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Abstract: AIDS-related stigma is a major hurdle to care and it hinders people from accessing HIV prevention
methods, such as post-exposure prophylaxis. This study was designed to explore how AIDS-related stigma
impacts the experience of using non-occupational post-exposure prophylaxis (nPEP) for HIV after sexual
contact. Data were gathered in in-depth interviews with 59 people who voluntarily sought out nPEP in five
public healthcare facilities in Brazil between 2015 and 2016. Data were analysed into three thematic
categories: fear of being mistaken for a person living with HIV and AIDS (PLWHA); desire to hide particular
features of one’s sexual life; and experiences of stigmatising behaviour due to nPEP use. Based on the Health
Stigma and Discrimination Framework, predominant manifestations of AIDS-related stigma in each category
were analysed, as well as their intersections with gender- and sexuality-related stigmas. Results show that
experiences of using nPEP are permeated by AIDS-related stigma, intersecting with sexuality- and gender-
related stigmas. Stigma experiences are mainly perceived, anticipated and internalised; stigma practices
include prejudice and stigmatising behaviours. Taking antiretrovirals (ARVs) led participants to the fear of
being discriminated against as a PLWHA and having particular features of their sexual identities disclosed.
Thus, hiding nPEP was strategic to protect from stigmatising behaviour. As ARV-based prevention technologies
are scaled-up, interventions designed to tackle AIDS- and sexuality-related stigmas must be expanded in
Brazil. Required interventions include public campaigns about nPEP, educational programmes in healthcare
settings to offer adequate support to nPEP users and investments in stigma research and monitoring. DOI:
10.1080/26410397.2019.1650587
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Introduction
The recent resurgence of the HIV and AIDS epidemic
in Brazil and other high- and middle-income
countries has been marked by increased numbers
of HIV infections in groups that are marginalised
and severely discriminated against.1 In Brazil, in
2017 the number of new HIV infections exceeded
42,000, with an annual increase of approximately
5% in the past three years.2 While HIV prevalence

in the general population is estimated to be 0.6%
in the country,2 it reaches 4.8% among female sex
workers,3 4.9% among people who use drugs4 and
18.4% among men who have sex with men (MSM).5

Combination prevention approach6 is
considered a promising means to reverse this situ-
ation. This approach recommends that HIV preven-
tion programmes implement complementary
behavioural, biomedical and structural prevention
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strategies, offering all preventive methods that are
proved to be efficient. This includes methods
based on the use of antiretroviral drugs (ARVs), like
those used by non-infected individuals before
(pre-exposure prophylaxis – PrEP) or after sex (non--
occupational post-exposure prophylaxis - nPEP).

The estimated potential of ARV-based preven-
tion methods to control the epidemic6 has led to
declarations of the possibility of ending AIDS by
2030.7 Based on that assumption, a major shift
has taken place in HIV-infection prevention pol-
icies, characterised by growing investments in the
implementation of ARV-based prevention
methods.8 As funding for AIDS programmes has
decreased globally9 and there is increasing conser-
vatism in many parts of the world, including in
Brazil,10 such a shift may result in diminished
investment in structural interventions, meaning
those aiming to address socio-cultural, political,
legal and economic factors that enhance vulner-
ability to HIV infection.8,11 In light of this, critical
views have emphasised the need to continue
investing in structural interventions, as cultural,
political, legal and economic barriers may result
in underutilisation of preventive methods.8,11,12

As with any other HIV prevention method avail-
able, the effectiveness of methods based on the
use of ARVs depends on people engaging with
them, and such engagement is dependent on the
broader environment in which those methods
are made available.12 Stigmas associated with liv-
ing with HIV, with belonging to a sexual minority,13

and with sex work14 are recognised as playing a
major role in the engagement process.

Intersections of AIDS-related stigma
Goffman15 defines stigma as a special kind of
relationship between an attribute and a stereotype
that is deeply discrediting of the individual. He
notes that individuals manage the dissemination
of information that may lead to stigmatisation,
choosing to whom and under which circumstances
to reveal certain aspects or experiences of their
lives. This is related to the visual conspicuousness
of the stigmatised: when an individual has a stig-
matising feature that is known or immediately evi-
dent (e.g. race or skin colour), they have a
discredited identity; when such a feature is
unknown or can be concealed in social contacts
(e.g. sexual orientation, drug use), the individual’s
identity is considered discreditable, i.e. liable to be
discredited. Maluwa, Parker & Aggleton16 add that
stigmatisation is the social process by which the

discourses and structures that underpin the cir-
cumstances of discrimination are produced and
reiterated. In that sense, stigma expresses the
relationships of power and domination based on
gender, sexuality, class and race under which a
society is organised. Thus, stigma is a broad social
process that is expressed in individual, structural,
and institutional relations in terms of power, privi-
lege, and oppression.16,17

