but also enter our ‘head’ (Farr,
1987: p 359). This creates a complex reality for both individuals
and communities — a reality in which PrEP has seemingly
contradictory and paradoxical qualities that, however, can
all be considered true. Within SRT, this has been referred to
as cognitive polyphasia. Jovchelovitch (2007: p 69) defines
cognitive polyphasia as ‘a state in which different kinds of
knowledge, possessing different rationalities, live side by side
in the same individual or collective’. This not only opens up
an avenue towards an understanding of how opposing ideas
can coexist, but also enables me to explore how individuals
and communities encounter and respond to opposing ideas
through what I term ‘everyday PrEP negotiations’ (see Box
1.1 for a definition). It is through everyday PrEP negotiations
that some social representations achieve greater legitimacy, or
influence on people’s engagement with PrEP, even when other
views are recognised.
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Box 1.1: Definition of ‘everyday PrEP negotiations’

Everyday PrEP negotiations are the continuous and often subtle mental
activities and social interactions that individuals engage in within a
particular context to understand, interpret, and navigate the opposing and
contradictory ideas and ways of thinking about PrEP that they encounter
in daily life. This includes all the deliberations, reflections, and sense-
making activities that people continuously engage in to give meaning to
PrEP and its role in their lives. It also includes the day-to-day interactions
in which people discuss shared experiences, reflect on, challenge, or
further bolster certain ideas, practices, or norms about PrEP.

Cognitive polyphasia does not automatically consider
contradictory ways of thinking and what we can call the ‘battle
of ideas’ to be problematic, although of course they can be.
‘While contention, uncertainty, dilemmas, and ambiguity may,
on the face ofit, seem unproductive, Billig (1996) and Markova
(1987) argue that the battle of ideas within people and in
society can be productive in triggering thought and reflection,
with counter-ideas deepening knowledge of, commitment
to, and sense-making of certain values, ideas, and practices.
Recognising how opposing and contradictory ideas and ways
of thinking can trigger everyday PrEP negotiations that may
be more or less productive is critical to informing initiatives
that make PrEP ‘work for’ more people.

Figure 1.1 attempts to visually summarise the previous
discussion in a Venn diagram. It captures the fact that there are
opposing and contradictory ideas out there ‘in the world’, with
some appearing as contrary to (para in Greek) held opinion (doxa
in Greek). These contrary ideas exist in society, circulate within
communities, and make their entry ‘in the head’. They can trigger
a battle ofideas leading to contention, uncertainty, dilemmas, and
ambiguity. In the process, people may find themselves in a liminal
state where, through everyday PrEP negotiations, they weigh
up and balance the legitimacy and influence of different ideas.

The conceptual framework presented in Figure 1.1 was not
developed a priori but constructed in close dialogue with my
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Figure 1.1: The social representations paradox model
Opposing and contradictory ideas

T

Paradox
‘both/and’

Ideas
in the world

Ideas
in the world

Battle of ideas

Contention, uncertainty,
dilemmas, and ambiguity

Everyday PrEP
negotiations

Ideas in the head

data. I therefore hope that readers can see alignment between
the framework and the findings presented. The empirical
chapters will each focus on a PrEP paradox. These PrEP
paradox chapters are each divided into three sections, each of
which details an everyday PrEP negotiation and follows the
structure outlined in Table 2.3. Their headings first present an
interpretively constructed question that alludes to contention,
uncertainty, dilemmas, and ambiguity. The question is followed
by a type of everyday PrEP negotiation work. It is my hope
that it people taking, or interested in, PrEP read this book, they
will identify with many of the questions and find comfort in
the recognition of their everyday PrEP negotiation work. As
I elaborate on the everyday PrEP negotiations, I detail the stock
of ideas and ways of thinking that are at play, and emphasise
how social context mediates how people encounter, respond
to, and negotiate PrEP use.
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Introducing the chapters and paradoxes covered in this hook

Following this Introduction, Chapter 2 describes our research
with adolescent girls and young women in Zimbabwe and
with queer men in Denmark. I describe the two studies in
turn, detailing and reflecting upon the fieldwork and methods
applied. I end Chapter 2 by discussing the opportunities and
challenges of generating learning from two very different
case studies.

Chapter 3 introduces the first paradox covered in this
book: Free, yet costly. This chapter notes that although PrEP is
recognised as free from clinics in both study settings, it is also
associated with costs. This chapter details what those costs are
and exemplifies how our participants negotiate ideas about
these costs in everyday life.

Chapter 4 introduces the second paradox: Eligible, yet
ineligible. The chapter finds that although many of our study
participants consider themselves eligible for PrEP, they also
have their eligibility challenged by others. This chapter focuses
on demonstrating how people taking, or interested in, PrEP
navigate such different ideas and negotiate their eligibility.

Chapter 5 introduces the third paradox: Responsible, yet
irresponsible. This chapter focuses almost exclusively on queer
men. It reports on how queer PrEP users may be considered
responsible for taking control over their sexual health and
for contributing to the prevention of HIV response, yet at
the same are confronted with ideas about their irresponsible
sexual behaviour.

Chapter 6 introduces the fourth paradox, which is the
paradox I alluded to in the opening of the book: Healthy, yet a
patient. This chapter details how, for people on PrEP, the close
contact with health services and daily pill-taking are constant
reminders of how their sexuality is being pathologised and
approached like a disease requiring treatment. Some PrEP
users struggle to reconcile this pathologising, and the treatment
regimen, with being healthy.

2
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Chapter 7 covers the fifth paradox: Safe, yet unsafe. This
chapter finds that while PrEP users fully recognise the potential
of PrEP to keep them safe from contracting HIV, they have to
balance this protective capacity against opposing ideas about
PrEP’s associations with social risks and harms.

Chapter 8 introduces the sixth and final paradox:
Liberating, yet constraining. This chapter covers ambiguities
related to the sexual liberation associated with PrEP. PrEP
users in both contexts express a newly found sexual freedom
when on PrEP. PrEP is said to remove feelings of fear of HIV
and to give PrEP users a sense of control and autonomy over
their sexuality. Alongside this sense of liberation are feelings
of constraint. These feelings manifest differently from person
to person. For some, the treatment regimen — having to take
a daily pill and attend regular health checks — puts constraints
on their daily life. For others, the liberating effects of PrEP
can be addictive and they find it challenging to stop being on
PrEP, even if they are no longer vulnerable to HIV.

Chapters 3—8 are empirical chapters and introduce data from
the two studies. The chapters are presented in such a way that
they capture the paradoxes along the HIV prevention cascade,
covering the effects of PrEP paradoxes on motivation for PrEP
use, access, and sustained use (Moorhouse et al., 2019). By
structuring the book according to the paradoxes, I run the
risk of hiding the connections between the paradoxes. While
I will do my best to signpost potential connections, I kindly
ask you, as a reader, to make mental notes whenever you see
one. Chapter 9 concludes the book by discussing a possible
seventh paradox, namely that PrEP paradoxes are problematic,
yet productive.
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The case studies

This book draws on qualitative research conducted in Zimbabwe
and Denmark with people taking, interested in, or eligible for
PrEP. Both studies had an applied interest to increase uptake of
PrEP, and sought to produce knowledge that can be used by HIV
prevention service planners and practitioners to improve PrEP
uptake and utilisation. Stakeholder involvement was a guiding
principle of both studies. As such, both studies were striving to
do the research ‘with’and ‘by’ people either taking or interested in
PrEP, and not merely ‘about’ or ‘for’ them. This chapter provides
a reflexive account of the research process. This involves first
reflecting on my stance on and approach to the topic of PrEP.
I then provide some background to the two case studies and
contexts, and use this to explain my comparative focus. [ then
describe the research processes. I here explain the methods used,
how participants were recruited, and how data were produced and
prepared for analysis. I end the chapter by explaining how data
were examined for the analyses presented in subsequent chapters.

Reflexivity and power

In alignment with many feminist and critical social researchers,
I am acutely aware that there is no value-free scientific inquiry,
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and that researchers must ‘acknowledge their interests and
sympathies’ (Ellis et al., 1997: p 123). To that end, I proclaim
that the methodologies guiding the two case studies of this
book have been steered by community health psychology, a
subdiscipline ‘driven by values of power-sharing and social
justice, and [that] is praxis-oriented, emphasising solidarity
with oppressed people to create transformative social change’
(Nelson and Evans, 2014: p 158). This interest, coupled
with the fact that I am a Caucasian and privileged researcher
working in the field of global health, based at a renowned
university in Denmark, has heightened my awareness of power
inequalities, and my role as a researcher in reproducing them.
Participatory methodologies offer one way to support shifts
away from Global North researchers ‘having power’ to ‘sharing
power’, which hopefully one day will lead to a ‘handover of
power’. While I actively use participatory approaches and
methods aimed at giving participants more power and control
over how their lived realities are represented, and strive to co-
write with participants in book chapters and articles, in this
writing project I acknowledge my limits in this participatory
endeavour and further acknowledge my role in reproducing
power inequalities. However, I hope that by inviting a few
participants to review and comment on earlier drafts of this
book, I have succeeded in making the book resonate with their
experiences of PrEP. Nonetheless, this book is solo-authored,
and [ inevitably take credit for work and ideas that are the result
of many conversations with colleagues and our collective efforts
(please see my acknowledgements in the Preface).

Having said that, I am not merely a privileged outsider.
I too constitute a stakeholder in PrEP research. I am part of
the ‘us’ in the slogan ‘nothing about us, without us’, which
has guided much HIV research and practice. As a queer man,
the devastating effect of HIV is a heritage of my community.
Fear and the stigma of HIV has had a profound effect on my
sexuality and that of my friends and peers. I have personally
witnessed and experienced the impacts and effects of HIV
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and PrEP on people’s lives. This background inevitably affects
how I frame and analyse the data, and the conclusions I draw.

Introducing the Zimbabwean context and case study

The Zimbabwean case study focuses on adolescent girls
and young women vulnerable to HIV. Gender and other
inequalities leave adolescent girls and young women in sub-
Saharan Africa at particularly high risk of HIV infection.
In 2022, women and girls accounted for 63 per cent of all
new infections on the African continent (UNAIDS, 2023), a
pattern that is no different in Zimbabwe. In Zimbabwe the
HIV prevalence for men aged 25-29 is 4 per cent, whereas
the HIV prevalence for women in the same age group is 10.6
per cent (Ministry of Health and Child Care, 2021). Given
this inequity, the Joint United Nations Programme on HIV/
AIDS has made repeated calls for research and action to make
PrEP more accessible to girls and women.

Against this background, and with support from international
donors, expanding the roll-out of free PrEP for young
women is a priority area of the Zimbabwe National HIV and
AIDS Strategic Plan (Ministry of Health and Child Care &
National AIDS Council, 2020). See Table 2.1 for a summary
of PrEP services in Zimbabwe. While great strides have been
made to reach female sex workers with PrEP in Zimbabwe
(Matambanadzo et al., 2021), progress to reach adolescent girls
and young women with an elevated chance of contracting
HIV has been slow.

In light of this, we initiated the Youth of Zimbabwe Use HIV
Prevention (YZ-UHP) study in 2017, a randomised trial and
intervention study designed to explore the impact of tablet-
based education and counselling, combined with community
engagement, on improving uptake and use of condoms, PrEP,
and voluntary male circumcision among young people in
Manicaland province, eastern Zimbabwe (Thomas et al., 2020a,
2020Db). It is a mixed-methods study, and as a co-investigator
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and community health psychologist, I facilitated the qualitative
research and the community engagement intervention aimed
at improving the uptake and use of HIV prevention methods.

The Zimbabwe data presented in this book come from the
YZ-UHP study. The study was designed with a commitment to
participatory research practice. First, a youth advisory board was
established to advise us on the different phases of the project.
Second, community interventions were co-created through
community conversations, resulting in different community-
led initiatives. Third, the qualitative work was extensive, and,
in addition to interviews and focus group discussions, drew
on Photovoice, a visual methodology that allows participants
to photographically capture and represent issues of importance
to them. The YZ-UHP study obtained ethical approvals from
the Medical Research Council of Zimbabwe (REF: MRCZ/
A/2243), the institutional review board of the Biomedical
Research and Training Institute in Zimbabwe (REF: AP140/
2017), and the Imperial College London Research Ethics
Committee (REF: 171C4160).

In this book I draw on qualitative work with presumably
straight adolescent and young women from two communities,
which we refer to as Watku and Saksom. Watku is a rural
community, while Saksom is a high-density suburban
community. Both communities are located in Manicaland, a
province that borders Mozambique. The province is the second
most populous province of Zimbabwe, with just over 2 million
people (Zimbabwe National Statistics Agency, 2022). The
province is characterised by high levels of poverty. About two-
thirds of people who live in Manicaland struggle with absolute
poverty. The formal sector is small, and most people rely on
subsistence farming and government or donor assistance. With
a declining, yet still high, HIV prevalence of 12.3 per cent for
women and 9.8 per cent for men, HIV continues to be a major
challenge for the people of Manicaland, particularly for young
women aged 20-24, where the gender disparity is the largest
(Rao etal., 2022). Age-disparate relationships are common in
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Manicaland (Chang et al., 2021), and HIV incidence rates are
particularly high among girls in relationships with older men
(Schaefer et al., 2017).

The vulnerabilities faced by many young women stem from
certain cultural gender norms. These norms deserve discussion
and provide critical context for some of the findings presented
in this book.

The Shona people are the largest ethnic group in
Manicaland. Patriarchal practices are rife in Shona culture,
with hegemonic forms of masculinity still subjecting many
women to subordination — perpetuating gender inequalities as
outlined earlier. Kambarami (2006) notes that in Shona culture
boys and girls are socialised very differently. Her research finds
that girls are socialised to become submissive and obedient
wives and caring mothers, whereas boys are socialised to
become heads of the household. Boys and girls also often have
their sexuality defined for them. Girls are expected to preserve
their virginity for marriage, with mombe yechimanda—a cultural
practice of offering a cow to the girl’s parents as a token of
appreciation for preserving her virginity — still holding much
value (Matswetu and Bhana, 2018). In marriage, a woman
is expected to remain faithful and to be submissive to the
sexual needs of her husband. In contrast, boys and young
men are taught that they must control female sexuality and
that male infidelity is inevitable. Such patriarchal socialisation
practices in Zimbabwean society shape how men and women
relate to each other in all areas of life, leaving young women
especially vulnerable to intimate partner violence (Fidan
and Bui, 2016) and HIV, as previously described. Many
women in Zimbabwe are thus always in a gendered and
dyadic relationship with men. Several studies from Zimbabwe
demonstrate that women’s actions and engagement with HIV
treatment and prevention services must always be considered
against a background of how men relate to women (Skovdal
et al.,, 2011; Chibango and Potgieter, 2023). The impact
of patriarchy and the dyadic relationship between men and
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women on young women’s engagement with PrEP will
become clear as I present our findings. While patriarchy and
hegemonic masculinities dominate and constitute a critical
context for the Zimbabwe case, I also want to recognise that
patriarchal practices undergo constant negotiation, translation,
and reconfiguration (Demetriou, 2001). A few of the young
women participating in our study exemplify this by expressing
support and care from their husbands.

Much qualitative material from the YZ-UHP study has
already been published, highlighting several social challenges
to young women’s engagement with PrEP. These challenges
include stigma and breaches of confidentiality by healthcare
providers (Skovdal et al., 2021), parental disapproval of young
women’s premarital and extramarital sexual activities (Skovdal
et al., 2023), and the perceived social risks associated with
partners finding out about young women’s potential PrEP use
(Skovdal et al., 2022a). Additionally, the lack of community-
level awareness about PrEP and its benefits has been identified
as a contributing factor (Skovdal et al., 2022b). This book
expands on some of these findings, albeit with a focus on how
social circumstances shape the paradoxical ideas and ways of
thinking that surround PrEP and affect the work involved
with PrEP use.

Introducing the Danish context and case study

The Danish case study focuses on queer men vulnerable to
HIV. As in many other European countries, gay, bisexual, and
other queer men who have sex with men in Denmark are
disproportionately affected by HIV and constitute the main
target group of PrEP. According to the Statens Serum Institut,
a research institute working under the auspices of the Ministry
of Health in Denmark, an estimated 6,300 individuals lived
with HIV in Denmark in 2022 (SSI, 2023). More than half of
those (3,500) were queer men. Of 115 newly diagnosed HIV
positives in 2022, 47 were among queer men.
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PrEP was approved and recommended by the Danish Health
Authority in 2017 and made freely available through the national
health services in 2019. The fact that PrEP is made available cost-
free is unusual for a couple of reasons. First, although Denmark
has a universal and tax-financed national health service, there
are two primary exclusions to its coverage, including outpatient
prescription drugs and adult dental care, both of which require co-
payment (Birk et al., 2024). Second, the Danish healthcare system
has a far greater focus on curative care, with only few resources
allocated to health promotion and disease prevention (Birk et al.,
2024). Health promotion activities are often non-medical and
fall under the auspices of municipalities or non-governmental
organisations. The exclusion of a co-payment for a preventive
and outpatient drug like PrEP makes it stand out and subject to
controversy. As such, the roll-out of PrEP in Denmark — like in
the UK — did not happen without contention and public debate,
much of which was rooted in the assumed immorality of ‘unsafe’
and ‘promiscuous’ sex between gay men. For instance, both
health economists, a member of the Danish Council on Ethics
as well as politicians have called for gay men to take individual
responsibility by paying for the pills themselves, using condoms,
or reducing so-called risky behaviours (TV2, 2016; BT, 2016).

One other feature of PrEP provision in Denmark stands out
and deserves mentioning. PrEP can only be accessed through
hospitals with infectious disease departments. Prescriptions
and the distribution of PrEP can only be made by medical
doctors specialising in infectious diseases. As such, individuals
interested in PrEP must be referred to one of nine infectious
disease departments either by their general practitioner or by
Checkpoint, a chain of queer-friendly sexual health clinics
spread out across major cities in Denmark. See Table 2.1 for
a summary of PrEP services in Denmark.

PrEP has proved popular in the queer community. In its
first year, 1,180 individuals were put on PrEP. This number
increased to 1,500 in 2021 and 2,000 in 2022. By 1 September
2023, 3,998 individuals had started on PrEP, of whom 3,385
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were registered as active users (Engsig and Kronborg, 2024).
The investment in PrEP is paying off, as it has proven effective
in Denmark. Since the 1990s, new HIV cases among queer
men have averaged around 75 annually, but following the
introduction of PrEP, newly diagnosed HIV cases have more
than halved to 29 cases in 2023 (Nielsen, 2023).

The Danish case study draws on qualitative data from what
we can refer to as the ‘PrEPping project’, a community-
based participatory research project that was initiated in 2021
with funding from AIDS-Fondet. AIDS-Fondet is a Danish
non-governmental organisation that provides sexual health
counselling and testing services and supports research and
advocacy. The project aimed to develop a knowledge foundation
for delivering PrEP services in Denmark that are relevant and
acceptable for individuals at elevated risk of HIV. Community-
based participatory research is a collaborative research approach
whereby community members, stakeholders, and researchers
work together through co-research to understand and address
issues and concerns that are relevant and meaningful to the
community under study (Minkler and Wallerstein, 2003).
The study team was made up of two queer men with PrEP
experience, two PrEP service providers, and two academic
researchers — a research assistant and me. Specific study aims and
research tools were co-created by the study team and centred on
queer men’s experiences of considering, accessing, and being on
PrEP. This project also drew on the Photovoice methodology,
enabling queer men to share their stories, experiences, and
perspectives through images. The project was registered and
approved from a data protection perspective by a University of
Copenhagen faculty secretariat and received approval from a
university ethics review committee (REF: 504-0256/21-5000).

A comparative case study

My two cases differ markedly from each other. They took
place in countries with vastly different experiences of the HIV
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epidemic. In Zimbabwe, HIV is endemic and generalised.
Everyone has been affected one way or another. In Denmark,
HIV is close to being eliminated and largely limited to a few
population groups vulnerable to it. This country-specific
information leads to a natural focus on groups most vulnerable
to HIV, namely young straight women in Zimbabwe and queer
men in Denmark.

The differing HIV epidemiologies of the two countries have
affected their HIV service landscape. Zimbabwe is decentralising
PrEP services to increase access to anyone who considers
themselves to be vulnerable to HIV, whereas PrEP services in
Denmark are highly centralised and focused on individuals who
meet predefined and strict eligibility criteria. Table 2.1 offers
a comparative overview of PrEP services in the two countries.

Other major differences between the two countries are
their respective economies and social welfare contexts. The
Denmark case is an example of a rich, modern welfare
state with social insurance contributing to healthcare and
other social benefits. Given the large informal economy of
Zimbabwe, social protection arrangements are patchy and
user-fee payments for hospital services are relatively common.
However, HIV services in Zimbabwe are free, part-funded by
the Ministry of Health and Child Care, with contributions also
from international organisations.

This brings me to some of the similarities between Denmark
and Zimbabwe. PrEP is freely available in both countries
and was made available more or less at the same time. This
reflects their shared commitment to the HIV response, which
1s also captured in their successes in getting people living with
HIV onto treatment. Both countries rank highly in terms of
achieving the 95-95-95 goals referred to in the Introduction
(UNAIDS, 2023).

Much in-depth qualitative research on PrEP focuses on
experiences in single-country contexts or from the perspective
of a single target group. Such important work provides detailed
case studies of how PrEP is delivered and experienced in
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Tahle 2.1: PrEP services in Zimhabwe and Denmark

Oral PrEP Zimbhabwe Denmark
services
Roll-out Started in 2018, but still 2019
ongoing
Cost for Free, state- and Free, state-funded
users international donor-funded
Target Anyone with an increased | Men or transgender
groups chance of contracting HIV | individuals who have sex with
men
Criteriato | « HIV negative « HIV negative
qualify « Member of target group « Member of target group
« Normal kidney function « 15 years or older
« Agree to and follow « Increased chance of
treatment guidelines contracting HIV
» Normal kidney function
« Agree to and follow
treatment guidelines
« Danish social
security number
* Heterosexual individuals
with elevated risk of HIV
may also be eligible
How Belong to one of the At least one of the following
‘increased | following groups: criteria must be met:
chance of | « Serodiscordant « Having had unprotected
contracting | couples (one HIV- anal intercourse with at
HIV" is negative partner) least two male partners
assessed « Adolescent girls and within the last 12 weeks

young women

« Sex workers

« Certain groups of men
(men who have sex with
men, prisoners, long-
distance truck drivers)

« Transgender people

« Anyone with a history of
condomless anal sex,

» Having contracted
syphilis, chlamydia, or
gonorrhea within the last
24 weeks
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Tahle 2.1: PrEP services in Zimhabwe and Denmark (continued)

Oral PrEP Zimbhabwe Denmark
services
having had a sexually
transmitted infection,
has a sexual partner who
is vulnerable to HIV, or
past use of post-exposure
prophylaxis
PrEP PrEP initiation PreP initiation
service « PrEP eligibility assessment | « PrEP eligibility
package « Testing for HIV, sexually assessment
transmitted infections, « Testing for HIV, sexually
and kidney function transmitted infections,
(age dependent) and kidney function
« Assessment of « 3-month PrEP prescription
pregnancy status « Counselling on safe
« 1-month PrEP prescription sex practices
PrEP follow-up/ PrEP follow-up/continuation
continuation » Month 3 (controls as at
+ Month 1 (review side initiation and PrEP refills
effects and give every 3-6 months)
2-month PrEP refill)
« Month 3 (controls as at
initiation and PrEP refills
every 3 months)
PreP Hospitals, clinics, and Nine hospital-based infectious
service other settings where HIV disease clinics and through
locations testing is done Checkpoint, a queer-friendly
and designated sexual health
clinic in five major cities
Prep Doctors, nurses, and HIV | Infectious disease doctors
service testing counsellors and nurses
providers
Prep PrEP initiation same day as | Health facility visits every
service HIV-negative test or within | 3-6 months after initiation
frequency | 7 days, Months 1 and 3
follow-ups, every 3 months
thereafter
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different contexts, and responds to calls for research that
looks at sexual health interventions in context (Wellings et al.,
2006). Important as this is, such work is often blind to issues
that cut across population and country contexts, and thus fall
short of developing generalisable lessons and concepts; this,
however, is possible through comparative case studies (Yin,
2003). There have generally been few comparative studies of
PrEP in the ‘mixed economy of welfare’ (Powell, 2019). By
bringing together and comparing two such different cases,
I apply what Schensul et al. (1999) call a ‘dichotomous case
selection’. This heightens my attention to factors that may
explain differences and similarities. Nicolini (2009) argues that
there are benefits to looking at practices (such as PrEP use)
in different settings, repositioning oneself by ‘zooming in’ to
understand the situated performance of, for instance, PrEP
use, and ‘zooming out’ to see broader relations, patterns, and
effects across difterent localities. In this book I both zoom in
on people’s experiences of PrEP in Zimbabwe and Denmark,
and zoom out to conceptually highlight fundamental paradoxes
and the type of work they necessitate. In doing so, I hope to
create some productive and novel cross-cultural comparisons.

It is important to highlight that the two studies I draw
on in this book were not conducted for the purpose of a
comparative case study analysis. As such, the research tools
were not deliberately streamlined to investigate similar issues.
Nonetheless, given that my involvement and input into both
studies affected the issues covered and the choice of qualitative
methods, there are many similarities between the two data sets.
I now describe these similarities in more detail.

