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Abstract

Introduction: There is strong global commitment to eliminate HIV-related stigma, and work in this area continues to evolve.
Wide variation exists in frameworks and measures used.

Methods: Building on the existing knowledge syntheses, we carried out a systematic review to identify frameworks and mea-
sures aiming to understand or assess internalized stigma, stigma and discrimination in healthcare, and in law and policy. The
review addressed two questions: Which conceptual frameworks have been proposed to assess internalized stigma, stigma
and discrimination experienced in healthcare settings, and stigma and discrimination entrenched in national laws and poli-
cies? Which measures of these different types of stigma and discrimination have been proposed and what are their descrip-
tive properties? Searches, completed on 6 May 2021, cover publications from 2008 onwards. The review is registered in
PROSPERO (CRD42021249348), the protocol incorporated stakeholder input, and the data are available in the Systematic
Review Data Repository.

Results and discussion: Sixty-nine frameworks and 50 measures met the inclusion criteria. Critical appraisal figures and
detailed evidence tables summarize these resources. We established a compendium of frameworks and a catalogue of mea-
sures of HIV-related stigma and discrimination. Seventeen frameworks and 10 measures addressed at least two of our focus
domains, with least attention to stigma and discrimination in law and policy. The lack of common definitions and variability in
scope and structure of HIV-related frameworks and measures creates challenges in understanding what is being addressed
and measured, both in relation to stigma and efforts to mitigate or reduce its harmful effects. Having comparable data is
essential for tracking change over time within and between interventions.

Conclusions: This systematic review provides an evidence base of current understandings of HIV-related stigma and discrim-
ination and how further conceptual clarification and increased adaptation of existing tools might help overcome challenges
across the HIV care continuum. With people living with HIV at the centre, experts from different stakeholder groups could
usefully collaborate to guide a more streamlined approach for the field. This can help to achieve global targets and under-
stand, measure and help mitigate the impact of different types of HIV-related stigma on people’s health and quality of life.
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1 | INTRODUCTION on HIV-related stigma and discrimination, it is urgent to anal-
yse the different existing conceptualizations and measures to

HIV-related stigma and discrimination constitute significant  identify lessons that can inform more effective and efficient

barriers to HIV responses around the world. Fragmentation of ~ interventions moving forward.

efforts to address HIV-related stigma and discrimination has Stigma can be described as a dynamic process of devalu-

hampered progress to date. To strengthen the evidence base ation that significantly discredits an individual in the eyes of
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others, such as when certain attributes are seized upon within
particular cultures or settings and defined as discreditable
or unworthy. Much work around HIV-related stigma uses as
its starting point Goffman’s 1963 definition of stigma as “an
attribute that is deeply discrediting” [1]. Socially constructed
notions of difference, acceptability and fear drive evolving
understandings of stigma, which now encompass notions of
power and incorporate social psychological and socio-cultural
approaches [2-4]. Yet, the diversity of co-existing definitions
is important: it has spawned a multitude of conceptual frame-
works around stigma and a lack of consensus on key aspects
of what stigma actually is and how to measure it.

“Stigma” is often used in the literature to encompass both
stigma and discrimination even as these are conceptually dis-
tinct. While stigma usually refers to an attitude or belief,
discrimination is often seen as the behaviour or action that
results from those attitudes or beliefs. Hence, when stigma
is acted upon, the result can be discrimination. Discrimination
may refer to any form of arbitrary distinction, exclusion or
restriction affecting a person, usually (but not only) because
of an inherent personal characteristic or perceived member-
ship of a particular group [5].

Narrowing down to HIV-related stigma, this has been
defined by the Joint United Nations Programme on HIV/AIDS
(UNAIDS) as negative beliefs, feelings and attitudes towards
people living with HIV, groups associated with people living
with HIV (e.g. their families) and other key populations at
higher risk of HIV infection, such as people who use drugs,
sex workers, men who have sex with men and transgender
people [6]. Different domains have been identified in attempts
to categorize HIV-related stigma, including internalized, antic-
ipated, perceived, enacted, externalized and structural stigma
[7]. However, there is no universally agreed-upon list of types
of HIV-related stigma and how each is defined. Working defi-
nitions adopted for this review are described in the analytical
framework below.

