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EXECUTIVE SUMMARY

A. Background

In collaboration with UN Women, the ATHENA
Network, AIDS Vaccine Advocacy Coalition (AVAC),
and Salamander Trust have undertaken a multistage
review of the global status of women’s access to an-
tiretroviral therapy (ART).

This global review takes place during a turning pointin
the HIV epidemic where increasing focus is placed on
strategic investments in health. Importantly, strategic
developments are predicated on the specific char-
acteristics of a region or country’s epidemic profile.
The strategic investment approach facilitates more
focused and effective use of scarce resources. For in-
stance, in sub-Saharan Africa the epidemic continues
to differentially impact women and girls. A strategic
investment, or invest-for-impact approach, is there-
fore extremely relevant to women living with HIV. In
places with access to treatment, AIDS is no longer a
death sentence if treatment adherence is followed. As
the global framework for the AIDS response relies ever
more intensively on scaled-up ART coverage linked to
long-term suppression of HIV, the impact of strategic
investments in health holds significant importance
for women and girls.

In 2014, UNAIDS “Fast-Track” goals for ending the epi-
demic promoted the 90-90-90 approach. The objective
isthatby2020,90 percent of people living with HIV will
know their status, 90 per cent of those individuals will
initiate ART, and 90 per cent of those on antiretroviral
therapy will be virologically suppressed. In 2015, the
World Health Organization (WHO) issued new guide-
lines recommending antiretroviral therapy be offered
immediately to everyone living with HIV regardless of
CD4 cell count, with priority to symptomatic people
and those with a CD4 count less than 350. In addition,
it called for people highly vulnerable to HIV infection
to begin daily oral pre-exposure prophylaxis (PreP)

as part of a combination of prevention approaches.
These guidelines have been clarified and expanded
on in 2016. Early results released from the Strategic
Timing of Antiretroviral Treatment (START) study show
that early initiation on antiretroviral therapy can low-
er the chances for people living with HIV to develop
AIDS or other illnesses. Additions to the current WHO
guidelines include recommending that all people liv-
ing with HIV begin treatment as soon as possible and
remain on treatment for life.

Considering these developments, UN Women and
review collaborators identify an urgent need to as-
sess if treatment programmes are reaching women
living with HIV, in all their diversities. It is crucial
to understand what is known about factors that
govern individual choice regarding ART initiation,
continuation and adherence/retention in care. It is
equally important to identify gaps in knowledge.

This review is informed by a gender-responsive and
human rights-based framework to explore the micro,
meso and macro level factors that impact women’s
experiences of treatment availability and their deci-
sion-making processes around its uptake. Findings
presented in this report address the interplay of
structural factors that affect women’s overall access
to health and resources. The analysis encompass-
es factors including —but not limited to— poverty,
economic security, decision-making, stigma and dis-
crimination. Approaching the construct of treatment
access from a gender-responsive and human rights-
based approach yields valuable insights into the
availability, affordability, acceptability and quality of
components. This knowledge is critical to the devel-
opment of effective, women-owned and women-led
care, treatment and support programmes. Without
such an approach, expansion of antiretroviral thera-
py cannot succeed.

KEY BARRIERS TO WOMEN’S ACCESS
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BOX 1

Framework: Gender-responsive human rights-based approach

“A human-rights based approach (HRBA) aims to
support better and more sustainable development
outcomes by analysing and addressing the
inequalities, discriminatory practices (de jure and de
facto) and unjust power relations which are often at
the heart of development problems.... Elimination
of all forms of discrimination is at the core of
HRBA. Gender mainstreaming is a key strategy to
achieving gender equality and eliminating all forms
of discrimination based on sex.” (WHO, 2009)?

Goal - All programmes, policies and technical assistance
should further the realization of human rights.

Process - Human rights standards and principles
guide programming in all sectors. Important
components include:

« Participation and inclusion
« Equality and non-discrimination
+ Accountability

We contend that these findings have profound im-
plications for policy, programmatic and budgetary
responses, and interventions that address the needs
and rights of women. If policymakers are to ensure that
biomedical responses are grounded in human rights-
based approaches that reflect, amplify and are guided
by the voices of women living with HIV, it is necessary
to transform the design of treatment programmes and
resource allocation to aid community efforts.

This review of global treatment access is the first of
its kind. Few examples exist that place women at the
centre of the design and implementation of peer-led
and peer-governed analyses of treatment access.
This multiphase global review improves our under-
standing of the experiences, realities, needs, visions
and priorities of women living with HIV in relation
to treatment access. The review uses an extensive,
multiphase methodology and the meaningful partici-
pation of women living with HIV.

KEY BARRIERS TO WOMEN’S ACCESS
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Outcomes - Focus on capacity development of duty
bearers to meet their obligations and of rights
holders to claim their rights.

A human-rights based approach to health aims to
realize the right to health and other health-related
human rights.

A gender-responsive lens asserts that all genders
have rights: “entitlements to the conditions,
including access to health care, that will enable
them to protect and promote their health; to par-
ticipate meaningfully in the decisions that affect
their lives; and to demand accountability from
the people and institutions that have the duty to
take steps to fulfill those rights.” (UN Millennium
Project, 2005: 4)?

B. Review Objectives

This review informs the coordinated efforts of stake-
holders striving to achieve the UNAIDS “Fast track to
end AIDS 2016-2021" strategy.* This approach aligns
closely with the Sustainable Development Goals
(SDGs), a mandate for global collective action to tackle
complex problems and improve the well-being of all
populations. Ending AIDS is an integral part of the
SDG mandate. The UNAIDS strategy recognizes the
importance of addressing the holistic needs of people
living with HIV. In line with this goal, the primary ob-
jectives of this report are to:

Increase understanding of the dynamics of antiret-
roviral coverage and access for women globally

by adding to current indicators with in-depth
knowledge from lived experience.



Identify key barriers to HIV care and treatment
within psychosocial, household, family and com-
munity (micro), health service (meso) and national
(macro) spheres of influence.

Renew discussion on measuring treatment ac-
cessibility using frameworks that assess women'’s
ability to obtain broader health services.

Study accessibility barriers in country-level
assessments.

+ Develop key findings to inform and provide
recommendations for policy and programming.

This executive summary highlights findings from:

An extensive review of peer-reviewed and grey
literature related to women'’s access to treatment
and an unprecedented analysis of available
sex-disaggregated data provided by PEPFAR,
GFATM, UNAIDS and other sources.

An innovative, participatory, global dialogue with
women living with HIV via country-based focus
group discussions (FGDs), one-to-one interviews
and a virtual dialogue space. All data collection
tools for this phase were designed and implement-
ed by women living with HIV, with oversight from a
global reference group (GRG) of women living with
HIV.

Three country case studies involving FGDs,
literature reviews, and policy scans.

C. Methodology Overview:
A Three-phase Approach to
Amplifying Women's Voices

A three-phase design guides this global review of
women’s access to antiretroviral therapy; each stage
informed development of the next.* Data collection
took place from July — August 2014 (literature re-
view); September — December 2014 (community

dialogues); and April — July 2015 (case study FGDs
and interviews). The literature review identified
current knowledge about women'’s ability to access
ART and highlighted key knowledge gaps (Phase 1).
Emerging themes from the literature review were
used to frame discussion guides for 12 community
dialogues and nine one-to-one interviews held with
women across four countries. An online forum was
also available to encourage participant input and
discussion (Phase 2). The experiences of women
raised in dialogues and interviews were compared
with findings from the literature review and pro-
vided general themes explored in subsequent case
studies of three countries (Phase 3). Further, an
updated literature search was conducted between
September — December 2016 to include recent
studies.

The three interconnected phases of this global project
were designed, implemented and/or validated by
women living with HIV. At every stage, the research
used a multilevel framework of analysis to identify
barriers to women'’s access to antiretroviral therapy
in the following spheres of influence: within psycho-
social, familial, household and community (micro);
health service (meso); and national and geopolitical
(macro) spheres of influence. The participatory ap-
proaches used in this review placed women living
with HIV in leadership roles in designing, implement-
ing and reviewing findings.

Phase 1

An initial literature review was used to identify ques-
tions and gaps in the existing peer-reviewed and grey
literature related to women’s access to treatment. This
analysis also obtained unprecedented amounts of
sex-disaggregated data from PEPFAR, GFATM, UNAIDS
and other sources.

Summary of methodology: Database searches were
conducted in PubMed, Popline and Google scholar
using key terms (Box 2). Searches also examined
national/global datasets (UNAIDS progress reports,
PEPFAR, Global Fund) and information gleaned from

KEY BARRIERS TO WOMEN’S ACCESS
TO HIV TREATMENT: A GLOBAL REVIEW

11



12

BOX 2
Keyword Search Terms (Phase 1)

Treatment Women ety fi)
equality
ARVs/ART Girls (Social) norms
ART/antiretroviral Pregnant/ Violence
treatment[1] pregnancy
Option B+/
Option B plus Al
PrEP I\/\andgtory
testing
Retention

Gender-based
violence/GBV

Intimate partner
violence/IPV

Disclosure

Criminalization

Completed search & included in review

national health/HIV surveys. Project partners supple-
mented the exploration by soliciting research from
their partners/contacts through listserv requests. We
included documents that had been published in the
last 10 years, with exceptions for older foundational
studies. Simple searches were employed (i.e. treat-
ment + HIV + women), followed by more complex
combinations of words to elicit specific information
(Box 2).

This review focuses on creating a broader contextual
narrative of women’s experiences. Except for con-
text-level data, many of the studies included in this
literature review are smaller in scale. They provide
insight into specific components contributing to the
experiences of women and girls living with HIV in
accessing and adhering to treatment. These studies

KEY BARRIERS TO WOMEN’S ACCESS
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Injecting drug

users (IDU) Access to service HIV positive
Sex workers/
Female sex quk— Barrlgrs to Living with HIV.
ers/Community services

sex workers

Experiences of

Migrants .
services
Community-
Ref
efugees based

Assistance with

Serodiscordant )
disclosure

Partners of MSM SHRH

Family-based

Key populations Care

Marginalized
(women)

Peer-to-peer
support

Searched but found little sex - disaggregated data in these key areas

also provide limited material about methodology
and information regarding study participants. The
review focuses predominantly on small-scale partic-
ipatory, qualitative studies as a valuable supplement
to quantitative data. Participatory methodologies
generally promote power sharing over research and
findings and encourage openness, clarity of terms,
and richness of detail about the context of people’s
lives.

Phase 2

The literature review findings helped to inform the
structure and focus of a discussion guide developed
to facilitate peer-to-peer sharing of experiences, con-
cerns, questions and recommendations from women



living with HIV in all their diversities. This discussion
guide was used in a series of community dialogues
in Bolivia, Cameroon, Nepal and Tunisia, and was
adapted for one-to-one interviews with women liv-
ing with HIV.

Summary of methodology: Community dialogues
among women living with HIV were conducted
through 12 peer-led FGDs in four countries and more
than four languages, nine in-depth one-to-one in-
terviews, and a moderated online community forum
from Septemberto December 2014, utilizing peer-de-
veloped and peer-reviewed discussion guides. The
work was guided by a global reference group (GRQ)
of 14 women living with HIV from varied contexts,
including women at different stages of their lives
and a myriad of experiences with using drugs, sex
work®, conflict, migration and detention and prison.
Some participants were also lesbian and transgen-
der women.

The goal of community dialogues was to gain a
first-hand understanding of women’s experiences
accessing and engaging in HIV-related care and
treatment. This effort helped to clarify the different
contextual barriers (and enablers) to treatment
access and adherence women experience at micro,
meso and macro levels and how these intersect. The
purpose of the dialogues was to validate and reveal
any gaps in the literature review and inform country
case studies, which constituted a third stage of the
review.

The dialogue framework employed a holistic,
woman-centred “continuity of care” approach. For
instance, it included consideration of basic needs,
and quality of services as core elements of access-
ing and utilizing HIV care and treatment, as well
as more traditional considerations such as distance
to health-care services, transport costs and child-
care. Importantly, a continuity of care approach
concerns the quality of care over time.® Discussions
and interviews were explored using thematic anal-
ysis” and a subsequent framework for Phase 3 FGDs
was developed. The findings are intended to be a
“living, breathing” picture of how issues play out in

communities and cannot necessarily be generalized.
It is possible, however, to build upon the common-
ality of experiences such a global study of diverse
women suggests. Given the multitude of perspec-
tives included in this review, the findings may well
reflect the experiences of women from around the
world living with HIV.

Phase 3

Themes and issues that emerged in community
dialogues and related activities were then used to
structure the third phase of country case studies. At
this point, further qualitative research was undertak-
en using updated/adapted FGD guides that reflect the
insights generated by community dialogues.

Summary of methodology: Countries and partners
identified groups of women from focal areas and
participants were selected from these groups for
FGDs. Contributors included young women and ado-
lescents, some of whom had acquired HIV perinatally
in Zimbabwe, and women accessing ART via Option
B+ programmes in Kenya and Uganda. To prepare
for the country case studies, the Phase 2 commu-
nity dialogue framework for guiding discussions
was reviewed by Pangaea Zimbabwe AIDS Trust
for Zimbabwe and the International Community of
Women Living with HIV/AIDS (ICW) Eastern Africa for
Kenya and Uganda.

Following the review, an adapted discussion guide
for FGDs emerged. The two country, context-specific
guides were compared, reviewed by UN Women
and, in Uganda and Zimbabwe, submitted for lo-
cal Institution Review Board (IRB) approval® The
final guide was then submitted for acceptance to
the respective IRBs — the Medical Research Council
of Zimbabwe and the Uganda Council of Science and
Technology. Fieldwork began following approval of
the interview guides and consent forms. The Kenya
country case study used previously established ap-
proaches for community-based participatory research
both to inform participants about the study goals and
to obtain informed consent. Data were analysed by

KEY BARRIERS TO WOMEN’S ACCESS
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social science researchers employed or contracted by
the implementing organizations.

Analysis of this project was framed by the three levels
of influence that shape women’s treatment access:
micro, meso, and macro. The micro level looks at indi-
vidual, household, family and community level issues
(i.e. psychosocial, behaviours, norms). The meso level
identifies structural issues focused on institutions
(i.e. health services delivery). The macro level draws
attention to issues at the national level (i.e. laws and
policies, conflict, environmental disasters) which are
in turn influenced by global geopolitics.

D. Summary of Findings
|. Overall

The three phases of this project exhibit a striking con-
sistency in findings and prioritize the following issues:

Although there are clear indications of ways to
improve access to antiretroviral therapy, data on
women'’s experiences in choosing to start, and
stay on, treatment remain scarce. Findings that do
exist are not translated into policy and practice.

Violence against women remains a major barrier
to accessing care and treatment, including vio-
lence in the home, the community and in health
facilities.

Women in all their diversities welcome the offer
of ART in programmes but want this intervention
to be presented as a voluntary, informed choice

in an environment that is confidential, respectful,
supportive, and closely connected to communi-
ty-based resources for treatment literacy and peer
support.

Many women continue to struggle with transport
issues, distance to facilities and waiting times in
substandard environments and health facilities
that do not respect human rights.

KEY BARRIERS TO WOMEN’S ACCESS
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[l. Literature Review

The literature review on women'’s ability to access ART
found that:

Globally, women account for approximately half of
all treatment initiations. In some cases, these rates
are higher among pregnant women.

In some contexts, rates of adherence among
women are lower than among men. Option B+
roll-out in several countries has been characterized
by low levels of retention in care and lower rates of
adherence.

There are major gaps in the data being collected
that are essential to guide and monitor a gender-
and rights-based approach to antiretroviral
therapy including:

An absence of and/or gaps in data on treatment
uptake, retention in care or adherence data
disaggregated by sex.

+ Lack of detailed information on women from
marginalized populations such as female sex
workers, transgender women, women who
inject drugs (or whose partners inject drugs),
and wives/female partners of men who have sex
with men and who face high levels of stigma and
discrimination that impede treatment access.

There are gaps in national policies and normative
guidance regarding ART provision in the context of
a gender- and rights-based approach. For example,
WHO recommendations are specific to women in
some cases (e.g. Option B+). However, these rec-
ommendations do not integrate separate concerns
about women'’s access to health care and gender
inequality which may inhibit uptake of ART.

Many women have concerns about the side effects
of treatment for themselves and their children and
many reported that health-care providers dismiss
these concerns.



Several factors concerning HIV-related stigma and
gender inequalities mediate women’s access to
treatment and retention in care including access
to income, traditional gender roles, gender-based
violence and food insecurity.

Gender-based violence (GBV)?, in the form of
stigma and discrimination by health-care staff
and poor quality services, is a significant barrier to
service —particularly for people from marginalized
populations.

Ill. Community Dialogues

While there has been improvement in access to
ART, progress in addressing underlying factors that
facilitate starting and remaining on treatment is
uneven.

Barriers to Access

Violence against women living with HIV, (includ-
ing physical, sexual, psychological/emotional, and
structural/institutional violence) coupled with fear
of violence, was the most commonly cited barrier
to access.

Women experienced rights violations in health-
care settings in relation to sexual and reproductive
health such as ill treatment and human rights
abuses and neglect during and after labour, and
abuse, coercion, and forced sterilization. These
negative experiences led to mistrust of health-
care staff.

+ The frequent absence of provider-client discus-
sions outlining the benefits of treatment, what to
take and when, and drug interactions in women'’s
treatment initiation and ongoing care. Women
reported fear of side effects and the failure to
address the full impact of treatment.

Women identified inextricable connections
between basic needs and access to HIV care and

treatment. Situated within a framework of social
determinants of health (SDOH), poverty, housing
insecurity, lack of decision-making in the familial
context and inadequate nutrition all remain
entrenched barriers to access.

Women's lack of autonomous decision-making,
their caregiving responsibilities, and related
gender norms and expectations intersect to make
initiating and remaining on ART difficult.

Violence from partners, family and community
members, and employers in the form of stigma
and discrimination also impede ART access.
Women mentioned the difficulty in requesting
permission from partners and employers to access
services during working times and in maintaining
confidentiality.

Facilitators to Access

Women reported strong positive experiences with
peer-led treatment literacy and support groups,
with these interactions directly linked to accessing
and remaining on ART over time.

Women cited building trusting relationships

with health providers as important to staying on
treatment. Participants stressed that access to
ART has improved since their diagnosis or since
their engagement with ART, including for women
who occupy intersecting marginalized identities or
contexts.

Many women reported finding strength, value
and motivation from their roles within families
as mothers, partners and caregivers, as well as

leaders within their communities.

In summary, participants observed the distinct
value support plays in helping them to start and
stay on treatment. Key sources of encouragement
include peers, health-care providers and commu-
nity and family members.

KEY BARRIERS TO WOMEN’S ACCESS 15
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IV. Country Case Studies

Service delivery models in many contexts do not
meet women'’s needs in terms of accessibility,
protecting confidentiality, providing safe, respect-
ful and rights-based care nor do they provide
clear,comprehensible and consistent information
about antiretroviral therapy regimens, whether for
Option B+ or for women who are not pregnant.

Programmes fail to meet the needs of women in
all their diversities. Young women and adolescent
girls identify impediments associated with utiliz-
ing clinics for adult women and in the process of
transitioning from paediatric to adult care. Despite
WHO guidelines that prioritize key populations,
programmatic translation is limited; country-level
literature reviews underscore that sex workers and
other marginalized women are not well-served by
“general population” programmes.

Gaps in treatment literacy and in financial support
for community-based, peer-to-peer support

(e.g. mentor mother programs) leave many
women with unanswered questions about their
medications, and/or issues with side effects that
can lead to discontinuation or complications with
adherence.

Roll-out of Option B+ is welcomed for providing

an opportunity for treatment access. However,
when the programme is not presented as a choice
for women, when male involvement is required,
and when it is inconsistently implemented across

a country (e.g. different regimens in different
districts), it fails to deliver the type of service that
women need and want during and after pregnancy.

E. Recommendations: A Six Point
Plan for Action

There are detailed, topic-specific recommendations
throughout this document. Taken together, and dis-
tilled to core issues, we recommend the following
six-point plan for action:
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1) Human rights: Expand definitions of access to in-

clude rights-based, voluntary and informed choices
with full information and appropriate medical
guidance. Address gender-related structural barri-
ers to initiate, continue, and adhere to treatment.

Implement a minimum package of services
including ensuring that “know your rights” and
treatment literacy programmes are available to
all women on treatment in the community, in
health and other related settings (e.g. with police
and prison staff).

Implement gender-based violence prevention
and reduction programmes as a core element of
HIV and AIDS care and treatment programming.

Make delivery of services safe for women
through rights-based training for service
providers to: improve their ability to address
and minimize gender-specific HIV-related
vulnerabilities in health-care settings; ensure
providers are trained and resourced to offer
antiretroviral therapy thereby supporting
women’s decision-making and providing ade-
quate information and support on treatment
uptake and adherence, and on side effect
management; make certain mechanisms exist
for women to provide feedback on the quality
and effectiveness of services; and provide
quality lifelong, life stage appropriate sexual
and reproductive health care for all women
living with HIV including informed choice in the
context of pregnancy and fertility desires.

2) Gender: Engage in more analysis of treatment ac-

cess barriers with gender at the centre, recognizing
the intersections with other structural factors.

Develop a rights-based research agenda in
collaboration women living with HIV and related
to implementation of Option B+, and with new
WHO guidelines.® This step is urgently needed
to provide systematic information on factors
affecting voluntary choices around initiation,
continuation and adherence/retention in



treatment during pregnancy and lactation and
extends to programmes that have yet to incorpo-
rate updated and consolidated WHO guidelines.

3) Diversities: Fill the data gaps that exist across
the HIV treatment cascade (care continuum) for
women in all their diversities. Investigate, innovate
and implement the findings of research to fill the
existing gaps related to barriers and facilitators of
women'’s access to antiretroviral therapy, including:

Arapid scan of existing and missing data that
are routinely reported by treatment programmes
targeting women, e.g. Option B+, test and treat
and those for serodifferent (serodiscordant)
couples where one partner has HIV and the other
does not. Follow with a coordinated plan to fill
gaps in information with attention to issues of
choice, coercion, supportive services, clinical and
psychosocial outcomes for women.

A system for improved data collection at
national levels developed and implemented
with coordination and cooperation from PEPFAR,
the Global Fund to Fight AIDS, Tuberculosis and
Malaria (GFATM), UNAIDS and other cooperating
entities. This system must ensure age and sex
disaggregation of treatment data and gather
information on access for pregnant versus
non-pregnant women.

4) Multiple levels: Ensure that care and treatment
packages include basic needs and account for gen-
der-specific barriers at individual, household, family,
community, institutional and national levels.

« Provide clinic spaces, hours and structures that
are accessible to women in all their diversities
(women with childcare and family responsibili-
ties during the day, those engaged in sex work,
school-age girls, and others).

5) Gender-based community engagement: Incorporate
a gender analysis into expansion of support for
community-based service delivery — a core compo-
nent of UNAIDS' Fast-Track goals.

6) Peer-led involvement: Harness the power and
leadership of peer-led and -governed analyses of
treatmentaccess as part of a participatory research,
implementation and evaluation framework.

+ Provide peer-support/counselling and mentoring
schemes within health services.

+ Increase funding for networks of women living
with HIV, support groups and community-based
organizations to provide supportive services
along the treatment and care continuum.

- This review has focused on available data; there
remains, however, a paucity of rights-based,
peer-reviewed literature focused on women'’s
lived experiences as reported by women
themselves. This gap should be filled via strategic
support of innovative research projects that em-
ploy a participatory methodology and a holistic,
well-being approach to understanding women'’s
treatment access, adherence and health.

[t is our hope that this extensive review catalyses
change and encourages robust dialogue at interna-
tional and national levels in the physical spaces and
communities where new and existing forms of an-
tiretroviral therapy are offered. Women’s voices are
clear, consistent and urgent in their articulation of
what must be done to create a woman-centred,
rights-based approach to holistic health and well-be-
ing. Itis also our ambition that the methodology used
here will be adapted and expanded upon as a basis for
continuing to monitor progress and map gaps in the
global HIV response.

KEY BARRIERS TO WOMEN’S ACCESS
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DEFINITIONS

Treatment

In the context of this report, treatment refers to
medicinal responses for the management of HIV
through to antiretroviral treatment. In addition,
the definition of treatment can extend to medica-
tion for the management of side effects or related
HIV opportunistic infections. The term treatment
is used with the understanding that the benefit of
taking the medicine is greater than the potential
harm it might do. Where possible, in accordance
with the basic principles of pharmacology,** the
dose should be kept minimal and with complete
understanding of possible side effects, including
how to manage these and how, when and why the
drug is being taken.

Access

Access is considered the ability of individuals to ob-
tain and utilize services and treatments to improve
theirhealth. The universal availability of affordable,
high quality, integrated, equitable, comprehensive
treatment services in an environment that is safe,
well-informed, confidential, and respectful of the
individual increases access. Additionally, to ensure
high-quality access, health systems and services
need to respond to the barriers that women face in
different areas of their lives.

Continuum of Care

The continuum of care merges the concepts of
care and treatment by seeking to link people living
with HIV into a holistic and integrated system of
care, treatment and support services to enhance
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their health and general well-being. Components
of the continuum of care are designed to follow
patients over time (from diagnosis to achieving
virological suppression and good health) and to
monitor their progress through a comprehensive
set of services. This system comprises, but is not
limited to:

Regular, supportive, and respectful discussions
regarding treatment and care pathways
between the woman living with HIV and
health-care providers.

Routine medical tests to monitor HIV progres-
sion as well as address other opportunistic
infections (Ols), health issues and short- and
long-term side effects of ARVs.

Referrals to support groups, psychosocial
assistance/counselling and peer support, as
well as legal advocacy to defend abuses of
human rights.

The above may require a change to the existing medi-
cal culture where treatment is a stand-alone pathway
separate from a more holistic package of care and
support, and where health services are not reliably
patient-centred.

Adherence

Adherence refers to the ability of the individual to
consistently take medication in the mannerintend-
ed by health providers. While adherence focuses on
compliance with HIV treatment specifically, “reten-
tion” considers an individual's engagement across
the entire care continuum.



Coverage

Coverage is the proportion of people receiving
antiretroviral therapy out of those eligible for
treatment at the same point in time. Coverage
numbers are reported nationally and capture a
cross-section of people accessing ART at a given
moment in time. Coverage, when disaggregated
by sex, can provide insight into the gap women
face in accessing treatment but it needs to be
coupled with adherence and retention measures
to fully realize the continued utilization of servic-
es to improve care.

The standard measure for treatment access is typ-
ically in the form of coverage and is not routinely
disaggregated by age or sex. Johnson and Boulle
(2010) address concerns about measuring access
through coverage. The robustness of coverage
figures is challenged by changing eligibility criteria
and is not sensitive to programme performance
and enrolment. Another method for measuring
treatment access is by using a ratio of ART initia-
tion to HIV disease progression: the enrolment
ratio. The enrolment ratio does provide the added
benefit of not being cross-sectional (as with clas-
sic ART coverage calculations) and thus can more
accurately monitor performance. This ratio also
offers the advantage of not being sensitive to eli-
gibility criteria®.

Gender*3

Gender refers to the socially-constructed charac-
teristics of women and men, such as norms, roles
and relationships of and between groups of wom-
en and men. It varies from society to society and
often changes over time and between contexts.
While most people are born either male or female,
they are socialized to display certain norms and
behaviours ascribed to their sex, including how
they should interact with others of the same or
opposite sex within households, communities

and workplaces. When individuals or groups do
not “fit” established gender norms they often face
stigma, discriminatory practices or social exclu-
sion — all of which adversely affect health. Gender
norms, roles and relations influence people’s
susceptibility to different health conditions and
diseases and affect their enjoyment of good men-
tal and physical health and well-being. Norms also
have a bearing on people’s access to, and uptake
of, health services and on health outcomes they
experience throughout the course of their lives. It
is important to be sensitive to different identities
that do not necessarily fit into binary woman or
man gender categories.

Violence against women,
intimate partner violence and
sexual violence'*

“The United Nations defines violence against
women as any act of gender-based violence that
results in, or is likely to result in, physical, sexual
or mental harm or suffering to women, including
threats of such acts, coercion or arbitrary depri-
vation of liberty, whether occurring in public or in
private life.”

“Intimate partner violence refers to behavior by
an intimate partner or ex-partner that causes
physical, sexual or psychological harm, including
physical aggression, sexual coercion, and psycho-
logical abuse and controlling behaviours.”

“Sexual violence is any sexual act, attempt to
obtain a sexual act, or other act directed against
a person’s sexuality using coercion, by any person
regardless of their relationship to the victim, in
any setting. It includes rape, defined as the phys-
ically forced or otherwise coerced penetration of
the vulva or anus with a penis, other body part or
object.”
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Gender-based violence?®

“Gender-based violence (GBV) describes violence
that establishes, maintains or attempts to reassert
unequal power relations based on gender.”

The term was first defined to describe the gen-
dered nature of men’s violence against women.
Hence, it is often used interchangeably with “vio-
lence against women”. The definition has evolved
to include violence perpetrated against some boys,
men and transgender persons because they do not
conform to, or challenge, prevailing gender norms
and expectations (e.g. they may have feminine
appearance) or heterosexual norms.

HIV

The human immunodeficiency virus (HIV) infects
cells of the immune system, destroying or impair-
ing their function. Infection with the virus results
in the progressive deterioration of the immune
system, leading to “immune deficiency”. The im-
mune system is considered deficient when it can
no longer fulfill its role of fighting infection and
disease. Infections associated with severe immu-
nodeficiency are known as opportunistic infections
(Ols), because they take advantage of a weakened
immune system.

AIDS

Acquired immunodeficiency syndrome (AIDS) is a
term that applies to the most advanced stages of
HIV infection. It is defined by the occurrence of any
of more than 20 opportunistic infections or HIV-
related cancers.
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How is HIV transmitted?¢

“HIV can be transmitted through unprotected sex-
ual intercourse (vaginal or anal), and oral sex with
an infected person; transfusion of contaminated
blood; and the sharing of contaminated needles,
syringes or other sharp instruments. It may also
be transmitted between a mother and her infant
during pregnancy, childbirth and breastfeeding.”

Gender-based violence against
women living with HIVY’

“Violence against positive women is any act, struc-
ture or process in which power is exerted in such
a way as to cause physical, sexual, psychological,
financial or legal harm to women living with HIV.”

Structural violence?'®

Structural violence, a term coined by Johan Galtung
and by liberation theologians during the 1960s,
describes social structures—economic, political,
legal, religious, and cultural—that stop individuals,
groups and societies from reaching their full poten-
tial. In its general usage, the word “violence” often
conveys a physical image; however, according to
Galtung, it is the “avoidable impairment of funda-
mental human needs or..the impairment of human
life, which lowers the actual degree to which some-
one is able to meet their needs below that which
would otherwise be possible.” Structural violence
is often embedded in longstanding “ubiquitous
social structures, normalized by stable institutions
and regular experience”. We take for granted these
social structures because they seem so ordinary in
our ways of understanding the world that they ap-
pear almost invisible. Disparate access to resources,
political power, education, health care, and legal
standing are just a few examples. The idea of struc-
tural violence is linked very closely to social injustice
and the social machinery of oppression.
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1. INTRODUCTION

Women account for a disproportionally high num-
ber of global HIV cases with the highest burden
in sub-Saharan Africa among young women and
adolescent girls aged 15-24.% Progress in curbing
HIV worldwide will depend on understanding what
factors enable or deter women from accessing HIV
treatment. Treatment access depends on complex
intersecting structural and social factors across
multiple levels: individual, community, service
delivery, and national spheres of influence. The
complexity of these barriers is compounded by
unique obstacles that women face in connection
to traditional gender roles and decision-making
opportunities. To our knowledge, a full review out-
lining the details of these obstacles has not been
conducted in the specific context of women living

with HIV. Therefore, this review provides a founda-
tion for understanding the barriers women face in
accessing treatment and care and highlights key
knowledge and implementation gaps related to
women’s access to treatment.

Women living with HIV experience a range of op-
portunities and barriers that influence access to
treatment and care.?® Women’s ability to use and
benefit from treatment on an ongoing basis to im-
prove their health and well-being is shaped by these
experiences. This literature review draws on global
and national data sets as well as academic and civil
society-led research studies to provide a comprehen-
sive overview of evidence regarding barriers and
facilitators to HIV treatment experienced by women

KEY QUESTIONS

The following questions guided the literature
review and community dialogues (see Part 2):

Context: Current international policy and
treatment access landscape

+ What are the current key global policies on care
and treatment that impact, define and set the
landscape for women’s access?

+ How do policies address gender issues in relation
to women and girls?

+ What is the status currently of treatment access
for women?

Micro Level: Psychosocial community-level
issues

+ What is the role of HIV-related stigma and gen-
derdiscrimination and inequality in antiretroviral
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therapy (ART) access at individual, household,
family and community levels?

« Specifically, how do social norms regarding
gender and HIV interact to influence access and
adherence to treatment?

Meso Level: Health-service level issues

+ How does knowledge and access to information
on HIV shape access to treatment options, care
and services?

- How do health services enable or obstruct con-
tinued access to treatment?

Macro Level: National sphere of influence

+ What is the impact of national policies and laws,
corruption, conflict, natural disaster, internal dis-
placement, health system shocks (e.g. Ebola) and
political turmoil on treatment access?



within their household, their communities and when
accessing health services. Further, it explores the im-
pact of macro factors such as policies, legislation and
humanitarian emergencies on women'’s experiences
accessing HIV treatment.

A multilevel focus underscores the many factors that
condition women’s access to treatment, critical care
and support services; such an approach also provides
opportunity for interventions and solutions targeted
at multiple levels. As increasing numbers of women
require access to treatment, it is more important than
ever to understand and address the factors that pre-
vent women living with HIV from accessing treatment
and gaining long-term health benefits.

KEY BARRIERS TO WOMEN’S ACCESS
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2. CONTEXT: CURRENT

INTERNATIONAL POLICY

AND TREATMENT

ACCESS LANDSCAPE

2.1 Global and country policies

Key findings

+ There is a move towards early initiation of treat-
ment for all individuals regardless of CD4 cell
count and especially of children and pregnant
and breastfeeding women.

« WHO recommendations can drive policy at a
national level. The WHO'’s HIV treatment recom-
mendations, while specific to women in some
cases (e.g. Option B+), do not integrate separate
concerns about women'’s access to health care
and gender inequality. The 2016-2021 UNAIDS
Strategy links to the SDGs and highlights the need
to incorporate gender equality into HIV policies
and AIDS policies, yet if or how this will be incor-
porated into national policies remains unclear.

Rates of adherence among women are lower
than among men, and during Option B+ roll-out
several countries have been marred by rapid up-
take and below-average rates of adherence.

The global landscape of HIV response has shifted
towards an increasingly biomedical approach. Since
the early 2000s, when ART became more widely avail-
able, emphasis has been placed on scaling up ART. In
recent years, there has been considerable focus on
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Recommendations for further research

« Arapid scan of the types of data that are routine-
ly reported or missing from reports by treatment
programmes targeting women (e.g. Option B+)
and test and treat and programmes for serod-
ifferent (serodiscordant) couples, followed by a
coordinated plan to fill gaps in information with
attention to issues of choice, coercion, support-
ive services, clinical and psychosocial outcomes
for women.