The research process

Individual interviews and Photovoice were the two primary
methods used to gain an in-depth understanding of the
experiences and perspectives of individuals either taking or
interested in PrEP. Three focus group discussions were also
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conducted in Zimbabwe. This is the material I directly draw
on this analysis. I also have interview material from healthcare
providers in both settings, and material from parents, partners,
and community members in Zimbabwe; while I will not
introduce this material in this book, it has corroborated and
enriched my thinking about and analysis of the paradoxes.
Furthermore, T live in Denmark as a member of the queer
community, know people on PrEP, and have conducted HIV
research in Zimbabwe since 2010, which all contributes to
the lived experience and observational ‘data’ that I bring to
the analysis.

Various strategies were employed to recruit individuals
either taking or eligible for PrEP. For the YZ-UHP study in
Zimbabwe, young women eligible for PrEP were randomly
sampled from a baseline survey in which they had to fulfil
criteria such as being young, HIV negative, sexually active,
and with an increased likelihood of contracting HIV. The
women on PrEP were recruited from a follow-up survey that
captured PrEP use. All the young women had previously given
permission for, and expressed interest in, being contacted to
participate in qualitative research. The PrEPping project in
Denmark adopted different recruitment strategies, taking
advantage of the diversity within the study team. The two
queer co-researchers shared details about the study within their
social network, and the two PrEP providers shared information
about the study with their clients. The researchers put up
posters in different venues and on Facebook pages and made
use of a paid advertisement on Instagram. These different
strategies resulted in the recruitment of 39 young women in
Zimbabwe and 16 queer men in Denmark. See Table 2.2 for
participant characteristics.

In both cases, the data collection process started with
Photovoice, a method that involves inviting study participants
to photographically capture and represent issues of
importance to them (Wang and Burris, 1997). In the YZ-
UHP study, Photovoice was, for practical reasons, limited to
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Table 2.2: Study participant characteristics

Zimbhahwe

Rural/urban residence | Rural (Watku) 17
Urban (Saksom) 22

Gender Cis female 39

Age 18-24 25
25+
Undeclared

Country of origin Zimbabwe (Shona ethnic group) 39

PrEP status Eligible for PrEP 19
On Prep 6
Undeclared 14

Denmark

Rural/urban residence | Rural 0
Urban 16

Gender Cis male 14
Gender-fluid male 1
Trans man 1

Age 18-24 2
25-34 7
35+ 7

Country of origin Canada 1
China 1
Denmark 10
Greenland 1
Slovakia 1
Sweden 1
Venezuela 1

PrEP status Eligible for PrEP 3
Former PrEP user, wants to start 1
again
On PrEP 12
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five individuals: adolescent girls and young women. While
all 16 queer men in the PrEPping project were invited to
participate in Photovoice, only 13 participants completed
the exercise.

Photovoice participants in both settings were introduced
to the method and exercise through a workshop, where the
research aims were fine-tuned to reflect the interests of the
participants; ethical considerations were also discussed.
The young women in Zimbabwe were given disposable
cameras, while the queer men in Denmark used their
smartphones; consequently, the quality of the images in the
book is varied, and due to permissions issues, details in some
images have been blurred. The participants were given two
to three weeks to photograph things, places, and people that
affect their experiences and perceptions of and access to PrEP.
Photovoice participants in both settings were invited to select
up to six photographs that represented a story they really
wanted to tell in relation to PrEP, and that they were willing
both to share with the public through exhibitions and to
hand over to the research teams as data for publications. They
were encouraged to write a story for each of their chosen
photographs, explaining why they wanted to share this picture,
the real story behind it, and how it related to their life and the
lives of other people. The exercise resulted in 76 photographs
from queer men in Denmark and 36 photographs from young
women in Zimbabwe, each accompanied by a written story.
The Photovoice exercise in Denmark culminated in a photo
exhibition during the 2022 Copenhagen Pride week (see
Figure 2.1).

Photovoice was followed by individual interviews designed
to elicit detailed experiences and perceptions of PrEP. The
interviews in both settings were semi-structured and followed
topic guides that focused on the participants’ knowledge of and
motivation for using PrEP, the role of social relations, attitudes,
and practices in shaping their PrEP use, their perspectives on
PrEP services, and what PrEP can offer them, as either young
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Figure 2.1: ‘Picturing PrEP’ exhibition

women or queer men. Where interviewees had participated
in Photovoice, the six photographs that represented a story
they really wanted to tell were also discussed. All interviewees
contextualised PrEP in relation to their lived experiences of’
being either young women or queer men. However, interviews
with PrEP users maintained a focus on lived experiences,
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whereas with individuals eligible for PrEP, topics on PrEP
use naturally focused more on their beliefs, perspectives,
and anecdotal or ‘hearsay’ information. The interviews were
digitally recorded and chiefly conducted in Shona (Zimbabwe
case) or Danish (Denmark case). As four of the queer men
were not fluent in Danish, their interviews were conducted
in English. Interviews with the queer men lasted on average
56 minutes, whereas interviews with the young women took
an average of 50 minutes.

The research methods described earlier were implemented
by trained and highly experienced qualitative researchers.
The research activities with young women in Zimbabwe
were facilitated by Rangarirayi Primrose Nyamwanza, a
young woman who is trained and has worked as a social
worker. This background made her particularly well suited
for in-depth discussions on sexuality, gender, and some of
the more taboo and controversial aspects of these topics. She
gained the trust of the female participants and connected with
them due to their shared identities and gender experiences,
making her a peer researcher (Primdahl et al., 2021). The
‘sisterhood’ that developed between Nyamwanza and the
young women in our study inevitably helped develop and
shape the data.

The research activities with queer men in Denmark were
also facilitated by a young woman: Nina Langer Primdahl. As
a straight, cisgender woman, she did not share the same gender
and sexual identity as the queer men. However, as a seasoned
researcher of sexual minorities, she was able to build rapport
with the participants and was well versed in the language and
culture of queer men. As the transcripts and data presented in
this book demonstrate, the queer men felt they could speak
freely and without judgement.

All interviews were transcribed and anonymised. They were,
together with Photovoice pictures and stories, imported into
NVivo 14, a computer-assisted qualitative analysis software.
From here, four master’s students (Clausen, Serensen,
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Quistgaard, and Vyas), a research assistant (Primdahl), the
queer men (Hanghoj and ‘José’) and PrEP service providers
(Borchmann, Vincentz) who formed part of the study team
in Denmark, three collaborators in Zimbabwe (Nyamukapa,
Magoge-Mandizvidza, and Maswera), and I interrogated the
data from different vantage points, guided by and responding
to different research questions. We have reported or will
be reporting on these findings and the analytical processes
elsewhere (Skovdal et al., 2021; Primdahl et al., 2022; Skovdal
et al.,, 2022a; Primdahl and Skovdal, 2023). Through these
collaborative analyses (Cornish et al., 2013), researchers
with diverse expertise — including social workers, medical
professionals, and community advocates with lived experience
of PrEP — came together to highlight different aspects of PrEP
use. Combined with our participatory research approach,
this process helped to unveil the paradoxes rooted in lived
experiences and practice. As I participated in these collaborative
analyses, it became clear to me that six paradoxes feature
prominently in people’s experiences of PrEP, irrespective of
whether they are queer men in Denmark or young women
living in Zimbabwe. To zoom in on these paradoxes, two
student assistants (Biermann and Hansen) and I followed
Attride-Stirling’s (2001) steps of thematic network analysis
to reorganise and code the data. This resulted in six thematic
networks, each detailing the content and context of a PrEP
paradox. In close dialogue with Biermann and the social
representations paradox model (see Figure 1.1), I condensed
and further reorganised the networks into a single table (see
Table 2.3). The table captures the connections between the
paradoxes, everyday PrEP negotiations, the opposing ideas
and ways of thinking at play, and the mediating role of social
context. In subsequent chapters I draw on this table to structure
and present findings.

4



PARADOXES OF PrEP FOR HIV PREVENTION

UBW U0 ddUueI|aJ S,UBWOp

SUIAI| JO SUOIHPUOD pue ALIBAOY e
S82INMBS d34d

pasI|eljusd pue pidly «

(Z) s1s09 Ayunpoddo y3iy o3 anp
9]q1SS802BU| 918 SIINIBS dJId 994
(MQ) d31d Buissaade juads
a1} JO SWUB] Ul A|1S09 aJe SBDINBS d34d *

KiaA1ap 821MBS d34d
noqe Ajjeai3 1o Suryuly |
¢ YoM d3id 9344 S|

USW U0 30UBI|34 S,USLLIOA «

(Z) d34d 981} 0} SSBIR

S,uswom 3unok 01 Jaliieq e se AlBnod e
(Z) d34d 9944 Buissadde

uaym paloadxa ale saa) [e1dSOH o

SalH|iqessunA AlH

SUIAI| JO SUOIIIPUOD pUE ALBA0 (7) S90IMBS d34d | Ylim sasuadxa 19400d-Jo-1no
Buroueul) Wa)sAs YijeaH « | 934} Yoeal pue |aAeJ} 0} Asuow S1s00 1| « | Surouejeg ;oa1) K|jeai 1 S|
(MQ) Hiom

Wo1sAs alejjom
[B120S B UIY}IM UOIleSI|IgIsuodsay »
uollesi|euidiew JLOISIH e
$3SIN0JSIP BIPSIA

1SIA1308 1sed 03 A31j1geIunoddy «

(MQ) 83aj1Ald J1ay} oy

1Unod%e 0} Usw Jasnb saysnd 43id
994} 3uIpunons ASIan013u0d d1|gnyd e

Ma ‘2

939|1A1id Jo uoIuZ0284 49150} S3a1Id
8nip ysiy 01 anp ssadoe Ul Saljijenbaul

d3/d A1s02 03 SS800E
paga|inud Jo asuss Suiep
iSS9208 934} aney | op Aym

(S1500

YlIM pajeloosse
19A ‘S1xe1U02 Y10q
ul @al} sl 434d)
K309 19K ‘a4

suonenogau d3id Aephiana
fy1dwe pue ajerpaw jeyy Sujuiyy
Jo sfem, pue seapl Jo 1xajuod |e1aog

fungiqwe pue ‘sewwa|p
‘fuiepaaun ‘uonualuod 0} asu anig jeyy
Sunjuiyy jo sfem, pue seapi suisoddg

suonenosau 4314 Aephian3

saxopeled

sguIpuy Jo a|qe) yiomiau aneway) ¢z a|qeL

42



THE CASE STUDIES

(panuiuo2)

Aj11q1311e Joy saijijenb
oym pue walshs ayy, Jo AUpIdY e
d34d 10}
Salj/[enb oym Uo SUOI}OL}SB)
paje[aJ-804n0Sal pue [edljijodolg «

(Z) 2482 pasijeuosiad
J3AI[3p 0} S3DINI3S d34d Joj Buljeaddy «
(MQ) d34d Jo syyeuaq peoiq

3y} deas 01 pue $$9928 4o} dlsIinbaJaid

e paJapIsuod sI Aj1qi31je noge 3ulk] «
(4Q) uorzenyis 33s-pue
-Us)21yo e se noge paye} A|iqidi|g «

Aunaisie

Suijeijodsu pue WaisAs
auyy, SuizesineN (A1qi3iie
Jo} |eadde Jo 81| | p|noys

(7) Adesayy |esinolialiiue
10} dn-J1an02 B Se 434 Inoge seapl

S30INBS paa} K28108S pue W3NS AIH * asn d34d yum

AIH U3noayl paisnljep d34d « (Z) SJdIoM XaS ‘J0) poylaw suoljeloosse 3uisijewsdiis (paSus|jeyo

SIoYIOM X3S uolluanaid A|H Ue paJapIsuod |[11s Sl Sunea{ ;Kpiqidie Aw Aupiqisie Jiay

0} paonpoJlUl Aj[elliul 4344 « | pue ‘01 padnpoJiul Aj|eiliul Sem 434 ¢ MBIA SJBY10 ||IM MOH m>m.; .wa »n__m:n_

(Z)@sn Joy 91q13118 8q

suoljou 113 pooy), d34d Jo anoiddesip usyjo siauped e1IB1IO A[1q13119 few ajdoay)

f11jenxas s,uawom gunok (Z) sn 434d o anoiddesip |ein1nd SuLiapisuoy a|qi81jaul 1ok

JO S3ulpuelSIapUN [RUOIIPRI] « U0 suelpieng Jay1o Jo Sjualed e id34d uo s|ui3 poos, aly ‘118113
suonenosau d3id Aepfiana fungiqwe pue ‘sewwa|p
fpjdwe pue ajeipaw yeyy Suryjuiyy ‘fuiepaaun ‘uonualuod 0y asu anIs jeyy

Jo sfem, pue seapl Jo 1xajuod |e1aog Sunjuiyy jo shem, pue seapi suisoddg suonenosau 4314 Aepianz saxopeled

(Panunuo) sguipul Jo a|qe) Y1oMiau dljeway ) g'g lqeL

43



PARADOXES OF PrEP FOR HIV PREVENTION

asn 4314 punole
SaI111UBp! |2100S dAINIsod pue saselq
9|qRIN0AR) B]GBUS SYIOMIBU [BID0S

(Z) JuasalIp 3q 03} Yiduaiis oy}
pue sailljenb ulelad aney S1asN d34d «
(@) 9|qIsuodsaui pue ‘jeuonipes; ‘3uioq

Se Jnoge pay||e} aJe Siasn d34d-UON e

Siasn d3id-uou ,3ulisyi,
;9|qisuodsaul | wy

S3uifes, aweijol SHIOMIBU |BI0S «
sInoineysq |enxss a|qisuodsall,
1sed sjenjusdde ela}ld

A1111G13118 pue $821MBS d34d *

Xas 49anb Suipunouns ewsis(-48s)

(MQ) [nydweys pue s|qisuodsall
P2JaPISUOD SI X3S [BUE SSB|WOPUOY)
(YQ) Jnoineyaq ,a|qisuodsaul,
1sed pue Aunosiwold sjeudis 434d «

d34d YHM pajeroosse sweys
iAjigisuodsal 3uiyel usym
3|qisuodsaul |98} | op AUM

SYJOMIBU [BID0S Ul A|JUBIBLIP
1n0oge pay|e} aJe Sal}l|IqIsuodsai(d]) «
Sa11l(1q1suodsai
(1) Jusiayip saijidwe Jpupis
SUOI3084UI pajlilsSue.}
A||enxas 4O $10}08A Se siasn

(MQ) suonosjul

pajwsuei} Ajjenxas (1ueisisal-gnip

2J0W) Ul S8SBaJOUI YIIM paleloosse
dJe X3S |BUR SS3|WOPUO0D pue d3id »

(YQ) Xas |eue S$a|Wopuod
,9|qIsuodsalll, 4o} aSUaI| B Se 434

(Z '¥Q) op 03 Suly} 3|qisuodsa) e

d3/d Suiyew ‘Suidus|ieyd si Juswow ayl

1X83U09
|euolie|al e ul Aujiqisuodsai
d34d, 8urzerjodan

iyieay |enxas Aw Joy

(SINOIABYDQ [BNX3S
3|qIsuodsaill
J1ay} 1noge

seapl aAlle3su
UlIM PaIu0Iu0d
ale 194 ‘yieay
[enxas Jiay} o}
A11j1gisuodsal ayey
d34d uo ajdoay)
a|qisuodsau jak

d34d 1o uoneluasaiday » 4O Jeay, |y} Ul asn wopuod uijerjodan e A1gisuodsas Suiyey | wy ‘a|qisuodsay
suonenogau d3id fephiana fungiqwe pue ‘sewwa|p
fpjdwe pue ajeipaw yeyy Suryjuiyy ‘fuiepaaun ‘uonualuod 0} asu anIs jeyy
Jo sfem, pue seapl Jo 1xajuod |e1aog Sunjuiyy jo shem, pue seapi suisoddg suonenosau d3id Kephian3 saxopeled

(Panunuo) sguipul Jo a|qe) Y1oMiau dljewsay ) g'g lqeL

44



THE CASE STUDIES

(Panurjuod)

Ssaualeme d3id paywi e
3uljepiwiiul ssa|
AIH 9Yeuw juswiess}
[eJIn0J1B4IUR Ul SluswaAoidW|
s3nJp |eJinoJiBIIluR 0} pale|al
S108449 9pIS Jo AJoWwaW dAI309||0]) »

(M@ ‘7) AdeJayy |edinoiialiue

0 1X81U00 8y} ul ||1d aAljusAaid e
3unyel Jo anjea ayl 1noge Ajuienadun »

(Z) uoidaaiad ysu ysiemino

few pue 4344 yim juswagdesus
Juanaid s308448 apIs pajediojuy o

AIH Pue S108}42 apIs 1sulede
|enjualod aAzusnald syl
dn Suiysism iy yxom i s|

uiesy
poo3 3ululejutew 4oy A|iIgisuodsal

pue Jo |0J1u0d 3uiye} sjeudis d34d ¢
siauped |njyiiesun wolj AIH
3U1108J1U00 WBY] JUBABId 0] UBWIOM

3unoA Aq Aoy paJapIsuod 43id «

(Z ') aifisayl] Ayyjeay e jo ped
pue 94e2-}|3S S pasieuoliel sl d34d
(Ma)
d34d Jo Suisidojoyied ayi1 uioslay »

yijeay urejuew
0] JUsWieal] e se 434d
Supuiyiey juswieal} d3id
0} 3ulueaw aAI3 | Op MOH

(euosJad
Juailed, e 1dope

anss! ay} 0} paiinbai 194
sasidojoyied yJewus(q Ul SedIAIBS (MQ) SulW|ayMIan0 paispIsuod Ayyesy 3uleq yum euosiad ‘Ayyjeay ale
d34d Jo uonesijeydsoy ay] o sI uoljuanaid Joj s|id Buiyey « Jusiied, ayy Suljiouodes | 4344 uo ajdoay)
Ay3jeay 3ulsq pue (Z) [BOISUASUOU paJapISu0d S813[NaIIJ $Y21S 10U We | waned e
3unel-||1d usamiaqg aduLUOSSI( » SI uoljuanaid Joy sjjid Suiyey e usym Surjealy | we jeym 19K ‘Ayyjeay
suonenogau d3id fephiana fungiqwe pue ‘sewwa|p
fpjdwe pue ajeipaw yeyy Suryjuiyy ‘fuiepasun ‘uonualuod 0} asu anis jeyy
Jo sfem, pue seapl Jo 1xajuod |e1aog Sunjuiyy jo sfem, pue seapi suisoddg suonenosau 4314 Aepfian3 saxopeled

(Panunuo) sguipul Jo a|qe) Y1oMiau dljeway ) g'g alqeL

45



PARADOXES OF PrEP FOR HIV PREVENTION

93pa|MOUY PuB UOIIBWIOJUI JO BT
SYSU Ulelad 0}
uoljuayie susysiay BulussIds d34d «

(MQ) asn wis}
-3u0| punoJe uoINed 91eaid d3id Jo
S10edwl wWisl-3U0| 8y} INoge SsuJsduo) .

(Z ‘YQ) uneay uo d3id jo Joeduw
wis1-8uo| By} IN0ge SBIUIBLIBIUN

d3id J0

$109)9 WJB-3U0| UMOUYUN
9y} INoge SuJaou0) Wis}
3uo| 8yl Ul ajes 4344 S|

usW Jaanb Jo y3jeay [eIus|y
aouanul Jaad pue [e1o0g

(YQ) Xaswiayd 0} spes| pue A1ijenxas
10 salepunog ay3 saysnd d34d

s90130e4d [BNXBS [NjWey
Juswsne Aew 4314 moy
SU1UIB2U0D SaoUB/RAIqUIY
iKem anjedau e ul A1jenxas
Aw 1oedwi 4344 8uiyel seoq

uolyisod

POSIYOURIJUSSIP S,UBWOM SUNOA o
swJou Japuagd

a1ignd pue Ayoseliied «

(7) Juswuopueqge

10 ysu 01 3ulpes| ‘siauned 1o
sjuaied juloddesip Aew noy «

(Z) 92UBJOIA D1}SBWIOP 0} pes|

Rew ‘pasonodsip 4 pue ‘A|39840SIp usye}
usym Ing ‘A|H wouj a4es nok sdosy d3id «

(2) d34d 4o Aujiqededde [e120s 4o 4oe|
ay} Jo Sulpuelsiapun paJeys peaidsapip

AIH 1suiede uoi3os104d
1sulede sieguep paniadlad
au} dn Suiysiapm id3id
U1IM SWOD SYSII [B120S 1BUM

(Wwiey pue

SYSI Y10 Yim

paleIoosse s 19k
‘AIH 8u110e43U00
woJj ajes ajdoad

sdaay d34d)
ajesun Jaf ‘ajes

suonenogau d3id fephiana
fynidwe pue ajerpaw jeyy Sujuiyy
Jo sfem, pue seapl Jo 1xajuod |e1aog

fungiqwe pue ‘sewwa|p
‘fuiepaaun ‘uonualuod 0} asu anIs jeyy
Sunjuiyy jo shem, pue seapi suisoddg

suonenosau d3id Kephian3

saxopesed

(Panunuo) sguipul Jo a|qe) Y1oMiau dljewsay ) g'g lqeL

46



THE CASE STUDIES

aMgeqUIlZ = 7 “Yiewuaq = yq 10N

sdiysuorie[al uado punole SWIoN «
UOoI1R2IUNWIWOY pue
suolle|al Jauyied »

(MQ) Sseuped
MBU YlIM 8sn 434 Sullellodan o

uol3enuijuodsip
d34d J0 Salixa|dwod sy}
3uisijeay id3id Suniey
dois | pjnoys usym

palinbai euosiad jusiied,
3yl pue uawidal Jusweal] .
ew313s Aj1jenxas pue 434d e

(Z) N1oRI1IRUN
S193 d34d pue spuewsp Auew 00] «
(M@ ‘Z) 8uivey-|jid snonpiy .

(%@ ‘Z) s48Y30 40} 1NJIIP Inq ‘BLU0S
1o} 9|qissod S| uspply d34d Suidesy «

uswiealy

d34d 40 SJUIRIISUOD
ayy SuLispisuo) ;aw Jo
24Inbai 4344 seop 1eym

usw Jasnb Jo uollesijeuldiew

(MQ) uieay |enxss

(shem mau

Ul Sulessuod 434d
19£ ‘uoijesaql| pue
WopaalJy |enxas

JO 9suUas 3uoiis e
Y}im pajeloosse

pue snieis Ysi-1e, AlH 8YL « | 4on0 [0J1u09d |euosiad Jo asuas 3uong » wopaai} |enxas Aq anijdes S d34d)
ewss pajejal (MQ) 49sNn 4344 e se sniels PI8H id34d Inoyum a1 Suluiensuod 3ok
pue AJH 1O Jea} SAI399]|0)) » pue 3]A159}1] Mau 3y} 01 PAOIPPY « e auidew | uep ‘Sunelaqn
suonenogau d3id fephiana fungiqwe pue ‘sewwa|p
fpjdwe pue ajeipaw yeyy Suryjuiyy ‘fuiepaaun ‘uonualuod 0} asu anis jeyy
Jo sfem, pue seapl Jo 1xajuod |e1aog Sunjuiyy jo sfem, pue seapi suisoddg suonenosau 43id Kepian3 saxopeled

(Panunuo) sguipu Jo a|qe) Y1oMiau dljewsay ) €'g lqeL

47



THREE

Free, yet costly

The preceding chapters have set the stage for the empirical
findings. In this chapter, I present one of the first paradoxes
that PrEP users may encounter as they contemplate or seek
out PrEP, namely that PrEP is both free and costly. This
paradox captures opposing ideas and ways of thinking about
PrEP as a medication that is available for free from national
health services, yet that is also associated with significant
costs, monetary or otherwise. The presence of such opposing
and contradictory ideas necessitates difterent everyday PrEP
negotiations. For queer men, public reminders of the fact
that somebody foots the bill for PrEP triggered reflection on
their privileged access to ‘free’ PrEP. Ambiguity arising from
a lack of clarity around their deservedness prompted a need
to justify and explain — to themselves and others — why PrEP
should be free. For some young women in Zimbabwe, free
PrEP access was associated with anticipated or actual out-
of-pocket expenses. Due to their disenfranchised position,
young women faced the dilemma of having to balance the
value of PrEP, including the costs associated with PrEP
access, with their perceived risk and needs. While out-
of-pocket expenses were not considered an issue for our
queer participants, the time spent accessing PrEP catalysed
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critical and contentious thinking about how PrEP services
are organised.
This will be further discussed under the following headings:

* Why do I have free access? Making sense of privileged
access to costly PrEP

o Is it really free? Balancing out-of-pocket expenses with
HIV vulnerabilities

e Is free PrEP worth it? Thinking critically about PrEP
service delivery

As explained earlier, the question in each heading introduces a
contention, uncertainty, dilemma, or ambiguity. The question
is followed by the type of everyday PrEP negotiation work
that arises from this dialectic.