While sociology has provided an original and
substantial contribution to stigma by focusing on
a variety of socialisation processes and intersec-
tions that form a particular identity of “social dis-
credit”,15 health literature has pointed out the
importance of examining the different constituent
domains of health-related stigmas and how they
intersect with other forms of stigma, affecting
healthcare access and outcomes.18,19 The Health
Stigma and Discrimination Framework (HSDF),18

for instance, “articulates the stigmatisation process
as it unfolds across the socio-ecological spectrum
in the context of health” (p. 2). This framework pro-
poses breaking down stigma into its drivers, facili-
tators and manifestations, as well as its main
outcomes and impact on health. By doing so, it
helps to elucidate how the stigmatisation process
operates, thus allowing identifying which multi-
level interventions (considering research, program-
ming and policy) are needed to meaningfully
intervene in this process.18

AIDS-related stigma often operates at the inter-
section of multiple stigmas. With the disease being
associated initially with gay men and later with
casual and commercial sex, AIDS-related stigma
relies strongly on sexuality-related stigmas, based
on what Rubin20 called the sex hierarchy. It incor-
porates gender-based stigmatisation, from which
certain sexual behaviours are judged to be appro-
priate or not according to gender norms. Thus,
AIDS-related stigma results in the labelling of
people living with HIV and AIDS (PLWHA) as
dangerous not only because they risk transmitting
HIV, but also because the disease has been associ-
ated with previously morally condemned beha-
viours and identities.17,21 Furthermore, it affects
those who have been infected with HIV, as well
as those perceived as “possibly infected” or “infec-
tious”.22 As a social process, AIDS-related stigma is
context-driven, and can intersect also with other
forms of social marginalisation, such as those
based on class, race and drug use.22

AIDS-related stigma is recognised as a major
hurdle to HIV prevention and care. Studies
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evaluating the impacts of AIDS-related stigma in
the health of PLWHA show that it contributes to
poorer mental health, particularly to higher rates
of depression and anxiety.23 It also impacts access
to and use of HIV care, contributing to delaying HIV
diagnosis and treatment uptake,24 lowering levels
of adherence to ARVs,23,24 and diminishing social
support and usage of health and social services.23

Stigma is also a major barrier to sexual communi-
cation and self-disclosure of HIV-status from HIV-
positive individuals to their sexual partners,
families and communities.25–28

In Brazil, the social response to the epidemic –
organised by governments, social movements and
academia – has recognised stigma as a major chal-
lenge to be addressed, since the beginning of the
epidemic.29 This resulted in many campaigns and
legal provisions aiming to tackle stigma and dis-
crimination and favoured the organisation of
groups in defence of the rights of PLWHA and of
other groups severely affected by the epidemic.
However, with increasing conservatism in the last
decade, initiatives to fight stigma have lost
strength. Non-discrimination campaigns have
been censored by the federal government and
attempts to ban debates on sexuality and gender
have become frequent.10,30,31 Meanwhile, recent
studies indicate the persistence of AIDS-, sexu-
ality-, and gender-related stigmas. A survey
among members of the National Network of
PLWHA found that 45% of the respondents had
been discriminated against due to HIV.32 In one
national study, one out of four persons declared
prejudice against the LGBT community, with self-
declared prejudice being highest against the trans-
gender community (one out of three).33 Homopho-
bic and transphobic violence are a major problem
in Brazil, which is the country with the highest
absolute number of violent murders of transgen-
der people worldwide.34 In addition, women who
infringe gender norms regarding sexuality and
reproduction, such as those who do sex work,
who have had abortions or who live with HIV
and AIDS, are severely stigmatised, which results
in negative consequences for their health.35

Stigma and use of ARVs for preventing HIV-
infection
Concerning the effects of stigma when ARVs are
used by HIV-negative individuals, there is growing
literature focusing on PrEP use. Some of these
studies show that marginalised groups – precisely
those who would most benefit from PrEP – may

not adopt the method partially due to fear of
being stigmatised.6,36,37 Possible reduced adher-
ence due to stigma38,39 and cases of discrimination
against PrEP users37 are also discussed. Stigma also
limits people’s willingness to demand the prophy-
laxis from their medical providers, as they fear that
disclosing risky sexual behaviours may lead to
judgmental responses and harsh treatment from
providers.40 Stigma also contributes to resistance
by physicians to prescribing the prophylaxis, fre-
quently on the grounds that it may stimulate
risky sexual behaviours.37

Although nPEP is the most widespread ARV-
based prevention method and has been available
the longest, there are few studies discussing the
relationship between its use and different forms
of stigma. nPEP consists of a 28-day ARV regimen
to be started within 72 hours of exposure to HIV
in order to prevent the virus from infecting the
body. In Brazil, it has been available in the public
health system since 2010. The existing studies on
nPEP and stigma focus on how AIDS-related stigma
affects access to the prophylaxis, stressing the
negative attitudes of healthcare providers,41 and
on the association of low demand for preventive
ARVs with the fear of being discriminated against
or of having to disclose one’s sexual identity.42

Studies on the concrete experiences of using
nPEP could help shed light on how AIDS-related
stigma permeates the daily lives of its users and
how it affects access to and compliance with the
drug regimen. This could help build on existing
knowledge about preventive strategies based on
ARVs, thereby providing input for the combination
of prevention policies.

