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Abstract
In 2022, a community-academic collaborative team published 5 key recommendations for developing a national action plan to
advance the sexual and reproductive health and rights (SRHR) of women living with HIV in Canada. In 2023, a national gathering
was convened to strategize implementation of the recommendations across policy, practice, and research settings. Discussions
highlighted that meaningful engagement of women living with HIV (recommendation 1) is foundational to implementing the other
recommendations. Meaningful engagement requires SRHR stakeholders to: actively dismantle power differentials; commit to
engagement as an ongoing process; learn about regionally specific epidemiology and sociostructural forces that create and sustain
vulnerability for HIV among women; invest in creating supportive infrastructure; and integrate Equity, Diversity, and Inclusion
principles to call diverse groups into the conversation. This Canadian initiative demonstrates how global guidelines can be trans-
formed into nationally tailored action plans to advance the SRHR of women living with HIV, grounded in meaningful engagement.
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Plain Language Summary
In 2022, a Canadian team of women living with HIV, researchers, community advocates, global program managers and policy-
makers, clinicians, and social service providers developed five key recommendations for a national action plan to advance the
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sexual and reproductive health and rights of women living with HIV. To ensure that this national action plan impacts practice, the
team organized a community gathering to discuss implementation. Discussions highlighted that meaningful engagement of women
living with HIV (recommendation 1) is foundational to implementing the other recommendations. Meaningful engagement is
understood as involvement that goes beyond participation, where community members have real impact and decision-making
power on the work. The attendees identified specific elements of meaningful engagement of women living with HIV for those
working in sexual and reproductive health and rights: (1) Acknowledge and actively dismantle power differentials; (2) Commit
to meaningful engagement as an on-going process; (3) Learn about how HIV impacts women in your region and what factors
contribute to women being at risk of getting HIV; (4) Spend time and money to create supportive systems, clear policies,
and leadership (5) Integrate Equity, Diversity, and Inclusion principles to ensure that diverse groups, voices, and priorities are
called into the conversation This Canadian initiative is an example of how global guidelines can be transformed into nationally-
tailored action plans to advance the sexual and reproductive health and rights of women living with HIV, grounded in meaningful
engagement.

Date received: 19 June 2024; revised: 13 October 2024; accepted: 3 November 2024.

Introduction
In 2017 the World Health Organization (WHO) published the
Consolidated guideline on sexual and reproductive health and
rights of women living with HIV.1 This guideline, created in
collaboration with women living with HIV globally,2 summa-
rizes the multiple influences that impact women living with
HIV’s access to health and healthcare, including individual, rela-
tionship, community, and societal factors. Recognizing these
varying influences, the guidelines and a subsequent implementa-
tion checklist3 focus on advancing the sexual and reproductive
health and rights (SRHR) of women living with HIV through cre-
ating enabling environments—which centers efforts to address
environmental and systemic barriers rather than individual
behaviors. This approach is aligned with the reality that progress
towards SRHR for all requires a holistic and comprehensive
approach that grapples with the social, legal, and economic envi-
ronments that create barriers to wellbeing.4

The Consolidated guideline is particularly relevant in
Canada where women comprise approximately one-quarter of
all people living with HIV5 and 25.2% of all incident HIV diag-
noses.6 Canada has made fair progress toward the 90-90-90
global HIV targets, achieving both the first goal with 90% of
people living with HIV diagnosed and the third goal with
95% of those on treatment virally suppressed, while being
just short of the second goal with 87% of those diagnosed on
treatment.7 National data in Canada is only disaggregated by
sex and not by gender, however, the sex-disaggregated data
shows that the percentage of females at each stage of the HIV
care continuum (88% diagnosed, 85% on treatment, and 90%
suppressed) lags behind the percentage of males (90% diag-
nosed, 87% on treatment, and 96% virally suppressed).7 Data
from a national cohort study of women living with HIV also
indicates that trans women have lower rates of antiretroviral
treatment (67%)8 compared to estimates in the total population
of people living with HIV (87%).7 Together, these data indicate
that women living with HIV in Canada have less access to
timely HIV diagnosis, antiretroviral treatment, and viral sup-
pression. Women living with HIV in Canada are advocating

for their SRHR, as HIV-related stigma and gender-related
norms of womanhood act as barriers to safely navigating
sexual relationships, fulfilling sexual rights,9 accessing compre-
hensive medical and social care,10,11 and attaining rights to
reproductive autonomy.12

