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Abstract

Between 2009 and 2014, the International Community of Women Living with HIV in Latin America
and the Mexican feminist civil society organization Balance coordinated a five-country community-
led intervention that brought together women living with HIV (WLHIV), trans women, sex workers,
and feminist lawyers to document and respond to sexual and reproductive health and rights (SRHR)
violations of WLHIV and advocate for legal, policy, and programmatic changes to fulfill SRHR. The
experiences of involved community leaders (n=26) indicate that knowledge of national, regional, and
international human rights commitments and up-to-date medical information positively influenced
personal health behaviors, empowered WLHIV as subject matter experts, and emboldened them to
hold duty-bearers to account. The research evidence generated through collective action was critical
for legitimating SRHR violations of WLHIV with decision-makers and for positioning the issue in the
advocacy agendas of national and regional HIV and women’s movements. Collective action contributed to
social cohesion among diverse groups of women living with and affected by HIV and increased available
technical, financial, and organizational resources and political opportunities by linking organizations
and networks. Collectively, community leaders mobilized to influence policy, legal frameworks, and

service delivery to promote and protect the SRHR of WLHIV.
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Introduction

UNAIDS recently stated that the Sustainable De-
velopment Goals—including ending the HIV and
AIDS pandemic—will not be achieved without
advancing women’s full enjoyment of their human
rights, particularly to bodily autonomy and sexual
and reproductive health and rights (SRHR)." This
recognition coincides with resurgent interest in
community-led responses in HIV among inter-
national organizations and donors.> There is also
a growing body of evidence on the contributions
of community mobilization to HIV prevention,
treatment, and care among diverse groups of wom-
en? Approaches grounded in human rights and
the meaningful involvement of people living with
HIV have been identified as critical for respond-
ing to HIV and AIDS for more than 30 years and
strongly advocated for by women living with HIV
(WLHIV) as necessary to improve quality of life
and well-being, and specifically to realize SRHR.+
Nevertheless, documentation and analysis of hu-
man rights-based, community-led initiatives to
advance the SRHR of WLHIV is limited in the gray
and peer-reviewed literature’

From 2009 to 2014, the International Com-
munity of Women Living with HIV in Latin
America (ICW-Latina) and the Mexican feminist
nongovernmental organization Balance imple-
mented community-led research, advocacy, and
coalition-building to promote and protect the
SRHR of WLHIV in five countries (El Salvador,
Guatemala, Honduras, Mexico, and Nicaragua).
The first section of this paper draws on interviews
with participants, participant observation, and
project documents to describe the development and
evolution of this participatory community mobili-
zation intervention and the collective action taken
by participants to promote and protect the SRHR
of WLHIV.

In the second section, we draw on concepts
from the community mobilization literature to
analyze interviews with participating community
leaders about the individual and institutional ef-
fects of engaging in collective activities to promote
and protect the SRHR of WLHIV. We analyze

how gaining knowledge about SRHR and local,
national, and regional human rights mechanisms
and generating their own evidence about SRHR
violations affected community leaders’ critical
consciousness about SRHR, sense of agency, and
internalization and ownership of human rights
discourses? We also analyze the role of collective
action for strengthening social cohesion (bonding
social capital) and organizational networks and
structures (linking and bridging social capital),
as well as its consequences for advocacy efforts to
promote and protect the SRHR of WLHIV.®

Methods

We conducted in-depth semi-structured interviews
(n=26) with community leaders to explore the
personal, professional, and organizational effects
of participating in the community mobilization
intervention to promote the SRHR of WLHIV.
All community leaders who participated in the
community mobilization and the interviews were
women. In each country, interviewees included at
least one feminist lawyer or leader of the nation-
al women’s movement, one sex worker, one trans
woman, and one WLHIV afhiliated with ICW-Lati-
na (El Salvador n=4, Guatemala n=4, Honduras
n=5, Mexico n=8, Nicaragua n=s). These categories
can and do overlap, but for sampling purposes we
treated them as discrete to ensure the inclusion of
perspectives and experiences from the different
subpopulations. Interviews were conducted be-
tween May 2014 and February 2015 by a research
assistant who had not been involved in the inter-
vention; they were conducted in Spanish over the
telephone or by Skype, were recorded, and were
then transcribed verbatim. We thematically cod-
ed the interviews using a combination of a priori
codes (such as impact_personal, impact_profes-
sional, impact_funding, and coalitionbuilding)
and inductive codes (such as appropriating SRHR
and legal tools). Overt participant observation was
conducted by Tamil Kendall during meetings and
trainings (November 2009-December 2012). We
also analyzed related project documents such as
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reports and meeting minutes. We managed data
using the qualitative analysis package Atlas-ti 7.0.
Ethics approval was granted by the Institutional
Review Board of Harvard University (IRB14-1132)
and the University of British Columbia Okanagan
Behavioural Research Board (Ho9-00738).