- Ensure that lessons learned from the 2013 WHO
Consolidated Guidelines on ARVs and the 2014
WHO Guidelines on ARVs for Key Populations
are incorporated into implementation of the
new 2016 WHO guidelines. Pay attention to
recommendations for antiretroviral therapy
initiation in women with intersecting identities
such as women sex workers and women who
inject drugs.

universal access to ART — ensuring that treatment for
HIV is available and accessible for anyone who needs
it. According to UNAIDS data for 2015, there are 36.7
million people living with HIV2* and only 18.2 million
people on ART.?2 UNAIDS reports that the estimated



number of people requiring treatment is between
17.6 million and 26.8 million.? Current global treat-
ment coverage is estimated to be about 61 per cent,
although this varies by country and region.* Many
countries have set a goal for treatment access to an-
tiretroviral treatment of around 80 per cent of those
in need.?* However, this figure will depend on the
guidelines for treatment initiation a country follows.

More recently, the trend has shifted away from a
focus on CD4 cell count as an indication of a person’s
health and their eligibility to start treatment (histor-
ic and existing guidelines recommended initiation
at CD4 thresholds of 250 or 300). Now, the focus is
on early initiation with an emphasis on achieving
viral load suppression. This shift came in the wake
of evidence showing that people with a continuous
undetectable viral load are unable to pass on the vi-
rus.?® This change in focus is accompanied by trends
away from universal access and towards a “test and
treat” approach.

The shift is reflected in UNAIDS’ most ambitious tar-
gets to date, 90-90-90 by 2020 (90 per cent of people
know their status, 90 per cent of people diagnosed
with HIV are on sustained ART and 90 per cent of
those on treatment have an undetectable viral load).
This strategy was launched at the International AIDS
Conference in Melbourne, Australia in July 2014. The
approach focuses on achieving an “undetectable” viral
load (< 40 copies/ml) within a certain period of initial
treatment.

Further impetus for 90-90-90 has come from data
from START, a trial which halted randomization in
mid-2015 after finding that initiation of treatment,
regardless of CD4 cell count, resulted in significantly
fewer AIDS-defining illnesses for people living with
HIV compared to initiation following current guide-
lines.?” The latest strategy from UNAIDS, “On the
Fast-Track to End AIDS 2016 — 2021," reiterates these
goals, and, in line with the latest WHO guidelines rec-
ommending early treatment for all people living with
HIV, promotes front-loading investments to close the
gap in treatment coverage.!

Universal access

WHO policy documents fail to clearly define access.
UNAIDS defines universal access as “maximal cover-
age of HIV prevention, treatment, care and support
services” through interventions that are “equitable,
accessible, affordable, comprehensive and sustain-
able over the long-term”.?® The United Nations also
recognizes that universal access involves reducing vul-
nerability and removing structural barriers to services.
More explicitly, this involves tackling gender equality
and harmful norms, human rights and equity, and
health in all policies, laws and regulations.?* However,
United Nations monitoring indicators tend to focus
on enrolment in HIV care, receiving and retention in
care for 12 months following treatment initiation.
Adherence, percentage retained on antiretroviral ther-
apy, prevention of vertical transmission, percentage of
viral suppression and mortality are given by WHO as
additional indicators for monitoring and evaluating
the treatment cascade; however, adherence, and par-
ticularly retention, are not explained further.*

Consolidated treatment guidelines
and Option B+

WHO 2013 Consolidated Guidelines on the use of ART
encourage earlier treatment of people living with
HIV when immune systems are still strong at a CD4
count of 500 cell/mm? or less, as compared to 2009
recommendations of 350 cells/mm? or less.3* WHO’s
2013 treatment guidelines also recommend providing
ART regardless of CD4 count to all children living with
HIV under the age of five, all currently pregnant and
breastfeeding women living with HIV, and all part-
ners living with HIV in a serodiscordant relationship
whereby one partner has HIV and the other does not.

The 2013 guidelines recommend ART for all pregnant
and breastfeeding women living with HIV during the
period of risk of vertical HIV transmission and con-
tinuing lifelong ART for all women meeting eligibility
criteria for their own health, referred to as Option B.
The Consolidated Guidelines®* (Box 3) recommend
that women living with HIV who are pregnant or

KEY BARRIERS TO WOMEN’S ACCESS
TO HIV TREATMENT: A GLOBAL REVIEW

25



26

breastfeeding continue treatment regardless of their
CD4 count rather than take a short-term course of
ARVs during pregnancy and breastfeeding solely for
the prevention of vertical transmission. This is known
as Option B+. Option B+ has been piloted in Uganda
and Malawi, and is currently being rolled out in a lim-
ited number of countries.®

WHO strongly recommends Option B (with “moder-
ate-quality evidence”) and conditionally recommends
Option B+ (with little and “low-quality evidence”).
Option B+ is based on the principle that treating
people with HIV earlier with safe, affordable and eas-
ier-to-manage medicines can keep them healthy and
lower the amount of virus in the blood, reducing the
risk of transmission.?* Further, early initiation of ART
for pregnant women is “strongly recommended, with
moderate quality evidence” that it reduces maternal

mortality and active tuberculosis.** WHO states that
if countries can integrate these changes within their
national HIV policies,and back them up with the neces-
sary resources, they will see significant health benefits
at population and individual levels.?* Nevertheless,
WHO recognizes the limitations of Option B+ and has
made the recommendation conditional in cases where
local adaptation has to account for a greater variety in
values and preferences or when resource-use makes
the intervention suitable for some locations but not
for others. This indicates a need for substantial debate
and involvement of stakeholders before the recom-
mendation can be adopted as policy.**

In November 2013, WHO polled participants attending
the WHO Guidelines Dissemination Workshop on their
intentions to adopt the new Option B+ recommenda-
tions.?? Invitations to the workshop were delivered to

BOX 3

PMTCT (Prevention of Mother-to-Child Transmission of HIV)

In these guidelines, the WHO is moving away
from the previous terms, Options A, B and B+.
Instead, these guidelines recommend two op-
tions: (i) providing lifelong antiretroviral therapy
to all pregnant and breastfeeding women living
with HIV regardless of CD4 count or clinical
stage, or (ii) providing antiretroviral therapy to
pregnant and breastfeeding women with HIV
during the mother-to-child transmission risk
period and then continuing lifelong antiretroviral
therapy for those women eligible for treatment
for their own health.

In settings that do not implement lifelong antiret-
roviral therapy for all pregnant and breastfeeding
women living with HIV, the distinction between
prophylaxis (ARVs given for a limited time during
the risk period for transmitting HIV from mother to
child) and treatment (antiretroviral therapy) given
for the mother’s health, based on current adult
eligibility, and to prevent vertical transmission)
remains important.
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Antiretroviral medicines for women living with
HIV during pregnancy and breastfeeding refers
to a triple-drug regimen provided to mothers
living with HIV primarily as prophylaxis during
pregnancy and throughout breastfeeding (when
there is breastfeeding) to prevent mother-to-child
transmission of HIV. In this option, the mother’s
regimen is continued indefinitely after delivery or
breastfeeding only if she meets the antiretroviral
therapy eligibility criteria for her own health based
on CD4 count or clinical stage. Previous WHO guid-
ance referred to this as Option B.

Lifelong antiretroviral therapy for all pregnant and
breastfeeding women living with HIV refers to the
approach in which all pregnant women living with
HIV receive a triple-drug antiretroviral therapy
regimen regardless of CD4 count or clinical stage,
not only for their own health, but also to prevent
vertical HIV transmission and for additional HIV
prevention benefits. Previous WHO guidance re-
ferred to this as Option B+.3!



all high-burden and high-priority countries; 62 per
cent (90 countries) of low and middle-income coun-
tries (LMICs) participated. Of participants, 68 countries
announced that they planned to adopt the treatment
guidelines for earlier initiation of treatment at 500
cells/mm? or less. This is a dramatic increase from the
seven per cent of nations that had already decided to
adopt this recommendation (often as mandatory) for
all pregnant women with HIV as of June 2013. In ad-
dition, Ethiopia, Namibia, Russia and Zambia declared
that their plans of treating all children under the age
of 15 and having strong national strategies in place to
execute this goal. Before the new recommendations,
12 per cent of Low and Middle-Income Countries
(LMICs) at the WHO workshop had policies in place for
Option B+ roll-out; as of November 2013, however, 71
per cent of countries stated they would draft policies
to implement the programme.

Despite intentions to adopt new recommendations,
ranges in national capacities to drive policy and pro-
grammatic changes are evident in LMICs. Experiences
from past WHO guideline publications show that not
every nation has the resources to adopt all recommen-
dations. Some are adopted immediately (or altered to
incorporate country-specific risk-benefit ratios), even
though the recommendations ideally require greater
resources and time for implementation. Yet, 90 per
cent of all countries have adopted WHO’s earlier 2010
recommendations. This fact highlights the weight
of WHO recommendations, ultimately leading to a

dramaticrise in the numbers of women, men and chil-
dren eligible for treatment.** For instance, in Uganda
those who initiated treatment more than doubled
from 297,368 individuals in 2011 to 750,896 individ-
ualsin 2014.3

2016 Consolidated treatment
guidelines

In 2016, WHO updated their consolidated treatment
guidelines to account for current global trends and
align with global strategies to eradicate the HIV
epidemic. The new guidelines, alongside UNAIDS’
2016-2012 Strategy, respond to changing contexts
globally whereby growing inequality, increasing
migration, escalating complex human emergencies,
changing geographies of poverty and wealth, and
improved technological advances complicate current
approaches to the HIV epidemic.

2017 Consolidated guideline on sexual
and reproductive health and rights of
women living with HIV

In 2017, WHO’s Consolidated Guideline on the Sexual
and Reproductive Health and Rights of Women liv-
ing with HIV aimed to develop a woman-centered
approach which respects women’s autonomy in
deciding around their health. The guideline used two

BOX 4

A Human-rights based Approach to Antiretroviral Therapy for Women living with HIV

According to the WHO’s 2017 Consolidated
Guideline on the Sexual and Reproductive Health
and Rights of Women living with HIV, all sexual
and reproductive health and HIV services, includ-
ing antiretroviral therapy, should be provided
using a human-rights based approach. Allwomen
should have access to the necessary information
and be empowered to make an individual, in-
formed choice about their HIV treatment.

Women-centred health services should see wom-
en as participants and beneficiaries of health
systems. They should be provided care in ways
that respect their autonomy and decision-mak-
ing around their health and enable them to make
informed choices.
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guiding principles, promotion of human rights and
gender equality, to provide evidence-based recom-
mendations and good practice statements for the
sexual and reproductive health and rights of women
living with HIV.3*

Moving toward universal “test and
treat” policies

In addition to the WHO's call to initiate HIV treatment
early, in 2014 UNAIDS launched their 90-90-90 tar-
gets. For World AIDS Day, UNAIDS also launched the
“Fast Track” report, which calls for 95-95-95 targets
by 2030.?° There is a global drive for early initiation of
ART. While there was growing concern regarding the
limited evidence as to when therapy should begin,*
interim results from the START Trial indicate that early
initiation on ART decreases the risk of developing AIDS
or other serious illnesses.?

What are the implications of
treatment guidelines for women?

As the global policy environment focuses on dra-
matically scaling up treatment access, gender and
women’s rights advocates contend that understand-
ing women’s accessing, adhering to and benefiting
from treatment options is crucial to informing poli-
cies and programmes. Gender-focused policies and
programmes not only keep women healthy, but also
transform the lives of their families.

The new UNAIDS strategy highlights the importance
of gender equality in tackling the HIV epidemic.
Target 7 inthe Strategy aimsfor 90 per cent of women
and girls to live free from gender inequality and gen-
der-based violence to mitigate the risk and impact
of HIV. Action in this area remains critical in three
areas outlined in the Strategy: “(1) improving access
to, and uptake of, sexual and reproductive health
and HIV services and commodities; (2) mobilizing
communities to promote egalitarian gender norms,
engage men and boys, and end gender-based, sexual
and intimate-partner violence; and (3) empowering
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women, young women and girls in all their diversi-
ties, including by investing in women'’s leadership in
the AIDS response.”?*

Despite new WHO guidelines that promote ART ac-
cess for all people living with HIV and a new UNAIDS
2016-2021 Strategy that stipulates the importance of
achieving gender equality to fight the HIV epidemic,
barriers to access for treatment remain. Further WHO
guidelines entitled Integrating Gender into HIV/AIDS
Programmes in the Health Sector: Tool to Improve
Responsiveness to Women’s Needs (2009) provide
a useful analysis of barriers that women face and
suggestions for addressing them. Challenges for
women (and particularly members of key affected
populations) in accessing, initiating and adhering to
treatment include:

Strict treatment access eligibility criteria: ability
to pay, insurance status, pregnancy, required
disclosure, stability of social networks or families
as support systems, resident/citizenship status,
and/or no substance use.

+ Alack of support and awareness regarding the need
for medications to prevent or treat common Ols,
including infections related to reproductive function.
In the section of the guide on access to treatment
and care, gender-based violence is discussed in
relation to disclosure and its impact on women if
they are required to disclose their status; GBV is not,
however, mentioned in relation to other challenges.

Alack of finances to pay for associated costs for
treatment services and to balance the priorities of
multiple roles and responsibilities in the house-
hold, family, and community can make initiation
of treatment difficult.

Limited access to nutritional foods and concerns
regarding the side effects to women'’s sexual and
reproductive health (SRH) and well-being.

Women'’s lack of autonomy may result in con-
trolling behaviour from partners who force them
to return or share treatment.



While sections of the WHO guidelines include steps
for programmes or managers, they are missing direc-
tives that health workers might integrate into their
work, including ways to help women cope with stig-
ma, discrimination and violence outside the health
system. The section on prevention of vertical trans-
mission does not include treatment for women'’s
personal health and well-being. There is inadequate
information on the importance of identifying and
providing the comprehensive services women need
and on links between sexual and reproductive health
services and HIV programmes.*” In addition, there
remain gaps in information about more recently
understood and explored linkages between HIV and
gender-based violence, particularly intimate partner
violence.

Health specialists, researchers and activists have
raised concerns that national and international
governing bodies have not adequately addressed
key underlying determinants such as weak health
systems, poverty and gender inequality. These factors
hinder individuals’— and especially women’s — access
to and their ability to benefit from treatment.3#39
The WHO recognizes that health systems need a
sustained increase in resources. Until this happens
and additional demand and supply barriers are ad-
dressed, there are concerns that dramatically scaling
up treatment by widening the eligibility criteria may
undermine treatment acceptance and jeopardize the
mental and physical health of people living with HIV.
Women, men and children will struggle longer with
significant barriers (many of which are described in

2.2 Current status of treatment
access for women

By the end of 2012, 9.7 million people were on ART
in LMICs, a 40-fold increase in access to treatment
since 2002.* This rapid treatment scale-up has led to
significant declines in AIDS-related deaths and lower
rates of newly acquired HIV.#64748 WHO estimates that
since 2003, the large-scale roll-out of ART in LMICs has
saved approximately 4.2 million lives and prevented
800,000 children from acquiring HIV.?

PEPFAR data from 2013 and 2014 (Table 1 and 2)
approximates the total number of people receiving
antiretroviral therapy, which is close to 7 million in
their partner countries. Nevertheless, these figures
from PEPFAR are incomplete since PEPFAR-supported
efforts are not comprehensive globally. Since PEPFAR
operates exclusively in resource-poor settings, these
figures are representative of the circumstances in
LMICs where women arguably face the greatest
barriers to treatment access. PEPFAR reports that
currently 63.75 per cent of individuals on treatment
are women.

TABLE 1
Persons Currently on ART, PEPFAR 2014

pee | tomber | percent |

MALE

this review) if they are accessing treatment at an ear- <15 244,602 3.58%
lier point in their lives.

>15 2,231,123 32.67%
Additionally, there are concerns that the immediate, Total male 2,475,725 36.25%
medium and long-term ethical, mental and phys-
. . . FEMALE
ical health impacts of putting people on treatment
earlier than previously recommended have not been <15 260,918 3.82%
sufficiently assessed,**** nor have ethical concerns

. L >15 4,093,107 59.93%

about putting people on treatment to minimize
transmission to others.* Research in Australia also Total female 4,354,025 63.75%
documents “significant ambivalence” among health-

TOTAL 6,829,750 100.00%

care staff regarding treatment as prevention for
serodifferent couples.*
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Key findings

- Datagaps:Thereisadearthofsex-disaggregated
data on treatment uptake, retention in care
and adherence. UNAIDS and PEPFAR receive
reporting from affected countries on their HIV
treatment programmes. While some countries
provide data disaggregated by sex, others
report only estimates. The Global Fund to Fight
AIDS, Tuberculosis and Malaria (GFTAM) does
not yet have data on treatment disaggregated
by sex.

« Women account for approximately half of all
treatment initiations, and in some cases the
rates of treatment initiation are higher for preg-
nant women.

+ In some contexts, rates of adherence among
women are lower than men.

+ Option B+ roll-out in several countries has been
marred by rapid uptake and below average rates
of adherence.

Of the individuals who initiated therapy around the
globe in 2013, 66 per cent were women (Table 2).
When pregnant women are excluded from these cal-
culations, the proportion of women newly initiated on
treatmentin 2013 falls to 49 per cent. Coverage of ART
among pregnant women appears to be higher than
among non-pregnant women.

In Kenya and Malawi, of the new enrollees between
2009 and 2011, 66 per cent and 61 per cent, respec-
tively, were women. These data do not account for
the potential effect of treatment roll-out for pregnant
women, particularly in Malawi where the Option B+
programme has been adopted. In 2012, the Ugandan
government also adopted the Option B+ programme
which is likely to have contributed to the increase
in women initiating ART from 189,701 enrolees in
December 2011 to 349,068 in December 2013.%
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Recommendations for further research

- A system for improved data collection at
the national level should be developed and
implemented with coordination and cooperation
from PEPFAR, GFATM, UNAIDS and other
cooperating entities. This system should ensure
sex disaggregation of treatment data and should
also gather information on access for pregnant
versus non-pregnant women, stratified by age.

« A rights-based research agenda developed in
collaboration with women living with HIV and
related to implementation of Option B+is urgently
needed to provide systematic information on
factors affecting decisions to start, stop or stay on
treatment during pregnancy and lactation.

Further areas for this project to explore

- Llook at ways to identify data analysis of
treatment access for sub-groups of non-
pregnant women, particularly disaggregated by
age and key population.

- Explore further research into the intersection of
childcare responsibilities and treatment retention.

In other regions, antiretroviral therapy coverage
among women varies greatly by country. A six-coun-
try survey by WAPN+ in Asia Pacific found that most
women (65.1 per cent) were currently taking ARVs.
However, the figures ranged from 50.2 per cent in
India to 86.1 per cent in Cambodia. Further, women
40 years and older were significantly more likely to be
on ARVs than younger women (84.6 per cent versus
59.0 per cent). Most women (85.9 per cent) access
treatment from a public health facility. While 30.0 per
cent of women stated they had not started ARVs, 17.8
per cent said they had stopped their medication.*

The lack of standard metrics for treatment access
for women presents challenges in tracking progress.
Some reports, including the PEPFAR figures above,
state that women appear to be obtaining treatment
in higher numbers and percentages than men but



TABLE 2

Persons New on ART, PEPFAR 20135

= BT T
MALE
<15 61,672 4.04%
>15 456,609 29.95%
Total male 518,281 33.99%
FEMALE
<15 66,406 4.36%
>15 939,997 61.65%
Total female 1,006,403 66.01%
Total non-pregnant 748,552 49.10%
Total pregnant 257,851 16.91%
TOTAL 1,524,684 100.00%

these numbers do not consider losses to follow-up
and adherence. In some contexts, losses are worse for
women (particularly for pregnant and post-partum
women). Understanding these nuances is critical
in efforts to address treatment access barriers for
women. Without robust baseline figures, monitoring
progress will prove difficult.

Women may appear to be accessing treatment at
higher rates than men but the influence of prevention
of vertical transmission programmes in initiating
pregnant and post-partum women may inflate these
figures. Especially since vertical transmission pre-
vention programmes notoriously experience high
attrition (see the case studies discussed below), the
data regarding those currently on treatment may be
misleading unless supplemented by sex-disaggregat-
ed figures on adherence and retention.

Reporting on treatment uptake, initiation, retention
and adherence lacks sex-disaggregated data. Some

organizations charged with monitoring the epidemic
and implementing the response fail to report treat-
ment access data disaggregated by sex.

Disaggregated data are dominated by the narrative
of prevention of vertical transmission (from mother
to child) with little emphasis on women living with
HIV in all their diversities at all stages of their lives,
including beyond the experience of pregnancy and
childbirth. Currently, the lack of available, disaggre-
gated data hinders the work of policymakers and
activists to make informed decisions and inspire
change to improve the lives of women and girls liv-
ing with HIV. Moreover, existing systems that collect
and report data generally do not report on measures
of retention in treatment or adherence to ART reg-
imens. Surprisingly, there is no standard definition
of “retention-in-care” either for the purposes of HIV
surveillance or implementation research.”* These data
are critical to ensure an effective response and global
public health impact.

Organizations such as PEPFAR plan to implement a
gender strategy and collect and disseminate sex-dis-
aggregated data. The aim is to more closely monitor
who is receiving services and to appropriately address
barriers. GFATM developed a similar gender equality
strategy in 2008 and its implementation plan in 2014
emphasizes the strategic importance of collecting
and disseminating sex-disaggregated data. One of
its goals is to continue the commitment to funding
gender-focused programmes that address gender-re-
lated barriers to deliver an effective HIV response.
These policies demonstrate an increased interest in,
and recognition of, the value of gender-responsive
programmes and efforts.

Adherence and retention

It would be inadequate to focus exclusively on un-
derstanding barriers to access for women without
also elucidating barriers to adherence and reten-
tion. To achieve the goal of virological suppression
and positive health outcomes for women glob-
ally, the initiation of treatment must be coupled
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with efforts to engage and retain women in care.
Addressing adherence and retention barriers com-
plements efforts to improve health for women
living with HIV.

People living with HIV face several key barriers adher-
ing to ART and maintaining treatment. Shubber and
colleagues outline these constraints in a recent sys-
tematic review and meta-analysis.>® The review cites
challenges ranging from forgetting to take medication
to health-service related barriers, stigma and depres-
sion. Adherence and retention barriers range from
individual-level barriers to macro-level constraints, as
illustrated in a systematic review of factors affecting
initiation, adherence and retention for pregnant and
post-partum women by Hodgson and colleagues
(2010).>® The barriers listed in the systematic review
are identical to access barriers explored in our work.
This consistency signifies strong parallels in achieving
increased access to care for women and ensuring that
they adhere to treatment.

Engagementin HIV careis essential to maximize treat-
ment outcomes; it includes both adhering to ART and
being retained in HIV care. Retention in care involves
participating in the care continuum. Participation
includes attending scheduled clinic visits, immu-
nological and virological monitoring and linkage to
counselling for mental health support, as well as to
other services aimed at improving health. Retention in
care is meaningful in predicting viral suppression and
other clinical outcomes.

Adherence measures specifically focus on whether
ART medications are being taken regularly as advised.
Adherence to medications represents a small portion
of overall retention in care. Research on ART adherence
dominates the literature but overall adherence meas-
ures tend to be less impactful if an individual is not
retained in care. Let us clarify this distinction: a person
living with HIV who regularly attends their clinic visits
but does not yet need ARVs can be described as being
retained in care. If they do need to start ARVs, but for
some reason do not follow their prescribed regimen,
they may be described as being retained in HIV care
but not adhering.
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[t should be noted that assessing adherence is difficult.
Researchers have observed that self-reported meas-
ures from participants do not accurately capture their
adherence behaviours.**** It is also widely recognized
outside the HIV world that adherence to any medica-
tion for any chronic condition is often challenging.*®
This nuanced perspective is not always reflected in
the literature where adherence and retention are used
interchangeably and where there is often an implicit
assumption that treatment adherence should be a
straightforward process for anyone.

A global meta-analysis of observational studies assess-
ing gender differences in adherence to ART showed that
high adherence to the regimen (>90 per cent adher-
ence) was observed to be lower in women than men ¢
The meta-analysis revealed that studies with a higher
proportion of widowed female participants showed the
highest percentages of adherent individuals. For men,
higher adherence was found in studies with a higher
proportion of men who have sex with men (MSM).>

As a key affected group, it is plausible that greater
adherence among MSM is associated with perceived
risk and perhaps also the presence of larger organized
support systems. The study also indicated an inverse
correlation between viral load and adherence for men:
the lower the viral load (that is, the healthier the men),
the higher the adherence. By contrast, in the case of
women, less healthy women showed a greater adher-
ence to therapy than did men. It is worth exploring
whether women are less likely to adhere when they
are feeling healthier as this raises concerns regarding
early treatment.

Another meta-analysis also confirmed that women
had lower adherence than men and their non-ad-
herence was correlated with depression, lack of
supportive interpersonal relationships and increased
levels of distress.”” The meta-analysis researched ar-
ticles published between January 2000 — June 2011
reporting on ART adherence in developing countries.
Women who did not adhere to their regimens stressed
the need for approval from their partners considerably
more than men who did not adhere.*



Overall progress in national antiretroviral therapy cov-
erage masks important access disparities. Treatment
gains are not reaching enough key populations,
currently defined by UNAIDS as sex workers and
their clients, transgender people, people who inject
drugs, gay men and other men who have sex with
men transgender people, and prisoners and other
incarcerated people.® Injecting drug use is known
to negatively impact ART adherence. A study in the
United States followed a cohort of women who inject
drugs and found that women who accessed any form
of drug use treatment were more likely to be adherent
than women who did not.*® Women over the age of 50
who did not report drug use were more likely to report
ART adherence for more than two years in cohorts in
Cameroon, Burundi and the Democratic Republic of
the Congo.”

Prison populations, refugee populations, migrants
and mobile workers are also frequently at higher risk
of acquiring HIV, yet data detailing the access to ART
of these populations remain extremely limited. This is
partly because classifyingthem as key populations can
have serious human rights and legal complications
in countries in which behaviour associated with key
populations is stigmatized and/or criminalized. The
intersection of discrimination against marginalized
populations and gender inequality is likely to fur-
ther hinder treatment access for women from these

populations or those whose partners fall into these
groups. However, there is a lack of sex-disaggregated
data to confirm this hypothesis. Further, refugee and
migrant status may hinder both access to ART as well
as adherence given both citizenship status and migra-
tory patterns.

Option B+

Option B+ programmes aim to accelerate ART initia-
tion and reduce the risk of vertical transmission of HIV
from mother to child (Box 3 on PMTCT in Section 2.1
above). Uganda and Malawi were the first two coun-
tries in sub-Saharan Africa to introduce Option B+ on
a national scale. The early data from these countries
on adherence and retention highlight the importance
of supplementing data on numbers of women (or
men) initiating treatment with data on retention and
adherence to capture an accurate depiction of wom-
en’s access to treatment.*

Option B+ has now been followed by a universal test
and treat policy recommending that all individuals
diagnosed with HIV start treatment immediately and
stay on it for life3* However, the issues described in
the country examples below are still relevant to this
new WHO policy.

BOX 5
Option B+ in Action: Malawi

Malawi’s HIV and AIDS estimates for 2015 stated
that there are 980,000 individuals living with
HIV, and over half are women above the age of
15.%* Prior to roll-out of Option B+, only 49% of all
pregnant women living with HIV were diagnosed,
3% were on treatment, and 2% remained on treat-
ment one year after initiation. Malawi’s Option B+
programme, rolled out in 2011, led to a seven-fold
increase in pregnant women living with HIV receiv-
ing ART in just the first year of the programme.®?
Despite reductions in vertical transmission from

mother to child with ART initiation, uptake and
retention remain problematic. In a cohort study
in northern Malawi, nearly half of those who had
not started on ART at the beginning of antenatal
care not begun by the time they gave birth.®* At the
same time, pregnant women who started treat-
ment on the day of diagnosis were observed to be
the least likely to follow up in the Malawi Option
B+ programme. Thirdly, women who initiated ART
during pregnancy were five times more likely not to
adhere to their regimen than women who started
therapy at a CD4 count of 350 cells/mm? or less.**
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BOX 6

Option B+ in Action: Uganda high-prevalence districts. PEPFAR committed
US$25 million for the Acceleration Plan.> The
increased investment in prevention of vertical
transmission was not initially translated into pos-
itive programmatic outcomes. Only 20 per cent
of women who initiated treatment after labour
returned to clinics to receive their CD4 count.*

In 2012, the government of Uganda adopted the
Option B+ programme to curb the vertical trans-
mission of HIV. Financial restrictions have forced
Uganda’s leadership to roll out the programme
in phases. Option B+ was first introduced in 11

Zimbabwe adopted Option B+in 2013 and launched a will be important for the roll-out of the 2016 guide-
staggered roll-out in 2014. Studies are underway with lines to be monitored closely in relation to women’s
the aim of improving retention-in-care of pregnant ongoing treatment access issues. See Section 4.1.
women and mothers living with HIV.67%8 In view of the below for further discussion.

challenges experienced by women described above, it
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3.MICRO LEVEL.:

PSYCHOSOCIAL FACTORS

AT THE INDIVIDUAL,

HOUSEHOLD, FAMILY

AND COMMUNITY LEVEL

Key findings

« Many women have concerns about the side
effects of treatment uptake for themselves and
their children.

Research has shown that HIV-related stigma
and gender inequalities drive several factors
that reduce women'’s access to treatment and
retention in care such as access to income,
traditional gender roles, gender-based violence
and food insecurity.

« Women, who are also part of marginalized
populations or partners of men who are at
increased risk (such as women engaged in sex
work, transgender women, women who inject
drugs and wives of MSM), face high levels of
stigma and discrimination that impede access
to treatment. The data on treatment access,
however, is rarely disaggregated by sex.

Recommendations for further research

- This review has focused on available data,
but there remains a paucity of rights-based,
peer-reviewed literature focused on women’s
lived experiences as reported by women them-
selves. This gap should be filled via strategic

support of innovative research projects that
utilize a participatory methodology and a ho-
listic, well-being approach to understanding
women’s treatment access, adherence and
health.

Further areas for this project to explore

- Thereneedstobea coordinatedeffort tofill specific
gaps in the literature informing programmes and
policies. Specific factors to be considered include:

- Biological factors that may affect treatment for
women, including side effects, drug resistance,
dosage and effectiveness.

- The impact of sociocultural ideas regarding
gender and sexuality and gender-based
violence on treatment access and adherence.

- Retention and adherence for key populations
for which gender is a major factor (e.g. women
engaged in sex work, women in prison, women
who use drugs).

- Theimpact onwomen oftreatment programmes
integrated into family or home-based care.

- The intersection of HIV disclosure by women
and treatment initiation.

- Women’s sharing of ART with their partners
and other family members.

KEY BARRIERS TO WOMEN’S ACCESS
TO HIV TREATMENT: A GLOBAL REVIEW

35



36

3.1 HIV-related stigma, gender
discrimination or inequality

This section considers how social norms regarding
gender and HIV interact to influence women'’s access
to treatment and care. The following factors are
caused by, and reinforce, HIV-related stigma and gen-
der-related discrimination and ultimately influence
women’s ability to initiate and continue ART:

Physiological factors

Social and cultural norms

Women'’s roles and workload

Women's access to resources

Women'’s decision-making power

Gender-based violence

Stigma can be a crippling experience for women living
with HIV, impacting both mental and physical well-be-
ing.%? In 2014, UNAIDS conducted a rapid assessment
of women’s experiences of treatment access in the
context of the prevention of vertical transmission. In
five high-prevalence countries, results demonstrated
that women living with HIV are generally considered
to be “immoral” and responsible for bringing HIV
into the family.>* Consequently, participants in the
UNAIDS study felt that women face greater levels of
discrimination than men.There is a perception among
both women and men that it is negligent for women
living with HIV to become pregnant due to the pos-
sibility of passing HIV to their children. See Section 4
on meso-level barriers for information on the pressure
placed on pregnant women living with HIV to have
abortions or be sterilized.

Women living with HIV are also considered less
capable of tending to their children’s needs.”® Such
discrimination can impact women’s ability to seek
appropriate treatment and care services (including
during pregnancy) and can impact their ability to plan
families safely, particularly if they internalize such
views. In some contexts, women avoided antenatal
care (ANC) facilities where testing was carried out due
to HIV-related stigma if they tested positive.”? Given
that women in general have better health-seeking
behaviours and (in some contexts) better access to
treatment than men, it is worth exploring whether
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increased visibility through service access leaves
women vulnerable to greater levels of stigma and
discrimination.

Fear of stigma and discrimination can also make
women living with HIV (WLHIV) reluctant to disclose
their status to partners, family and friends or to
access services, including through antenatal care.”*
A synthesis of studies looking at rates, barriers and
outcomes of HIV status disclosure among women in
developing countries found that between 16.7 and
86 per cent of women chose not to disclose their
status to their partners.”? The majority feared that a
negative reaction might result in abuse, violence and
abandonment. A more recent study in South Africa’s
KwaZulu-Natal province showed that women were
often more willing to disclose their status to family
members than to their male partners.” Fear of stigma
and discrimination and having to keep their status
from partners and other family members makes it
much harder for women to seek treatment and care
and to adhere to treatment regimens for themselves
and their children.”2747

This literature review includes studies that support a
strong link between non-adherence and non-disclo-
sure of status, yet the data are not disaggregated by
sex. For example, a systematic review of the inclusion
of sociocultural determinants in quantitative studies
that examine access to HIV services concluded that in
low-income countries lower rates of adherence were
associated with perceived lack of familial support, lack
of perceived need to disclose to family members and a
feeling of depression.* If individuals lacked access to
a private storage space, adherence was also impacted
by living with extended family members and having
to conceal their status from them.”® An initiative in
the United States to help people with disclosure had
a greater impact on women than men regarding their
experiences of post-traumatic stress disorder, depres-
sion and the physical symptoms of HIV.7®

In some contexts, levels of disclosure to husbands and
partners appear high.”””® Despite significant rates of
disclosure, these studies found that women experi-
enced high levels of stigma and discrimination upon



revealing their status. For example, in a study of HIV-
positive status disclosure among women attending an
ART clinic at the Hawassa University Referral Hospital,
South Ethiopia, 59.3 per cent experienced negative
reactions upon disclosure.”” Experiences of enacted
stigma and discrimination seem to vary widely. For ex-
ample, a 2012 study undertaken in Malawi during the
roll-out phase of the national programme to prevent
new HIV acquisitions among children found that 40
per cent of women (n=10) who were living with HIV
and using services to prevent new cases among chil-
dren had been divorced by their husbands because of
their HIV status.”

Partners, however, are not always the main per-
petrators. The WAPN+ study found that although
many women faced high levels of discrimination
upon disclosure of their status, it was usually from
mother-in-law’s or health-care workers.®® We return
to the impact of stigma and discrimination within
communities and health services on women’s access
to treatment in later sections.

Physiological factors

Many of the studies looking at barriers to treat-
ment access and adherence stress the concerns of
individuals living with HIV about the side effects of
lifelong antiretroviral therapy. A study conducted in
2009 by WAPN+ found that 66.6 per cent of wom-
en who stopped taking their ARVs did so because
of side effects.>> These concerns can be significant
enough to negatively impact treatment access and
adherence.>2807276

Other studies on treatment access and adherence
found that worries about, and the experience of,
side effects led to discontinued use. While these
studies include women, they do not provide a sex-dis-
aggregated breakdown of results or gender analysis.
It is evident from reports that women and men have
concerns about side effects, yet there remains a low
enrolment of women in research trials. Medical in-
vestigation into ARVs has devoted less attention to
the specific side effects experienced by women, such

as menstrual irregularities, menopausal intensity or
acceleration of osteoporosis. Research also explores
the impact of HIV diagnosis on an individual’s mental
health and indicates depression, internalizing stigma,
low self-esteem and lack of social support as key fac-
tors in determining adherence to treatment regimes.
Again, these studies tend not to be gendered although
they demonstrate that both women and men are im-
pacted by these factors.