The lack of consensus about HIV-related stigma domains
creates challenges for consistent and comparable frame-
works and measures for understanding them. Given that
stigma is highly contextualized, including across these differ-
ent domains, it is important that frameworks and measures be
appropriate to local contexts, further complicating efforts to
create comparable tools.

Discrimination, as defined under international human rights
law, is any distinction, exclusion or restriction based indirectly
or directly on grounds prohibited under international law,
which has the effect or intent of nullifying the recognition,
enjoyment or exercise on an equal basis of others of all human
rights and fundamental freedoms, in the political, economic,
social, cultural, civil or any other field [8]. HIV-related dis-
crimination is, therefore, any distinction, exclusion or restric-
tion (sometimes referred to as acts or omissions) based
indirectly or directly on a person’s real or perceived HIV
status [2].

There is strong commitment to eliminate HIV-related
stigma, starting with global political commitments and
reflected in global and national strategies as well as many
organizations and collaborations working to address stigma
[10]. Yet, learning across interventions designed to mitigate
against the experience and harmful impacts of stigma can
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be hindered, in part, by the multitude of frameworks and
measures in use to assess its different dimensions.

Experiences of stigma for people living with and most
affected by HIV can occur at many levels. This review sys-
tematically identifies and assesses frameworks and measures
of HIV-related internalized stigma; stigma and discrimination
within healthcare settings; and in laws and policies. These
focus areas were selected as each requires a very different
response, suggesting that, even as one might expect strong
similarities within each of these domains, there might be sub-
stantial heterogeneity in frameworks and measures across
them. Recognizing that to reduce stigma at scale, synergistic
attention is required across all three domains, this is the first
systematic review to look across them systematically.

The co-existence and potential interrelationship between
HIV-related stigma and other devaluing attitudes related to
drug use, sex work, sexual orientation and/or gender iden-
tity that affect populations disproportionately affected by HIV
is critical, but beyond the scope of this review. The review
focuses on conceptual frameworks and measures of HIV-
related stigma itself, acknowledging as possible where addi-
tional types of stigma are addressed.

The systematic review was guided by two key questions:

1. Which conceptual frameworks have been proposed to
assess internal stigma, stigma and discrimination experi-
enced in healthcare settings, and stigma and discrimina-
tion entrenched in national laws and policies?

2. Which measures (e.g. assessment scales) of these differ-
ent types of stigma and discrimination have been pro-
posed and what are their descriptive properties?

2 | METHODS

The systematic review followed a detailed protocol
(CRD42021249348) [11]. Part of a larger project under-
taken by the IAS—International AIDS Society, this systematic
review is accompanied by four national efforts exploring
stigma and discrimination in Kenya, Malawi, South Africa and
Zambia.

We searched multiple disciplinary and interdisciplinary
sources. Citations and full-text publications were screened
by independent literature reviewers, and eligibility decisions,
including reasons for exclusions, were tracked in citation man-
agement software. Data abstraction and critical appraisal was
conducted in online software designed for systematic reviews
using detailed, pilot-tested forms. Given the complexity of
the frameworks and measures, data were abstracted by one
reviewer and checked by a second experienced systematic
reviewer. The collected data are accessible in a review data
repository [12].

21 |

Given the diversity of definitions in this interdisciplinary
field, we established working definitions of the concepts of
HIV-related “stigma,” “i

Analytic framework

internalized stigma” and “discrimination”
grounded in existing literature for the purpose of this system-
atic review:
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» Stigma refers to beliefs and/or attitudes about HIV.

e Internalized stigma refers to a person living with HIV
internalizing negative attitudes associated with HIV and
accepting these as applicable to themselves.

¢ Discrimination refers to the behaviours that result from
attitudes or beliefs about HIV.

e Stigma and discrimination in healthcare refers to negative
beliefs and behaviours based on perceived or actual HIV
status experienced in healthcare delivery settings.

¢ Stigma and discrimination in laws and policies refers to dis-
tinctions, exclusion or restriction based on perceived HIV
status or membership of a group that is vulnerable to HIV.

