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Every year, nearly two million people worldwide
are newly diagnosed with HIV, and almost
one million people die of AIDS-related illnesses.

Self-stigma among people affected by HIV significantly contributes

to this ongoing crisis. Not only does self-stigma affect people's mental
health, but it also impacts on uptake of HIV testing, prevention and
treatment services. Crucially, for people living with HIV, self-stigma
often means that they don't access life-saving antiretroviral treatment,
that they become unwell or die.

We must therefore urgently invest in developing evidence-based
programmes that reach those most at risk of self-stigma. To do this,
we need to know what works.

Frontline AIDS has carried out a systematic review of available
evidence on what works to reduce self-stigma. The review found

a number of promising approaches: empowerment, economic
strengthening, cognitive behavioural therapy, and ensuring

access to antiretroviral treatment. However, more than a quarter of
evaluated programmes were ineffective in reducing self-stigma; and
marginalised populations, that may be most at risk of discrimination
and self-stigma, have largely been excluded from research.

This brief presents a summary of the article from the British
Medical Journal: Pantelic, M., Steinert, J, Park, J., Mellors,

S. and Murau, F. (2019), ‘Management of a spoiled identity:
Systematic review of interventions to address self-stigma
among people living with and affected by HIV. British
Medical Journal Global Health 2019, 4: 001285,




WHAT IS
SELF-STIGMA?

Stigma refers to negative public attitudes or discrimination towards

a group of people. Self-stigma occurs when a person who belongs

to a stigmatised group, for example a sex worker or person living with HIV,
internalises negative public attitudes and accepts them as valid.
Self-stigma is characterised by profound feelings of shame, worthlessness
and, at times, thoughts of suicide. Various forms of marginalisation can
contribute to self-stigma, including discrimination, poverty, punitive laws
and policies, and violence.

WHERE IS THE
EVIDENCE?

Our comprehensive synthesis of the evidence within low- and middle-
income countries identified a total of 20 unique studies examining what
works to address self-stigma. These studies represented the experiences
of 9,426 people in Uganda, Lesotho, Malawi, Ethiopia, South Africa,
Swaziland, Tanzania, Kenya, Thailand, China, Vietham, India and Nepal.

— We found a stark under-representation of marginalised communities
in self-stigma research (as shown in the table below).

Populations represented in

self-stigma intervention research

Adults living with HIV 12 studies AQ
Pregnant women living with HIV 5 studies '
Young people living with HIV O studies !
Men who have sex with men 1 study m
Sex workers 1 study a
People who inject drugs 1 study [Hm»—

Transgender people O studies #







ESN'T WORK?

Empowerment interventions consistently resulted in reductions in
self-stigma, with moderate to large effects.* 2 3* In empowerment
interventions, people living with HIV and sex workers were offered
skills-building and opportunities to mobilise, assert their rights,
and develop and implement their own anti-stigma interventions.

Importantly, in all of these studies, marginalised populations
played a critical role in the design and delivery of the intervention.
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Allinterventions that had an economic All studies that examined
strengthening component also resulted the effects of ART provision
in significant reductions in self-stigma, resulted in small to

with mostly moderate to large effects.>®7 moderate reductions in
Economic-strengthening interventions offered self-stigma ® 8101112
schemes for savings, housing and nutrition Of course, ART provision
support, as well as income-generating is a necessity for averting
activities. Food assistance had a small positive deaths, irrespective of its
effect on self-stigma reduction. effects on self-stigma.
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One small-scale study
(with 20 participants)
focused solely on providing
cognitive-behavioural
therapy, which resulted

in a significant reduction in
self-stigma.** However, to
inform scale-up we need
more research in this area.

Another study used cognitive behavioural
therapy and health education, for both

women living with HIV and their male partners
(separately), combined with psychological
support for the women.** The aim was to
reduce intimate partner violence, improve
communication skills and anger management,
and enhance health-seeking behaviours.