The intervention: Taking collective action
to promote and protect the SRHR of
WLHIV

Background

In 2008, the International Community of Women
Living with HIV (ICW) identified fulfilling SRHR
as a global priority” At this time, in Latin Ameri-
ca, the SRHR of WLHIV were not well integrated
into national HIV plans and were not an advocacy
priority for either the broader HIV or women’s
movements. Moreover, despite the existence of
ICW-Latina, WLHIV leaders at the national level
were isolated and institutionally weak, with lim-
ited political and social capital to advance their
priorities.®

From 2009 to 2014, ICW-Latina and Balance
implemented a community-led intervention fo-
cused on promoting and protecting the SRHR of
WLHIV. The initial phase of this community-led
intervention (2009-2010) involved participatory
prioritization, which is described in the communi-
ty mobilization literature as the process of problem
identification (or issue framing) and the develop-
ment of critical consciousness.® The second phase
(2011-2014) refined the collective action frame—
that is, the “action-oriented sets of beliefs and
meanings that inspire and legitimate the activities
and campaigns” of a social movement to focus
on documenting SRHR violations experienced
by WLHIV and responding using human rights
mechanisms and legal strategies.”

The “what” and the “how” of collective action
was developed collaboratively and evolved over
time in response to the goals and aspirations of par-
ticipants. The importance of a truly participatory
process was expressed clearly by a participant who
explained that what they most liked about the pro-
cess of documenting SRHR violations was that “it

wasn’t imposed. We validated [the data collection
tool], we readapted it, and we reached consensus
... because we were a bit fed up with everything
coming from other countries and just being used”
(interviewee 14).

The section below describes the implementa-
tion and evolution of the community mobilization
intervention and shares the results of collective
action identified by the participants.

Phase one of the intervention: Analyzing
SRHR commitments and articulating gaps and
priorities (2009-2010)
In 2009 and 2010, ICW-Latina and Balance con-
vened week-long participatory workshops in El
Salvador, Honduras, Guatemala, Mexico, and Nic-
aragua to build the capacity of WLHIV community
leaders in the area of SRHR, identify advocacy pri-
orities, and begin to work collaboratively on these
priorities with national women’s organizations.
International and regional guidelines and com-
mitments relevant to the sexual and reproductive
health of WLHIV were presented, and a content
analysis of national HIV, reproductive health, and
violence against women plans was discussed.” The
analysis identified that HIV was not well integrat-
ed into national reproductive health or violence
plans and that national HIV plans did not consider
comprehensive services to promote and protect the
sexual and reproductive health of WLHIV, spe-
cifically the prevention and treatment of sexually
transmitted infections (including human papillo-
mavirus and cervical cancer), contraception, and
information and services for safer conception; all
plans identified the provision of antiretrovirals for
the prevention of vertical (mother-to-child) trans-
mission.” When national plans included actions
to promote sexual and reproductive health, ICW
members identified gaps in service delivery. For
instance, even if the HIV plan mentioned contra-
ception, WLHIV reported that if they disclosed
their HIV status, the only contraceptive options
available to them in public services were male con-
doms or sterilization.

The content analysis of national plans focused
on service delivery, but during strategy sessions
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to prioritize advocacy issues and actions, WLHIV
shared experiences of HIV-related discrimination
that violated SRHR. Such experiences included
providers’ refusal to provide or unwarranted de-
lays in the provision of caesarean sections and pap
smears; providers making discriminatory com-
ments to women who expressed that they wanted
to become pregnant; discriminatory treatment by
medical staff during pregnancy and childbirth; and
sterilization without informed consent.* WLHIV
identified advocacy priorities and shared these
with women’s organizations at the conclusion of
each workshop in order to identify opportunities
for collaboration. Representatives of government
and United Nations agencies also participated.
Sharing the policy analysis and advocacy priorities
was useful to begin conversations with policymak-
ers; however, the SRHR violations described by
WLHIV during the meetings were minimized by
decision-makers as “anecdotal evidence.” Further,
while this initial engagement with women’s organi-
zations on SRHR did result in some cross training
and joint advocacy—for example, highlighting the
links between violence and HIV as part of the 16
days of activism against violence—it did not result
in ongoing collective action.*

