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Abstract

Kenya encourages HIV testing and notification services, especially for key and affected populations
(KAP), in order to identify persons living with HIV and link them to treatment. Kenya and international
supporters of its HIV program have sought to scale up these services through increased capacity
and training. However, little is known about how the HIV strategy is implemented and sustained,
particularly regarding human rights. Kenya aspires to support human rights in adherence to a human
rights-based approach (HRBA) to HIV. This exploratory qualitative study assesses Kenya’s progress
in implementing an HRBA to HIV. KAP participants conveyed mixed perspectives on their HIV care
services, conveying distrust in Kenya’s public health care system while also recognizing improvement in
some patient-provider interactions. Providers see the need to better engage KAP through community-
based organizations and undergo improved, consistent training to sustain practices and policies that
promote their rights realization. We believe that our study contributes to both HIV and human rights
research by capturing successes and challenges in Kenya’s implementation of an HRBA to HIV. These
findings should inform future collaboration between Kenyan health authorities and KAP, and shape

HIV policies and practices to improve health care utilization and human rights realization.
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Introduction

Human rights-based approaches (HRBA) are a
field of study within legal and public health re-
search. HRBA is a conceptual framework based on
international human rights norms and laws and
is, operationally, oriented to the protection, re-
spect, promotion, and fulfillment of human rights
that anchors public authorities (duty-bearers) to
be accountable to individuals and communities
(rights-holders) when developing, implementing,
and evaluating programs and policies.! In prac-
tice, following an HRBA means integrating the
principles of nondiscrimination, participation, em-
powerment, accountability, and linkages to other
rights into the design, implementation, monitor-
ing, and evaluation of health-related programs and
interventions.?

Scholars identify rights-based approaches
to health, deriving them from best practices and
lessons learned, which informs policy development
and contributes to advocacy for human rights and
health> Better understanding the “approach” in
HRBA could bolster the monitoring and evaluation
of a program, policy, or practice and support the
construction of indicators for achieving rights re-
alization in service to supporting health outcomes.*
Operationalizability is important to avail HRBAs
of the policy analysis capacities that many public
health professionals are trained in and to provide
legal analyses and respective tools to support
accountability.s

HRBAs are significantly discussed within
the context of HIV.® An investigation into whether
and how a rights-based approach is adhered to, in
a context where public health authorities embrace
HRBAs and recognize the right to health, could
yield rich outcomes describing the implementation
successes and challenges that come with operation-
alizing an HRBA to HIV. Developing a practice
for HRBAs would include measurable—and con-
textual—indicators both for achieving targets in
HIV testing, treatment, and prevention and for
comprehensively realizing human rights among
people living with HIV and key populations at risk
of acquiring HIV?

Background

HIV and human rights in Kenya

Kenya recognized the human right to health in
its 2010 Constitution.® The HIV and AIDS Pre-
vention and Control Act (2006) enumerates the
rights of people living with HIV that are inherent
to realizing the right to health (including consent,
confidentiality, and privacy).® In addition, Kenya
is a signatory to numerous international human
rights treaties whose committees (the authori-
ties overseeing each treaty’s implementation and
growth) have recognized the right to health, includ-
ing for the Convention on the Rights of the Child,
the Convention on the Elimination of All Forms of
Discrimination against Women, and the Interna-
tional Covenant on Economic, Social and Cultural
Rights.* Kenya is also a member of the East African
Community, which passed (and Kenya assented to)
the HIV and AIDS Preventions and Management
Act (2012)."

Kenya’s HIV epidemic remains substantial.
Kenya is one of the top five most-burdened coun-
tries globally in spite of successes in expanding HIV
testing and connecting people living with HIV to
treatment.” In Kenya, the burden of HIV falls dis-
proportionately on “key and affected populations,”
or KAP, a group of communities that includes gay
men and other men who have sex with men (MSM),
people who inject drugs (PWID), female sex
workers (FSW), and young women aged 15 to 24.
Approximately half of all people living with HIV in
Kenya were unaware of their HIV status in 2018.%
Testing rates among key populations and young
women remain suboptimal: while 80-90% of FSW
in Kenya report having tested for HIV within the
past 12 months, only 77% of MSM, 84% of PWID,
and about 50% of women aged 15-19 report having
done so (though 80% of young women aged 20-24
reported testing).”