The experiences of women living with HIV in Canada,
including prevalence, incidence, and stigma, are shaped by
intersecting inequities along social axes, including Indigenous
ancestry, African, Caribbean, or Black (ACB) ethnicity,
poverty, incarceration experience, injection drug use, sex work
history, refugee and newcomer status, rural location, transgender
identity, and gay, bisexual, Two-Spirit, or queer sexual
identity.6,13–15 Given Canada’s colonial roots, Indigenous
women’s experiences of HIV especially must be understood in
the context of historical and ongoing colonial legacies
that have stigmatized and attempted to erase Indigenous
peoples’ languages, cultures, and identities.16,17 The resulting
environment of racism, sexism, and stigma creates additional
barriers for Indigenous women living with HIV to fully realize
their SRHR that can only be addressed with Indigenous
leadership.

Despite the fact that there are over 15 000 women living with
HIV in Canada,7 prior to the Consolidated guideline dispropor-
tionately little HIV care, research, and community services in
Canada focused specifically on women.1,18,19 To develop strat-
egies to implement the Consolidated guideline and drive devel-
opment of women-centered programming and research, a team
of women living with HIV, researchers, community advocates,
global programming and policymakers, and clinical and social
care providers came together to develop a national action plan
to advance the SRHR of women living with HIV in Canada.
Details of this process, beginning in 2017, have been previously
described.20,21 In brief, this process involved co-hosting a
national webinar series with the WHO on best practice and
examples of the Consolidated guidelines within a Canadian
context across 4 community-identified priority topics: (1)
Trauma- and Violence-Aware Care/Practice (TVAC/TVAP);
(2) Supporting Safer HIV Disclosure; (3) Reproductive
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Health, Rights, and Justice; and (4) Resilience, Self-efficacy,
and Peer Support.20 National stakeholders and WHO represen-
tatives convened in person at the annual Canadian Association
for HIV Research (CAHR) conference in April 2018 to develop
a national action plan. Data from the event discussions and from
a linked online survey were analyzed and refined to identify 5
key recommendations for developing a national action plan to
advance the SRHR of womena living with HIV in Canada
(shown in Figure 1). After stakeholder validation, the planning
process, a description of the 5 key recommendations, and
examples of best implementation practices in Canada were
published in Women’s Health.20 The key recommendations
presented in the national action plan have alignment with strat-
egies outlined to achieve SRHR by a global team of women
living with HIV.22

Further national stakeholder dialogues were held to discuss
how to increase the visibility, support uptake, and
advance implementation of the key recommendations. Several
strategies emerged, including creating and promoting an
endorsement pledge that individuals and organizations could
sign to indicate their support of and commitment to the recom-
mendations and the SRHR of women living with HIV in
Canada. The pledge reads: “We are committed to the ongoing
involvement of women living with HIV in the work we do and
the services we provide. We commit to implementing the 5
key recommendations to advance the sexual and reproductive

health and rights of women living with HIV.” The endorsement
campaign was distributed starting in December 2022 via email
to a nation-wide stakeholder list, social media posts, and
word-of-mouth. The stakeholder list included researchers,
community-based service organizations (CBOs, including
AIDS Service Organizations, harm reduction and sexual
health centers, and women’s and family services, and
Indigenous health-specific organizations), HIV clinicians and
other medical practitioners, with contacts in all provinces and
the Yukon. The campaign not only helped increase awareness
of the key recommendations and provide supportive resources
to those working towards implementation, but also served as
an important advocacy tool to demonstrate to policymakers
and funders that the distinct SRHR rights of women living
with HIV are an important priority in delivering funding and
developing initiatives.

While this campaign is a useful advocacy and knowledge
sharing tool, the core team recognized that a signature campaign
without support for implementation would fall short in tangibly
advancing the SRHR of women living with HIV in Canada.
Thus, the team convened another community gathering to
co-produce an implementation strategy across diverse settings.
Hosting a preconference ancillary event at the 32nd Canadian
Conference on HIV/AIDS Research (CAHR 2023) offered a
venue to bring together leaders in HIV across Canada in-person
for this discussion.