22 |

To identify primary research studies, we searched PubMed,
in particular to identify research on stigma experienced in
healthcare settings, PsycINFO to identify psychological and
social research on stigma, and the Web of Science to iden-
tify legal and policy analyses on stigma and discrimination.
We identified government and non-governmental organiza-
tion reports indexed in the Universal Human Rights Index,
HeinOnline, Public Affairs Information Service (PAIS) and HIV
Legal Network.

Additional grey literature searches targeted the websites of
the IAS, UNAIDS, United Nations Development Programme,
STRIVE (research consortium investigating the social norms
and inequalities driving HIV acquisition), Health Policy Plus
and Sage (resource-sharing community for Canadian HIV and
hepatitis C service providers).

Systematic reviews were instrumental for reference-mining
to ensure that all relevant material had been considered. Sys-
tematic reviews were identified through PubMed (biomed-
ical literature) using the systematic review filter, through
PsycINFO (psychosocial literature) and Web of Science (gen-
eral science literature, including legal and policy analysis),
as well as through the Cochrane Database of Systematic
Reviews (focus on health) and the Campbell Collaboration
(focus on social sciences). Furthermore, we searched the
review registries PROSPERO and Open Science Framework
to ensure that all relevant registered systematic reviews had
been identified.

Search strategy

23 |

Detailed eligibility criteria are documented in the online
Appendix. Briefly, publications addressing people living with
or perceived to be living with HIV and people from groups
who are disproportionately affected by HIV infection were eli-
gible. Frameworks and measures had to address HIV-related
internalized stigma, stigma and discrimination in healthcare
or in laws and policies. Publications introducing frameworks
were included regardless of the comparator or study design.
Measure research had to describe the tool in sufficient detail
to be included but needed no comparator. Framework publi-
cations were included regardless of any reported outcomes.
Measure research had to report a description of the measure,
the development process, or the evaluation or validation of

Eligibility criteria

the measure. Only publications from 2008 on were included,
building on the first People Living with HIV Stigma Index
published in 2008, which transformed thinking around HIV-
related stigma measurement, fostering new levels of open-
ness, nuance and confidence in stigma measures [13]. To
maintain consistency in approaches to reviewing measures
and frameworks, the same cut-off date was used for searches
for frameworks. Searches were completed on 6 May 2021.
The review was not restricted by setting but we restricted
to English language for both frameworks and measures. Mea-
sures designed for other languages were included if the pub-
lication also presented an English translation.

24 |

For the frameworks, we abstracted the author group; publica-
tion year, scope, aim or purpose of the framework; terminol-
ogy, domain of interest targeted, type, all stigma subtypes as
reported by the authors, definition of the constructs stigma
and/or discrimination; addressed targets; framework compo-
nents; and a broad summary of the framework based on the
authors’ description.

For measures, we documented the author group; publica-
tion year; name of the tool; the stigma or discrimination sub-
type, the underlying framework, and definitions of stigma and
discrimination; the targeted population; the surveyed popula-
tion used to develop or assess the measure; the scale struc-
ture of the tool, number of items and answer mode; the doc-
umented reliability; and evidence of validity.

Data abstraction

25 |

For frameworks, we assessed the source (e.g. published by
an individual author group or endorsement by a profes-
sional organization), stakeholder involvement (in the develop-
ment of the framework), evidence base (components based
on a systematic literature review or empirical data), defined
population (framework target reported) and validity tested
(e.g. goodness-of-fit assessed, applied in different contexts).
For measures, we evaluated the demonstrated internal con-
sistency, other reliability measures (temporal stability, rater
agreement), content validity, structural validity, criterion valid-
ity, cross-cultural validity, responsiveness and interpretability
by applying relevant COSMIN (COnsensus-based Standards
for the selection of health Measurement Instruments) criteria
[14]. Scoring information is provided in Figures 1 and 2.