To address this health inequity, the Kenyan
National AIDS and STI Control Programme, the
Ministry of Health, other Kenyan public health
authorities, and international supporters such as
the US President’s Emergency Plan for AIDS Relief
(PEPFAR) have been scaling up their HIV testing
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strategies to increase testing rates and to widely
implement assisted partner notification services in
order to identify peopleliving with HIV and connect
them to treatment. (On January 1, 2020, PEPFAR is-
sued guidance to its programs and partners calling
for the suspension of partner notification services,
citing concerns raised over confidentiality, consent,
and respect for human rights, particularly among
key and affected populations such as sex workers,
MSM, and adolescent girls and young women. This
guidance came after our study’s data collection had
concluded.)*

Voluntary testing for HIV, and encouraging—
without coercing—partner notification services,
are cornerstones of the rights-based approach to
HIV.” The National AIDS and STI Control Pro-
gramme’s 2015 HIV Testing Services Guidelines
detail several approaches to facilitate access to HIV
services, testing, and treatment. Primary approach-
es involve facility- and community-based settings
that offer both client- and provider-initiated testing
and counseling.® Assisted partner notification ser-
vices have been particularly effective in identifying
persons for outreach and testing, utilizing an index
case (a person living with HIV) to identify other
parties to simplify case finding. Building several
avenues to connect persons at risk for HIV, or liv-
ing with HIV, is a public health priority.»

HIV and patients’ rights

Human rights concerns with HIV testing and
notification services relate to how these strategies
pursue their objectives to increase testing rates,
with particular attention paid to communities
already experiencing vulnerability with respect
to their rights. KAP in Kenya and elsewhere have
described their fears of coerced disclosure, erasure
of privacy and confidentiality, heightened stigma-
tization and resulting discrimination, and violence
(physical, emotional, and otherwise) from their
partners, families, or communities.>* Such fears are
not based solely on perceptions; sex work is illegal
in Kenya, as is homosexual behavior and drug use.
Young women in Kenya and East Africa experience
pervasive forms of coercion, which hinders their
autonomy and rights realization.”
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Fear of coercive approaches to encourage
testing undermines both health objectives and
individuals’ rights. In 2013, the nonconsensual dis-
closure of individuals’ HIV positive status in Kenya
was strikingly commonplace, and coerced testing
was also prevalent, affecting community perspec-
tives on health services and HIV testing generally.>>
A 2016 qualitative study in Kenya found that indi-
viduals’ sex highly influenced how and when they
disclosed their HIV status, with some women ex-
pressing fear of social and financial abandonment
or violence if they disclosed their status.» A 2018
study echoed these findings, reporting that 13% of
Kenyan women living with HIV were unlikely to
disclose to their partners.>

Effective HRBAs to HIV training require a
strong legal and policy framework for education
and practice, and as of 2020 neither the National
AIDS and STI Control Programme’s guidelines
for partner notification services nor the required
privacy regulations under the 2006 HIV and AIDS
Prevention and Control Act were being implement-
ed. The laws that exist in Kenya are meaningful
only if the rights they protect are perceived as real
and held by KAP—and if, where violations occur,
the violators are held accountable swiftly and
transparently.

Assessing Kenya's HRBA to HIV

Our exploratory qualitative study examined how
Kenyan health care professionals implement a
rights-based approach to HIV testing and notifi-
cation practices with respect to KAP. At the same
time, we spoke with KAP individuals to better un-
derstand why they under-test relative to their risk,
what they perceive as barriers and areas for reform,
what concerns they have regarding disclosure, and
how those concerns might be addressed.

