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Abstract

Introduction: Stigma is a well-known barrier to HIV testing and treatment and is an emerging barrier to pre-exposure pro-
phylaxis (PrEP) use. To guide future research, measurement and interventions, we developed a conceptual framework for PrEP
stigma among adolescent girls and young women (AGYW) in sub-Saharan Africa, a priority population for PrEP.

Methods: A literature review, expert consultations and focus group discussions (FGDs) were conducted to adapt the Health
Stigma and Discrimination Framework, describing the stigmatization process nested within the socio-ecological framework.
We reviewed all articles on PrEP stigma and on HIV, contraceptive or sexuality stigma among AGYW from 2009 to 2019.
Expert consultations were conducted with 10 stigma or PrEP researchers and two Kenyan youth advisory boards to revise
the framework. Finally, FGDs were conducted with AGYW PrEP users (4 FGDs; n = 20) and key influencers (14 FGDs; n =
72) in Kenya with the help of a Youth Research Team who aided in FGD conduct and results interpretation. Results from each
phase were reviewed and the framework was updated to incorporate new and divergent findings. This was validated against
an updated literature search from 2020 to 2023.

Results: The conceptual framework identifies potential drivers, facilitators and manifestations of PrEP stigma, its outcomes
and health impacts, and relevant intersecting stigmas. The main findings include: (1) PrEP stigma is driven by HIV, gender and
sexuality stigmas, and low PrEP community awareness. (2) Stigma is facilitated by factors at multiple levels: policy (e.g. tar-
geting of PrEP to high-risk populations), health systems (e.g. youth-friendly service availability), community (e.g. social capital)
and individual (e.g. empowerment). (3) Similar to other stigmas, manifestations include labelling, violence and shame. (4) PrEP
stigma results in decreased access to and acceptability of PrEP, limited social support and community resistance, which can
impact mental health and decrease PrEP uptake and adherence. (5) Stigma may engender resilience by motivating AGYW to
think of PrEP as an exercise in personal agency.

Conclusions: Our PrEP stigma conceptual framework highlights potential intervention targets at multiple levels in the stigma-
tization process. Its adoption would enable researchers to develop standardized measures and compare stigma across time-
points and populations as well as design and evaluate interventions.
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reproductive health
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1 | INTRODUCTION

Adolescent girls and young women (AGYW, ages 15-24) in
sub-Saharan Africa are highly vulnerable to HIV, account-
ing for 25% of new infections in this region despite
composing just 10% of the population [1]. Although oral
HIV pre-exposure prophylaxis (PrEP) has the potential to
reduce this burden, uptake and continuation rates have

been low. In the 2016-2017 SEARCH study in Kenya
and Uganda, only 19% of AGYW at elevated risk of
HIV initiated PrEP [2]. Across the region, persistence has
averaged 2 months or less [3-5], and only 5%-50% of
PrEP users have high adherence after 3 months of use
[5-8]. Strategies to increase effective PrEP use are urgently
needed to maximize its HIV prevention benefit among
AGYW.
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AGYW, published from
2009 - July 2019.

Expert
consultations,
2019

Interviewed 10 global
research experts and
consulted with 2
Kenyan youth advisory

Focus Group
Discussions,
2021

Conducted 18 focus
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AGYW PreP users and
key influencers, e.g.

Finalization,
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Integrated all feedback
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conceptual framework
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boards.

family members, male
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Figure 1. AGYW PrEP stigma conceptual framework development roadmap. Abbreviations: ARV, antiretroviral drug; HIV, human immun-
odeficiency virus; PrEP, pre-exposure prophylaxis; SRH, sexual reproductive health; STls, sexually transmitted infections.

Stigma is a well-known barrier to HIV testing and treat-
ment [9-11] and is emerging as a central barrier to PrEP
use [12-16]. Because adolescence is a critical time for iden-
tity formation and heightened sensitivity to others’ opinions
[17], AGYW may be especially vulnerable to PrEP stigma and
its consequences. In qualitative studies, AGYW using PrEP in
Kenya, Tanzania and South Africa have expressed fears about
being perceived as HIV positive or promiscuous [18-26]. They
have reported anticipated and enacted stigma from peers,
sexual partners, family members, healthcare providers (HCPs)
and community members, and described stigma as a barrier to
PrEP uptake, continuation and disclosure. Quantitative studies
have also begun to measure the burden of PrEP stigma among
AGYW in sub-Saharan Africa and the United States [27-29],
though none have reported associations with PrEP outcomes
to date. In quantitative studies conducted among men who
have sex with men (MSM) globally and adult women in the
United States, PrEP stigma was a significant barrier to uptake
and use [30-36].

Despite this growing body of research, there are currently,
to our knowledge, no conceptual models of PrEP stigma to
guide intervention development. A model of how PrEP stigma
develops, and the mechanisms through which it influences
health-related outcomes, could play a critical role in identi-
fying intervention targets to reduce PrEP stigma and miti-
gate its consequences, designing interventions and policies to
address those targets, and ensuring rigorous evaluation of
stigma-reduction interventions. Conceptual models could facil-
itate more rapid growth of the knowledge base in this nascent
field, by identifying areas where findings reinforce, comple-
ment or contrast each another, and where gaps remain. Rec-
ognizing that drivers, experiences and consequences of stigma
may be context-specific, we sought to develop a conceptual
framework for PrEP stigma among AGYW in sub-Saharan
Africa to guide future research, measurement and interven-
tions. Our framework was adapted from the Health Stigma
and Discrimination Framework (HSDF) [37], which describes
five domains of stigma operating across multiple levels of the
socio-ecological framework: (1) drivers (i.e. main negative fac-

tors driving stigma); (2) facilitators (i.e. positive or negative
influences that exacerbate or mitigate stigma); (3) intersect-
ing stigmas (i.e. when individuals are “marked” by stigmas
associated with different identities); (4) stigma manifestations
(i.e. experiences and practices); (5) outcomes and impacts.
We chose this framework over existing HIV stigma frame-
works, which also include influence across socio-ecological
levels and multiple domains of stigma, because it compre-
hensively includes levels of influence, stigma domains, as well
as stigma within the healthcare sector alongside community-
based stigma because these are critical sources of stigma for
AGYW. This gap was identified in a recent review of HIV
stigma frameworks [38].