Critical appraisal

26 |

Recognizing that multiple types of stigma and discrimina-
tion may be concurrently experienced, our narrative synthesis
focuses on frameworks and measures that address more than
one of our three focus domains: internalized stigma, stigma
and discrimination in healthcare, and in laws and policies. This
can help us move towards a more complete understanding of
different types of stigma and discrimination, and inform com-
plex interventions moving forward.

Synthesis
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3 | RESULTS AND DISCUSSION

The evidence review identified 69 frameworks and 50 mea-
sures. The initial searches identified 2199 citations, 1050
were obtained as full text. In total, 146 publications reported
information on the included frameworks and measures. The
literature flow is documented in the online Appendix (Figure
S1).

31 |

To address key question 1, the evidence table in the online
Appendix (Table S1) provides a concise overview of the iden-
tified frameworks. The online Appendix also provides a com-
pendium of the included frameworks to allow a meaningful
overview. The evidence table provides a weblink to the orig-
inal publication for all included frameworks.

Figure 1 summarizes the critical appraisal of the identified
frameworks.

As the figure shows, for many domains, studies provided
insufficient information or did not meet the prespecified cri-
teria. Just over 10% of the identified frameworks were pub-
lished by a well-known HIV-specific source, such as UNAIDS.
Identified frameworks were usually developed to provide an
analytic framework for a specific research question and pur-
pose, such as the evaluation of an association. Only 6% of
the frameworks reported stakeholder input into their devel-

Frameworks

Source

Stakeholder involvement

Evidence based

Defined population

Validity tested

opment, with different “stakeholders” included, such as peo-
ple living with HIV, health workers and administrators. Stud-
ies either did not report on the development process and
any consensus finding results, or the model appeared to
be derived from empirical data without in-depth concep-
tual considerations. Two thirds of the framework authors
reported a literature review or referenced empirical litera-
ture to justify the framework or its components. A third
of frameworks explicitly stated the population addressed.
Many identified frameworks were broad and provided only
minimal details on their scope. Finally, 39% of the frame-
works reported a validity evaluation, by, for example, report-
ing on the model's goodness-of-fit to empirical data. Table
S2 shows the number of criteria met for each identified
framework.

Table 1 summarizes the 17 frameworks that address more
than one stigma domain, for example both internalized stigma
as well as stigma and discrimination in healthcare. The table
includes information on each framework’s scope, aim/purpose,
other subtypes of stigma covered and a summary of the
framework from the original authors’ description.

Eight of these 17 frameworks encompass all three stigma
domains examined. While they seek to highlight the complex
web of factors affecting different types of stigma and their
impacts, their reported scope varies tremendously. For exam-
ple, Stangl’s “Health Stigma and Discrimination Framework” is
presented as global, while Woodgate's framework is specific

0 3 6 9 12 15 18 21 24 27 30 33 36 39 42 45 48 51 54 57 60 63 66 69

B Low risk of bias

Figure 1. Critical appraisal summary: frameworks (n = 69).

Unclear M High risk of bias

Source: Assesses whether the framework was published or endorsed by a relevant organization; Stakeholder involvement: Assesses
whether the framework was established with relevant stakeholder input; Evidence based: Assesses whether the components of the
frameworks were based on a systematic literature review or empirical data; Defined population: Assesses whether the population the
framework is designed to address is clearly reported; Validity tested: Assesses whether the validity of the framework was assessed (e.g.,
goodness of fit to empirical data assessed, framework applied in different contexts).

Low risk of bias: The potential source of bias is unlikely to distort the methodological quality of the measure; Unclear: There was insuf-
ficient detail reported to assess the potential source of bias; High risk of bias: There was evidence of bias.
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Internal consistency
Reliability (other)
Content validity
Structural validity
Criterion validity
Cross-cultural validity

Responsiveness

Interpretability

o

3 6 9 12 15 18 21 24 27 30 33 36 39 42 45 48 51

B Low risk of bias  m Unclear/moderate B High risk of bias

Figure 2. Critical appraisal: summary measures (n = 50).