The key research questions were as follows:
(1) How is Kenya implementing an HRBA to HIV
testing and assisted partner notification services?;
(2) How are KAP experiencing these services?;
and (3) Where can Kenya strengthen its HRBA to
ensure KAP’s rights realization and utilization of
HIV services? We posit that perspectives, attitudes,
and opinions from rights-holding communities
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(KAP in our study) provide a measurable indicator
for rights realization (the self-perceived enjoyment
of rights and means to redress violations thereto)
and, importantly, assessing how effectively a public
health program or policy adheres to a rights-based
approach. HRBA studies are infrequent in the
public health literature, and studies on HRBA
implementation even more so. Our study aimed
to help bridge the gap between theoretical HRBAs
and applied HRBAs within Kenya’s HIV and KAP
context.

Limitations

Measuring the impact of HRBAs is challenging,
particularly as perceptions of one’s rights real-
ization may be subject to several intersectional
determinants. Our hypothesis—that Kenyan
KAP’s perceptions of their rights and Kenya’s HIV
programs can function as one possible indica-
tor—is novel but contributes to understanding the
successful operationalization of HRBAs to HIV.

Methods

Our protocol and other methodology details have
been published in another issue of this journal. In
brief, we worked with community-based organiza-
tions to establish four study sites across southern
Kenya that represent significant population centers
for the four KAP communities included: Nairobi
(MSM), Mombasa (PWID), Kisumu (FSW), and
Homa Bay (young women). Table 1 summarizes
our engagement with participants. We also invit-
ed senior leadership from Kenya’s HIV programs

TABLE 1. Participants

to participate, and we informed pertinent county
and national authorities of our study’s purpose and
utility.

Kenyans familiar to these communities
transcribed the interview recordings. Interviewers
provided analytic memos following their transcrip-
tion to ensure that our analysis was informed by
and reflected participation from the communities.
A Kenyan qualitative analyst provided memos for
each study site’s outcomes; we (the authors) then
conducted a legal analysis based on these memos
and the original transcriptions.

We adopted a grounded theory approach for
this study. However, we hypothesized that human
rights realization as enabled through a rights-based
approach to HIV testing will contribute to greater
trust and confidence in the health care system and
result in more persons at risk for HIV voluntarily
testing and using notification services.

Results and discussion

Several participants reflected positively on their
interactions with HIV care services; many felt that
their situation had improved compared to earlier
accounts from their own histories or the shared
experiences within their groups. Nevertheless, our
results indicated mixed sentiments among KAP
with regard to government-affiliated health ser-
vices. While we found only a few disagreements,
the general consensus was that KAP are not utiliz-
ing services (including testing services) owing to a
lack of trust, confidence, and continued stigmatiza-
tion or anticipation of stigma.>* We interpret KAP’s

Study site (KAP community) Number of participants in focus | Number of participants in in- Number of participants in in-

group discussions (KAPs) depth interviews (KAPs) depth interviews (health care
professionals)

Nairobi (MSM) 9 2 2

Mombasa (PWID) 9 3 2

Kisumu (FSWs)t 9+2 0 0

Homa Bay (young women) 8 2 4

TOTAL* 37 7 8

*n=52

+ No suitable in-depth interviewees were identified or willing and able to participate in Kisumu. A small (n=2) group interview with FSWs
independent from the focus group discussion provided similar outputs as the focus group discussion.
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under-utilization of HIV testing and notification
services as relating to under-implemented mecha-
nisms for the protection, respect, promotion, and
fulfillment of the rights to privacy, confidentiality,
consent, and dignity.”

Men who have sex with men expressed distrust
and anticipation of stigma from interactions
with public health care providers.

Interviewees reported feeling objectified by health
care providers and having their confidentiality and
privacy breached through gossip. They also noted
the comparative lack of KAP-friendly services in
Kenya outside of Nairobi. Given that homosexual
activity is illegal in Kenya, MSM participants were
concerned about having any records that might
be accessed and put them in future jeopardy. One
MSM interviewee in Nairobi said:

You know government facilities, people know that
they’re owned by government. [T]hey keep records,
they keep reports, people will fear the government
facility has to say how many gay men did you see?
How many sex workers did you see? Do you know
where they live? That fear of giving real information
that they feel it may end up with the government.