Phase two of the intervention: Documenting
SRHR violations and using human rights
mechanisms, including strategic litigation
(2011-2014)

Strategic or impact litigation involves taking on
a legal case as part of a strategy to achieve broad
structural change. It can be a key tool in changing
law, policy, or practice by setting legal precedent,
as well as by placing an issue in the public eye and
raising awareness.” The potential of strategic liti-
gation to compel states to progressively realize the
right to health and respond to reproductive rights
violations, in part by dedicating the maximum
available resources, was perceived as an attractive
antidote to WLHIV’s frustration that national poli-
cymakers deflected or rejected demands for greater
attention to SRHR in the HIV response by saying
that resources were limited.” Also, ICW-Latina and

Balance were strongly motivated to generate more
evidence about SRHR violations to overcome the
dismissal of WLHIV’s accounts of serious rights
violations as “anecdotal” and for broader advoca-
cy purposes. In early 2011, ICW-Mexico began to
work with Balance and FUNDAR, an organization
specializing in public interest legal strategies, to
develop a questionnaire to identify SRHR viola-
tions for the purposes of strategic litigation. In the
spring, ICW chapters in El Salvador, Guatemala,
Honduras, and Mexico decided to document SRHR
violations among WLHIV and pursue strategic
litigation.”

In June 2012, 47 leaders from 35 different
networks and civil society organizations from
El Salvador, Guatemala, Honduras, Mexico, and
Nicaragua gathered in Mexico City for a week-
long workshop that provided in-depth training on
frameworks that guarantee SRHR (with a focus on
the Convention on the Elimination of Discrim-
ination against Women and the Inter-American
Convention on the Prevention, Punishment, and
Eradication of Violence against Women) and
detailed discussions of supportive strategies and
practical considerations for strategic litigation.™
Country representatives from ICW, the regional
transgender network RedLacTrans, the sex worker
network RedTraSex, feminist lawyers, WLHIV
affiliated with other organizations, and lesbian
activists from Latin America participated in the
training workshop. Selection criteria for partic-
ipation included experience documenting rights
violations, geographic location, and representation
of or experience working with different popula-
tions, including indigenous women and women of
African descent. This phase of the intervention ex-
plicitly sought to increase personal and professional
contact and common objectives to strengthen trust
and social cohesion among different groups of
WLHIV, including those belonging to key popu-
lations. Social cohesion, or bonding social capital,
is the strength or level of trust in social bonds,
which influences a community’s willingness and
ability to take collective action.” The intervention
also sought to increase relationships with feminist
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lawyers and other leaders of national women’s
movements (bridging and linking social capital) to
position the issues of WLHIV, particularly those
related to SRHR, more firmly and prominently in
the agenda of national women’s movements and
mobilize additional political priority and resources
from outside the HIV movement.>°

During the workshop, each country team
adapted the questionnaire based on a comprehen-
sive SRHR framework that included the principles
of nondiscrimination, availability, accessibility, ac-
ceptability, and quality previously piloted in Mexico
to reflect their country contexts. Consensus on the
final questionnaire was reached by all meeting par-
ticipants. Country teams also created an action plan
and signed a memorandum of understanding that
defined the processes to implement the question-
naire and to refer WLHIV who wanted to pursue
an SRHR human rights complaint to the feminist
lawyer who would provide legal advice and, if
appropriate, litigate on behalf of the complainant.
The memorandum represented a commitment on
behalf of the organizations to participate in the col-
laborative research and advocacy strategy and was
intended to clarify roles and responsibilities to sup-
port the community leaders in working together.

From July 2012 to February 2013, 60 peer
researchers completed interviewer-applied ques-
tionnaires to assess SRHR violations with 347
WLHIV from 42 political districts (departments
or states) in El Salvador (n=69), Guatemala (n=10),
Honduras (n=100), Mexico (n=91), and Nicaragua
(n=77). Participants then presented the results
collaboratively at face-to-face meetings with na-
tional policymakers and at press conferences held
in each country. The participants also implemented
a referral system to link WLHIV who wanted to
use judicial or quasi-judicial mechanisms to allied
feminist lawyers.

