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ABSTRACT

INTRODUCTION

International donors and UN agencies emphasise the
importance of human rights as a key determinant of HIV
vulnerability and of access, uptake and retention in HIV
prevention and treatment services. Yet, the extent to which
HIV researchers are incorporating rights into their research,
the specific rights being examined and the frequency of
research assessing rights-based approaches, is unknown.
Methods We examined all articles published in the five
highest impact-factor HIV journals: (1) Lancet HIV; (2) AIDS
and Behavior; (3) AIDS; (4) Journal of the International
AIDS Society (JIAS); and (5) Journal of Acquired Immune
Deficiency Syndromes (JAIDS), between 1 January 2017
and 31 December 2022, for reference to ‘human right(s)’
or ‘right(s)’. We analysed articles to assess: (1) what
populations were identified in relation to specific human
rights concerns; (2) what specific rights were mentioned;
(3) whether researchers cited specific legal frameworks;
and (4) if and what types of rights-based interventions
were examined.

Results Overall, 2.8% (n=224) of the 8080 articles
reviewed included a mention of ‘human right(s)’ or
‘right(s)’. Forty-two per cent of these (n=94) were
original research articles. The most common key
population discussed was men who have sex with
men (33 articles), followed by sex workers (21
articles) and transgender people (14 articles). Of the
94 articles, 11 mentioned the right to health and nine
referenced reproductive rights. Few articles identified
a specific authority—whether in national, regional or
international law—for the basis of the rights cited.
Fourteen articles discussed rights-based interventions.
Conclusion Despite global recognition of the
importance of human rights to HIV outcomes, few

HIV researchers publishing in the top five cited HIV
journals include attention to human rights, or rights-
based interventions, in their research. When rights are
mentioned, it is often without specificity or recognition
of the legal basis for human rights.

INTRODUCTION

The 1983 Denver Principles, developed by

‘the advisory committee of the People with

AIDS’, articulated five rights of those living

with HIV:

1. (The right) to as full and satistying sexual
and emotional lives as anyone else.

WHAT IS ALREADY KNOWN ON THIS TOPIC

= The protection of human rights is recognised by
international donors and UN agencies as critical to
achieving HIV goals and as central to multiyear strat-
egies to achieve an ‘end of AIDS’.

WHAT THIS STUDY ADDS

= Few articles published between 2017 and 2022 in
five HIV journals examine the impact of human rights
interventions, or specific rights abuses, on HIV out-
comes. Those that do mention human rights rarely
identify specific rights or their legal source.

HOW THIS STUDY MIGHT AFFECT RESEARCH,
PRACTICE OR POLICY

= Positive or negative human rights environments can
act as powerful structural mediators of biomedical,
behavioural and community-based HIV interven-
tions. More detailed attention to rights environments
and evaluation of rights-based interventions may
help explain variation in progress to end AIDS and

inform more effective approaches.

2. (The right) to quality medical treatment
and quality social service provision without
discrimination of any form including sexu-
al orientation, gender, diagnosis, econom-
ic status or race.

. (The right) to full explanations of all med-
ical procedures and risks, to choose or re-
fuse their treatment modalities, to refuse
to participate in research without jeop-
ardising their treatment and to make in-
formed decisions about their lives.

. (The right) to privacy, to confidentiality of
medical records, to human respect and to
choose who their significant others are.

5. (The right) to die—and to LIVE—in

dignity."

These rights, to health, to non-
discrimination, to information, to privacy and
confidentiality and to dignity, are core prin-
ciples of international human rights treaties,
starting with the Universal Declaration of
Human Rights adopted by the United Nations
General Assembly in 1948. The Denver Prin-
ciples put forward a radical subjectivity and
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launched a recognition that addressing the HIV epidemic
required respect for human rights and partnership with
communities most affected.

Following the example of anticolonial movements in
India, the US civil rights movement, the anti-apartheid
struggle in South Africa and the Mothers of the Plaza
de Mayo in Argentina, HIV activists engaged in civil
disobedience and at times used dramatic tactics—die-ins,
blocking or storming various government office build-
ings and interrupting scientific conferences and news
programmes—to draw attention and to call for respect
for rights and redress for injustice.” Community-based
organisations and non-governmental organisations
designed rights-based interventions, addressing stigma
and discrimination and targeting legal and political
determinants thatinfluence vulnerability to infection and
access to prevention and treatment.* Realising human
rights and gender equality was also identified by the Joint
United Nations Programme on HIV and AIDS (UNAIDS)
as critical to achieve an end to the HIV epidemic.”