2 | METHODS

We adapted the HSDF through an initial three-phase pro-
cess: a literature review, expert consultations and focus group
discussions (FGDs) with AGYW and their key influencers
(Figure 1). In each phase, data and feedback were analysed
through the lens of the framework and used to populate and
refine domains. Lastly, we updated the initial literature review
to examine the final framework for continued relevance in
light of the most recent PrEP literature published while the
framework was being developed.

2.1 | Phase 1: Literature review

PubMed, Web of Science and PsychINFO were searched for
articles published in English from January 2009 to July 2019
on the topics of stigma or discrimination; AGYW,; and PrEP,
contraception, HIV or sexuality (see Supplementary Materials
for search terms). From 712 articles identified, duplicates
were removed and titles and abstracts of remaining articles
were reviewed to identify those related to PrEP stigma
(among any population) or HIV, contraceptive or sexuality
stigma among AGYW. This resulted in a full review of 45
research articles, 2 commentaries, 5 reviews and 5 confer-
ence proceedings. Articles were abstracted using Excel to
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Health & Social Impacts
Lower PrEP uptake & adherence
Higher HIV incidence
Poor mental health

Outcomes

Affected Populations
Decreased PrEP acceptability/intention to use
Decreased PrEP access
Resilience
Non-disclosure of PrEP use
Lack of social support
Relationship dissolution/divorce; family conflict

Organizations & Institutions
Health system policies on PrEP availability (who,
where, how)
Resistance to PrEP by community & organizations
Provision of information/resources in schools,
workplaces, other institutions

Manifestations

Stigma Forms & Experiences
Perceived, anticipated, enacted stigma/
discrimination
Internalized stigma; shame about using PrEP
Secondary stigma for providers, family members,
partners of PrEP users

Stigma Practices
Labelling, social isolation, gossip, blame
Provider discomfort discussing PrEP/sexual
health
Provider refusal to prescribe PrEP
Violence or abuse

Stigma ‘Marking’

Stigma related to health conditions

STls, pregnancy, contraceptive use

Drivers
Ongoing stigma around HIV
Ongoing stigma around adolescent sexuality
Low knowledge/awareness of PrEP & HIV

Stigma related to identity

LA S EE Gender, age, race, occupation (sex work)

Facilitators
National SRH policies & health system resources (+/-)
Targeting of PrEP to high-risk groups (-)
Provider training on PrEP (+)
PrEP delivery setting (-)
Availability of youth-friendly services (+)
PrEP attributes (daily regimen, known ARV, side
effects) (-)
Education, empowerment, social capital (+)

Individual |

Interpersonal: Family, peers, partners

Organizational: Health providers, systems

Community & loc

ARV: antiretroviral drug; HIV: human immunodeficiency virus; PrEP: pre-exposure prophylaxis; STls: sexually
transmitted infections; SRH: sexual and reproductive health

Figure 2. Consolidated PrEP stigma conceptual framework.

document the article type, study location, population and
sample size, and content related to framework domains
(e.g. drivers, facilitators, intersecting stigmas, etc.). Summary
memos were developed for each domain, and then discussed
among the research team, comprised of researchers from the
United States and Kenya with experience in AGYW, stigma
and PrEP, to draft the initial framework.

22 |

Individual and group consultations with key topic experts
were conducted to review framework findings. Individual
interviews were conducted with willing researchers worldwide
(n = 10: 6 PrEP experts, 4 stigma experts) identified based on

Phase 2: Expert consultations

the team’s knowledge of the field and recommendations from
experts. A total of 15 experts were contacted. Seven of the
10 interviewed were based in sub-Saharan Africa. They were
presented with the draft framework and findings by domain.
We sought feedback on resonance and identification of gaps.
Interviews were primarily phone-based, with two in-person,
and were recorded for note-taking. Notes were summarized
into analysis memos highlighting themes by domain, and find-
ings integrated into the framework. Two group consultations
were conducted with youth advisory boards (YAB) in Kenya,
from one organization in Kisumu (n = 4) and one in Nairobi
(n = 12) to represent urban and peri-urban settings. Con-
sultations utilized an activity-based approach to discuss PrEP
stigma, including what it is, how, where and why it manifests,
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its impact, and resilience to stigma among youth. Findings
were incorporated into the framework, which was reviewed
by the research team and a youth research team (YRT) of
eight AGYW aged 18-24 and revised through discussion.