Why do | have free access? Making sense of privileged access
to costly PrEP

In both contexts, study participants expressed awareness of and
gratitude for the fact that PrEP was available for free through
national health services. None of our participants took for
granted that PrEP is freely available. They were acutely aware
that somebody was footing the bill for PrEP, and many reflected
on the reasons and circumstances leading to them having
free PrEP. Erisy, a 24-year-old woman from Zimbabwe, for
instance, reflected on the implications of health services not
making PrEP available for free, alluding to the social inequalities
that would arise from user payments:

Imagine a scenario whereby PrEP was being sold to those
who had a lot of money. This would inevitably mean that
not everyone was going to afford it, and the poor would
have continued getting infected with HIV. Keeping PrEP
free allows us to protect ourselves from HIV, regardless of
our background. (Erisy, age 24, eligible for PrEP)
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Figure 3.1: More than a glass of water

When queer men in Denmark expressed their appreciation of
PrEP being free through national health services, they often
spoke about it as a privilege. However, the notion and idea of
PrEP being free and a privilege took different forms. José, a
South American immigrant living in Copenhagen, describes
how he is reminded, on a daily basis, of the privilege of living
in a country where PrEP is freely available:

This picture is of a glass of water (see Figure 3.1). It
represents my daily routine of taking PrEP, which
I consider to be a real privilege. I come from a country
in South America that has limited resources, even to treat
people living with HIV. It is difficult to get preventive pills
like PrEP since it is not seen as a priority by the health
authorities. I'm aware that there are other countries in
Europe where PrEP is still not approved for common
use. That’s why I feel really privileged. I don’t take the
benefit of having free access to PrEP for granted. I admire
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the Danish government for their decision to make this
medicine available for all the members of the LGBTQI
community. (José, age 33, PrEP user)

José is acutely aware that PrEP is a costly drug, and for
that reason it is inaccessible to many of his peers in other
countries. While transnational and global health inequalities
in access cemented his ideas about privilege, for many of the
queer men in our study, ideas of privilege were rooted in
encounters with news reports detailing controversies around
making PrEP freely available to individuals with an elevated
chance of contracting HIV. Health economists and politicians
have in the Danish media talked about the costs of PrEP and
called for user payments, arguing that gay men should take
responsibility for their own sex lives, and referred to condom
use as a cheaper alternative. Such representations circulate in
the public sphere and within the queer community, reminding
queer men of the contested nature of their privileged access
to free PrEP. Awareness of this contention forces queer men
interested in or already taking PrEP to consider and justify
their PrEP use against a backdrop of controversy, necessitating
everyday PrEP negotiations. Sigurd, who is 35 and on PrEP,
is one of the many queer men who expressed an awareness
of the contested nature of PrEP being free. He was spending
a lot of time and energy thinking about this, not least to
come to an understanding and resolution through which
this made sense to him. This included reflections on how
the rigid controls and screening processes of PrEP eligibility
in Denmark are in place because the drugs are expensive
and there is a need to restrict PrEP access to a limited group
of individuals vulnerable to HIV. It also included having to
justify the legitimacy of his and other queer men’s PrEP use.
Sigurd projected exhaustion from having to deal with what he
called ‘societal stigma’ around PrEP ‘costing a lot of money’
and the question ‘why can’t the gays not just use a condom?’
Although he claimed that nobody in his immediate social
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network subscribed to these ideas, he did mention that he
had had to justify and explain his PrEP use to peers. Sigurd
appeared tired of having to explain why distributing PrEP
for free 1s a good idea. However, he admitted he had done a
lot of thinking around PrEP and its controversies, and despite
finding it tiring, he felt a sense of responsibility to educate
others about PrEP and its benefits.

Awareness of the contested nature of PrEP being free not
only contributed to a sense of privilege. Queer men, like
Sigurd, articulated ambiguity related to their deservedness
of a costly drug like PrEP, instigating a need to understand,
explain, and justify why free PrEP is a sound public health
strategy, and why they are worth the expense. While the queer
men participating in our study appeared able to do so, this
form of everyday PrEP negotiation was rather exhausting for
some. They recognised that not everyone eligible for PrEP
may necessarily overcome internal contradictions, or reach
the conclusion that they deserve free PrEP, meaning that some
individuals warrant support and advocacy to deal with this
ambivalence. This brings me to the next theme.

A few queer men also positioned PrEP in the broader
historical context of fights for queer rights and access to
services. They recognised that they were part of a larger
community, and that other people had fought for their rights
to be queer and proud, and to have access to sexual health
services. Jens, who is 40 years old and eligible for and interested
in PrEP, explains: ‘T am part of a larger community which has
a history of fighting for our rights, including access to PrEP.
Indirectly I feel I have an obligation to continue this fight. Jens
does not take for granted that PrEP is available to him for free.
He recognises the cost of past activist work and feels a sense
of obligation to do his part in safeguarding the (fragile) rights
of his community. This sense of obligation was central to the
everyday PrEP negotiations of several of our queer participants.
Aside from helping them give meaning to ‘free’ PrEP, it also
meant that they, after enrolling onto PrEP, took an activist
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stance by disclosing their PrEP use, starting conversations about
their sexuality and PrEP, and breaking down taboos.

Is it really free? Balancing out-of-pocket expenses with HIV
vulnerabilities

For our young female participants in Zimbabwe, many of
whom live in poverty, access was associated with out-of-pocket
expenses, shaping their perspectives about the costs of accessing
‘free’ PrEP. Two costs were frequently mentioned. First, there
was a common understanding that PrEP was not accessible
from local clinics and that they had to travel further afield. It
was not uncommon to hear from the women that ‘the distance
is far and getting a bus fare can be challenging’, as described
by 22-year-old Precious. Monica, who participated in a focus
group discussion, went on to detail how her husband would
refuse to provide her with money for a bus fare:

Going to the clinic requires a bus fare because the clinic
is far from where I live. I do not have the money, and my
husband will start making excuses that he doesn’t have
money for transport either. I will thus decide that it’s better
not go to the clinic. (Monica, age 1824, PrEP interested)

For some young women like Monica, the out-of-pocket
expenses related to accessing free PrEP were a reminder
of their dependency on their male partners and ultimately
their disenfranchised position. The role of gender orders and
norms in shaping PrEP access and use among young women
1s a dominant and recurrent theme that I will return to in all
subsequent chapters.

The second out-of-pocket expense mentioned by a few of the
young women related to hospital or consultation fees, which,
although often limited to US$1, were described as prohibitive
for those with limited financial resources. The fee is charged
upon entering the health facility for registration and referral to
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the relevant department. The notion that the US$1 consultation
fee is prohibitive was a common theme in our interviews
with healthcare providers, who strongly recommended the
elimination of all out-of-pocket expenses associated with PrEP
access (Skovdal et al., 2022b). These out-of-pocket expenses
appeared to require some young women to weigh up conflicting
priorities. Money spent on accessing ‘free’ PrEP, whether it
related to transport or hospital administration fees, was money
taken away from other, perhaps more pressing expenditures,
such as feeding their children. Such considerations may be
turther complicated by perceptions of PrEP unavailability.
A few young women said that there was no guarantee that
PrEP would be available at the hospital, which may have made
them err on the side of not spending out-of-pocket money to
access it. Ideas about PrEP being unavailable, added to the cost
of accessing PrEP by either having to travel further afield or
return to the clinic at a later time, tap into a shared experience
of local clinics being poorly stocked. As part of their everyday
PrEP negotiations, young women had to pensively navigate the
dilemma of having to weigh up their chances of contracting
HIV and ideas of ‘free’ PrEP against the perception that PrEP is
unobtainable due to a combination of out-of-pocket expenses,
gender norms, and other competing life demands.

None of the queer men in Denmark who participated in
our study spoke about out-of-pocket expenses as a hinderance
to their access, partly reflecting their high income context and
the fact that we were unable to recruit participants from more
deprived sectors of Danish society.

Is free PrEP worth it? Thinking critically about PrEP service delivery

While participants in both contexts talked about time as an
opportunity cost associated with accessing PrEP, time spent
accessing ‘free’ PrEP shaped much of the data with queer men
in Denmark. Many ascribed to the idea that PrEP services
are severely restricted in terms of geographical accessibility
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and opening hours. As described in Chapter 2, PrEP services
in Denmark are highly centralised and restricted to the nine
hospitals in Denmark that have infectious disease departments,
five of which are in Copenhagen or its vicinity. Most of the
queer men we spoke to lived in Copenhagen and in theory
did not have to travel far. Nonetheless, many still spoke about
the inconvenience of having to go to hospital during working
hours. Mike and Christian described this inconvenience, but
they both recognised that they have jobs that offer flexibility
and that make it possible for them to attend appointments in
the middle of the day. They reflected on this privilege, and
Mike noted that for people living further away, the opportunity
costs associated with PrEP access may be too great:

I think it’s really inconvenient to go to Hvidovre Hospital.
To get some medicine and get some tests done which
... my doctor in principle can do, right? It’s something
that T find difficult in my everyday life. That I have to
take half a day off almost, to get all the way out there
[...] P'm always thinking of someone who doesn’t live in
Copenhagen. If you live elsewhere, would you then have
to take a full day oftf work? (Mike, age 32, PrEP user)

To get to the infectious disease department, I have to
cycle 11 kilometers each way and often spend one to two
hours in the hospital, but only really talk to the nurse for
two minutes. I do the tests for STDs myself and a nurse
takes blood samples. I'm so privileged that I can move my
work around and find time to go to the hospital. I feel like
I’'m spending a lot of time on something that could be a
lot easier. The consultation could for example be done
online, and the tests could definitely be done at a hospital
closer to me or at my GP. (Christian, age 26, PrEP user)

While centralised PrEP services and restricted opening
hours are an inconvenience for Mike and Christian, they
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acknowledge that these factors pose a significant barrier to
PrEP uptake for others. Other participants discussed the
difficulties of asking their manager for time off to attend a
PrEP consultation and expressed concerns that they might
have to explain to colleagues (if asked) where they are going.
For queer men with a precarious attachment to the labour
market, such factors were especially challenging.

What such accounts underline is that the PrEP pills do not
just fall into the laps of queer men. Yes, PrEP is available for
free from the hospital, but accessing the medication comes at
an expense to their time, whether it is taking the time to travel
or taking time off work to go to the hospital. Mike took a
photo of his local pharmacy to express his dissatisfaction that
PrEP pills cannot be collected at pharmacies (see Figure 6.3,
Chapter 6). Another queer man aired the idea of introducing a
small user-fee if it meant he could pick up his drugs at a local
pharmacy. For him, the opportunity costs associated with the
way ‘free’ PrEP is delivered in Denmark outweighed a potential
actual cost of the pill. There are evidently competing interests
at stake, giving rise to contention and critical thinking.

National health services have an interest in centralising PrEP
services, whereas some queer men are keen to decentralise
PrEP services, making PrEP more easily accessible. This
contention is the source of many everyday PrEP negotiations.
Our queer participants spent a lot of time thinking and talking
about the rigidity of PrEP services in Denmark and how this
contributes to significant opportunity costs. They appreciated
the fact that PrEP is freely available, but also considered
time as a valuable resource and a cost that has to be factored
into accessing ‘free’ PrEP. This sparked critical thinking and
encouraged them to discuss with each other how PrEP services
could be delivered difterently.

While many queer men expressed a strong desire for the
decentralisation of PrEP services, many participants also
reported negative experiences with testing for sexually
transmitted infections or obtaining referrals for PrEP from
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their general practitioners, due to both stigma and a lack of
knowledge about PrEP among general practitioners. This
may seem contradictory, but it suggests that queer men are at
different stages of their PrEP journey. As I further illustrate in
Chapter 5, queer men who are new to PrEP — perhaps because
they are young and in the process of coming to terms with their
sexuality — need safe and queer-friendly health services, which
are most likely achieved by more centralised and specialised
services. In contrast, queer men who are seasoned PrEP users
and have grown confident and comfortable with their sexuality
through strong social support may be better equipped to handle
potential stigma or ignorance from decentralised PrEP services
and therefore prefer this over centralised services. Either way,
this highlights the need for more differentiated PrEP services
that adapt delivery to better meet the dynamic and changing
realities of individuals (WHO, 2022).

Concerns about time use and restricted opening hours were
also mentioned by some of the young women in Zimbabwe.
A few argued that adolescent and school-going girls would
struggle to access PrEP within the existing clinic opening hours
(typically from 8 am to 4 pm), as it would necessitate them
skipping school. Time was a big issue for the young women.
They expressed real concerns about the limited clinic opening
hours, the amount of time it takes time to get to the clinic,
and the waiting time once there. It was repeatedly stated that
this conflicted with the time they needed to spend on income-
generating activities or other household duties, as described by
Judith, a young woman interested in PrEP: ‘I am still struggling
to find the time to go there [the PrEP clinic] because I have
a lot of household duties to do, so for me to find time to visit
the clinic is proving difticult’

Judith — as part of her everyday PrEP negotiations — has
actively thought about and analysed the pros and cons of
investing the time to go and access ‘free’ PrEP. She has
concluded that, for now, given the time it will take to access
PrEP, it is not a feasible HIV prevention method for her. By
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saying she is ‘still struggling’, Judith indicates that PrEP still
forms part of her long-term goal.

Conclusion

The paradox presented in this chapter complicates the
assumption that people either taking or eligible for PrEP have
unfettered and cost-free access to it. PrEP is recognised as being
free and available from national health services in Zimbabwe
and Denmark, yet at the same time, participants expressed
counter-ideas, beliefs, and experiences about the costs of PrEP.
PrEP is thus both free and costly. Ideas and ways of thinking
about PrEP as both free and associated with costs were found
to trigger ambiguity, dilemmas, and contention, depending on
the context. This was observed to force queer men and young
women to consider their course of action through everyday
PrEP negotiations.

The different ideas and ways of thinking that characterise
the paradox of PrEP as ‘free, yet costly’ arise from a variety of
social backdrops. For queer men in Denmark, public debates
and media discourses were found to amplify controversy
around the costs of PrEP, forcing queer men to engage with the
debate and take a stand. They had to internally consider, and
externally justify, free PrEP as a sound public health strategy.
For some, the historic marginalisation of queer communities
further deepened their sense-making, commitment, and
support for keeping PrEP free at the point of use. For some
young women in Zimbabwe, both out-of-pocket expenses
and opportunity costs related to accessing the so-called free
PrEP led to the shared experience of having to weigh up their
chance of contracting HIV with out-of-pocket expenses or
opportunity costs: a real dilemma that for many young women
was mediated or amplified by poverty and their financial
dependence on men. For the queer men participating in our
study, opportunity costs did not obstruct access, although they
did recognise that the time they spent accessing PrEP would be
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likely to deter, and therefore prevent, some people. They also
articulated a shared experience of PrEP services as rigid and
too centralised. The time they spent reaching PrEP services,
at the expense of time spent at work or other activities, was
found to instigate critical thinking about how PrEP services
could be delivered differently.

This chapter shows that accessing ‘free’ PrEP is not a passive
experience, but one characterised by careful and thoughtful
PrEP negotiations of associated costs in day-to-day life. These
negotiations contribute to critical and reflexive thinking about
how and why they have access (or not) to ‘free’ PrEP. For queer
men in Denmark, this may result in recognition of privilege
and spark further engagement and advocacy work, whereas
for young women in Zimbabwe, it may be an unwelcome
reminder of their need to prioritise limited resources as well
as their dependency on male partners.
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Eligible, yet ineligible

The second paradox covered in this book relates to contradictory
ideas about PrEP eligibility. Many of our study participants in
both case studies described having to navigate ideas about their
being both eligible and ineligible for PrEP depending on who
gets to define, or have a voice and a decision in, their PrEP
use. Many of our study participants recognised their eligibility
for PrEP because of their affiliation to a PrEP target group
and their chance of contracting HIV. Yet — again, in both
our case studies — many people in society in general and also
among their immediate family and friends either considered
them ineligible or sought to maintain their ineligibility by
reproducing stigmatising representations of who a PrEP user
is. This was especially the case for young women in Zimbabwe
who encountered ideas and points of view that made them
question or renounce their PrEP eligibility. Many parents and
male partners objected to these young women’s PrEP use,
demonstrating the presence of cultural eligibility criteria. For
queer men in Denmark, tensions around (in)eligibility focused
on a mismatch between their ideas of eligibility and those
detailed in policy frameworks and applied by PrEP service
providers. Many of our queer male participants did not meet
the official criteria for PrEP eligibility and spoke about the need
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to wilfully lie to PrEP service providers in order to access PrEP.
Regardless of context, opposing and diverging understandings
of PrEP (in)eligibility were omnipresent and gave rise to
numerous everyday PrEP negotiations in the form of dealing
with stigma, with both the queer men and the young women
having to consider their responses to, and the consequences of,
the efforts they had to make to negotiate their own eligibility.
These will be discussed under the following headings:

e Are ‘good girls’ on PrEP? Considering cultural eligibility
criteria

* How will others view my eligibility? Fearing stigmatising
associations with PrEP use

e Should I lie or appeal for flexibility? Navigating ‘the system’
and negotiating eligibility

Are “good girls” on PrEP? Considering cultural eligibility criteria

As already mentioned, most of the young women participating
in our Zimbabwe study considered themselves eligible for
PrEP. The married young women in particular talked about
their chances of contracting HIV from their husbands, whom
many strongly suspected — or even expected — to be unfaithful.
The women spoke positively about PrEP and recognised its
unique potential to protect them against HIV, particularly
when condom use is difficult to negotiate. While sexually
active adolescent girls and young women are eligible for PrEP
from health services in Zimbabwe, it is evident from our young
temale participants that these are not the only criteria they
need to navigate. PrEP’s signalling of sexuality required young
women who live with a partner or husband, or at home with
parents, to consider cultural eligibility criteria. Premarital and
extramarital sex is frowned upon in this cultural context and
challenges gender norms and ideas about what it means to be a
‘good girl’. llustrating the impact of collective understandings
of ' what it means to be a ‘good girl’, many young women, such
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as 20-year-old Rosey, spoke about their parents’ disapproval
of them having sex if unmarried: ‘I am not yet married so in
their eyes I am not supposed to be having sex at this point.
Ellena expanded on this in a description of a photograph (see
Figure 4.1):

This is a picture of two older people. A man and a
woman. And I took it to represent a mother and a father
with children who are adolescents or young adults. The
way our society is set up, parents will never acknowledge
that their children are having sex especially if they are
not yet married. This then implies that they are not
expected to be using any HIV prevention methods. This
counts as a discouraging factor for the children because
they then fear judgement from their parents and end up
not protecting themselves from HIV by taking up PrEP.
(Ellena, age 21, eligible for PrEP)

Strong collective understandings of the need for unmarried
girls to refrain from having sex meant that many of our young
female participants articulated a shared belief that parents do
not consider unmarried young women eligible for PrEP.

Figure 4.1: Fear of judgement from parents
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Adding to this disapproval, Memory noted in a focus group
discussion that ‘parents also won’t accept PrEP because this
promotes promiscuity’, highlighting a fear that PrEP may
further legitimise and reproduce promiscuous behaviours.
In another focus group discussion, Janice, who is eligible for
PrEP and within the 18-24-year age range, shared: ‘Even
grandmothers you will be staying with will deny you access
to PrEP because they will be saying that their child is clean
and so, accessing PrEP will result in promiscuity which is not
allowed by our grandmothers.’

The idea that parents do not want their girl-children to
engage with PrEP was prominent and not wholly unfounded.
Elsewhere we report on parents’ attitudes towards PrEP and
find a mix of positive and negative attitudes towards PrEP
(Skovdal et al., 2023). This suggests that parents may be more
accepting of PrEP than is commonly believed among our
young female participants. However, parents who reported
having accepting attitudes towards PrEP still struggled to
reconcile this with the traditional gender norms of what it
means to be a ‘good girl’ (Skovdal et al., 2023), underlining
the cultural dismissal of PrEP for ‘good girls’. A few young
women went on to try and explain where these ‘good girl’
notions come from, often referring to either culture or
religion. Ellena, in a description of a photograph she took
of a church poster (see Figure 4.2), details her belief that
religious leaders play a central role in promoting the public
gender norms that govern young women’s sexuality:

The second picture I took was of a church poster with
a pastor and his wife. These are religious leaders who
act as our moral compasses in our communities. Church
leaders set standards for behaviour that is acceptable and
for behaviour which is not acceptable. They police sexual
behaviour and frown upon what they define as being
against the word of God. So when looking at barriers
to the uptake of PrEP, church leaders play a key role.
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They preach abstinence as the only way expected from
unmarried people. (Ellena, age 21, eligible for PrEP)

Married young women expected similar dismissals of their
PrEP eligibility from their husbands. While a few young
women could, from personal experience, describe having
support from their husbands, many others noted that their
husbands were likely to disapprove of their PrEP use. Some
women explained that their PrEP use would be interpreted by
their husbands or male partners as either a signal of the women’s
infidelity or as distrust of their partner. As a result, this led
to the common understanding, as articulated by Tanya, that
young women will ‘fail to be on PrEP because their husbands
will not approve of it’.

PrEP has been hailed as a female-controlled HIV prevention
method, but our data highlight that before young women get to
the point of accessing PrEP, they have to navigate disapproving
attitudes rooted in a symbolic context of cultural expectations
and representations of what it means to be a ‘good girl’. While
most young women in our study were able to personally resist
this representation and saw ‘good girls’ as those who were able

Figure 4.2: A church poster
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to protect themselves and others from HIV, collective meanings,
and interpretations of how parents and partners might negatively
react to their PrEP use, highlight the need for everyday PrEP
negotiations. Young women must consider and work out parent
or partner attitudes towards PrEP, their anticipated reactions, as
well as the consequences of being discovered to be a PrEP user.

In the next section I discuss how ‘good girl’ notions are often
enforced through PrEP-related stigma, which young women
must also navigate and negotiate in everyday life.

How will others view my eligibility? Fearing stigmatising associations
with PrEP use

Many young women also feared PrEP-related stereotypes, such
as PrEP’s association with women with so-called loose morals
or prostitute traits. PrEP was often referred to as being an HIV
prevention method for sex workers. This understanding is not
entirely baseless and reflects the fact that more than half of the
people who were offered oral PrEP in Zimbabwe following
its introduction in 2016 were female sex workers (Ministry of
Health and Child Care, 2018). However, sex work is highly
stigmatised. One female PrEP user in Zimbabwe captures how
she is confronted with stigmatising ideas about PrEP because
of it being, among other things, associated with sex work.
She explains how this connection challenges her engagement
with PrEP services:

Being a young woman on PrEP in our community is
difficult because people are conservative and do not know
that PrEP helps. I face challenges accessing PrEP. People
think that I am on antiretroviral therapy, yet I am not.
Many people are saying I am a sex worker, yet [ am not.
This becomes a challenge when I am going to collect
PrEP at the hospital. As a young woman it is difficult
to be on PrEP because in the community, they are not
accepting me properly. (Stephanie, age 23, PrEP user)
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For Stephanie, PrEP’s association with sex work challenges
her engagement with the drug. However, as she also notes,
stigmatising attitudes about who a PrEP user is, including
PrEP’s association with sex work, make it generally very
difficult for women in her community to access PrEP. As
there is a requirement for female sexuality to be considered
‘virtuous’ in this cultural setting, it is only a short step
from the cultural ‘anxiety’ and ‘panic’ associated with HIV
prevention methods that allow girls to be sexual (that is,
in ‘virtuous’ contexts such as marriage, or indeed before
marriage), to representing PrEP use as irresponsible and
immoral. Stephanie also alludes to PrEP’s association with
HIV treatment. Being a daily pill, collected from the same
sexual infection departments that administer antiretroviral
therapy for treatment of HIV, led to representations of PrEP
as a cover-up for treatment. In other words, if you are a
young woman on PrEP, people in the community may assume
that you live with HIV and are on treatment for the virus.
While Stephanie had managed to ignore or deal with social
representations of PrEP as being either for sex workers or
a cover for HIV treatment, it was an issue she had had to
confront and continued to encounter.

Most of the young women in our study were not on PrEP,
but were eligible and considering it. They too had thought
about the anticipated implications of stigmatising attitudes
affecting their engagement. Rachel, who is 25 years old and
eligible for PrEP, explains: ‘People are scared of taking PrEP
because the tablets look like the ones that are taken by HIV
positive people, so one may be scared of what people will say
about the person taking tablets that are similar to that.

Stephanie’s interview captured a series of everyday
PrEP negotiations, spanning mental activities and partner
interactions. Through an analysis and interpretation of how
HIV-related stigma has evolved in her community, Stephanie
believes that the stigmatisation of PrEP users will soon come
to an end: ‘T just told myself that people talked about those
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[people] on antiretroviral therapy [ART], and it [the feeling
of stigmatisation| stopped.” Stephanie also engages in an
‘othering’ of stigmatisers, demonstrating a cognitive bias against
those whom she perceives as different or less knowledgeable
than her: ‘People say things without proper understanding.’
Finally, she has involved her husband in her decision-making,
resulting in him knowing about and approving her PrEP
use: ‘My husband is aware that I am taking PrEP’ Through
everyday PrEP negotiations, Stephanie has actively confronted
stigmatising attitudes triggered by PrEP user representations.
This confronting of stigmatising attitudes was also demonstrated
by Angela, a 23-year-old PrEP user, who explained: ‘There are
others who believe that PrEP is a form of ART [antiretroviral
therapy| and that people who take it are brainwashed into
believing it is for HIV positive people. But because we know
what PrEP does, we try to correct their perception about it.