Yet, these goals have been elusive and even in places
where overall HIV incidence is decreasing the continued
political and social exclusion of key populations—sex
workers, transgender people, gay and bisexual men and
other men who have sex with men, people who inject
drugs, and prisoners—has hindered progress in efforts
to end the AIDS.® According to UNAIDS, key populations
and their sexual partners accounted for 70% of the new
HIV infections in 2021, despite being less than 5% of
the global population.” Punitive laws and practices that
target these populations can increase their vulnerability
to infection, limit access to treatment and threaten their
lives.” Thus, UNAIDS, the UN Development Programme
(UNDP) and the Global Fund to Fight HIV, TB and
malaria promote programmes to address inequities,
social exclusion and human rights in their HIV strategic
plans.” Specific human rights indicators for achieving
these goals include that less than 10% of countries crimi-
nalise sex work, the possession of small amounts of drugs
or same-sex sexual behaviour. Another human rights-
related indicator is that less than 10% of people living
with HIV and key populations should lack access to legal
services by 2025.”

However, despite these rights-based programmes, indi-
cators and goals, human rights research published in
HIV focused academic journals—including the analysis
of the impact of rights violations and rights protections
on vulnerability to HIV infection, as well as access to and
retention in treatment—is rare. To better understand
the degree and the characteristics of HIV and human
rights research published in leading HIV journals, we
conducted a targeted literature review of the five most-
cited HIV journals.

METHODS
We searched SCOPUS for articles published in the five
highest impact-factor HIV journals: (1) Lancet HIV; (2)

AIDS and Behavior; (3) AIDS; (4) Journal of the Interna-
tional AIDS Society (JIAS); and (5) Journal of Acquired
Immune Deficiency Syndromes (JAIDS), between 1
January 2017 and 31 December 2022, containing the
terms ‘human right(s)’ or ‘right(s)’.

Among articles initially identified, we reviewed each
article and excluded those that did not include at least
one of the terms within the main body of the article
(excluding references, author’s affiliations or copyright
text). We next divided articles into research articles or
other formats (eg, commentary, profile, letters, view-
points, etc.).

Finally, we analysed each remaining research article to
assess: (1) what populations were identified in relation to
specific human rights concerns; (2) what specific rights
were referenced; (3) whether researchers referenced
specific legal frameworks; and (4) if and what types of
rights-based interventions were examined. Articles were
examined independently by each author. Differences in
categorization or interpretation were resolved through
discussion until consensus was reached.

RESULTS

Overall, 2.8% (n=224) of the 8080 articles published in
the five most highly cited journals over a 6-year period
included a mention of ‘human right(s)” or ‘right(s)’.
Forty-two per cent of these (n=94) were original research
articles and 58% (n=130) were of another format
(figure 1).

Examining the number of research articles mentioning
human rights by journal and year, we found that the
overall number of articles varied little over the time
period (average: 15.7; range: 10-21). More biomedically
oriented HIV journals, such as AIDS and Lancet HIV,
rarely published research articles mentioning human
rights, while broader interdisciplinary journals such as
JIAS and JAIDS published research articles mentioning
human rights somewhat more frequently, and AIDS and
Behavior, which includes an explicit focus on behavioural
research in its stated aims, published more than 60% of
all articles identified (table 1).

Further analysis of the 94 research articles mentioning
‘human right(s)” or ‘right(s)’ examined the specific
populations studied, the specific rights referred to and
the extent to which authors referenced specific legal
frameworks or rights-based interventions.

Whose rights?

Articles mentioning rights most often focused on men
who have sex with men (33 articles), followed by sex
workers (often female sex workers) (21 articles) and
transgender people (usually transgender women) (14
articles). Adolescents (12 articles), people who inject
drugs (7 articles), women (5 articles), serodiscordant
couples (4 articles), potential parents or parents living
with HIV (3 articles), people who are incarcerated (2 arti-
cles), refugees and migrant population (2 articles) and
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Figure 1 Selection of articles.

older adults (1 articles) were also identified. Thirteen
articles mentioned the rights of people living with HIV
generally.

What rights?