Internal consistency: Assesses whether the internal consistency of the scale was reported and it was acceptable (e.g., Cronbach’s alpha
>0/70); Reliability (other): Assesses whether other measures of reliability were reported and results were acceptable (e.g., test-retest
reliability, rater agreement); Content validity: Assesses whether the content of the measure was assessed for validity and the results
were acceptable (e.g., face validity rated, expert review); Structural validity: Assesses whether the structural validity of the measure
was assessed and the results were acceptable (e.g., through factor analysis); Criterion validity: Assesses whether convergent or discrim-
inant validity to external criteria or other measures was determined and the results were acceptable; Cross-cultural validity: Assesses
whether measures were taken to ensure cross-cultural validity (e.g., translation and back-translation of items; measure exists in multi-
ple languages or was used in multiple geographic settings); Responsiveness: Assesses whether the measure demonstrated sensitivity to
change (e.g., scores changed after an intervention as predicted); Interpretability: Assesses whether guidance is reported on the interpre-
tation of scores (e.g., minimal clinical difference).

Low risk of bias: The potential source of bias is unlikely to distort the methodological quality of the measure; Unclear: There was insuf-
ficient detail reported to assess the potential source of bias; High risk of bias: There was evidence of bias.

to Indigenous people living with HIV in Canada, and Stevens’ 3.2 | Measures

framework focuses on how HIV-related stigma affects rehabil- ) ]
itation [17, 22, 25]. To address key question 2, we documented stigma measures

in a comprehensive evidence table in the online Appendix
(Table S3). It shows the type of identified stigma and discrim-
ination measures, listing the measure details, reliability and
validity. The table shows the main publication and supporting
publications also reporting on the measure and contributing
additional psychometric information.

Figure 2 summarizes the critical appraisal of all 50 identi-
fied measures.

Seventy-six percent of identified measures reported on
internal consistency, such as Cronbach’s alpha, and all pub-
lications that reported on reliability documented acceptable
reliability for the measure’s final version or across most sub-
scales. Only seven studies reported on other reliability mea-
sures, mostly temporal stability assessed in test-retest admin-
istrations. A quarter of the measures reported on a formal
analysis of content validity, for example through expert rat-
ing of the appropriateness and spectrum of items. Half of
the identified measures reported structural validity, usually

or race-related stigma alongside HIV-related stigma) based on exploratory or confirmatory factor analysis. Simi-

and four explicitly adopted a socio-ecological framework ~ 1arl. half of the measures were able to document external
[17. 25. 26, 33]. validity through correlations with other measures, providing

the evidence of convergent or discriminant validity. Of the

Seven frameworks address internalized stigma and stigma
and discrimination in healthcare, most of which have HIV-
related clinical outcomes as their primary outcomes. Factors
along the named pathways to these outcomes vary but fre-
quently include depression, self-isolation and decreased social
support.

Only Turan’s framework addresses internalized stigma and
stigma and discrimination in law [37]. In this framework,
intersecting and structural stigmas operate through interper-
sonal factors, psychological resources, mental health (includ-
ing internalized stigma) and stress processes to shape engage-
ment in HIV care and HIV-related outcomes.

The UNAIDS framework examining gaps across the HIV
prevention continuum encompasses stigma and discrimination
in both healthcare and law, providing examples as to how
these impede HIV prevention [24].

Overall, four frameworks explicitly considered intersect-
ing stigmas [17, 27, 32, 37] (e.g. gender-related stigma
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identified measures, about 40% reported cross-cultural valid-
ity, demonstrated either as part of the measure construction
using forward translations in translated measures or report-
ing the psychometric characteristics for different geographic
contexts. Despite the frequency of application of measures,
we only found one study explicitly addressing responsiveness,
that is documenting the sensitivity of the measure of detect-
ing change [38]. Of the identified measures, 39% reported
information of the measure’s interpretability, for example doc-
umenting the distribution of scores and helping future users
of the measure understand what score ranges or cut-offs con-
stitute a high stigma score.

Table 2 summarizes measures assessing at least two of our
three domains of interest.

Some measures address all three types of stigma of inter-
est, including the People Living with HIV Stigma Index (and
its version 2.0). The website for this measure states that it
has been used in many more countries and languages than we
found through this review, and reports are available for many
countries worldwide [13].