Figure 1. The 5 key recommendations for a national action plan to advance the sexual and reproductive health and rights of women living with
HIV in Canada.20 (1) Meaningfully engage women living with HIV across research, policy, and practice aimed at advancing the sexual and
reproductive health and rights by, with, and for all women living with HIV. (2) Centre Indigenous Women’s priorities, voices, and perspectives in
all efforts to advance sexual and reproductive health and rights of women living with HIV. (3) Use language and terminologies that are actively
destigmatizing, inclusive, and reflective of women living with HIV’s strengths and experience when discussing sexual and reproductive health and
the rights of women living with HIV. (4) Strengthen and expand Knowledge Translation initiatives to support access to and uptake of relevant
and contemporary sexual and reproductive health and rights information for all stakeholders. (5) Catalyze the reciprocal relationship between
evidence and action such that action on sexual and reproductive health and rights is guided by research evidence, and research is guided by what
is needed for effective action.
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The objectives of this article are to (1) describe and share our
findings from the in-person community gathering at CAHR
2023 and (2) present principles for implementing the 5 key rec-
ommendations to advance the SRHR of women living with HIV
across settings, focusing on meaningful engagement.

Methods

The CAHR 2023 Community Gathering
Our community-academic collaborative team hosted an
in-person and online preconference meeting at CAHR 2023
entitled “Implementing the Key Recommendations to
Advance the Sexual and Reproductive Health and Rights of
Women Living with HIV across Policy, Practice, and
Research.” The purpose of the meeting was to generate strate-
gies for implementing the 5 key recommendations across
diverse settings.

A broad invitation to register for the event was sent out over
social media, through CAHR platforms, and direct email invita-
tions to those who had already signed the endorsement and
other past collaborators. Representatives from the Federal
Initiative to Address HIV/AIDS in Canada were also directly
invited to attend.

On April 27, 2023, key stakeholders convened for the event
(agenda included in Supplemental material). There were 42
attendees in-person and 4 who joined virtually. There was rep-
resentation from diverse geographic areas across Canada,
including attendees from BC, Alberta, Manitoba, Ontario,
Quebec, and Nova Scotia. A diversity of voices was included
in this conversation, including women living with HIV, clini-
cians, researchers, social service providers, policy analysts,
funders, and representation from the Canadian Institutes of
Health Research (CIHR) HIV/AIDS and STBBI Research
Initiative, leading to a rich and productive discussion.

Opening remarks highlighted the importance of centering
women living with HIV in this work, provided important back-
ground information on the WHO Consolidated guideline, and
described Canada’s leadership in developing a national action
plan to advance the SRHR of women living with HIV. The
foundational background knowledge of the opening panel
ensured that all attendees understood the history and intent of
the key recommendations, preparing them for discussion on
implementation. The next section of the program was a facili-
tated panel discussion that explored how the key recommenda-
tions can be implemented across diverse settings, particularly
those that are not women-specific services. The 3 panelists
represented perspectives from a woman living with HIV, a
researcher, and a clinician. Their discussion emphasized that
women-centered HIV care means doing person-centered
work, understanding womanhood as one piece of a person’s
identity within the context of her life and all the intersectional
identities she holds (eg, family, career, and culture). This is con-
sistent with descriptions of women-centered care from women
living with HIV, who have emphasized the importance of a
“whole person” conceptualization.21,23

The panel discussion set the stage for small group discus-
sions, providing ideas for deeper discussion around implemen-
tation during the smaller groups. Each of the 5 small groups
focused on 1 of 3 settings (AIDS Service Organization, clinical,
or research) to discuss the 2 questions: (1) How can we imple-
ment the 5 key recommendations in our setting? and (2) How
can we create an accountability plan to ensure ongoing
commitment to the SRHR of the diversity of women living
with HIV across Canada? Groups were facilitated in English
and French. Notetakers captured key points and provided mate-
rials to topic co-leads for review, validation, and synthesis.
Co-leads and notetakers summarized and presented their dis-
cussions for a large group report-back at the end of the session.

Analysis
All notes were consolidated by the coordinating team and orga-
nized by recommendation and location. The priority in the anal-
ysis was to highlight the actionable, practical steps for
advancing the key recommendations outlined through the facil-
itated panel, the small group discussions, and the large group
report-back.