2.3 | Phase 3: FGDs with AGYW and key
influencers

The final phase included 18 FGDs with AGYW PrEP users
(4 FGDs; n = 20) and key influencers (14 FGDs; n = 72) in
Siaya County, Kenya, where our parent research study was
based. PrEP users included AGYW who accessed PrEP in the
past 6 months through the Ministry of Health (MoH) or the
DREAMS Initiative [39]. Influencers included peers (4 FGDs;
n = 22), family members (4 FGDs; n = 23), male partners (3
FGDs; n = 12) and HCPs (3 FGDs; n = 15). “Peers” were
AGYW who had never used PrEP, recruited from the same
facilities and DREAMS sites as AGYW PrEP users. Family
members and male partners were recruited based on recom-
mendations from AGYW participants. HCPs were recruited
from DREAMS, MoH and other PrEP delivery programmes. All
FGDs were conducted by trained research assistants and YRT
members in Dholuo or English with note-takers. Facilitators
used semi-structured guides to explore perspectives on what
contributes to PrEP stigma, who perpetrates it and how, and
potential stigma-reduction interventions. Immediately follow-
ing each FGD, facilitators completed debriefing reports, sum-
marizing key themes. All FGDs were audio-recorded and tran-
scribed in English.

Two levels of analysis were conducted. FGDs with PrEP
users were completed first, and debriefing reports were
rapidly analysed to refine the framework and inform the
development of a measurement tool [40]. This analysis
was completed through a participatory workshop with the
research team, including YRT. During the workshop, the team
reviewed debriefing reports and visually matched points to
framework domains using sticky notes.

The second level of analysis included transcript coding. An
initial codebook was developed by a study co-investigator and
reviewed by the research team. Changes were integrated and
tested through application to a transcript by a six-member
coding team (four Kenyan, two US). Throughout coding, inter-
coder reliability was maintained through exercises with 20%
of transcripts, where coders would code the same transcript,
discuss discrepancies and find consensus, refining the code-
book as needed. The team analysed code reports for each
domain and developed analysis memos summarizing themes,
noting differences and similarities by participant group, which
were integrated into the framework.

The study was approved by the Maseno University Ethics
Review Committee in Kenya. All participants provided
informed consent, or parental consent and assent, prior to
participation. FGD participants received compensation for
their time and travel (~$3.50).

3 | RESULTS

The final framework identifies (1) drivers; (2) facilitators; (3)
manifestations of PrEP stigma related to AGYW; (4) inter-
secting stigmas; and (5) direct outcomes and health impacts.

Throughout the results, we elucidate key findings from the
three data sources that informed each domain. Figure 2 dis-
plays a reduced set of factors across sources. Table 1 includes
all identified factors and their sources and serves as a source
reference of each theme described below.

31 |

Three primary drivers of PrEP stigma were identified: ongoing
and intersecting stigma around HIV (#1) and around adoles-
cent sexuality (#2), as well as low PrEP awareness (#3).

Drivers

3.11 |

While there were mixed opinions about whether HIV stigma
has declined, fear of being seen as HIV positive and poten-
tial resulting stigma continue to be strong drivers of PrEP
stigma [22, 41-43). The literature described this as a carry-
over effect: because PrEP is an antiretroviral (ARV), it is often
viewed as “HIV medication” even if the user is HIV negative
[44]. This association extends to the public realm where if a
user is seen attending an HIV-focused clinic [22, 45], where
PrEP is often dispensed, or is seen to carry or take pills that
appear as ARVs [43], they will be thought to be HIV posi-
tive, for example “if someone sees you with the bottle, she thinks
that you are on ARV drugs because their color looks alike...and
also they are taken daily.” [FGD2, PrEP users]. Fear of being
labelled as HIV positive also negatively impacted HIV testing
required to access PrEP:

HIV stigma

“They (AGYW) can go through stress when she thinks that
the community knows that she is using ARV not PrEP and
she has HIV and...she never wanted to go to the hospital
to be tested.” [FGD2, PrEP users]

312 |

Sexuality stigma was another significant driver of PrEP stigma,
and intersected with HIV stigma, as PrEP use was associated
with immoral sexual behaviours for AGYW like sex work, infi-
delity, and having multiple and/or risky sexual partners [15,
31, 43, 44, 46). This was described frequently by PrEP users
and influencers alike as permeating community-held beliefs
about PreEP:

Sexuality stigma

“When their boyfriends realize that their girlfriends are tak-
ing PrEP they will say that their girlfriends have multiple
sexual partners and they are taking ARVs. Also, the par-
ents of these girls realize that their daughters are taking
PrEP, but the parents will say that the girls are prostitutes.”
[FGD2, PrEP users]

Particularly among HCPs, sexuality stigma also led to the
belief that PrEP use could cause immoral sexual behaviour
through risk disinhibition [14, 47, 48]. One review article con-
cluded that PrEP was seen as less virtuous than condoms
[43], suggesting that PrEP users are more irresponsible than
those engaging in condom-protected sex. YABs agreed that
providers would rather talk about anything, including con-
doms, than PrEP because of their belief that PrEP encourages
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Table 1. Table of all identified PrEP stigma factors by conceptual framework level and source