One other measure assessed all three types of stigma: a
report of the findings of an HIV-related legal assessment in
Zambia [42]. It encompassed legal and policy, survey and qual-
itative data, each presented separately but analysed jointly,
providing an interesting model that might be adapted for use
in other countries.

Five other measures were found that cover both internal-
ized stigma and stigma and discrimination in healthcare. Each
one is structured differently, capturing different elements of
stigma. For example, within the Multiple Discrimination Scale,
HIV-related stigma was assessed using Kalichman’'s Internal
AIDS-Related Stigma Scale and the “experienced stigma” sub-
scale from the People Living with HIV Stigma Index [45].
Alongside this, other pre-validated scales were included to
assess stigma related to race/ethnicity and sexual orientation,
with findings reported individually for each type of stigma as
well as aggregated into an unweighted total.

Only the National Commitments and Policy Instrument
focuses on stigma and discrimination in healthcare and in law
and policy. It contains a range of relevant indicators on expe-
riences of stigma and discrimination in healthcare, laws that
might be discriminatory and laws that protect against HIV-
related discrimination [49].

The scales that are most frequently adopted or adapted are
those initially published by Berger (not shown in the table
above as it focuses only on internalized stigma) and Earnshaw
(27, 51].

The measure evidence table in the online Appendix (Table
S4) documents the available measures in detail. Alongside the
studies discussed above, it includes measures that assess a
single stigma domain relevant to this review.

33 |

This review synthesizes a complex range of data covering
frameworks and measures across the three identified domains
of stigma. This evidence base helps identify opportunities and
challenges, with a view to stimulating further discussion and
advancing the field both conceptually and practically.

Discussion

3.4 | Language of defining stigma and
discrimination

There is much variation in how authors described/defined
stigma. Language used included, in addition to internalized
stigma, stigma and discrimination in healthcare settings and in
law and policy, self-stigma, felt stigma, enacted stigma, antici-
pated stigma, perceived stigma, personal stigma and more. In
addition, scale components were sometimes described using
language that can be interpreted to be about stigma even
when stigma is not explicitly named. With this range of lan-
guage, inconsistently used, it can be difficult to ascertain, at
face value what a framework or measure actually captures
and how comparable it might be to others.

The understandable drive towards context- and construct-
specific frameworks and measures has perhaps splintered the
concept of stigma to such an extent that it hampers compa-
rability, cross-setting learning and efforts to assess progress
towards global targets. Our review aims to help address
this by providing an overview and compendium of existing
resources. Determining a standardized nomenclature for dif-
ferent types of stigma for use across frameworks and mea-
sures, that can be locally tailored, might be an important next
step.

3.5 | Variety within frameworks and measures for
internalized stigma

Within frameworks that address internalized stigma, this con-
cept appears variably as the starting point of the framework,
in the middle or as the outcome. The most common associ-
ations are between internalized stigma and mental health or
HIV-related clinical outcomes.

Across both frameworks and tools, some measure HIV-
related stigma broadly, with a sub-component/scale to cap-
ture internalized stigma, while others focus only on internal-
ized stigma.

There is variety in terms of what the measures actually
measure, with regard to both content and specificity of
responses: the measures include different numbers of items,
some are assessed dichotomously, while others use a Likert
scale, and different time periods are covered. Thus, even
where content is similar, assessments can look very different.
No qualitative measures were identified.

The People Living with HIV Stigma Index 2.0, in its assess-
ment of internalized stigma, also includes a “resilience scale”
[43]. Capturing concepts, such as self-respect, self-confidence
and the ability to feel love, this scale provides a positive fram-
ing within which resilience is seen as a counter measure to
internalized stigma.

3.6 | Variety within frameworks and measures for
stigma and discrimination in healthcare

Some frameworks focus exclusively on stigma and discrimina-
tion in healthcare, while others include this as component of a
broader HIV-related stigma framework. The specificity of the
framework determines the degree to which stigma and dis-
crimination are explored, with focused frameworks providing
more depth. Most of the frameworks capture triggers, mani-
festations and impacts within healthcare. Four frameworks are
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designed to inform action to reduce stigma and discrimination
in healthcare [52-55], while the UNAIDS frameworks identify
how stigma and discrimination in healthcare impact the HIV
prevention and care and treatment cascades, and how inter-
ventions might help address this.