Stigma linked to PrEP is rife. While some young women
like Stephanie and Angela manage to navigate stigmatising
attitudes and do their best to combat PrEP-related stigma,
it is a barrier to PrEP interest, access, and uptake for many
others. PrEP-related stigma requires young women who are
interested in PrEP to carefully consider and think through
the potential consequences of accessing PrEP from their
local clinic. Precious, Megan, and Hope, three young
women who consider themselves eligible for PrEP, detail
their understandings of how local clinics and the way PrEP
is administered constrain their ability to take it up. Precious
describes difficulties in taking PrEP discreetly, highlighting
the likelihood that someone will recognise her and that word
will spread that she is on PrEP:

When you get to where the pill is accessed, you may see
arelative or someone from the community. If they see me
leaving the place with a pill box where it’s written PrEP,
they will go back to the community and tell them that
I am taking PrEP. (Precious, age 22, eligible for PrEP)
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Girls would be shy to go and look for HIV prevention
methods at the hospital because everyone will know that
she is having sex, and she will be labeled a loose woman.
(Megan, age 20, eligible for PrEP)

Along related lines, others represented PrEP service providers
as being indiscreet and likely to inform parents that their girl-
child is seeking out PrEP. When women toyed with the idea
of taking PrEP discreetly, the risks associated with parents
or partners discovering their PrEP use were often stated as
superseding the benefits of PrEP. This and the social risks of
PrEP use are discussed in detail in Chapter 7.

Another issue raised by the women was the attitude of some
healthcare providers. Healthcare providers were on occasion
represented as being part and parcel of the community, thus
holding the same conservative and judgemental views as their
parents, and therefore actively discouraging adolescent girls
from taking up PrEP:

Young girls fear going to the nearest clinics because of
their age, and service providers asking her why she is
coming to the clinic to get HIV prevention methods
like PrEP and condoms at such a young age. She will
end up having unprotected sex and not using any other
HIV prevention methods because she will be fearing to
go to the nearest clinic where the service providers are
judgemental. (Hope, age 24, eligible for PrEP)

The focus of this chapter thus far has been on young women
in Zimbabwe. They form part of a collectivist culture, and
their everyday PrEP negotiations are characterised by having
to consider the interests, wishes, and expectations of the
people around them. So, while the young women in our study
recognise their eligibility for PrEP — meeting the criteria set out
by health services in Zimbabwe — they are compelled to also
consider another set of more culturally embedded criteria that
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dictate that only girls with loose morals’ or ‘prostitute traits’are
eligible. PrEP is supposedly redundant for ‘good girls’, rendering
them ineligible for it. Practically, this means that people around
them, and even PrEP service providers who side with cultural
criteria for eligibility, are perceived to not consider them
eligible, thus challenging their access to and engagement with
PrEP It also means that some young women struggle to ascertain
their eligibility. On the one hand, they consider themselves
to be ‘good girls’, albeit perhaps using different standards to
those of their parents, partners, and the broader community;
on the other hand, they recognise their chances of contracting
HIV. Young women may therefore find themselves battling
ideas about their (in)eligibility — having to negotiate their own
eligibility, and navigate (and reject) their community’s cultural
desires and expectations of them as being ineligible.

Eligibility also has to be negotiated by queer men in
Denmark. To limit the number of people on PrEP, driven
by there being a cap on PrEP financing within the Danish
national health services, only individuals who are demonstrably
vulnerable to HIV are eligible for PrEP. However, queer men
who fail to meet the strict criteria detailed in policy frameworks
may still consider themselves eligible, albeit from a self- and
community-defined HIV vulnerability perspective. As I will
show in the next section, these diverging understandings of
(in)eligibility trigger everyday PrEP negotiations geared to
help queer men navigate, or even manipulate, ‘the system’ to
access PrEP.

Should I lie or appeal for flexibility? Navigating ‘the system’ and
negotiating eligibility

PrEP services in both Denmark and Zimbabwe operate within
a policy framework with guidelines detailing how PrEP should
be delivered and who qualifies for it. Given resource constraints,
such guidelines have been devised to focus on those most
vulnerable to HIV, optimising impact and value for money.
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At the time of our Zimbabwe study, PrEP had only recently
been rolled out for adolescent girls and young women. As such,
some of the young women participating in our study, despite
knowing they are part of the target group, questioned their
own eligibility, thinking that the limited stock ot drugs should
be preserved for young women more vulnerable to HIV than
them. As noted by Zendaya in a focus group discussion, this
perception also contributed to the idea that young women
would be questioned about their sexuality when seeking PrEP,
which would make them feel intimidated and embarrassed:

According to my own understanding on PrEP, it is not
yet readily available to all clinics in this community and
even if it is accessed from the clinics, special preference
is given to those who are at a higher risk of HIV. So,
if it is a young person who has gone to the clinic to
access PrEP, they may feel intimidated being asked a lot
of questions. Some may even feel embarrassed with the
questions that the nurses will be asking, and then decide
that it’s not worth the effort. (Zendaya, in the age group
18-24, eligible for PrEP)

Zendaya further notes that the anticipation of having to justify
and explain one’s eligibility for PrEP may be oft-putting for
some young women, who may then simply decide not to
seek out PrEP. She also points to a discomfort in having to
explain and justify this eligibility. She captures some of the
thinking and considerations that go into the decision of young
women to seek out PrEP. Such everyday PrEP negotiations are
undoubtedly also applicable to some queer men in Denmark
who are considering PrEP but are unsure if they meet the
official criteria and have little interest in talking about their
sex life. However, for our queer participants, most of whom
are already on PrEP, the focus was on how they navigated ‘the
system’ and negotiated their eligibility, which may or may not
be aligned with official guidelines.
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Queer men in Denmark spoke at length about their concerns
about not meeting official criteria for PrEP eligibility. However,
rather than necessarily seeing rigid criteria as something that
prevents them from accessing PrEP, several queer men directed
their negotiation efforts into making sense of, and critiquing,
what they considered a broken system for determining
eligibility. They also sought to find ways to navigate the system
and negotiated a new understanding of eligibility — one that
differs from the official policy framework.

The reason for all this everyday PrEP negotiation work
comes down to competing interests and opposing ideas
about the aim of PrEP. From the perspective of the Danish
national health service, PrEP is a public health measure aimed
solely at preventing HIV transmission among individuals
vulnerable to the virus. In the context of a national health
service, this needs to be achieved in the most cost-effective
way. It is accomplished by applying rigid eligibility criteria
that stipulate that queer men must have had unprotected anal
intercourse with at least two male partners within the last
12 weeks, or acquired syphilis, chlamydia, or gonorrhoea
within the last 24 weeks. For the PrEP service providers
I have spoken to, the motivation to apply eligibility criteria
comes down to the principle of ‘do no harm’, meaning
they do not wish to prescribe PrEP medication to someone
who is not vulnerable to HIV. However — as I demonstrate
in forthcoming chapters — for many queer men, PrEP is
much more than a method for reducing HIV incidence
within a population group. PrEP provides comfort and
safety; it liberates and makes having sex fun again; it removes
the black cloud of fear that has tainted queer sexuality for
decades; it provides a community and social identity. For
some, PrEP removes the shame of queer sex, and for others
it supports a long-standing promise to their parents not to
contract HIV. Queer men’s recognition of what PrEP offers
above and beyond reducing HIV incidence within their
community is attractive. However, queer men who are unable
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to demonstrate their vulnerabilities based on past behaviour
are ineligible. So are queer men who have the intention of
taking more risk. The limited scope of the official criteria
with regards to past and high-risk behaviour was considered
nonsensical by many of our queer participants. They referred
to it as a chicken-and-egg situation and expressed frustration
that ‘the system’ requires them to take risks before qualifying
for PrEP. Both Jens and Sigurd raise what they consider the
absurdity of not being able to pre-empt risk, and of future
intentions or probabilities not being considered:

I was at the clinic six months ago, and the PrEP provider
told me that I was not slutty enough to be given PrEP.
For a long time, I have found it amusing that you need to

drive 140km/h without a seatbelt to be eligible for PrEP,
and where it may be too late. (Jens, age 40, awaiting PrEP)

If you knew that there was a high probability that you are
going to do it, it would be very nice to be able to take
care of yourself beforehand. (Sigurd, age 35, PrEP user)

Queer men who in the past have done everything in their
power to limit their risk of HIV but aspire to having more
adventurous and fulfilling sex lives, either by increasing their
number of sexual partners or by looking to have condomless
anal sex, do not meet the official eligibility criteria. They
know that continuing ‘on the high road’ does not grant them
PrEP. Jens, who six months prior to his interview for this
study was denied access to PrEP, reportedly changed his sexual
behaviour to meet the eligibility criteria: ‘I went back three
weeks ago. My sex life has changed [...] T answered some of
the questions differently, which made her conclude that I was
totally eligible. I am now waiting for a call, confirming my
referral’ Given the diversity of his more recent sexual practices,
Jens goes on to claim that he was not put in a position of
having to lie. However, if he had to lie to access PrEP, he
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now knows what to say and would not hesitate to embellish
his past sexuality:

I am not going to lie to get PrEP, because I have no
need to. But if I find myself in a situation where I have
to, in order to access PrEP, I will tell them that I have
fucked four guys in the past six months without condom.
I know that is what I have to say to get PrEP. (Jens, age
40, awaiting PrEP)

‘Knowing what to say’ to access PrEP may sound like an
easy way to ‘work the system’. But for many of our queer
participants, having to lie was not something they did lightly or
felt comfortable sharing. Both Christian and Toke, who were
otherwise articulate throughout their interviews, stumbled over
their words and thoughts in their struggle to say that they had
lied about their sexuality to access PrEP:

Well, when I came for an interview at ... the hospital, uh.
Then we talked about it and like um ... And then, to be
sure that [ would get it, I just said ... what they wanted
to hear. Uh, that I had uhh, unprotected sex with a lot
of people. And then I gotit ... like um ... yes. [...] there
I think maybe I was a little ... yes, nervous that I like ...
wouldn’t get it if T like ... had ... had talked a little more
honestly about my sex life, or something like that, or ...
Well, I didn’t quite know how much it would take to ...
to get it. (Christian, age 26, PrEP user)

I, like, could read that there were some criteria. So, in
practical terms, it’s about having a ... a ... I mean, a
sexual behaviour with frequent unprotected sex. And

. at the time, I didn’t actually ... I mean, I did not
actually meet the criteria. So ... I lied, you might say.
I knew what I had to say, and then I got the medicine.
You could say that my sexual behaviour has changed
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since. I have become more active, and now I meet the
criteria [laughter]. (Toke, age 27, PrEP user)

Christian and Toke both knew they did not strictly meet
the criteria for PrEP, and entered the PrEP initiation process
knowing they had to embellish the truth about their past sexual
practices in order to access PrEP. Some participants spoke about
how they had received advice from PrEP-using peers to just
‘say what they want to hear’, and others had heard that some
PrEP providers were more lenient in their interpretation of
the guidelines. Specific names of nurses and doctors known to
also consider future vulnerabilities to HIV in their assessment
circulated within some of the queer men’s peer networks. As
such, young men like Christian, who are looking to start taking
PrEP, either need to read the situation and pick up on subtle cues
in order to say ‘what it will take to get it’, or actively seek out
named PrEP service providers who are known for their leniency.

These everyday PrEP negotiations are justified, normalised,
and enabled through users’ interactions with peers and in social
networks, where they talk about the so-called absurdity of
having to take risks before being able to access PrEP. Although
they lie with unease and feel uncomfortable talking about it in
a recorded interview, their intentions of reaping the benefits of
PrEP —which for some, like Toke, include more sexual risk-taking
in the future — make them approach eligibility very differently
from the policy frameworks that PrEP service providers enact.
Nonetheless, these diverging understandings — including what
comes first, the chicken (demonstrated vulnerabilities to HIV)
or the egg (risk intention) — shape paradoxical ideas about
(in)eligibility, which queer men have to carefully navigate, not
least as they mentally prepare themselves for their PrEP prescribing
consultation and the need to wilfully lie and navigate their way
to eligibility. While our queer participants succeeded in this
endeavour, others may not have the support network or stamina
to enter an appointment with healthcare staft knowing that they
must lie to access PrEP, thus creating inequalities in access.
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Opposing ideas about PrEP (in)eligibility were also expressed
by some of the young women in Zimbabwe. Here, too,
contention was a result of rigid understandings of who qualifies
for PrEP. However, unlike the experiences of queer men
having to deceive and work ‘the system’, young women in
Zimbabwe alluded to eligibility criteria being more amenable
to renegotiation. One example is from Angela, who described
how she managed to renegotiate the terms around her PrEP
use by convincing healthcare staff that her husband should also
be deemed eligible and have access to PrEP:

When I approached PrEP services, I asked them if my
husband could also take the pills because that would be
the only way I could take the pills. They were adamant
that only women are taking the pills, but I explained my
situation, that we are open to each other, and I would
not want to hide this from him. I would rather take the
tablets with my husband with no secrets. After a while
they agreed that my husband can take the pills. I then
went home and told my husband who was okay with this,
and we went back, got tested, counselled, and initiated
onto PrEP. (Angela, age 23, PrEP user)

Unlike many young women in Manicaland, Zimbabwe,
Angela can talk openly about PrEP with her partner, which
she considers a prerequisite for her eligibility. Angela’s
account ties back to some of the issues discussed earlier in the
chapter, underlining PrEP use in Zimbabwe as a profoundly
gendered practice (see Chapter 2 for the background of gender
orders in Zimbabwe) that gives rise to many considerations
and negotiations.

Conclusion

This chapter has shown that there are different and diverging
ideas about what constitutes (in)eligibility for PrEP. Young
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women in Zimbabwe may be considered eligible for PrEP by
treatment guidelines, yet their eligibility is revoked by cultural
eligibility criteria. Many of our queer participants, because
of their future intentions to engage in more adventurous sex,
considered themselves eligible for PrEP, yet did not always
meet the specific eligibility criteria of treatment guidelines that
focus on past sexual behaviours. These opposing ideas about
(in)eligibility were a source of many difterent everyday PrEP
negotiations. Young women in Zimbabwe had to question and
consider their allegiance to traditional understandings of what
it means to be a ‘good girl’ — that is, someone who does not
engage in premarital and extramarital sex and, therefore, is not
culturally considered to be vulnerable to HIV. Related to this,
and further adding to their stress and deliberation, is the need
of the young women to weigh up the fear and social risks of
the stigmatising associations of PrEP eligibility against their
perceived vulnerabilities to contracting HIV from husbands
or partners, whom they often represented as unfaithful. The
deliberations of young women in Zimbabwe illustrate that
they are part of a collectivistic culture and are required to
carefully navigate their own biomedical and socio-cultural
understandings of what being eligible for PrEP means and
represents. Our queer male participants in Denmark appeared
to operate more independently and were less bound by social
stigma and control. Here, however, a collective understanding
of eligibility justified by future risk-taking intent (and reaping
the other benefits that come with PrEP) highlights a shared
community representation of PrEP eligibility that, although
deviating from policy frameworks, flourishes within social
networks of queer PrEP users. This understanding of PrEP
eligibility helps justify telling ‘little white lies’ to negotiate
eligibility. However, deceiving healthcare providers and sharing
their stories of this deception were not done lightly or without
careful deliberation.

This chapter has shown that PrEP eligibility criteria take
difterent forms and arise from different motivations and needs.
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Contrary to many assumptions, the eligibility criteria outlined
in official treatment guidelines and policy frameworks are not
the only criteria that determine PrEP access. They do, however,
provide an important backdrop for resistance and the creation
of alternative social (in)eligibility criteria. These alternative
criteria, which often conflict with official guidelines, lead to
a paradox: queer men and young women may find themselves
simultaneously eligible and ineligible for PrEP, depending on
which criteria are applied. This paradox emerges in PrEP users’
everyday social lives, and as this chapter has shown, necessitate
pensive negotiation.
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Responsible, yet irresponsible

This chapter discusses the third paradox of the book, namely
the notion that PrEP users are both responsible and irresponsible
with regards to their sexual health. This paradox relates
primarily to queer men in Denmark, who, on the one hand,
recognise how PrEP supports them in their efforts to take
responsibility for preventing HIV, yet, on the other hand,
brings them to encounter ideas that associate PrEP with
irresponsible sexual behaviour. The idea of being responsible
appears to be rooted in an understanding of the difficulties in
using condoms consistently, vulnerability to HIV, and the value
of halting the spread of HIV. Meanwhile, associations between
PrEP and irresponsible sexual behaviour stem from social
representations of PrEP as being linked to risk compensation
in the form of increased promiscuity and condomless anal
sex, which in turn, despite evidence to the contrary (Murchu
et al.,, 2022), are believed to contribute to a rise in other
sexually transmitted infections. These opposing ideas are
encountered in social interactions and inevitably draw on
diverging socio-cultural views on queer sex and morality. For
many of our participants, such opposing ideas were amplified
and became particularly visible when hookups (that is, casual
sexual encounters) and condom use were negotiated on mobile
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dating apps. What in general, and what particular ideas about
(ir)responsible sexual behaviour, came to affect our participants
was highly dependent on their social networks. It was through
social networks that certain ideas and ways of thinking were
challenged and reconstructed, and new and different ways
of talking about PrEP were encountered. Noticeably, while
young women in Zimbabwe felt ashamed to access PrEP, as
discussed in the previous chapter, none of them talked about
PrEP being associated with irresponsibility regarding sexual
health. Although I will make a few references to young women
in Zimbabwe, this chapter primarily draws on the accounts
and experiences of queer men in Denmark.

The dialectics arising from PrEP’s association with both
responsible and irresponsible sexual health behaviour necessitate
numerous everyday PrEP negotiations. I capture and explore
these through the following three headings:

* Am I taking responsibility for my sexual health? Negotiating
‘PrEP responsibility’ in a relational context

e Why do I feel irresponsible when taking responsibility?
Shame associated with PrEP

e Am [irresponsible? ‘Othering’ non-PrEP users

Am | taking responsibility for my sexual health? Negotiating ‘PrEP
responsibility” in a relational context

All participants across the two study settings subscribed to the
idea that PrEP represents taking responsibility for one’s own
sexual health and that of others. However, ideas about PrEP also
being linked to irresponsible sexual behaviour were omnipresent
among our queer male participants. Charles, who is interested
in PrEP, talked about the social representation of PrEP being
linked to promiscuity:

Taking PrEP is seen a little bit like a licence to be — if
not promiscuous — to be sexually active [little laugh].
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There are some in the gay community, who because
of internalised homophobia, consider people on PrEP
as ‘too gay’. Too ready to have gay sex. Promiscuous.
(Charles, age 65, eligible for PrEP)

What Charles is also alluding to is divisions within the queer
community, and how PrEP spurs new ideas of (ir)responsibility
and queerness. These ideas appear to be encountered and
amplified by certain relational practices, such as negotiating
condom use and using dating apps for hookups, which will
be the focus on this section.

I would like to begin with our participants’ relationship
to condoms. There was a broad and shared understanding
that using condoms consistently is impossible, and it is in the
context of this representation that taking PrEP becomes a
responsible thing to do. The queer men in Denmark often
referred to the belief that using condoms in ‘the heat of the
moment’is challenging. Jens, a 40-year-old man who was not
on PrEP at the time of the study but awaiting a referral, explains
that he only uses condoms half the time: ‘I think it’s impractical.
I think it’s a turn-off in that act” Young women in Zimbabwe
also occasionally referred to the challenge of using condoms in
the ‘heat of the moment’ but did so in relation to how much
access there is to condoms. Maidei, in her account of the role
of PrEP in HIV prevention, took a photograph of a condom
(see Figure 5.1) and described the common idea that young
people do not have access to condoms as and when they need
them, and that young women do not always have the power
to negotiate condom use with men:

This is a picture of a pack of condoms. Condoms are
the traditional and old way of protecting against HIV
that almost everyone in our communities know about,
even the young children — they grow up knowing that
there is something called condoms. The importance of
PrEP comes out for me when looking at this condom

80



RESPONSIBLE, YET IRRESPONSIBLE

because I feel that one of the reasons young people end
up getting HIV is the fact that they sometimes do not
have access to condoms at the very moment they want to
have sexual intercourse. I can imagine a situation whereby
two young people meet up and they are now in the heat
of the moment wanting sex, but they have no condoms
with them. If one is already on PrEP it means they are
protected, even if they have sex without condoms, they
will maintain their negative status. The other thing with
this condom is that it is worn by men and they have the
power to protect. If a man decides he does not want to
use condoms it means the female counterpart is at risk
of having HIV. If she is already on PrEP she would have
protected herself from getting HIV. (Maidei, age 26,
eligible for PrEP)

Many young women also referred to the point that married
women face challenges in negotiating condom use with
husbands. This is exemplified by Precious, who says that PrEP
allows you to ‘safeguard your health and life knowing that your
husband is unfaithful’. It is against this background of ideas

Figure 5.1: Condom
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and beliefs about the practical limits of condoms that PrEP
becomes synonymous with taking responsibility for one’s own
health and life.

Some queer male PrEP users who engaged in condomless
anal sex expressed ambivalence in relation to how PrEP use
affected their sexual behaviour. Poul, a 46-year-old PrEP
user, describes how PrEP has allowed him to have casual sex
responsibly because he does not have to worry about HIV.
At the same time, he is acutely aware that having casual and
condomless anal sex with different men increases his chances
of contracting and spreading sexually transmitted infections,
which he refers to as ‘careless’ behaviour:

It [PrEP] allows me to have casual sex with random
men in random places. Without having to think about
HIV. But what about all the other sexually transmitted
infections I can acquire? Why take PrEP at all if T have to
put on a condom anyway to avoid everything else? After
all, T don’t put on both rainwear and an umbrella when it
rains. PrEP has made me careless in some ways. I do just
like everyone else — forget that there is also something
other than HIV in circulation. (Poul, age 46, PrEP user)

Paul highlights an inherent paradox of the PrEP pill, namely that
it protects (against HIV), yet it does not (against other sexually
transmitted infections). For Poul, ‘careless’ or ‘irresponsible’
condomless anal sex is built into using PrEP. Combining
PrEP and condom use is, to him, illogical. Why be on PrEP
it you are using condoms anyway? While the impracticality of
consistent condom use, as discussed earlier, justifies PrEP use,
Poul’s deliberations over how PrEP affects his sexual behaviour
and condom use illustrate how such opposing ideas affect selt-
understandings (for example, being ‘careless’), thoughts, and
actions. Many queer male PrEP users in Denmark encountered
these ideas on Grindr, a dating app, which cemented different
types of (ir)responsibility. For Klaus, a 42-year-old queer man
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in an open polyamorous relationship, PrEP simply represents
taking responsibility for sexual health: one’s own and others’.
He says, ‘If I can see on the app that he is on PrEP, I feel
safer” He goes on to argue that if he is contacted by someone
on Grindr who is not on PrEP, he will approach a possible
sexual relationship with caution. In contrast, for Sigurd, a 35-
year-old queer man also on PrEP, declaring one’s PrEP status
on Grindr signals an interest in condomless anal sex, which
he does not associate with taking responsibility for one’s own
sexual health. He explains:

If you meet someone on Grindr, they may write on their
profile that they are on PrEP. It is good thing because it
suggests that PrEP is not so stigmatised within this group
of queer men. It is rare I speak to someone on Grindr
who is on PrEP but does not declare it on their profile.
When I do, I wonder why they do not declare it. There
have been periods where I removed my PrEP status
from Grindr, because I did not want people to assume
that I was OK with condomless anal sex. (Sigurd, age
35, PrEP user)

For Sigurd, PrEP signals not only an interest in condomless anal
sex, but also a vulnerability to sexually transmitted infection.
Sigurd also indicates that it can be difficult to negotiate
condom use if his Grindr profile shows that he is on PrEP.
Similarly, Christian, a 26-year-old queer man on PrEP, details
his experiences of unsuccesstully negotiating condom use with
another PrEP user (see Figure 5.2):

[ want to share this photo to explain some of the experiences
I have had with people on Grindr. One evening I was
chatting with a guy, and we were planning to meet for
sex. During the chat we started discussing protection.
We were both on PrEP, but for him it was a deal-breaker
if T was to insist on using condoms. He explained why
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he did not want to use condoms. I occasionally have sex
without condoms, but if condomless sex is a must for the
other guy, I tend to say ‘no thanks’ myself. I feel I put
myself at too high a risk of catching a sexually transmitted
infection. I feel I have these discussions more and more
often. (Christian, age 26, PrEP user)

For Christian and Klaus, PrEP represents two different things,
both of which become visible and necessitate negotiation
when chatting to other queer guys on dating apps like
Grindr. According to Christian, these everyday negotiations

Figure 5.2: Rejected by people on PrEP
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are happening more and more often. For Klaus, PrEP simply
signals taking responsibility for preventing HIV, whereas for
Sigurd and Christian, PrEP signals both responsibility for
HIV prevention and irresponsibility by being associated with
condomless anal sex and an increased likelihood of contracting
a sexually transmitted infection. For queer men among whom
taking PrEP is unambiguously considered a responsible thing
to do, catching a sexually transmitted infection is not a major
concern. It is ‘just like catching a cold’, as described by one
participant; something that is quickly dealt with as part of their
PrEP hospital controls. Still, for queer men in this ‘camp’,
there is such a thing as catching too many sexually transmitted
infections, as explained by Feng, and this is where ideas about
‘irresponsible behaviour’ and ambiguity can begin to sneak in:

Within a period of eight months from September 2020 to
April 2021, I contracted a sexually transmitted infection
four times, plus corona [COVID-19]. Therefore,
frequent check-ups were necessary. I was in Bispebjerg
hospital multiple times. And I regretted my irresponsible
behaviour on my own health. (Feng, age 35, PrEP user)

On the other hand, Sigurd, Christian, and others take PrEP
more ambivalently, seeing it as being linked to both responsible
and irresponsible sexual behaviour. Condom use, or lack
thereof, and the potential for increases in other sexually
transmitted infections play central roles in this fluctuation
between linking PrEP to responsible or irresponsible sexual
behaviour. This is clearly described by Mike, another PrEP user:

People on PrEP take responsibility for themselves. And
I think that’s cool when people do. But it’s clear that if
I just fool around without a condom and don’t think
about whether I have chlamydia for example, then
I wouldn't think it was very responsible, right? (Mike,
age 32, PrEP user)
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Another PrEP user, Stefan, takes the consideration of sexually
transmitted infections to a whole other level, reflecting with
guilt and uncertainty on the implications of condomless anal sex.
Through questions, Stefan highlights some of the contentions,
uncertainties, dilemmas, and ambiguities that he and his friends
are dialectically considering:

My friends [on PrEP] and I have the same considerations.
How do we avoid transmission of sexually transmitted
infections? Do we risk creating more resistant types
of gonorrhea? Will we see new sexually transmitted
infections? Are we selfish? I mean, are we a risk, a societal
risk? Uh, come on out and spread some resistant bacteria
through condomless sex. (Stefan, age 35, PrEP user)

What Stefan importantly highlights — by referring to his
friends — is that difterent ideas and beliefs about condom use
and the chances of contracting sexually transmitted infections are
discussed differently across various social networks. This leads to
varying norms and attitudes that may influence how these men
interpret and prioritise the advice given by PrEP providers. Some
men, like Sigurd and Mike, try to follow advice from healthcare
workers to continue using condoms as much as possible, whereas
other men place greater emphasis on the monitoring of sexually
transmitted infections and accept that contracting gonorrhoea,
syphilis, or chlamydia is part of the game. These different ideas
often meet and collide during chats on dating apps like Grindr,
necessitating negotiation and consideration. Worryingly, these
different ideas may give rise to social divisions within the queer
community, paradoxically alluding to an entirely different
dimension of irresponsibility, with Klaus ‘othering’ non-PrEP
users as being ‘unsafe’, and Sigurd expressing a slight frustration
about his PrEP-peers’ carelessness about other sexually transmitted
infections and insistence on condomless anal sex.