Judgmental interactions also diminished MSM
participants’ trust and confidence in their health
care providers. For example, one health care work-
er told a patient that they needed to “change their
sexuality” and “needed prayers to change [their]
way of living.”

MSM participants did not want to lose con-
trol of their privacy and personal information,
and they worried that disclosing their status might
encourage violence against them. They shared the
perception that testing is mandatory at government
hospitals and clinics, which by itself might act as a
barrier to testing.

People who inject drugs expressed concerns
about interacting with government-affiliated
authorities, stemming from histories of negative
interactions and prejudice.

Participants felt stigmatized when interacting
with public health care services, notably at the
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point-of-care level provided by nurses. One PWID
interviewee said, “I cannot trust [them] because
of the way they treat us, both nurses and doctors
treat us as animals. They use so many harsh words
on us that’s why we tend to avoid such places.” If
community-based organizations and KAP-friendly
services are not available, PWID health care-seek-
ing is less likely or is delayed. At the same time,
PWID were more accepting of partner notifica-
tion services. They felt that once a person’s status
is known, sharing that status with others in their
community is proactive and supportive of others’
testing. Still, PWID felt that their rights are often
precarious, particularly when interacting with
police and government-affiliated services (that may
expose them to police).

Female sex workers felt vulnerable to coercion
and prejudice.

FSW participants in Kisumu harbored negative
sentiments toward government facilities and nurses
in particular. They expressed reservation in sharing
information with health care providers out of con-
cern for their confidentiality and privacy, noting
that health care providers and workers tend to gos-
sip, which can lead to disclosing patients’ personal
information. Multiple interviewees felt that some
providers coerce their community to test, and sev-
eral felt that providers are judgmental and unlikely
to respect privacy and confidentiality. While most
FSW participants felt that partner notification ser-
vices are beneficial, some also had concerns over
how Kenya has encouraged partner notification
in its HIV testing and treatment strategy. They felt
particular pressure to provide contacts for partner
notification services and to disclose one’s HIV sta-
tus (or allow it to be disclosed) to third parties.

On the topic of confidentiality, one sex worker
from Kisumu said:

Thirty minutes after testing positive, you will see four
people—the person for PNS [partner notification
service], another with a file, and allocator for
treatment, including the adherence counselor
crowding, so it is stressful. Even the guys who dish
out food will get to know that somebody tested
positive. No confidentiality because of the numbers
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that NGOs [nongovernmental organizations] want.

Experiences like this may not be universal, but
any incident can be shared to other members of
the KAP community and influence that person’s
perception just as much as it would the victim of a
rights violation.

Young women shared positive interactions with
health care professionals, while also reflecting
experiences of disrespect and paternalistic
attitudes.

Young women in Homa Bay reported that their in-
teractions with health care professionals are often
constructive. At the same time, they shared instanc-
es of being disrespected on account of their age or
sex, and several participants reported that coercion
to test for HIV or pregnancy is commonplace. Sev-
eral young women stated that NGOs “should stop
pressuring their employee[s] to find HIV positive
clients during testing” and that they themselves
“have been pressured to test for HIV.” One woman
even remarked, “HIV is nowadays a compulsory
test.” Shared experiences informed perceptions: if
another young woman in a community had a posi-
tive or negative experience with a particular health
care provider or clinic, her experience had an im-
pact on how other young women engaged with that
provider or clinic. Young women were particularly
concerned about social stigmatization, including as
a result of being seen in or near an HIV clinic.>®

Health care professionals recognized
significant hurdles in building trust with KAP
communities.