The specific rights discussed varied widely. Of the 94
articles referring to rights, 11 mentioned the right to
health, either broadly or less often with mention of
specific elements of the right to health. However, even
when articles were more specific, authors did not always
define the right to health in a comprehensive manner,
as in an article in JIAS that referred to the right to inclu-
sive healthcare and necessary and appropriate health
services''—components of the right to health that more
fully include rights of non-discrimination and the avail-
ability, accessibility, acceptability and of high quality of
healthcare."!

Nine articles referenced reproductive rights for
serodiscordant couples or women living with HIV and
family planning."*™ This was also referred to by some
authors as the ‘right to bear children’. Sexual rights

were often mentioned without more specificity. For
example, the only substantive reference to rights in a
2022 article that explored the role of pleasure in sexual
decision-making for transgender sex workers, was the
claim that ‘prevention interventions must ...include
considerations of sexual well-being, satisfaction and
rights’.?' The authors did not explicitly define sexual
rights or identify bodily autonomy as a right, nor how
consideration of sexual rights should be addressed in
prevention interventions.

Another vague reference to human rights was mention
of the ‘right to refuse’, which was discussed in eight arti-
cles, some referring to the right to refuse treatment, right
to refuse testing and the right to confidentiality (such as
not sharing test results without consent). There were also
five articles referencing human rights violations without
identifying a specific right being violated: for example, a
2017 article on the impact of physical and sexual violence
on female sex workers in Cote d’Ivoire mentions that
‘sustained violence’ is a human rights violation.*

Table 1 Number of research articles Mentioning ‘human right(s)’ or ‘rights’ in main text by journal and year

Year JIAS Lancet HIV AIDS JAIDS AIDS and Behavior  Total
2017 2 3 0 4 5 14

2018 4 0 1 4 12 21

2019 1 2 0 3 10 16

2020 8 0 0 0 10 15

2021 1 0 0 3 6 10

2022 ) 0 0 0 15 18

Total 16 (17%) 5 (5%) 1(1%) 14 (15%) 58 (62%) 94 (100%)
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What authority is identified for human rights?

Few articles reviewed identified a specific authority—
whether in national, regional or international law—for
the basis of the rights cited. For example, articles included
claims such as ‘people living with HIV have the right to
healthcare’ or ‘interventions must protect human rights’
without mentioning specific government obligations
or limitations of the referenced rights. Among articles
discussing men who have sex with men and transgender
women, there were frequent references to ‘LGBT rights’
as a way to describe a broad range of rights (both civil
and political rights as well as economic and social rights)
that are relevant to the discrimination and criminalisa-
tion that many LGBTQ+ individuals face.

As an example of how rights are discussed discursively
instead of within an analytical framework, in Johnston
et al” the authors focus on the high prevalence of HIV
among MSM and sexual minority adolescent boys in
Indonesia. While the authors mention in the abstract
that ‘structural factors...restrict rights of young MSM’,
no further mention of rights is made in the article, nor
analysis of how rights restrictions specifically influence
HIV risk.” In the study by Vu and Misra,** which focused
on female sex workers in Tanzania, rights are mentioned
three times. Twice the authors mention the need to
promote human rights of sex workers, and once they
mention the need for sex worker education on rights.
Although the authors mention rights in the context of
the need to decriminalise sex work and prevent police
harassment, there is no mention of the specific rights, or
the basis of those rights, that would ground such claims.**

Specific legal frameworks (or guidelines) were
mentioned in four of the reviewed research articles. A
2018 paper in AIDS and Behavior that examined the risk
environment for female sex workers discussed labour
rights with definitions from the International Labor
Organization.” Another paper in AIDS and Behavior
used WHO and UNAIDS guidelines for sexual and repro-
ductive rights in their discussion of women living with
HIV who wish to become parents.'® A 2019 paper in AIDS
and Behavior on HIV risk factors and syndemic experi-
ences of the LGBTQ+ community in Jamaica mentions
guidelines from the Inter-American Commission on
Human Rights and specific legal statutes in Jamaica.26 A
2018 paper on the HIV treatment cascade in South Africa
mentioned their national Bill of Rights, which includes
the right to live free from discrimination.?” None of the
articles reviewed referenced international human rights
treaties, the foundation of modern human rights law.

How are rights-based HIV interventions described?