The analyses reported here were designed to
explore how stigmatisation affects the experience
of nPEP users in Brazil. We aim to better under-
stand how AIDS-related stigma contributes to con-
structing conceptions about nPEP among its users
and how it influences the search for and the use
of this prophylaxis.

Materials and methods
We invited men and women to be interviewed who
were aged 18 years or more, and who sought out
nPEP at public healthcare facilities of five Brazilian
cities between 2015 and 2016. Participants were
recruited in the healthcare facilities where they
accessed nPEP, mostly when they were attending
follow-up visits at those facilities. Data were
obtained as part of the Combina! Study,43 a
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pragmatic clinical trial that analyses the effective-
ness of HIV preventive methods, including nPEP.
Qualitative methods were employed in the trial
in order to investigate the experiences of nPEP
users with ARVs in their daily lives. The research
protocol was approved by the Institutional Review
Board of the School of Medicine, University of São
Paulo (number 251/14). All participants were
informed of the research aims and signed an
informed consent form.

A total of 59 HIV-negative men and women
accepted to be interviewed. Semi-structured
interviews covered the following topics: previous
knowledge about nPEP; circumstances leading to
its use; impacts of ARV use on social and family
relations; and perceptions about the interactions
with healthcare workers at the healthcare
facilities during nPEP follow-up. Stigma was
addressed in all four topics with questions on:
participant’s previous knowledge on who could
access nPEP; features from sexual partners that
made them feel exposed to HIV; participants’
willingness to talk to family and colleagues
about nPEP use or, otherwise, the means they
applied to hide it; and their expectations on
how healthcare workers would react to their
demand for nPEP and to the circumstances that
led them to the prophylaxis.

Interviews were conducted in Portuguese, in pri-
vate rooms, by trained researchers, and lasted 40
min on average. They were audio-recorded, tran-
scribed and loaded into NVivo 11. The accuracy of
the transcripts was assessed by a researcher from
the coordinating team of the study, who reviewed
selected interviews comparing the audio and the
transcripts. Quotes presented in this paper were
translated into English by a professional translator
and were reviewed by the authors. Data analysis
covered the following stages: reading of the tran-
scripts in detail; definition of thematic categories
based on topics that emerged most frequently in
the narratives as well as in the scientific literature
on the subject; extraction of the content of the inter-
views according to the categories; and analysis of
each category in dialogue with current literature
and theoretical references on stigma and discrimi-
nation. For purposes of anonymisation, intervie-
wees’ names were changed.

Thematic analysis involves working with how
cultural models are expressed in social represen-
tations,44 here comprehended as systems of
knowledge, beliefs and opinions shared within a
specific culture regarding a subject in the social

world.45 So, to perform the thematic analysis of
our empirical data, we analysed how the percep-
tions that emerged from the experience of feeling
exposed to HIV and using ARVs expressed the
social representations of AIDS. Three categories
on how stigma shaped participants’ experiences
with nPEP emerged from this analysis: fear of
being mistaken as a PLWHA; desire to keep par-
ticular features of sexual life secret; and concrete
experiences of stigmatising behaviour due to the
use of nPEP. Based on the HSDF18, each category
was then analysed in terms of drivers (e.g. fear of
infection, concerns about health, social/moral
judgement) and facilitators (cultural norms,
legal environment, health policy) that will deter-
mine stigma “marking” (i.e. the process in which
a stigma is applied to an individual). Manifes-
tations of stigma were regarded as stigma experi-
ences and practices. Following the HSDF, stigma
experiences were analysed in terms of: experi-
enced discrimination (i.e. one’s suffering stigma-
tising behaviours); internalised stigma (i.e. when
stigmatised group members adopt the negative
societal beliefs and feelings associated with their
stigmatised status); perceived stigma (i.e. percep-
tions about how stigmatised groups are treated in
a given society); and anticipated stigma (i.e. one’s
expectations of being stigmatised by others if
their health condition is disclosed). Stigma prac-
tices, in their turn, were analysed in terms of:
stereotypes (i.e. beliefs about characteristics
associated with a given group); prejudice (i.e.
one’s negative evaluation of a group and its mem-
bers); stigmatising behaviour (exclusion from
social events, avoidance behaviours, gossip); and
discriminatory attitudes (i.e. belief that people
with a specific health condition should not be
allowed to participate fully in society). Lastly, we
analysed how stigma manifestations can influ-
ence outcomes for nPEP users (such as access to
healthcare, adherence to treatment, and quality
of life) and for organisations (e.g. laws, health pol-
icies, quality of healthcare) as well as their poss-
ible health and social impacts.

Results
Characteristics of the participants
Participants were mostly between the ages of 35
and 58 years old (43/59), self-identified as white
(31/59) and Christian (37/59). The majority of men
(42/59) self-identified as gay1 (25/42) or heterosex-
ual (17/42). Women (17/59) nearly all self-identified
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as heterosexual (16/17), six were sex workers and
eight had an HIV-positive partner. None of the par-
ticipants self-identified as a transgender (Table 1).