Intervention results: Collective action to
promote and protect the SRHR of WLHIV

Participants in this community mobilization
process used courts and national human rights
mechanisms to protect SRHR by getting access to

prevention and treatment services, sought redress
for SRHR violations, and undertook joint advocacy
to improve the promotion of SRHR in HIV laws,
policies, and programs (Table 1). For example,
in El Salvador, one of the participating human
rights organizations brought a case alleging the
forced sterilization of a 17-year-old WLHIV to the
country’s Constitutional Court. The WLHIV was
admitted to hospital at 9:45 in the morning for a
planned cesarean section. To increase the prob-
ability of preventing vertical HIV transmission,
cesarean delivery should take place before the
rupture of membranes; she was seeking a cesarean
section because of her gestational age. However, she
was not taken to surgery until 9:45 at night. Despite
her testimony that health care providers refused to
take her to the operating theater until she signed
a consent form for sterilization and that she did
so under duress during active labor, the court did
not find that the sterilization was coerced or an act
of discrimination on account of her HIV status.
However, it did find that because the complainant
was a minor and had not received comprehensive
counseling on contraceptive methods during her
prenatal care, her fundamental rights to reproduc-
tive health, reproductive autonomy, and personal
integrity had been violated. The hospital was or-
dered to provide ongoing psychological treatment
for the complainant, and the Ministry of Health was
directed to update technical guidance and training
for health care providers to align with national and
international human rights law.”

Participants also promoted respect for the
SRHR of WLHIV by influencing legal reforms and
public policy. To illustrate, in Mexico, coalition
members introduced language explicitly recogniz-
ing the reproductive rights of WLHIV into the HIV
law and achieved recognition of the need for coor-
dinated action and co-responsibility between the
national HIV and reproductive health programs to
address perinatal HIV transmission.”* In Nicara-
gua, coalition members negotiated the removal of
draft language making partner notification oblig-
atory from the HIV law, preserving the status quo
that people living with HIV could not be forced or
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coerced to disclose their HIV status.? Coalition
members also worked with national governments
and international organizations to develop and dis-
seminate position papers and guidance to promote
the SRHR of WLHIV. For example, in Guatemala,
the Ministry of Health, UNFPA, and ICW-Guate-
mala published specific medical guidance on the
SRHR of WLHIV.>

Coalition members also took joint action
to hold duty-bearers to account to deliver SRHR
services to individual WLHIV in line with existing
national standards. Examples included mobilizing
to force local decision-makers to program cesarean
sections and provide breast milk substitutes to WL-
HIV and, in one case, to provide antiretrovirals to
a pregnant WLHIV who faced additional discrim-
ination because she was a sex worker. Additionally,
in four out of five countries, participating organi-
zations raised additional funds to work on SRHR
with other coalition members (Table 1).

These illustrative examples suggest the pow-
er of community-led collective action to advance
SRHR by holding duty-bearers to account for
service delivery, as well as by influencing laws and
public policy. Below, we consider in greater depth
how the intervention processes enabled effective
collective action by changing knowledge and
perceptions, promoting common goals, and devel-
oping relationships that strengthened bonding and

bridging social capital.

How did the community mobilization
process affect SRHR knowledge, evidence,
and advocacy?

Increased knowledge, critical consciousness, and
agency

The intervention created opportunities for com-
munity leaders to deepen their knowledge of SRHR
and engage in dialogue and critical reflection. This
process resulted in common understanding, iden-
tification of solutions, and eventually individual
and collective action. Developing a common un-
derstanding of injustice and strategies to respond
has been denominated “critical consciousness”
and “issues framing.” During phase one, WLHIV
identified SRHR violations as a problem because of
gross and clearly discriminatory abuses that they
or their peers had experienced. Through the inter-
vention, community leaders acquired up-to-date
information about WLHIV’s sexual and reproduc-
tive health options, including medical guidance on
a range of contraceptive options and the fact that
having an undetectable viral load allowed WLHIV
to consider vaginal delivery and breastfeeding.
Leaders deepened their analysis of the SRHR vio-
lations being committed and increased their ability
and confidence to respond. One WLHIV leader

TaBLE 1. Community leaders’ reports of collective action to promote and protect the SRHR of WLHI

El Salvador | Guatemala Honduras Mexico Nicaragua
Conducted collective action outside of formal coalition Yes Yes Yes Yes Yes
activities?
Worked with other coalition members to secure funding for No Yes Yes Yes Yes
SRHR?
Used SRHR evidence and advocated to influence the drafting of | Yes No (law not | Yes Yes Yes
the national HIV law? revised from

2009-2014)