I will return to the processes of ‘othering’ non-PrEP users
later in this chapter. Meanwhile, I wish to end this section

86



RESPONSIBLE, YET IRRESPONSIBLE

with questions raised by Jens, which not only capture his
deliberations, but highlight how queer men are increasingly
forced to consider and navigate their status as either PrEP
users or non-users during interactions with other queer
men: a navigation that inevitably involves negotiating ideas
about PrEP% association with responsible and irresponsible
sexual health behaviour. Jens, who is not yet on PrEP but
awaiting access, is wondering if his PrEP non-use diminishes
his sexual capital:

If I was on PrEP, would I send a signal to my sexual
partner that I take myself more seriously, and that
I take responsibility for my sexuality? I would feel more
liberated. Does he think less of me because I'm not on
PrEP? Do men who are on PrEP have a greater ‘value’
than those who are not? Has PrEP become a form of
capital, a status symbol? (Jens, age 40, PrEP interested)

Equally, queer men on PrEP may ask themselves the opposite
questions if on a date with a non-PrEP user. Several PrEP
users have told me that disclosing PrEP use to a date can be
anxiety-inducing, especially if recognising PrEP’s associations
with ‘irresponsibility’. How will he react? Does he think I sleep
around a lot? Does he think I only want condomless anal sex? This
questioning, and having to tailor one’s responses to both
perceived and observed reactions of peers, illustrate how deeply
entrenched PrEP and ideas of responsibility and irresponsibility
have become within queer communities, and how they need
to be negotiated in day-to-day interactions. The subsequent
sections will provide further evidence of this dynamic.

Why do | feel irresponsible when taking responsibility? Shame
associated with PrEP

This section goes a little deeper into the paradox of feeling
both responsible and irresponsible when on PrEP, linked to the
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sexuality of queer men. Bo, a queer man, captures the paradox
in a single sentence: ‘PrEP provides me with a feeling of taking
responsibility for the life that I live R eading between the lines,
Bo compares his sexual behaviour with conventional sexual
norms and highlights the need to take responsibility for his
‘irresponsible’sex life. For many of our queer male participants,
PrEP was not only associated with taking responsibility, but also
served as an unwelcome reminder of ‘irresponsible’ and ‘deviant’
sexual behaviour, rooted in the internalised stigma and shame
of their sexuality. While both queer men and young women
expressed feelings of shame in relation to PrEP, the ‘good’
sexual behaviours they compared themselves to, as well as the
different minority positions, were different from those they
occupy within their respective socio-cultural environments.
When comparing themselves to others, the queer PrEP users
recognised that they have active and colourful sex lives with
multiple partners. While some celebrated this unashamedly,
many also felt a deep sense of shame. Their shame was often
linked to ideas of irresponsibility: for previously having had
multiple partners without using protection, putting themselves
and others at risk of HIV; for needing a costly drug, which is
surrounded by controversy in the public sphere (see Chapter 3);
and for continuing to have condomless anal sex (as discussed
earlier). In our interviews, ideas of shame were often described
by the queer men in relation to their encounters with PrEP
services. Here they were, as part of the eligibility screening
process I described in the previous chapter, required to
participate in an honest and open discussion about their sex life,
detailing past occurrences of condomless anal sex and sexually
transmitted infections. Twenty-five-year-old Sigurd describes
how the screening process made him feel: “When I came to
the hospital, I had to explain why I felt I needed PrEP. I had
to talk about my sex life, and it gave me a feeling of being a
promiscuous, uhh yeah, slut” Queer men like Sigurd enter
hospitals as responsible citizens, intending to prevent the spread
of HIV, but in the screening process end up feeling ashamed
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and irresponsible for having had unprotected sex with multiple
sexual partners and for qualifying for PrEP. The queer men
spoke highly about the healthcare staft who deliver PrEP, calling
them non-judgemental. The shame thus came from comparing
their sexual behaviour with ideas about ‘good’ or ‘normal’sexual
behaviour. Mike clarified the link between shame and ‘deviance’
from norms and ideas about ‘good’ sexual behaviour, and in
the process highlighted how such feelings of shame may deter
some people from accessing PrEP:

To be considered eligible requires me to account for
my sex life. Occurrences of condomless sex, sexually
transmitted infections, et cetera. This makes PrEP
inaccessible. To share the most intimate details of your life
is scary. It takes a certain person to do that. I have worked
hard not to be ashamed. We live in a culture where
people get stigmatised for being sexually adventurous.
It is called ‘slut-shaming’ and I fear this prevents people
from accessing PrEP. People don’t have the strength to
disclose such details. They don’t want to feel shame or
be shamed for their desires or the choices they make.
(Mike, age 32, PrEP user)

Unlike Sigurd, Mike did not talk about his own feelings of
shame. He recognised the presence of shame in other people
and explained that he has been on a journey of mental work
to not be ashamed. He said that ‘it takes a certain person’ to
unashamedly talk about one’s sex life in a culture that judges
and ‘slut-shames’ PrEP users. Later in our interview with Mike,
he began to unpack what has helped him overcome the shame
associated with PrEP use (and become this ‘certain person’).
When asked about how PrEP features in his friendship group,
he explained:

Not everyone is on PrEP, but relatively many are, and it’s
something we talk about. So, I know which of my friends
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are on PrEP. It’s normal in that sense, and nobody feels
they are being shamed for being on PrEP. Or any longer,
that is. There was a time, in the beginning, when people
started using PrEP, where PrEP users were considered
promiscuous. Now the tone is much, much nicer. Now
taking PrEP is more about health and protecting yourself.
And this has been normalised. There used to be an ugly
tone, and some conversations were uncomfortable, but
now we’re more open, and it’s nicer to talk about it.
(Mike, age 32, PrEP user)

Mike navigates within a social network where PrEP is
increasingly used and talked about, and where the members
of his social network, through everyday PrEP negotiations,
have shifted the narrative about PrEP from being related to
irresponsible and promiscuous behaviour, to one characterised
by taking responsibility for their health. His account of the
change he has observed highlights the important role of
informal networks in formulating opportunities for dialogue
and creating new norms that help queer men ‘get ahead’ in
relation to PrEP uptake. Sigurd also acknowledges the comfort
he finds from having friends with whom he can talk about
PrEP, captured through a photograph he took (see Figure 5.3):

I’'m sharing this picture to illustrate that it’s nice to have
friends to talk about PrEP with (over a pink rim job
cocktail!). We both started on PrEP at the same time, and
it makes it easier when you can exchange experiences.
Some people think ‘you should just use a condom’, so
it’s nice to have friends who are on the same page as
yourself. (Sigurd, age 35, PrEP user)

PrEP is, for many queer men, an unwelcome reminder of so-
called irresponsibilities, leading to feelings of shame. Queer
friends and social networks were described as playing a pivotal
role in finding comfort and reshaping this narrative. However,
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Figure 5.3: Talking to friends

for a number of our queer participants, PrEP did not add to
or remind them of shame. On the contrary: PrEP was said
to remove shame altogether. It did so by eliminating the
‘irresponsibility” of HIV risk arising from condomless queer
sex. For this small group of queer men, HIV risk and related
stigma were intrinsically linked to their sexuality and identity as
queer men. By removing the risk of HIV from their sexuality,
PrEP also removed shame from having sex with other men,
as described by Toke:

When I got onto PrEP I began to realise how ashamed
I had been of my sexual behaviour. I realised that the
shame I felt was connected to the risk of HIV. I struggled
to come out as a gay man, | think because of this risk.
With time, and when I got onto PrEP, I began to be at
ease with my sexuality. Before I felt ashamed when having
sex with another man. When I got onto PrEP, and the
risk of HIV was eliminated, [ began to feel much less
shame. (Toke, age 27, PrEP user)

Although Toke had a different interpretation and experience
from many of our other queer participants, he further
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underlines the deep-rooted hang-ups and shame associated
with HIV, queer sex, and deviance from sexual norms in the
context within which PrEP is used.

Am [ irresponsible? ‘Othering” non-PrEP users

Perhaps as a way of coping with negative stereotypes and
notions of ‘irresponsibility’, and to develop more positive social
identities, a number of our participants talked about themselves
in an ‘us’vs ‘them’ manner. Oftentimes, sentences that began
with ‘we, PrEP users’ were followed by favourable statements
about PrEP users and less flattering statements about non-PrEP
users. For instance, Stefan, a 35-year-old PrEP user, said that
in his social network of PrEP users, ‘There is the prejudice
that people who are not on PrEP are a little boring’, with
‘boring’ referring to the notion of non-PrEP users as sexually
less adventurous. This is supported by Mikkel, a 26-year-old
PrEP user, who also demarcated clear boundaries between
PrEP users and non-PrEP users, recognising that ‘It’s probably
just a prejudice’ Mikkel describes how there are two types
of gays: those who use apps like Grindr and those who do
not; those who cruise and use saunas and those who do not.
According to Mikkel, it is the former group that is on PrEP,
and the group he favourably sees himself as being part of. For
Mikkel, being on PrEP is a statement, signalling a rejection
of the ‘traditional’ life. He explains: “To have several sexual
partners can be a type of statement. I don’t aspire to a traditional
lite, or go out to look for a stable partner, someone to marry’

Oral PrEP is not merely about taking a pill for HIV
prevention. PrEP plays an integral role in forming social
identities around PrEP use and in some social networks comes
with the status of being adventurous and sexually liberated, as
opposed to traditional and boring. Forming social identities
around their adventurous and liberated sexualities not only
helps PrEP users cope with ‘slut-shaming’, but also recasts the
idea of ‘being slutty’ as something positive. Furthermore, and
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as alluded to earlier, many queer men were able to reconcile
being sexually adventurous with being responsible. However,
in the process of representing themselves as ‘responsible’ citizens
preventing the spread of HIV, some inadvertently further
reinforced the ‘othering’ of non-PrEP users, representing
them as irresponsible. For instance, Bo, when discussing the
need for PrEP to be made more easily accessible, explained
that ‘PrEP should be made more easily accessible for those
who are not so good at taking responsibility for themselves. As
discussed earlier, this ‘othering’ occurs against the backdrop of’
recognising the limits of condom use. This ‘othering’ is thus
conditional on practising safe sex. Mike explains: ‘It is not that
I think that people who are not on PrEP are irresponsible, as
long as they use protection and go and get tested.” Similarly,
Toke, without using the word ‘irresponsible’, describes how
he would negatively view a non-PrEP user engaging in
condomless anal sex:

If he was very sexually active, and aware of PrEP, then
I think it would, one way or the other, leave a negative
impression [on me]. I would be thinking: Why on earth
are you not protecting yourself, when you know that
you have condomless sex, and know that this drug can
eliminate the risk of HIV? (Toke, age 27, PrEP user)

Both Toke and Mike do not seek to ‘other’ queer men who
are in monogamous relationships or able to consistently use
condoms. They do, however, ‘other’ those men who are eligible
tor oral PrEP yet not enrolled.

The young women on PrEP in Zimbabwe did not
explicitly ‘other’ women not using PrEP. They were generally
understanding of the different challenges women face in
accessing and using PrEP. However, when asked how they
differed from non-PrEP-using women who are vulnerable to
HIV, they often pointed to individual qualities. This included
their ability to take control of and responsibility for their own
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sexual health and life, not caring about social norms or what
other people might say about their PrEP use. In the process,
they implicitly juxtapose these qualities with those of non-
PrEP users, casting non-PrEP users as opposites: unable to
take control and responsibility for sexual health and caring too
much about what others think. One young woman, Stella, said:

‘What makes me different is that I realised I should take
responsibility for myself. My life matters. My life is
important. I will not let anyone try and control my life
especially regarding HIV. So, prevention is better than
cure. (Stella, age 26, PrEP user)

The relative absence of young women’s perspectives on the
paradox of (ir)responsibility is noteworthy, and Stella’s account
may point to an explanation. Her motivation to access PrEP is
driven by a need to take control of her life, meaning protecting
herself from her partner’s sexual risk practices, not her own. I also
alluded to this in the previous chapter; it suggests that young
women do not talk about PrEP use in the context of their
own behaviour, but from the perspective of HIV vulnerabilities
arising from their partner’s so-called irresponsible behaviour. It
1s perhaps for this reason we do not find that the young women
moralise, contest, and challenge their own sexual practices to
the same degree as do the queer men. This may explain why
the paradox ‘responsible, yet irresponsible’ did not feature
strongly among our young women participants.

Conclusion

Am I taking responsibility for my sexual health? Why do I feel
irresponsible when taking responsibility? Am I irresponsible?
These questions are revealing of some of the many everyday PrEP
negotiations that queer men in particular, either interested in or
already taking PrED, are likely to engage in as they encounter
differing and opposing ideas about PrEP (ir)responsibilities.

94



RESPONSIBLE, YET IRRESPONSIBLE

While all participants in the study recognised that PrEP
represents taking responsibility for HIV prevention and one’s
own sexual health, this was not without its contradictions and
nuances. This chapter has detailed some of the many opposing
ideas and ways of thinking that circulate around PrEP, with
ideas of increasing promiscuity, condomless anal sex, and
chances of contracting sexually transmitted infections being
critical to PrEP’ association with irresponsibility. Interestingly,
many of these ideas were reproduced by the queer community
itself. The dating app Grindr played a significant role in
solidifying various ideas around PrEP’s (ir)responsibility, both
through the app’s signposting of PrEP status, and through
the sometimes uncomfortable and contentious condom use
negotiations taking place on the app before a hookup. PrEP
services were also noted to accentuate ‘irresponsibilities’,
both through the PrEP eligibility criteria requiring disclosure
of past ‘irresponsibilities’, and through regular controls for
sexually transmitted infections, which for some queer men
was a source of shame.

The ideas and ways of thinking that queer men are exposed
to differ significantly between them, which inevitably affects
how they view and understand themselves and others as
(ir)responsible. Many of our queer participants formed part of
social groupings in which PrEP was increasingly talked about
favourably, facilitating positive social identities around PrEP
use. Some social networks have reframed negative expressions
such as ‘slut-shaming’ into something positive. While signalling
PrEP use may increasingly constitute a form of sexual capital
within many of the social networks of our study participants,
this was not the case in others’ social networks. As queer men
date and hook up with men across different social networks,
they inevitably have to consider and navigate diverging
representations of PrEP as being linked to responsible or
irresponsible sexual behaviours. In an analysis of testimonial
blog posts from the US-based ‘My PrEP Experience’ website,
Hedrick and Carpentier (2021) also found that current and

95



PARADOXES OF PrEP FOR HIV PREVENTION

potential PrEP users had to negotiate and manage stigma
online, and that some managed to deal with blame and shame
through a creative reappropriation of negative labels.

How queer men negotiate PrEP in everyday life is thus, to
a large degree, influenced by how PrEP is talked about within
their social networks. Consequently, social networks play a
key role in determining how queer men navigate different
understandings of what responsibility means in the context
of PrEP, deal with feelings of shame, or demarcate differences
between PrEP users and non-PrEP users. According to our
research, such everyday PrEP negotiations play a defining role
in queer men’s experiences and continued engagement with
PrEP in Denmark.
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Healthy, yet a patient

This chapter covers the fourth paradox addressed in this book,
namely that PrEP users are both healthy and patients. I alluded
to this paradox in the opening paragraph of this book. All
participants considered themselves healthy, and participants
on PrEP had undergone careful screening to confirm their
sexual health. Yet, despite being and considering themselves
healthy, they also had to make sense of the need to adopt
a patient persona centred around the PrEP treatment. The
juxtaposition of having to prove one’s good health and enrolling
onto a medical treatment programme was stark and appears
to be significant both for queer men in Denmark and young
women in Zimbabwe, albeit with manifest differences, from
various origins. This chapter shows how PrEP users, and
those intending to use PrEP, work to reconcile and make
sense of both being healthy and having to adopt the persona
of a patient. For young women in Zimbabwe, such everyday
PrEP negotiations happen against a background of living in a
context where preventive pill-taking is met by scepticism and
resistance, not least given the perceptions of PrEP side effects,
and where treatment for HIV is common. For queer men in
Denmark, the close monitoring of PrEP through selected
infectious disease hospital departments appears to heighten
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the feeling of being a patient, and consequently, as a healthy
person, the need to make sense of this.

The everyday PrEP negotiations arising from encountering
ideas about being both healthy and a patient will be discussed
under three headings capturing core deliberations and
negotiation work:

e What am [ treating when I am not sick? Difficulties
reconciling the ‘patient’ persona with being healthy

* How do I give meaning to the PrEP treatment? R ethinking
PrEP as a treatment to maintain health

* Is it worth it? Weighing up the preventive potential against
side effects and HIV

What am | treating when | am not sick? Difficulties reconciling the
‘patient’ persona with being healthy

Both young women in Zimbabwe and queer men in Denmark
described having difficulties reconciling their good health
with the need to adopt the persona of a patient and to comply
with the therapy offered. Descriptions of this tension differed
slightly between the two settings, partly explained by cultural
norms around pill-taking for prevention. For young women in
Zimbabwe, for instance, discussions of the dissonance between
being ‘healthy, yet a patient’ centred around the strangeness
of pill-taking for prevention. Ashley, who is on PrEP herself,
alludes to what she describes as a common notion in her
community, namely that taking an HIV prevention pill is an
absurd thing to do. As Erisy further describes, this so-called
absurdity lies in the paradoxical nature of being healthy yet
required to be on treatment:

For now, people think it’s absurd to take the medication
[PrEP] for HIV prevention. But taking a pill for
prevention is better than taking a pill for HIV treatment.
(Ashley, age 25, on PrEP)
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Most people shun the idea of taking tablets when not
sick. They ask questions like, “What am [ treating when
I’'m not sick?’ It’s this kind of mentality that makes people
decide against the use of PrEP and go for condoms
instead. (Erisy, age 24, eligible for PrEP)

Both Ashley and Erisy capture the shared cultural belief and
attitude that pill-taking is merely for treating illness and that
this idea may obstruct PrEP uptake. However, Erisy also
demonstrates that it is possible to approach pill-taking as
a form of health maintenance — an idea I explore in detail
in the next section. Queer men in Denmark also often
mentioned pill-taking as something they associate with illness.
This is captured by Jens, who is interested in PrEP but filled
with ambivalence:

Medicine and pills have never been my cup of tea. What
am [ swallowing? What does it do to my body and mind,
here and now and in the future? I don’t take pills if my
gums hurt after a visit to the dentist, if I'm hungover, or
if I'm feeling unwell. I eat well, sleep well and exercise
regularly. This makes me feel healthy. For me, pills like
those in the picture (see Figure 6.1) represent illnesses
that put limits on my daily life and freedom. It’s precisely
such feelings that PrEP speaks to. But, do they improve
my daily life? Do they provide me with more freedom?
Yes. Unequivocally, yes. (Jens, age 40, PrEP interested)

The ambivalence expressed by Jens revolves around his
difficulties in reconciling the perceived benefits of PrEP against
a broader scepticism about medication. For Jens, the tension lies
between his general resistance to pills — which he portrays as
symbols of illness and limitation — and the specific recognition
that PrEP is an exception, offering tangible improvements to
his daily life and levels of freedom. What Ashley, Erisy, and
Jens capture is the duality of complex and conflictual ideas that
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Figure 6.1: Pills, more pills
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people either using or interested in PrEP must negotiate and
give meaning to in day-to-day life.

For queer men on PrEP, however, the whole experience
of going to an infectious disease department at a hospital
for eligibility screening and getting enrolled on PrEP was
emphasised by some as being particularly difficult to reconcile
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Figure 6.2: The hospital

with being healthy. They described the hospital-based PrEP
service in Denmark as ‘overwhelming’ and ‘extreme’, a process
that pathologises the individual and ‘makes you feel sick’. Much
of this was captured by Poul, who describes his ambivalence
with being healthy while at the same time being enrolled in a
hospital-based treatment programme (see Figure 6.2):

Throughout my life, I've been to the hospital maybe two
to three times. Now I must go there every three months
to get checked. In a way, it’s overwhelming, and having to
take pills regularly falls into the same category. There is
a special atmosphere in a hospital. Whether you’re sick
or not, I find that I get sicker or feel sick when I am in
a hospital. That way, I feel like a sick person going to
check for a serious illness. And I associate the hospital
with two opposites: life that begins and life that ends.
(Poul, age 46, PrEP user)

101



PARADOXES OF PrEP FOR HIV PREVENTION

The juxtaposition of having virtually no contact with the
health services and suddenly being enrolled in a treatment
programme that requires regular check-ups at hospital-based
infectious disease departments was stark for many of our queer
participants, not least because they associated the hospital space
with the treatment of severe illness. This both made some of
them feel sick and amplified their sense of patienthood.

This section has highlighted a tension between maintaining
a sense of health and the necessity of adopting a ‘patient’
persona for therapeutic compliance. For young women in
Zimbabwe, the perceived absurdity associated with pill-
taking despite being in good health underscores a prevailing
idea that links pill consumption exclusively to the treatment
of illness. In this cultural context, this shared understanding
can become a significant impediment to widespread PrEP
use. For queer men in Denmark, ideas of PrEP services as
rigid and hospital-centric, coupled with associations between
the hospital environment and serious illness, magnified their
sense of patienthood. The next section will further explore
how individuals respond to difficulties in reconciling the
‘patient’ persona with being healthy, focusing on their efforts
to challenge the pathologising of PrEP and to redefine pill-
taking as a form of health maintenance, as opposed to a response
to illness.

How do | give meaning to the PrEP treatment? Rethinking PrEP as a
treatment to maintain health

Our participants responded in different ways to the paradox
of being both healthy and required to adopt a ‘patient’
persona. However, what they share is a broad commitment to
downplaying the patienthood associated with PrEP treatment,
and instead rethinking PrEP as a health-maintaining activity.
For queer men, this involved creating a distance between
their daily normal and healthy selves and the pathologising
of their infectious disease risk and treatment of their ‘sick’
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sexuality. This brings me back to Chapter 4, where I argued
that PrEP is primarily administered as a public health good,
meaning national health services make it available for free to
prevent infectious disease risk, and target so-called high-risk
groups in the most cost-effective way. While this makes sense
from a health economics and health administrator perspective,
Chapter 4 noted that rigid screening procedures and controls
to identify and treat those demonstrating past vulnerabilities
to HIV do not necessarily resonate with what queer men
think should be criteria for PrEP eligibility. Consequently, to
be eligible to be prescribed PrEP, some queer men applied —
with unease — their own sexual health-promoting and future-
oriented eligibility criteria. The paradox discussed in this
chapter further illuminates this contention.