Fear of being mistaken as a PLWHA
Perceived and anticipated stigmas were predomi-
nant in this category as participants feared being
mistaken for someone living with HIV and accord-
ingly discriminated against. Using nPEP and being
uncertain about their own HIV status after being
exposed to HIV made them wonder what it
would be like to live with HIV and to face the
stigma associated with AIDS on a daily basis. This
situation made them experience the social dimen-
sion of AIDS in their personal lives:

“I don’t want to get HIV because I know it’s a real has-
sle. I’d have to spend the rest of my life taking these
pills /…/. And then there’s the stigma from other
people. I think it would be harder for me to be in a
relationship, to have a partner, because people tend
to stigmatize it.” (Roberto, white gay man, age 32)

Anticipated stigma, illustrated by the fear of
being discriminated against as someone living
with HIV, led the interviewees to avoid telling
other people that they were on nPEP. It inter-
sected with perceived stigma, when participants’
fears were based on their perceptions of how
PLWHA are perceived in Brazil. “Frightened,”
“embarrassed,” “ashamed,” and “scared” were
words that repeatedly occurred in the expla-
nations given for keeping the use of nPEP secret
or for only disclosing it to people they felt they
could trust the most.

“I was afraid. Ashamed too, you know? I only told
myself, I kept it all in secret. [It was] really bad.
I’m still not well. I’m really frightened, really scared,
you see? But now I’ve got some psychological help.”
(Aislan, white gay man, age 30)

The main outcome resulting from anticipated
and perceived stigma in this category was

participants taking ARVs with anxiety feelings
such as worry, fear and stress, which, in turn,
impacts negatively on their quality of life. Partici-
pants actively engaged in hiding their use of
nPEP by: keeping the medications “well hidden”
(in a purse, in a closet); taking the medication
somewhere private, like a bathroom, or in public
yet anonymous places such as a subway; and
removing the labels from the bottles. Hiding the
ARVs from family members was a major concern.

“[Taking nPEP] was really hard in the beginning.
[I was] really irritated, I kept arguing with my
mother, then I thought ‘but she doesn’t know what
I’m going through. And she can’t know.’” (Eleonora,
brown heterosexual woman, age 38)

Desire to hide particular features of sexual life
Hiding the use of nPEP also represented for partici-
pants a way to avoid revealing certain features of
their sexual life, which were usually part of the
motivations that led them to search for the pro-
phylaxis in the first place. It is worth noting, on
the one hand, how internalised and perceived
stigmas predominate in this category, once partici-
pants had internalised negative societal beliefs
associated with their sexual identities and prac-
tices. On the other hand, in this category stigmas
related to sexuality, gender and AIDS intersected,
resulting in different sexual features to be hidden
according to participants’ gender and sexual iden-
tities. Among women, the conditions to be kept
secret were sex work or their partner’s HIV-positive
status. Among men, the secrets mostly concerned
being gay or bisexual; heterosexual men worried
about being seen as “promiscuous” or “careless”
for having had sex with casual partners, with sex
workers, or with women other than their wives.

“My family has no idea [that my partner has HIV].
My family is really close-minded. They’d never
accept me being with someone that is HIV-positive.”
(Manuela, yellow heterosexual woman, age 42)

“Nobody at home knows I’m gay. I can’t tell them. I
live with my parents and have to take the ARVs
secretly.” (Alexandre, white gay man, age 22)

The narratives show that AIDS- and sexuality-
related stigmas are both a reason for seeking out
nPEP and a cause of shame associated with the
conditions that led to needing the prophylaxis.
nPEP was mostly sought out because of sexual
encounters deemed illegitimate for not involving

1As interviews were conducted in Portuguese, participants who
were attracted to same-sex partners mostly used the term homo-
ssexual to define their sexual orientation. We translated it as
gay, considering that the term “homosexual”, in English, can
be considered offensive. We note, however, that homossexual,
in Portuguese from Brazil, is a respectful way of defining one’s
sexual orientation. What is regarded as offensive is the term
homossexualismo, as the suffix “ismo” (just like “ism” in
English) is associated with a deviant condition or pathology.
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Table 1. Socio-demographic characteristics of nPEP users participating in the study,
Brazil, 2019

Men Women

TOTAL
n=59

Gay
n=20

Bisexual
n=05

Heterosexual
n=17

Bisexual
n=1

Heterosexual
n=16

Age (years)

18 – 24 6 1 3 1 3 14

25 – 34 8 2 7 - 4 21

35 – 58 6 2 7 - 8 23

Not informed - - - - 1 1

Skin Color*

White 10 4 10 1 6 31

Yellow 1 - - - 1 2

Brown 4 1 5 - 2 12

Black 2 - 1 - 2 5

Indigenous 1 - - - 1 2

Not informed 2 - 1 - 5 8

Religion

Christian (Catholic/
evangelical)