Used SRHR evidence and advocated to influence the drafting of | No Yes Yes Yes Yes
the national HIV plan?
Used SRHR evidence and advocated to influence the drafting of | Yes Yes No Yes Yes
national violence or reproductive health plans?
Used national human rights mechanisms or national courts to Yes No Yes Yes Yes
defend the SRHR of WLHIV?
Shared information on violations of SRHR of WLHIV with Yes Yes Yes Yes Yes
regional or international human rights mechanisms?
Created national policy documents or guidelines to promote the | No Yes Yes Yes No
SRHR of WLHIV?
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explained:

Now I have foundational elements ... First, that if
they have a viral load below 1,000 they can have
a vaginal birth, two that there are options for
assisted reproduction that should be offered, that
there are family planning methods [appropriate for
WLHIV], all of these [are] issues that I couldn’t deal
with before because I didn’t have what we would
call the scientific information. (interviewee 7)

WLHIV reported that the knowledge they gained
improved their education and counseling efforts
with their peers and their own health behaviors.
As a consequence of participating in the coali-
tion, WLHIV described changed health behaviors
that ranged from seeking routine sexual and
reproductive health exams (such as pap smears,
mammograms, and tests for sexually transmitted
infections) to beginning to contemplate becoming
sexually active again post-diagnosis, to overcom-
ing guilt about sexual pleasure and masturbation,
to exercising increased autonomy in sexual de-
cision-making with partners. Participants also
described feeling more empowered and exercising
greater decision-making autonomy in their rela-
tionships with health care providers. An illustrative
testimony came from a relatively new WLHIV
leader who explained that her engagement with
the coalition introduced her to the idea of bodily
autonomy and informed her about sexual and re-
productive options. She said:

Our partner can even be the one who is violating
our right to decide about our body ... Now, I can
say when, how and where [I want to have sex], and
I can exercise my right if I want to get pregnant,
[and know] what the guidelines are for my care.
(interviewee 12)

WLHIV linked their individual health-seeking be-
haviors to engagement in community monitoring
of services and advocacy on behalf of themselves
and other WLHIV. For example, one interviewee
said:

Now I go and get a pap, and my mammography ...
as a network [of WLHIV] we make our presence
felt, we go to the clinics and we ask that they do

this or that, if we feel mistreated, we tell them.
(interviewee 8)

Coalition participants who were not living with
HIV also described changes in their health behavior
and perceptions, with feminist lawyers frequently
expressing increased awareness of vulnerability to
HIV transmission:

I don’t assume that because I'm in a monogamous
relationship, I'm not vulnerable ... I am trying to get
pregnant again and my gynecologist didn’t order the
HIV test, saying “you did it a year ago” and I said
“yes, but that was a year ago, and you don’t know
and neither do 1.” (interviewee 22)

Participants made it clear that, overall, women in
their countries lacked knowledge about SRHR,
regardless of their HIV status. One WLHIV de-
scribed the situation poignantly, saying, “I ask
myself: Why is it necessary to have a diagnosis
to discover so many things? Why didn’t we learn
before it happened?” (interviewee 4). In all five
countries, participants identified the development
of a “culture of rights” as a result of the interven-
tion. For example:

Something that is really important is when you
realize that a woman doesn’t think that her rights
have been violated, rather that it was the work of
the Holy Spirit. Now there is a culture that talks
about rights—there were many women who didn’t
know what their rights are, that that they have to
fight for them, that they have to speak up—and that
has changed. (interviewee 21)

Community leaders also described how their sense
of agency increased upon learning that states have
obligations to promote and protect human rights
and that there are national, regional, and interna-
tional mechanisms to hold duty-bearers to account.
One theme that emerged was that applying the
questionnaire, which was grounded in internation-
al human rights law, was important for community
leaders’ adoption of a rights-based perspective.
For example, one trans leader living with HIV
explained that, for her, the turning point for being
able to communicate a rights-based perspective
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with her peers and talk about SRHR was the process
of repeatedly asking other WLHIV the questions in
the questionnaire and internalizing the knowledge
that “every point, every question in that survey is
from a treaty that Mexico has with national and
international organisms, and that Mexico signed
and that isn’t being fulfilled” (interviewee 17).