The positive health impacts of treatment motivate
women and strengthen their commitment to stay
with it. Most female participants of the WHO research
in Botswana, Tanzania and Uganda and some partic-
ipants at the UNAIDS discussion in Uganda reported
the positive effects of treatment on their health.”2%
It is important to note that the study in Tanzania
and Uganda focused on the experience of treatment
with ARVs rather than barriers to access. A random
sample of women and men living with HIV with high
adherence to ART participated in the study, selected
through health service patient lists.

Research participants in South Africa, most of whom
were women, also saw ARVs as “lifesaving” and ex-
pressed their long-term commitment to adhere.®
There remains, however, scant research exploring
how to overcome barriers to treatment access on the
one hand while ensuring that treatment improves
women'’s health on the other. It is vital to understand
these issues if we are to develop successful strategies
to increase the uptake of ART and minimize adverse
events, while also upholding women’s rights to in-
formed choice.

Social and cultural norms

Women can have side effects related to certain ARVs
that interact with sociocultural norms regarding
gender and sexuality. This experience could affect
adherence, particularly as women’s perceived or “felt”
sexual attractiveness is often linked to certain body
images.® Side effects can differ for women during
puberty, adolescence, at childbearing age and during
the postmenopausal years.® WHO highlights that
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pregnant women may face additional barriers in
adhering to ART due to “worries about the effects of
drugs on their babies, additional nutritional require-
ments associated with pregnancy, and conditions
such as nausea and vomiting that may be exacerbat-
ed as side effects of ARVs.”® There is also emerging
evidence that women experience side effects from
ART differently than men —for instance, in relation to
osteoporosis and menopausal changes.

Women living with HIV may also experience specific
illnesses related to their reproductive systems. For
example, they are more at risk of vaginal fungal in-
fections, genital warts, pelvic inflammatory disease,
menstrual irregularities and cervical cancer than are
women without HIV.8* Sociocultural norms that dis-
courage the discussion of women'’s reproductive and
sexual health may prevent women from recognizing
that these conditions are abnormal or may lead to a
sense of shame regarding the experience and discus-
sion of such issues with health providers. This can, in
turn, lead to delays in seeking appropriate treatment
and care.® In addition, women living with HIV may be
affected by reproductive roles and gender norms that
undermine their own access to nutritional food, since
women prioritize providing food for their children,
partners and families. For example, women living
with HIV often have a higher prevalence of anaemia
than men. Anaemic women tend to show worse sur-
vival rates, since anaemia has been linked to disease
progression (regardless of CD4 count) in Africa and
Europe.®

Traditional gender roles and unpaid
care work

Women'’s multiple roles and responsibilities in the
household, family and community impact their ability
to take time out to visit health centres. For women
living with HIV, access and adherence to treatment
is limited by multiple trips to health centres. The
situation often also involves long travel and waiting
times that do not fit into busy routines (see Section 4,
on meso level barriers). Employment in formal sector
work can inhibit adherence to treatment due to a lack
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of privacy. For example, many women living with HIV
and involved in UNAIDS rapid assessments reported
that they lacked the time to visit health centres or
that they had no one to take care of their responsibil-
ities in their absence.” Taking multiple doses of ARVs
in a day (particularly at a specific time) may not fit
in with women’s workloads or may cause tiredness
and other side effects which impair women'’s ability
to carry out tasks effectively.””#* For instance, a study
in Tanzania showed that women'’s routines made it
easier for them to remember and take pills, yet it is
important to note that in this small qualitative study,
the four people who missed pills over the last month
were all women 8¢

Women'’s roles in the household, including the care
of children and other family members, are under-
pinned by gender inequalities that undervalue their
contributions.#” WHO suggests that in households
where several family members are sick, women prior-
itize care and treatment for their children and other
family members.® In many contexts, it is generally
believed that women’s roles as caregivers may lead
to better health-seeking behaviours than in men. In
fact, women consistently expressed concern about
their children and older relatives, explaining the need
to stay alive to look after them was a key motivating
factor in taking ARVs.#

The reasons for pushing an agenda of greater access
to treatment for women are rooted in their relation-
ship to the health system through their reproductive
roles and their identification as a priority group (to
prevent vertical transmission).®* However, what
motivates and conditions access is often context-spe-
cific. A cross-sectional, correlational study among
269 Colombian women found that women who had
children living with HIV and a high viral load, were less
likely to adhere to treatment. This may be due to the
strain on their time caring for children

Gender norms that govern men’s roles in many cultures
do not encourage male involvement in the reproduc-
tive sphere. UNAIDS found, in their rapid assessments,
that male involvement in women’s visits to ANC and
access to HIV-related services was limited. This lack of



involvement might constitute a barrier to testing and
accessing treatment, since pregnant women living
with HIV need help with transportation to clinics and
receiving and taking antiretroviral drugs. Women also
wanted emotional support, particularly in the face of
stigma from family members or the community at
large. Men reported that their lack of involvement was
due to a fear of social embarrassment, stigma and ex-
clusion at health clinics, or simply a lack of interest in
what was considered “woman’s affairs”.2*

Women'’s access to resources

Gender norms regarding women'’s roles and respon-
sibilities influence their access to, and control over,
resources. As a result of unequal power dynamics
that disadvantage women and girls, women generally
have less direct access to resources, meaning they
must rely on other more powerful family members
to access required resources.® Limited access to
resources produces barriers such as the cost of trans-
portation, doctor’'s fees, lab tests and procedures,
and out-of-stock drugs. The situation holds obvious
implications for women'’s ability to cover the oppor-
tunity and other costs associated with accessing and
adhering to HIV treatment and care, particularly for
women living in poverty or lacking access to inde-
pendent resources.®38>9091

In Colombia, researchers found that adherence was
five times lower for women from low socioeconomic
groups.”® An APN+ study of 3,000 people in the Asia
Pacific region explored the experience of accessing
ART and other HIV-related health-care services for
people living with HIV, including women, MSM, trans-
gender people and those who inject drugs. Results
found that over 80 per cent of women reported not
having adequate income to sustain health needs.”? In
South Africa, a cross-sectional study of over 300 wom-
en revealed that women who did not receive money
from their spouse showed very poor adherence com-
pared with women with strong financial support.®*
Further, a study in Uganda concluded that “almost
all respondents cited the need to locate funds for
the monthly clinic visit as a constant source of stress

and anxiety, and lack of money for transportation
was a key factor in cases of missed doses and missed
medical appointments” (p. 778).°2 Participants also
struggled with competing demands between trans-
port costs and other necessities such as food, housing
and school fees.

The relationship between economics and adher-
ence is not always directly correlated. Two studies
in Colombia showed an interesting relationship be-
tween income and ART adherence.®** Women who
were poor showed a rate of adherence five times that
of women from higher socioeconomic status groups.”
Although women with medium wealth had relatively
good adherence, women with high income did not.”
Women with greater resources stated that they were
more afraid of stigma and were forced not to disclose
their status. In Uganda, a recent study found that
financial obligations and economic barriers remained
even with increases in income, suggesting there are
further complexities that impact women’s ability to
access treatment.®

The association between food security and ART
adherence is strong. Studies have shown the signifi-
cance of food assistance in order to achieve optimal
adherence and have illustrated that individuals with
low food security experience higher ART attrition.””*®
The need to ensure a nutritional diet when on treat-
ment was a concern of women in poverty and living
with HIV in Kenya, Tanzania, Argentina, Cambodia,
Moldova, Morocco, Uganda and Zimbabwe.**?” The
lack of food particularly affects adherence for women
due to their lower access to resources. Additionally,
in many settings, women are expected to eat after
feeding their children and families and nutritionally
rich foods are preferentially given to male members
of the household.®® As discussed earlier, in low-income
nations, anaemia is associated with poor nutrition,
malaria and poor fetal health; women living with HIV
have a higher prevalence of anaemia compared to
men. These factors are linked to disease progression,
regardless of CD4 count, in Africa and Europe.®’

Water access is also important, but information was
not found for this review.
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Women'’s decision-making power and
autonomy

Unequal gender relations and women’s socio-economic
dependency limit their decision-making power regard-
ing access and adherence to treatment. Traditional
gender roles place men as the heads of household
with the power to determine women'’s access to health
care.!*?® Women who participated in ICW qualitative
studies in Kenya and Tanzania stated they experienced
problems in accessing services because their partners
often refused them permission to seek treatment.#°
In Kenya this was because men feared that health pro-
viders would want them to go for treatment as well.*®

Women interviewed in UNAIDS 2014 rapid as-
sessments said that male partners or other family
members sometimes refused to allow pregnant wom-
en to visit ANC clinics because they did not trust the
efficacy of the services, did not want to pay for associ-
ated costs (for transport or services) or, in the case of
husbands and partners, feared the stigma that might
be directed at them if their own HIV-positive status
were discovered through their partner’s service access.

Such constraints may also stop women from ac-
cessing health services when they are in critical
need, showing obvious challenges for their ability to
promote and maintain their health and, if pregnant,
that of their baby during pregnancy and beyond.** The
People Living with HIV (PLHIV) Stigma Index research
found that women presented late for treatment be-
cause they were more likely to seek testing only after
a partner or family member became ill. In Nepal, this
was observed in 40.6 per cent of women as opposed
to 4.5 per cent of men.*®

Older research also indicates that some women may
be forced or compelled to share their drugs with their
partners, who use their wives’ HIV status as a proxy
for their own.®* In a study of access to ARVs and adher-
ence in five districts of Zambia, more than 21 per cent
of women shared their regimens with a non-tested
husband.*® This study is dated and it may be the case
that better education has reduced the instances of
sharing. However, it remains an issue worth exploring.
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The ICW study of women’s access to treatment in
Kenya and Tanzania also highlighted the pressures
on women to share treatment with partners who
were reluctant to get tested themselves.?#% Women
in Tanzania said even when they hid their treatment,
their partners would find and steal it. There is a lack
of recent evidence exploring whether pressures to
share treatment remain a concern and whether wom-
en’s increased access as compared to men’s in many
countries leads to greater pressure to share or hand
over all ARVs. A more recent study found that relatives
on similar treatment regimens stole treatment from
women in their family.””

Gender-based violence

It is increasingly recognized that stigma and discrim-
ination represent forms of violence against women
living with HIV.® Gender-based violence (GBV) exerts
a disproportionately detrimental impact on the lives
of women and experiences of violence are particularly
prevalent in countries with a high rate of HIV. Studies
reveal the strong forward and reverse correlations be-
tween GBV and HIV; HIV acquisition is a risk factor for
GBV and vice-versa. Women who experience GBV are
four times more likely to be at risk of HIV and sexually
transmitted infections (STls).1%

Sociocultural influences that breed unequal gender
dynamics both drive GBV and present challenges in
capturing the true magnitude of GBV experienced
by women. A significant proportion (35 per cent) of
women over 15 years of age worldwide has experi-
enced either physical and/or sexual intimate partner
violence or non-partner sexual violence.*** It is worth
noting, too, that prevalence would be much higher
if violence against girls under the age of 15 were
explored; such consideration would include, prenatal
sex selection, female genital mutilation, child mar-
riage and exploitation, among others.1%

A recent global survey of women living with HIV
shows that 89 per cent of respondents reported
having experienced GBV.*** GBV has been shown to
hinder women’s ability to access treatment and care



and adhere to ART.}® There is concern that greater
access to treatment through ANC services may leave
women at increased risk of family tensions and vio-
lence in cases where men lack such access.®

A number of studies demonstrate that fear of GBV
(abuse and abandonment) leads many women to
conceal their HIV status, treatment and care-seeking
behaviour from their partners which, in turn, impacts
adherence.’*821% A study of antiretrovirals access
and adherence in five districts of Zambia showed
that 76 per cent of women did not adhere to their
ART regimen as prescribed because they were trying
to hide their pills.**? Further studies show that fear
of violent reaction results in women not accessing
treatment and care services at all, including those
for the prevention of vertical transmission.07108109
Certainly, recent findings confirm that GBV remains
a barrier to accessing treatment.’*® A 2012 study
in South Africa showed that women may regret
accessing health services because of the GBV they
subsequently experience. '

The fear of negative consequences among women
living with HIV is not without foundation. Small- and
large-scale exploratory studies have found that
women may experience high levels of stigma and
discrimination, including physical violence and
post-disclosure abuse.’?108110111112 Experiences of
intimate partner violence are associated with neg-
ative HIV-related clinical outcomes, possibly due to
a decrease in HIV care, adherence and retention and
an increase in depression and anxiety.***** A United
States study found that abusive partners sometimes
sabotaged women'’s efforts to seek care, keep appoint-
ments or take medications.**

However, not all studies show that women living with
HIV experience high levels of violence and abuse. A
baseline quantitative study of a planned longitudinal
study of 1,598 HIV positive people from 15 districts of
Nepal found that 8.9 per cent of women versus 9.9 per
cent of men had experienced verbal abuse in the past
12 months and 4.3 per cent of women versus 3.5 per
cent of men had experienced violence in the past 12
months.*** Other Community Access to HIV Treatment

Care and Support Services (CAT-S) studies from Laos
and Indonesia also indicate similarly low levels of
verbal abuse and violence for men and women. It is
not clear from the studies who is perpetrating the
abuse; it is possible that the CAT-S studies only record
stigma and discrimination by non-family members or
doctors.

Solutions for tackling GBV in the context of HIV
are manifold. However, including men and boys in
the solution is key. In a 2013 review, researchers
found that working with men and boys to promote
gender-equitable attitudes and behaviours is a prom-
ising programmatic approach to addressing violence
against women in the context of HIV.1*®

3.2 Rights violations of
marginalized groups

In this section, we extend UNAIDS’ definition of key
populations to include other populations whose
work, circumstances or lifestyle make them espe-
cially vulnerable to acquiring HIV?® This includes
the partners of MSM, those seeking asylum, truck
drivers, miners, fisher folk and migrant workers
and their families. Many people from key affected
populations, and their partners, encounter multiple
barriers at the individual, household, family and
community level in accessing treatment services, as
well as at the institutional level. For many of these
people, a punitive legal environment accentuates
the barriers.

At the micro level, women from key affected pop-
ulations will often experience a double burden of
social marginalization and gender discrimination, in
addition to HIV-related stigma and discrimination.
They are likely to face extreme social and institution-
alized stigma, discrimination and harassment and
fear adverse consequences if their HIV or marginal-
ized status is disclosed.* These factors significantly
impact their treatment access, adherence and reten-
tion in care.
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Transgender women

Transgender women face a unique set of barriers
to uptake of and adherence to ART.*¢ In the United
States, transgender women are four times more like-
ly to “fail ART” if they have experienced trauma.**’
Factors correlated with lack of adherence in trans-
gender women include low social support, coerced
sex and low self-efficacy.*® In their research on the
experience of accessing ART and other HIV-related
health-care services for women, MSM/transgender
people and those who inject drugs, APN+ found
that 59 per cent of women who inject drugs and
46 per cent of MSM and transgender respondents
were reported to be in need of ART. Among these,
an average of one in three MSM and transgender
people who inject drugs reported a lack of access to
treatment for Ols.** Unfortunately, APN+ does not
disaggregate data between MSM and transgender
respondents.

Research from the United States demonstrates
through multivariate models, that ART adherence is
related to age, stress, self-assessment of transphobic
experiences, gender affirmation, and adherence to
hormone therapy.**® An earlier study used five focus
group discussions and 20 interviews to find that
transgender women face substantial challenges in
adhering to HIV care and treatment, including the
avoidance of health care due to stigma and past
negative experiences, the prioritization of hormone
therapy and concerns about adverse interactions be-
tween antiretroviral treatment for HIV and hormone
therapy.!*®

Sex workers

The nature of sex work creates contextual factors that
impact uptake and adherence to antiretroviral thera-
py. This population faces a variety of structural barriers
to accessing services*?® as highlighted in a 2012 study
of female sex workers” experience of HIV prevention
and treatment in Orissa, India. Differences between
types of sex work impact barriers. For instance, stud-
ies show that young brothel-based sex workers face

KEY BARRIERS TO WOMEN’S ACCESS
TO HIV TREATMENT: A GLOBAL REVIEW

issues surrounding restricted mobility and a lack of
social support while non-brothel-based women ex-
perience violence, stigma and discrimination at more
than twice the rate of brothel-based women (48 per
cent of non-brothel-based sex workers versus 23 per
cent brothel-based).*® Women who engage in sex
work face individual-level barriers (stigma, drug use,
and violence) to obtaining services and practicing HIV
prevention and harm reduction.

Three studies, including a systematic review of ART
uptake, attrition, adherence and outcomes among
women sex workers living with HIV reported various
factors that inhibit adherence including: running out
of pills; not being at home to take them; feeling sick
when taking pills; and potential loss of clients if seen
taking ART during work hours.*?? A recent study on hu-
man rights violations against sex workers highlights
poor working conditions, violence, police harassment,
and discrimination as barriers to HIV prevention and
treatment.'?

Migrant and undocumented workers

Migrant and citizenship status also weigh heavily
on an individual’'s ability to access ART and remain
on treatment. Some members of key affected pop-
ulations are not always covered by national HIV
programmes due to their insecure legal status. For
example, in Thailand migrants without labour certif-
icates are unable to get free ARVs or other services;
many do not use services for fear of being identified as
illegal immigrants. Once they do access services, there
are mixed experiences of care and support; in some
cases, migrants who tested positive for HIV through
routine testing were sent home.*

The lack of appropriate documentation or legal sta-
tus can create environments of fear that prohibit
people from engaging with health-care systems.
For instance, undocumented immigrants fear de-
portation after accessing care. A woman who was
originally from Mexico and living undocumented
in the United States participated in a qualitative
study and stated, “..I think when I try to access



[care], | get scared that they might send me back”
(p. 129).2%* This study concluded that this fear does
not dissipate over time. Moreover, individuals who
are undocumented tend to work more demanding
jobs with long, unregulated shifts. These individ-
uals struggle to balance the maintenance of their
employment with their retention in care. As a
42-year-old woman living with HIV shared: “..she
[her employer] was very strict and did not allow me
to take any medical appointments. | didn’t follow
up on medical [care] because | didn’t have any op-
portunities...” (ibid.).*%

Three barriers were identified ina studyin Philadelphia
with undocumented immigrants from Africa who
sought medical care in the United States: access
issues, language barriers and the stigma of being
African inthe United States.?* Access issues are due to
a lack of appropriate documentation to receive health
insurance, qualify for welfare or social assistance
programmes and to seek employment. Additionally,
confusion about navigating the medical care system
and about which services are government-supported
can act as deterrents for accessing antiretroviral ther-
apy.*?” There is evidence that the partners of high-risk
individuals face even greater barriers regarding access
to treatment services. For wives of migrants in India,
fewer than 20 per cent of women return to collect
their results 22

A lack of national identification cards constitutes a
large obstacle for individuals attempting to access
treatment. A study exploring human rights and HIV
among transgender women in Colombia revealed
that they were unable to access services from nation-
al health-care centres because of a lack of national
identification cards. An ongoing issue for transgender
women is a lack of official, legal documentation that
reflects their gender.*?

Female partners of migrant workers also struggle
to access information and health care for STIs and
ART, due to low decision-making ability, limited
household income and high transportation costs
to distant facilities. Fear of disclosure is a recur-
ring theme in qualitative interviews.*?* Perceived

stigma and fear of identification is a major barrier
to accessing social and/or economic benefits such
as travel allowances and pension schemes. The Das
study in India concluded that the socioeconomic
costs of a positive HIV status are borne at twice the
rate by women.'*

Adolescent populations

A review of published literature from Africa and Asia
indicates that more than 70 per cent of adolescent and
young adults (12-24 years of age) living with HIV and
receiving ART adhered to therapy. Lower rates of ad-
herence were shown in Europe and North America, at
50-60 per cent.’ Young women may also experience
problems with access and adherence to treatment.
In Ukraine, low adherence among pregnant women
was associated with the following related factors:
women living with their extended family; women
living without a partner; and younger women with an
unplanned pregnancy.’® A qualitative review by WHO
suggests that, as with adults, male and female ado-
lescents face a range of barriers to access, adherence
and retention.*?®

Adolescents identified both positive and negative
factors that facilitated access and adherence to ART.
Positive, trusting relationships with and between
parents or guardians and health-care providers and
the availability of counselling and support were
the primary factors facilitating adolescents’ access
to care. Provider and community stigma, as well as
inadequate or incorrect information about HIV were
found to be major barriers to using available services.
Free or low-cost medications, an electronic reminder,
family and peer support, developing self-esteem and
empowerment skills were positively associated with
adherence as were incentives like taking medica-
tion regularly so that “people won’t know I'm sick”.
Adolescents also feared re-infection or super-infection
if they did not take medication regularly. The primary
barriers to ART adherence for adolescents living with
HIV were depression, regimen fatigue, weak health-
care systems, a lack of youth-friendly services, privacy,
and incorrect information.

KEY BARRIERS TO WOMEN’S ACCESS
TO HIV TREATMENT: A GLOBAL REVIEW

43



44

Missing data

CAT-S studies on treatment delay and adherence in
Bangladesh, Indonesia, Laos, Nepal, Pakistan, the
Philippines, and Vietnam focused on key affected pop-
ulations, including people who inject drugs, women
who engage in sex work, MSM, internally displaced
persons, domestic migrant workers and transgender
people. Unfortunately, the data on key populations are
not disaggregated by sex. These studies underscore
the problem with accessing treatment particularly
for migrants and people who inject drugs. However,
MSM, transgender people, women who engage in sex
work and people who inject drugs were more likely to
miss a dose than migrants. Among the 119 women
in the study who needed services for the prevention
of vertical transmission, 44.5 per cent did not access
them. Women participants who inject drugs were
also less likely to use ANC services.

Further, while there are several studies on the expe-
riences of people who inject drugs, they tend not to
disaggregate data by sex. There is little information,
therefore, on female partners of MSM. However, the
Stigma Index found that female partners of men who
engaged in high-risk behaviour tended to get tested
only when their partners or they themselves became
seriously ill.**

3.3 Community-level cultural
and social barriers

In this review, we have already explored how gender
norms operate at the level of the household and fam-
ily. This section considers the role of the community
in facilitating women’s access to treatment-related
services. There are several examples that illustrate
how community-level discriminatory attitudes and
behaviours against women living with HIV impact
their access to treatment.

An International Planned Parenthood Federation (IPPF)
analysis of the PLHIV Stigma Index found that wom-
en living with HIV were more likely than men to be
subject to, and fear, gossip since they were more likely
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to be embedded in the life of the community.** The
Stigma Index highlights the pressures on both women
and men to modify their behaviour but focuses par-
ticularly on women. For example, in Nepal 30 per cent
of men living with HIV decided not to get married as
opposed to 47 per cent of women and 77 per cent of
transgender people. Regarding celibacy, 7 per cent of
men and transgender people felt pressured to be celi-
bate, as opposed to 35 per cent of women.*** Between
1.8 per cent (Uganda)*** and 11.5 per cent (Malawi)**
of women felt pressure to be sterilized. In Bangladesh,
over half of women living with HIV have experienced
stigma by a friend or neighbour, 87 per cent have de-
cided not to get married as a result of their HIV status
and nearly a fifth have felt suicidal.?3>3

Some key informants of the UNAIDS rapid assess-
ments believed that people with HIV should not take
ARVs because it makes them look healthy and thus
“free to infect others”. At all UNAIDS assessment sites,
participants held the view that women living with HIV
should not get pregnant in the belief that the moth-
ers would soon die and the babies would be born with
HIV.”2

Participants of the ICW treatment mapping conduct-
ed in Namibia believed that stigma and discrimination
against women and men living with HIV was greater
in urban areas because of tribal divisions and a lack
of the community cohesion experienced in villages.**
Worries about such stigma and discrimination from
community members undermine service access.
Several studies on health service access underscore
the fear that accessing services or the presence of
indiscreet health workers might alert community
members to an individual’s status. This can leave preg-
nantwomen vulnerable to vertical transmission.”2%5112

Cultural belief systems operating at the community
level are also instrumental in determining what kind
of services women access. In the Democratic Republic
of the Congo, India, Nigeria and Uganda, a general
mistrust of modern medical interventions discour-
aged women from visiting ANC facilities and from
using HIV prevention and treatment services. Women
in rural sites frequently accessed traditional birth



attendants instead of official health providers since
the former were considered more familiar, friendlier,
more culturally aware and less expensive.”? Women in
South Africa also reported exploring other traditional
methods of treatment rather than adhering to ART.”

Throughout the history of the HIV epidemic, commu-
nity support groups have provided invaluable support
to women (and men) living with HIV, including im-
proving their understanding of HIV, offering services
and treatment options, aiding with adherence, man-
aging side effects and giving resources to aid access.
Participants of the ICW treatment mapping in Kenya
said that the most effective source of care and infor-
mation on treatment was from support groups.

A study in South Africa also found that communi-
ty-based organizations (CBOs) and non-governmental
organizations (NGOs) were better placed to respond
to the realities, rights and needs of women than were
other agencies.**? Other sources of care and support
(including financial) are provided by NGOs and faith-
based organizations (FBOs) within the community,
as well as from women (often living with HIV them-
selves) who provide care in the community.®® FBOs are
the largest single group providing health-care services
for HIV and, in some countries, they contribute up to
50 per cent of facility-based and community care.*3*

Levels of support vary across and between commu-
nities. Participants in ICW’s treatment mapping in
Tanzania expressed worries that support groups in
rural areas channelled less accurate information
about HIV than those in urban areas.”® Further,
there remain contexts in which women felt they did
not receive any or adequate care and support from
family members, communities or workplaces.***?
In a rural household study in India, men living with
HIV reported greater medical and social support,
whereas women living with HIV stressed that HIV
limited their ability to care for others.*** Finally,
some individuals reported being discouraged by
their faith groups from accessing or continuing
with treatment.”?

Due to the huge potential of the community to
support or hinder women’s access and adherence to
antiretroviral therapy, the United Nations Children’s
Fund (UNICEF) acknowledges the importance of
working with communities to improve service uptake,
adherence and retention. UNICEF underscores the
importance of combining community activities with
quality facility services (in the context of rolling out
Option B+) to achieve an effective community-facility
linkage and provide health benefits.**
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4. MESO LEVEL:

STRUCTURAL ISSUES

FOCUSING ON HEALTH

SERVICES AND HEALTH

KNOWLEDGE

Key findings

+ Knowledge about HIV, ART and treatment among
women is generally low.

- The cost and location of services are factors in
whether a woman decides to continue treatment.

« Stigma and discrimination by health-care staff
and poor quality services are significant barriers
to service access, particularly for people from
marginalized populations.

Eligibility criteria may impact men and women
differently if there are disclosure requirements.

Recommendations and further areas for
this project to explore

Many countries are expanding access to ART
by raising the CD4 threshold for initiation,

4.1 Women’s awareness
of treatment options, HIV
knowledge and care services

Gender norms may shape how women understand
HIV, treatment and care options, and services. Data
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implementing Option B+ and/or offering
immediate treatment to individuals living with
HIV in serodifferent (serodiscordant) couples.

In this context, there is an urgent need to gather,
report, consolidate and act on the following
data:

+ Women’s understanding of treatment and
their treatment and care needs.

+ The quality of information provided by health-
care workers about treatment, risks and
benefits.

+ Gender differences in the impact of ART care
eligibility.

+ Women'’s experiences across the treatment and
care continuum and how these experiences
affect their mental and physical well-being.

suggest that comprehensive knowledge about HIV
and AIDS is low among women. Data from a range
of demographic and health surveys (DHS) show
that in lower income countries, 24.5 per cent of
women had comprehensive and correct knowledge
about AIDS. When assessed by region, the lowest
value was in Central Asia, at 12.5 per cent, and the



highest in Latin America/Caribbean, at 33.93 per
cent. In every geographic region, young women
(between 15 and 24 years of age) showed higher
knowledge than all women (between 15 and 49
years of age). Sub-Saharan Africa had the second
highest score, at 29.69 per cent. Women also partic-
ipate in networks and support groups more readily
than men, and such groups can be a valuable source
of information.**’

There is strong evidence indicating a lack of infor-
mation or misinformation regarding treatment and
related services available to women living with HIV. For
instance, some participants of UNAIDS rapid assess-
ments in Democratic Republic of the Congo believed
ARVs to be sedatives or vitamins.”? Other participants
of UNAIDS rapid assessments stated that they had
never heard of ANC services or were unaware that HIV
could be transmitted from mother to child; still others
expressed disbelief that it was possible to prevent
new HIV cases among children.”? In Ghana, 29.5 per
cent of women who did not access counselling and
testing services in ANCs said they had not been told
about these services.*

The APN+ study of 3,000 people living with HIV in
the Asia Pacific region found that 33 per cent of the
women did not know whether HIV could be treated,
and one in three women also did not know the names
of their antiretroviral drug regimens.”* A 2009 WAPN+
study revealed that 17.8 per cent of 1,222 female
respondents (ranging from 6.0 per cent in Cambodia
to 31.9 per cent in China) said they did not know
why they had to take ARVs every day and at regular
intervals.® Further, many participants did not realize
the difference between HIV and AIDS and many oth-
ers were unable to distinguish between ARVs and Ol
drugs. The reasons provided for suboptimal adher-
ence by women enrolled in a prevention of vertical
transmission programme in South Africa included
therapy misconceptions and/or misunderstandings.”
Although information was given verbally in Zulu, the
instructions on the medication were written only in
English and duplicate medications were sent to the
homes of women in rural areas.

Women who participated in the ICW treatment ac-
cess mapping in Kenya, Tanzania and Namibia said
one barrier to treatment was a lack of information or
misinformation regarding the following: the rights of
people living with HIV, medical advice and guidelines
for HIV and Ols, healthy motherhood, sexual and re-
productive health rights (SRHR) and related services
available to them.?®9%13> This was especially true for
people living in rural areas.®® For instance, there was
little knowledge about what first- and second-line
treatment might mean.®® The reasons given for this
lack of knowledge and understanding included lan-
guage barriers in instructions and on medications as
well as inadequate counselling.

4.2 How do health services
impact women’s access to
treatment?

This review looks at studies that consider how health
services facilitate or inhibit treatment services for
women. The review covers the following areas:
Location of services
Payment for services and associated costs
Eligibility criteria
Treatment by staff and lack of confidentiality
Treatment by staff of marginalized populations
The quality and availability of services
Provision of related services

Location of services

Participants of all main studies exploring women'’s
access to treatment cited transportation (cost, time
taken, poor roads) to service sites as a key barrier to
treatment access and adherence.’28%°2%89 Transport
costs are often mentioned in studies that do not pro-
vide a gendered analysis, suggesting that it is a factor
for both women and men. As discussed, access to
resources may be more limited for women. Given the
importance of transportation to service in facilitating
access, location is critical. One third of pregnant wom-
en living in the city of Durban travelled an average of
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30 minutes on foot to seek care at an antenatal care
facility.® As a woman proceeds through her preg-
nancy, distance becomes a greater burden. Without
appropriate resources and support, it can lead to a
lack of follow-up.

Inadequate service location is a significant barrier
particularly for women living in rural areas and
slums.>272% In WAPN+'s study in six Asian countries,
women who lived in the capital cities were signif-
icantly more likely to have easy access to ARVs than
women in rural areas (61.5 per cent versus 50.8 per
cent).” In the UNAIDS rapid assessment, some wom-
en were referred to clinics that were inconvenient,
while other women did not seek testing at all since
they knew the difficulty of accessing services. Further,
women in both the UNAIDS and ICW studies reported
a lack of resources and services within their nearest
health centre and fear of being witnessed accessing
HIV services forced them to journey to health centres
farther from their communities.”>¢ Lack of transport
was also highlighted as a major barrier for many
women to access treatment in rural south-eastern
United States.*

In rural areas, public transportation is often limited
or unavailable so women rely on personal modes of
transportation. In contrast, rural women linked to a
clinic for the prevention of vertical transmission in
Northern KwaZulu-Natal had treatment delivered to
their homes.”” The association between lower access
and non-adherence, however, is not always connected
with living in rural areas. For instance, according to
one study, adherence in Nepal is higher in rural areas;
unfortunately, the information on this is not disaggre-
gated by sex.™®

Payment for health services and
associated costs

All significant studies cited the cost of treatment and
associated services as a barrier to access. Payment
criteria compromise adherence to treatment for
everyone, especially in poor households.** The dis-
advantage may be compounded for women, who
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typically have less access to, and control over, financial
and other resources, and are less likely to be insured
than men.*? In Thailand, women adhering to ART
noted that having access to free treatment is a signif-
icant reason why they remain in care. These women
continued to adhere despite suffering side effects.’*
The payment for treatment services may affect wom-
en more adversely than men.#” A centre in India — one
of the largest ART clinics assessed — requires patients
to pay a user fee to access services and treatment.
Women were highly underrepresented with only 20
per cent female patients, despite comprising 40 per
cent of people living with HIV in India.

Many studies also cited indirect costs as a barrier to
treatment access, adherence and wider health care.
A systematic review found that indirect health-care
costs were negatively associated with treatment ad-
herence for women and men.*> A 2009 WAPN+ study
on access to reproductive and maternal health care
for women living with HIV in six countries of the Asia
Pacific region showed that cost (transportation, lab
tests and procedures and doctors’ fees) was the most
important reason given by women for stopping or not
seeking treatment.

The 2013 WAPN+ study on women'’s treatment access
found the same results. The 2009 study also under-
scored the problem of having to pay for treatment
for Ols and to return regularly to clinics for repeated
prescriptions.

Similarly, the ICW Kenya treatment mapping high-
lights that even where services are free, associated
costs may be prohibitive for women (and men) living
with HIV. In 2006, although treatment was free in gov-
ernment hospitals of Kenya, there was an enrolment
fee of 100 Kenya shillings for the treatment pro-
gramme and treatment for opportunistic infections
and diagnostic tests was not free. All treatments and
tests were provided completely free of charge through
PEPFAR funded programmes, although they tended to
fill up quickly.*®

Studies also illustrate how badly implemented poli-
cies, bureaucracy and corruption affects service access.



In Tanzania, women spoke of having to pay bribes
to receive health services.®® Bureaucracy in China
means women from low-income families struggle to
access reimbursements for treatment.>> Despite the
Zambian government’s declaration in 2005 to make
the whole ART service package free of charge in the
public health sector, Human Rights Watch found that
the policy was not uniformly applied in the two prov-
inces studied. Respondents indicated that while ART
was free of charge, they had to pay for CD4 counts and
diagnostic tests.1%

In Namibia in 2006, treatment was free for those
who could not afford it but criteria for eligibility were
unclear thereby leading many poor people to miss
treatment.®*> Noting the disparity between men
and women in access to educational and literacy
programmes, women risk being underserved when
policies and criteria are not transparent. For this
review, we noted a lack of recent research exploring
the gendered impact of policies, bureaucracy and
corruption regarding eligibility for free treatment
and care.