Source
Expert
Factor Literature review  consultations?® FGDs
Drivers
HIV stigma
Fear of being seen as HIV positive v v v
PrEP mistaken for ARVs v v v
Being seen at HIV clinic to access PrEP v
Belief that HIV is a punishment for immoral sexual behaviour v
Fear of HIV testing, required for PrEP v v
Sexuality stigma
PrEP is a sign of and associated with immoral or socially unacceptable sexual behaviours v v v
Labels or perceptions of “promiscuity” pertaining to premarital sex, sex work, multiple v v+
partnerships, infidelity, disreputable (risky) partners and sexual appetite
Labelling adolescent sexuality as unacceptable in and of itself v v
PrEP is a cause of bad behaviour, that is risk compensation v
Associated with violation of traditional female gender norms of chastity, fidelity, obedience, v v
docility
PrEP less virtuous than condoms, associated with irresponsibility v v
Lack of knowledge about PrEP among community members and potential users
Rumours around/fear of side effects and toxicities, especially infertility; belief that PrEP v v
causes malaria and other diseases; PrEP is family planning; PrEP reduces sex drive
Lack of awareness that PrEP exists v v
Concerns about effectiveness, ARV resistance v
Caveat: knowledge about PrEP targeting/eligibility requirements (when applicable) could v
increase stigma
Fear of ramifications of stereotypes and prejudices (see Stigma Practices) v v
Facilitators (Positive and negative)
Individual level
Marital status (+/-) v X
Higher education levels among AGYW (+) v v
Empowerment/self-efficacy (+) v v v
DREAMS participation (+) v v
Higher degree of privacy in the household (+) v
Personal relationships with someone living with HIV, including fear of losing a family member v v+
due to HIV (+)
Social support and acceptance of PrEP use (+) v v
Other coping resources (+) v
Provider and health systems
Availability of youth-friendly services; healthcare satisfaction (+) v v v
Resource availability or constraints v
Provider perception of degree of burden to provide PrEP (-) v v
Factors minimizing ability to build patient-provided rapport (e.g. visit length and provider v v
consistency) (=)
Low degree of confidentiality in health facilities (-) v v
Cost and availability of PrEP (+/-) v v
Degree of provider knowledge of and training in PrEP provision v v v
More understanding of toxicity, resistance and efficacy (+) v
Qualifications required to receive training on provision of PrEP (-) v
Improved level of support and advice from healthcare workers (+) v
Enhanced provider training in discussing sexual health or understanding stigma (+) v v
(Continued)
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Table 1. (Continued)

Source
Expert
Factor Literature review  consultations? FGDs
PrEP delivery settings, for example ARV clinics, community and home settings, within v v v
support clubs (+/-)
Targeting of PrEP and restriction of eligibility towards “high risk” groups (-) v v
Community
Religiosity, including objection to any medication (-) v v
Exposure to community outreach campaigns about PrEP and other effective PrEP v v
messaging (+)
Higher exposure to other women using PrEP (e.g. PrEP champions/ambassadors) (+) v v v
Low education levels among community members (ability to understand about PrEP) (-) v v
Lack of knowledge about HIV transmission, care and treatment, and sexual health (=) v
Deeply ingrained “medical mistrust” (=) v v
Inherent desire to protect youth’s health (among adults) (+) v
Belief/observation that PrEP works (e.g. in case of wife inheritance and serodiscordent v
couples where HIV-negative woman takes PrEP and remains negative) (+)
Strongly held gender norms around AGYW's sexuality and agency v
Limit access to information and decision-making power (-) v
AGYW seen as irresponsible and immature, not ready for sex (—) v
Belief that they drive sexuality (see “Drivers”) (=) v
Importance of fertility and childbearing (—) v
Norms around AGYW's lack of privacy (e.g. at community level) (-) v
Social status/capital of youth in communities (+/-) v v
Legal/Policy
Older age of consent for HIV testing or PrEP and need for parental consent (-) v
Lack of comprehensive sexual education in schools (=) v
Lack of workplace policies on HIV testing (and potentially PrEP screening) (—) v
Clarity and consistency of national policies for rollout (+) v v
PrEP attributes
Daily regimen (=)
Side effects (-) v v

Easily recognized as and branded as an ARV (-) v v v
Intersecting stigma

Age v v
Gender/transgender identity v v
Sex worker v v v
Race v v
Socio-economic status (poverty, education level) v v+
Drug/substance use, including alcohol v v
Sexual orientation v
STls v
Teenage or unwanted pregnancy v v v
Manifestations—stigma experiences
Individual level
Fear, anticipation or experience of stigma practices (as described below)
Need for secrecy; fear associated with disclosure v "4
Internalized
Self-blame/shame/negative self-image v v v
Community and interpersonal levels
Secondary (Experienced by these key influencers, or anticipated by the influencer or the participant)

(Continued)
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Table 1. (Continued)

Source
Expert

Factor Literature review  consultations?® FGDs
Relationship partners feel threatened, mistrusted, disrespected v v v
Family members blamed and stigmatized for AGYW's need for PrEP or for allowing her to v v v

use PreP
Providers blamed and stigmatized for prescribing PrEP to AGYW v X v
Manifestations—stigma practices
Negative attitudes and practices
Community and interpersonal levels
Judging PrEP user as HIV positive, irresponsible, sexually amoral v v v
Social isolation and rejection (parents warn children not to associate with PrEP users) v v+
Name calling, insulting and labelling; stereotyping v v v+
Blaming (for partner's HIV status) v v+
Gossiping (including disclosing to others without permission) v v v+
Distrust by partners and family members v v
Actively discouraging or opposed to AGYW PrEP use (under guise of religious reasons among v+

church members)
Violence and abuse (physical, sexual, verbal, economic)—may also be outcomes v v v
Physical punishment for sexual activity on PrEP use v v
Verbal harassment from healthcare workers v v
Neglect v
Provider and health systems
Discomfort discussing PrEP v v
Discomfort providing PrEP for those not “high risk” v
Fear of risk disinhibition with PrEP use v v
Discouraging PrEP use, expressions of disappointment, scolding v v
Rude, disrespectful or discriminatory behaviour towards AGYW seeking SRH services v v
Imposing conditions for service provision (e.g. requiring accompaniment of parent or v v

spouse/sexual partner)
Not keeping confidentiality v v
Denying access to services v v
Unwilling to prescribe PrEP to those not at classified as high risk according to set v

procedures/policies
Unwilling to prescribe for fear of risk compensation v v
Outcomes—affected populations
Individual level
Decreased PrEP acceptability/interest/intention to use v v v
Direct effect of stigma (i.e. desire to avoid it) v v v
Belief in myths and misperceptions (e.g. infertility) v
Reduced risk perception v v
Unwillingness to test for HIV (in some cases) v v
Non-disclosure of PrEP use (hidden/covert use) v v
Anxiety and/or guilt around non-disclosure v v
Decreased agency and motivation (to use PrEP and to discuss it with others) v v
Lack of social support for PrEP use v v
Self-isolation to avoid/reduce stigma v v
School absences/drop-out v
Relationship dissolution/divorce; family conflict v
Resilience v v 4
AGYW empowered to take care of themselves v v v