12 2 12 - 10 36

Spiritist 3 - 1 - 1 5

No religion / agnostic 5 3 4 - 1 13

More than one - - - - 3 3

Not informed - - - 1 1 2

Have children

Yes - - 5 1 9 15

No 20 5 11 - 6 42

Not given - - 1 - 1 2

Type of partner in sexual intercourse that led to nPEP

Stable 5 2 8 - 8 22

Casual 15 3 8 3 36

Client 1 5

Not given - - 1 - - 1

(Continued)
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emotional or marital ties, such as casual or com-
mercial sex. The exceptions were the exposures
that occurred among serodifferent couples. In
addition, the perception that certain sexual
encounters were risky was based on the prejudices
according to which participants judged their sexual
partners’ behaviour:

“After my friends heard I went out with him, they
told me he has condomless sex with a lot of people.
Even with transgender women. So I was worried.”
(Bertha, brown heterosexual woman, age 47)

The interviews revealed that partners labelled
as risky were people who agreed to have unpro-
tected sex or who were not worried if a condom
broke; exchanged sex for money; used drugs;
seemed to have many sexual partners; or simply
people who “someone else said” used to have
unprotected sex with transgender women. In this
sense, seeking out nPEP overlaps not only interna-
lised and perceived stigmas, but also prejudice,
and the combination of these stigma experiences
and practices results in individuals struggling
with the need to use nPEP and rationalising it as
a result from having done “something wrong” or
with “the wrong person”.

Experiences of stigmatising behaviour due to
the use of nPEP
Most participants did not report having experi-
enced stigmatising behaviour during their nPEP
use, which might have been a result of their suc-
cess in keeping both nPEP and discrediting infor-
mation about themselves undisclosed to others.15

However, when the management of discrediting
information failed, i.e. when the use of nPEP was
involuntarily disclosed, situations of stigmatising
behaviour were observed. One sex worker reported
facing stigmatising behaviour in her workplace due
to the use of nPEP. She was accused of having HIV
by her colleagues when they saw her taking the
ARVs and this situation forced her to find a new
place to work:

“I was at the nightclub where I worked, it was night-
time, and I was taking the pills, and the girls started
saying I had HIV. Because one even said, ‘oh, my
mother takes that medicine.’ /…/ So the next day I
left. Because I said, ‘I don’t have it, I’m just taking
ARVs.’ But then, [if I stayed there], like, if one girl
was mad at me, she’d go to the room with the client
and say, ‘Hey, don’t do it with her because she’s…,’
you know? Like ‘I can prove she has HIV because

Table 1. Continued

Men Women

TOTAL
n=59

Gay
n=20

Bisexual
n=05

Heterosexual
n=17

Bisexual
n=1

Heterosexual
n=16

Work/occupation

Science/arts 13 2 7 - 3 25

Services 1 - 2 1 8 12

Commerce 4 1 4 - 2 11

Student 2 1 - - 2 5

Other - 1 4 - 1 6

Brazilian region of residence

South 3 - 9 - 6 18

Southeast 13 5 7 1 8 34

Northeast 4 - 1 - 2 7

* Participants were asked to self-define their skin color. The definitions were then classified within the official Bra-
zilian classification, defined by the Instituto Brasileiro de Geografia e Estatística (IBGE), which are: white (branco),
brown (pardo), black (preto), yellow (amarelo) and indigenous (indígena). One woman self-identified as both black
and indigenous, raising the total in that category to 60.
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she’s taking the pills.’” (Rosa, white heterosexual
woman, sex worker, age 39)

In healthcare facilities, managing discrediting
information on the sexual experiences that led
to nPEP is undesirable because it may compromise
access to the prophylaxis. In these settings, partici-
pants generally reported positive and non-stigmatising
experiences. Most sex workers, gay men and
women who had seropositive partners did not
report feeling judged for their sexual practices,
but rather welcomed and cared for the healthcare
workers:

“I get kind of embarrassed to talk about my work.
But, you know, here people treat you really well.
Like, there’s no prejudice, ’cause you know some
people discriminate, right? But not here, no way,
nobody discriminated against me at all.” (Simone,
black heterosexual woman, sex worker, age 27)

However, stigmatising behaviour emerged
occasionally from healthcare workers at four of
the five healthcare facilities investigated:

“You’re going through all that and it’s really hard! If I
made the effort to come [to the healthcare facility] and
get treatment, it’s because I’m worried, I know it’s
serious. So, it wasn’t fair for the nurse to say ‘you do
the wrong thing and then you come here to get the
medication.’” (Eusébio, white gay man, age 31)

Despite the fact that only a small number of
participants reported facing stigmatising beha-
viours at the healthcare centres where they
accessed nPEP, it is worrisome that this arose at all.

Discussion
Breaking down the constituent domains of
AIDS- and sexuality-related stigmas among
nPEP users
Figure 1 is an adaptation of the Health Stigma and
Discrimination Framework18 proposed by Stangl
et al (2019) and synthesises our findings.