Many measures capture beliefs and practices among health
workers, some capture health worker and client perspec-
tives through separate sub-scales and a few capture client
experiences. Tested across diverse geographies and popula-
tions, these measures do not generally appear comparable.
The UNAIDS indicators, included in the Global AIDS Monitor-
ing framework, designed for use by all national governments
reporting to UNAIDS, are the exception [49].

There is variety in the scope and specificity of measures:
some measures of stigma and discrimination in healthcare are
general, some capture something more specific, for example
how stigma impacts decisions around childbearing among peo-
ple living with HIV, and some also capture additional stigma.

3.7 | Variety within frameworks and measures for
stigma and discrimination in law and policy

Where stigma and discrimination in law and policy are
included in frameworks, this is usually generic with laws and
policies mentioned as part of the macro-system or structural
factors within a socio-ecological model. The UNAIDS models
usefully point to specific laws that can be discriminatory and
affect HIV-related outcomes, and Hagopian and colleagues
provide a framework specific to how anti-homosexuality laws
affect HIV-related stigma and outcomes [24, 56]. Stangl’s
framework draws attention to the existence of laws and poli-
cies as well as law enforcement practices and access to justice
so as to capture information on implementation, which might
also be discriminatory [17].

Three measures assessed stigma and discrimination in law
and policy. The National Commitments and Policies Instru-
ment and the Stigma Index, both of which are widely used,
include quantitative measures of stigma and discrimination in
law and policy, while Biemba and colleagues provide the only
mixed-methods assessment [42, 43, 49].

Overall, there is a dearth of measures relating to HIV
stigma and discrimination in law and policy. This may be due
to the complexity and sensitivity of measuring these top-
ics and the extensive investment that would be required to
do this effectively at scale. Data are increasingly available
about the existence of discriminatory laws and policies, but
additional attention is needed to measure and evaluate their
implementation to identify if, when or how these processes
and structures have ramifications at the healthcare and per-
sonal levels.

38 |

Many of the frameworks that encompass different domains
of stigma use variations of the socio-ecological framework to
capture relevant factors from the individual to environmental
levels. However, very few operate across all levels, and none
sufficiently capture the three intertwined domains of stigma
studied.

Looking across domains of stigma

There are other domains of HIV-related stigma not included
in this review as well as other types of stigma and discrimina-
tion that can intersect with HIV-related stigma, such as stigma
and discrimination based on race/ethnicity, gender, sexual ori-
entation or gender identity. Using any of these entry points,
additional frameworks and measures might be identified that
might help understand the domains of stigma studied here,
particularly when these different types of stigma and discrim-
ination are concurrently experienced.

39 |

Focusing on those that seek to address more than one of our
stigma domains of interest, frameworks are more encompass-
ing than measures, bringing attention to the wide range of
factors that influence experiences and outcomes. Understand-
ably, no measure is sufficiently comprehensive to capture all
of this. Across most of the frameworks, the components are
very broad (e.g. mental health and culture), raising challenges
for how each one might be measured. Further specificity and
explicit definition might be required to ensure adequate mea-
surement. This might be done as part of local adaptation, even
as this may reduce comparability. Box 1 provides some guid-
ing questions to help determine which framework and/or mea-
sures might be most useful in different situations.

Looking across frameworks and measures

3.10 | The challenge of comparability and context
specificity

A plethora of measures exist, particularly for internalized
stigma and stigma and discrimination experienced in health-
care, but their comparability is limited by their diversity. A
recent review of interventions to address self-stigma did not
include a formal meta-analysis due to the heterogeneity of
measures used [57], and a 2015 UNAIDS report documented
over 60 tools to assess and/or address stigma and discrimina-
tion just within healthcare [58]. While the need for local adap-
tation is evident, having a common starting point could help
promote a balance of locally tailored yet internationally com-
parable data.