(Continued)
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Table 1. (Continued)

Source
Expert

Factor Literature review  consultations? FGDs
Self-efficacy to negotiate/convince family and others to support use or take PrEP themselves v v v+
Creating a sense of community around PrEP v v
Higher sexual risk behaviour (due to mental health consequences or perceived v v v

invulnerability)
Provider and health systems
Decreased PrEP access (from provider challenges, unwilling to go to clinic, change clinics) and v v+

disparities in access
Outcomes—organizations and institutions
Healthcare worker policies and trainings on PrEP v v
Who should be assessed for PrEP or offered PrEP, and how (e.g. risk assessment

procedures)
Policies on initiating and re-starting PrEP v
Decreased confidence of providers and poor service delivery v v v
Alignment of PrEP with more complicated ARV provision v v
Difficulties in mobilizing community leaders and organizations to support PrEP v v
Institutional (workplace, schools) support for PrEP v
Provision of information about PrEP to employees/students v
Decreased PrEP availability (because of mandates around where and how many locations v v

provide it)
Lack of buy-in from policy leaders (at national, subnational and facility level) v v v
On-site provision of PrEP services
Individual and population health and social impacts
Low PrEP uptake and adherence and continuation v v v+
HIV incidence v
Quality of life (Social Inclusion/Relationship quality) v v
Poor mental health (feeling helpless and afraid; suicidal intentions; psychological distress) v v v+
Injury (resulting from violence) v v v
Mortality (e.g. suicide) v

Note: Where possible, the factors are organized by level of the socio-ecologic framework. However, some factors, especially those related to
other forms of stigma, inherently operate at multiple socio-ecological levels and thus we did not attempt to assign them to a single level.
Abbreviations: AGYW, adolescent girls and young women; ARVs, antiretrovirals; PrEP, pre-exposure prophylaxis; SRH, sexual and reproductive

health.

aKey informant interviews included review of the conceptual framework based on the literature review. Therefore, this column indicates items
where experts raised explicit contributions such as emphasizing a factor, rather than checking all factors broadly agreed with at each level.

+ Indicates those items where FGD participants contributed additional details to an existing item, the additional details are italicized.

X Indicates items where FGD participants explicitly contradicted the contribution of an item, for example marital status was viewed as non-

protective.

risk behaviours. As one provider said, they will “judge you like
you are going now on to trouble.” [FGD1, HCPs]

Finally, while not often explicitly described as separate
from sexuality stigma, one expert exclaimed, ‘gender under-
pins everything” pointing towards the role of gender norms in
beliefs around acceptable sexual behaviour for AGYW. This
was discussed in more depth with one YAB, whose members
described the unsuccessful attempt of a Kenyan organiza-
tion to market PrEP as something that gives AGYW “power.”
The youth explained the message did not resonate with them
because they felt PrEP could not overcome AGYW'’s sense of
powerlessness in a society where their partners and parents
make all decisions.

3.1.3 |

The third major contributor to PrEP stigma was low aware-
ness and understanding of PrEP in communities which con-
tributed to misidentifying PrEP as being for people living with
HIV. In addition, misconceptions around PrEP effectiveness
[49] and side effects were identified as contributing to stigma
in the literature and FGDs. As one PrEP user explained, com-
munity members discourage AGYW from using PrEP because
they believe it can cause ‘complications during birth....it can
interfere with your womb” [FGD4, PrEP users]. Adding to
this, YAB members described how providers fear PrEP would
cause side effects, but also violence, and, therefore, prefer to

Low PrEP knowledge
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recommend other forms of prevention like abstinence or con-
doms.

32 |

While facilitators can be either negative or positive influences
on PrEP stigma, this section presents “positive” facilitators,
or factors that combat PrEP stigma when positively valanced.
Most facilitators were identified in the literature, and experts
and FGD participants supported findings at the health system,
community and individual levels of the socio-ecological frame-
work, but did not touch on policy facilitators. Key facilitators
raised across sources include the positioning and provision of
PrEP, engagement with existing social and communication net-
works, and individual empowerment.

Facilitators

321 |

Crossing the policy and healthcare levels, positioning PrEP as
a service that is separate from HIV services and not only
for high “risk” individuals were critical facilitators to combat-
ting PrEP stigma. Several experts noted that careful consid-
eration of where and how PrEP is provided could reduce
stigma. For example, separating PrEP from HIV services and
integrating it into youth-friendly services, as well as posi-
tioning PrEP counselling as a discussion of an individual’s
needs and goals around HIV prevention, rather than identifi-
cation of “risk” factors, could shift broader negative attitudes.
This shift, if embedded into provider training, could further
improve providers’ engagement with youth, focusing on pos-
itive aspects of PrEP rather than lecturing about sexuality.

Positioning of PrEP

322 |

A second category of facilitators, at the community and inter-
personal levels, was the enhancement of existing social sup-
port through community outreach and engagement of youth
as ambassadors (i.e. sources of support and knowledge). Lit-
erature and experts highlighted the strong social capital of
AGYW [50], which could be channelled into programmes
like PrEP ambassadors. Similarly, channelling knowledge and
social support in broader community networks may combat
PrEP stigma, as was achieved for HIV [51, 52]. Exposure to
PrEP users and PrEP success stories, similar to “contact” pro-
grammes used to combat HIV stigma [53], was viewed as
facilitating positive perceptions. FGD participants highlighted
instances where community members saw HIV-negative mem-
bers of sero-different couples remain HIV negative and, there-
fore, began to believe in PrEP effectiveness.