Eligibility criteria

In some settings, eligibility criteria require that people
who initiate treatment disclose their serostatus to at
least one person or require that people demonstrate
their ability to adhere to treatment protocols as ascer-
tained by proxy measures such as having stable social
networks or families, resident/citizenship status, or
no substance use.***> Such criteria may limit access
to treatment and care for women who do not want
to disclose due to fears of violence from partners. In
addition, these criteria limit access for single women,
migrant women and women who inject drugs, all of
whom may lack support and social networks.?>14¢

The criterion requiring that a partner be present or in-
formed can have mixed outcomes. In WHO's Guidance
on Couples HIV Testing and Counselling including
Antiretroviral Therapy for Treatment and Prevention in
Serodiscordant Couples 2012, states that couples’ HIV
testing and counselling may improve the uptake of

and adherence to ART, benefiting the individual living
with HIV as well as the partner without HIV. Couples
testing has many benefits and supports HIV-negative
partners who are in relationships with people living
with HIV. Such testing may also benefit the partner
with HIV, since sharing their status with their part-
ner(s) helps in accessing and adhering to treatment
and/or making plans for having children safely, min-
imizing the risk of transmission to their partner and
child.

Couples testing could shift the dynamic of the glob-
al AIDS response regarding treatment of women
through the prevention of vertical transmission.**’
However, there are multifaceted complexities with
enforcing couples testing. There is anecdotal evidence
to suggest that women are sometimes pressured to
attend services with their partners based on these
guidelines, particularly within the context of the roll-
out of Option B+. These women face discriminatory
treatment from health providers if they do not attend
with their partners. In Uganda, some women report-
edly find a “boda” driver (taxi driver) to attend testing
with them to avoid telling their husbands.

Some women might prefer to be tested individu-
ally, since many women experience violence when
returning home with an HIV-positive diagnosis.
Women may also be ashamed to reveal to health
providers that they do not have a regular partner, are
sex workers, or are not married. A study in Tanzania
of 245 women enrolled after pre-test counselling
and prior to the collection of test results found
that many women lack the autonomy to make de-
cisions about HIV testing. In this study, 52 per cent
of women feared their partner’s reaction regardless
of their HIV status; principally, they feared abuse or
abandonment. Only a small percentage of women’s
male partners said they would get tested, regardless
of the women'’s serostatus.**

Additional guidelines have targeted women who are
pregnant or breastfeeding to tackle mother-to-child
HIV transmission. Several countries have identified
pregnant women with HIV and new mothers with HIV
as groups eligible for priority access to antiretroviral
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therapy for their own health needs, apart from receiv-
ing ARVs as prophylaxis to prevent the transmission
of HIV to their infants.**¢1%” While this benefits preg-
nant women and mothers, it may also result in the
exclusion of women who are not pregnant, including
younger women or older women who have completed
childbearing.® There is recent evidence suggesting
that women who are not pregnant find it harder to
access services; the situation also raises questions
about fertility treatment for women living with HIV
who are finding it difficult to conceive.**

Though eligibility criteria can be helpful for outlining
target populations and streamlining services, they
can also create exclusionary practices. It is worth ex-
ploring whether certain groups of women experience
exclusion because they do not meet relevant criteria.
The consequences of exclusionary criteria forwomen’s
adherence open an avenue of exploration. With the
scale-up of treatment, such eligibility criteria, includ-
ing a commitment to adherence, may be abandoned.

Treatment by health-care staff,
confidentiality and the importance of
peer support

A lack of sensitivity in health services, poor communi-
cation, breaches in confidentiality and discrimination
by health service providers are cited as problems in all
studies that focus on the sociocultural determinants
of treatment access that lead to non-utilization of
services by women living with HIV.4252729899,111,112,135,140
In fact, stigma in health-care settings is cited as a
reason health workers living with HIV often do not
access treatment themselves.** Even simply visiting a
clinic associated with HIV services may undermine an
individual’s ability to protect their confidentiality.#+*>2

Concerns that health service providers do not pro-
tect confidentiality also inhibit service access for
both women and men. Alarming numbers of people
report either breaches in confidentiality or a lack of
certainty regarding whether their status was kept
confidential.2%¢ |n some circumstances, antiretroviral
therapy is administered publicly and clearly breaches
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confidentiality. Participants in the recent UNAIDS
study noted that a perceived (and sometimes actual)
lack of confidentiality, along with possible community
stigma and discrimination deterred them from ac-
cessing or continuing with treatment and services to
prevent new HIV acquisition in children.”?

Properly implemented community-based assistance
(CBA) initiatives can, in certain contexts, aid treat-
ment access and adherence. A study in South Africa
showed considerably better ART outcomes for adults
who received community-based adherence support.
Though these data are not sex-disaggregated, they
do illustrate the impact of community-based work-
ers in addressing household challenges affecting
adherence. The five-year cohort of individuals who
received CBA had higher adherence, lower mortality,
decreased loss of follow-up and a greater number of
individuals with virological suppression compared
to those who did not receive community-based care
and support. Reasons cited for improved outcomes
for CBA patients included improved knowledge of
HIV and AIDS, better psychosocial health leading to
improved behaviours related to adherence, reduc-
tion in stigmatization, and greater social capital or
community relationships.**

Locations where peer support is present differ remark-
ably from facilities in which there are many barriers to
access, adherence and retention. In response to short-
ages of health-care staff in resource-poor settings, a
recent study suggested scaling up community-based
support workers.*** In a systematic review of health
system barriers and enablers for ART for pregnant
and post-partum women living with HIV, research-
ers named poor communications with health-care
staff as a factor for non-adherence to treatment and
decreased follow-up in PMTCT services.** Right from
the point of testing, women report a lack of suffi-
cient counselling that would enable them to make
informed choices about their treatment options. In
some cases they feel pressured by doctors, family
members or partners to take up treatment before
they are ready.>»#+140



In their study of women’s treatment access in six Asia
Pacific countries, WAPN+ identified a lack of adequate
counselling as having an impact on adherence.>? All
Indonesian focus group discussion participants said
they only had one session to prepare them for lifetime
therapy. In Vietnam, doctors rarely give advice or ex-
aminations, but rather dispense prescriptions. Some
women started ARVs under pressure from their doc-
tors but did not believe they were concerned about
their mental preparedness. Some women felt blamed
by doctors for their poor response to regimes of ARV.
Research by the International Treatment Preparedness
Coalition in Argentina, Cambodia, Moldova, Morocco,
Uganda and Zimbabwe highlights the focus of vertical
transmission services on preventing transmission to
babies rather than prevention, counselling, care and
treatment services (including support for adherence)
for women and children.**

It is important to note that, conversely, some studies
report low levels of discrimination. The CAT-S in Asia
found that women do not always experience high lev-
els of negative reaction or experience such reactions
more frequently than men. However, discriminatory
behaviour may not be obviously identified as such in
cultural contexts where such discriminatory behaviour
is normalized. For instance, a baseline study in Laos
found low levels of reported stigma and discrimination,
yet 77 per cent of women living with HIV were advised
by health-care providers to not have children.**

The evidence outlined so far in this section does not
enable an understanding of how treatment within
the health-care setting is experienced differently (or
similarly) by women and men. Nevertheless, there is
documentation of discriminatory behaviour related
to women'’s reproductive roles and it is reasonable to
hypothesize that the fear of being forced to take up
(or denial of) crucial pregnancy-related services could
lead women living with HIV to avoid such services
altogether. There are many examples of violence,
coercion and denial.

A community dialogue of 150 women living with
HIV in Namibia identified 40 women who felt they
had been pressured by health staff into undergoing

sterilization.*** Additionally, the WAPN+ study in
six Asia Pacific countries found that 30 per cent of
surveyed women were encouraged to consider steri-
lization; 61 per cent of such recommendations came
from gynaecologists and HIV clinicians based on
women'’s HIV status. Of women who were no longer
pregnant, 22 per cent reported having an abortion due
mostly to their HIV status, and 29 per cent of women
who had undergone the procedure stated that their
pregnancy had been wanted. In the same study, 42
per cent of women surveyed had difficulty finding a
gynaecologist to care for them during pregnancy due
to their status.®

The Winchester study on the intersection of intimate
partner violence and HIV treatment in Uganda focused
on how health-care workers perceive and address this
problem.**® Most health-care workers appeared to ap-
preciate the significant constraints faced by women in
accessing and adhering to treatment, particularly their
economic dependence on men and their difficulties
in finding resources for food and transport. However,
they felt powerless to deal with such “structural”
injustices. Nevertheless, researchers witnessed some
health-care workers providing economic resources to
the poorest service users. Other providers hinted (rath-
er than outwardly stated) that women were to blame
for their own “burdens”, while others were more sym-
pathetic. Although health-care workers understood
that for many women disclosure might lead to blame,
arguments, violence, separation and a lack of support,
several counsellors still strongly promoted disclosure as
a means of improving treatment adherence.

Attitudes of staff towards key affected
populations

Individuals from key affected populations report high
levels of stigma and discrimination by health workers
at clinics, including against sex workers, transgender
individuals, MSM and migrants.In some situations, this
constitutes a breach of confidentiality, while in others
women and men are either coerced to take up services
such as HIV testing or denied services.** For example,
30 per cent of MSM and/or transgender persons living
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with HIV in some countries in the Asia Pacific Region
report denial of medical services and even physical
assaults by health-care providers when accessing ART
and other HIV-related health-care services.®*

Additional studies underscore the pervasive influ-
ence of discrimination within health-care settings.
Restricted mobility, violence, stigma and discrimina-
tion are common experiences for women engaged
in sex work in Orissa, India.*?® In a recent study,
women sex workers in Orissa reported that their
inability to initiate antiretroviral therapy and attend
regular medical appointments was due to prior neg-
ative experiences with the health-care system, the
stigmatizing attitudes of medical staff and the fear of
adverse consequences as a result of others knowing
their HIV status and occupation.*?* A qualitative study
among women who engage in sex work in Zimbabwe
found that, along with travel times and financial
costs, discrimination from medical staff and shame or
anxiety about sex worker identity reduced the abili-
ty of women to attend treatment services. Finally, a
study of the experience of women who engage in sex
work in Russia found they were vulnerable to abuse
from health-care providers.** Past experiences of
poor treatment, fear of disclosure and perceived stig-
ma were all reasons for neither testing nor seeking
treatment services. All interviewed women had had at
least one HIV test, with many taking place in settings
with mandatory testing such as jails, hospitals and
drug rehabilitation. None of the women were on ART.

Additional concerns about services that impact treat-
ment initiation include a lack of understanding of HIV
treatment, language barriers with health-care pro-
viders, the belief that lengthy counselling is required,
worry about informing individuals of an HIV-positive
test result and a lack of knowledge about HIV and
potential risk behaviours.’?**> Long wait and travel
times may represent a potential loss of work and in-
come; they act as an additional barrier to services for
those in employment, such as migrant workers and
women who engage in sex work.*

For young people, the successful transition to adult
services can be particularly challenging. This transition
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time for young adults is formative in ensuring contin-
ued access to care; thus, the relationship between
adolescents and health-care providers is especially
crucial. >

Treatment availability in weak health
systems

Women with HIV are concerned about out-of-stock
ARVs, long waiting times and poorly-resourced (un-
dersized, underequipped and understaffed) health
services. Indeed, several studies state these factors as
impedimentstoaccessandtreatment.#272989914080.136.157
Women interviewed for the WAPN+ study also said
that treatments for Ols were often not available.
Stock-outs led eight per cent of women in the WAPN+
study in six Asian countries to change treatments.>?

By contrast, in the United States women who attend-
ed clinics offering comprehensive care and relatively
short wait times showed a high rate of retention in
HIV care. In addition, clinics offering flexible wait
times showed a proportionately higher level of reten-
tion among women.*#?

A review of studies looking at access to ANC and pre-
vention of vertical transmission services underscores
the lack of available, accessible, acceptable and af-
fordable resources, and concludes that these factors
negatively influence decisions and actions toward
services for the prevention of vertical transmission.**®
A recent review found that poor communication
and coordination among health system actors, poor
clinical practices and gaps in provider training were
also key factors for the persistent dropout along the
maternal ART cascade of women living with HIV.**

With increasing numbers of people eligible for
treatment under new WHO guidelines, questions
have been raised about whether health systems
are ready to ensure a lifelong supply of treatment.
During discussions to understand the perspectives
and experiences of women with HIV in Malawi and
Uganda regarding Option B+, participants raised
concerns that the health system was not ready to



maintain a regular supply of treatment.®? In this
more recent study and the 2006 study conducted
by ICW, women expressed their worry that donors
might pull their funding and thus undermine treat-
ment access for life.82%

A further neglected area of care for women and men
living with HIV is in health monitoring follow-up on
any problems encountered during treatment. This is a
critical and worrying casualty of weak health systems,
particularly given the concerns about how treatment
side effects might impact access and adherence. One
woman who participated in the ICW Kenya treatment
mapping in 2006 was told that her local clinic did
not stock second-line treatment, and that she had to
travel to Nairobi to get it.® Most of the participants of
the ICW mapping in Tanzania were on ARVs but had
not been advised about various aspects of treatment
and care, such as the difference between first- and
second-line combinations or possible side effects and
interactions with other medications.”® A study focus-
ing on women'’s experiences of ART service in Ghana
found that a lack of follow-up was a key barrier to
antiretroviral therapy centre attendance.’® We know
little about how a lack of treatment follow-up and
monitoring influence women’s experiences and their
decisions regarding treatment.

Provision of related health services

A thorough examination of the links between HIV
treatment services and other health services is be-
yond the scope of this review; however, the service
delivery model design also has implications for
supporting women living with HIV in navigating the
maternal ART cascade.”* Service delivery models for
pregnant women living with HIV can be categorized
as integrated (ART and ANC services offered together),
proximal (ART and ANC offered separately but close to
each other, usually in the same facility) and distal (ART
and ANC located at different facilities, requiring refer-
ral and travel). Many studies claim the benefits of the

integrated model but few studies systematically com-
pare more than one mode of integration. Evidence is
mixed regarding which model of integration is superi-
or for delivering maternal ART.

Alack of service integration may undermine the ability
of women and men to make use of a range of relevant
treatments and services to improve their health more
broadly.”> For example, many health facilities offer
ANC but not HIV services or vice versa.”> Members of
the Global Reference Group of Women Living with HIV
(established to guide this review) strongly emphasized
the importance of providing treatment for co-infec-
tions such as tuberculosis and hepatitis C or cervical
cancer, contraception, and testing and treating for Ols,
among others. These silos have detrimental effects on
the accessibility of treatment for women living with
HIV and co-morbidities. Evidence shows that different
service setups suit varying needs; people want to
make an informed choice regarding service provision,
whether it is integrated or stand-alone.**

In the WAPN+ study, focus group discussion partici-
pants (including women who engage in sex work and
women who inject drugs) in Cambodia and China
described how the failure to integrate services led to
problems in terms of travel, time spent waiting for
doctors and discrimination from health-care workers,
especially those not used to treating people with HIV.
Women living with HIV who also want reproductive
health services or treatment for tuberculosis or hep-
atitis must visit several different clinics or hospitals.
One woman in China said that she had to visit five
hospitals to receive the different services she needed.*

In addition to living with co-morbidities, many
women face GBV, poverty and insecurity. In such
contexts, even women who can afford HIV care may
not prioritize it.**® Without adequate training, time or
resources to take a full individual case history, service
providers find it difficult to comprehend the inter-
secting experiences and subsequent needs of women
living with HIV.
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5. MACRO LEVEL: NATIONAL

SPHERE OF INFLUENCE

Key findings

Bureaucracy, corruption, fragility, conflict and laws
criminalizing HIV and marginalized groups impact
the treatment experiences of women and men
living with HIV. We do not yet fully understand the
gendered implications of such macro processes.

This section explores the impact of national policies
and laws, corruption, conflict, natural disasters, inter-
nal displacement, health system shocks (e.g. Ebola)
and political turmoil on women'’s treatment access.
Due to the large scope of these questions, the themes
discussed in this section will be explored chiefly
through country studies and consultations.

Discriminatory legal frameworks

Discriminatory laws that restrict the rights of women
may inadvertently undermine their health-seeking
behaviour. For example, restrictions on the ability of
women to inherit property and other assets may limit
women'’s ability to access services and pay for these
themselves. Some discriminatory laws directly punish
women living with HIV. In Zambia, divorce was granted
to a man because his wife went for voluntary counsel-
ling and testing and was on ART without his approval.1*
The HIV Prevention and AIDS Control Bill in Uganda,
signed by President Yoweri Museveni, forces pregnant
women who visit ANC centres to undergo routine HIV
blood testing. This clause is likely to breed discrimination
in health-care delivery, increase stigma and discourage
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Recommendations and further areas for
this project to explore

National case studies will provide further
information about policy environments and their
impact on women'’s treatment access.

All policy analysis regarding access to care and
treatment should be gendered.

women from seeking health care and receiving treat-
ment. In addition, the law does not require providers to
maintain confidentiality about an individual’s HIV status
thereby increasing women'’s risk of assault and abuse by
intimate partners and other family members.

Laws criminalizing certain behaviours such as HIV
transmission, homosexuality, drug use and sex work
drastically reduce the ability of people living with
HIV to access treatment. 16162163 A global assessment
showed that 78 governments and civil society organ-
izations in 106 countries report existing laws and
policies that present obstacles for key populations.*s4

Prejudice and stigma against injection drug users,
MSM and people who engage in sex work preclude
governments from implementing laws.**>*¢ The
impact of criminalization on treatment access may
be worse for women (and transgender people) who
also inject drugs, have same-sex relationships and/
or engage in sex work due to gender inequalities. In
the absence of a supportive legal environment, ser-
vices will not be tailored to meet their specific needs.
Moreover, displaced populations, young people and
migrants, and anyone at the intersections of these



and other marginalized identities may face additional
legal barriers regarding treatment access.

Amajorfocus of literature on the criminalization of HIV
transmission has been the impact on MSM popula-
tions, since these groups often face parallel legislation
that outlaws same-sex practices. HIV criminalization,
however, also has a huge impact on the ability of wom-
entolook forand obtain health care. A political analysis
outlined three reasons why HIV criminalization laws
are more likely to prosecute women than men:

Women are more likely to seek care and know

their HIV status;

Women are more likely to be blamed for transmit-

ting HIV to others; and

Women may be prosecuted for vertical transmis-

sion of HIV.2¢7

In addition, women are less likely than men to have
access to resources that would enable them to con-
test legal proceedings brought against them.*¢®

Impact of natural disasters, epidemics
and violence

Emergency public heath crises may create barriers for
women who need access to HIV treatment. The Ebola
outbreak in West Africa is an important example. The
World Health Organization reports from March 25,2014
to February 14, 2016 there were 28,646 confirmed cases
of Ebola, and 11,323 confirmed deaths from Ebola.'®®
Ebola has had a differential impact on women: 75 per
cent of those who have died from Ebola in Liberia, one
of the worst-affected countries, are women.*”® There are
two important reasons for the situation. First, women
have increased exposure to Ebola due to their gendered
roles caring for the sick and dealing with burials. Second,
to contain and control the infectious disease, widespread
quarantines have been established in affected regions.

These containment measures have led to an unantici-
pated barrier for women living with HIV. ICW reported
that women living with HIV underthe Ebola quarantine
have not been able to access their ART. Even women

who are not in quarantine are immobilized by fear and
do not seek out care or obtain their ART at health clin-
ics. Overwhelmed by the Ebola response, many clinics
are closed or unable to accommodate women who
do arrive in need of HIV care and treatment. In Sierra
Leone, women with HIV report feeling afraid to go to
the hospital and, if they do, say that they have been
forced to disclose their status. Women under quaran-
tine cannot get their ARVs and claim they do not get
attention because the medical staff are also afraid.*”*

Conflict and fragility may severely impact women’s and
men’s ability to access treatment. In addition, security
risks and potential sexual violence against women
may prevent them from accessing services. The bur-
den of conflict, emergency or political instability also
jeopardizes the stability of health delivery services.
Médecins Sans Frontieres has stated that national
insecurity disrupts ART programmes, causing patients
to interrupt their care and increasing the chance they
will develop resistance to ARVs.*2 In Ukraine, the recent
annexation of Crimea by the Russian Federation has
led to the immediate cessation of services, such as opi-
ate substitution and the interruption of antiretroviral
therapy.!”® Following the presidential election of Mwai
Kibaki in Kenya, widespread violence and disruptions
erupted. Programme leaders at AMPATH, managing 19
sites across Kenya reported that only five per cent of
patients on ART refilled their prescriptions in the wake
of post-election violence.*”* Operation Murambatsvina
in Zimbabwe revealed that one of the top reasons (at
13.5 per cent) for ART termination was displacement.*”®

Over a decade of civil war, political instability, and
violence in the Democratic Republic of the Congo
has resulted in a weakened and overburdened health
sector. Conflict has also prevented local and interna-
tional organizations from running HIV-sensitization
programmes in rural areas. Thus, many people are
unaware of the risks of acquiring HIV and are unable
to access the limited care and treatment programmes
available.173 Only 18 per cent of eligible pregnant
women receive HIV treatment for their own health
and 21 per cent of adults and children on treatment
are lost to follow-up after one year.*”®
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6.CONCLUSION

HIV treatment is being scaled up as a global policy.
Data show that treatment access for women world-
wide is higher than for men, partially due to the
provision of ARVs to pregnant women. Women living
with HIVincreasingly face treatment over much longer
time frames. Yet the literature to date has focused on
the number of people with HIV receiving treatment
rather than on the quality of their care or retention,
and on treatment initiation alone rather than on
that and support for adherence as a component of
care. Considering what we know about treatment
adherence and retention in care for pregnant and
post-partum women in countries with Option B+
roll-out, it is likely that reported numbers of women
initiating treatment do not reflect those maintaining
regular access to, and benefiting from, ongoing treat-
ment. Moreover, treatment access and adherence
debates give limited focus to human rights violations,
gender inequality and discrimination in care.

Further evidence demonstrates that there remain sig-
nificant barriers to accessing treatment and care for
women. There is also confirmation that women from
key populations continue to face particular barriers in
accessing and benefiting from treatment. The need to
reach women in key populations is a reality that must no
longer be ignored. Thus, it is vital to interrogate all barri-
ers rigorously to ensure that women — and particularly
marginalized women — experience long-term and pos-
itive physical, psychological and sexual health impacts.

Evidence to date strongly indicates that gender ine-
quality related to cultural, economic and human rights
issues poses considerable barriers to women'’s choices
regarding access and adherence to HIV care and treat-
ment services. Women’s decision-making on disclosure
is significantly influenced by gender-based violence,
including the fear of negative reactions, abandonment
and abuse. This can, in turn, limit their ability to access
care and to start and adhere to treatment. The costs to
women of overcoming barriers at the household, family
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and community level are exacerbated by the discrim-
inatory attitudes of health-care staff and weak health
systems, including poor treatment supplies, a lack of
counselling and long wait times. Negative health im-
pacts such as side effects and having to take ARVs with
food challenge women with HIV and inhibit the decision
to access care and maintain treatment. Crucially, a lack
of understanding remains regarding what women with
HIV believe would help their mental and physical health.

While this review has gone some way to highlighting
several gaps in our comprehension of the many barri-
ers women face to accessing HIV treatment and care,
it is critical to note that there remains a widespread
lack of sex-disaggregated data or a significant focus on
health and human rights outcomes for women in the
HIV treatment literature.

Further, the treatment literature lacks a focus on
women living with HIV who are also members of key
populations, such as women who inject drugs, partners
of MSM, displaced and migrant women, girls and young
women. Our Global Reference Group members were
chosen specifically for us to learn from them about
the experiences of women living with HIV from several
diverse groups (such as women who inject drugs and
transgender women). We wanted to better understand
the range of barriers faced by women living with HIV.

Itisimportant to also note a paucity of data from frag-
ile and conflict-affected states, particularly regarding
HIV treatment for women. We will learn more as we
move forward into the country case studies phase
of this Global Review which includes Kenya, Uganda
and Zimbabwe. Only by first understanding the
constraints diverse women face can we then design
truly effective programmes and strategies to improve
access to HIV treatment. Indeed, realising the “Ending
AIDS” agenda depends upon how well we listen to
women’s experiences and translate this knowledge
into solutions that leave no woman behind.
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1. INTRODUCTION

The goal of community dialogues was to gain a
first-hand understanding of women’s experiences ac-
cessing and utilizing HIV-related care and treatment.
This effort clarified the different contextual barriers
(and enablers) to treatment access and adherence
that women experience at micro, meso and macro
levels and how these intersect. The purpose of the
dialogues was to validate and reveal any gaps in the
literature review, and to inform country case studies
in the third stage of the review.?””

1.1 Context and approach

It is crucial that HIV treatments for people with HIV
last a lifetime. There are exceptions in the context of
programmes seeking to prevent vertical transmission
such as those when women are initiated on ART for
limited periods of time. These programmes are largely
being replaced as countries shift towards Option B+
and other immediate initiation strategies. Otherwise,
lifelong treatment is an essential basis for pro-
grammes. Therefore, this consultation on treatment
access explored potential barriers to initial treatment
access and to continued adherence. The examination
of HIV treatment in the short- and long-term is es-
sential to a woman-centred approach to enhancing
the longevity and well-being of those living with HIV
around the world.

A comprehensive definition of access to ART in-
cludes not only initiation (e.g. access to ARVs in the
first place) but also the ability to obtain support
services at the clinic level and community level to
meet adherence commitments. The need for such
consistent, lifelong adherence may present major
challenges for many if faced with any psychological,
physical or financial challenges. Even adults with
conditions such as heart disease or diabetes find
it hard to adhere daily to treatment for the rest of
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their lives, without having additional worries about
secrecy, hiding pills or negative reactions from fam-
ily members or clinicians.?”® Certainly, women with
HIV often face more severe psychological, physical
and financial barriers than those with other con-
ditions, owing to the stigma associated with HIV.
These barriers exacerbate the challenges of regular,
lifelong sustained treatment access. In this global
review, we address lifelong adherence issues as
part of a thorough interrogation of the challenges
around treatment access.

The community dialogues framework was designed
by the global reference group (GRG) following the
pre-consultation exercise. The community dialogues
were wholly designed, developed and delivered by
women living with HIV as a qualitative consultative
element of the overall review. The framework was
structured to gauge levels of knowledge among
women in different contexts and to promote discus-
sion around recommendations for improvements.
We used neutral, open-ended questions to promote
discussion. The overall aim was to understand the
relationship between the care and treatment that re-
spondents receive as well as the barriers to accessing
treatment with ARVs and quality care and adherence
support.

1.2 Priority areas of concern

Thefindings from community dialogues are structured
following the analytical model used for the overall
global review. We examine barriers at the individual,
household, family, and community level (micro); at
the level of services and infrastructure (meso); and
within broader societal contexts determined by eco-
nomic, environmental, legal and policy factors at the
national level, which are in turn influenced by global
geopolitics (macro). Key questions under each of these



KEY QUESTIONS

Micro Level: Psychosocial community-level
issues

« What is the role of HIV-related stigma and
gender discrimination and inequality in antiret-
roviral treatment (ART) access at the individual,
household, family and community levels?

- Specifically, how do social norms regarding
gender and HIV interact to influence access
and adherence to treatment?

Meso Level: Health-service level issues

« How do knowledge and access to information
on HIV shape access to treatment options,
care and services?

« How do health services enable or obstruct
continued access to treatment?

Macro Level: National sphere of influence

+ What is the impact on treatment access of
national policies and laws, corruption, con-
flict, natural disaster, internal displacement,
health system shocks (e.g. Ebola) and political
turmoil?

areas are summarized above. In tandem with the
community dialogues, these questions were explored
in the literature review (see Part 1). They also reflect
the priorities, experiences and concerns that were
raised through the pre-consultation exercise with the
Global Reference Group.

1.3 Methodology

In the literature review we identified gaps in knowl-
edge about the barriers, facilitators and general
experiences of women and girls living with HIV and
trying to access treatment. Phase 2 continued this
work by seeking further information and recom-
mendations that are critical to realizing many of the
individual and public health benefits of effective

long-term quality HIV care, treatment access and cov-
erage. The primary objectives of Phase 2 community
dialogues, one-to-one interviews and virtual dialogue
space were to:
Ensure the meaningful involvement of women
living with HIV, informed by and speaking to their
lived realities and priorities and promoting two-
way discussion and learning.
Provide safe physical and virtual spaces for these
discussions to take place (this experience is, on its
own, an empowering and potentially transforma-
tive process).
+ Validate and/or reveal gaps in knowledge from the
previous literature review.
Renew discussion on the measurement of
treatment accessibility relative to frameworks
measuring women’s access to broader health
services.
Develop key findings which inform country-specif-
ic case studies in Phase 3.

The community dialogues comprised a listserv dis-
cussion from September to December 2014 with 18
women from 12 countries, 12 FGDs in four countries
(Bolivia, Nepal, Tunisia and Cameroon) and nine one-
to-one interviews with women in eight countries, all
facilitated by members of the GRG who advised and
supported every aspect of the review.

Through peer outreach, every effort was made to
ensure that women in all their diversities were mean-
ingfully involved, including young women, women in
sex work, women who inject drugs and experiencing
other potentially marginalizing factors such as living
in poverty. All women who took part in the focus
groups, listserv discussions and one-to-one inter-
views were already accessing ART; they shared their
experiences and insights regarding barriers and facil-
itators to accessing treatment. (See Annex 1 for more
details on the methodological approach and ethical
framework.)

The dialogue framework utilized a holistic, wom-
an-centred “continuity of care” approach, which
included consideration of basic needs, and quality of
services as core elements of accessing and utilizing
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HIV care and treatment. The framework also included
more traditional considerations such as distance to
health-care services, transport costs and childcare.
Although the findings were intended to be a “living,
breathing” picture of how issues play out in com-
munities, they are limited in their generalizability.
This section presents the findings of the community
dialogues.

1.4 Limitations

The primary limitation of the community dialogues
was that they were designed to be a small-scale snap-
shot of how women living with HIV in diverse settings
experience treatment, care and support, with a focus
on questions of access and adherence. This process
was developed, led and implemented by women living
with HIV and was on a short timeline with a modest
budget.

In addition, participants were all women living with
HIV who had already started on treatment with ARVs
and had relatively good access to services. This im-
plies that whatever primary barriers and challenges
to treatment access the participants identified were
ones that they have been able to manage or over-
come. Thus, the findings represent almost a “best
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case scenario.” For women who do not have access to
treatment and care, or have been unable to maintain
good treatment adherence, there may be additional
barriers that we are missing, or the severity of the
challenges mentioned here may be even greater.

A further limitation was that women who participat-
ed inthe one-to-one interviews and listserv discussion
are all women who have been living with HIV for ten
or more years and who are seasoned advocates for the
rights of women living HIV. As such, their personal ex-
periences do not reflect most women living with HIV.
Participants were, however, able to provide a long-
term view, comparing the situation facing women
now with that of ten or more years ago. The benefit
of this perspective was a clear understanding of ad-
vancements and progress, resilience and agency over
the past few decades that may be useful in shaping
forward-looking recommendations.

It is also worth noting that these participants may
have access to information, support and resources
that are not common to all women. For instance,
one of the contributors to the listserv discussed how
participation in the International AIDS Conferences
had opened a world of knowledge to her. Clearly, this
level of engagement is only available to a very small
proportion of women living with HIV globally.



2. OVERVIEW OF FINDINGS

The analysis of the community dialogues illustrates
the interwoven complexity of women’s lives. These
findings highlight barriers and difficulties women
face as well as areas of progress and factors that in-
crease women’s resilience, support and agency. It is
important to understand the barriers and challenges,
as well as positive aspects that increase or improve
women’s access and adherence to ART and overall
health outcomes. We hope that by focusing on ef-
fective strategies currently in place we can develop a
more comprehensive understanding of what is work-
ing, what could work, and target areas for advocacy
groups and researchers.

Importantly, this analysis seeks to reflect the ways
that women involved in the community dialogues
attended to the various issues affecting access and
adherence to HIV treatment and care. This prior-
itization was determined by the number of times
particular issues were mentioned in the different
discussion platforms described in the introduction.
It is also important to note that issues that are cate-
gorized below as “micro-, meso- or macro-level” may
reverberate across all three levels in the experience
of women living with HIV. This reflects the inter-
sectionality of women’s lives and treatment access,
uptake and adherence across all three levels. Where

relevant, there are notes in the text or footnotes to
explain the placement of an issue in a particular sec-
tion of the report.

2.1 Structure of the following
sections

Sections 3-5 of Part 2 focus on micro, meso and
macro levels. Each section starts with key findings
outlining the barriers and challenges experienced
most commonly among the community dialogue
participants. These key findings are followed by a
description of emerging concerns and questions
for further investigation, as raised by participants.
The issues point to questions that need further
exploration to obtain a deeper or more nuanced un-
derstanding of women'’s realities in relation to HIV
care and treatment access. They may also serve to
identify possible gaps in terms of available informa-
tion on community and peer support, activism and
treatment literacy. These gaps and emerging issues
will be explored more thoroughly during the in-
depth country case studies in Phase 3 of this review.
Finally, we include examples of positive findings,
improvements and areas of resilience, including
support and agency.
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3. MICRO LEVEL:

PSYCHOSOCIAL BARRIERS

AT THE INDIVIDUAL,

HOUSEHOLD, FAMILY

AND COMMUNITY LEVEL

3.1Key findings at the micro level

Gender-based violence against women
living with HIV

The most commonly cited concern for women
living with HIV remains the physical, sexual, emo-
tional/psychological and financial violence they
face in their homes, communities, workplaces and
in the health-care system, including structural
and institutional forms of violence.”® This often
means it is either physically or psychologically dif-
ficult to make appointments, collect and/or take
medication.

There are additional dimensions of violence that
encompass experiences beyond the use of physical
force or power. These dimensions are critical to inter-
rogate as they impact women’s access to treatment.
Consequently, this review adopted a comprehensive
definition of gender-based violence, offered by the
Declaration on the Elimination of Violence Against
Women (Article 1), as any act that “results in or is like-
ly to result in, physical, sexual or psychological harm
or suffering.”**° Hale and Vasquez narrow this defini-
tion for women living with HIV as “violence against
positive women is any act, structure or processing
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in which power is exerted in such a way as to cause
physical, sexual, psychological, financial or legal harm
to women living with HIV.”&

As the review notes, violence encompasses both use
of physical force as well as threatening or controlling
behaviours, expressions of HIV-related stigma or
other types of blame and verbal abuse on the part
of family, community and/or service providers. It
also interrogates financial violence in terms of with-
holding resources that a woman requires to access
services and support her health. Women living with
HIV cite physical, sexual, emotional/psychological and
financial violence as their most common concerns.
These can be multiple and overlapping, as reflected in
quotes throughout this section.

Over the course of these dialogues, the women also
described experiences with these different forms of
violence in multiple spaces of their lives: homes, com-
munities, the workplace and the health-care system.
Participants’ narratives were structured around the
barriers in various environments rather than the types
of violence experienced. The document also uses the
WHO definition of violence against women to frame
experiences of physical, sexual and mental harm or
suffering.



Violence in the home

Psychological and financial abuse

Seven out of the nine women who were interviewed,
as well as participants in most of the focus groups, re-
ported experiences of violence and/or fear of violence
in the home. This came from multiple family mem-
bers including, but not limited to, intimate partners,
siblings and in-laws. Specifically, women described
threatening or controlling behaviours and/or instanc-
es of verbal abuse conveying HIV-related stigma and
blame, slander and rejection.

“My father ill-treated me and my son, where
he refused to support us financially [and] also
prevented me from sitting with the family
around the table for eating or watching TV, or
using anything in common with them because
of their fear of transmission of the virus.”

(FGD in Tunisia)

In some instances, women and their children were
abandoned by their husbands, in-laws and family
members, leading to homelessness and destitution.
Some women described this violence as resulting in
serious deterioration of their mental and physical
health. Additionally, such experiences greatly impact
women'’s ability to overcome the direct and indirect
costs of accessing treatment, care and support for
their HIV-positive status.