Reflecting on the process of documenting
SRHR violations, a feminist ally said:

When you hear [community leaders] say how
useful what they learned is, it is really motivating.
At one point, I thought that it was going to be a
really academic exercise, very intellectual, but no.
They really grasped the key issue of knowing the
women that they work with better, recognizing
rights violations that they hadn’t believed were
violations, rights that they hadn’t believed were
rights. (interviewee 20)

Community leaders also noted that their increased
knowledge of administrative mechanisms to pursue
human rights complaints gave them new tools and
an increased sense of agency. This was exemplified
by a WLHIV leader who said:

Before, they [WLHIV] didn’t really recognize what
we call sexual and reproductive rights, how to
respond, how to make a complaint if our rights are
violated. So, in the process the women have become
more empowered. (interviewee 26)

Participants described their new knowledge about
the regional and international accountability
mechanisms as hopeful and motivating. For exam-
ple, one interviewee said:

There is a process, there is an administrative machine
in my country, and if they don’t respond, I can go to
the international level so that my voice is heard—
maybe it won't resolve anything for me, but it can
help other women in the future. (interviewee 23)

According to community leaders, the process of
gaining knowledge about SRHR and the national,
regional, and international mechanisms that exist
to protect human rights contributed to their de-
velopment of critical consciousness about SRHR
and resulted in the appropriation and dissemina-

tion of human rights discourses. It also resulted
in increased agency, which allowed them to enact
behaviors to promote and protect their SRHR and
the SRHR of WLHIV as a group.

Focused advocacy: Positioning WLHIV as
SRHR experts

The identification of SRHR as an institutional pri-
ority from 2009 to 2014 by the country and regional
chapters of ICW, coupled with capacity building
and the generation of evidence, provided coherence
and substance for advocacy. The collective action
frame strengthened community leaders’ advocacy
efforts, as illustrated by one WLHIV leader who
said that having

a political agenda gave the [WLHIV leaders] a
tool, to be able to make the same argument at all
of the tables ... [when modifications to the HIV
law were discussed in each locality] the need for
a chapter on sexual and reproductive health was
always mentioned—that was the women’s position.
(interviewee 26)

In each of the four countries where the HIV law was
modified between 2009 and 2014, coalition mem-
bers influenced outcomes in favor of SRHR (Table
1). Further, their increased knowledge and focus
on SRHR allowed WLHIYV, sex workers, and trans
women community leaders to position themselves
as experts, which in turn increased their standing
with other civil society organizations, government
representatives, and the United Nations:

These alliances have allowed us to do advocacy at a
different level, and it has also allowed us to empower
ourselves. Having knowledge gives you power
and positions you politically. As the Guatemalan
[chapter of ICW], we are the main reference point
on the sexual and reproductive health of women
living with HIV in Guatemala. They call us, they
tell us—knowledge gives you strength, learning
gives you power and legitimacy and arguments.
(interviewee 9)

In some instances, at the very local level, increased
knowledge of SRHR among community leaders
and access to intellectual resources created through
the coalition allowed them to quickly resolve
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SRHR violations by sharing information with local
authorities:

She is HIV positive, and they raped her, and she got
pregnant. She went to the hospital, but they refused
to give her an abortion [even though abortion is
legal in cases of rape] and they didn’t give her any
information so that she could go to Mexico City
[where abortion is available on demand up to 12
weeks]. They didn’t give her any options. So that
girl had a home abortion, and then they arrested
her. So, we gave the information sheet on sexual
and reproductive rights to the state prosecutor, and
based on that, they let her free. (interviewee 25)

Using evidence about SRHR violations for
advocacy: “These aren’t urban legends”

During phase one of the process, when WL-
HIV shared examples of SHRH violations with
policymakers, the examples were dismissed as
“anecdotes.” The evidence generated through
participatory research with 347 WLHIV from five
countries undertaken during phase two of the
intervention was perceived by WLHIV and their
allies as legitimating the importance of SRHR vi-
olations. The survey found that 41% of respondents
had experienced discrimination when seeking re-
productive health services, only 22% had received
female condoms, only 34% had been tested for hu-
man papillomavirus, and almost a quarter reported
coercion to sterilize or forced sterilization.** One
WLHIV leader summed up the effects of having
evidence when advocating before national deci-
sion-makers, saying that the research results prove
that the SRHR violations experienced by WLHIV
“aren’t urban legends” (interviewee 7). That the evi-
dence was quantitative and conceptually grounded
in international human rights law was perceived by
participants as increasing impact:

We have generated evidence that we didn’t have
before, systematized, that allowed us to use nonlegal
mechanisms, but from a much stronger position
... We have percentages, and we have gotten press
coverage because of the percentages that we have. So,
we are still using nonlegal mechanisms, but starting
to work within a legal framework strengthened our
work a great deal. (interviewee 20)