Although Stigma Index country reports are available online,
data are rarely used in peer-reviewed literature. It would be
helpful to see additional analyses of these data alongside their
conceptual frameworks and information on sample sizes and
sampling frames to help contextualize findings. Information on
local adaptations might also help understand the comparability
of findings.

311 |

Many of the frameworks reviewed illustrate how stigma and
discrimination are barriers to access across different points of
the HIV care continuum. Recent modelling has estimated that
reaching the UNAIDS societal enabler targets (which include
“less than 10% of people living with HIV and key popula-
tions experience stigma and discrimination”) will prevent 2.5
million new infections and 1.7 million AIDS-related deaths
by 2030 [59]. Understanding how stigma and discrimination
are being experienced, and being able to measure the impact
of interventions to reduce them all along the continuum of
care is critical to achieving global HIV targets, including the

Implications for the HIV continuum of care
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framework and measure(s).

Selecting a framework

Selecting measures

to use multiple measures?

Box 1: Considerations for selecting a framework and measure

This is not a stepwise process, simply guidance on issues to think through in trying to establish if existing HIV-related frame-
works and measures might fit well with your planned work. Attention is also needed to ensure good fit between the chosen

-What type(s) of HIV-related stigma do you want to address? Is there an existing framework that matches this scope?

-What population(s) are you planning to work with and where? Have any frameworks been used in these contexts before?

-Where on the causal pathway does this stigma sit in your work: is it a predictor, intermediate or outcome variable? Which
existing frameworks mirror this? And which ones also include other variables that you already think are important?

-Do you also want there to be attention to other, intersecting stigmas?

-What empirical or conceptual grounding underlying these frameworks aligns with your planned work?

-Based on the scope of your work, is there an existing single measure that can cover everything you need or might you need

-Whose perspective(s)/experience(s) does each measure capture? Does that align with what you want to learn?

-For each measure, has it been validated? In your population, language and context of interest?

-In each case, has its reliability, interpretability and responsiveness been assessed?

-What time period does the measure cover (ever, last 30 days etc.)? Will this help you learn what you need in your work?
-How specific are response options (e.g. Y/N vs. Likert scale) and does that match your needs?

“95%-95%-95%" targets for HIV testing, treatment and viral
suppression.

3.12 |

This review provides a comprehensive overview of existing
frameworks and measures to advance the science of HIV-
related stigma research. However, some limitations should be
noted. The review was limited to newer work published since
the publication of the original People Living with HIV Stigma
Index [13]. We analysed only scientific articles or reports so
that we could critically appraise the frameworks and mea-
sures, even as this may exclude the latest developments
recently published in conference abstracts. The frameworks
and measures reviewed are, to varying degrees, designed for
the context within which they were developed; while some
aspects might be universal, others may need to be refined for
use in other social, cultural and economic contexts.

Limitations

4 | CONCLUSIONS

Given the level of attention to addressing HIV-related stigma
and discrimination, this review is particularly timely and can
inform responses from global to local levels. The current
Global AIDS Strategy and the 2021 Political Declaration on
HIV and AIDS underscore the importance of addressing HIV-
related stigma and discrimination in order to achieve global
and national HIV targets. This will require rigorous measure-
ment of stigma and discrimination across different spheres,
including internalized stigma, and stigma and discrimination
in healthcare and law and policy. The challenge remains how
to do this with frameworks and measures that are both
locally appropriate and globally comparable. Experts in the
field from different stakeholder groups could usefully collab-
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orate to guide a more streamlined approach for the field.
People living with HIV must be at the centre of this work
and support will be required from funders, international agen-
cies and governments to ensure a process and outcomes that
might gain broad traction.

Most importantly, the goal must be to understand, mea-
sure and help mitigate and alleviate the impact of differ-
ent types of stigma. Frameworks and measures must be fit
to help direct investment, prioritize appropriate actions and
strengthen learning about effectiveness. This review provides
a basis to seek consensus about appropriate concepts and
measures to understand the experiences and drivers of stigma
for different people in diverse contexts around the world. It
is up to us all to ensure this consensus exercise takes place,
and that ultimately the results translate into reducing stigma
and enhancing the health, quality of life and human rights of
all people.
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