Our findings show that the daily experiences of
people using nPEP are permeated by AIDS-related
stigma, which, in its turn, is deeply rooted in cul-
tural norms regarding sexuality and gender. AIDS-
related stigma becomes a part of their decision-
making and use of nPEP and is mainly experienced
as perceived, anticipated and internalised stigmas.18

Regarding stigma practices, prejudice and stigmatis-
ing behaviours are also manifestations18 of AIDS-
related stigma among nPEP users in Brazil.

Using nPEP led participants to reflect on what it
might be like to be HIV positive. Because they recog-
nised that PLWHA are socially discredited, meaning
that they occupy a lower rank in the social hierar-
chy15 (perceived stigma), participants’ greatest fear
was to be mistaken as someone living with HIV and
accordingly discriminated against (anticipated
stigma). This indicates that the social attributes of
AIDS29 were transferred onto the uninfected individ-
uals when they started using nPEP, causing them
considerable suffering and anxiety.

Acting on internalised stigma, participants also
worried that nPEP use could lead to disclosure of
certain features of their sexual practices and iden-
tities. In that sense, controlling information about
their use of nPEP expressed their perception of
having a discreditable identity15 – i.e. particular
sexual features that should be kept hidden in
order to avoid being stigmatised. When partici-
pants already portrayed themselves as discredita-
ble even before searching for nPEP, the feeling of
shame when they arrived at the healthcare facility
(even for those who did not experience any kind of
stigmatising behaviour there) and the projection of
a future with HIV (anticipated and perceived
stigmas), resulted in symbolising the quest for
nPEP as the result of their socially rejected prac-
tices or identities.

In order to protect themselves from stigmatising
behaviours and discriminatory attitudes, partici-
pants managed the dissemination of potentially
damaging information (i.e. ARV use). They either
hid or selectively disclosed their use of nPEP, simi-
larly to what has been observed among HIV-posi-
tive people when it comes to the disclosure of
HIV status.25,28 Occasions on which the strategies
to hide the use of the prophylaxis failed did indeed
result in stigmatising behaviours, as seen in the
case of the sex worker Rosa.

Looking at the outcomes of stigma manifes-
tations, the main individual cost of keeping the bal-
ance between adherence to nPEP and dealing with
stigma manifestations is a negative impact on the
quality of life of nPEP users. Not disclosing the use
of nPEP made it harder for participants to sustain
the prophylactic treatment for nearly a month and
could result also in low adherence or loss to nPEP
follow-up. We did not find direct reports of how hid-
ing nPEP use to protect from stigmatising beha-
viours affects adherence, which could be due to
our methodological choice of interviewing people
who were attending follow-up consultations. Once
we know that AIDS-related stigma hinders HIV
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treatment uptake and adherence,46 we can argue
that it could affect uptake and adherence of ARV-
based prevention methods in similar ways, as fear
of discrimination by family members and work col-
leagues could lead, for instance, to skipping doses
or even to interrupting ARV use.

In terms of organisational outcomes, the predo-
minance of positive reports in healthcare settings
suggests that even though internalised, perceived
and anticipated stigmas may contribute to lowering
uptake of nPEP services, the occurrence of stigmatis-
ing behaviours in these settings is rare. We must
consider, though, that reports of stigmatising behav-
iour could have been minimised due to methodo-
logical limitations, as people who have faced
stigmatising behaviour in healthcare settings may
have more readily abandoned their follow-up visits
and, therefore, were not reached by our study. Fur-
thermore, it is worrisome that stigmatising beha-
viours happened at all in healthcare settings.

Considering that participants reported already feel-
ing ashamed, tense, and anxious when they first
arrived at the facilities, we understand that any inci-
dence of stigmatising behaviours in those settings
may contribute to limiting access to nPEP and to
hampering the quality of care.

Lastly, regarding the health and social impacts,
we note how AIDS-related stigma informs the
social representation of nPEP as a prevention
method that is used by people who “failed” to pro-
tect themselves, instead of simply being the most
appropriate method to be used when exposure
to HIV-infection has already happened. Rather
than a precautionary measure of one seeking
care, nPEP was represented as the result of a
“bad” behaviour that should be shunned, which
contributed to reinforce feelings of embarrass-
ment, shame, and guilt among participants. This
negative portrayal may have been reinforced by
the conditions under which nPEP was

Figure 1. Application of the Health and Stigma Discrimination Framework (Stangl et al.,
2019) to the analysis of AIDS- and sexuality-related stigmas in the experiences of nPEP
users in Brazil.
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implemented and scaled up in Brazil. nPEP
implementation was late in comparison to other
countries and it took place in a context of reluc-
tance to debate ARV-based prevention methods
publicly. The National AIDS Programme (NAP)
included the prophylaxis in its official guidelines
only after some local AIDS programmes had
implemented it and after NGOs had disseminated
information about it. Until 2013, dissemination
of information about nPEP was limited, and almost
exclusively targeted at gay men. From that year on,
the NAP shifted to a stronger focus on the
implementation of ARV-based prevention
methods, which contributed to a wider dissemina-
tion of information about nPEP.