Health care professionals recognized that the un-
acceptance of KAP—socially and legally—impedes
their HIV testing and health care utilization.
Several professionals reported having received
trainings on sensitization or human rights but
noted that these trainings were inconsistent and
under-resourced. One interviewee, a senior HIV
policy expert in Kenya, reported that providers
do receive training on human rights and National
AIDS and STI Control Programme guidelines for
HIV testing and notification services; however, no

other health professional interviewee (including
providers) personally recalled receiving formalized
training or comprehensive human rights educa-
tion. Several noted that the key issue for providers
is attitude, with one interviewee stating, “That is
the most important thing because they already
have the technical trainings on the services that
they need to get and everything else, the biology,
it’s just all about the attitude which includes the
human rights-based training.”

praised  community-based
organizations and community partnerships in
identifying and empowering peer leaders to en-
courage HIV testing, disseminate information, and
form support groups. Interviewees recognized that
legal awareness for patients’ human rights is un-
derdeveloped, even where clinics or hospitals have
written policies or standards of practice outlining
the rights. The under-enforcement of protocol
compliance may lead health care professionals to
inadvertently violate rights, as may the zealous
pursuit of a public health objective without con-
sideration for human rights. The concern raised by
some KAP that HIV testing contributed to reach-
ing a quota was noted by a health care professional
interviewee as well:

Interviewees

We often go for [rapid results initiatives], which
sometimes motivate health care providers walking
door to door where they get people in the villages,
convince and test them. What is bringing the
services down and making people fear is the habit
looking for number! And giving people targets that
you must test this number of people within this
time. This has made it humanly difficult, and even

worse for those found to be sero-positive.

Key findings for HIV testing

Perspectives from KAP indicate that Kenya’s HRBA
is insufficiently understood and implemented at
the point of care. The disconnect between what
may be espoused as a norm or policy and what is
experienced within the scope of that policy’s ef-
fectuation mirrors the rights context for KAP in
Kenya. Health professional interviewees appeared
sincere in their commitment to ensuring that all
patients are treated well regardless of their demo-
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graphics but recognized that incidents occur that
might undermine trust building and fidelity to
training or best practices. Speaking about the rural
community context in particular, one health care
professional from Homa Bay said:

I have seen a lot of people literally running away
when you approach their villages because they
associate your with previous project that came tested
them, took their results away and left them there
... little do the providers consider the psychological
torture left with the individual after knowing their
status.

Perceptions that HIV testing is required in order
to access other services is troubling. One FSW
participant said, “Many sex workers know their
status because when you go to the hospital, the first
mandatory thing they do before you see the doctor
is being tested. If you don’t get tested, then you are
not going to get any treatment.” Testing is, as a mat-
ter of Kenyan law and global norms, supposed to
be entirely voluntary, yet concerns from each KAP
study group challenged the voluntariness of HIV
testing in Kenya.»

Participants from all study sites noted that
fear of a positive result discourages some individ-
uals from testing for HIV and accessing health
services, underscoring the importance of counsel-
ing services. The importance of this finding is that
it shows that these communities do not need to
have personal experiences or patterns of experience
that dissuade them from going to clinics—they
need only be afraid of disrespect or a violation of
their rights, including their dignity>* Addressing
fear, then, must go beyond the mere presence of an
HIV clinic or provider. One health care profession-
al from Homa Bay summed it up well: “You have
built it and they don’t come. Why? We have health
facilities where [HIV testing] services are offered
to everybody, but you still find young women and
adolescent girls do not come ... We want them to
come for services, but we don’t want to go to them.”

A rights-based approach to HIV must be-
gin with the rights themselves, through which
the implementation and practice of Kenya’s HIV
testing and treatment strategy is put to practice.

KAP must feel trust for Kenya’s institutions, and
that their rights will be respected and fulfilled by
the community-facing agents of those institutions
(including providers and health care workers).
Trust building is predicated on understanding and
compassion, which can emerge through histories
of positive interaction and respectful engagement .
Kenya’s rights-based approach to HIV would im-
prove through a rigorous educational structure
for providers, paired with substantive community
engagement.