Physical violence

Reports of physical violence within the home varied ge-
ographically. Women in focus groups in Tunisia reported
very high levels of intimate partner and domestic vio-
lence. The experiences of intimate partner and domestic
violence acted as a barrier to women'’s ability to care for
themselves, and to access treatment, care and support
inthe context of their HIV status. Violence in the home is
rarely a one-off event but is instead a chronic long-term
condition, creating major physical and/or psychological
barriers to treatment access.

“I'am living with HIV since 2004 and | was in-
fected by my husband, he made my life with
him a living hell. Every day | live in a state of
terror and fear because of beatings and vari-
ous kinds of insults and verbal abuse.”

(FGD in Tunisia)

“After the death of my husband | started my
journey with the suffering when his family
repudiated me and my children and they at-
tacked and beat us. Then, we were fired from
the house. We are now living in the street
homeless, depending on the righteousness
and charity of some people, and some-
times we lodge in the open without food or
clothing.”

(FGD in Tunisia)

Violence in the community: additional layers
of marginalization

Psychological violence

Many women described psychological violence
in the community as an extension of experienc-
es in the home: slander, rumours, stigma and
discrimination.

Physical violence

While intimate partner violence is often discussed
as the primary source of physical threats to women
living with HIV, we must recognize that women living
with HIV from key affected populations'®? may face
exacerbated levels of violence within the community
as well as at home. These women face multiple forms
of marginalization and layers of stigma, whether they
are sex workers, transgender women, or members of
other at-risk groups. An interview with a transgender
woman in the United States revealed how fear of vio-
lence acts as a strong and immediate disincentive to
accessing care and treatment:
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“If just simply leaving the house increases the
chance of being assaulted or being killed ver-
sus not taking medication and starting later,
which one do you think they would choose?”

(Interview in the United States)

Experiences of violence in the community and at
home discourage women from care-seeking be-
haviour, especially those facing multiple forms of
marginalization.

Violence in the workplace: stigma,
discrimination and involuntary disclosure

Psychological and financial violence

In community dialogues, women living with HIV
identified several fears post-disclosure including fear
of job loss or never working again. In places where
HIV treatment requires multiple visits to the hospital
and/or clinic and where it is accessed in HIV-specific
sites the very act of seeking and acquiring treatment
may be a signal of HIV status, resulting in involuntary
disclosure. Further, women tend to be employed in
informal sectors where there is little recourse in the
face of stigma, discrimination, involuntary disclosure
or related forms of violence.

Formal and informal workplace violence impacts
women'’s livelihoods both psychologically and finan-
cially. When a woman cannot work well, loses her
job or compromises her health to conceal her HIV
status from co-workers, she will ultimately lose in-
come. Sometimes the linkages are even more direct.
An interviewee from Uganda explained that stigma
against sex workers living with HIV is so extreme
that those who are not living with HIV may deliber-
ately disclose the status of another sex worker living
with HIV to “poach” clients. Women engaged in sex
work, therefore, experience further disincentives to
access services or carry medication for fear of raising
suspicion among their colleagues regarding their HIV
status:
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“When a client comes they will shout out ‘she

»n

is HIV positive don’t take her, take me’.
(Interview in Uganda)

Physical Violence

In sex worker communities, women and transgender
women living with HIV are particularly vulnerable.
One transgender woman interviewed in Bolivia said
that a sexworker “would be lynched” if her HIV-positive
status is known. “Discrimination is huge,” she claimed.
Such fear of violence and discrimination within the
community where (in this case) transgender women
work creates a significant barrier to access and adher-
ence to treatment.

Women'’s gender roles and
responsibilities

Building on the discussion of violence, the community
dialogues highlighted how the need to gain permis-
sion (from home, school or work), or to take time out
of routines (education, remunerative employment,
subsistence work, domestic work) to attend health
services intersects with the challenge of maintaining
confidentiality in those settings. For some women,
having to ask permission from husbands or other
family members, or fear of rousing suspicion caused
by regular hospital visits, presents significant con-
straints to treatment access and leads to missed
appointments or defaulting on treatment. Gender
norms around women’s roles and responsibilities
within the household further compound the situation
when routines such as childcare, housework and fam-
ily meal preparation are expected to take priority over
the concerns of individual women.

In some settings, formal workplaces lack the flexibil-
ity to accommodate taking time off work to attend
frequent clinic or hospital appointments, especially
where long waiting times and/or stock-outs are com-
mon.*®* Frequent, regular or lengthy absences from
the workplace may also lead to involuntary disclosure.



“I do not want to have a stable job because |
think they will just fire me. | could not have
enough leave to pick up the medication, make
checks and other things.”

(FGD in La Paz and El Alto, Bolivia)

“Some husbands do not want their wife to go
to the hospital. In this case, the woman goes
to hospital secretly. If not, she will miss the
appointment if she can’t justify the reason to
go out the day that she is supposed to collect
medicine.”

(FGD among Muslim women in Cameroon)

One woman in Nepal described how she had to ask per-
mission from her mother-in-law, who would respond
by telling her that hospital visits were a waste of time:

“She always used to say that | am going to die
because of my status so no need to go.”

(FGD in Nepal)

In addition, women’s lack of control over resources
is coupled with the expectation that women require
permission to seek health-care services. This demon-
strates the interrelationship between gender norms,
women’s ability to make decisions regarding their
own health and access as well as adherence to HIV
treatment and care.

“Most of us are dependent on husbands or
family so we have to get permission because
only [then will] they give us cost for bus fare
and hospital procedures.”

(FGD in Nepal)

Another limiting component of traditional gender
roles and responsibilities for women is their assumed
role as caregivers. Women in two focus groups in
Bolivia described how the inaccessibility of childcare
(due to cost or availability) meant that their children
must accompany them to the clinic. A small number
of women across the focus groups also reported miss-
ing appointments because they were caring for other
family members, including elderly parents, and could
not always leave their homes long enough to attend
appointments.

Women living with HIV participating in the commu-
nity dialogues referenced their caregiving roles and
motherhood as both a challenge and a motivation
that held both positive and negative implications
for their access to care and adherence to HIV treat-
ment. Children were alluded to as a great strain on
resources while also being a motivating factor for
maintaining health, and a source of happiness and
inspiration:

“My son is my happiness.”
(FGD in La Paz and El Alto, Bolivia)

Treatment side effects

Physical side effects (including lipodystrophy and
neuropathy) were cited in many of the FGDs, during
interviews and on the listserv discussion as barriers to
adherence. Most impacts were physical, but some of
these—especially changes in body shape —had mental
or emotional repercussions, particularly around gen-
der norms and expectations for women’s bodies and
sexuality. Participants cited mood swings, changes in
libido, nervousness and anxiety, difficulty sleeping or
staying awake, lethargy and loss of memory as neg-
ative side effects of treatment. Side effects may act
as a disincentive to treatment uptake or adherence,
bring about treatment fatigue or lead to depression
and low self-esteem.’®* One participant no longer felt
desirable due to the side effects of HIV treatment:
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“What affected me most is that | do not feel
attractive to my husband. He does not say an-
ything, but that is how | feel and that is why |
get depressed.”

(FGD in Cochabamba, Bolivia)

Such perceptions may be rooted in societal expecta-
tions around women’s bodies and sexuality, fueling
negative self-perceptions if one does not meet these
standards.

Focus group participants in Nepal noted a range of
side effects:

“After starting ARVs my hips became narrow
and my stomach became big, so its looks bad.”

“I can’t stay awake for 10 minutes after taking
ARVs. For me, it’s a sleeping tablet.”

“I severely suffer from diarrhea whenever | eat
meat.”

“After starting ARVs | have lost muscle in my
cheeks [face.]”

“I feel like vomiting when | smell any food
cooking - | don't want to eat anything.”

“After | started ARVs | have gained unnecessary
muscle on [the] back [of my] neck, like a lump.”

(FGD in Nepal)

Although most women in the FGDs did not report
that side effects had caused them to interrupt their
treatment, women in one FGD said that those who
were not given clear counselling about side effects
were likely to stop their treatment altogether when
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side effects started; others spoke about treatment
fatigue (see 3.2 below).

In two cases, women reported side effects that were
so severe their doctors advised them to stop taking
the treatment. One woman switched to an alternative
regimen and found that the symptoms disappeared.
This example highlights the importance of having a
range of treatment options available.

Basic needs
Poverty and financial insecurity

Most of the women involved in the focus groups
and three of those interviewed described expe-
riences of poverty and financial insecurity. These
experiences reflect the global gender gap in so-
cioeconomic status. HIV status deepens this gap
(see discussion on experiences of violence in the
workplace). Participants in paid employment often
reported being on very low salaries compared to
national averages. Lower wages for these women
are part of a general trend of lesser pay for women,
combined with unreliable funding patterns for civil
society organizations. Several of the participants
worked in the HIV NGO sector where their organ-
izations were underfunded and frequently lacked
the resources to pay wages.'®

“The basis of this reality is poverty. We earn
little and then, after paying rent, it is hard to
afford good nutrition and the school fees for
our children.”

(FGD in Nepal)

For other women, their earning potential has been
reduced by the physical weakness resulting from
HIV. Combined with the costs of seeking treatment
and care, HIV was viewed as an entry-point into a
cycle of poverty.



“I'am very weak. | can’t contribute more effort
in the field so | am unable to earn sufficient
income to fulfill my basic requirements.”

(FGD in Nepal)

Nutrition and food insecurity

For a small number of women in Tunisia, Uganda and
Zimbabwe, there was great uncertainty as to where
their next meal would come from. For most FGD par-
ticipants, food was available but many said they were
unlikely to be able to supplement basic food with
more nutritious elements (e.g. many missed fruit) or
with dietary supplements in the form of vitamins.
Again, this mirrors the food insecurity that women
face more broadly and, in most cases, gender norms
and cultural expectations dictate that women place
family needs above their own.

“The little money [we have] will buy the cheap-
est meal for me and the children without
thinking of the fruit. Except when a generous
partner invites you to the restaurant”

(FGD with women sex workers in Cameroon)

3.2 Emerging questions and areas
for further investigation at the
micro level

Mental health, self-stigma and its
effect on access and adherence

It is important to gain a better understanding of
the relationship between mental health, self-stig-
ma and adherence. Across all community dialogues,
women described a variety of past and present

situations impacting mental health, causing de-
pression, anxiety, stress and a lack of motivation
to go on living. Among these, several women
described how experiences of stigma might be
internalized and result in depression and other
mental health problems. These have detrimental ef-
fects on women’s self-esteem, sense of worth and,
in turn, on their health-seeking behaviours, includ-
ing treatment access and adherence. One interview
with a transgender woman from the United States
illustrated how depression impacted her ability to
access treatment:

“| didn’t feel the motivation to take care of my-
self... 1 was losing the will to live.”

(Interview in the United States)

A community dialogue participant in Bolivia aban-
doned her TB treatment because of the depression
caused by the lack of support from her boss:

“I was so depressed at that situation | stopped
the treatment and | have not retaken it until

”

now.
(FGD in Bolivia)

Women and men are less likely to access and adhere
to treatment if they are experiencing mental health
problems; these may also be caused by stigma,
discrimination and violence, financial stress, and
treatment side effects, among others.”*% For ex-
ample, poor mental health due to intimate partner
violence was a strong factor for no or low treatment
adherence in a Coalition of Women Living with HIV
and AIDS in Malawi (COWLHA) Malawi baseline GBV
study.t*?
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How treatment initiation timing
and preparedness affect access and
adherence

In relation to mental health, women’s own feelings
about their diagnosis and treatment itself may pres-
ent a psychological barrier to accessing treatment in
the first place, while treatment fatigue (also related to
side effects, see Section 3.1) may impede adherence.
While many women in the community dialogues said
that starting treatment as soon as possible was desir-
able, others described having struggled emotionally
with the uptake of treatment. One woman described
the day she started taking treatment as “the saddest
moment of [my] life.” (FGD with women sex workers
in Cameroon)

One interviewee from Uganda expressed the belief
that women may need time to come to terms with
their diagnosis before starting treatment. Others
have struggled with long-term adherence, sometimes
dealing with “treatment fatigue” as well as a range of
side effects.

“[S.] tells us how she was on strike in 2010.
‘For five months she was tired of swallowing

o

tablets, even now, she is not happy to take it
(FGD with Muslim women in Cameroon)

“I'take 9 pills; I have a sore throat. For 18 years,
I am taking tablets. | used to take up to 22 tab-
lets, they are large tablets, until now the ddl
[didanosine] one | have to chew. That’s why
sometimes | stopped taking them, occasional-
ly I stop them, the medication, it is the routine
of the drug that already has me tired.”

(Interview in Bolivia)

“I'was really in favour of early treatment and
to have this Option B+. But now my worry is:
are we being given this as an option or is this
being pushed on us with no option?”

(Interview in Zimbabwe)
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The issue of women'’s individual “readiness” to start
taking treatment becomes especially relevant where
new treatment approaches such as Option B+ are
being rolled out.’®¢®” In addition, rapidly growing
evidence indicates reduced rates of AIDS-defining
illnesses and/or increased long-term health benefits
from initiation of HIV treatment regardless of CD4 cell
count. With the release of data from the START trial, in
which roughly one-third of participants were women,
there is now additional evidence for the potential in-
dividual benefit if a person is ready and able to remain
on treatment. However, the findings from Option B+
programmes show that initiation and long-term re-
tention in care are not a given.

There may be consensus on “when” to start from a
clinical perspective but there are major gaps in re-
search and programmes that define “how” to start so
that an individual can take her or his medications as
prescribed over time. Data from Malawi on women
stopping treatment after they give birth and/or being
“lost to follow up”*® raise questions about whether,
when and how women living with HIV “become ready”
to start lifelong treatment. Given the challenges of
general adherence to long-term treatment for any
condition,*** the feedback raises important questions
about how best to help women prepare to embark on
lifelong treatment.

In conclusion, further work is needed to understand
the beliefs women hold about the benefits and
harms of treatment, and the advice they receive at
the service level (see also the sub-sections on treat-
ment literacy, information and advice available to
women, under Section 4.1). Additionally, we need
evaluations of the effectiveness of programmes that
both initiate treatment and support individuals who
are on treatment. Such evaluations of emerging
ART programmes should examine the long-term
outcomes of different approaches to initiation in
varying contexts. Further, individual readiness to
begin treatment as well as support for access and
adherence must be better integrated within existing
quality-of-care approaches.



3.3 Positive findings: areas of
improvement, resilience, agency
or support

Supportive family, friends and peer groups

Support from family, friends and, in particular,
contact with other women living with HIV is fun-
damental to supporting women and giving them a
reason to live. Many of the women interviewed said
having access to other women living with HIV made
an immense difference to their lives. This sentiment
also came up repeatedly during FGDs. Women re-
ported that support groups and the opportunity to
share experiences with other women living with HIV
made them feel “normal”and helped with treatment
adherence.*?

“If it wasn’t for the Grupos de Ayuda Mutua
(support groups) | do not know where we
would vent, the GAMs are like a family.”

(FGD in Cochabamba, Bolivia)

Many of the women interviewed had also played
an activist role at some point since diagnosis, often
in conjunction with support groups and networks
of women living with HIV. This work also provided
a sense of purpose and agency in relation to their
diagnosis.

“Being an activist gave me the purpose that |
didn’t have for a long time. [This] drives me to
take better care of myself.”

(Interview in the United States)

Motivation to survive and adhere to
medication after having children

Some women explained that having children was a
huge motivation to persevere, fight for their lives and
take and adhere to medication. This held true even
though having children put pressure on mothers in
other areas: household finances, managing childcare
when collecting medications and protecting children
from different forms of violence (i.e. physical, psycho-
logical).*** In some cases, women related how being
able to have children and start a family brought a
welcome sense of normality to their lives. Women felt
as though they had “achieved”adulthood by acquiring
the social status of motherhood after the turmoil, un-
certainty and sense of isolation and “difference” that
many women described following diagnosis.

“It motivates me when | look at my children
and for my other siblings who are negative and
my father, | have to push on with life. As long
as you are taking your treatment well, you are
no different from the rest.”

(Interview in Uganda)
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4. MESO LEVEL: BARRIERS

WITHIN OR RELATED TO

HEALTH SERVICES,

ACCESS TO INFORMATION

AND STRUCTURAL AND

INFRASTRUCTURAL

BARRIERS

4.1 Key barriers at the meso level

Rights violations in the health-care
setting

Stigma and discrimination by health
professionals

Attitudes of health-care workers towards people in their
care affect their clients’ health-seeking behaviours.**?
Often, there can be logical reasons for clients not ac-
cessing or adhering to treatment, but these might not
be obvious to health-care providers.*** Stigma, discrimi-
nation and abuse by health professionals was raised as
a serious concern in about half the focus groups discus-
sions —particularly in Bolivia and Tunisia— and in two of
the interviews. Participants described experiences that
included breaches of confidentiality whereby HIV status
was disclosed in front of family members, other staff and
clients.In some cases, this resulted in stigma and discrim-
ination and potentially placed women at risk of intimate
partner or domestic violence, as described above.
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Women also mentioned instances in which they or
their children were refused treatment and care by
health professionals based on their HIV-positive status.
Some participants expressed fear of revealing their HIV
status when seeking care for a non-HIV-related issue
in case they were turned away. For all these reasons,
women may avoid accessing health services altogether.

“I have the problem of cervical cancer, but I'm
afraid to say that | have HIV. Will they see me
if | say that?”

(FGD in La Paz and El Alto, Bolivia)

Transgender women living with HIV are particularly
vulnerable to violence and rights abuses within health
settings. In a FGD for transgender women in Nepal,
participants described facing double stigma within
services, partly because service providers “don’t



know how to deal with them, they don’t know how to
treat them.” Participants explained that transgender
women are often seen and treated as MSM or as sex
workers. There are no specialist services or facilities for
transgender women. This makes hospitals potentially
threatening places where transgender women can
face stigma and discrimination from staff and other
service-users.

“There is no separate transgender ward. If we
are admitted in the hospital, then they put us
in the male ward which is hard for us and if we
go for the counselling then they say in a rude
way that we are sex workers.”

(FGD in Nepal)

Sexual and reproductive health and human
rights violations

Interrelated and overlapping with quality of care
and attitudes of health-care workers are additional
sexual and reproductive health and human rights
violations experienced by women living with HIV
when they become mothers. These, too, serve as
barriers to ongoing access to treatment, care and
support. Women in FGDs in Tunisia and Bolivia
commonly reported experiencing human rights vi-
olations when seeking care, especially prenatal care
and during pregnancy/delivery, or in relation to their
sexual and reproductive health more broadly. They
saw this lack as having an inevitable negative effect
on the likelihood of initially accessing or continuing
to access relevant medication for themselves or their
unborn children.***

Some participants of FGDs, interviews and listserv
discussions cited having had little or no access to
information about access to treatment for the pre-
vention of vertical transmission. Such information
is considered critical for deciding whether to have
children. This contention was particularly common
among participants who had been living with HIV for

a greater length of time (ten years or more) and had
been diagnosed earlier in the HIV response.

Among clients and providers there also appeared
to be widespread disparities in up-to-date knowl-
edge on guidelines, recommendations and good
practice around clinical care and treatment for
women living with HIV who wanted to have, or
were having, children. For instance, an informant
from Kampala who had recently given birth re-
ported that women living with HIV in Uganda are
only offered Caesarean sections which carry an ad-
ditional cost. By contrast, in the United Kingdom,
women living with HIV who are on treatment (in-
cluding an informant for this review) have vaginal
deliveries with over 99 per cent of the babies being
born free of HIV.

In some instances, women reported that there is still a
belief or attitude among service providers that wom-
en living with HIV should not conceive, have children,
or even have sex.

“I ' was told not to get pregnant by doctors
there, ‘you don’t have to use family planning

’n

methods, you must stop having sex’.
(Interview in Uganda)

A few women said they continue to be discouraged
from having children despite the existence of clinical
guidelines and treatment to prevent vertical trans-
mission. In some cases, they reported the advice of
service providers goes far beyond discouragement and
moves into ill treatment, abuse and violence against
women living with HIV who are pregnant, delivering
or in post-partum care. Participants cited examples of
women being neglected during pregnancy and labor,
stigmatized by health workers, receiving poor quality
care, being forced to undergo or refused abortion, be-
ing forced or coerced into sterilization or witnessing
the neglect of their children.
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“When they did a vaginal examination, my wa-
ter had broken and they left me there all night,
the doctor left an order to do a caesarean but
the doctor who has entered the shift change
when he learned, he did not want to take over.
‘How come? She has HIV!'.. Nobody helped me;
they left me on the floor. ... The nurse told me
that children with HIV would die very quickly.
And she told me that medication would give
me welts.”

(Interview in Bolivia)

As we illustrate below, other women reported that
good support is available for women living with HIV
who want to have children.

Quality of care
The positive impact of treatment literacy

About half of the focus groups and two-thirds of the
interview participants described having a limited un-
derstanding of HIV treatment protocols and reported
low levels of treatment literacy among themselves
and their peers. They underscored the importance
of treatment literacy or broader health literacy as a
tool for autonomy and informed decision-making
in accessing treatment. Some participants regarded
treatment literacy as the entry point for women to
engage in a two-way conversation about their care
and treatment plans and pathways. However, this is
not the reality for most women:

“Most conversations ignore the fact that
people living with HIV need to have increased
health literacy.”

(Interview in the United States)
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Several participants in one-to-one interviews de-
scribed how they had spent a great deal of time and
energy building their own treatment literacy through
online resources, conversations with health profes-
sionals, networks and support groups and their work
as HIV advocates. They reported this as essential in
enabling them to making decisions about when to
start treatment and how to manage their lifelong
commitment to accessing treatment. Consolidating
this individual experience could prove a promising
practice in strengthening women’s treatment literacy,
engagement and overall access and adherence for
improved health outcomes.

“All the information was gathered from [the]
Internet ... [Later] participation in HIV con-
ferences opened a new world of information
for me. ... | [then] felt informed, and ... could
discuss with the doctor my treatment options
and make decisions for myself.”

(Listserv discussion in Portugal)

One of the interview participants, born with HIV,
believes that for parents and caregivers looking after
children with HIV, information about treatment is
inaccessible. It can be hard enough for any adult to
persuade their child to take medication, even harder if
it tastes bad and singles the child out from his or her
siblings.**> Lack of available information or support
about how to medicate children effectively can thus
result in a parent ceasing treatment delivery.

“If the messaging about treatment, adherence
and healthy living starts young and continues
itis easier for us to understand why it is impor-
tant...There is nothing for children or young
people about this.”

(Interview in Nepal)




One participant expressed the perception that treat-
ment literacy — traditionally a strong element of
treatment advocacy — has been eroded by the onset
of greater treatment availability. As treatment access
has increased, treatment advocacy has waned and
with it the treatment literacy that was a fundamental
part of mobilizing community activism.

me it was an ordeal to adjust to the medication,” (FGD
in La Paz and El Alto, Bolivia). Side effects may have
a strong impact on women’s motivation to continue
with treatment. Some women felt that the lack of
counselling, information, monitoring and support for
common side effects could act as a strong disincen-
tive for treatment adherence.

“I think once treatment came, treatment lit-
eracy and advocacy took a step back and now
there is very little.”

(Interview in Zimbabwe)

This dearth points to an important ongoing role for
civil society, including support groups and networks
of women living with HIV to be involved with peer
treatment literacy and adherence support.

The barriers of gender and power dynamics in
health facility-based decision-making about
starting and remaining on treatment

Regarding gender norms and power dynamics between
health-care providers and women patients more broadly,
aswellasevidence gaps around the effect of ART on wom-
en, community dialogues suggest that, in many places,
advice given to women in health settings is often missing
orinadequate. Women do not understand the benefits of
treatment, what to take and when, associated care, and
interactions and side effects. In relation to health-care
providers, women in the FGD in Nepal observed:

“They ignore counselling about treatment.”
(FGD in Nepal)

Many women explained that they were told very little,
if anything, about any side effects they might expe-
rience. Consequently, women felt unprepared to deal
with side effects once they started on treatment. “For

“When they have the first side effects, or do
not understand, they just leave it.”

(FGD in La Paz and El Alto, Bolivia)

Women in Bolivia explained there is little or no infor-
mation given about treatment regimens, and in some
cases women were denied other services if treatment
was refused. How treatments are distributed at the
health-service level, and what information, expla-
nation and support accompany them to promote
women’s agency are meso-level issues.

“All women are put on Tenofovir, Efavirenz,
Lamivudine (TEL), sometimes without assess-
ing the side effects. It is almost mandatory to
start treatment, there is no choice. If you say
you do not want to start, then they do not
want to see you.”

(FGD in Cochabamba, Bolivia)

A question that begs further enquiry is: how does a
lack of choice affect treatment access, adherence and
positive health (including mental health) outcomes
for women?

Another concern that women in FGDs raised was a
lack of linkages to care and integration of services (e.g.
for side effects, opportunistic infections, co-morbidi-
ties or other health concerns). Women in Cameroon
explained that at the three-month consultation with
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their doctor (for which they pay) they felt that she or
he did not have time to listen to concerns not directly
linked to HIV or ART.

“As soon as they see that you are an HIV-
infected person, then they don’t take care of
you, they just send you to take your [ARVs]
treatment well.”

(FGD among Muslim women in Cameroon)

The dialogues revealed connections between the over-
all quality of care, rights abuses within health services
and the ability or willingness of service providers to give
appropriate information and advice to clients, specifi-
cally to women. Several FGD participants complained
that health-care providers were not taking the time
to ensure that they had understood how and when to
take medications, which can have serious implications
for adherence. In some cases, it may lead to women
quitting their treatment when they experience adverse
side effects or if their health improves. This issue may
be further exacerbated for clients who are non-native
speakers or who have other communication barriers.

“They started giving me triple therapy without
explaining to me what it is or the symptoms
of side effects. In addition to that | did not get
the meaning and significance of therapeutic
education.”

(FGD in Tunisia)

“There are women who speak Aymaral94[and
not Spanish], who cannot complain. There is
discrimination against these women because
of their traditional dress, they are afraid, they
are mistreated because they come from rural
areas...They say [they] have understood for fear
of the doctor, but really have not understood.”

(FGD in La Paz and El Alto, Bolivia)
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Distance, transport and waiting times

Women in nearly all the focus groups raised concerns
over the high cost of transport and the distance to
facilities. They described both as barriers to initial
access and to adherence, particularly for women
living in rural areas. Many women related having to
ask for money from family members or borrow from
neighbours or co-workers to be able to travel to the
hospital or clinic. If they could not get the money, they
would miss their appointments and this could result
in defaulting and/or hostility from service providers
when the women tried to re-schedule.

“Most of us live in the far village, which it
takes one hour to two and half hours by public
transport, which is really costly and some of us
live nearer to the hospital. So, some months
we don't visit the hospital to take ARVs too,
sometimes we manage to get money from a
neighbour if we don’t have our own.”

(FGD in Nepal)

“The biggest problem is for those who are
from rural areas. They have to travel far and
sometimes they don’t get seen, and this is why
they stop their treatment.”

(FGD in Santa Cruz, Bolivia)

A smaller number of women explained that these
challenges also arise because women may choose
to attend health clinics that are farther away. This is
done to avoid involuntary disclosure and/or meeting
people from their local community in the clinic or
because the women perceived the alternative clinic
offered a higher standard of care.

Further, women in Cameroon and Nepal spoke about
the need to visit their health facility monthly for treat-
ment refills. This puts a strain on limited resources
where higher transport costs, longer distances and



waiting times, stock-outs and the need to take time
off from work and/or pay for childcare come into
play.*” As one woman notes:

“In all that, you have to go to the health centre
every month for supplies.”

(FGD with women sex workers in Cameroon)

“Health services are a little bit far from where
we live so we have to travel by public transport
which takes 15-30 minutes. [This is] affordable
because most of us are employed. But if we
talk about the situation in the village, then it
takes one day if we travel by public transport
which is not affordable because there we are
dependent on house work. And if we ask help
for money then no one is ready to give it to us.
So, because of this situation we are unable to
go hospital to take ARVs which leads to treat-
ment interruption for one month.”

(FGD in Nepal)

Related to the issue of quality of care, some women
also reported very long waiting times. They noted this
could result in defaulting if, for example, they were
consequently unable to access treatment and return
to the health centre the following day.

“There are very large queues in the govern-
ment hospital [for everyone] to see a doctor.
We have to wait in line with 25-30 people.”

(FGD in Nepal)

As these narratives imply, the combination of long
waiting times, extensive journey times and the cost
of public transport can be insurmountable barriers to
accessing treatment, especially for women who fear

disclosure, are in controlling or violent relationships,
or risk losing their livelihood if they miss work.

Availability of monitoring

For women in Nepal and Zimbabwe, a lack of free
CD4 testing was reported as an issue, while in most
of the other countries it was available. However, a
more widespread issue was the limited availability of
free viral load testing (or lack of equipment to do the
test) and other exams such as for bone density, liver or
kidney function (all of which can be adversely affected
by ARVs) for women in Cameroon, Ukraine, Uganda,
Nepal and Zimbabwe. Without these tests, women
have a harder time monitoring their progress while on
ARVs. This, in turn, limits incentives for women to con-
tinue adhering to ART. As explained above, if women
can see that their treatment has a positive effect on
their CD4 count and viral load, this encourages efforts
to access and take ARVs despite other ongoing chal-
lenges. Such monitoring is also good clinical care.

4.2 Emerging questions and
areas for further investigation

Treatment literacy

A small number of women raised questions about
health provider knowledge regarding interactions be-
tween ARVs and other medications required by women
living with HIV, particularly those from key affected
populations. This needs to be explored both in relation
to linkages to care (to ensure that co-morbidities are
detected and given appropriate care) and treatment.

“Methadone and brupenofren need to be
very controlled with ARVs, tuberculosis [treat-
ment]. The doctor’s confidence depends on
geographical areas and depends on treatment
literacy. There is low motivation among doc-
tors to teach patients and time constraints.”

(Interview in Ukraine)
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We need further investigation into what advice
and referrals women are given around treatment
interactions and co-morbidities. For example, the
development of cervical cancer through Human
Papilloma Virus (HPV), tuberculosis (TB) and malaria
co-morbidities all have gendered dimensions, which
are to date largely under-researched. This is not di-
rectly related to our review of women’s access and
adherence to HIV treatment, but it has been cited as a
gap that should be integrated into any such effort by
members of the Global Reference Group.

Care and treatment access for women
in prison or detention

A couple of interviewees raised issues regarding
the interruption of treatment for women in pris-
on or detention, which they said was a common
experience:

“In prison, there are issues about people’s
medication being discontinued or interrupted
due to the time between arrest and people
accessing services.”

(Interview in United Kingdom)

This feedback raises particular concerns for the
population of women sex workers. These women
frequently face short-term detention or arrest and
may be held overnight and then released without
charge, a harassment tactic used by police. It can also
be a problem for female sex workers living with HIV
to take medication in prison or detention in front of
their colleagues for reasons of disclosure and subse-
quent discrimination, as explained in Section 3. An
interviewee from Uganda pointed to the important
role civil society organizations play in training police
and prison or detention staff on treatment literacy
and adherence:

KEY BARRIERS TO WOMEN’S ACCESS
TO HIV TREATMENT: A GLOBAL REVIEW

“We train paralegals so that when sex workers
are arrested, they can call the paralegals and
get legal support. We also ensure they have
access to their meds for sex workers in prison.
We are working on sensitization about treat-
ment access with the police force.”

(Interview in Uganda)

Access and linkages to sexual and
reproductive health services

The community dialogues raised questions around
family planning, fertility, pregnancy and related co-mor-
bidities that merit further exploration under the rubric of
the quality and nature of advice given on HIV treatment
including referrals and informed choice. Given the connec-
tion between mental health, meeting fertility desires and
adherence,”*8"%# this topic has potentially wide-ranging
implications for access to care and treatment.

Related considerations include:
Women'’s concerns about the effects of ARVs on
unborn children;
Potential interactions between hormonal contra-
ceptives and ARVs;
Timing of starting treatment when one wants to
have a baby; and
Abortion services.

Access to treatment among health
staff living with HIV

The clear majority of front-line health-care workers
globally arefemale. Animportant gapinthe data gath-
ered to date through this review is about health staff
living with HIV**2 and any specific barriers or enablers
they face regarding self-testing and self-treatment
and adherence. While this was not explicitly discussed
in the community dialogues, it is an important topic
for future research.’#®



4.3 Positive findings: areas of
improvement, resilience, agency
or support

Trust in, and rapport with, health-care
staff

In one-to-one interviews women from the United
Kingdom, United States, and Russia described how
building a good relationship with a doctor through
mutual trust and respect had been an essential
element in their accessing treatment, understand-
ing side effects and adhering to medication. This
relationship enabled them to ask questions about
treatment, which in turn allowed them to develop
their own knowledge, gain a sense of autonomy
and safety, build confidence in the advice that they
were given and become better positioned to advo-
cate for effective treatment, information and care.
Additional components of this positive relationship
included communication, responsiveness and more
equal power relations between the provider and
patient or client.

“My doctor is very accessible. | have his mobile
phone and his email. Once | was out of the UK
and I wanted to take an antibiotic | wasn't sure
about so | texted him and he replied straight
away. | don’t think most people have that kind
of access. | think overall | have access to the
best health care in the world.”

(Interview in United Kingdom)

Unfortunately, this sort of relationship is likely to be
out of reach for many women in more resource-con-
strained settings where the burden of HIV is higher.
Women living with HIV in these settings generally
have less access to education than their male counter-
parts or than health staff, resulting in unequal power
and knowledge relations. Directly connected to treat-
ment access and adherence in the context of HIV is

the lack of confidence to ask questions about health,
especially about sexual and reproductive health as
these are widely considered taboo issues.

Individual treatment literacy for
women with HIV

Several women living with HIV who took part in
one-to-one interviews and the listserv discussion
spoke about treatment literacy as a key component in
supporting them to make informed choices. FGD par-
ticipants and interviewees described how women’s
access to information about HIV treatment and care
is often linked to their ability to find support groups
and networks of women living with HIV.

“Share among yourselves, seek information,
don't isolate yourself, do not sit with folded
arms to die.”

(FGD in Cochabamba, Bolivia)

“We do need targeted programmes to develop
treatment literacy and treatment advocacy
skills and, as much as we work in partnership,
we do need women-only spaces as well be-
cause there are very gender-specific issues to
treatment, not just around pregnancy.”

(Interview in United Kingdom)

Women have many questions for health workers
about potential drug interactions between ARVs and
contraception and viral load in relation to having sex.
It can be extremely hard for women to raise such is-
sues with male health staff.

“There is lack of special female doctors so [it is]
hard to be open with problems.”

(FGD in Nepal)
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5.MACRO LEVEL:

BARRIERS CREATED BY

LAWS, POLICIES AND THE

BROADER ENVIRONMENT

5.1Key barriers at the macro level

Criminalization of HIV exposure and
transmission, sex work, drug use and
same-sex practices

A small number of women who took part in inter-
views isolated the legal environment as a set of
barriers to accessing treatment where the trans-
mission of and/or exposure to HIV is classed as a
criminal offence. In addition, laws that criminalize
drug use, sex work and/or same-sex practices create
extra constraints to women from key affected popu-
lations. These laws often exacerbate structural and
community violence against women living with HIV.
(Section 4.1 describes how violence constitutes a
barrier to accessing and benefiting from appropriate
treatment and care.)