Key interventions to tackle stigma
The analysis of the constituent domains of AIDS-
and sexuality-related stigmas in the experiences
of nPEP users allows us to identify multi-level inter-
ventions that can contribute to tackling the stigma-
tisation process.18 These interventions are also
shown in Figure 1.

Considering the domain of facilitators and dri-
vers, the main facilitator to nPEP use in Brazil is
its availability in the public health system, free of
charge. Even though the availability has increased
in recent years, efforts are needed to accelerate
nPEP scale-up, reaching all regions of the country.
It is also necessary to publicise nPEP, with strategies
both to inform the general population and to reach
the most affected groups. Having identified that the
main drivers of stigma in our study were fear of HIV
infection, fear of AIDS and fear of disclosing certain
sexual identities reinforces the need for HIV Combi-
nation Prevention Programmes to invest in inter-
ventions aiming to change the social, political and
cultural conditions that make people more vulner-
able to HIV infection.12,47 Promoting public debate
about sexuality and gender and creating strategies
to defend and promote the human rights of
PLWHA, gays, sex workers and transgender people
are key interventions in this domain.

The predominance of anticipated, perceived and
internalised stigma in the participants’ experiences
with nPEP indicates that responses to AIDS- and
sexuality-related stigmas must be part of nPEP care
routine. Such experiences may lead to outcomes of
poorer mental health and possibly of difficulties in
sustaining adherence and follow-up. As these last
outcomes remain to be further understood, pro-
gramme monitoring must investigate whether
stigma affects uptake, adherence, follow-up, and

dropout of nPEP. With regard to mental health out-
comes, healthcare providers can play a strategic role
in providing counselling to help individuals cope
with stigma during the use of nPEP. A key interven-
tion in this domain, therefore, is offering continued
educational programmes for providers to improve
their counselling skills. As we found stigma practices
in certain healthcare settings, such educational pro-
grammes should be human rights-oriented and aim
to assure non-discriminatory practices in all health-
care facilities.

Disseminating the positive experiences that
people have when looking for HIV prevention in
healthcare settings may contribute to reducing
anticipated stigma and to improving nPEP uptake.
As the literature on interventions to mitigate stigma
in healthcare settings is sparse, it is likely that local
and successful experiences are not given proper
documentation, analysis and dissemination. Devel-
oping a research agenda on AIDS-related stigma in
Brazil can, therefore, be strategic to systematising
and disseminating such experiences.

Finally, regarding the health and social impacts
of AIDS- and sexuality-related stigmas on nPEP use,
investments are needed to build a positive social
representation of nPEP. Condoms, for instance,
were widely adopted as a preventive method
since the first decade of the AIDS epidemic because
they were valued as a synonym of care (for oneself,
one’s partners, and the community), of pleasure
and of the possibility to freely express one’s sexu-
ality.48,49 A similar process is necessary regarding
nPEP in order to assure that its uptake and pre-
scription are based on people’s health needs rather
than on prejudices and stereotypes around sexu-
ality. This would also be coherent with the more
comprehensive definitions of HIV Combination
Prevention, which are those committed to addres-
sing the multiple needs of protection that people
may have throughout their sexual lives.50,51 In
that sense, investments should be made to inform
the public about nPEP effectiveness and to reduce
the anxiety and suffering of people who have
engaged in sexual intercourse with a high risk of
HIV infection. Public campaigns framing nPEP as
a part of prevention policy inclusive of health
and sexual rights might contribute to reversing
negative social representation of the prophylaxis.

Concluding remarks
Our findings illustrate how AIDS- and sexuality-
related stigmas interact and impact on the
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experiences of HIV-negative individuals who use
ARVs for prevention. Therefore, our data reinforce
that, even though ARV-based prevention technol-
ogies may play an important role in HIV preven-
tion, effective responses to HIV in Brazil depend
on investments in interventions to transform the
social, cultural and political conditions that make
people more vulnerable to HIV-infection. This
includes implementing policies that promote and
protect the human rights of PLWHA and sexual
minorities; offering continuous, human rights-
oriented education programmes for healthcare
workers; adequately monitoring impacts of stigma
in health outcomes; funding research on stigma
and ARV-based prevention methods; and imple-
menting Combination Prevention programmes
that are comprehensive and human rights-
oriented. In order to do so, the country needs to
overcome the restrictions that conservative agents
have repeatedly tried to impose on HIV prevention
programmes in the past decade, which have hin-
dered HIV prevention efforts.

Using the HSDF helped us to identify and
explain how AIDS- and sexuality-related stigmas
operate and intersect. The analytical process of
breaking it down in different domains contributed
to a more precise identification of areas for inter-
vention. Yet, as it focuses on the broader social,
cultural and political constituents of stigma,18 the
framework helped to demonstrate that the bound-
aries between being “stigmatised” and being “a
stigmatiser” are not precisely defined. Thus, we
consider that the HSDF offers enriching analytical
tools that should be further explored in future
research on AIDS-related stigma.