Findings
Discussion throughout the event revealed that understanding
and implementing recommendation 1 “Meaningfully engage
women living with HIV across research, policy, and practice
aimed at advancing the sexual and reproductive health and
rights by, with, and for all women living with HIV,” is essential
to successfully undertaking each of the remaining 4 recommen-
dations. As each group discussed how to implement each of the
Key Recommendations, meaningful engagement and leader-
ship by women living with HIV stood out as foundational in
those processes, consistent with the central principles of
Greater Involvement of People Living with HIV (GIPA)24

and Meaning Involvement of Women Living with HIV
(MIWA).25 For example, when discussing how best to imple-
ment recommendation 4 in research, “Use language and termi-
nologies that are actively destigmatizing, inclusive, and
reflective of women living with HIV’s strengths and experience
when discussing sexual and reproductive health and the rights
of women living with HIV,” participants highlighted the role of
Peer Research Associates (PRAs)b in designing surveys to
ensure appropriate and accessible language. For recommenda-
tion 5, “Catalyze the reciprocal relationship between evidence
and action such that action on sexual and reproductive health
and rights is guided by research evidence, and research is
guided by what is needed for effective action,” women living
with HIV were identified as leaders and crucial bridge-builders
between and across stakeholders (eg, between research and
CBOs). Considering this over-arching theme, this report
focuses on 5 principles identified from the discussion to create
supportive, collaborative environments for engagement of
women living with HIV that is truly meaningful (Table 1).
Each of these principles, discussed in detail below, is a

4 Journal of the International Association of Providers of AIDS Care



tool can be adapted and used across diverse contexts.
Implementation of all 5 Key Recommendations remains essen-
tial, informed by the knowledge that meaningful engagement
will support the ongoing implementation of the remaining
Recommendations. Discussion across the remaining recommen-
dations is summarized in the Supplemental Material.

Principles to Implement Meaningful Engagement of
Women Living With HIV Across SRHR Research, Policy,
and Practice
(1) Acknowledge and actively disrupt power differentials.
Attendees emphasized that actively working to dismantle the
power imbalances that arise when community and academic,
clinical, or social service institutions work in partnership is
essential to meaningful engagement. This finding is consistent
with previous research that highlights that hierarchal structures
and limited decision-making power are barriers to meaningful
engagement for women living with HIV.25 The field of
Community-Based Participatory Research (CBPR) has long
grappled with the tension that structural power imbalances
present in community-academic partnerships.27,28 Central to
uprooting and addressing these power differentials is question-
ing what is defined as “knowledge” and recognizing the value
of many ways of knowing, including knowledge from lived
and living experiences.29

Attendees’ insights echoed previous research and they
offered specific areas to focus on in addressing power inequities
within partnerships with community. These strategies provide
pathways that affirm the value of community knowledge. For
example, attendees recognized that communication styles can
impact the power differentials in a team and suggested the
use of round table or Sharing Circle approaches for discussion
to ensure all voices are valued, drawing from the wisdom of
Indigenous methodologies.30 Sharing Circles center on
sharing stories, creating space for each voice to be heard and
drawing on traditions of collective decision making.31

Compensation practices were also challenged, as attendees
highlighted that truly meaningful engagement would value
the time of community members and academics equally. The
BC Centre for Disease Control (BCCDC) outlines best practices
and guidance for peer compensation32 and was noted as a
helpful guide to developing compensation policies for organiza-
tions and research teams engaging women living with HIV.
Finally, pairing up community members with their collabora-
tors (academics, clinicians, social service providers) to both
facilitate skill building workshops was seen as an opportunity
to build more reciprocal relationships. Details from the training
curriculum of the Canadian HIV Women’s Sexual and
Reproductive Health Cohort Study (CHIWOS), a well-
established community-based research study, provide more
insight into how this can be incorporated into training ses-
sions.33,34 These sessions intentionally made space for PRAs
to provide insight on the study and approaches from their per-
spectives, including reflections on barriers for involvement,
how they defined success, and their goals for the orientation.

(2) Commit to meaningful engagement as an ongoing, itera-
tive process, not a one-off event. Sustaining meaningful engage-
ment means investing in building trusting relationships and
ensuring women living with HIV are involved in all spaces
where decisions are being made about their SRHR. The sus-
tained commitment is an important part of avoiding tokenism
—sites must be prepared for ongoing engagement before under-
taking this work if they want it to be meaningful. In a clinical
setting, clinicians can build trust with patients by making
their patients feel like they care about them as whole persons
—by ensuring there is enough time, openly listening to
women’s concerns, showing interest in women personally,
and using supportive, encouraging, and nonjudgmental com-
munication.35 When building partnerships in research, aca-
demic researchers can build trust in similar ways: by
demonstrating interest in partners personally (beyond their
role in the specific work or task, while respecting partners’
boundaries with how much they are comfortable to share) and
sharing about themselves to their comfort level, being respon-
sive to concerns, and by being actively invested in community
issues.36 Regardless of setting—research, clinical setting, or
CBO—it is important to remember that relationship building
takes time and a sustained demonstration of commitment and
reliability.35,36