“The legal environment in Uganda and the
‘HIV prevention and control law’ ... many peo-
ple know about this and it has created lots of
fears. Already, people who were strong and
accessing medication are now hiding away
because of the fear of being seen and known
to be HIV positive now that you can be crimi-
nalized for HIV transmission.”

(Interview in Uganda)
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A woman'’s legal status (e.g. women who are mi-
grant workers, women seeking asylum or women
who have relocated to another country for other
reasons) may also be a barrier to accessing care and
treatment.

5.2 Positive findings: areas of
improvement, resilience, agency
or support

Access to HIV-related treatment and care has
improved

Most women who took part in the community dia-
logues noted that access to ART and other HIV-related
services has improved, especially for women who
were diagnosed over ten years ago. This includes
women from key affected populations.

“Since 2005 OST [opioid substitution therapy]
exists. MARPs (most at risk populations) have
access to rapid testing through outreach and
don’t need to go into medical settings.”

(Interview in Ukraine)




In addition, it was noted that improvements in laws
regarding human rights for people living with HIV
have led to more choice and better quality of care for
all women living with HIV. In Ukraine, women who
use drugs can now access opioid substitution therapy
as well as rapid HIV testing done through community
outreach.

“We have changed our AIDS law — we now
have a new version of the law that is more [re-
flective of the] HR (human rights) protection
of personal data, [there is] more opportunity
forwomen’s SRHR access to reproductive tech-
nologies where before it was prohibited.”

(Interview in Ukraine)

Community dialogue participants reported a range of
approaches vis-a-vis their level of choice in terms of
both when to start and stop treatment options. The
range of approaches was also noted by many women
participating in e-discussions and is also reflected in
country guidelines.

While guidelines at the macro level are helpful for
streamlining treatment uptake, they can also be
perceived as barriers to initiation. Some women in
the one-to-one interviews attributed their delayed
uptake of ART to ineffective national-level guidelines.
For instance, one participant of an FGD in Cameroon
explained how she had been impatient to start treat-
ment but her health provider had made her wait until
her CD4 count dropped to below 300, in accordance
with the national guidelines. Normative guidelines

implemented at the national level frame much of
what happens within health services. Although such
guidelines can be effective streamlining frameworks
for treatment uptake, some of the women in this
review described how their experiences attempting
to begin treatment had been thwarted by these
guidelines.

In Bolivia, women illustrated how the situation has
changed over time. Drug shortages have been a prob-
lem both at the meso and macro levels due to logistics
and supply issues at the health service level and in-
effective health policies at the national level. During
past drug shortages women would “take what was
available” and sometimes this meant pediatric ARVs
funded by other countries or foundations. Since the
Global Fund to Fight AIDS, Tuberculosis and Malaria
support started in Bolivia in 2005, ARVs are generally
more available.

The HIV treatment availability, access and adherence
landscape is under rapid change. New evidence is
emerging that points to a reduction in negative
health outcomes and improved long-term health
outcomes with immediate or early initiation of ART.
At the same time, there continue to be funding cuts
which will affect HIV treatment access in numerous
countries. This is in part due to withdrawal of fund-
ing to countries designated by the World Bank as
Middle Income Countries. For example, the Global
Fund to Fight AIDS, Tuberculosis and Malaria, the UK
Department for International Development (DFID),
and the United States President’s Emergency Plan
for AIDS Relief (PEPFAR) are changing their funding
priorities, with some countries becoming ineligible
for resources.” Time will reveal the consequences of
these funding shifts.
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6. CONCLUSION

The community dialogues, although relatively small
in scope, present a unique model for qualitative, tex-
tured dialogue by and among women living with HIV.
These examples provide a framework for exploring
and understanding how women may be best sup-
ported in their need to commit to a sustained lifelong
treatment journey. An exploration of immediate
barriers and enablers related to HIV treatment access
and maintenance is crucial to making sure policies,
programmes and strategies truly reflect the needs of
diverse women.
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1. INTRODUCTION

In the final phase of this review, women living with
HIV helped to guide and implement in-depth country
case studies in Kenya, Uganda and Zimbabwe.>?**
The case studies contained in this section provide a
thorough exploration of the experiences of women
living with HIV in deciding to start, remain on, or come
off ART. The primary purpose of this approach was
to highlight core themes identified by women and
make room for women'’s experiences. As the literature
review underscored, women’s voices are markedly ab-
sent in research to date. Although we include limited
quantitative data, the purpose of our analysis is to
reveal new critical insights into the challenges faced
by women living with HIV in response to treatment
scale-up programmes.

Context-specificversions of the Community Dialogues
Discussion Guide were developed from guides used
in Part 2, as well as related in-depth one-to-one
interview tools. The focus group discussion guide
developed and adapted by each of the country teams
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stressed a conversation that was often conducted by
or with the assistance of a woman living with HIV.

Methods for each country case study included a fo-
cused literature review on country-specific issues, a
policy and epidemiological scan, 10 to 16 FGDs, and
select key informant interviews with health provid-
ers. Some FGDs in Kenya and Uganda included male
partners. A space was created for women to safely
express themselves. Through this process, areas of
resilience and challenge were identified.

All the transcripts were analysed and coded to iden-
tify emerging core themes. The findings, presented
below, both validate and give additional texture and
detail to the first two phases of this global review.
It is essential these results form the basis of further
operational research based on both qualitative and
quantitative information. In this way, we can ensure
the right questions are asked of the right people at
the right time.



2. KENYA CASE STUDY

2.1 Kenyan women living
with HIV — an overview of
epidemiology and experience

Although Kenya has seen an overall decline in HIV
incidence since the mid-1990s, rates remain dispro-
portionately higher in women than in men. Overall,
women constitute 57 per cent of people living with
HIV in Kenya. The per cent of women testing in an-
tenatal clinics has increased substantially from 2009
(68.3%) to 2013 (92.20%). The percentage of pregnant
women living with HIV who received ART remained
stable over that same period, while the absolute
number of pregnant women receiving ART declined.
Roughly 55 per cent of women with an HIV diagnosis
reported using ART at the time of delivery. Between
2009 and 2013, there was an upward trend of wom-
en using ART during breastfeeding. Over this period,
the number of infants who acquired HIV perinatally
remained the same.2022%3

While the epidemic is driven through heterosexual
partnerships, key populations remain disproportion-
ately affected. Female sex workers have a prevalence
rate at 29.6 per cent, more than five times higher
than the national average. Their uptake of HIV testing
and knowledge of HIV status is, at 68 per cent, lower
than the average for women accessing antenatal care
where testing rates are above 90 per cent. Adolescent
girlsand youngwomen between 15-24 yearsofageare
another vulnerable population, accounting for 21 per
cent of all new infections in Kenya.**> Approximately
3 per cent of young Kenyan women and men (or 2 per
cent for young women only) are living with HIV.2%

The Kenyan government tracks retention in care for
up to 60 months following ART initiation but does
not disaggregate these numbers by sex. Perinatal
initiation does not include long-term retention levels.

There s, therefore, limited information on barriers and
facilitators to remaining in care and on ART over time
for both women and men. A recent population-level
survey tracking the HIV cascade and incidence found
that women were more likely to be retained in care
compared to men. This investigation was the first in
Kenya to follow the 2013 WHO recommendation for
initiating antiretrovirals at CD4 cell counts of 500 or
above—a policy shift that increased the number of
individuals eligible for ART.2%*

As summarized in the sections that follow, the lived
experiences of women, as documented in this project,
fill in some of the data missing in the peer-reviewed
literature and add to previous efforts led by and for
women living with HIV. Documenting their experienc-
es helps to explain some of the gaps in the treatment
cascade that begins with uptake of testing and ends
with a decision about when and whether to take ART.

2.2 Highlights from recent literature
Overall

« Documentation on women'’s access to ART
highlights factors at the macro, meso and micro
levels. Multiple studies underscore the relative
contributions of logistical meso level barriers (dis-
tance to clinic, costs associated with attending)
versus meso level constraints at the psycholog-
ical/emotional level (stigmatizing attitudes or
psychological violence displayed by health-care
workers) and micro-level barriers (depression,
shame, fear of partner abandonment). The effects
of many of these factors apply to all women,
regardless of their HIV serostatus, and therefore
strategies for addressing these issues would have
an overarching benefit for all women accessing
any healthcare services.

KEY BARRIERS TO WOMEN’S ACCESS
TO HIV TREATMENT: A GLOBAL REVIEW

83



84

The prevalence of data available about women who
access ART pertain to women who are pregnant.
Adult non-pregnant women, adolescents, sex work-
ers and transgender women are not accounted for
in most analyses of treatment cascades in Kenya.

There is scant information on barriers and facilitators
to remaining in care (as opposed to initiating ART) as
data often cover a limited period following delivery,
even in the comparatively well-studied realm of
Option B+ programmes. There is also a limited
amount of data on women who are not linked to
care, or who are offered and choose not to start ART.

Selected studies?°®

An evaluation of social factors influencing the uptake
of programmes to prevent vertical transmission in
rural Kenya probed the influence of referrals and
acceptability, HIV-related stigma, observed discrim-
ination and knowledge of violence.” Most women
living with HIV reported stigma and nearly half re-
ported shame if they were associated with someone
living with HIV. Shame was significantly associated
with decreased likelihood of HIV testing, a complete
course of maternal ARVs and infant HIV testing.
The authors conclude, “interventions that seek to
decrease maternal depression and internalization of
stigma may facilitate uptake of PMTCT (Prevention of
Mother-to-Child Transmission of HIV).”

A small study examining linkages to ART among
women living with HIV who received a diagnosis in
antenatal care found that 85 per cent of women who
were eligible did not register for ART after their diag-
nosis.?® Enabling factors associated with registration
included knowing someone with HIV, not having to pay
for transport to a hospital, and having received enough
information to decide to have an HIV test. Barriers in-
cluded stigmatizing attitudes perceived or anticipated
in women’s social support networks, interactions with
health workers and health facility characteristics.

Another study looking at factors that influenced de-
livery in a facility found that cost, distance, and fear
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of harsh treatment were the primary disincentives for
both women living with HIV and women who were
HIV negative.?*® HIV-specific stigma indicators were
not cited as additional factors for women living with
HIV in this study. Pregnant women living with HIV
who delivered in hospitals were more likely to know
their partner’s HIV status, to have disclosed to their
partners, to be on ART, and to have higher education
and socioeconomic status compared to women living
with HIV who did not deliver in a medical facility.

Women living with HIV have been, and continue to
be, a source of valuable data on experiences within
the health-care setting, with rich documentation and
recommendations on the specific challenges and rights
violations faced by all Kenyan women?¥ including
those living with HIV.* A 2015 report produced by the
International Community of Women Living with HIV
(ICW) and the Global Network of People Living with HIV
(GNP+) provides an in-depth and first-hand exploration
of Kenyan and Namibian women'’s experiences with
programmes to prevent vertical transmission. The re-
search focused particularly on barriers and facilitators
related to the uptake of early infant diagnosis.**?

The studies included in this literature review identify
instances where supportive health workers assisted
women in making decisions and accessing service with
positive outcomes. There are few such accounts in the
literature. This is, in part, an artefact of a barriers-oriented
research approach. It is also a reflection of over-taxed
health systems and holes in the training provided to
health workers. Negative results on women include harsh
treatment, breaches in confidentiality, and refusal of ser-
vices and threats —all forms of psychological violence.

At least one evaluation of the relative impact of factors
related to the health facility versus stigma on wom-
en’s linkage to ANC to prevent vertical transmission
concluded that “health systems are more influential
than stigma”in terms of uptake.?* There is also a pau-
city of literature on the support provided to frontline,
mostly female health workers that can help improve
care and mitigate the stressors of their workplace,
including the profound stigma against women living
with HIV working in health-care settings.?**



TABLE 3
Status of HIV and Treatment in Kenya®*

Treatment access

‘ Population ‘ 42,961,187 ‘ Total coverage 63%
(857,472/1,366,771)
‘ GNI per capita ‘ US$2,780 ‘
Pregnant women /4%
(55,400/74,470)
Number people living with HIV 1,366,771
HIV prevalence 3.18% Total people living with HIV 1,366,771
Women 6.6% Tested for HIV 7,956,018
Men 4.9% Diagnosed HIV positive 215,123
HIV PREVALENCE BY KEY POPULATIONS Initiated on ART 165,138
Men who have sex with men 18.2% On ART 857,472
Female sex workers 29.3% Retained on ART at 12 months 746,000
People who inject drugs 18.7% Viral suppression at 12 months 726,370
Fishing people 26.2%
Adolescent girls/young women 3%
Total people living with HIV 74,470
‘ New HIV acquisitions ‘ 56,355 ‘ Diagnosed HIV positive 61,510
‘ Incidence rate ‘ 0.13% ‘ Initiated on ART 28,983
On ART 55,400
Retained on ART at 12 months No data
Viral suppression at 12 months 80%
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The literature reviewed for this report also highlights
structural issues impacting treatment uptake and re-
tention. These include persistent silos between services
for HIV prevention, treatment and care, and those for
contraceptives. One study to assess need and demand
for integrated HIV/STI prevention and contraceptive pro-
grammes identified gaps in provision of needed services
for both men and women in Kenya.?** Interestingly, this
paper focused solely on the use of condoms for HIV pre-
vention despite other available options. In an expanding
landscape, which includes ART for people living with HIV
and Pre-exposure Prophylaxis (PrEP) for people who are
HIV negative (and, for men, established interventions
like voluntary medical male circumcision), revisiting
questions of strategic programmatic integration with
a lens to where and how newer strategies are made
available is also a necessity. Combined with previous
research that informed the implementation of new ART
guidelines (see below), the shifting landscape of the HIV
response is opening new and unexplored avenues for
research, even as well-mapped, entrenched issues at the
health systems and society levels remain identified but
unaddressed.

In 2013, the WHO issued its consolidated guidance
document on the use of antiretrovirals for treatment
and prevention. Articles published following the re-
lease of these guidelines respond specifically to data
gaps regarding barriers and facilitators to ART access
for individuals who may be reached through test
and treat, Option B+, or expanded testing initiatives.
Some, though not all, of these papers provide sex-dis-
aggregated data.

A Kenyan survey of linkage to care following home-
based counselling and testing found that women who
expressed fear of violence or relationship breakup
were less likely to link to care.®* Women who had
disclosed their HIV status to their families were more
likely to link to care. Another Kenyan study of sero-
discordant couples offered immediate ART as part of
their participation in open label trials offering ART
and PrEP. The study identified a range of concerns as-
sociated with initiation regardless of CD4 cell count,
including a strong association related to historic HIV
public awareness campaigns, that ART was for people
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who were sick and taking ART was an indication of
“being near the grave.”?” The data in this study were
not sex-disaggregated. Of note, this is one of the few
sources on Kenyan women that provides insight into
women who are not encountering ART in the context
of antenatal care.

There are limited resources available regarding the
experiences of women on ART in all their diversities.
A study exploring the impact of antiretrovial intro-
duction on women sex workers focused primarily on
perceptions of ART’s impact on HIV and on women'’s
HIV risk behaviours. Motivations for starting and
staying on treatment, including having children and a
strong religious faith, were noted in passing.?*® There
remains a dearth of information that examines the
interconnectedness of women who occupy multiple
marginalized social locations and/or identities.

2.3 Policy landscape

As summarized in Table 3, Kenya has a range of pol-
icies and strategic frameworks touching on issues
affecting access to ART for women living with HIV.
The frameworks do not provide consistent, in-depth
identification of issues related to interventions or
targets for women in all their diversities. Notably,
Kenya tabled a portion of a law that would crimi-
nalize HIV transmission; however, this law was not
enacted.

The Public Benefit Organizations Act,?° which is
pending but not yet operational, is another concern-
ing piece of legislation. The Act proposes changes in
how NGOs are governed, extending government con-
trol over NGO engagement in the political sphere. As
civil society engagement and peer-initiated advocacy,
service delivery and safe spaces are essential to the
ongoing fight against the HIV epidemic, this could
have detrimental impacts for women living with HIV.
The Act has been the subject of critique and concern
from civil society organizations; expanded govern-
ment powers to register and de-register NGOs could
have a chilling effect on vigorous advocacy and
activism.



In terms of policy affecting provision of and access to
services, the new Kenyan Constitution devolves health
service management and provision to the provincial
level, where specific challenges affect service delivery
such as health-care worker strikes or province-specific
resource allocation decisions. In addition, PEPFAR,
which makes its biggest grant to Kenya, is pursuing a
geolocation approach to service provision that is sup-
ported by Kenya’s own national AIDS policies. While
this tactic focuses resources on high burden areas,
it also reallocates resources away from those areas
that do not have an overall high burden but may have
significant impact on social issues, such as profound
stigma and discrimination.

A directive from President Uhuru Kenyatta to publicly
disclose the names of people living with HIV, includ-
ing creating a register of children living with HIV, is
currently under challenge in the Kenyan high court.
As well, the issue of forced and coerced sterilization of
women living with HIV is before the court. At the time
of this review, a lawsuit had been brought forward by
women who were coerced into sterilization without
consent.??

2.4 Methodology overview

ICW Eastern Africa staff members reviewed
Elimination of Mother-to-Child Transmission of HIV
(eMTCT) programme performance indicators includ-
ing loss to follow-up, percentage of newborns and
infants diagnosed with HIV and ART coverage rates
for the general population. This case study is based on
one high- and one low-performing district. Interview
tools and informed consent forms for women living
with HIV, their male partners and health facility staff
were developed in consultation with UN Women
and collaborating partners, and aligned with the
Community Dialogues tool. A total of 10 FGDs were
carried out, 5 per district. FGDs in each district were
organized into three categories: 2 FGDs with women
aged 18-29, 2 with women aged 30 and older, and one
with men. Participants were identified via members
of ICW Eastern Africa (ICW EA) and some of these
participants were members of other organizations

of women living with HIV. FGDs were led by ICW EA
members and informed consent was obtained using
an approach consistent with community-based par-
ticipatory research ethics (see Annex 1 for details).
Findings are organized so the micro level addresses in-
dividual, household and community factors; the meso
level includes health service availability and delivery
factors; and the macro level contains national policies
and institutions, while recognizing that such factors
often move between and co-exist at multiple levels.

2.5 Findings from focus group
discussions

Micro level Issues

Stigma, neglect and violence from male partners:
Some men refuse to use condoms, do not attend ANC
with their wives or spouses, and resist getting tested
for HIV. A significant number of women respondents
stated that they risked violence if they disclosed their
HIV status to a male partner.

“It is very difficult for the woman to tell the
man that today | have gone to the health
facility and | have tested positive. You will
get so many blows and you will not believe
yourself.”

(FGD in Kenya)

Food insecurity/poverty: Many women reported
low-income and food insecurity as a major barrier to
accessing treatment. Similarly, respondents counted
on food supplies promised by the hospital only to find
someone else had claimed them.

The cost of transport to clinics can be a barrier: Many
women found transport costs as well as expenses
incurred at the clinic (see below) a challenge to care
access.

KEY BARRIERS TO WOMEN’S ACCESS
TO HIV TREATMENT: A GLOBAL REVIEW

87



88

Meso level Issues

Observance of sexual and reproductive health and
rights for women living with HIV is inconsistent:
Respondents reported that mothers are not given an
opportunity to choose a Caesarean-section instead
of having a vaginal delivery. Women also identified
gaps in information about infant feeding options, in-
cluding the right to decide to breastfeed. Health-care
workers interviewed seemed to be aware of women'’s
rights, but a consistent programme to educate wom-
en about their rights concerning family planning
and related issues is not in place or, if it is in place,
is insufficient.

“Yes, you can choose for yourself, but the emer-
gency C-section can only be recommended
from our doctor.”

(FGD in Kenya)

“It depends. If the mother is in good condition
she delivers normally. But if she has complica-
tions this is when you get this mother taken to
get a Caesarean. Normally in our Busia County
and Referral hospital, few are taken to get
a Caesarean. The majority are delivering
normally.”

(FGD in Kenya)

ANC is the primary drive for women to seek care at the
clinic: ANC represents a point of entry for women to
engage in more comprehensive health care, especially
if they test positive for HIV. Indeed, most women learn
their HIV status after coming to the clinic for ANC.
Women'’s experience at this crucial visit can consoli-
date or alienate their continued involvement with the
health-care system.

Lack of resources, especially stock-outs of drugs, and
limited medical supplies, constrain the services of
some clinics: Stock-outs of ARVs present a major
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challenge to the delivery of care in health facilities.
Kenyan participants reported stock-outs on “many oc-
casions.” Kenya’s focus group discussion also outlined
problems with transportation and delivery which
interfered with the distribution of needed drugs and
other supplies. Further, many prescribed drugs, except
ARVs, must be paid for out-of-pocket. Respondents
felt it was imprudent to give up a day of work to go to
the clinic only to find they could not pay for the drugs
prescribed.

“You might be sick or admitted in the ward. So,
you are supposed to use money. Some of us are
widows, we must go and work — like her, she is
a supplier of water. If she is in bed, she will not
have money. So, if you got to Kakamega County
Hospital you have to be with money because
every drug prescribed you have to buy, but you
lack money. We don’t buy ARVs but other drugs
we have to buy.”

(FGD in Kenya)

Understaffing can limit the availability of individual
counselling: This sometimes leads to group sessions
instead and tired, irritable health workers. Respondents
held overworked, inadequately trained staff responsible
for a range of complaints from insensitive counselling
to forced sterilization. In fact, the issue of insufficient
staff at health facilities was listed at the top of barriers
to access in Kenya. Participants claimed staff are rude
and very slow when attending women living with HIV,
and show discriminatory attitudes.

“It has been a challenge for us — health work-
ers’ negative attitudes toward mothers who
are positive.”

(FGD in Kenya)




“I delivered by Caesarean section and the TL
(tubal ligation) was done without telling me.
| was told later that the TL was done because
| was not supposed to have more children. |
was told to sign without knowing what | was
signing for...so | was forced.”

(FGD in Kenya)

Delayed start of ANC: On average, most pregnant moth-
ers living with HIV attend their first ANC when four to
five months pregnant, contrary to the recommended
first trimester. Many continue to give birth outside
the hospital, circumventing wider engagement with
health-care services, including elimination of mother-to
child-transmission (eMTCT) programmes and Option B+.

Long distances and long waits at health-care centres: It
is not unusual for women to spend hours traveling to
a clinicand then encounter long waits before they are
seen; this undermines their interest and motivation in
visiting the health centre. Long delays while waiting
for care mean women living with HIV go the day with-
out a meal, miss work, and experience multiple other
indirect costs to visiting health centres.

Limited capacity for effective follow-up: Many women
stop coming after four or five ANC visits. Health facil-
ities need to be able to call or visit women living with
HIV who have not returned to the clinic to support
women’s continued participation in treatment.

Early infant diagnosis (EID) at the clinic level is effec-
tive: For those women living with HIV who gave birth
in hospitals, EID is a priority. Most health facilities
provide EID as early as 6 weeks in line with national
policy. The test is done again 6 weeks after cessation
of breast feeding (mothers are advised to stop breast
feeding at six months) and at 18 months, a polymer-
ase chain reaction (PCR) test is done.

Basic testing is effective: The infrastructure and
services required for eMTCT, such as lab tests (CD4),
hemoglobin (Hb), urinalysis and virological HIV

testing in infants for polymerase chain reaction (PCR)
are done at the health facilities visited.

Couple support groups improve adherence: In Kenya,
women who had accessed the limited array of sup-
port groups for couples reported that they offered
much-needed counselling and support to women
living with HIV and their male counterparts and, as a
result, facilitated success with treatment for ARVs.

Macro level issues

Gender roles and poverty: Participants explained that
gender roles influence the ability of men to care for
themselves or support their partners and children. Men
tend to be a highly mobile and migratory population,
looking for employment. Generally, their place in the
economy as low-wage workers, “scrambling for a day’s
pay”, undermines their involvement in health-seeking
behaviors for themselves and their families. Women
respondents proposed incentives such as health talks
for couples, male-oriented health kits or supplies and
financial incentives as a complement to current pro-
grammes such as the ‘Maama kits’ (for mothers).

Understaffing and inadequate staff training: Health
workers are overworked and not well-trained on preven-
tion of mother-to-child transmission and elimination of
mother-to-child transmission. Often, they have limited
knowledge of the rights of women living with HIV.

“Nurses ... seem not to understand. Some of
our mothers who turned out to be positive for
the first time were initiated on ART. She is not
given the right instructions [for] the medica-
tion that mother has to take.”

(FGD in Kenya)

The discriminatory and unethical conduct of some
health workers toward women living with HIV was a
major concern across all participants.
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Limited knowledge about the full objectives of eMTCT,
Option B+, and sexual and reproductive health and
rights: \ery few of the respondents in Kenya un-
derstood the scope of eMTCT and Option B+, which
includes the provision of care, keeping mothers alive,
and the choice to initiate ART regardless of CD4 cell
count. eMTCT is widely understood to include ANC,
the right to give birth in a clinic and ARVs to prevent
the transmission of HIV from a mother living with HIV
to her newborn.

Respondents learned what they know about eMTCT
from television shows and the news, more local
district-initiated efforts such as the launch of the
provincial eMTCT programme by the provincial gov-
ernor in Kakamega district*?* and on-site counselling
at clinics. These efforts, however, deliver only a por-
tion of the message; almost all the men and women
living with HIV who participated in the FGD were
entirely unaware of the other life-saving elements of
the eMTCT programme. The FGD coordinator noted
that “none of the women and men living with HIV in
Kenya articulated a single eMTCT/PMTCT policy, not
even the then popular strategic framework for eMTCT.
It was therefore not surprising..women living with
HIV had limited knowledge” of eMTCT programme
provisions.

By contrast, respondents were familiar with an ex-
tensive list of family planning interventions including
condoms (the most preferred because usage does not
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involve hormone regulation), levonorgestrel implants,
depo, imlarion, oral contraceptive pills, injectables,
tubal ligation, and dual protection.

2.6 Recommendations

-+ Comprehensive rights-based education targeted
to women, men and health-care providers.
Education should underpin models of women-cen-
tred service delivery that reduce stigma and
discrimination and facilitate informed choice.

Investments in treatment literacy and literacy on
specific issues, topics and guidelines including
eMTCT policies, guidelines and strategies so that
women can demand adequate services and hold
health-care workers and people who hold office
accountable.

Investment in novel service delivery models that
bring care closer to women, thereby reducing
pressure on infrastructure and the long and costly
distances that women (and men) living with HIV
have to travel to reach these facilities.

Facilitate, motivate and train village health teams
(VHT), peer or mentor mothers, peer educators
and women living with HIV themselves so they
continue to support women living with HIV to
access eMTCT services.



TABLE 4

Policy Mapping in Kenya

Policy

NASCOP
treatment
policies

Kenya
NASP
2009/10-
2012/13

Policy
objective
(overall)

To provide
HIV care,
treatment
and support
to those living
with and
affected by
HIV.

Guidance for
HIV interven-
tions in Kenya
over four
years. Aims to
achieve Ken-
ya’s Universal
Access targets
for quality
integrated
services at

all levels

to prevent
infections,
reduce new
infections and

prevent death.

Policy focus
related to
women

Reproductive
health services
including STI
prevention
and treatment
in Minimum
Package of
Care. Guide-
lines detail
when and
how to start
treatment

for pregnant
women.

N/A

Strengths

Minimum Package of Care in HIV
Services Provision; sexual and
reproductive health (SRH) care, family
planning (FP) services and cervical
and breast cancer screening included
in package of care. In Guidelines, ANC
promoted for pregnant women —es-
pecially early access. HIV Counselling
and Testing (HCT) highlighted as
necessary for women who opt out of
testing during pregnancy. Screening
for cervical cancer is highlighted as
essential for HIV+and sexually active
women. Guidelines for ART Treatment
do, however, discuss SRH for women
living with HIV, noting that “choice of
contraceptive methods in [women li-
ving with] HIV women is the same as
in HIV uninfected women” and choice
of contraceptive should consider ART
regimen for HIV+women to ensure
safety.

Small section on gender dimensions
of the epidemic highlights its
“feminization”.

Shortcomings

Minimum Package of Care:
requirements for service
provision only specify
pregnant women. Even

in the Adolescent Health
section, SRH care and FP is
only discussed in context of
pregnant adolescents.

In guidelines for HIV
treatment, management
of infection is only in the
context of prevention of
vertical transmission. Doses
and regimens are based on
“efficacy in prevention of
transmission”and do not
incorporate other contex-
tual factors. Abstinence

is promoted for women
living with HIV to reduce
risk of acquiring Human
Papillomavirus (HPV).

Results Framework Logic
Chain Outcomes aims to
increase abstinence among
youth and unmarried
women. Clear linkage
discussed between urban
poor and women at risk of
HIV due to lack of control
of human capital, rights,
information, and denial/
lower quality of education
and care — highlights need
to target even hard to reach
groups such as young,
out-of-school women.

0% per cent of

total funding allocated

to “Women’s Policies &
Guidelines” under Enabling
Environment.

Notes/Analysis

Non-pregnant,
young women still
need access to FP
and SRH services,
which is not
highlighted.

Prevention (Px) pro-
grammes for youth
have contributed

to delayed sexual
debut but for young
women who are
sexually active, they
have failed to make
a difference.

Alot of discussion of
gender disparities,
high prevalence
among young wo-
men and high risk of
HIV but no planned
interventions for
these target groups
outside of pregnant
women for PMTCT.
One target mentio-
ned to reduce GBV
but no intervention
proposed.
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Kenyan
AIDS Stra-
tegic Fra-
mework
2014/15
—2018/9

Vision
3030
(focus on
second
Medium
Term Plan
2013 -
2017)

92

Policy
objective
(overall)

Provide
guidance for
addressing the
HIV and AIDS
epidemicin
Kenya.

Kenya’s
development
programme
that aims

to createa
globally com-
petitive and
prosperous
nation with a
high quality of
life by 2030.

Policy focus
related to
women

Women
mentioned

as a priority
group (in
addition to key
populations)
along with
adolescents,
boys and girls.

Youth and
women
identified as
high priority.
Government
commits to
increasing
support for
policies and
institutions
devoted to
promoting
gender
equality and
will allocate
resources to
enterprises led
by youth and
women.
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Strengths

Highlights women as dispropor-
tionately affected by HIV vs. men
and “therefore are a key vulnerable
population to be prioritized in this
strategic framework”. Young women
are also a priority in this HIV respon-
se. Adoption of strategic framework
for PMTCT with clear targets.

Interventions, recommended
actions and responsible parties/
leading agencies outlined for
adolescent and young women spe-
cifically as well as pregnant women.
Additionally, proposes behavioural
interventions aimed at reducing
stigma. Targets set for reducing
levels of sexual and GBV by 50%.
Interventions proposed for various
sectors to remove barriers to access
services including empowerment of
women, and use of media to reduce
gender-related violence.

Strategy outlined for female
empowerment, gender equality
(including reducing GBV) and
improving livelihoods developed.
Strategy outlined includes
objectives, outcomes, implementing
agencies, deadlines, financing and
annual budget allocations until
2018.

Shortcomings

Neither health- nor
HIV-focused.

Notes/Analysis

Programme gaps
identified include
low programme
priority to address
HIV stigma and
discrimination and
violence against
key populations
(including women).
IPV and GBV to be
integrated in HIV
survey.

Focus on empowe-
ring women and
ending GBV which
would enable
access to care but
no specifics on
women and HIV
care and treatment.
Improvement in HIV
and AIDS response
is not gendered,
some focus on
adolescents but not
women or young
women.
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Declara-
tion of
Commit-
ment on
HIV/AIDS
(Kenya
follow

up 2003
& 2014
review by
General
Assembly)

PEPFAR
COP 2013

Kenya
Health
Policy
2012-
2030

Policy
objective
(overall)

Guiding
framework

to combat
HIV and AIDS.
Outlines
governmental
commitments
to address HIV
and AIDS and
take action.

Focus on treat-
ment scale-up,
strengthening
supply chain,
increased
collaboration
and integra-
tion.

Provides
direction to
improve heal-
th in Kenya.
Coordinated
alongside
Vision 3030,
the Consti-
tution and
other global
commitments.

Policy focus
related to
women

The Declara-
tion calls for
policies to
ensure equal
access for men
and women
to prevention
and care.
Emphasizes
access to
vulnerable
populations.

eMTCT and
Option B+ are
a large focus.

Strengths

Gender and AIDS Taskforce has
made recommendations to ensure
equal access. It also states that
promotion of the rights of women
at-risk of HIV have been included
in legal framework and addresses
gender dimensions that place
women and girls at-risk. Aims to
mainstream gender issues into
Kenya’s National AIDS Strategic
Plan.

Targets set for counselling pregnant
women and provision of ARVs. For
non-pregnant women, strategies

to increase testing and re-testing
identified. Great data collection and
reporting on HIV prevalence that
are sex- and age-disaggregated.
PEPFAR resources also committed
to providing support services to
women for disclosure. PEPFAR Team
has an inter-agency Gender Wor-
king Group that drives the gender
agenda and realizes that barriers

to care are “social, educational,
legal and economic.” Targets set
for: increasing gender equity in HIV
activities and services; reducing vio-
lence and coercion; addressing male
norms and behaviours including
increased engagement of men in
PMTCT; counselling and testing; and
care and treatment services.

Policy objective to increase literacy
among women (under social
determinants of health Policy #6).

Shortcomings

2014 update reports on
successes and shortfalls

of implementation but

it is not sex-disaggre-
gated. Discussions on
“recommendations” made
but no details on what they
are and no targets/strategy
outlined. States “inclusion
in legal framework” but no
details on how and where.

Significant focus on
pregnant women regarding
access to treatment with
specific, time-bound
targets. Disclosure support
provided to women as part
of a strategy to increase
male enrolment in care and
support services and not
for the purpose of providing
support to women post
diagnosis. Some focus on
women in prison but only
in the context of pregnancy
while incarcerated.

Limited focus on HIV apart
from calling for an increase
in coordination with other
STl control efforts (led by
National AIDS Control
Council). Epidemiological
data presented but not
disaggregated and no
response outlined for
women.

Notes/Analysis

Kenya’s PMTCT
strategy has led to
reduction in new
cases of HIV in chil-
dren. Women not
considered under
“vulnerable high
risk population”
category.

Goals to provide
women with entre-
preneurship skills
training create ena-
bling environment for
women to access care
by increasing em-
powerment. Targets
and interventions

for non-pregnant
women are discussed
but mostly around
prevention (condom
negotiation, safe sex
negotiation, etc.) and
not on treatment,
service, resource
access once positive.
This is highlighted

as a key issue but

no dollars or targets
attached to them.
Cervical cancer
screening for women.

Highlights stunted
growth and low BMI
forwomen in rural
areas with obesity
(and diabetes)
burdening women
largely in urban
areas.
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3.UGANDA COUNTRY

CASE STUDY

3.1 Ugandan women living
with HIV — an overview of
epidemiology and experience

In Uganda, as in the rest of sub-Saharan Africa, HIV
prevalence is higher among women (8.3%) than men
(6.1%). The prevalence rate increases with age until
it peaks at age 35-39 for women (12%) and at age
40-44 for men (11%). Among young adults, four per
cent aged 15-24 are living with HIV, and a staggering
75 per cent of these young people are women 2?22
Once heralded as a success story for steadily de-
creasing prevalence and incidence rates, Uganda
now stands out from its neighbours as rates have
increased in recent years.