Social support

‘Let’s pretend | don’t take medicine and my husband takes
medicine (i.e. ARVs). And have come and told others the
importance of PrEP...they see | am not...HIV positive and
my partner is positive. | think...they can know the impor-
tance of PrEP” [FGD2, Family members]

323 |

In contrast to the marketing campaign described above that
sought to message PrEP as empowering, experts and FGD
participants identified substantive efforts to empower AGYW

Empowerment

as a way to reduce PrEP stigma. Experts connected this
to the creation of high-status roles associated with PrEP,
such as the aforementioned “youth ambassador” concept. YAB
members felt that girls were born with the confidence and
skills to enact autonomous decisions. However, they acknowl-
edged that these attributes may need to be bolstered through
interventions like assertiveness trainings, or employment con-
nected to ambassador roles. FGD participants described per-
sonal experiences where the PrEP knowledge they gained
through DREAMS helped them respond to others’ concerns
or access support to be resilient in PrEP use despite others’
scepticism.

R5: Whenever my friends and family heard the sound or
noise from the bottle containing PrEP they would ask me
what it was. | told them they are PrEP, the drugs that pre-
vent you from getting HIV. They said that this HIV can only
be treated, not prevented and [asked] where | got the drugs
from. | told them that it is [the DREAMS implementor] who
gave us and told us that they are drugs preventing HIV
virus and they are not ARVs.

I: | see and how did this affect you?

R5: | was not affected because | knew what | wanted for
my health... I just went on with PrEP. [FGD2, PrEP users]

The literature identified numerous additional individual char-
acteristics as being protective against stigmatizing attitudes
and reducing perceived stigma, including marriage, higher
education levels [54], older age and high perceived social cap-
ital [50]. While FGD participants reported that education and
knowledge may empower young women in their PrEP use,
they thought being married might increase stigma by raising
more questions about why one was using PrEP.

33 |

Based on our literature review, PrEP stigma may intersect
with stigma related to sexual health, such as pregnancy, con-
traceptive use and sexually transmitted infections (STls) and
stigma related to other marginalized identities based on gen-
der (both female and transgender), age, race, sexual orien-
tation and occupation (especially sex work) [20, 31, 42-44,
55, 56]. ldentity-based stigma is known to intersect with
HIV stigma [50, 52, 57] because of elevated HIV prevalence
among MSM, transgender women and people who sell sex.
For AGYW, especially those who are unmarried, the stigma
around sexual and reproductive health behaviours and condi-
tions and PrEP stigma share a common driver in the taboo
around women'’s sexuality [58-62]. This is exacerbated by
the belief that PrEP use promotes immoral and risky sexual
behaviour, leading to higher rates of unintended pregnancy,
contraceptive use and STls. Although HIV and sexuality stigma
could also be categorized as intersecting stigmas, we followed
experts’ recommendations to categorize them as drivers due
to their primary role in creating PrEP stigma.

Experts also highlighted the importance of socio-economic
status (SES), including poverty and education levels, as inter-
secting stigmas. The desire to avert both poverty and its

Intersecting stigmas
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resulting stigma may encourage young women to engage in
transactional sex, exposing them to stigma from sex work or
being labelled “promiscuous.” Conversely, the community may
rationalize sex work and transactional sex among poor women
as necessary for survival, but may stigmatize those of higher
SES for being sexually active when they do not “need” to
be. In consultations and FGDs, Kenyan AGYW and key influ-
encers also highlighted intersecting stigmas due to pregnancy
and sex work. One PrEP user said ‘[elderly women] take it that
[PrEP] prevents HIV but it opens the way to prostitution, which is
the reason why she will warn her granddaughter not to get closer
to me because | might introduce her into prostitution.” [FGD1,
PrEP users]

Participants also introduced a new intersection with stigma
around alcohol use, which was discussed in multiple FGDs,
but had not been identified through the literature review or
expert consultations. This intersection arose from assump-
tions that it was unhealthy to use PrEP with alcohol, and from
the underlying associations of PrEP and alcohol use with sex-
uality. One healthcare worker described, “So if you are taking
alcohol at the same time you are taking PrEP, they will know you
are involved in transactional sex.” [FGD3, HCPs]

34 |

The domain of manifestations is broken into stigma practices-
beliefs, attitudes and actions that generate and reinforce
stigma-and experiences of stigma, which are the lived realities
of stigmatized people. For PrEP, all sources found that PrEP
stigma manifests in similar ways to HIV and sexuality stigma,
through labelling, shaming and occasionally violence.

Manifestations

34.1 |

Informed by the literature, PrEP stigma practices were divided
into those occurring at the community/interpersonal and
healthcare levels, with many common practices across the
two.

At the healthcare level, literature cited provider reluctance
to prescribe PrEP or restricting PrEP to specific categories of
people such as sero-different couples [14, 43, 55]. PrEP users
were labelled as irresponsible and sexually amoral, and relat-
edly shamed [54, 57, 58, 60, 63] and subject to verbal abuse
[44].

At the community and interpersonal level, literature noted
that PrEP users are blamed and called names [14, 49], dis-
trusted by partners [44] and judged as being HIV positive
[42]. Drawing from HIV and sexuality stigma, additional prac-
tices could include social isolation/rejection [54, 56, 57, 60],
and exposure to verbal violence [64]. FGDs with PrEP users
and key influencers agreed with these findings, providing
greater nuance to practices such as social isolation and rejec-
tion, such as parents warning their children not to associate
with PrEP users.