Mike, a 32-year-old PrEP user in Denmark, ties together
many of the themes discussed in the book thus far in his
description of a photograph of his local pharmacy (see
Figure 6.3). For Mike and others, the pharmacy is an
unwelcome reminder of the seriousness, rigidity, and control
of their PrEP treatment, and by extension, their sense of
patienthood. Mike explains why:

This photo is a picture of my local pharmacy. Here,
I can’t obtain my medication like people with chronic
illnesses can. My medication is not on prescription, my
name is not on it. To get my medication, I have to go to
the hospital and undergo tests and examinations — and
I have to be approved for it. Approval that requires me to
account for my sex life, how many I've had unprotected
sex with, whether I've had sexually transmitted diseases,
and more. And that makes PrEP inaccessible. Having to
disclose the most intimate parts of your life is frightening.
It takes a toll [on you] to expose yourself like that.
Especially a part of my life that I've had to fight not to
be ashamed of — because we grow up in a culture where
people are stigmatised for believing in free love. It’s called
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‘slut-shaming’ — and I fear that both young and old will
opt out of PrEP because they can’t handle revealing
themselves and details about the most intimate parts of
their lives, as they don’t want to feel shame or be made
to feel ashamed of their desires or the choices they make.
(Mike, age 32, PrEP user)

Mike’s strategy to make sense of the paradox of being ‘healthy, yet
a patient’is to critically examine the circumstances that require
him to adopt the persona of a patient. In describing another
photograph, Mike goes on to explain how being a ‘patient’, and
having PrEP reduced to a public health good, makes him feel:

I’'m a statistic. A group of health professionals follow me.
They comply with guidelines on eligibility, dispensing
practices and control follow-up with the aim of making
my treatment cost-effective. Despite meeting good,
skilled and understanding nurses and doctors, I often feel
that I'm part of a system, an object, rather than a human
being. (Mike, age 32, PrEP user)

Mike clearly articulates his feeling of being reduced to a

number, or an object whose sexuality needs to be controlled
and treated in the most cost-effective way. Not all our

Figure 6.3: The pharmacy
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participants were as articulate or as critical as Mike, but they
nonetheless spoke to a rejection of PrEP as merely a public
health good. Similar to what was discussed in Chapter 4,
queer PrEP users, in an attempt to distance themselves from
the patienthood cast upon them by the hospital-centric PrEP
treatment programme, reframed PrEP as a form of self-care
and health maintenance. PrEP was regularly compared to
annual vaccines or vitamin pills — something you get or take
to protect and maintain health, as described by Mike and Bo:

I see it [PrEP] as getting an annual flu vaccine, only that
I take the medicine daily. Fundamentally, I approach PrEP
as a health maintaining thing. (Mike, age 32, PrEP user)

I've compared it [PrEP] a lot to taking a vitamin pill.
I mean. After all, it’s also taking a pill. I don’t take it
because I'm sick. I think I'm comparing PrEP quite a
lot to the fact that it’s preventive — to take better care of
yourself. It’s not because you're sick. It’s because you can
get sick. Kind of like getting to it in advance. So, [ see it
more as a vitamin pill. (Bo, age 21, PrEP experienced)

Feng also talked about how he had embedded his PrEP pill-
taking into other daily health management practices, stating,
‘PrEP is just a daily pill T take together with all my vitamin
pills” By drawing parallels with routine preventive measures,
such as getting a non-mandatory flu vaccine or taking vitamin
pills, Mike, Bo, and Feng shift the narrative away from a
focus on concrete infectious disease risk and the treatment
of their ‘unconventional sexual behaviour’, to one centred
on health maintenance and the more diffuse and hard-to-see
vulnerabilities that come with a happy and healthy sex life.
Young women in Zimbabwe also recast PrEP as a treatment
to maintain health, self-care, and well-being. However, partly
due to Zimbabwe’s more flexible PrEP services, and the fact
that their sexuality is not the subject of public health control in
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the same way as it is experienced by queer men in Denmark,
they did not do so from the perspective of feeling pathologised.
On the contrary, they often spoke about their husbands’
uncontrollable sexuality, revealing a collective understanding
that men are often unfaithful to their wives and refuse to use
condoms. These ideas are captured by Ashley, who argues that
PrEP is a way for her to care for herself, given her chances of
contracting HIV from her husband:

I learned and understood what PrEP is and decided to
use it because, to be honest, no man is faithful. They will
always have sex out there and may not use protection,
hence putting me at risk. So, taking PrEP will help reduce
the chances of being infected by the virus regardless of my
husband’s behaviour. (Ashley, age 25, PrEP experienced)

Many young women explained the value of PrEP from this
perspective, with the anticipation of their male partner’s HIV
risk generally being considered a motivating factor for their
own sustained PrEP use, as described by 23-year-old Angela,
who is on PrEP: ‘I was thinking of stopping taking the pills
then, but I then thought “What if my husband is engaging in
risky sexual behaviour out there?” so it made me continue to
take PrEP’ Later in our interview with Angela, she detailed
the importance of being able to reduce the likelihood of
contracting HIV. In one of our focus group discussions with the
young women, the discussion at some point focused on how
PrEP would enable them, as women, to put themselves first,
giving them peace of mind. In this sense, enrolling in PrEP
treatment is considered pivotal to selt-care. Maidei expands on
this idea in her description of how PrEP is key to maintaining
health and being able to live a productive life, being able to
sustain oneself and not rely on one’s husband:

Therefore, for [some]one to be able to make money, there
is a certain level of health they are supposed to have to
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ensure that they can work for themselves. The desire to
work and make your own money would encourage you
to take up PrEP to ensure that you're healthy and not at
risk of getting HIV. (Maidei, age 26, eligible for PrEP)

The need for young women to be able to reduce their
vulnerabilities to HIV, as well as their dependency on men
was omnipresent in our Zimbabwe data. Young women on
PrEP communicated this need not only to the interviewer,
but also to each other, as described by Stella, a 26-year-old
PrEP user: “When we talk, we always remind each other of
the reason why we are taking these pills in the first place.” This
‘reminding’ not only supports engagement with PrEP, but also
reproduces many of the ideas outlined earlier, reframing PrEP
as a form of self-care.

As our participants make sense of PrEP, and the paradox that
they are healthy, yet need to take a daily pill and be subject
to a strict treatment regime, they contemplate what PrEP
offers them. In so doing, they reveal a widening discrepancy
between how PrEP users understand and experience PrEP as
a medication that on the one hand positively promotes and
maintains health in the broadest sense, and on the other is
associated with pathology because of the way PrEP services
are delivered as a form of public health good, with a narrow
focus on population risk and prevention of infectious disease,
rather than on self-care. This tension appears more pronounced
among queer men in Denmark, where PrEP services are
more rigid and the subject of treatment is the queer men’s
own sexuality.

Is it worth it? Weighing up the preventive potential against side
effects and HIV

Up to this point, the chapter has centred on a duality arising
from the paradox ‘healthy, yet a patient’. On the one hand,
PrEP necessitates a ‘patient’ persona and triggers associations
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with treatment for illness. On the other hand, and in
response to the former, there is the counterbalancing notion
that PrEP promotes self-care and serves as a form of health
maintenance. This section introduces a different dilemma,
namely ambivalence arising from ideas and ways of thinking
that —in the context of treatment availability — make you begin
to question the worth and value of PrEP if it leaves you sick
from side effects and you become an actual patient.

Side effects from PrEP were talked about as minimal among
our PrEP-using participants. Several young women on PrEP
mentioned experiencing slight side effects for a couple of days
after starting PrEP or if they swallowed the pill without eating
first, but that was all. However, for young PrEP-inexperienced
women, the anticipated side effects affected their perceptions
of PrEP and played a contributing role in their decision not to
take it up. Many of the PrEP-inexperienced women we spoke
to asked the interviewer not if but what side eftects come with
PrEP, demonstrating both their concerns about and assumption
of anticipated side effects, and their lack of concrete knowledge.
Alison and Stephanie both described the prevailing idea that
PrEP is associated with anticipated side effects:

People think that PrEP has some side effects, and that’s
when some will start discouraging women from accessing
PrEP and not taking the pills. (Alison, age 21, eligible
for PrEP)

Many women do not understand that PrEP does not
have side effects. Many people think that the tablet
will make you fat, and some are saying you will have a
headache. People are saying a lot of things. (Stephanie,
age 23, PrEP user)

The mention of concerns about weight gain and headaches

reflects a social representation circulating within the community
about some of the anticipated adverse effects of PrEP. These
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effects may, as alluded to by Alison, outweigh the perceived
benefits of PrEP. Precious delves into some of the reasons why
anticipated side effects matter so much:

My husband knows some tablets may cause weight gain,
headaches and other things. Let’s say I start taking the
pill today, and after three months, my husband sees me
gaining weight or losing weight. He will ask me, “What’s
going on?’ He will start questioning me and being
suspicious. (Precious, age 22, eligible for PrEP)

Precious highlights that side eftects are not merely an individual
experience, but are intertwined with social dynamics. Ideas
about anticipated side effects and the perceived manifestation
of these influence how PrEP itself is perceived, discussed, and
accepted or rejected by individuals within the community, or
indeed within relationships. Ideas about the anticipated side
effects of pill-taking must be considered against the background
of the scaling up of antiretroviral therapy for HIV treatment. In
this context, most people will know someone living with HIV
and on treatment, or will have heard about side effects from
antiretroviral pill-taking. As PrEP is also an antiretroviral drug,
the cross-fertilisation of ideas and beliefs about anticipated side
effects may create a grey zone in which a husband may accuse
his wife of taking antiretroviral drugs either for treatment or
prevention of HIV, because he sees her as not trusting him to
be sexually faithful to her.

Another reason to consider PrEP in the context of
antiretroviral therapy is the belief that taking antiretroviral pills
for treatment makes more sense than taking pills for prevention.
In a focus group discussion with young women eligible for
PrEP, Maria highlighted the idea that young people are not
particularly concerned about contracting HIV and then taking
antiretroviral pills for treatment, also given the ‘absurdity’
of pill-taking as discussed earlier: “Young people will start
questioning themselves, saying, why should they take PrEP
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pills every day knowing that they are not sick? People don’t
care about that; they will prefer to take the ARV pills after
testing HIV positive.

This idea was also raised by two queer men in Denmark.
The quality of antiretroviral therapy, coupled with a low-risk
perception, meant that some queer men began to question the
relevance of PrEP. This was described by Poul in one of his
Photovoice stories (see Figure 6.4):

I am considering dropping out of the PrEP programme.
I feel sick when I take them. They’re not necessary, like a
vaccine that’s supposed to reduce significant infection rates.
The incidence rates of HIV are low, particularly among
the age groups I sleep with. If T were to acquire HIV, it
wouldn’t be such a big deal. The only challenge would
be taking the daily pill again. (Poul, age 46, PrEP user)

Poul is weighing up the benefits of PrEP against the chances
and consequences of contracting HIV. Because of his

Figure 6.4: Pills
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ambivalent feelings, he is still considering this. Mikkel is also
contemplating the value of PrEP, and he is unsure if the work
associated with PrEP patienthood balances the likelihood of
contracting HIV:

It’s a lot of work. You need to remember to take the
pill every day to be certain that you are protected. I've
never really liked taking pills, and all of a sudden, I'm
taking a daily pill without being ill, and to prevent
something I only have a small chance of contracting
HIV. If there was a 50% chance of getting infected, or
something like that, it would make more sense to be
on PrEP. It seems like a lot of hassle. (Mikkel, age 26,
PrEP user)

This section has shown that a multifaceted system of values,
ideas, and beliefs can result in uncertainty and ambiguity
concerning the value of PrEP. The ambivalence appears to
stem from the perceived worth and work involved with being
a PrEP ‘patient’, weighed against anticipated side effects,
the availability of HIV treatment, and the perception of
HIV vulnerability.

Conclusion

What am I treating when I am not sick? How do I give
meaning to PrEP treatment? Is it worth it? These questions
capture core deliberations and reflections that underpin some
of the everyday PrEP negotiations that arise from PrEP users
having to navigate the dual representation of being both healthy
individuals and patients. Building on findings presented in
Chapter 4, the deliberations reveal some fundamental rifts
between how oral PrEP is delivered as a public health good
that aims to cost-effectively prevent the spread of HIV in so-
called high-risk groups, and the ways in which individuals
make sense of and integrate PrEP into their lives.
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Strong societal perceptions of daily pill-taking as being
tied to illness, coupled with a rigid PrEP treatment
regime, including regular hospital-based controls, amplify
experiences of and PrEP’ association with patienthood.
This reminder of patienthood stands in stark and paradoxical
contrast to the young women’s and queer men’s strong sense
of being healthy. This contrast can be difficult to reconcile
and warrants negotiation of the unsettling, ambivalent, and
conflictual feelings that may arise when considering or
adhering to the treatment regime. This can be an obstacle
to PrEP use, but it also invites critical reflection and sense-
making from PrEP users. In doing this, our participants
actively sought to positively reframe PrEP pill-taking as a
form of self-care and health maintenance — something they
consider central to their sexuality and to living healthy,
tulfilling, and productive lives. The context and backdrop
for rethinking PrEP as a pill for health differed between
queer men in Denmark and young women in Zimbabwe.
Yet they shared an orientation towards rejecting the idea
that PrEP can be reduced to a treatment of sexual ‘ills’ and
infectious disease risk.

While some participants focused on distancing themselves
from the patienthood associated with PrEP treatment,
others began to question the value and worth of PrEP. Such
deliberations arose from conundrums of weighing up their
perceived vulnerabilities to HIV against shared beliefs of
PrEP making them sick. This was done against a collective
understanding of HIV being less intimidating because of the
availability of highly effective antiretroviral treatment. Queer
men in Denmark would question whether adopting the
‘patient’ persona, as discussed earlier, is worth it, given the HIV
epidemiology in Denmark and the availability of treatment.
Young women in Zimbabwe, based on a dominant and shared
understanding of anticipated PrEP side eftects, would question
if PrEP and its associated side effects were worth it, both given
the gender-based risks that may arise if partners suspect use
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(also discussed in Chapter 4), as well as the commonness and
ease of taking pills for HIV treatment in Zimbabwe.

The paradox ‘healthy, yet a patient’ is omnipresent. It takes
different forms and necessitates considerable negotiation and
sense-making in day-to-day life in order to navigate different
representational fields of PrEP as being linked to either
treatment, illness, and patienthood, or health maintenance.
Findings presented in this chapter justify a re-evaluation of how
PrEP is talked about and delivered, calling for an emphasis on
its role in health maintenance and self-care.
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SEVEN

Safe, yet unsafe

The fifth and penultimate paradox covered in this book relates
to how PrEP both keeps its users safe from HIV infection and
introduces new elements of unsafety. This paradox manifests
itself very differently between the study contexts and to varying
degrees between the participants. However, what all study
participants share is a collective trust in PrEP’ ability to prevent
the acquisition of HIV when exposed to the virus. At no point
in our two studies did a participant question the efficacy of
PrEP. However, in as much as PrEP was represented as a safety
net in the context of HIV vulnerability, it was also associated
with other risks and harm. For young women in Zimbabwe,
this related to shared understandings of the risks of violence,
abuse, and abandonment from parents or partners if it was
discovered they were on PrEP. For queer men in Denmark,
it related primarily to two different issues. For some, PrEP
was linked to the amplification of more potentially harmful
sexual practices, such as using drugs as part of their sex life —a
phenomenon also known as chemsex. For others, the unknown
and potentially negative long-term health impacts of PrEP
were disconcerting.

The dialectics arising from opposing ideas about PrEP being
both safe and unsafe brought about different deliberations and
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everyday PrEP negotiations. These will be discussed under the
following headings:

* What social risks come with oral PrEP? Weighing up the
perceived dangers of PrEP protection against HIV

* Does taking PrEP impact my sexuality in a negative way?
Ambivalences concerning how PrEP may augment harmful
sexual practices

e Is PrEP safe in the long term? Concerns about the unknown
long-term eftects of PrEP

What social risks come with oral PrEP? Weighing up the perceived
dangers of PrEP protection against HIV

As discussed in the previous chapter, young women spoke
highly about oral PrEP and its ability to keep them safe from
HIV, not least because of their husbands’ infidelity and their
own lack of power to negotiate condom use. However, in
addition to this understanding, young women in Zimbabwe
overwhelmingly referred to a shared belief that PrEP is
associated with unsafety in the form of social risks from
PrEP use. More specifically and reflecting the cultural and
patriarchal context of eastern Zimbabwe, young women
spoke lucidly about the incompatibility of PrEP with the
norms and values surrounding what it means to be a ‘good
girl’. PrEP signals intentions of having sex, which, in this
cultural context, challenge prevailing gender norms and
expectations of ‘good girls’ not to have sex before or outside
of marriage. The idea that PrEP is incompatible with local
understandings of ‘good girls’ was said to lead to different
forms of social control, including stigma and discrimination,
or even violence, abuse, and abandonment. The social control
is enacted by parents, partners, healthcare workers, and the
broader community. One adolescent girl (Patience) talked
about how protecting herself from HIV through PrEP would
‘raise wars’ at home with her parents. She went on to say
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that ‘this deters young people from wanting to use PrEP
as a HIV prevention method’. Recognising the safety and
protective potential of PrEP, Patience was keen for young
women to take it up, but simultaneously accepted the shared
belief that this may be unsafe from a social and relational
perspective. Many young women also spoke about the
physical violence they could face from their male partner if
they took oral PrEP secretly and without his approval. Maria
and Angela explained:

He will start wondering what those pills are for. You will
face abuse from your partner. He will ask you what those
pills are for and if you fail to explain everything to him,
you will end up getting beaten up for that. (Maria, age
18-24, eligible for PrEP)

Their spouses will be oftended if they find out that their
wives want to be on PrEP and this may result in domestic
violence. (Angela, age 23, PrEP user)

Most young women in our study ascribed to the idea that
parents and partners would disapprove of their PrEP use, even
when they themselves had experienced the opposite. Take
Angela as an example. A key element of her own ability to use
PrEP has been having an open dialogue with her husband. But
despite her own experiences, she recognised and reproduced
the idea that most parents or partners would disapprove of
PrEP, and described the potential risks involved with young
women taking PrEP behind their husband’s backs:

What makes me different is that my husband and
I communicate well and freely. Many other women are
unable to do that. They may want to take PrEP in secret,
without their spouses’ knowledge. However, this may be
problematic if the husband were to find out and this could
lead to domestic violence. (Angela, age 23, PrEP user)
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Other women spoke about the risk of being abandoned by
their husbands if the men discovered their PrEP use. Much
more can be said about how social representations of ‘good
girls’ in this cultural context come to shape different forms of
social control, with implications for young women’s PrEP use.
I covered this in Chapters 3 and 4.

The social representation that PrEP might lead to ‘wars’ at
home, violence, and abandonment has its roots in the gender
orders that characterise the socio-cultural context of our study,
and that are maintained through how young women talk about
PrEP with each other, and indeed in interview situations like
ours. Opposing ideas about the safety of PrEP leave young
women with the difficult dilemma of having to weigh up the
safety and protective potential of PrEP against the social risks
of abuse and abandonment. PrEP may provide safety from
contracting HIV and be accessible for free, but using it may
also come at a very high social cost in the form of physical and
psychosocial impacts and strained interpersonal relationships.
This necessitates substantial everyday PrEP negotiations, both
within the individual who has to make sense of and weigh up
the safety and unsafety of PrEP in the context of their daily
lite, and also between young women and their partners, as
well as between young women as they share their concerns
with each other.

This section has exclusively focused on the social risks of
PrEP use from the perspective of young women in Zimbabwe.
However, as discussed in Chapter 5, queer men also face
social risks in the form of ‘slut-shaming’ and judgement from
people around them. While this may, for some, result in a
similar dilemma of having to weigh up social risks against
their chances of contracting HIV, for our queer participants
this did not appear to be pivotal to their decision-making.
That said, one of the co-researchers in the PrEPping project,
a PrEP service provider, explained to me that several of her
clients experienced internalised homophobia or were part of
social networks in which stigma against the queer community
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is common. This stigma delayed and complicated their uptake
of and engagement with PrEP.

Does taking PrEP impact my sexuality in a negative way? Ambivalences
concerning how PrEP may augment harmful sexual practices

An issue that affected several queer men in Denmark, but was
not evident in our data from young women in Zimbabwe, was
the role of PrEP in amplifying more harmful sexual practices.
Chapter 5 explored how PrEP is, for queer men, often linked
to a more vibrant and active sex life —something many of them
celebrate, yet also associate with more transmission of sexually
transmitted infections.

Some of our queer participants also expressed growing
anxiety about the connection between PrEP and chemsex.
For a few of our participants, this was rooted in personal
experience. Stefan, a 35-year-old PrEP user, remarked: ‘I think
that maybe it [PrEP] has influenced me to have sex [while| on
drugs to a greater extent than I had before’

Two of our queer participants expressed ambivalence about
PrEP’s growing association with chemsex. For both, PrEP has
allowed them to enter sexual networks and subcultures within
the queer community where chemsex is practised. Here they
have found a non-judgemental community and enjoy practising
chemsex, with PrEP protecting them against HIV. Yet they
simultaneously articulate some of the dangers and problems
associated with chemsex, as illustrated by Toke:

Among some gay men, perhaps especially in Berlin, there
is a kind of culture where it’s just about doing what you
feel like. Being with the people you want to be with.
And where you celebrate autonomy or rebelliousness, and
do not want to accept all the norms of society. There is
a special culture very much centred around music and
party and sex and, and drugs in some way. Um. Which
I also have found joy in being a part of. But I can also
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see a lot of problems with it. If you take a step back,
you think: okay, it’s just a lot of people who are running
away from reality because theyre not processing a lot
of the things theyre dealing with, right? (Toke, age 27,
PrEP user)

Toke elevates the idea that PrEP helps liberate queer sex,
which in some subcultures within the queer community may
include chemsex. Toke expresses a tension between the sense
of joy and liberation that comes with chemsex on the one
hand, and acknowledgement of the downsides on the other,
including potential problems and escapism from reality, which
can be potentially harmful. Feng, a 35-year-old PrEP user who
migrated to Denmark from East Asia, also has an ambivalent
relationship with chemsex. Since he took up PrEP, Feng has
been part of what he calls ‘the bold and experimental gay
community’, which has taken his sexuality to a whole new
level. Feng took a photograph of his PrEP medication box
(see Figure 7.1), and in his description of the photograph
he alludes to the representation of PrEP users as people who
engage in chemsex:

Let’s be honest, PrEP is taken by many people for
unprotected sex. Sex workers might have a different
agenda but for queer men the purposes are less glorious,
if not sinister, with the indulgence of chemsex and group
orgies. I began to have sex without protection as well.
(Feng, age 35, PrEP user)

For Feng there is a strong association between PrEP use,
chemsex, and an unsafe lifestyle. Feng has participated
in multiple sex- and drug-filled parties and has found a
community in this subculture. While Feng, like Toke, finds
joy in this, he also, in different parts of the interview, expresses
ambivalence and discomfort with the association between PrEP
use and chemsex: ‘It’s not PrEP related, but um maybe it’s a
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little bit PrEP related. But there’s a tendency. Feng goes on to
talk about how his participation in drug-filled sex parties has
led to him contracting multiple sexually transmitted infections
(see Chapter 5), linking PrEP with what he calls irresponsible
behaviour. He goes on to say, ‘I will continue with PrEP in
a more responsible manner” Feng appreciates how PrEP has
allowed him to engage in chemsex and form a strong social
and sexual network, yet he feels uncomfortable and ambivalent
about what PrEP use has come to mean to him, associating
it with going beyond norms of safe sexual practices. This
paradoxical tension and the related ambivalence form part of
Feng’s everyday PrEP negotiation, through which he weighs
up the social benefits and joy he gets from chemsex against the
health risks and discomfort of being a drug user.

Among some of our queer participants there is a prevailing idea
that PrEP, due to its power to keep people safe from contracting
HIV, enables them to venture into new sexual territories, which
include chemsex. Chemsex is associated with risk. The risks may
be small for some people, but are more harmful for others, with
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dependency, anxiety, and depression being some of the potential
harmful impacts. The absence of accounts depicting responsible
and low-risk chemsex practices, along with the identified
ambivalences, indicate that the queer men in our study associate
chemsex with risk and unsafety. Queer men within this context
are compelled to navigate and negotiate the tensions inherent
in the duality of the PrEP—chemsex relationship — balancing
the joy, liberation, and sense of community it brings, while also
acknowledging potential harm and discomfort stemming from
PrEP and its evolving association with chemsex.