Fourteen of the 94 articles which mention rights discussed
rights-based interventions, but only four discussed these
interventions in depth. Most mentioned rights inter-
vention in the introduction or conclusion in a general
statement like ‘rights-based interventions are needed’.
An exception was a 2021 paper in AIDS and Behavior on
the results of the Advocacy and other Community Tactics

Box 1 Key human rights relevant to the HIV response

1. The rights to non-discrimination, equal protection and equality
before the law.
The right to life.
The right to the highest attainable standard of physical and mental
health.
The right to liberty and security of person.
The right to freedom of movement.
The right to seek and enjoy asylum.
The right to privacy.
The right to freedom of opinion and expression and the right to
freely receive and impart information.
9. The right to freedom of association.
10. The right to work.
11. The right to marry and to found a family.
12. The right to equal access to education.
13. The right to an adequate standard of living.
14. The right to social security, assistance and welfare.
15. The right to share in scientific advancement and its benefits.
16. The right to participate in public and cultural life.
17. The right to be free from torture and cruel, inhuman or degrading
treatment or punishment.

w
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Project, which addressed barriers to HIV care for gay and
bisexual men and transgender women in seven countries
(Burundi, Cameroon, Cote d’Ivoire, Ghana, Zimbabwe,
Dominican Republic and Jamaica).®® An article by
DeBeck et al, which presented a systematic review of crim-
inalisation of people who use drugs, also includes a brief
mention of human rights-based approaches to harm
reduction in Australia.”

DISCUSSION

In 1996, The Office of the High Commissioner for
Human Rights and UNAIDS adopted International
Guidelines on HIV and Human Rights.” They were
intended to illustrate a rights-based framework to guide
the response to HIV, recognising that an extensive array
of human rights affect vulnerability to HIV infection and
that protecting these rights are critical to a successful
HIV response (box 1).

However, our review found that HIV research, reflected
in five prominent HIV journals, rarely identifies rights as
determinants. When they do, rights are often referred to
in vague ways and with little awareness of their relation
to law and state obligation. In the articles we reviewed,
rights were most often mentioned only briefly, in the
introduction or conclusion of the article.

When rights were mentioned, they were often
attributed to the rights of specific groups rather than the
experience of individuals—for example, as an exposure
variable. This both weakens any analysis of the impact
of human rights on HIV vulnerability and ignores the
intersectional nature of individuals assigned to a specific
‘key population’. Less often, broad mention is made to
the importance of interventions that are ‘rights-based’,
omitting details of what rights and how interventions
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can increase respect for individuals’ rights. Without
research clearly linking the protection of human rights
to the vulnerability of individuals to HIV infection and to
treatment access, uptake and retention, HIV researchers,
programme implementors and donors are only able to
invoke right-based approaches rather than measure their
effectiveness.

Framing the vulnerability of a specific population in
terms of specific human rights both clarifies potential
areas for intervention and elucidates the obligations of
state actors. For example, criminalising homosexuality,
as in some countries in Sub-Saharan Africa, violates the
rights of LGBTQ+ individuals under national, regional
and international human rights law, including the right
to health, as well as the rights to freedom of expression
and association, privacy, equality and non-discrimination,
guaranteed in both regional agreements (such as the
African Charter on Human and Peoples’ Rights, the
Maputo Protocol on the Rights of Women in Africa and
the East African Community HIV and AIDS Prevention
and Management Act), and in international treaties
(such as the International Covenant on Economic, Social
and Cultural Rights and the Convention on the Elimina-
tion of All Forms of Discrimination Against Women).

Access to medicines (including harm reduction,
antiretroviral medicines and pre-exposure prophylaxis)
has also been recognised as an essential component of
the right to health.” The Committee against Torture,
the Special Rapporteurs on Torture and on Health and
the Committee on the Rights of the Child have all raised
concerns about the failure to provide adequate and appro-
priate health services to people who use drugs and the
use of detention and forced labour in lieu of voluntary,
community-based and evidence-based approaches, which
they identify as potentially amounting to cruel, inhuman
and degrading treatment.”® The right to HIV medicines
and the right to be free from violence have similarly been
articulated by human rights experts, drawing on state
obligations in international treaties, regional agreements
and national constitutions.”**

While it is easier for researchers to include a passing
mention of the rights of a population or the right to
health than to identify where these rights originate, what
authority they have, and how the realisation of these rights
affect HIV vulnerability, vague references to rights do
little to advance our understanding of HIV vulnerability
or of effective HIV interventions. Similarly, referencing
terms such as ‘social justice’ or ‘equity’ without further
context, has limited value in advancing our knowledge of
vulnerability and effective responses.