Practices

“They [parents] will warn you not to associate with her
that she will engage you in immoral behaviors.” [FGD4,
AGYW peers]

10

Experts and FGD participants both elaborated on the role of
violence. Experts felt that intimate partner violence should be
highlighted more clearly among stigma practices. Participants
in all FGDs described violence, in various forms, as a mani-
festation. This was often linked to non-disclosure or inadver-
tent disclosure, that is someone else disclosing their PrEP use
without permission.

“...the information went around, and the mother-in-law got
the information. The mother-in-law might cause violence
to the young couple and can ruin their marriage.” [FGD1,
Family members]

342 |

Literature suggested that experiences of stigma include not
only direct experiences of gossip or isolation, but also fear
or anticipation of the previously mentioned practices [24, 65].
Internalized stigma (e.g. feeling self-blame, shame and having
a negative self-image) [47, 54], and secondary stigma expe-
rienced by partners, family members or providers through
association [56, 66] were also identified as important stigma
forms.

Experts and FGD participants generally supported the liter-
ature, although experts felt that evidence of secondary stigma
among HCPs has yet been demonstrated, while FGDs with
family members confirmed concerns about secondary stigma.
For example, family members suggested that parents worry
about gossip and being blamed for “spoiling” their children or
encouraging prostitution.

Experiences

“So they will say this person is doing a business with her
daughter because she has allowed her daughter to use PrEP
and those who take it are prostitutes. That means she has
allowed her daughter to engage with multiple partners and
then bring her some money.” [FGD2, Family members]

Experts also emphasized the greater impact of internalized
stigma over perceived or experienced stigma on PrEP use;
however, in FGDs, internalized stigma only came up occasion-
ally among PrEP users themselves, and was described as a
sense of shame.

35 |
351 |

In the limited literature focused on PrEP, outcomes of stigma
included lower PrEP acceptability, less interest and inten-
tion to use it, discomfort discussing PrEP with providers and
less willingness to prescribe PrEP by providers [23, 31, 46,
47]. Hall et al. reported similar outcomes for contraceptive
use because of the sexuality stigma around AGYW in Ghana
[54]. In Kenya [53], higher levels of HIV stigma were asso-
ciated with reduced willingness to test for HIV, which would
decrease PrEP use.

Other outcomes documented in HIV and sexuality stigma
literature included lack of disclosure [65], lack of social sup-
port [67], and disruption of education, employment, relation-
ship and living situations [54]. Experts and FGD participants
reinforced the salience of these themes. Experts added that

Outcomes

For affected populations
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AGYW may face pressure from sexual partners to engage
in condomless sex, increasing sexual risk. All FGD partici-
pant categories discussed how consequences of PrEP stigma
included relationship dissolution and divorce, and one PrEP
user described how it could lead to school absences or drop
out.

“But in their school, they do not allow you to take PrEP...So
they are going through challenges, so if the teachers have
really made her life difficult like that, so she will also just
decide to drop out of school.” [FGD4, PrEP users]

Finally, psychological stress and discomfort [67], as well as
resilience [18, 44, 65] came up in the HIV literature and
among FGD participants. An HCP described how being per-
ceived as HIV positive creates discomfort while seeking PrEP.

“She is being ushered towards the pharmacy and there she
will find other clients who are also queuing for their ARVs
s0 she becomes uncomfortable, if you don’t follow-up she
might just leave without the pills.” [FGD2, HCPs]

However, the discomfort could be overcome by the desire to
live HIV-free [18, 44, 65], which FGD participants said could
be enhanced by encouragement from other PrEP users or
providers.

“They just continue encouraging each other...With the
neighbors that are also taking PrEP...Let us just have the
courage and continue using PrEP...Even if people are talk-
ing about...Because they know PrEP...has prevented them
from HIV.” [FGD3, PrEP users]

352 |

Outcomes at the organizational level are less documented
and did not come up in FGDs. Literature from the HIV field
suggests that stigma can promote discriminatory policies and
laws, such as the criminalization of transmission [37, 52], and
make it difficult to mobilize community-wide intervention [60].
Experts elucidated how policies such as those aligning PrEP
provision with HIV service provision reduce confidence among
providers and create fear among them that PrEP provision
requires high levels of training and could otherwise lead to
harmful outcomes. They also described how these policies
limit the accessibility of PrEP due to limits on who, how and
where it can be provided.

For organizations and institutions

36 |

The ultimate impact of stigma is non-uptake, non-adherence
or discontinuation of PrEP use. Several reviews and qualitative
studies suggested that stigma may impact these behaviours
[12, 18, 21, 24, 43, 44, 49], and one quantitatively doc-
umented an impact [68]. Experts and FGD participants
agreed with these conclusions. Other serious impacts included
depression, suicide and violence-related injury. These were
described in the literature [52, 62, 66, 67, 69] and by experts
and FGD participants. Not surprisingly, mental health and

Impact

PrEP discontinuation were intimately connected, with depres-
sion leading to discontinuation.