In all countries, community leaders brought
forward evidence from the community-led par-
ticipatory research to influence the development
of national plans on HIV, sexual and reproductive
health, and gender-based violence (Table 1). The
generation and presentation of evidence was per-
ceived to favorably affect policy advocacy efforts.
For example, a Mexican feminist attributed the
integration of sexual and reproductive health with
HIV in the HIV and reproductive health national
sectoral plans to coalition members

insisting for years—with evidence—that HIV needs
to be incorporated into the reproductive health
response. And generating the evidence and being
willing to work with decision-makers, and providing
evidence to decision-makers. (interviewee 18)

The evidence generated was also incorporated into
documents developed with the United Nations
system and presented to regional and interna-
tional human rights bodies, including the Special
Rapporteur on torture (in the case of Mexico)
and the Universal Periodic Review (in the case of
Honduras).” A significant example for all countries
was reporting the results to the United Nations
Commission on the Status of Women via the con-
fidential communications procedure. In addition
to the commission providing the information to
national governments and requesting a response,
it highlighted the SRHR of WLHIV as an issue of
concern in its conclusions.”®

Finally, sharing evidence about SRHR vio-
lations experienced by WLHIV was identified as
important for helping community leaders position
the issue on the agenda of the broader HIV and
women’s movements. A WLHIV leader explained
that

we have used the evidence to convince other
organizations, like [the network of people living
with HIV] to fully embrace issues of sexual and
reproductive health. (interviewee 16)

Similarly, research results were used to raise the vis-
ibility of the issue within the women’s movement.
For example, at the “national feminist summit, it
was made visible and recognized that [the SRHR of
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WLHIV] is also a feminist fight” (interviewee 24).

How did the community mobilization
process contribute to building bonding and
bridging social capital?

Strengthening social cohesion and bonding
social capital

Working jointly to identify violations and to pro-
mote and defend SRHR contributed to a sense of
common purpose and identity among diverse
community leaders who are active in the HIV
movement. In the words of one trans woman leader:

We have issues in common, a common fight, because
it hurts us to see the suffering that our populations
experience in Mexico and Central America because
of their rights being denied. (interviewee 3)

Participation in the coalition didn’t overcome all
discrimination based on professional and gender
identity or completely erase political tensions be-
tween different groups of WLHIV, sex workers, and
trans women. However, in general, respondents
reported that working together on SRHR reduced
stigma and discrimination and improved person-
al and working relationships. To illustrate, a sex
worker explained that the initiative

brought us together, because there had always been
a distancing with the network [of WLHIV] because
they blamed us for their husbands infecting them
with HIV and because the men came to us rather
than bringing home the bacon, so these things
got smoothed out, and now we take joint actions.
(interviewee 11)

For their part, WLHIV leaders reported that col-
lective action helped them overcome prejudices
toward trans women and sex workers and created
relationships that increased the scope of their ad-
vocacy and programmatic work:

Now I don’t only work specifically with women
living with HIV, I also work with sex workers, and
women who use drugs and trans women living with
HIV. So, this joint collaboration totally expanded

my work because we can talk about the same issues
and have a common goal. (interviewee 21)

Protecting and promoting the SRHR of WLHIV
through bridging social capital

Feminist lawyers reported that working with WL-
HIV convinced them that the specific challenges
faced by WLHIV were worthy of attention from the
broader women’s movement:

The violations of human rights of all women are
so severe in our countries that the specificities
can become invisible. For me, the main change is
that I can’t stop making [HIV] visible, I have to
make the specific forms of discrimination that are
experienced and the vulnerabilities with respect to
accessing specific rights visible. (interviewee 24)

Beyond their focused technical support in filing
human rights complaints and their formal and in-
formal mentorship of WLHIV leaders in feminist
analysis, the influential roles that the majority of
the feminist lawyers held in national and regional
women’s organizations—for example, as leaders
of prominent sexual and reproductive health or-
ganizations or as founders of networks dedicated
to addressing violence against women—increased
the policy advocacy spaces available to WLHIV.
For example, in El Salvador, relationships forged
through the coalition resulted in ICW being invit-
ed to participate in the national working group for
the Violence against Women and Gender Equality
Law. Similarly, in Nicaragua, a coalition member
stated that

the effort over the past years has been to try to bring

feminist organizations together with organizations
that work in HIV, particularly with women. They
did come closer together which enabled [WLHIV]
to provide feedback and experiences on violence,
health care (interviewee 24)

Further, the relationships and evidence generated
through the coalition were fed directly into policy
and legislative processes through the intervention
of feminist allies. For example, a participating

DECEMBER 2020 VOLUME 22

NUMBER 2

Health and Human Rights Journal



T. KENDALL, J. A. CAPIN, N. DAM]JI, AND E. L. URIBE / GENERAL PAPERS, 213-225

feminist lawyer said, “I had the report [on SRHR
violations] in my hand” (interviewee 6) as she
drafted the revised HIV law.