Women in urban areas have a higher HIV prevalence
than those in rural areas, with prevalence highest
among widowed women and lowest among unmar-
ried women. The country’s most recent Demographic
and Health Survey found that nearly two-thirds of
all Ugandan women experienced physical violence,
sexual violence or both at some point in their lives,
and most of these women experienced this violence
in intimate partnerships.?2* The People Living with HIV
Stigma Index Report: Uganda highlights the perva-
siveness of stigma, including the verbal and physical
abuse of people living with HIV.2#

Uganda and Malawi were the first two countries in
the region to adopt the Option B+ under the eMTCT
programme. In Uganda, the adoption of these pro-
grammes was prompted because Uganda has one
of the highest fertility rates in the world. Asking

KEY BARRIERS TO WOMEN’S ACCESS
TO HIV TREATMENT: A GLOBAL REVIEW

women to start and stop antiretroviral therapy
around pregnancy was, therefore, considered infea-
sible and suboptimal forindividual health outcomes
for women and children. Rates of testing women in
ANC settings have surged since the programme was
introduced, as have rates of women being initiated
onto Option B+ regimens. As documented by ICW
East Africa and others, however, Option B+ is ham-
pered by poor implementation. Women do not get
enough support to make informed, voluntary, and
confidential choices. For instance, they endure stig-
matizing attitudes from health workers and receive
inadequate pre-test counselling most often con-
ducted in groups. Concerns about the poor quality
of programmes arose following their introduction,
indicating that many eMTCT programmes could not
support retention in care or adherence and thus
resulted in high rates of loss to follow up.

HIV testing in ANC settings has become mandatory,
an approach that has been critiqued for violating
human rights principles. Women have also reported
differential treatment depending on whether they
attended the clinic with a male partner or alone. In
some settings, those who cannot, or who choose not
to, bring a male partner face additional abuse and
criticism from health staff.s

Women from key populations also face increased
discrimination. Sex workers are disproportionately
affected by HIV with an overall prevalence of nearly
40 per cent*® and yet their work remains criminalized.
Moreover, they are underserved and subjected to high
rates of physical and psychological violence in many
health-care settings.



Uganda has one of the richest bodies of literature,
regionally, on the lived experiences of women with
HIV. There are several comprehensive documents
that review the status of eMTCT and programming
in relation to key populations. There are many
recommendations to shift programming towards
rights, dignity, and positive health outcomes (includ-
ing informed, voluntary and confidential choices).
Unfortunately, policies, funding and programmes
have not always aligned with documented best prac-
tices or recommendations by informed and engaged
civil society.

3.2 Highlights from recent
literature

Uganda has one of the most extensively researched
epidemics in sub-Saharan Africa, with a history of
government, national NGO and international part-
ner engagement that dates to the mid-1980s when
some of the first people with HIV on the continent
were identified in the Rakai District of southwestern
Uganda.

It is difficult to find issues that have not been ad-
dressed or explored by academic groups, many with
longstanding ties to Uganda. However, programme
decisions and implementation are often guided by
politics instead of the research-based findings of
science. Key findings from trials conducted in Uganda
have triggered policy changes and programmatic
work in neighbouring countries, while interventions
have yet to be implemented in Uganda.>*®

Uganda has a robust civil society presence, includ-
ing several groups led by and for women living with
HIV and/or people living with HIV, including ICWEA,
NAPOPHANU, NACWOLA, HEPS Uganda, Mama'’s Club,
and many others. These groups have produced docu-
ments, position statements and campaigns focusing
on a range of issues. These have included advocacy to
ensure that Option-B+ is truly presented as a choice
for women attending ANC and to decriminalize HIV.
The latter issue has included galvanization of support
for Rosemary Namiburu, a nurse living with HIV, who

was imprisoned after being charged with negligence
while executing her duties. This charge was made
possible under the HIV Care Act that criminalizes HIV
transmission.

There is also a broad coalition effort focused on
improving maternal health and calling attention
to tragic and preventable morbidity and mortality
associated with pregnancy and childbirth among
Ugandan women. Specifically, the literature review
shows:

+ Anabundance of evidence for-and yet lack of-a
national approach to community-based peer
support for women (and men) using antiretroviral
therapy.

Gendered dimensions of treatment and care are
addressed inconsistently in various guidance
documents.

There is a disproportionate focus on

pregnant women who access ART via eMTCT
programmes. Evidence and research on the
experiences of sex workers, adolescents
(including those who acquired HIV perinatally)
and women accessing ART via adult clinics
does exist and provides recommendations that
could be operationalized or piloted in various
settings. However, the preponderance of infor-
mation, particularly on barriers and facilitators
to ART, focuses on women who initiate ART

via eMTCT programmes. Documentation from
ICW EA and GNP+ suggests that such eMTCT
programmes may not present the immediate
initiation of ART as a choice to pregnant
women.

Despite the huge quantity of research that has
been conducted over the years in Uganda, there
remain significant gaps in its focus and impact.
Key questions remain unanswered in some areas,
while in others a wealth of information has yet to
trigger policy change.??
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TABLE 5
Status of HIV and Treatment in Uganda®*”’

Demographics

Population ‘ 35,660,500 ‘

Uss$670

GNI per capita ‘

Number people living with HIV 1,403,103
HIV prevalence 7.3%
Women 8.2%
Men 6.1%

HIV PREVALENCE BY KEY POPULATIONS

Men who have sex with men 13.7%
Female sex workers 33%
People who inject drugs N/A

Fishing people 14% - 20%

Adolescent girls/young women 10%
‘ New HIV acquisitions ‘ 100,000 ‘
‘ Incidence rate ‘ 0.3% ‘
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Treatment access

Total coverage >3%
& (742,537/1,403,103)
63%

Pregnant women
8 (83,150/131,325)

Treatment cascade

Total people living with HIV 1,403,103
Tested for HIV 8,511,752
Diagnosed HIV positive 260,706
Initiated on ART 167,721
On ART 742,537
Retained on ART at 12 months 153,293
Viral suppression at 12 months 135,769

Treatment cascade: preghant women

Total people living with HIV 131,325
Tested for HIV 1,626,134
Diagnosed HIV positive 41,701
Initiated on ART 4,608
On ART 83,150
Retained on ART at 12 months 18,616
Viral suppression at 12 months 2,878




Selected studies

The literature generated in this review of Uganda-
specific literature has identified several studies that
explore facets of ART care and gendered experiences
often neglected in the wider global literature.

A prospective, randomized study of quality of life for
Ugandan people living with HIV who are on first-line
regimens found that gender was the only variable
impacting scores on the Mental Health Survey (MHS)
tool used to evaluate depression and psychological
outcomes. Women on Nevirapine-containing regi-
mens have lower MHS scores than men after all other
variables were controlled for.2*°

A qualitative study by Kastner and colleagues explored
how women’s experiences accessing ART affected their
pregnancies.?° The study found that while the counsel-
ling messages from health providers regarding intention
to have children were “largely dissuasive,” treatment
literacy (messages regarding ART and the potential for
remaining healthy and having a child born without HIV)
contributed to optimism and an increased ability to
navigate social expectations regarding childbearing. The
study recognizes the conflicting messages—discourag-
ing childbearing but then promoting ART in women who
choose to become pregnant. However, the study fails to
explore the impact of initially dissuasive messages on
women who may choose to become pregnant and be
deterred from accessing services due to fears of stigma
and abuse about their pregnancies, as has been docu-
mented in several studies.”*

Another qualitative study examined concepts of
“therapeutic citizenship” among Ugandan men and
women on antiretroviral therapy. The goal was to
explore the multifaceted experiences of ART after in-
itiation. The study showed peer support, experiences
in the community, and experiences in health settings
can strengthen or complicate resilience, positivity and
the ability to remain on antiretroviral therapy.2*?

A 2013 study by Adakun and colleagues explored the
impact of early initiation on ART as recommended
by WHO.?*3 They found that higher baseline CD4 cell

counts at the time of initiation predicted viremia (a
continuing detectable viral load) and treatment inter-
ruptions in a rural cohort. Interestingly, 70 per cent of
their participants were women. This underscores the
need for messaging, programmes and peer support
systems specifically designed to promote informed
choice regarding beginning ART and treatment
maintenance.

An in-depth exploration of “personal barriers”?** to
ART adherence, drawing upon interviews with mem-
bers of a rural Ugandan prospective clinical cohort,
looked at issues facing both men and women, as well
as young people. This study underscores, in both di-
mension and data, the need for ongoing counselling
and peer support to address specific barriers includ-
ing “health and sexual life concerns, desire to have
children and family instability.” 2

A study of the integration of PMTCT programmes
into maternal and newborn health clinics found that
it worked solely in clinics where extra guidance was
provided on how to manage the process.?** While the
policy for such integration exists on paper and was
in place for all clinics in the study, newly integrated
enrolments could only be achieved through additional
support. This underscored the need to invest in capac-
ity building to help policies become practice.

Many of the issues identified in these peer-reviewed
publications are echoed in both the current FGD find-
ings and in an earlier report by ICW EA and GNP+ on
understanding the perceptions of women living with
HIV regarding Option B+.5

3.3 Policy landscape

As described in Table 6, Uganda has also developed
and adopted a range of policy documents covering a
large array of issues related to HIV treatment and care.
These documents include comprehensive guidance on
the use of ART, early adoption of Option B+, guidance
on home-based care, and instruction on the manage-
ment of sexually transmitted infections in women sex
workers. These materials exist alongside a collection
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of annually updated reviews, a ‘dashboard’ on eMTCT
that is updated monthly, and five-year national strate-
gic plans for addressing the epidemic. In a trend seen
across the countries surveyed in this project, however,
the frameworks do not provide consistent, in-depth
identification of issues defined by women in all their
diversities, nor do they offer interventions for, or ob-
jectives created by, women themselves.

Recent shifts away from community-based service
delivery have been prompted by PEPFAR’s “ration-
alization” process undertaken to streamline service
delivery by implementing partners. Civil society has
documented concerns over this shift as it could po-
tentially undermine current efforts to tackle the
epidemic. Indeed, there is an ongoing effort by civil
society to ensure that funding and planning contrib-
ute to a better ART service delivery approach — one
that supports voluntary, confidential, informed choice
regarding initiation and continuation of treatment,
and reinforces community partners and peer support
programmes. Unfortunately, there is still no national
policy, broadly-adopted best practice, or implement-
er-based approach (e.g. via PEPFAR) for this type of
model overall, let alone for women.

Uganda’s HIV Prevention and AIDS Control Act features a
range of components that are supported by civil society.
However, the Act also contains a provision criminalizing
attempted and intentional transmission of HIV. Even
prior to its passage, portions of the penal code related
to HIV were enforced in a high-profile case mentioned
above. The case involved Rosemary Namiburu, a nurse
living with HIV.Namiburu received a jail sentence follow-
ing a high-profile suit brought by the parents of a child
in her care, after a needle stick injury that did not result
in the child testing positive for HIV. Both the existence of
the law and its enforcement will likely have a chill effect
on disclosure, testing, treatment and care.

3.4 Methodology overview

ICW EA staff members reviewed eMTCT programme
performance indicators including loss to follow up, per-
centage of newborns and infants diagnosed with HIV,
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and ART coverage rates for the general population. They
selected one high- and one low-performing district as
the study focus. Interview tools and informed consent
forms for women, male partners and health facility
staff were developed in consultation with UN Women
and collaborating partners, aligned with the commu-
nity dialogues tool, and submitted for and received IRB
approval. A total of 10 FGDs were carried out, 5 per dis-
trict, 2 FGDs with women 28 years and younger, 2 with
women 30 years and older, and 1 with men. Additional
one-to-one interviews were conducted with health pro-
viders and eMTCT coordinators. Findings are organized
so that the micro level addresses individual, household
and community factors; the meso level includes health
service availability and delivery factors; and the macro
level contains national policies and institutions.

3.5 Findings from focus group
discussions

Micro level Issues

Stigma and emotional/physical violence at the house-
hold level: Women living with HIV report a significant
fear of stigma and violence associated with disclo-
sure. The women acknowledge that involving men is
difficult due to patriarchal norms and the threat of
male violence. In addition, some men refuse to use
condoms, most do not attend ANC with their wives or
spouses, and many resist getting tested for HIV. One
respondent said he sent his wife for testing to deter-
mine his own HIV status.

Food insecurity/poverty: The low-performing district
encompassed trading centres in and around fishing
communities with a relatively arid landscape that
made farming and growing food very difficult. Most
women reported having to buy food, earn money by
cutting grass, selling fish and pursuing other informal
economic activities. Their very low income made it
difficult to obtain regular, nutritious food and many
reported maintaining a healthy diet as a barrier to
remaining on ART: “you cannot take medicine on an
empty stomach but we try to take it.”



Access to healthy food: In the Kanunga district, wom-
en were unhappy that a programme offering rice,
mandazi, and soda was no longer provided at health
facilities. Some women told stories of going all day
without eating while waiting to be seen at the clinic.

Costs: Women identified at least three categories of
costs incurred with accessing ART that were signifi-
cant barriers to care: (1) the cost of transportation to
clinics; (2) often, prescribed drugs (except for ARVs)
must be paid for and respondents said it was not wise
to give up a day of work to attend the clinic, only to
find they cannot pay for the drugs prescribed; (3) and
most pregnant mothers are not provided an opportu-
nity to select their preferred delivery method. While
most women deliver vaginally, prolonged labour often
results in a Caesarian section and a charge of UGX
50,000-300,000 (US $15-90).

Meso level Issues

Stigma at the community level: In the low-performing
district, women reported that support groups were
held mainly in the villages, not in the health-care
facilities. They mentioned they avoided joining these
groups out of fear of stigma and discrimination
should their status become known.

ANC is the primary drive for women to seek care at
the clinic: Antenatal care represents a point of entry
for women to engage in more comprehensive health
care, particularly testing for HIV and accessing treat-
ment. Most of the women learn their HIV status after
coming to the clinic for ANC. For many women, this
visit is crucial as it can consolidate or alienate their
continued involvement with the health-care system.

Discrimination by clinic staff: Respondents com-
plained about overworked, inadequately-trained
staff. The case study revealed that insufficient staff at
health facilities was at the top of the list of barriers
to testing and treatment access for Ugandan women
in this case study. Participants claimed that staff were
ill-tempered and displayed poor attitudes toward
women living with HIV.

Delayed start and attrition of ANC: As in other con-
texts, many expectant mothers delayed their first ANC
attendance until they were four to five months preg-
nant, contrary to the recommendation that the initial
visit occur during the first trimester. Additionally,
many continue to give birth outside the hospital,
circumventing wider engagement with health-care
services, including eMTCT and Option B+, and thereby
increasing the potential of PMTCT.

“Some mothers come for the first antenatal
visit at 18 or 20 weeks, although others come
in the first trimester to confirm pregnancies.
The number of pregnant mothers who come
for ANC services reduces at the fourth visit
compared to the first visit. The number of
mothers who come to deliver in the health
unit also reduces when compared to the num-
berthat attends ANC services. | have been here
for only two months and have observed that
the number reduced by one half.”

(Interview with health workers in Rugyeyo
Health Centre I1l, Kanungu District, Uganda)

The aspects of health centre capacity identified as
areas of concern are:

Inconsistent hours: Some Ugandan health facilities
offer ANC and family planning services daily from
Monday to Friday while others maintain inconsistent
hours based on the availability of medical supplies
and prescription drugs.

Follow up: Some facilities have the added capacity
to telephone or send Village Health Teams (VHT) or
peer educators to visit women who initiated ART but
missed appointments. The role of direct contact in
these circumstances is highly valued.

Confidentiality/privacy: Limited space requires staff
to double up in workplaces and this can infringe
on patients’ privacy. Most health centres appear to
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competently handle testing but are constrained by
space needed for other services.

Long distances and long waits at health-care centres: It
is not unusual for women to spend hours travelling to
a clinicand then encounter long waits before they are
seen; this undermines their interest and motivation in
visiting the health centre.

“Most of them come very far. A client from
Rutenga Sub-County wakes up at 5 a.m. and
reaches the health centre at 10 a.m., spends
more than four hours at the health unit, and
reaches home in the night. And yes, some cli-
ents do not come back because of the delays at
the health unit.”

(Key Informant Interview with
health workers in Rugyeyo HCIIl, Uganda)

Stock-outs and expired drugs: Stock-outs of drugs are
a major challenge to the delivery of care in health
facilities. Ugandan participants reported stock-outs
of septrin, testing kits, Maama Kits and other family
planning methods such as oral contraceptive pills.

Understaffing undermines effective counselling:
Women reported that short-staffed health centres
sometimes need to resort to group counselling, a re-
sponse regarded as inadequate.

“The mothers are not getting adequate coun-
selling which has caused mothers to drop
out and stop treatment. This is mainly due to
health workers being jumpy, doing other ser-
vices, and attending other cases...”

(eMTCT Coordinator in Kanungu District,
Uganda)
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Discriminatory incentives: To incentivize men’s partici-
pation, some health clinics allow women arriving with
their male partners to bypass the queue for service.
Women living with HIV whose spouses are not support-
ive, or do not have spouses, view this policy as unfair.

Inconsistent observance of sexual and reproduc-
tive health and rights for women living with HIV:
Respondents reported a lack of informed choice about
modes of delivery (C-section vs. vaginal delivery), with
little detail provided about the risks and benefits of
the methods and few opportunities to select one
method versus the other. Mothers in the FGDs also
felt that there was a gap in information about infant
feeding choices, including clear and accessible infor-
mation about the risks and benefits, that reinforced
their right to choose the strategy they preferred—in-
cluding breastfeeding.

Health-care workers felt ill-equipped implementing
programmes and approaches to educate women about
their rights in the context of decision-making around
contraceptives and while pregnant and after delivery.

“I cannot tell where | learnt them from but |
have heard about them from meetings and
trainings. I have been a trainer for reproductive
health since 2001. What | know about rights
most health workers don't know because they
rarely talk about them.”

(Interview with health worker/PMTCT
Coordinator in Kanungu District, Uganda)

“We got information from school and the
Ministry of Health gives charts but we don't
have them in this health unit. Most health
workers are not trained in Family Planning and
eMTCT, the government should also take the
obligation to train health workers, not leaving
it to implementing partners.”

(Interview with health worker in Kanungu
Health Centre, Uganda)




Ineffective early infant diagnosis (EID) at the clinic
level: FGD participants who delivered in clinics or hos-
pitals reported an emphasis on early infant diagnosis
by health staff. This was reinforced in interviews with
health providers who were familiar with the testing
algorithm for confirming infant HIV diagnosis.

“We do PCR (Polymerase Chain Reaction) at
18 months..those babies are also brought
monthly by their mothers who come to be part
of the baby home care package where we meet
the mothers.... We also provide prophylaxis for
children that are exposed, as well as cancer
screening because those HIV positive mothers
are likely to get cancer of the cervix.”

(Health provider in Uganda)

Basic testing is effective: The infrastructure and ser-
vices required for eMTCT, such as lab tests (CD4, HB,
urinalysis and virological HIV testing in infants or PCR)
are done at the health facilities visited. For the most
part, mothers tested in the Ugandan health centres
are cooperative and counselled successfully to enroll
in care when testing positive.

Availability of a range of maternal delivery services:
Women in Uganda are advised to give birth in a health
centre where several precautions are undertaken
to prevent transmission of HIV to newborns during
labour and delivery: ART before delivery, avoiding and
minimizing prolonged labour, minimizing vaginal
exams, avoiding artificial rupture of membranes,
avoiding unnecessary trauma and the use of aseptic
techniques when disinfectants are available.

Small male action groups (SMAGS) promote ART
adherence: Small male action groups known locally
as Emanzi, which means ‘the brave’, offer social sup-
port and much needed counselling to men living
with HIV, thus enabling them to succeed with ARVs
treatment.

Macro level issues

Gender Roles and Poverty: Male involvement was a
major challenge reported by women living with HIV
and health workers. Women FGD participants often
linked these challenges to HIV-related stigma; health
workers emphasized economic factors.

“The men are not involved so much. Out of 20
women, only one couple comes. Maybe they
feel going to the ANC clinic, that’s part of the
mother. If you ask the mother, she says ‘my
husband has gone for work’. Men feel that they
don’t need to go to the health facility or it’s not
part of their work to escort their women.”

(Health worker in Uganda)

“The main reason for low male involvement is
that most families are below the poverty line
and men are always on the move serving as
casual labourers. Most men don’t stay with
their families and are known to have poor
health-seeking behaviours.”

(FGD in Uganda)

“Some men do support their wives but most
them are against it. Few men in Kanungu
support their wives to go for these services,
although we are trying. Still, the number is low
because we are at 25%.”

(Health worker in Kanungu, Uganda)

“For us mothers we are very good ... but these men,
someofthemare very bad. They dont support their
wives. If you want to understand most of these
problems, go to the discordant couples, where the
motheris HIV positive and the man is HIV negative.
Whenever you go to ask for assistance of transport,
like when you have to go to the clinic, he will ask
you: Did | send you to look for HIV?”

(FGD in Uganda)
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Increasing male participation depends on deliberate
incentives; however, these can backfire (see meso
level issues of discriminatory incentives). Women
respondents reported success with communi-
ty-based programmes that involved peer outreach
and women supporting each other in negotiations
with partners. They also recognized that financial
and other incentives could help bring men to the
clinic.

“Our husbands are not interested in escorting
us to the clinic. They say they are always busy.
I think if Taata kits can be introduced the same
way as Maama kits were introduced, men
could go to health units to get them.”

(FGD in Uganda)

“We have cards, invitation cards for partners
so when we come across a mother who is un-
der denial or fears disclosure we give her that
card... the card is a bit important [because]
when the husband sees that card he says:
Let me go the doctor...so they come...[Now
the] percentage in Busia County and Referral
Hospital [is at] 65% for couple counselling.”

(A mentor mother in a FGD
for older women in Busia, Kenya)

Limited knowledge about the full objectives of
eMTCT, Option B+, and sexual and reproductive
health and rights: Respondents learned what they
know about the eMTCT from doctors and nurses in
health facilities and hospitals, and from VHT mem-
bers, radio programmes, churches, books, friends
and local leaders. Workshops and trainings provided
by the Ministry of Health and NGOs were another
identified source of information. Service providers
pointed to continuous professional development
courses as the source of their knowledge of eMTCT
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policies and guidelines. These efforts, however, only
deliver a portion of the message as the men and
women living with HIV who participated in the FGD
were unaware of the full scope of the programme —
including the provision of ART regardless of CD4 cell
count and the emphasis on the woman'’s health. A
narrow definition of eMTCT focused on the preven-
tion of onward transmission was common.

“eMTCT means stopping children from acquir-
ing HIV from their mothers. Only one in four
midwives in our health centre has ever got
training on eMTCT. The rest of us have only
read leaflets and got on-the-job training.”

(Health provider in Uganda)

“l 'understand that PMTCT is a programme set
to help mothers living with HIV so that they
can get drugs (ARVs) to makes sure they do not
infect their newborns. [They are also given] ad-
vice or some kind of trainings on how to feed
the children [in case they are] excluding breast
feeding to avoid affecting the children.”

(FGD in Uganda)

Uganda’s health workers and service providers, inter-
viewed in coordination with the FGDs, were unaware
of the sexual and reproductive health and rights of
women living with HIV. However, FGD participants
were familiar with an extensive list of family planning
interventions including condoms (the most preferred
because it does not involve the regulation of hor-
mones), levonorgestrel implants, depo, imlarion, oral
contraceptive pills, injectables, tubal ligation, and dual
protection. Women were routinely advised to use dual
protection.



3.6 Recommendations

Invest in, and standardize, minimum packages of
layered services at facility level and in surrounding
communities including support for transportation,
Maama kits, community-owned peer-based
support and approaches to care that minimize
repeated clinic visits, especially as women near
their delivery date.

Tailor specific services to the socioeconomic con-
text in which a clinic is operating such as clinics
in districts with drought, limited food supply, high
levels of poverty and food insecurity may require
different, intensive approaches and linkages with
programmes in the community.

Anticipate, track and mitigate the impact of donor
and implementer transitions in service provision.
Coordination with national government, GFATM,
PEPFAR and community-based organizations, par-
ticularly women'’s groups, must be standardized
and prioritized.
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TABLE 6

Policy Mapping in Uganda®®

Policy Policy Policy focus
objective related to
(overall) women
National HIV Guide national Strengthened,
prevention efforts to reduce sustainable
strategy HIV infections enabling
by about 30% by environment
2015. that mitigates
epidemic’s
underlying
factors.
National Achieve universal Mainstreaming
strategic plan access targets gender, SRH
for HIV/AIDS for HIV/AIDS rights
prevention, care,
treatment and
social support
and protection
by 2015.
PEPFAR SDS Achieve Pregnant women
epidemic control and young
(in79/112 women (pri-
districts) in 2 marily through
years. Follows DREAMS)
UNAIDS 90-90-
90 principle.
Annual NSP Assesses GBV support and
performance progress of im- improving family
review plementation for planning.
the financial year
(2011/2012).
Part of good
M&E practices.
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Strengths

Highlights women’s emancipation. Independent
decision-making about SRH or jointly with
partners is a key indicator. Focus on substantially
reducing GBV. Aims to increase linkages to
support (and increasing capacity of health and
social services to provide support) for women
experiencing GBV. Sets targets and timelines

to change harmful sociocultural and gender
norms, beliefs and practices. Promotion of male
involvement.

Infection rates for pregnant women considered

a key indicator in progress of epidemic. Gender
Policy recognizing social and physical vulnerabili-
ty of women to HIV. Development of national
SRH-HIV integration strategy to champion

FP efforts. Provision of legal/social services to
protect women against GBV highlighted as a
strategic action to scale up social support and
protection to vulnerable populations of people
living with HIV.

Integration of gender using Stepping Stones and
C-Change approaches. Targets young women
(15-24), married adolescent girls, young women
who have given birth by age 15 and those
reporting transactional sex. Expansion of FP/HIV
integration and increases access to treatment
for PMTCT (likely through Option B+). Details
provided for treatment cascade for pregnant
women.

Suggests revision of national targets to include
pregnant women on ART. Emphasises importan-
ce of training community leaders (e.g. teachers)
on counselling and recommends including HIV/
AIDS and GBV in counselling course. Calls for
strengthening screening and linkages to care
and support for GBV by mobilizing communities.
States that there is unmet need for FP and

calls for action. Strategic Action 2.3.3 aims

to build capacity of providers and empower
communities to support people living with HIV
in their SRH choices.

Shortcomings

Outcomes measured are not
disaggregated by sex. Examples
include reports of reduced
transactional sex, testing access
and others reported as “men
and women” combined.

Focus on women is largely

in the context of pregnant
women with very little on other
diversities.

HTC strategies focused only

on pregnant women and ANC.
DREAMS initiative and districts
briefly discussed but no details
outlined outside of pregnant
women. GBV screening and
provision of post-GBV care is not
a core activity.

Does not call for Monitoring

and Evaluation in terms of
PMTCT adherence/retention in
care, only treatment (Tx) data is
currently about initiation or not
disaggregated.

Little discussion about

women who are not pregnant or
breastfeeding.
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Vision 2040

National Poli-
cy Guidelines
and Service
Standards for
SRHR

Health Sector
Strategic
Plan Il

National
Population
Policy and
Social
Transfor-
mation and
Sustainable
Development

Policy

objective
(overall)

Strategies to
transform Ugan-
da from low
income country
to competitive
upper middle
income country
within 30 years.

Obtain highest
level of health
forall through
development
of appropriate
reproductive
health policies,
objectives and
strategies.

Overall
framework for
health sector.
Aims to contri-
bute towards
accelerating
economic grow-
th. and reducing
poverty

Plan for and
invest in the
increasing
population
and address
consequent
challenges.

Policy focus
related to
women

Gender equality
and women'’s
empower-
ment for
socio-economic
transformation.

Increase service
coverage and
safety for
reproductive
health and
improve access
for adolescents.

Youth-friendly
reproductive
health services
include contra-
ceptives, ANC
and postnatal
services.

Decreasing
unplanned
pregnancies (ex-
cludes women
from productive
economic and
social activities).

Strengths

Guarantee of equality between men and women
before the law. Commitment to eliminate
female genital mutilation. Acknowledges high
fertility and aims to keep women in school.

Provides details on components of SRH and has
service policy guidelines, service standards and
outlines priority groups. Defines reproductive
health in Uganda, training and implementation
and provides goals, targets, guidelines for ob-
taining consent and Monitoring and Evaluation
for FP and contraceptive delivery. Emphasises
the importance of integrating HIV and AIDS into
reproductive health services. Outlines service
standards and M&E for combating GBV.

Recognizes need to provide youth-friendly
services to improve health for young people. Key
policies/strategies: strengthen SRH, building
institutional capacities at national, district

and community levels for reproductive health,
expands SRH services, strengthen adolescent
reproductive health services. Suggests reviewing
and updating current policy environment to pro-
mote delivery of SRH. Several policies/objectives
to build capacity of health workers to manage
GBV, create awareness for GBV and strengthen
monitoring and evaluation for GBV.

Recognizes reproductive health as a basic hu-
man right. States that current reproductive heal-
th services are insufficient and identifies weak
health system due to lack of human resources
to provide care. Lists role of government in the
following: increasing skilled birth attendants,
ANC, family planning, adolescent reproductive
health and strengthening referrals/integration.
Advocates for linkage of reproductive health and
HIV and AIDS programmes. To reduce unmet
need to FP, strategies outlined to promote
reproductive health commodity security and the
provision of affordable, accessible FP through
education and advocacy.

Shortcomings

Outlines vision but does not
provide solid policies, strategies
or targets to monitor progress.
States that “efforts will be made
to ensure gender responsive po-
licies, programmes and actions”
but no details shared. Does

not discuss family planning
investments or promotion to
address fertility concerns.

Published in 2001. Great fra-
mework. Could be strengthened
with revision.

Does not talk about social
norms, discrimination or stigma
around FP or GBV.
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4. ZIMBABWE CASE STUDY

4.1 Zimbabwean women living
with HIV — an overview of
epidemiology and experience

According to the UNAIDS Gap Report 2014, Zimbabwe
remains among the countries with the highest HIV in-
fection rates. The nation carries the third largest HIV
burden in Southern Africa and has one of the highest
rates of premature adult mortality, largely due to
HIV-related illnesses. The latest estimates place adult
HIV prevalence at 14.7 per cent, which brings the esti-
mated number of adults over 15 living with HIV to 1.3
million, and 63.4 per cent of these are on ART. There
are about 77,000 children under 15 living with HIV,
and 54.8 per cent of women receiving ART.>*”2%¢ The
report further estimates that women represent 62 per
cent of adults living with HIV in the country. Recent
studies have found that upwards of 50 per cent of
sex workers in Zimbabwe are living with HIV.>*? In
one study of 870 female sex workers from across the
country, only 25 per cent with laboratory-confirmed
HIV were accessing antiretroviral therapy.>*°

Violence against women is endemic in Zimbabwe.
The country’s first comprehensive baseline study on
the prevalence of intimate partner violence?** reports
that 2 in 3 Zimbabwean women have experienced
some form of gender-based violence in their lifetime.
1 in 4 women reported an experience of violence in
the 12-month period prior to the study.

The fear and reality of violence is exacerbated for
women living with HIV who must also deal with HIV-
related stigma.?*? Despite a high level of awareness,
HIV and AIDS remain highly stigmatized in Zimbabwe.
People living with HIV are often perceived as having
done something wrong. Discrimination is frequently
directed at both them and their families. Many peo-
ple are afraid to get tested for HIV for fear of being
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socially alienated and losing their partner or their job.
Those who do know their status rarely make it pub-
licly known, suggesting they may not have access to
sufficient care and support.

Women living with HIV, particularly pregnant wom-
en, continue to account for approximately half of all
treatment initiations. In some contexts, they repre-
sent the majority of the population on treatment
when data are disaggregated by sex. One surge in
enrolment has come from the roll-out of an expand-
ed vertical transmission prevention programme. In
2010, Zimbabwe had an estimated 30 per cent rate
of mother-to-child transmission during gestation, la-
bour and breastfeeding. In 2015, that rate had fallen
to 6.7 per cent.>** The change reflects women'’s abil-
ity to access and reliably take antiretrovirals during
the perinatal and antenatal period, but provides less
information about women'’s experience as individu-
als, whether pregnant or not.

4.2 Highlights from recent
literature

Zimbabwe has seen a massive expansion of its ver-
tical transmission prevention programme over the
past five years and, over a slightly longer timeframe,
a striking reduction in incidence of new HIV cases.
Despite both trends, there is a paucity of information
in the peer-reviewed literature that foregrounds or
even tangentially addresses the experiences of wom-
en in all their diversities as they relate to choosing
whether to initiate ART. Nor is there any information
on barriers and facilitators to making these choices
and long-term experiences of women once in care
and/or on ART. This absence is particularly significant
given the move to initiation of ART even earlier than
previously recommended (offer on diagnosis, per the
most recent WHO recommendations.)



Against this backdrop, there are some instances
where the experiences of Zimbabwean women have
been documented in ways that suggest critical points
of action for programme design and community en-
gagement. These include:

Engagement with, and leadership by, young
women including those who are HIV-negative and
young women who acquired HIV perinatally via
the SHAZ! Initiative.

The importance of cultural capital, existing
social support structures and new peer support
initiatives such as “mentor mother” programmes
in improving the overall health and well-being of
individuals and communities and in supporting
adherence to ART once initiated.

We highlight some of the relevant studies in the next
section.

Selected studies

The literature generated in this survey of Zimbabwe-
specific papers has identified a few studies of
relevance to women'’s experiences of ART. These stud-
ies are outlined below.

Skovdal and colleagues conducted a qualitative study
exploring how masculinity and particularly “male
denial of HIV/AIDS” impacts women’s ability to access
and adhere to ART.>*? The study involved 37 individ-
ual interviews and five focus groups with a total of
53 male and female antiretroviral drug users and
25 health-care providers in rural eastern Zimbabwe.
Perceptions of HIV as a threat to manhood and dignity
emerged as a core component of gendered dynamics
within the household, affecting women’s ability to
disclose their status and take their drugs (and/or
receive “permission” to take medications). The study
recommends ART programmes take the gendered na-
ture of household and family dynamics into account
in service design and provision.

A cross-sectional study by McCoy and colleagues ex-
amines the association between food insecurity and
receipt of services in the PMTCT cascade.?> The study
suggests that severe food insecurity may impede
pregnant and postpartum women from receiving
certain services, and may influence the likelihood
that infants will acquire HIV during pregnancy, la-
bour or breastfeeding. The authors note that these
relationships need to be confirmed by other obser-
vational studies. The overall finding that roughly
half of women with a recent birth reported living
in moderately or severely food insecure households
in the month prior to the survey prompts a strong
recommendation for the integration of food support
into antenatal settings.

The positive impact of peer-to-peer mentoring pro-
grammes was discussed in a project that analysed
the impact of mothers living with HIV providing
support and advice for other pregnant women
living with HIV. The study found that enrolment
in a “Mothers to Mothers” (M2M) programme sig-
nificantly increased women’s adherence to PMTCT
regimens®* and retention in care at six to eight
weeks after delivery. However, a lack of disclosure
to spouse/partner and community contexts (levels
of stigma, availability of support, etc.) both affect-
ed the likelihood that women would opt into the
programme.