“Emotionally they are down...They are psychologically tor-
tured... majority discontinue PrEP use to prove that they are
not taking ARVs.” [FGD3, PrEP users]

4 | DISCUSSION

Using the established HSDF [37] and a multi-stage, multi-
stakeholder process, we developed a comprehensive PrEP
stigma conceptual framework, which can be used to under-
stand and further investigate this topic. The framework out-
lines how and why PrEP stigma exists among AGYW in sub-
Saharan Africa, its intersectional nature, how it manifests, and
the variety of outcomes and impacts for both individuals and
within the health system. Over the period during which this
framework was developed, additional research has emerged.
To ensure the current relevance of our model, we re-ran
our literature search in March 2023, finding seven articles
which explored PrEP stigma among AGYW in African contexts
[25-27, 70-74] and seven that developed PrEP stigma scales
[28, 29, 75-78]. Findings from these studies aligned with our
model factors, confirming its contemporary relevance. They
also highlighted an ongoing gap, in that only two studies
focused research on the health sector [70, 74], and none used
a conceptual framework.

The study’s method of triangulation and participatory end-
user processes provide strength to the findings. Designed to
elucidate issues of PrEP stigma experienced by AGYW in sub-
Saharan Africa, the initial framework drew from global litera-
ture on HIV, sexuality and PrEP stigma across different coun-
try contexts, and follow-on phases confirmed and refined the
model. The strength of this model suggests its relevance as a
framework for ongoing research with AGYW and other pop-
ulations. In addition, participatory end-user-engaged research
is critical to the quality of research outputs and benefits to
the community [79]. Not only did our work include consul-
tations with youth experts in the second phase, but we also
involved a YRT in the conduct and interpretation of FGDs in
the third phase. These processes raised important distinctions
specifically for Kenyan AGYW, such as marriage as a negative
facilitator to PrEP stigma, the intersectional issue of alcohol
use, and the nature and potential severity of additional out-
comes, for example relationship dissolution. Relationship dis-
solution has since been identified in relation to PrEP stigma
in another study in Tanzania [25].

By articulating the domains of the stigmatization process
and providing a comprehensive description of each domain,
the framework can help researchers identify potential inter-
vention targets and mechanisms of action. Interventions
seeking to reduce PrEP stigma will need to combat HIV and
sexuality stigma, and increase community-wide knowledge of
PrEP in a non-stigmatizing way, for example by framing it as a
tool for anyone to reduce HIV anxiety or protect one’s sexual
health rather than for people at high risk of HIV acquisition
[12]. The empowerment of PrEP users and their integration
into educational campaigns may strengthen the effectiveness
of these efforts. AGYW in recent PrEP trials describe how
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counselling and peer support interventions improved their
PrEP knowledge and disclosure skills and empowered them to
combat stigma and rumours [72, 80]. Additionally, core shifts
at the healthcare level, such as integrating PrEP provision
with general youth health rather than HIV treatment, and
changing language around who should use PrEP away from
“risk” and towards sexual wellbeing, will facilitate stigma
reduction. Interventions aiming to mitigate PrEP stigma
outcomes and impacts among AGYW using PrEP should aim
to build resilience and social support from peers, partners,
family and/or counsellors, and provide counselling to address
strategies to support undisclosed PrEP use or address con-
sequences of involuntary disclosure. These approaches are
not novel [12, 25, 46, 81-86]; however, the framework helps
identify the expected impacts of each approach on stigma.
This, in turn, can help ensure that evaluation efforts measure
change in the domains their intervention targets, rather
than domains further up—or downstream in the process, a
common limitation in previous studies [87]. The framework
can also help researchers develop or select measures of PrEP
stigma among AGYW that include factors most relevant to
this population [88].

Despite the rigour of our process, this framework is limited
by our selection of organizations, institutions and settings par-
ticipating in its development. Experts were primarily based in
the United States, Kenya and South Africa, and participation
may have been influenced by the study team’s network; FGDs
were limited to youth in Siaya County, Kenya. We also focused
exclusively on oral PrEP, because it was the only formulation
available, but the role of stigma may differ for other formula-
tions in the future. We did, however, seek to identify global
experts in these fields, and include youth from urban, peri-
urban and rural Kenya, and the triangulation of our results
across multiple sources, including literature from a wide range
of countries, offers support that the findings may be rele-
vant beyond AGYW in Kenya. Few FGD participants offered
insights on the organizational and institutional level outcomes
suggested by the literature, limiting our ability to understand
their applicability to the local context.

Finally, decades of work in HIV stigma and discrimination
suggests applying an intersectional lens [89, 90] to PrEP
stigma research, and interventions will be critical [21-93].
Berger first coined the term ‘“intersectional stigma” [94] to
describe the process through which Black American women
living with HIV face HIV stigma that intersects with dis-
crimination related to race, class and gender, but also with
behaviours, such as drug use or sex work. As noted previ-
ously, we categorized intersecting stigmas of HIV and AGYW
sexuality as drivers given their critical role in PrEP stigma as
suggested by experts and confirmed by all sources. Yet, other
intersecting stigmas based on factors such as gender-identity,
sexuality, poverty and other sexual health issues such as preg-
nancy and STls, which were mentioned in the literature and
expert interviews, were largely not confirmed in discussions
with youth. The omission of gender-identity and sexuality, in
particular, may reflect the marginalized status of gender and
sexual minority youth in Kenya, and the fact that we did not
intentionally sample these populations because our research
focused on cisgender heterosexual AGYW. However, the role
of these intersecting stigmas, including poverty, and alcohol
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use, should be further explored in studies with diverse popu-
lations. Research tools that more specifically investigate issues
of intersectional stigma, as have been used in research with
young Black American women'’s PrEP use [95], should also be
considered.

5 | CONCLUSIONS

Our PrEP stigma conceptual framework highlights potential
intervention targets at multiple levels of influence and points
in the stigmatization process. Adoption of this framework
would enable researchers to develop standardized measures
and compare the burden of stigma across timepoints and pop-
ulations as well as evaluate intervention outcomes.
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Information tab for this article:
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