This intervention resulted in a significant
reduction in self-stigma, suggesting that it may
be beneficial to strengthen people's support
systems by providing psychological support to
people closest to those at risk of self-stigma.

Three studies that focused

on behaviour change for

people living with HIV, or other
marginalised populations, showed
no significant reductions in
self-stigma. Their main aim was

to alter behaviours that make
individuals more vulnerable to
acquiring or transmitting HIV.

This included interventions
focusing on reducing sexual

risk behaviours and alcohol use
through motivational interviewing;
and those aiming to improve ART
adherence and HIV testing uptake

through peer counselling. 4

The three studies focusing solely on
education related to stigma and/

or health did not result in significant
self-stigma reductions. This applies

to both interventions that aim to raise
awareness among individuals who have
internalised stigma, as well as among the
broader community, and suggests that
neither individual nor community level
knowledge about HIV and stigma are
sufficient to combat self-stigma. These
findings are in line with systematic review-
level evidence of interventions to reduce
self-stigma among people living with
mental health difficulties, which suggests
that psycho-educational interventions are
largely ineffective or reducing self-stigma.
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— By policy makers, funders and programme managers

We need funding, programmes and effective interventions to address
self-stigma. In particular, we need to:

1. Invest in interventions we know are effective, such as those promoting social
inclusion through empowerment and economic strengthening, as well as those
that improve access to health care.

2. Invest in interventions that are designed and delivered by representatives
of the communities that we aim to support.

3. Ensure that programmes reach those most at risk of self-stigma and scale
them up through active and meaningful partnership with communities.

4. Invest in more research to better understand what works in reducing
self-stigma, and in turn in improving self-worth and health-seeking behaviour.

5. Factor the complexities of self-stigma into research and programming,
including intersectional stigma and stigma related to other communicable
diseases that are common among communities affected by HIV.

— By researchers

We need to know more about what works to address self-stigma.
In particular, we need research to respond to the following questions:

1. What works for marginalised populations? The vast majority of research
has focused on people living with HIV. Of the three studies focusing
on marginalised populations, only one effectively reduced self-stigma.*
Only one study focusing on young people was identified, despite evidence
of high levels of self-stigma in this group. The intervention focused
on behaviour change for Thai young men who have sex with men through
motivational interviewing. It resulted in significant reductions in sexual
risk behaviour, but no changes in self-stigma, adherence to antiretroviral
treatment, alcohol and drug use, or general mental health.

2. How to address ‘intersectional’ stigma, which occurs among people who
belong to more than one stigmatised group. None of the studies examined this.

3. What works to reduce self-stigma related to communicable diseases
that are common among people living with or affected by HIV, for example
tuberculosis (TB) and viral hepatitis?



Mariam, 20, a peer educator
with the Frontline AIDS-run
Link Up project in Uganda.
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What is a systematic review?

A systematic review is a method used to synthesise a large body of
literature into a comprehensive, easily accessible and succinct summary

of the state-of-the-art evidence related to a specific research question.

It begins with a comprehensive search of the literature, including academic
outlets as well as policy reports and unpublished papers (‘grey literature’).

It defines inclusion and exclusion criteria, outlining which primary studies
should be taken into account, and then presents a narrative or quantitative
summary of the aggregated evidence, and assesses the quality of included
primary studies.

About this systematic review

As part of this systematic review, the authors searched eight databases and
contacted experts in the field of HIV stigma research to identify relevant
published or unpublished studies evaluating effectiveness of interventions
that aimed to reduce self-stigma in low- and middle-income countries.
The authors screened 5,880 potentially eligible studies, of which 20 studies
were included in the review. Two independent authors extracted information
from these 20 studies and appraised their quality using rigorous assessment
tools. For each included intervention, the researchers appraised the quality of
the evaluation methods used and summarised its impact on self-stigma by
calculating standardised effect sizes, indicating whether a programme a) had
the desired effect on self-stigma reduction (and to what extent); b) did not
reduce self-stigma; or ¢) was harmful in that it increased self-stigma.
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