Is PrEP safe in the long term? Concerns about the unknown long-term
effects of PreP

When asked about concerns regarding PrEP, only a few
participants expressed apprehension or uncertainty about its
safety, indicating broad trust in the safety profile of PrEP as a
pharmaceutical drug. When concerns were raised, they were
often phrased as questions, reflecting uncertainty and a lack of
knowledge in this area. Stephanie was the only young female
participant who expressed uncertainty, and she did so through
putting a question to the interviewer: ‘Does the tablet have
some after-effects after some years?” Among the queer men,
Stefan also raised questions about the long-term safety of PrEP:

What is this [referring to PrEP]? Could you be harmed
by it? After seven to twelve months on PrEP, I stopped
for thirty weeks because I was like, well, if 'm not going
to have changing sex partners, maybe it’s stupid for me
to stay on PrEP. Can I be damaged by it? Is it safe for
me to do this? Do we know enough about it [PrEP]?
(Stefan, age 35, PrEP user)

Against a background of much uncertainty, Stefan is

contemplating the safety aspects of PrEP. He is considering the
possibility of PrEP having negative effects on his health, so much
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so that he weighs them up against his risk perception, affecting
his continued engagement with PrEP. José’s remarks indicate
similar deliberations. But rather than discontinuing PrEP, he
contemplates shifting from daily to ‘on-demand’ oral PrEP:

When I first approached my medical provider, she
informed me that I could take oral PrEP ‘on demand’ or
daily. Since I decided that I didn’t want to plan when to
have sex, I incorporated the pill into my daily routine.
This way I am ready to engage in sexual relations ‘on the
spot’ without thinking about HIV that much. Sometimes
I consider switching to ‘on demand’because I don’t want
to put too much pressure on my kidneys and bones which
are impacted by PrEP. Even though these effects may be
limited, I still think about the long-term effects of PrEP,
which I’'m not aware of. (José, age 23, PrEP user)

As alluded to by José, often when PrEP safety was discussed,
queer men referred to the shared and collective understanding
that PrEP is harsh on their kidneys. This idea, as explained
by both José and Klaus, has its origin in the initial eligibility
screening process, where healthy kidneys are a criterion that
is closely monitored:

My initial concern was related to my kidneys because
I know that you put some pressure on your kidneys
when you start taking PrEP. PrEP services check your
kidneys before you start treatment and I remember
being really concerned about that because in my family
my grandmother died from kidney failure. I have this
thing in my head telling me that because of my family
background, my kidneys are more likely to be affected.
(José, age 23, PrEP user)

I would like to become a father at some point, and
I wonder if there are any long-term eftects of PrEP that
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may affect my fertility or whether it can damage the
foetus. I don’t know. Things like this have been quite
important to me. I had been told that this medicine is
harsh, harsh in the sense that it can affect the liver. This is
also why they keep an eye on my liver numbers, whether
they look okay. (Klaus, age 42, PrEP user)

What José and Klaus also exemplify is how particular
circumstances, such as having a family history of poor kidneys
or having a desire to become a father, can amplify concerns
and attention around the safety of PrEP. Holic, who is 32 and
on PrEP, mentioned in his interview how obtaining PrEP
online —which he did prior to accessing PrEP from the national
health services in Denmark — heightened his concerns about
what he was consuming and the potential harm it was causing.
Concern and uncertainty about the long-term safety of PrEP
was an issue raised by only a few participants, again, indicating
broad and widespread trust in the safety profile of PrEP. Those
who did raise concerns did so because of ‘not knowing’, or
from the common understanding that PrEP negatively impacts
the kidneys. Interestingly, they were all on PrEP. They trusted
the safety profile of PrEP enough to be on it, perhaps swayed
by its many benefits, yet they still expressed uncertainty and
concerns about the long-term implications of PrEP use.

Conclusion

What social risks come with PrEP? Does taking PrEP impact
my sexuality in a negative way? Is PrEP safe in the long term?
These three questions capture some of the safety concerns
and uncertainties that come with PrEP, despite an otherwise
widespread trust in PrEP’s safety profile and ability to keep
people safe from contracting HIV if exposed. The findings
presented in this chapter provide background on the origin of
various safety concerns and detail everyday PrEP negotiations
arising from PrEP being considered both sate and unsafe.
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The nature of and need for PrEP negotiations because of
uncertainty arising from PrEP’s association with risks and
harm differ significantly between queer men in Denmark and
young women in Zimbabwe. However, for both groups, these
negotiations are not made any easier by the recognition of the
many benefits associated with PrEP.

In Zimbabwe, patriarchy and strong public gender
norms introduce considerable safety concerns for young
women. Previous chapters have noted how young women’s
disenfranchised position prevents them from having the
financial means to access PrEP (Chapter 3), but not from
having their eligibility questioned and challenged by people
around them (Chapter 4). This chapter further emphasises these
forces by detailing strong shared ideas about the social safety
risks young women may face if they take up PrEP. Rooted in
cultural understandings of what it means to be a ‘good girl’,
there is a strong perceived lack of social acceptability, with
shared assumptions about how parents or partners may react
if the woman’s PrEP use is discovered (Skovdal et al., 2022a).
Importantly, young women on PrEP provide counter-examples
of support, suggesting variations in social acceptability.
Elsewhere, we have reported on parents’ conflicting attitudes
towards PrEP, with some expressing support for it (Skovdal
et al., 2023). Using survey data, we have found a similar
weakening of social norms, with almost universal recognition
of young women having premarital sex and substantial support
for making condoms available to teenage girls (Gregson
et al., 2024). Nonetheless, despite the attenuation of negative
public gender norms and mixed attitudes towards PrEP, the
prevailing and shared belief that there is a widespread lack of
social acceptability creates a background for everyday PrEP
negotiations. Worries and fears of violence or abandonment
present the dilemma of having to weigh up the perceived social
risks of PrEP use with PrEP’s potential to protect and keep
them safe from HIV. In a context where there is a generally
low-risk perception, many young women may err on the side
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of caution against social risks and choose not to take up PrEP
(Skovdal et al., 2022a).

The safety concerns raised by queer men in Denmark did
not appear to be an obstacle to their PrEP uptake. Instead, the
safety concerns helped them reflect on how PrEP works on
them and their bodies. Queer men do not just passively swallow
PrEP pills, but continually evaluate PrEP’s impact on their lives.
For some, this involved ambivalent reflection on how PrEP was
transforming their sex lives and serving as a gateway to more
daring and risky sexual practices, such as chemsex. For others, it
was about thinking through the unknown long-term impacts of
PrEP use. In both examples, queer men attach potential harms
and risks to PrEP use, which they subsequently juxtapose and
weigh against PrEP’s liberating and protective benefits. For
some, such everyday PrEP negotiations may prevent them
from falling victim to the harmful effects of chemsex, and
for others, it encourages a re-evaluation of their chances of
contracting HIV and potentially the discontinuation of PrEP.
The ambivalences we observed with queer men resonate with
those observed by Rubem da Silva-Brandao and lanni (2024).
Similar to what I have termed ‘everyday PrEP negotiations’,
they observe that queer men engage in ‘risk rituals’ to manage
risk and uncertainties, and note how this ritualisation can
complicate their engagement with PrEP.
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Liberating, yet constraining

The sixth and final paradox covered in this book relates to
PrEP being both liberating and constraining. The preceding
chapters have mentioned some of the many benefits associated
with PrEP use, including its ability to eliminate the dark
cloud of HIV risk, which taints, or has tainted, the sex lives
of our participants. This chapter begins by elaborating on this
strong and shared sense of PrEP as liberating. However, ideas
about the liberating potential of PrEP are challenged by the
recognition of linked constraints, which conjure conflictual
ambiguities and tensions. The constraints manifest differently
from person to person and between the two study contexts. For
both queer men in Denmark and young women in Zimbabwe,
the treatment regime — having to take a daily pill and attend
regular health checks — was talked about as disruptive and as
something that introduced new constraints in their day-to-
day lives. For queer men in Denmark, additional constraints
included feeling addicted to the sexual freedom and lifestyle
that (can) come with PrEP, and recognising the difficulties and
complexities related to PrEP discontinuation.

Ideas and ways of thinking about PrEP as both liberating
and constraining were found to give rise to everyday PrEP
negotiations in the form of handling uncomfortable feelings,
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difficult considerations, and complex revelations. These will
be discussed under the following headings:

e Can I imagine a life without PrEP? Held captive by
sexual freedom

* What does PrEP require of me practically? Considering the
constraints of PrEP treatment

e When should I stop taking PrEP? R ealising the complexities
of PrEP discontinuation

Can | imagine a life without PrEP? Held captive by sexual freedom

In this section, I elaborate on the sexual liberation and freedom
afforded by PrEP. PrEP users in both contexts express having
a newly found sexual freedom when on PrEP, removing
feelings of fear of HIV, and providing them with a profound
sense of control and autonomy over their sexuality. Chapter 6
has already demonstrated the emancipatory and liberating
potential of PrEP in helping queer men and young women
safeguard their health. While there is no doubt that PrEP is
revolutionary for young women on PrEP, the women who
participated in our study did not speak about PrEP in existential
terms to the same degree as our queer participants. Queer men
had a strong shared understanding of PrEP as revolutionary
in liberating their sexuality, stating: ‘It really is some kind of
sexual revolution’, ‘[I’'m] finally able to enjoy sex’, ‘I feel like
asuperman’, ‘having a weight lifted off your shoulder’, ‘finally
peace of mind’, ‘PrEP makes me feel less abnormal, less of a
sinner’. Klaus, who is 42 years old and on PrEP, likened the
liberating potential of PrEP to ‘coming out of the closet’,
meaning the process of disclosing your sexual identity, which
is empowering and supports queer men in living more open
and authentic lives: “The liberation that comes with PrEP is
incomparable with anything else. It is a fantastic feeling. Yes.
It feels like coming out of the closet again, for a second time,
at the age of 40 [laughs|. That’s wild’. Representing PrEP as
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a liberating force akin to coming out of the closet or having
the powers of a superhero, testifies to its existential and
transformative capacities. To exemplify this, Bo, a queer man
with PrEP experience, describes how PrEP has transformed
his relationship with himself and his body:

PrEP has helped me get a better relationship with myself
by accepting who I am and what I do. I've spent a lot of
time fighting with myself over the habits I have and the
things I do. That it was disgusting, wrong, abnormal, and
dangerous. It may well be that it is. But for me, it is also
pleasure, freedom, and desire. It is part of the relationship
with myself and my body, and it’s a part of me and my
life. PrEP provides a sense of freedom and worry-free
living. (Bo, age 21, PrEP experienced)

For Bo and others, PrEP has come to represent a vehicle for
legitimising queer sex, helping them deal with ambiguities
related to their internalised stigma and homophobia, and
queer sex’s association with HIV on the one hand, and the
pleasure and desire that come with sex on the other. After
years of struggling with such ambivalence, PrEP provides a
resolution by eliminating HIV from queer sex and signalling the
legitimacy of queer sex. PrEP is thus pivotal to the existential
foundation of some queer men. While this is nothing less than
remarkable, it creates a context for PrEP dependency and for
having difficulties imagining a life without this ‘superpower’.
No queer person wants to return to the closet. No superhero
would want to relinquish their superpower. This dependency
contributes to a cascade of constraints and related everyday
PrEP negotiations, which I will elaborate upon in the
remainder of the chapter.

By way of illustrating this dependency on PrEP, Poul
describes his ambiguous relationship with PrEP — one that
suggests a constraining reliance on the pills for their intended
and liberating purpose. For Poul, it is strenuous to take a daily
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pill, but he cannot see a way around it to achieve the protection
and freedom that it affords:

Taking PrEP makes me addicted to the pill. I do not
have withdrawal symptoms, but I must take it for it to
work. You could say it’s a voluntary addiction. It’s nice
to have a drink or two. Then they become 10, and then
you have an alcohol problem. And for me, addiction is
several things. It can be alcoholism, where you can’t
help it. And it can be medicine that you must take on
a regular basis for it to work. It’s a bit unnuanced, but
that’s how I see it. I prefer to go without. The blue
PrEP pill troubles my stomach. But it makes it possible
for me to have casual sex with random men in random
places. Without having to think about HIV. (Poul, age
46, PrEP user)

The ambiguity that Poul describes illustrates how PrEP involves
deliberations about dependency, potential side effects, and the
perceived trade-oft between taking a pill and the freedom to
engage in spontaneous sexual encounters without fear of HIV.
However, as illustrated by Holic, dependency on daily pills to
achieve PrEP’s liberating purpose can lead to another type of
constraint, namely a felt obligation to have unprotected sex:

When I'm on PrEP, I'm more daring. I feel like
Superman because I cannot catch the one thing that
you cannot cure. When I take it, [ may tell myself, ‘Oh,
I haven’t had unprotected sex for two months, and I've
been, you know, taking it every day, so why not have
unprotected sex?’ Then I feel almost like an obligation to
have unprotected sex. (Holic, age 32, PrEP user)

Holic relishes the liberation afforded by PrEP, but every day

when he takes a pill he is reminded of its purpose. Illustrative
of his everyday PrEP negotiations, this makes him deliberate on
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his HIV vulnerability and the need to stay ‘at risk’ to reap the
advantages of PrEP and justity his practice of taking pills daily.

Overwhelmingly dominant ideas about PrEP’ liberating
powers to transform the existential foundation of queer
sex, body and mind, are not without controversy. They can
constrain in subtle ways by fostering a sense of captivity, such
as being held captive to daily pill-taking or the need to engage
in unprotected sex. In the next section, I further elaborate on
some of the considerations of daily pill-taking.

What does PrEP require of me practically? Considering the constraints
of PrEP treatment

Prior chapters have already alluded to some of the practical
work involved with PrEP use and living up to the ‘patient’
persona, such as having to go to health checks and PrEP refills
at health facilities. This section expands on this therapeutic
work, but from the perspective of how PrEP treatment
introduces new daily practices and negotiation demands that
may be considered restrictive and limiting. Some participants
spoke from experience; others drew on shared beliefs and
understandings. Either way, people interested in or taking PrEP
carefully consider these new demands and weigh them against
the liberating and protective benefits of PrEP.

In both study contexts, participants spoke in detail about
considerations and difficulties related to PrEP controls and
adherence. However, there was considerable variability in the
perceived difficulty associated with daily pill-taking. Ashley
argued that in Zimbabwe ‘People find the idea of taking
the daily pill impossible.’ In contrast, Lasse, after sharing his
challenges with the demands of daily pill-taking in Denmark,
said, ‘It’s just a luxury problem. By referring to adherence
demands (the constraints) as a luxury (the liberation), Lasse
neatly summarises the dialectics of the paradox covered in this
chapter. These statements by Ashley and Lasse also allude to the
varying impacts of these perceived or experienced constraints,
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with queer men not being impacted by the constraints as much
as young women in Zimbabwe. Nonetheless, both queer men
and young women spoke in detail about how taking a daily
pill is arduous and that PrEP users can easily forget to take it.
This was highlighted in a focus group discussion among young
women eligible for PrEP in Zimbabwe, where Maria raised
the concern that people who are mobile may be particularly
susceptible to failing to take their pills:

I think PrEP is good for people who can adhere to it.
People who are mobile tend to forget to carry the pills,
even though they are supposed to be taken every day.
Even if you remember to carry the pills with you, you
may begin to think that you are not even infected with
HIV, so why should I take pills every day? That becomes
a challenge. (Maria, age 18-24, eligible for PrEP)

Maria also raises the issue that the work involved in
remembering to take or bring pills may result in deliberations
about the worthiness of this work. Queer men in Denmark
also spoke about having difficulties remembering, but in the
process remarked on how they had adopted new practices to
overcome this challenge. Christian and Toke, for instance,
talked about how they had introduced new devices (an app or
a pillbox) into their daily routine to support their pill-taking:

I installed an app on my phone. A medicine app. It comes
up with a reminder every day. Otherwise, I forget and
know that I have taken the pill. It also ensures that I don’t
take two pills in one day. So, I think it works well with
an app like that. (Christian, age 26, PrEP user)

Sometimes I was unsure whether I had taken the pill or
not. The solution was to buy a pillbox so I could see
whether I had taken it. It was a bit difficult to get used
to taking a pill every single day, as I don’t take any other
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medication at all. But now I've thrown in some vitamin
pills and some fish oil, which I would not otherwise take
because I wouldn’t remember. In that way, it has been
fine. (Toke, age 27, PrEP user)

What makes daily pill-taking a ‘luxury problem’ for Toke
and Christian is not only that they have access to devices
that can help them, but that they can take PrEP every day
without fearing repercussions. While daily pill-taking can be
a relatively problem-free activity for queer men once they
have negotiated the new practice into their daily routine, the
regular controls were talked about as more constraining. In
Chapter 3 T discussed the opportunity costs associated with
time spent going to the hospital during working hours for a
routine PrEP control. Negotiating time out of work for PrEP
control was noted to be difficult and challenging by several of
our participants. Not because they would be denied the time
to go, but because it often involved some form of decision-
making regarding whether or not to disclose their PrEP use
to (some) colleagues. Mike describes his deliberations and
the ambivalence he experiences in disclosing his PrEP use
to colleagues:

I actually told a colleague about my PrEP use because
I had been to the hospital to have blood tests done, and
arrived late to work. To explain myself, I told her that
I had been to the hospital, for which she said: “Well, what

. why are you at the hospital?” So I said, “Well, I just
had a blood test because I've started this medication’
And then she asked, you know, if there was something
wrong or ... And I thought: Okay, should I explain this
or just say, ‘No, nothing is wrong’? And I thought: Oh
well, I'll just be completely open and talk about it. I think
that has just become my thing to be open and ... what
should I say, like, I want to educate other people about
PrEP, even those who are not gay, and what HIV means
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for gay people in other parts of the world, and what it
means for my life and my love life. [...] I think that it
has become easier to talk about, so I don’t experience
any social barriers. (Mike, age 32, PrEP user)

Mike and other queer men may not experience huge hurdles
and constraints in telling their sexual partners about their PrEP
use, but as a sexual minority, and because of the controversy
attached to PrEP, they still need to negotiate whom to disclose
their PrEP use to. Many are forced into this negotiation due to
PrEP controls taking place during working hours. However,
for Mike and two of our other queer participants, this pushed
them into instigating important conversations about HIV and
the rights of queer people.

The issue of disclosure and whether to keep PrEP use a
secret consumed the thoughts of many of the young women
participating in our study. As described in the previous chapter,
young women described perceived social risks to their PrEP
use, if discovered. It was precisely this need to keep PrEP use
hidden and secret that was said to necessitate significant levels
of deception. This was not only talked about as demanding
and exhausting, but also as something that added restriction
and constraint to their relationships. The women expressed
various and opposing ideas with regards to how demanding this
secrecy work was for them. Some, like 22-year-old Elsa, who
is eligible for PrEP, believe that keeping PrEP use hidden is
possible and a strength of PrEP: ‘PrEP is good because you can
access it and start taking it without your husband’s knowledge,
thereby preventing yourself from getting infected with HIV?
However, and as also alluded to in the previous chapter, the
task of keeping PrEP use hidden was described by many as
insurmountable, as exemplified by Patience and Monica in a
focus group discussion:

They [PrEP pills] are scary to take at home and maybe
when you want to take it ... I mean those tablets make
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noise ... so you may be heard by your parents, and they
would want to know what is going on. (Patience, age
18-24, eligible for PrEP)

When I want to take the pills at home it becomes a
challenge because my husband will always be at home.
And where to access PrEP in terms of the clinic is another
challenge because maybe the nurses won'’t be secretive
and confidential to the extent that when I get home
others at home would be knowing already that I went
to the local clinic to access PrEP. So, these are some of
the challenges that may even lead to divorce. (Monica,
age 18-24, eligible for PrEP)

Easy or not, the common belief that young women need to
deceive and keep their pill-taking secret also extends into
control and PrEP refill visits. One participant said that some
young women would have to lie to their husbands to get
permission to go to a health centre: “They would say they
want to get a blood test for malaria from the health worker,
but then get PrEP there’

Young women on PrEP reproduced the shared belief and
understanding that women need to keep pill-taking secret. They
did so by describing how their success and ability to be on PrEP
are down to either being able to keep their PrEP use secret or
their ability to disclose PrEP use to the people they live with, as
exemplified by Esther, who is 22 years old and on PrEP: “What
differentiates me is that after I told the people that I was living
with, I was able to take my medication freely without hiding.

Knowing that medication adherence is pivotal to reaping
the protective and liberating benefits of oral PrEP, people
either on or contemplating PrEP also consider — as part of
their everyday PrEP negotiations — the demands of the daily
therapeutic practice of taking pills. For queer men, this was
often limited to introducing new devices and practices to
support medication adherence, and was not talked about among
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our participants as a particularly noteworthy constraint on
their life. For many young women in Zimbabwe, however, the
practical work of taking pills as prescribed, along with storing
and handling them and obtaining refills, was considered highly
demanding. The women focused on their need to keep their
PrEP use hidden and secret, a task that was often perceived as
simply too great and constraining for many of the participating
women, who worried about the risks of being discovered (see
previous chapter).

When should | stop taking PrEP? Realising the complexities of
PrEP discontinuation

The ease with which queer men in Denmark or young women
in Zimbabwe can stop using PrEP arguably reflects the different
demands and constraints imposed by daily pill-taking. Perhaps
given the constraints and difficulties affecting young women’s
access to and use of PrEP, none of them spoke about difficulties
with discontinuing PrEP: on the contrary, they felt it was easy.
Young women on PrEP appeared to continually evaluate their
need for PrEP and were able to decide to discontinue it if
they no longer considered themselves vulnerable to HIV, as
described by 25-year-old Kimberley, who has experience with
PrEP: ‘The pills were available, but I saw myself as not at risk
of contracting HIV and decided to stop” However, the reverse
was true for queer men, reflecting the power of the liberating
effects of PrEP, the hurdles they faced to be deemed eligible,
and the relative ease with which they could take PrEP. Thirty-
two-year-old Holic 1s, like Kimberly, beginning to question his
vulnerability to HIV, and he has unofficially discontinued PrEP
for various short periods. However, as it took him nearly a year
to get onto PrEP, or to ‘hop on the PrEP train’, as he puts it,
he is worried about the consequences of officially getting off it:

I’'m afraid it will be difficult to jump back on that train.
You know, ‘Can I pause it? You don’t have to give me
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pills now, but I'll call you when I am ready to get back
on PrEP again’ So, I don’t know what the best strategy
is. I would like to get off it, but they made it so difficult
the first time around to hop on that train. (Holic, age
32, PrEP user)

Nonetheless, for many of our queer participants, PrEP has
become such an existential part of their lives that discontinuing
it is beginning to seem inconceivable, but something they
questioned through everyday PrEP negotiations, as exemplified
by Christian, who captured his pondering through photography
(see Figure 8.1):

[ want to share this picture to discuss some of my thoughts
on how long I should take PrEP. When I started taking
PrEP, I thought it would probably just be for a short
period while I was single and dating. The idea was that
I would stop taking PrEP once I found love and a partner,
but after about two years I am still single. I therefore
sometimes consider how much sex I have, whether
I should have sex with or without a condom, and whether
I should continue or stop taking PrEP. (Christian, age
26, PrEP user)

Christian captures a common idea among our queer participants,
namely that they will discontinue PrEP when entering a
relationship. However, he also alludes to deliberations related
to how PrEP, and the sexual liberation that comes with it, may
restrain him from entering a relationship. This keeps him on
PrEP but also spurs deliberations and negotiations about the
need to discontinue PrEP. Mikkel and Lasse also started using
PrEP thinking that they would stop when they found love, or
as Mikkel put it: ‘I will stop when I meet a man and we are not
in an open relationship.’ Further, Lasse goes on to share that he
has observed a norm change within his friendship groups, with
more of them living in open relationships and taking advantage
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Figure 8.1: ‘How long should | take PrEP for?’

of the sexual freedoms that PrEP enables. This makes Lasse
question and feel unsure about the end date of his PrEP use:

I have two friends who are together in an open
relationship and taking PrEP. And I feel that more and
more people are in open relationships. So, my idea of
finding a partner and stopping PrEP may not hold if my
partner and I agree to have an open relationship. But is
this something people only do for a period of time, or is
it something that most people do for a long time? The
end date for when I stop taking PrEP is therefore not
easy to predict. I lack information about how long it is
recommended to take PrEP and whether it can have any
long-term effects. (Lasse, age 25, PrEP user)
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This uncertainty and the inconceivability of a so-called end
date, while reflecting the liberating powers of PrEP, also spurred
Lasse to ask for professional advice on PrEP’s long-term use,
referring to the possible long-term effects (also discussed in
the previous chapter). Christian also talked about the need
for information and recommendations about when to stop
using PrEP.

In Chapter 5, I referred to PrEP’s capacity to create social
divisions within the queer community: those on and those not
on PrEP, as well as those on PrEP using condoms and those on
PrEP not using condoms. These dynamics may carry over into
their loving relationships as their openness to having sex with
others outside the relationship and (dis)continued PrEP use
are negotiated between partners. Feng, for instance, provides
details of a conversation he has had with his new partner,
who would like Feng to demonstrate his commitment to their
monogamous relationship by asking him to stop taking PrEP:

Yeah, and he was actually encouraging me not to be on
PrEP because he wanted us to be monogamous. I said,
well, 've been taking PrEP for two years now, and it’s
become a habit. That doesn’t mean I'm just going out
to have random sex. I enjoy taking it. I enjoy having this
protection. It gives me a sense of security. But he does
have a point, I think. Guys taking PrEP every day feel
invincible [laughs], and they allow themselves to have
random sex. (Feng, age 35, PrEP user)

Feng expresses not only the tension and everyday PrEP
negotiations between him and his partner, but also the
ambiguity. For Feng, routine PrEP use coexists with the
assertion that PrEP does not have to imply engaging in ‘random
sex’, but rather is about feeling protected and secure, and
recognising how PrEP may in fact result in ‘random sex’. Feng
captures the dialectics of being both liberated by PrEP through
its protection, security, and ‘invincibility’, and constrained
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through an almost addiction-like reluctance to discontinue
PrEP, which may or may not affect his future relationships.