Key findings for assisted partner notification services

Participants expressed mixed support for assisted
partner notification services as a means to support
case finding and treatment. Supporters, however,
reflected that good counseling and engagement
from their HIV caregivers before, during, and
after disclosure can make the process acceptable.
All participants felt it was important to disclose,
but pressure to disclose early worked against their
willingness to disclose at all> Each KAP group
recognized the potential for violence (physical,
emotional, sexual, otherwise) in disclosing. For
effective assisted partner notification services,
substantial screening for such harms must be incor-
porated into the practices of HIV counselors and
care providers, must address safety concerns, and
must have PLWHV’s consent. KAP’s perceptions
on assisted partner notification services are the
same as for HIV testing: KAP’s trust (or distrust) in
their provider is a significant factor in their willing-
ness to consent and participate.

Community-based organizations’ KAP-friendly
services: A model for the national HIV program

Participants’ universal praise for KAP-friendly
services speaks to how providers and communities
alike see the reach and approach of communi-
ty-based organizations as an effective stratagem for
accessing vulnerable populations33 All KAP
groups and health professionals lauded the work of
community-based organizations engaged in HIV
care services, including in raising rights awareness.
Although the limited capacities of these organiza-
tions’ KAP-friendly services inhibit their potential
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to deliver on Kenya’s HIV testing and treatment
goals, in collaboration with local and national au-
thorities they might be well positioned to support
reform and sustained community outreach. Im-
portantly, such collaborations may build trust and
confidence in government-affiliated services and
providers among those same communities, thereby
leading to better health outcomes through better
health care interactions.

Conclusion

In our study, KAP participants expressed concern-
ing perspectives regarding their rights realization,
with a high degree of inconsistency with respect to
whether their rights are being respected. Kenya’s
HIV health care professionals recognized that bar-
riers in practice and policy hinder their outreach to
and inclusion of KAP, in spite of individual provider
attitudes that may be sensitized and welcoming.
Experiences—whether personal, community based,
or historical—influence KAP’s dispositions toward
Kenya’s HIV care system and the extent to which
they feel safe and confident in accessing testing and
treatment. Kenya’s HRBA to HIV stands to improve
in several discrete ways that could strengthen Ken-
ya’s HIV programs by improving perceptions and
trust among KAP for those same programs and the
authorities tasked with implementing them.

KAP and health care providers both agree that
HIV testing and notification service strategies need
to include training “on [KAP] friendly services.”*
Such training necessitates sensitivity toward, rec-
ognition of, and familiarity with KAP’s concerns, as
well as follow-through to address them Training
must also take into account historical trauma and
reconcile the role that public health agencies, health
care providers, and other authorities have played
in fostering stigma and discrimination. Training
programs and outreach efforts are more effective
when led by trusted and respected individuals or
organizations’* Community-based organizations
working with KAP are well regarded and positioned
to help improve public health programming, from
workforce education to policy and implementation.
In Mombasa, one health care professional suggest-

ed getting “health care workers to be attached to
institutions, NGOs, [and] partners who actually
provide care to KAP ... for a week or so, so that
they see [and] engage with [KAP] one-on-one
[and] they realize [KAP] are individuals like any
other.” Kenya’s human rights obligations compel a
commitment to address long-standing distrust of
government-affiliated facilities and providers.

Implementing an HRBA in practice requires
that Kenyan authorities embrace accountable, uni-
form protocols to ensure that the human rights of
KAP and all Kenyans are enjoyed. In particular,
it requires ensuring that HIV testing and care is
free from coercion and respects patient privacy
and confidentiality. Ensuring that the health care
workforce is sustainably sensitized to KAP issues
would be a good step for strengthening Kenya’s
HRBA and one that may be welcomed by health
care providers” KAP want health programs that
empower providers with the literacy and tools
they need to be duty-bearers who protect, respect,
promote, and fulfill the rights of KAP and people
living with HIV, as enumerated in Kenya’s laws and
international treaties’® Enforcement and account-
ability will be key, and establishing mechanisms
for reporting potential violations must go hand in
hand with a process that addresses violations in
accordance with human rights principles. Where
essential, lawmakers and policy makers should
revise, promulgate, and amend Kenya’s laws and
regulations to ensure a robust legal environment
for KAP’s rights realization.
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