Finally, intersections of AIDS-related stigma with
other systems of oppression remain to be investi-
gated. Studies exploring intersection of AIDS-

related stigma and structural racism, for instance,
could be relevant in the Brazilian context and they
might benefit from the analytical tools offered by
the HSDF.
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Résumé
La stigmatisation relative au sida est un obstacle
majeur aux soins et elle empêche les personnes
d’avoir accès aux méthodes de prévention
comme la prophylaxie post-exposition. Cette
étude souhaitait explorer comment la stigmatis-
ation relative au sida influence l’expérience de
l’emploi de la prophylaxie post-exposition (PPE)
non professionnelle pour prévenir l’infection par
le VIH après contact sexuel. Des données ont été
recueillies au cours d’entretiens approfondis avec
59 personnes qui ont demandé de leur plein gré
une PPE non professionnelle dans cinq centres
publics de soins de santé au Brésil entre 2015 et
2016. Les données ont été analysées dans trois cat-
égories thématiques: crainte d’être prise pour une
personne vivant avec le VIH et le sida; désir de
cacher des caractéristiques particulières de la vie
sexuelle; et expériences de comportements stigma-
tisants en raison du recours à la PPE. Sur la base du
Cadre sur la stigmatisation et la discrimination
dans la santé, les manifestations prédominantes
de stigmatisation relatives au sida dans chaque
catégorie ont été analysées, ainsi que leurs inter-
sections avec la stigmatisation relative au genre
et à la sexualité. Les résultats montrent que les
expériences de l’utilisation de la PPE non profes-
sionnelle sont influencées par la stigmatisation
relative au sida, qui recoupe la stigmatisation rela-
tive à la sexualité et au genre. Les expériences de la
stigmatisation sont surtout perçues, anticipées et
internalisées; les pratiques de stigmatisation com-
prennent les préjugés et les comportements stig-
matisants. La prise d’antirétroviraux (ARV) a
conduit les participants à craindre de souffrir de
discrimination comme personnes vivant avec le
VIH et le sida, et les a incités à redouter une révél-
ation de caractéristiques particulières de leur iden-
tité sexuelle. Par conséquent, cacher la PPE non
professionnelle était logique pour se protéger du
comportement stigmatisant. À mesure du déploie-
ment des technologies de prévention fondées sur

Resumen
El estigma relacionado con el SIDA es una gran bar-
rera para los servicios de salud y obstaculiza el
acceso de las personas a métodos de prevención
del VIH, tales como profilaxis postexposición. Este
estudio fue creado para explorar cómo el estigma
relacionado con el SIDA afecta la experiencia de
utilizar profilaxis postexposición no ocupacional
para el VIH después de contacto sexual (nPEP). Se
recolectaron datos en entrevistas a profundidad
con 59 personas que buscaron nPEP voluntaria-
mente en cinco unidades de salud pública en Brasil
entre 2015 y 2016. Se analizaron los datos en tres
categorías temáticas: miedo a ser confundido con
una persona que vive con VIH y SIDA (PVVS);
deseo de ocultar características específicas de su
vida sexual; y experiencias de comportamiento
estigmatizante debido al uso de nPEP. A raíz del
Marco de estigma y discriminación con relación a
la salud, se analizaron las manifestaciones predo-
minantes de estigma relacionado con el SIDA en
cada categoría, así como sus intersecciones con
estigmas relacionados con género y sexualidad.
Los resultados muestran que las experiencias de
utilizar nPEP están permeadas por el estigma rela-
cionado con el SIDA, en intersección con los estig-
mas relacionados con sexualidad y género. Las
experiencias de estigma, en su mayoría, son perci-
bidas, previstas e internalizadas; entre las prácticas
de estigma figuran prejuicios y comportamientos
estigmatizantes. Por tomar antirretrovirales (ARV),
las personas participantes tenían miedo de ser dis-
criminadas como PVVS y de que características
específicas de su identidad sexual fueran revela-
das. Por ello, ocultar la nPEP era estratégico para
protegerlas de comportamientos estigmatizantes.
A medida que se amplían las tecnologías de pre-
vención basadas en ARV, es imperativo ampliar
las intervenciones diseñadas para combatir los
estigmas relacionados con el SIDA y la sexualidad
en Brasil. Entre las intervenciones necesarias fig-
uran campañas públicas sobre nPEP, programas
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les ARV, les interventions destinées à lutter contre
la stigmatisation relative au sida et à la sexualité
doivent être élargies au Brésil. Les mesures néces-
saires incluent des campagnes publiques sur la PPE
non professionnelle, des programmes éducatifs
dans les établissements de soins de santé pour off-
rir un appui adapté aux usagers de la PPE non pro-
fessionnelle et des investissements dans la
recherche et le suivi de la stigmatisation.

educativos en establecimientos de salud para ofre-
cer apoyo adecuado a usuarios de nPEP, e inver-
siones en investigaciones y monitoreo del estigma.
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