Despite the lack of attention to rights in the journal
articles reviewed, scholars are critically examining the
impact of human rights at an ecological and individual
level. Studies have examined the correlation between
human rights treaty ratification by countries and child
survival and other health indicators.”” ** Researchers
have also used modelling to examine the relationship
between the criminalisation of key populations such as

sex workers, LGBTQ+ populations and persons who use
drugs and HIV prevalence. For example, Shannon et al
found that the elimination of sexual violence against sex
workers in Kenya and Canada could avert 17% and 20%
of HIV infections, respectively, over a decade. Decrimi-
nalisation of sex work would avert 33%-46% of HIV
infections, greater than the number of infections averted
from scaling up ART among FSWs and their clients or
increasing coverage of sex worker-led outreach.”’

Strathdee et al, found that over a b-year period,
HIV prevalence could be reduced by 41% in Odessa
(Ukraine), 43% in Karachi (Pakistan) and 30% in Nairobi
(Kenya) through a 60% reduction of the unmet need of
programmes for opioid substitution, needle exchange
and antiretroviral therapy. Elimination of laws prohib-
iting opioid substitution with concomitant scale-up could
prevent 14% of HIV infections in Nairobi.™ In Zambia,
research on HIV and TB in prisons examined access to
testing and treatment as well as variables related to the
right to due process (including the length of time before
detainees saw a judge, access to bond or bail, and overall
length of time awaiting trial).*

Each of these interventions could be defined without
regard to human rights, but each is firmly grounded in
protecting rights—to the highest attainable standard of
health, freedom from violence, access to evidence-based
medicines, and so on. By identifying these interventions
as both effective and rights-based, governments are less
able to dismiss their obligation to implement these inter-
ventions. International donor agencies, such as PEPFAR
and the Global Fund, have increasingly recognised the
importance of rights-based interventions that promote
rights literacy and facilitate the protection of individual
rights.

For example, in Mozambique, PEPFAR has funded
initiatives to train healthcare providers in human rights,
implement community-led monitoring of human rights
violations, increase patient legal literacy and address
harmful gender norms.* The Global Fund to Fight HIV,
TB and malaria launched in 2017 the Breaking Down
Baprriers initiative, that provides funding for programmes
addressing human rights barriers to HIV, TB and malaria
services in 20 countries. The initiative has supported the
training of sex workers and other key populations to
serve as peer paralegals, to prevent police harassment
and intimidation and to advocate for access to preven-
tion and treatment as well as the right to safe labour prac-
tices and sexual health services."' As more international
funding is placed into these types of programmes, it is
critical that HIV researchers measure and report on their
impact.

CONCLUSION

From the start of the HIV epidemic, HIV activists have
emphasised that protecting human rights is critical to
HIV prevention and ensuring access to treatment. They
have also highlighted the importance of human rights
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to reducing global health inequities and to mobilising
social movements. Researchers from a broad range of
disciplines have examined these relationships, describing
mechanisms of vulnerability, political determinants of
access to HIV prevention and treatment and innovative
rights-based interventions.”™ Yet, between 2017 and
2022, the most cited HIV journals rarely mentioned
human rights, and when rights were mentioned, they
were nearly always referred to imprecisely and without
reference to their legal basis.

Explicitly identifying human rights, as well as the
state obligations related to them, is needed to ‘close the
gap’ in reaching global HIV goals, and in furthering
the development of new approaches to global health
practice.” Identifying human rights as a determi-
nant of health, and then building interventions that
promote human rights and facilitate redress for those
whose rights have been violated fosters accountability
of governments (and government actors such as police
and health workers), donors, corporations and others
whose power allow them to act with impunity. This
struggle for freedom against the abuse of power and
demand for local, autonomous decision-making is also
at the heart of efforts to decolonise global health, and
the longstanding work of activists demanding commu-
nity empowerment and decision-making. Studying the
relationship between human rights and HIV prevention
and treatment helps render visible the political and
social responses needed to end AIDS. By aligning HIV
efforts with an explicit understanding of human rights,
HIV interventions will be able to expand their reach
and increase their effectiveness.

Twitter Joseph J Amon @joeamon
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