For queer men in Denmark, the liberating influence of PrEP
is potent, so much so that it complicates their journey to get
off it. The inconceivability of discontinuing PrEP is not only
a constraint in and of itself; it can lead to a cascade of new
challenges and everyday negotiations as PrEP enters and comes
to reshape queer relationships.

Conclusion

This chapter has outlined how PrEP can offer a sense
of liberation and freedom while simultaneously creating
dependencies or constraints in new and various ways. This
chapter, more than any other, explores how PrEP can influence
and transform identities, relationships, and sexual practices,
highlighting the powerful role it plays in shaping these aspects
of people’s lives. PrEP is thus not merely a pill but a socio-
cultural phenomenon with meanings and consequences for
how people live their lives. In other words, PrEP works on
people. PrEP’s capacity to liberate was vividly depicted in the
testimonies of our queer male participants, most of whom
have experience with PrEP and navigate social networks in
which PrEP is increasingly used. From their accounts, it is
clear that PrEP has entered the hearts and minds of many
queer networks in Denmark and is associated with a profound
sense of autonomy, sexual freedom, and self~acceptance. As
also argued by Punchihewa et al. (2024) based on research
with queer men in New Zealand, PrEP cannot be reduced to
only being about the prevention of HIV. The sex that PrEP
enables has an intrinsic value, both in terms of pleasure and
freedom, and for the expression of identity. While our young
female participants fully recognised the liberating potential of
PrEP, this was primarily from the perspective of not having
to worry about HIV and being able to take control over their
lives. For Zimbabwean heterosexual women, PrEP does not
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therefore appear to be as consequential or existential as it is
for queer men in Denmark. However positive this liberation
may be, it is not without its contradictions.

For queer men in Denmark, and in many other parts of the
Global North, PrEP can become so entrenched in their lives and
carry such significant meaning that they begin to feel a sense of
dependency on it, akin to addiction. This instigates deliberation
and a realisation of how PrEP not only gives them control over
the risks of having condomless anal sex, but also controls their
lives. Aside from the sense of dependency itself, this includes not
being able to listen to their body reacting negatively to pill-taking,
or staying in the ‘fast lane’ by having numerous sexual encounters
because of a sense of the perverse obligation to ‘stay at risk’.
PrEP’s influence on their lives also emerged when contemplating
PrEP discontinuation. There was a collective understanding
that PrEP would be naturally discontinued when entering a
serious relationship. However, upon further reflection, and
because of PrEP’s impact above and beyond HIV prevention, this
was described as difficult and likely to result in a discussion with
their future partner about their continued PrEP use. Given the
different and divisive ways of thinking about PrEP — including
within the queer community, as discussed in Chapter 5 — their
perspectives on partner reactions gave rise to ambiguity and
uncertainty. It also sparked reflection on how this need to
negotiate continued PrEP use may determine the nature of the
queer men’s future relationships, including their openness to
having sex with other men outside of their relationships.

Another constraint relates to the arduous and practical work
of daily pill-taking. While queer men in Denmark did mention
pill-taking as demanding, they were able to introduce tools
and practices that would ease this work, making it less of a
constraint. Young women in Zimbabwe, on the other hand,
gave countless examples of how difficult and challenging it is
for them to take a daily PrEP pill. As a result of a perceived
widespread lack of social acceptance of PrEP among parents
and partners, there was a shared understanding that many
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young women would need to keep their pill-taking secret and
hidden from their partners. For the young women, having to
lie to and deceive their partners was described as difficult and
something that came with great social risks (as discussed in the
previous chapter). While some of the young women on PrEP
had disclosed their PrEP use to partners or even took up PrEP
with their partners, the shared idea that most male partners
would disapprove of their female partners’ PrEP use was all-
consuming for young women interested in PrEP, necessitating
PrEP negotiations. Irrespective of whether they are considering
or already taking PrEP secretly, this idea affects how they
view their partner and their relationship. Young women in
Zimbabwe thus also give detail to a shared understanding of
PrEP potentially impacting romantic relationships in new and
unforeseen ways.
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NINE

PrEP paradoxes: problematic,
yet productive

This concluding chapter summarises and discusses my analysis,
starting with headline findings that cut across both study
contexts. This takes me to a discussion of the origins of
the PrEP paradoxes, key differences between the two study
contexts, and what this means for efforts looking to make PrEP
work for more people.

I end the chapter by reflecting on lessons to be learnt for
preventive medicine more broadly. This includes an emphasis
on the value of some of the language and concepts introduced
in this book in expanding and advancing our understanding of
the ‘problematic, yet productive’ nature of paradoxes in making
preventive medicine in general work for more people.

Headline findings

How do queer men in Denmark and young straight women
in Zimbabwe encounter, respond to, and negotiate PrEP use?
This was the overarching question guiding the generation of
data for the two case studies presented in this book. As we
analysed the data, we quickly learnt that both population
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groups, despite their many differences, had something in
common: they encountered opposing ideas and ways of thinking
about PrEP. I therefore constructed six paradoxical statements
(the headings of Chapters 3—8) that sought to capture the
essence of these encounters, while also suggesting that our
study participants dialectically struggle with the following:

e PrEP is free to them (in both contexts), yet associated
with costs.

* They are eligible for PrEP, yet have their eligibility challenged.

e They take responsibility for their sexual health, yet are
confronted with ideas about engaging in irresponsible sexual
behaviour (only applicable for queer men in Denmark).

e They are healthy, yet required to adopt a ‘patient’ persona.

e PrEP keeps them safe from contracting HIV, yet is associated
with other risks and harm.

* DPrEP offers a strong sense of sexual freedom and liberation,
yet is also associated with many new constraints.

These PrEP paradoxes led to contentions, uncertainties,
dilemmas, and ambiguities that had to be responded to and
negotiated in each person’s everyday context. I thus framed and
structured the book according to what I term ‘everyday PrEP
negotiations’ (see Box 1.1, Chapter 1). These everyday PrEP
negotiations took different forms and involved:

e sense-making;

* realising, balancing, or weighing up difficult choices
and considerations;

* instigating critical thinking;

* dealing with feelings of fear, concern, entrapment,
and shame;

* navigating or reconciling opposing ideas;

* questioning or rethinking PrEP as a pill that affects their
social and sexual lives;

» ‘othering’ and following social identity processes.
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While T have alluded to some of the practical work involved
with oral PrEP, such as daily pill-taking or difficulties in finding
transport to health facilities — topics that have been extensively
covered in the ‘barriers to PrEP’ literature — the listed everyday
PrEP negotiations reveal the need for a very different type of
work, namely ‘mental work’. This hitherto hidden form of
work complicates and adds to the burden of treatment. A key
contribution of this book is that it recognises and makes visible
the mental work involved with PrEP and demonstrates how
such labour is amplified by PrEP paradoxes, determining
people’s different abilities to engage with PrEP. However,
what the book also shows is that PrEP paradoxes are socially
constructed, sometimes intentionally through the negotiations
that take place in everyday life among peers, family, and
healthcare providers. This suggests that there can be value
in PrEP paradoxes and that they are part of the journey and
process of developing the form of sense-making that establishes
PrEP as a possible and desirable thing to incorporate into their
lives. I will now expand on these headline findings and, in the
process, tease out differences between the two study contexts.
[ start with a discussion of how PrEP paradoxes come to be.

Social representations, the moralising of sexuality, and the construction
of PrEP paradoxes

The many paradoxical ideas and ways of thinking that our
participants encountered did not emerge out of thin air,
nor indeed did they merely manifest in their heads. On the
contrary, they reflect an assemblage of social representations,
meaning the shared beliefs, ideas, values, and practices that
circulate in their communities, and in turn frame how our
participants understand and talk about PrEP. Many of these
representations cast light on how societies moralise sexuality.
I will give some examples.

Young women in Zimbabwe, for instance, had to navigate
strong social representations about what it means to be a ‘good
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girl’. Ideas and ways of thinking about how to be and act like
a good girl — rooted in a patriarchal public gender order that
discourages extra- and premarital sex among adolescent girls
and young women — stand in stark contrast to PrEP, which
perversely was represented as an HIV prevention method for
sex workers or women with so-called loose morals. Aside
from signalling promiscuity or infidelity, it was also said to
signal women’s lack of trust in their male partners. Against
this background there were social representations about the
social risks and negative reactions of parents, partners, and
PrEP service providers if they discovered the young women’s
PrEP use. The representation of the low social acceptability
of PrEP along with fear of social risks remained a strong
shared meaning, and, arguably, a critical determinant of PrEP
uptake and utilisation. Yet at the same time peers, public
campaigns, and HIV prevention service providers were actively
constructing positive social representations about PrEP as
free, effective, and capable of helping women control their
vulnerability to HIV. The young women participating in our
study had encountered these representations also, and described
them in their expressions of support for and interest in using
PrEP. Herein lies the construction of PrEP paradoxes and an
example of some of the battles of ideas that young women in
Zimbabwe must negotiate in their everyday lives.

Queer men in Denmark also had to navigate social
representations centred around a prevailing, taken-for-
granted understanding of moral and sexual conduct. Social
representations of ‘good’ or ‘normal’ sexual conduct not
only contribute to internalised homophobia and PrEP-
related stigma within the queer community, but also frame
public debates about PrEP and queer sexuality in the media.
As such, our queer participants encountered a variety of
value-driven social representations about who a PrEP user
is, both within and outside the queer community. Similar
to what has been identified in the USA (Spieldenner, 2016)
and in the British press (Jaspal and Nerlich, 2017), they
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include but are not limited to being: promiscuous and a
so-called Truvada whore; a person looking for a ticket to
condomless anal sex; and an expense to society for their
‘risky’ sexual behaviour and for contributing to increases in
sexually transmitted infections. While such representations
of a PrEP user obstruct access to PrEP for some queer
men, for others they ignite counter-ideas. The queer men
participating in this study were found to develop new shared
meanings about PrEP and the centralised organisation of
PrEP services in Denmark, including the policy framework
in place to determine PrEP eligibility. Strict eligibility
controls and the focus on past HIV risk behaviour were
found to reproduce representations of PrEP as an expensive
drug whose use should be limited and only made available
to queer men who demonstrably need to treat their sexuality
and infectious disease risk. Yet at the same time, the queer
community had constructed, through social interactions, a
new shared language and common understandings of PrEP
as revolutionary in liberating their sexuality: representations
of PrEP as health-, life-, and sexuality-promoting thus also
infused our accounts from queer men. Again, herein lies the
construction of PrEP paradoxes and the need for queer men’s
everyday PrEP negotiations.

The examples I have given illustrate how society’s moralising
of sexuality both forms and maintains assemblages of social
representations of what constitutes ‘good’ and ‘moral’ sexual
conduct. In Zimbabwe, these strongly intersect with gender
orders and indicate that the moral codes that apply respectively
to men and women are different. In Denmark, on the other
hand, these representations intersect with sexual identity and
how the social welfare state governs and controls PrEP. While
both groups face challenges to PrEP uptake and utilisation, they
are hardly comparable. The challenges faced by many young
women in Zimbabwe are often unsurmountable. Obviously,
many different individual and socio-cultural factors play into
this, including relationship status, patriarchy, poverty, and the
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patriarchal culture of which they form a part. However, the
dominance and stability of moralising social representations
about PrEP and sexuality in Zimbabwe appear to play a central
role in obstructing young women’s uptake and utilisation of
PrEP. In Denmark, for many queer men — who have more
independence, form part of a liberal society, and have a
history of challenging heteronormativity — moralising social
representations appear to merely complicate, rather than inhibit,
PrEP use. For, while moralising social representations about
PrEP and sexuality do also flourish in Denmark and prevent
some queer men and transpersons from accessing PrEP, they
are more openly contested and evolving, and do not appear to
be as consequential, at least for our study participants. In this
context, and with a supportive social network, it is easier for
queer men to counter and resist harmful representations by
themselves transforming the values or beliefs that guide their
interpretations, meaning-making, and actions with regards
to PrEP.

By comparing the different opposing ideas and ways of
thinking that young straight women in Zimbabwe and queer
men in Denmark encounter about PrEP, the evolving nature
of social representations and their dynamic influence on PrEP
paradoxes become clear. Slow but shifting societal attitudes (for
example, with regards to gender orders or sexual orientations),
the media and public debates, health communication and
campaigns, social interactions and debates among groups of
individuals — all these offer counter-ideas and new ways of
thinking. They contribute to PrEP paradoxes and periods
of liminality in which contention, uncertainty, dilemmas,
and ambiguity profoundly shape motivation and action to
take up PrEP, or indeed shape experiences of using PrEP and
necessitate everyday PrEP negotiation — a form of mental
work. However, it is through this mental work that PrEP users
may learn or accept that opposing ideas can coexist or further
form and reproduce ideas and ways of thinking that help them
interpret and make sense of PrEP in ways that support their
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uptake and utilisation of'it. This offers a segue into a discussion
of how to make PrEP work for more people.

Making PrEP ‘work for’ more people: the roles of social networks

In the Introduction and building on the work of Auerbach
and Hoppe (2015), I made the case for an approach to PrEP
delivery that seeks to understand and respond to what it takes
to get PrEP to work for more people. My focus on the work
involved with PrEP and how PrEP works on people has identified
PrEP as an inherently social practice that, in the context of
users’ everyday and social lives, involves intense mental work
and can affect how they live their lives. This insight offers
important clues for making PrEP work for more people. While
the findings presented in this book point to many different
avenues of socio-behavioural intervention, social networks
appear to play an integral role in making PrEP work for people.
Inspired by the work of Campbell et al. (2013) I now outline
five social psychological processes that I noted are facilitated
and supported by social networks in the form of sense-making,
and that establish PrEP as something that works for them as
individuals and as a collective.

First, social networks create spaces for engaging in critical
dialogue and thinking about PrEP. People interested in or using
PrEP talk to each other. They exchange opportunities and
challenges to access and openly discuss how PrEP could be
delivered differently. Queer men, for instance, as part of their
individual and collective sense-making process, engaged in
critical dialogue about the rigidity and centralisation of PrEP
services in Denmark. Sharing experiences and perspectives also
helps people feel more confident to engage in dialogue about
sensitive or controversial topics, such as when young women
in Zimbabwe talked about their sexuality and the risks of using
PrEP, or when queer men in Denmark talked about PrEP
(ir)responsibilities or the practice of lying to healthcare
providers. By sharing experiences and ways of thinking about
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what makes PrEP an (im)possible or (un)desirable thing to
incorporate into their lives, certain values, ideas, or practices
gain traction and (il)legitimacy, deepening people’s sense-
making and the meanings they ascribe to PrEP.

Second, critical dialogue with peers creates a context for
co-constructing new norms, values, and beliefs about PrEP, which
make PrEP workable for them. Queer men in Denmark, for
example, reformulated eligibility away from a focus on past risk
to future risk-taking. They also made it an acceptable norm
to tell little white lies to circumvent ineligibility from a PrEP
service provider perspective. They were also able to reframe
negative expressions such as ‘slut-shaming’ into something
positive. However, social networks can also reproduce
unhelpful beliefs, as was noted among our young female
participants in Zimbabwe. They inadvertently reproduced
ideas about the negative implications of PrEP use. While there
is no doubt that some young women face real risks because
of the low social acceptability of PrEP, particularly from their
partners, growing evidence suggests that parents are often
more supportive of their adolescent children taking PrEP
than adolescents give them credit for (Giovenco et al., 2023;
Skovdal et al., 2023). Despite such evidence, and the fact that
our recent work in Zimbabwe notes changes in socio-cultural
norms and greater lenience towards young women’s sexuality
(Gregson et al., 2024), the resilience of gender norms as they
are reproduced through re-presentation of the social risks of
PrEP call for community interventions that involve parents,
partners, and healthcare providers as allies in the delivery of
PrEP. A similar call has been made by Katz et al. (2023) based
on research with young women in Kenya and South Africa.

Third, social networks also provide context for constructing
positive social identities around PrEP use and the sexual capital
that comes with it. Young female PrEP users in Zimbabwe
were found to construct a positive social identity as someone
who is able to limit their chances of contracting HIV and
does not succumb to PrEP-related stigma. Queer men in
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Denmark were found to ‘other’ non-PrEP users and developed
favourable biases as a way of responding to the dialectics of
(ir)responsibility. In this process, however, queer men may
inadvertently stigmatise non-PrEP users and create divisions
within the queer community — dynamics that Haire et al.
(2021) have also noted among queer men in Australia.

Fourth, I also found that social networks offer important
context for promoting solidarity and social support. Young female
PrEP users in Zimbabwe, as a result of the gendered challenges
they face in taking up and using PrEP, created a form of
sisterhood characterised by social support, such as going for
PrEP pill refills together. Queer men, on the other hand,
reflected on the fact that they form part of a larger community
and that their access to PrEP is a result of a history of fighting
for their rights. Many felt an obligation to safeguard these rights
and saw it as their duty to educate others about PrEP and to
break down taboos. Burgeoning research with different PrEP
target groups is highlighting the important role of social support
structures in facilitating engagement with PrEP (Wood et al.,
2020; Felsher et al., 2021; Zapata et al., 2022), and research from
Australia has also found queer men to be actively engaged in the
promotion of PrEP in their social circles (Haire et al., 2021).

Last, social networks provide context for meaning-making
about PrEP’ capacity to win hearts and minds. In both study
contexts, participants co-constructed narratives about how
PrEP is liberating them from past struggles, evoking both
emotive and logical appeals. For queer men in Denmark, the
logical appeal of reducing vulnerability to HIV for themselves
and others was important, but more so was the emotive appeal
that came with the removal of the black cloud and fear that
had for decades tainted both their sexuality and the ensuing
sexual liberation. For young women in Zimbabwe, being able
to control their vulnerability to HIV and not rely on their
partners’ condom use was talked about as appealing. However,
the many social challenges they face in taking up and using
PrEP complicate its emotive appeal.
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The five social psychological processes outlined here both
form part of and, with time, help attenuate the struggles
and mental work involved with everyday PrEP negotiations.
Following Campbell et al’s (2007) conceptualisation of the
‘AIDS-competent community’, this suggests that social
networks that are able to facilitate such social psychological
processes can be characterised as ‘PrEP-competent social
networks’. A PrEP-competent social network can thus be
defined as a social network that i) enables PrEP users to
engage in critical dialogue and thinking; i) co-constructs
new social norms, values, and beliefs and social identities; iii)
forms positive social identities around PrEP use; iv) promotes
solidarity and social support; and v) gives meaning to PrEP’s
capacity to capture hearts and minds.

Because oral PrEP, the ways in which it is delivered via
hospitals or sexual health clinics, and the different ways of
thinking that exist ‘out there’ do not always resonate with the
lived realities of PrEP users, these social psychological processes —
and PrEP-competent social networks — appear to be central
to making PrEP work for people. However, crucially, they
appear to involve constructing and engaging with new ideas
and ways of thinking. In other words, PrEP paradoxes are part
and parcel of the process of making PrEP work for people.
This brings me to the final paradox of the book, namely that
PrEP paradoxes are problematic, yet also productive.

PrEP paradoxes: problematic, yet productive

There are three main reasons why PrEP paradoxes are
problematic. First, PrEP paradoxes are indicative of the
resilience and dominance of unhelpful ideas and ways of
thinking that establish PrEP as an impossible and undesirable
thing to incorporate into some people’s lives. Second, PrEP
paradoxes contribute to contention, uncertainty, dilemmas,
and ambiguity, which demand substantial mental work
through everyday PrEP negotiations. This may not only lead
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to paralysis, a form of ‘stuckness’ and inaction around PrEP
use, as seen among many of our young female participants from
Zimbabwe, but also contribute to inequities in uptake and use
depending on the PrEP competence of their respective social
networks (as mentioned earlier). Third, PrEP paradoxes are
problematic because of their reminiscence or amplification of
the struggles of sexual minorities and women in the Global
South. Although it would be preferable if people vulnerable to
HIV could access PrEP without having to consider obstructive
ideas and ways of thinking, this is still not the case for most
people. While this is highly problematic and goes some way
to explaining why PrEP does not work for many people, it is
not the whole story.

PrEP paradoxes can also play a productive role, and I would
like to submit two reasons for this. First, PrEP paradoxes
appear to be part of a process and are illustrative of resistance
to ways of thinking that are counterproductive. As a collective,
PrEP users deliberately introduce new and alternative ideas
and ways of thinking that make PrEP work for them. With
time and through everyday PrEP negotiations, particularly in
the context of PrEP-competent social networks, these ideas
gain greater legitimacy, which makes the uncertainties and
dilemmas more manageable, and makes PrEP work for more
users. However, although people on PrEP may have come
to a resolution, their awareness of opposing ideas will remain
(cognitive polyphasia), affecting their experiences and whether
or not they continue to take PrEP. This was seen among
many of our queer male participants in Denmark. Second,
PrEP paradoxes and ensuing everyday PrEP negotiations may
energise PrEP users to stay engaged, as they trigger thought
and reflection, which, according to Markova (1987), is critical
to deepening their knowledge and commitment to a cause — in
this case, taking PrEP.

What does this mean for PrEP service delivery and public
health practice? First, PrEP paradoxes and the visibility of the
mental work required of PrEP users have to inform the delivery
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of PrEP services. This involves developing both services that
take heed of the findings presented in this book and person-
centred care practices that pay attention to how PrEP paradoxes
manifest and shape PrEP uptake and utilisation. For the former,
I have noted many contentions that could be easily responded
to. For Denmark, this includes increasing opening hours and
decentralising PrEP services, as well as expanding eligibility
criteria to include those with the future intention of taking
risks. For Zimbabwe, it may include eliminating costs associated
with accessing PrEP, developing youth-friendly services, and
avoiding delivering PrEP through the same clinics that deliver
treatment for HIV. It may also include interventions to rectify
misperceptions, albeit only if research indicates that this is
the case.

Second, the need for PrEP-competent social networks calls
for what Kippax and Stephenson (2012) have referred to as a
‘social public health’ response. Such a response would recognise
the agency of a collective, and support community engagement
efforts aimed at strengthening the PrEP competence of social
networks, making PrEP ‘work for’ more people.

Third, efforts looking to expand PrEP uptake and utilisation
must include social marketing and health campaigns that
endorse and promote ideas and ways of thinking about PrEP
that resonate with PrEP user target groups, and simultaneously
challenge counterproductive ideas and ways of thinking that
circulate in the public sphere.

Paradoxes and everyday disease prevention negotiations

Much preventive medicine relates to diseases that may rather
simplistically be considered lifestyle-related, such as HIV
(related to sexual behaviour), lung cancer (linked to smoking),
and obesity and cardiometabolic diseases (linked to diet and
physical activity patterns). There is only a short step from
attaching moral responsibility for so-called unhealthy and
lifestyle-related behaviours to medication stigma. As a result,
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many disease prevention medications are steeped in controversy.
Users of such medications may encounter attitudes and ways
of thinking that further complicate and heighten the need for
everyday disease prevention negotiations. Looking at weight
loss medication, Haggerty et al. (2023: p 3240) find that the
language used on X (Twitter, as was) to communicate about
weight loss medication is stigmatising approximately half the
time. They note that people assign blame and responsibility
to users of weight loss medications, stereotyping them as lazy
and taking the ‘easy way out’. Societal costs and the burden
on healthcare systems were also observed to be publicly
communicated. People struggling with overweight inevitably
encounter such moralising ideas and ways of thinking. This
may give rise to difficult questions and dilemmas concerning
their eligibility and deservedness, the costs involved, as well
as the effortfulness and sustainability of their weight loss
(Oswald, 2024).

Although this book has focused on PrEP for the prevention
of HIV, I would argue that paradoxes form the context of much
preventive medicine and that key takeaways from this book
thus also apply to other areas of pharmaceutical prevention.
Where stigma and moralising public debates are part of the
social landscape, or where preventive medication introduces
interferences into daily life, users will inevitably encounter
conflicting ideas and ways of thinking. As a result, they may
dialectically experience contention, uncertainty, dilemmas,
or ambiguity. To make preventive medication work for them,
individuals will need to engage in ‘everyday disease prevention
negotiations’— both internally, through subtle mental activities,
and externally, with peers, family, and healthcare providers who
can help them reflect on, challenge, or reinforce certain ideas,
practices, or norms related to the medication.

As I have shown, pharmaceutical prevention involves much
more than simply taking a pill. It requires significant mental
work in the form of everyday disease prevention negotiations,
which, paradoxically can be both problematic and productive.
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However, the burden of this mental work can be eased by
supportive social networks. This, as well as the social nature of
how ideas and ways of thinking take root within a particular
group or society, suggests that individuals have different
prerequisites for making preventive medicine work for them,
and highlights the need for social public health interventions.
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one

' Video capturing the optimism of AIDS 2012 conference: https://youtu.be/
jeaUP_vuOLE

For an overview of PrEP products under development: https://www.prepwa
tch.org/research-pipeline

s https://vimeo.com/323748000
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