New relationships also allowed community
leaders who lived outside of national capitals to
inform national decision-makers about SRHR
violations through coalition members located in
the capitals. For example, a local Mexican HIV
organization identified a pregnant WLHIV who
had been discriminated against at a public hospital
and who had not had her viral load or CD4 count
evaluated or a caesarean section performed at 39
weeks’ gestation, even though national guidelines
stated that a caesarean delivery should have been
programmed at 38 weeks. The organization in-
formed coalition colleagues in Mexico City, who
immediately notified senior officials at the National
AIDS Program and National Human Rights Com-
mission; these officials, in turn, communicated to
the State AIDS Program and hospital the urgency
of providing health services in line with national
medical guidelines, resulting in the prompt provi-
sion of a caesarean delivery.

The value added of relationships built through
the coalition were frequently reciprocal and went
beyond advocacy around the SRHR of WLHIV. For
example, speaking about efforts to lobby for a law
on gender identity, a trans leader explained that

we decided to bring it forward with other [coalition]
organizations, —because with strategic —and
organizational allies, it gives us more back up, it
makes us stronger in the struggle. (interviewee 14)

In agreement with the community mobilization
literature about the importance of bridging and
linking social capital and organizational structures,
bringing together feminist lawyers from wom-
en’s and human rights organizations with leaders
from three HIV networks in the region (namely
ICW-Latina, RedLacTrans, and RedTraSex) pro-
vided additional access to and support in political
spaces, as well as technical resources.

Conclusion

This analysis of participant perspectives on the

effects of a five-year community-led intervention
indicates that sustained capacity-building and
creation of network structures contributed to the
development of a “culture of rights,” the increased
agency of community leaders, and collective action
that effectively promoted and protected the SRHR
of WLHIV. The development of critical conscious-
ness and the collective action frame of promoting
and protecting the SRHR of WLHIV strengthened
bonding and bridging social capital among di-
verse groups of WLHIV, women affected by HIV,
and feminist allies. These relationships mobilized
technical, financial, and organizational resources
to defend the SRHR of individual WLHIV and
to influence the legislative and policy environ-
ment. Flexible and renewed funding over the
five-year period allowed the initiative to be truly
community-led and participatory by adapting
to evolving priorities and supporting collective
processes.

The participatory generation of evidence
through community-led research deepened com-
munity leaders’ understanding of and motivation
to defend the SRHR of WLHIV and was described
as central for internalizing, adapting, and adopting
human rights concepts. Community leaders report-
ed changes in their health behavior and thinking
about SRHR, which suggests that knowledge and
skills development benefited them personally and
started to permeate through their social networks.
WLHIV also reported that the intervention began
to create a “culture of rights” in which the normal-
ization of SRHR violations and taken-for-granted
discrimination based on HIV status began to be
questioned. As a consequence, both individuals
and networks of WLHIV began to raise their
voices in protest. Having credible evidence about
SRHR violations and scientific knowledge was
perceived by participants as critical for position-
ing themselves as experts, engaging in dialogue
and policy advocacy with decision-makers, and
using national, regional, and international human
rights mechanisms. In agreement with community
leaders’ reports about their increased capacity and
collective action to defend SRHR because of this
intervention, a 2016 survey of 343 WLHIV and 101
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external stakeholders identified SRHR and other
human rights of WLHIV as the thematic areas in
which ICW-Latina has had the greatest influence
and advocacy success.”

Actions by participating community leaders
improved immediate access to SRHR for individual
WLHIV and resulted in legal decisions, guidelines,
policies, and legislation that promoted the SRHR
of WLHIV in alignment with international human
rights law. This analysis indicates that communi-
ty mobilization interventions that foster critical
consciousness, social cohesion, and organizational
linkages increase the capacity of community lead-
ers to hold governments to account for meeting
national, regional, and international human rights
standards and can make broad contributions to
the health and well-being of society by supporting
health policy and systems improvements.
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