A recent study examined the impact of gender
norms on expectations of behaviour. The study ex-
plored Zimbabwean nurses’ attitudes towards, and
treatment of, patients seeking ART based on notions
of what a “good” or “bad” patient is, and how this
impacts ART adherence.>® The study explores the
gendered nature of behaviour expectations, noting
that cultural norms of masculinity can make it dif-
ficult for men to conform to expectations of a good
patient. Norms also impact the ability of men and
women to perform specific gendered behaviours to
“access good care and ensure continued access to
ART.”
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TABLE 7
Status of HIV and Treatment in Zimbabwe?*

Demographics Treatment access

Population 15,602,751 Children 55%
GNI per capita (USD) $9242% Adults 63.4%
Pregnant women 82%%°
Total people living with HIV 1,420,604 Treatment cascade
Children (<15 years of age) 156,718 Total PLHA 1,390,211
Adults (> 15 years of age) 1,2623,887 Tested for HIV 1,664,176
Women 748,451 Diagnosed HIV positive 175,568
Men 515,436 Initiated on ART N/A
Total HIV prevalence In care N/A
15%
(15 to 49 years of age)
On ART 748,882
Children 2.37% .
Retained on ART at 12 months 85%
Young adults 5.1%2%4¢ ) )
Viral suppression at 12 months 89.6%
Women 5.9%%
Men 3.8%%¢
’ Treatment cascade: preghant women
ADULTS Total population 412,120
)
Women 18% Total PLHA N/A
0,
Men 12% Tested for HIV 173,916
. Diagnosed HIV positive 13,624
HIV prevalence by key population N
Initiated on ART 24,573
Men who have sex with men 16.8%
In care N/A
Female sex workers 28.7%
People who inject drugs N/A On ART N/A
Retained on ART at 12 months N/A
Incidence Viral suppression at 12 months N/A
New HIV infections 62,926
Incidence rate 0.92% Global Fund
541,607,793
HIV grants (# grants; % total) ° .
Treatment cascade: Female sex workers (3 grants; 60%)
Total population 85,949 Gender-related funding N/A
Total PLHA 24,667
Tested for HIV N/A
Diagnosed HIV positive ~50%
Initiated on ART ~30%
In care ~30%
On ART ~30%
Retained on ART at 12 months N/A
Viral suppression at 12 months N/A
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4.3 Policy landscape

As detailed in Table 8, Zimbabwe has developed
several policy documents related to HIV care and
treatment. The most pertinent documents include:
HIV, Testing and Counselling Guidelines; Adolescent
Sexual Reproductive Health Strategy; Zimbabwe
National AIDS Strategic Plan; Patient Charter; and the
Zimbabwe AIDS Policy. Zimbabwe was one of the early
adopters of Option B+ after Malawi.

Recently, Zimbabwe revised their National Strategic
Plan 2016 — 2018. This plan has taken additional
strides to acknowledge key affected population groups,
such as sex workers. The HIV testing and counselling
guidelines were recently launched as an attempt to
make HIV testing more accessible to a variety of pop-
ulation groups with differing barriers and facilitators
to accessing HIV testing. The Adolescent Sexual and
Reproductive Health (ASRH) Strategy ended in 2015
and efforts are being made to finalize the new ASRH
strategy. This approach aims at establishing youth
friendly centres around the country with the hope that
this will increase their access to comprehensive sexual
reproductive health services. Additionally, increased
sensitivity training for service providers is underway to
ensure that service provision is stigma-free, equitable
and meets the needs of youth.

The major challenge in Zimbabwe, however, is the im-
plementation of these guidelines. The Ministry of Health
and Child Care (MoHCC) is undergoing efforts to ensure
the implementation of these guidelines and conduct
routine follow-ups. To streamline service implemen-
tation, the MoHCC has come up with an Operational
Service Delivery Manual. Aside from the necessary focus
on sex workers, these policy documents do not contain
clear and targeted interventions addressing the unique
needs of women in all their diversities.

4.4 Methodology overview

The Zimbabwean focus group discussion guide for
young women was developed from the “Community
Dialogue” discussion guide for Phase 1 of this project.
Pangaea Zimbabwe AIDS Trust worked with members

of the Global Reference Group to narrow down the ar-
eas of focus for the Zimbabwean guide. The guide was
shared with UN Women and collaborators and then
submitted to the local Institution Review Board (the
Medical Research Council of Zimbabwe) for approv-
al. After authorization for the interview guides and
consent forms was granted, fieldwork commenced in
the urban settings of Harare and Chitungwiza. Focus
group participants were grouped into the follow-
ing four categories: 1) ages 16-20; 2) ages 20-24; 3)
pregnancy within the past year, those with a delivery
in the past 12 months; 4) pregnancy within the past
year, those with a non-delivery in the past 12 months.
A total of 16 FGDs were conducted, with 4 FGDs per
criteria and additional one-to-one key informant
interviews used to enrich findings and probe specific
themes.

4.5 Findings from focus group
discussions

This section presents findings from the Zimbabwean
case study according to micro, meso or macro levels,
although we acknowledge that in most cases these
factors move between and overlap at multiple levels
to impact the lives of women and girls. Findings are
organized such that the micro level addresses indi-
vidual, household and community factors; the meso
level includes health service availability and delivery
factors; and the macro level contains national policies
and institutions.

Micro level issues

Disclosure remains a major barrier to adherence and
applies to both adults and young people. For the
young women interviewed, disclosure issues fell into
two categories: issues related to involuntary disclo-
sure and those related to voluntary disclosure. The
fear of involuntary disclosure, or disclosure against
a patient’s consent, is a major barrier preventing
individuals from starting and/or remaining on antiret-
roviral therapy. Young women identified the following
constraints in ART adherence related to confidentiality
and involuntary disclosure.
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Health-facility record keeping that violates confiden-
tiality. At public health facilities, people living with
HIV are given green file folders that hold their medical
records. These files are different in colour from those
seeking non-HIV-related health services. Roughly 36
per cent (43/118) of young women interviewed high-
lighted the system of green files as stigmatizing and
failing to protect client confidentiality.

“Imagine your boyfriend passing through
the clinic and sees you holding a green file.
Automatically, that relationship is done. There
is no way you are going to make him believe
otherwise —that you are not living with HIV.”

(FGD in Zimbabwe)

Insufficient resources challenge one’s ability to maintain
confidentiality. A lack of resources can lead to involun-
tarily disclosing one’s status. About 10 of 118 young
women interviewed resorted to asking their boyfriends
fortransport moneytoclinicsand ended up havingtodis-
close the reason why they periodically needed transport
money. As one respondent noted, “Initially he (boyfriend)
will just give you the transport money but, with time he
will get to ask you why you always need transport money
to go to town. What is it that you need to get in town
that you cannot get within the neighbourhood?” Young
women identified the location of the clinic as a further
barrier (see meso level findings for more discussion).

Lack of community and individual counselling on disclo-
sure for young women who acquired HIV perinatally.
Some ofthe young women grew up with their HIV status
known in the neighbourhood. One woman explained:

“You just hear people talking about you saying,
this is the one who grew up sickly, she is actu-
ally grown.”

(FGD in Zimbabwe)
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Young women also identified the following barriers to
voluntary disclosure:

Inadequate support structures in the community:
Young women, again, reported limited support struc-
tures in their communities. Participants stated that
when an individual tests positive for HIV, it is often
the case that neither their family nor community is
prepared to fully embrace the individual.

“When | was tested for HIV, | went with my
husband who came back home and told every-
one about how | was living with HIV. | was
then chased away from the house because my
husband’s family members were afraid | would
spread HIV to them. My husband also said he
did not want to die.”

(FGD in Zimbabwe)

“It is a bitter pill to swallow but there is noth-
ing that you can do to stop them from passing
such comments.”

(FGD in Zimbabwe)

Absence of supportive elements in policies and
programmes aimed at the family: In Zimbabwe, it
is mandatory for every pregnant woman who goes
through antenatal care in public health facilities to
get an HIV test. Once a pregnant woman tests pos-
itive for HIV, they are immediately initiated on ART
regardless of their CD4 count. However, mandatory
testing can be prohibitive and strains families. In
some communities, young women would reported-
ly get married without disclosing their HIV status
and become pregnant. When they were eventually
tested for HIV at the ANC, they would act surprised.
A woman testing alone without her partner, who
had never been tested, can find herself in a situa-
tion where she is accused of having acquired HIV
from another person. If there were routine family or
couples testing, women may not be in that position.



There were also several issues raised that affected
access to treatment, but not specific to voluntary and
involuntary testing.

Medication side effects as a barrier to remaining on
treatment: 60 of the 118 young women reported that
some side effects caused them to default on their
medication, and thus became a barrier to adherence.
Side effects included skin irritation, eye discoloration,
weight gain, and others. For instance, one young
woman reported she was nicknamed “masamba”
(tea leaves) due to the skin rashes that spread all over
her face.

Some young women who reacted to ARVs discussed
not only their side effects, but societal reactions to
those that were particularly visible.

Meso level issues

Inability to protect privacy at accessible clinics: The lo-
cation and visibility of services are crucial components
to accessing care and treatment for young women
living with HIV. Around 64 per cent (76/118) of young
women interviewed highlighted that public clinics are
located close to neighbourhoods and offer little priva-
cy. While clinic locations have been designed for better
accessibility and closer to communities to avoid travel
times, this inadvertently removes privacy that should
be afforded to patients seeking treatment within
nearby health facilities. Young women expressed deep
concern around the lack of privacy as they visit clinics
that are highly visible to the entire neighbourhood,
especially if they must wait in long queues outside of
the facility to access services.

“When | was on Stalanev | used to have persis-
tent headaches and mouth sores. | developed
warts on my hands and even to this day, some
people do not like to shake my hand due to
the warts that are still there despite switching
regimens.”

“l also reacted to Stalanev. | had mismanage-
ment of fat deposits. | then started defaulting,
then | was switched to Tenolum N.”

“I developed yellow eyes when | was switched
to second line [therapy]. | then started default-
ing again because people started asking me
why | had yellow eyes.”

“| stopped taking Tenolum N because | devel-
oped veins on my legs. | was then switched to
second line [therapy].”

(FGD in Zimbabwe)

“One day while | was collecting my ARVs refills,
| saw someone from our neighbourhood. They
asked me whose ARVs | was collecting and | re-
sponded by saying they were my cousin’s ARVs.
After that incident, the young woman from
my neighbourhood was telling people that she
saw me collecting my ARVs at the clinic”.

(FGD in Zimbabwe)

Young women also noted that private clinics, or those
operated by NGOs, are usually located away from
neighbourhoods and are sometimes even sited within
shopping malls where young women can access servic-
es unnoticed. Although distances travelled are greater,
the privacy offered was an attraction and some clinics
run by NGOs also provided transport stipends.

“NGO-operated clinics offer privacy, you just
getinand out, and no one will ever know what
service you were offered.”

(FGD in Zimbabwe)
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Long waiting times at public facilities: Due to the high
demand of services, participants reported that they
were expected to arrive at public health facilities by
eight o'clock in the morning. The high volumes of peo-
ple seeking care often meant they would not be able
to leave the clinic until lunch time. The time burden
this places on women living with HIV is extreme. In
addition to attending school, work, or taking care of
the home, this added demand on their time proved a
deterrent to accessing ARVs.

As one young participant confirms: ‘At our public clinic
you wait for long hours before you are given your refills.
You are expected to be at the clinic by eight and usually
you leave around one o'clock.”

This experience differs to NGOs or privately operated
clinics that typically operate by appointment and have
shorter wait times to see a health-care provider.

“When | was at the public clinic, the service
providers used to shout at me when | came
for an unscheduled visit or missed my visit. |
then explained to the doctor that given that |
am still in school, at times | cannot make it for
the scheduled visits and the doctor ended up
transferring me to a private clinic.”

(FGD in Zimbabwe)

Most young women interviewed felt that private or
NGO clinics also offered greater privacy, which they
appreciated. All 118 young women preferred to access
such services even though they sometimes had to pay.
Although payments made at the NGO-operated clinics
are minimal, the out-of-pocket fees are still inaccessible
for many. As a result, these clinics are often not crowded.

Negative service provider attitudes: 55 of the 118 young
women interviewed reported that service providers are
neither youth-friendly nor sensitive to their needs. This
attitude prevents young women (who are transitioning
from paediatric care) from wanting to access services.
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75 of the 118 young women agreed that some nurses
make comments such as, “young women are too pro-
miscuous.” Interviewees also reported privacy breaches.
For instance, some nurses would come out where
everyone was waiting and shout, “those who are here to
collect ARV5, go to that door.” Certainly, the underlying
attitudes conveyed by the actions of service providers
act as a deterrent to accessing health-care services. As
one young woman made clear:

“I sometimes don't go to the clinic because of
the negative attitudes of the service providers.”

(FGD in Zimbabwe)

Sometimes nurses direct adults and young people to join
the same queues at the health facilities. This can be chal-
lenging when adults question young women about how
they acquired HIV thus making them feel uncomfortable
to continue coming and accessing health facilities.

“The nurses just treat us as adults, they expect
us to join the queue with adults and the adults
will just be asking us questions about how you
contracted HIV."

(FGD in Zimbabwe)

Lack of youth-friendly testing and health services:
Young women discussed feeling uncomfortable
when visiting HIV Testing and Counselling (HTC)
centres or health facilities to have an HIV test. They
felt unwelcome in those facilities as most of the
patients were adults seeking HTC services. Young
women also described a lack of awareness of the
possibility of perinatal HIV acquisition; adults en-
countered in these settings assumed that anyone
living with HIV had acquired it through sexual con-
tact or other risky behaviours. Participants reported
that this experience made them shy away from



public health facilities even though some had been
prenatally infected. It seemed that some adults did
not understand how a young woman could be born
with HIV and still live into young adulthood without
HIV treatment. Participants believed there is a per-
ception that young women accessing HTC services
are promiscuous. Interestingly, this was less of an
issue for young women below the age of 16 who
require parental consent to access HTC services. The
requirement of parental accompaniment, combined
with the location of services in paediatric settings,
suggests that girls under 16 are not subjected to
such public scrutiny.

Involuntary disclosure linked to ART packaging: |n
Zimbabwe, ARVs shipped to clinics are distributed in
the original packaging in which they arrive. This pack-
aging differs depending on the treatment regimen
— either packed in boxes or in plastic containers. In
this project, older women were less likely to raise the
issue of the packaging of ARVs, while it was a concern
for most of the young women interviewed, linked to
forced disclosure and stigma.

Depending on one’s adherence and the level of
monitoring necessary, people are given a one-month
supply of ARVs. Some are given a two-month supply
while those with good adherence history are given a
three-month supply. Young women raised concerns
around the packaging which they also referred to as
bulky and difficult to carry when they went for refills.
The size and noise the medicines made in their bags
made many young women feel uneasy.

“When | go for my refills, | carry the face of a
frog, meaning | do not entertain anyone who
wants to talkto me at all lest someone asks me
‘What'’s in that big backpack of yours? What
did you bring us from town? Can | carry your
backpack for you because it seems heavy?’ |
will only talk to people once | get home and
pack away my drugs.”

(FGD in Zimbabwe)

About 80 young women devised ways of making the
packaging less bulky by throwing away the boxes
while still at the clinic and rolling the pills in cotton
wool: “Once you remove the bulky packaging, no one
will ever know you are carrying so many pills.”

52 young women reported that some clinics require
you to bring back the original plastic container that
the pills came in when returning for a refill. These
filled plastic containers make noise and some young
women report being questioned about the content in
their bags. Young women expressed feeling deep dis-
comfort because they could not answer the question
truthfully as they do not want to say what is in their
bags. 34 participants reported having to deny the
noise coming from their bags while 21 have painfully
ignored the question altogether.

One young woman recounted how after refilling her
quota for ARVs she met with her boyfriend who offered
to carry her backpack. While at the boyfriend’s house,
the boyfriend became curious about what was in the
bag and upon opening the backpack the young woman
reacted by shouting, “I don’t like people who open my bag
—who gave you permission to do so?” and stormed out of
the boyfriend’s house. This is how she escaped involun-
tary disclosure but, like most young women interviewed,
she felt uneasy carrying around her medication.

Lack of service delivery model to support transitioning
from paediatrics to adult clinics: 48 of the 118 young
women interviewed initiated ART between the ages
of 5 and 10. They reported having enjoyed the experi-
ence of accessing treatment care and support at the
paediatric clinics where all children under the age of
18 are followed by health-care professionals.

Young women noted that paediatric clinics provide
personalized services and pay attention to individual
concerns unlike adult clinics. Paediatric clinics also
provide support groups where HIV and adherence is
explained in simple and animated ways for children to
understand what is happening in their bodies. Indeed,
facilitators try to make the experience enjoyable for
young people. At 18 years of age, people are required
to transition to adult clinics.
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The transition from paediatrics to adult clinic was
noted by those interviewed as a life changing and
scary experience. It is representative of a time when
many young women start to face adherence issues,
with some not returning to access monthly refills of
ARVs. One young woman recalls her first visit to the
adult clinic at which an elderly man asked her, “What
brings you here young girl? Are you here to pick up
drugs for your Mom?” One young woman recalled
attending an adult support group and feeling upset
by the content under discussion. For example, one
male member said, “/ am not surprised that | am
living with HIV. In fact, | deserve it. | have slept with
all sorts of women, there is nothing one can tell me
about women that | do not know. | have been with all
shapes and sizes and this is why | am happy with my
HIV.” This young woman was devastated at hearing
this and felt that that support group was not the
place for her as she was unable to relate to what was
being discussed. She did not return for subsequent
sessions.

Lack of affordable and/or free monitoring tests:
About 60 of the 118 young women accessing care
and treatment at private clinics reported receiving
all HIV-related services free of charge, with transport
being provided to and from the clinic for those re-
quiring assistance. Young woman accessing care and
treatment at private clinics also receive a CD4 count
once every six months. About 60 of 118 young women
interviewed were reportedly happy with the services
offered at private clinics, were grateful that they did
not have to pay and appreciated the support with
transportation.

In contrast, the young women accessing HIV care and
treatment in public health facilities reported chal-
lenges accessing CD4 count tests due to cost and to
capacity issues at the facility level. For instance, clinics
can only perform a certain number of tests per day.
If the daily quota of tests is filled people are told to
return the following day. One young woman reported,
“I'have never had my CD4 count taken at my local clinic,
they always refer me elsewhere. For me, the New Start
Centre is the best place to go but you have to go early.
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They only charge USS 1 for a CD4 count, then | take
the results back to my clinic.” Viral load testing is not
available at public health facilities.

Chest X-rays are available at all central hospitals for
a fee of US $20 per chest X-ray. The tests are offered
through an outsourcing facility, housed within a cen-
tral hospital. One young woman said, ‘Although chest
X-rays are available at Central Hospital and there are
usually no queues, the cost is just prohibitive. | was once
in need of a chest X-ray and could not get the US S20
that is required. So, | can say the service is available but
not available since we cannot access it.”

Lack of adequate communication and information
from health providers: 55 out of the 118 of young
women interviewed reported that when one is given
ARVs or has any tests like Full Blood Count (FBC) taken,
service providers often do not explain the purpose
of the test. The same situation happens when one is
pregnant. The service provider gives patients a pill at
the onset of labour and are told only that it is to pro-
tect their baby from contracting HIV. The consensus
among young women was that they are told what to
do without adequate explanation. Moreover, some
service providers display negative attitudes towards
young women with HIV. The situation leaves some
participants unaware of the potential consequences
of failing to follow their treatment plans.

Macro level issues

Poor quality information and consistency regarding
PMTCT programming including Option B+: Option
B+ was introduced in Zimbabwe in February 2012,
starting with a few sites and eventually rolled out
to all sites initiating ART. The 30 young women who
reported a pregnancy in the past year had mixed and
inconsistent responses regarding the treatment reg-
imens offered during pregnancy, labour and delivery.
Some reported accessing Nevirapine at the onset
of labour; others did not. Some reported that their
babies were given Nevirapine two weeks after birth,
while others reported that their babies were given



Nevirapine six weeks after birth. These reports sug-
gest that Option B+ was offered inconsistently and
women were seldom given information about options
for preventing onward transmission.

“I' was not sure why | was being injected. | had
to ask the nurse and was only told that the
injection was to protect the baby from con-
tracting HIV.”

(FGD in Zimbabwe)

The young women (30 of 118) were happy to protect
their babies from contracting HIV but they wanted to
understand what to expect next.

Mandatory testing and ART initiation: As discussed at
the meso level, in Zimbabwe, it is mandatory for every
pregnant woman who goes through ANC in public
health facilities to be tested for HIV. Policy then states
that all women diagnosed with HIV should initiate
ART. Some young women reported marrying without
disclosing to their husbands. The knowledge that an
HIV test is required can cause distress, deter testing
and lead to efforts to pretend that the young woman
did not know her status before, thereby eroding trust
between partners.

Criminalization of onward HIV transmission: In
Zimbabwe, it is a criminal offense to knowingly infect
someone with HIV. This is in accordance with the
Constitution, Section 79, and is a documented deter-
rent to HIV testing.

4.6 Recommendations

National effort to systematically address
confidentiality and privacy issues raised at

facility level —possibly integrated with PEPFAR Site
Improvement Monitoring System (SIMS) audits or
other ongoing data collection initiatives.

Health worker training to increase youth-friendly
delivery of health services.

Establishment of adolescent clinics where young
people transitioning from paediatrics would be able
to access health services and be afforded privacy.

Expansion of the treatment literacy and peer
support programmes offered as part of ANC
programming, Option B+ and immediately after
delivery.

Ministry of Health monitoring to ensure consist-
ency in the roll-out of Option B+ takes place at
some health facilities.
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TABLE 8

Policy Mapping in Zimbabwe?¢

Policy

HTC
guidelines

Adolescent
SRH
strategy

ZNASP

Policy objective (overall)

Guidelines specify who can

access HIV Testing and Counselling
services without parental consent.
In circumstances where parental
consent is required but cannot be
obtained, guidelines do spell out
viable alternatives.

The strategy specifies what an
adolescent is and the different
categories of adolescents. It goes on
to spell out which health services
adolescents can access.

1) Provide a strategic framework
that will guide and inform
the planning, coordination,
implementation, monitoring
and evaluation of the national
multi-sectoral and decentralised
HIV and AIDS response with
the aim of achieving zero new
infections, zero discrimination and
zero AIDS-related deaths.

2) Articulate national priorities, results
and targets to which all stakehol-
ders and partners will contribute.

3) Provide the basis for consolidating
strategic partnerships and allian-
ces especially with civil society
organizations, public and private
sector, and development partners.

4) Establish the basis for Zimbabwe
to consolidate efforts to develop
sustainable financing mechanis-
ms for HIV and AIDS response.
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Policy focus
related to
women

Guidelines also
focus on mature
minors, adolescents
below the stipulated
age but who have
assumed adult res-
ponsibilities. These
“mature minors” do
not require parental
consent to get HIV
Testing and Counse-
lling services.

The strategy
realizes that female
adolescents will
require some SRH
services that their
male counterparts
might not need. It
therefore specifies
female age groups
for certain services.

HIV incidence
reduced from 0.85%
for adults to 0.435%
by 2015.

HIV and AIDS
related mortality
reduced by 38%
from 71,299 in
2010 for adults and
13,393 for children
in 2009 to 44,205
for adults and 8,304
for children by 2015.

National HIV and
AIDS response is
effectively coordina-
ted and managed.

Strengths

The policy gives
service providers
the power “to act
in the best inte-
rests of the child”
when it comes to
HIV testing and
counselling.

It stresses the
importance of the
establishment

of youth friendly
services for adoles-
cents to be able

to access services
freely and without
intimidation.

The strategy has
identified female
sex workers

as a main key
population
needing access to
services.

Shortcomings

Policy implementation lag in some cases.

The current strategy ended in 2015 and a
new one is still in development. The ma-
jor criticism levelled against this strategy
is that it focuses on the establishment

of youth-friendly service provision but is
weak on developing strategies to support
youth health-seeking behaviours.

The current strategy ended December
2015 and has paved the way for the
2016-2018 National Strategic Plan that
will guide work in the coming years. This
strategy has these weaknesses:

+ Inadequate implementation of interven-
tions targeting key populations.

« Although Zimbabwe has a national
BCCC strategy and programme, imple-
mentation remains fragmented with
inadequate coverage and intensity.

- Insufficient coverage, intensity and
duration of interventions targeting young
people, especially those not in school.

« Stigma and discrimination not adequa-
tely addressed in the National Behaviour
and Communication Programme (NBCP).

+ Poor and low quality of life skills-based
HIV education provided.

« Inadequate coverage of workplace-ba-
sed HIV and AIDS education.



Patient
charter

Zimbabwe
AIDS Policy

Policy objective (overall)

Outlines patient rights to access
health services regardless of indivi-
dual circumstances.

Speaks of a multisectoral approach

to managing HIV and AIDS with the
National AIDS Council coordinating
these efforts.

Policy focus
related to
women

Focuses on the
rights of all human
beings to access
health services,
whether they are
able to pay or not.

The policy’s efforts
are all inclusive and
does not single out
any strategy for
women.

Strengths

Policy clearly
states that no one
should be denied
access to health
services.

Policy speaks

of resource
mobilization
through all sectors
and government
to try and combat
HIV and AIDS.

Shortcomings

Published in 1996, the charter is now 20
years old and should be reviewed.

This is a 1999 policy that has never been
revised despite the changing face of HIV
over time.
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CONCLUSIONS

Improved AIDS response and
room for further improvement

This extensive review presents and amplifies the re-
alities of women and girls living with HIV around the
world. It confirms, through qualitative analysis, what
epidemiological figures and treatment programme data
suggest—that while the HIV response has improved over
the past two decades and access has indeed expanded,
there remains much more to be done. This work involves
a purposeful, well-funded, human rights-based, gen-
der-focused and truly intersectional approach to fully
meet the needs of women living with HIV. The approach
should include, but not be limited to, women’s needs
and desires related to informed choices on initiating,
continuing, and adhering to antiretroviral therapy.

Quantity and quality; treatment
and care

As the report’s Phase 1 literature review suggests, HIV
treatment is being scaled up as global policy. Data
show that more women around the world access
treatment than men, at least partially as a result of the
provision of ARVs for pregnant women. The focus on in-
itiation of Option B+ in pregnancy means that women
living with HIV increasingly face treatment over much
longer timeframes. Yet treatment access literature to
date has concentrated on the numbers of people with
HIV receiving treatment rather than on the quality of
their care or retention in care. Furthermore, the words
‘treatment’ and ‘care’ are often used interchangeably,
masking their different meanings.

Similarly, the focus of service delivery has been on
treatment initiation alone rather than on care initi-
ation, with both treatment initiation and care and
support for adherence as optional components of this
care. Indeed, much of what is known about treatment
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adherence and retention in care for pregnant and
post-partum women, in countries with Option B+
roll-out, suggests there may well be major challenges
in supporting women to both initiate and remain on
ART via "test and offer’ or 'test and treat’ programmes
— both of which are being rolled out worldwide.

Barriers to access

Diversities of women; diversities of unmet needs

Evidence from this review demonstrates that there re-
main significant barriers facing women who wish to
access and benefit from care and treatment, including
particular barriers faced by women from key popula-
tions. The need to reach women from key populations
is an urgent reality that we can no longer ignore. Thus,
it is vital to rigorously interrogate sociocultural and
economic barriers to ensure that women — particu-
larly marginalized women — experience long-term,
positive physical, psychological and sexual health
outcomes from the application of global policies.

Human rights violations

This review’s findings from qualitative research that
was designed, led and managed by women living with
HIV, strongly indicate that human rights violations—in
the form of gender inequality, and cultural and eco-
nomic challenges—pose major barriers to women’s
choices regarding access and adherence to HIV care
and treatment services.

Gender roles in decision-making

Women’s decision-making regarding disclosure is
heavily influenced by gender roles and gender-based
violence, including the fear of negative reactions,
abandonment and abuse. This in turn limits their abil-
ity to access care and to make an informed voluntary
choice about if and when to start, and how long to
adhere to treatment.



Barriers at multiple levels

These barriers operate at multiple levels, yet pro-
grammes and policies frequently fail to conceptualize
a response that cuts across them all. The costs to
women of overcoming constraints at the household
and community level are exacerbated by the discrimi-
natory attitudes of health-care staff and weak health
systems, including poor treatment supplies, lack of
counselling and long waiting times in suboptimal
environments that do not respect privacy and confi-
dentiality. Health-related issues such as side effects,
having to take ARVs with food, and the fear of gen-
der-based violence if seen taking ARVs also present
challenges for women with HIV. These concerns are
key factors in decision-making around whether and
when to access care and for how long. Further, wom-
en need sufficient time with health-care providers to
raise any concerns and for these to be taken seriously.
Women living with HIV require all necessary informa-
tion to make informed choices about participation
and the most appropriate treatment regimens and
duration.

Gaps in the literature, guidelines and practice

There remains a broad lack of understanding of these
insights and scant recognition of their importance in
the development of policies, guidelines or practices.
Certainly, there are many studies in peer-reviewed
journals on access to care and treatment, adherence,
and health outcomes. Our literature review, however,
reveals a limited focus on the relation to human rights
outcomes for women living with HIV. We illustrate
critical gaps in the understanding of the various bar-
riers women face when accessing HIV treatment and
care.

The widespread lack of sex- and age-disaggregated
data further compounds the problem. If we are to
reach women and girls living with HIV in all their
diversities, we must close these research gaps as a
matter of urgency. We need to acknowledge that the
foundation of an enabling environment and the pur-
suit of enduring solutions lies in women’s insights and
resilience. Women living with HIV know best what has
helped to improve and maintain their physical and
mental health and well-being. This global review, in
addition to identifying gaps, also identified sources of
resilience, depth of knowledge, concrete, actionable
recommendations and a clear vision of what a rights-
based, women-centred approach to ART provision
might look like in the near future.

Moving Forward

The recommendations outlined in the executive
summary and throughout this document provide a
framework for immediate action. The results will be a
demand-driven and sustainable service delivery mod-
el that addresses gender equality and women's rights
at micro, meso, and macro levels.

Using the ‘Six Point Plan for Action” would create a
transformative shift in the way women’s treatment
needs are addressed. It would inform policies, guide-
lines, and programmes and contribute towards
achieving the 2016-2021 UNAIDS Strategy to End
AIDS. We contend that the Plan would achieve gender
equality by improving women'’s access to and uptake
of HIV services; mobilizing communities to promote
gender equality; and empowering women globally,
including by investing in women’s leadership in the
AIDS response.t
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BOX 7
The ‘Six Point Plan for Action’ to address women'’s gaps in HIV treatment

1) Human rights: expanding definitions to include ~ 4) Multiple levels: ensuring care and treatment

rights-based, voluntary and informed choice packages include basic needs and account for
with options, and addressing gender-related gender-specific barriers at household, commu-
structural barriers to women’s informed vol- nity, and national levels;
untary choices on initiating, continuing and
adhering to/retention on treatment; 5) Gender-based community engagement: incorpo-
rating gender analysis into expansion of support
2) Gender: engaging in more gendered analysis of for community-based service delivery; and
treatment access barriers, recognising intersec-
tions with other structural factors; 6) Peer-led involvement: harnessing the power
and leadership of peer-led and peer-governed
3) Diversities: filling data gaps that exist across analysis of treatment access as a part of partici-
the treatment cascade for women in all their patory research.
diversities;
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ANNEXES

Annex 1: Ethical framework and principles

The discussion tools designed for the community dialogues phase are grounded in strong ethical principles that
relate to working closely with women living with HIV. WHO has placed a high priority on ethics and the need
to respect women in research. In the WHO guidelines on research on domestic violence against women,?*” the
following key principles are noted as essential and reflected in the report:

The safety of respondents and the research
team is paramount, and should guide all project
decisions.

Prevalence studies need to be methodologically
sound and build upon current research experience
about how to minimize the under-reporting of
violence.

Protecting confidentiality is essential to ensure
both women'’s safety and data quality.

All research team members should be carefully
selected and receive specialized training and
ongoing support.

Study design must include actions aimed at
reducing any possible distress caused to the
participants by the research.

Fieldworkers should be trained to refer women
requesting assistance to available local services
and sources of support. Where few resources exist,
it may be necessary for the study to create short-
term support mechanisms.

Researchers and donors have an ethical obligation
to help ensure that their findings are properly
interpreted and used to advance policy and
intervention development.

Violence questions should only be incorporated
into surveys designed for other purposes when

ethical and methodological requirements can be
met.

Throughout the use of the designed tools (focus group
discussions, one-to-one interviews and listserv discus-
sions), the team upheld and respected the following
principles in addition to those mentioned above:

Meaningful involvement of women living

with HIV and AIDS (MIWA): All discussion was
developed and facilitated by women living with
HIV through the Global Reference Group (GRG).
The MIWA principle is not new but its practice

is rare. Early AIDS activists created the “Denver
Principles”?*®in 1983, when the “GIPA Principle”
(Greater Involvement of People with HIV and AIDS
in all issues that affect our lives) was initiated.

+ Appreciative inquiry: The team sought from
the outset to build on the resilience of women
living with HIV in how they have responded to
the challenges around accessing treatment. This
approach is based on positive thinking, language
and content, turning from problems and needs
to visions and solutions. From the outset, this
review used a holistic perspective to convey the
complex realities that women living with HIV face
daily and how they strive to overcome barriers.
Appreciative inquiry involves a way of working
and soliciting information that strengthens the
capacity to understand, anticipate and influence
positive potential instead of just focusing on the
challenges.
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Interactive approach: An interactive, flexible
approach was used to ensure that participants
were not constrained by the original research
framework. Unexpected issues and themes raised
by women during discussion were incorporated in
subsequent discussion tools, analysis and reports.

Dual learning: All women consulted and inter-
viewed were encouraged to walk away having also
gained information and understanding from the
discussion and feeling positive about the whole
experience of sharing personal and professional
life experience around treatment access.

Grounded: A potentially transformative exercise,
as described by ICW’s Toolkit on Positive Women
Monitoring Change, was the actual process of de-
veloping the tool and working with other groups
of women to develop their own. This current work
has respected the process, both in the community
dialogues phase and in moving into the country
case studies phase. This process involves women
engaging politically with their own experiences
and environments, envisioning a different future
and shaping their own messages, indicators or
frameworks to reflect a contextualized “ideal”. This
process helps women analyse their context and
situation, and enables ongoing advocacy using a
tool over which there is far more ownership than
with one that is “ready-made”.*°

Understanding and defining violence against
women living with HIV: Violence against
women (VAW) is defined by the WHO as: “Any
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public or private act of gender-based violence

that results in, or is likely to result in physical,
sexual or psychological harm or suffering to
women, including threats of such acts, coercion, or
arbitrary deprivation of liberty with the family or
general community. It includes sexual, physical, or
emotional abuse by an intimate partner (known
as ‘intimate partner violence’), family members

or others; sexual harassment and abuse by
authority figures (such as teachers, police officers
or employers); sex trafficking; forced marriage;
dowry-related violence; honour killings; female
genital mutilation; and sexual violence in conflict
situations.”?° This list also encompasses violence
by police and clients directed towards sex workers.

A broader definition of Violence against Women, as
proposed by women living with HIV, includes structur-
al forms of violence, related to how social, political and
legal contexts cause direct and indirect harm to wom-
en. This expanded definition of VAW comes directly
from women living with HIV who describe it as “any
act, structure or process in which power is exerted in
such a way as to cause physical, sexual, psychological,
financial or legal harm to women living with HIV.”2¢2
While this definition was developed specifically by and
for women living with HIV, it has broader resonance
when it comes to understanding VAW as structural
violence. This enables indirect forms of violence and
the maintenance of unequal social relationships to be
included in the definition of violence. For instance, we
may frame the criminalization of women living with
HIV, sex workers or injecting drug users as institution-
al violence.®
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