Attendees outlined how important the ongoing involvement
for women living with HIV is in research. This involves includ-
ing community members in the whole research process and
facilitating access to opportunities usually reserved for formal
academics. Women advocated for their involvement in grant
writing, designing surveys and choosing language,
co-authoring papers, and presenting at research conferences.
Teams must provide sufficient training to ensure women can
be meaningfully involved in these processes, building beyond
data collection skills to expand the breadth of activities
women are prepared to support. Research groups in BC33,34,37

and Ontario38 have examples of detailed community training
curricula that can be adapted for a variety of research contexts.

Table 1. Principles to Implement Recommendation 1 of the National
Action Plan to Advance the Sexual and Reproductive Health and Rights
of Women Living With HIV in Canada: Meaningful Engagement of
Women Living With HIV Across Sexual and Reproductive Health
and Rights Research, Policy, and Practice.

(1) Acknowledge and actively disrupt power differentials.
(2) Commit to meaningful engagement as an ongoing, iterative

process, not a one-off event.
(3) Learn about the epidemiology and sociostructural forces that

create vulnerability for HIV among women in your setting—
recognizing that women’s whole identities play a role in the kinds
of supports they need to engage in this work.

(4) Invest in creating supportive infrastructure, transparent
policies, and leadership opportunities for meaningful
engagement.

(5) Integrate Equity, Diversity, and Inclusion (EDI) principles to
ensure that diverse groups, voices, and priorities are called into
the conversation.

Osborne et al. 5



Importantly, this may require investment in supplementary and
ongoing training that supports peer researchers as their skills
develop and career goals change. Women who decide to
move out of the HIV space to use their developed skills and
training in another field when it aligns with their career goals
need to be supported. This is an ongoing commitment to the
sustainable involvement of women living with HIV as
women grow in their roles and goals.

(3) Learn about the epidemiology and sociostructural forces
that create vulnerability for HIV among women in your setting
—recognizing that women’s whole identities play a role in the
kinds of supports they need to engage in this work. All settings,
research, clinical, and CBO, must recognize that local needs and
priorities are distinct and will inform how community engages.
It is incumbent upon researchers, clinicians, and social service
providers engaging in this work to understand who the
women living with HIV are within their community, including
the personal and societal histories and factors that shape their
experiences of living with HIV. This is consistent with a
“whole-person” approach, acknowledging that womanhood is
not the only (or even the main) part of each woman’s identity
that will shape her experience of HIV and her care needs and
desires.

There are a series of resources across Canada that can help
understand the epidemiology of HIV among women, both
nationally and regionally. Below are some examples of region-
ally reported statistics that include some disaggregated data,
though not all regions have this information available:

• National: The Public Health Agency of Canada7

• British Columbia: BCCDC HIV/AIDS reports39

• Alberta: Alberta sexually transmitted infections and HIV
reports40

• Saskatchewan: Ministry of Health HIV-AIDS reports41

• Manitoba: Manitoba HIV Program Reports42

• Ontario: Ontario HIV Epidemiology and Surveillance
Initiative43

• Quebec: Programme de surveillance de l’infection par le
virus de l’immunodéficience humaine (VIH) au Québec44

However, there are many other types of resources that can
provide additional context and information about the experi-
ences of women living with HIV. For example, Indigenous spe-
cific groups, like Communities, Alliances, and Networks
(CAAN), offer resources to better understand the experiences
of HIV among Indigenous peoples across the nation, which is
important in the context of historical and ongoing colonization
that have led to a disproportionate impact of HIV on Indigenous
women.5,6,13,14 CAAN’s Fireside Chats series shares research
projects from across Canada that focus on Indigenous women
and HIV. There are also community-based research studies
across the nation that can provide more context and information
about the experiences of women living with HIV—including
the Canadian HIV Women’s Sexual and Reproductive Health
Cohort Study, the BC CARMA CHIWOS Collaboration, and
Canadian HIV Pregnancy Planning Guidelines Study.45–47

These studies are committed to doing research by, with, and
for women living with HIV and their research aims reflect the
priorities of women living with HIV. Finally, getting involved
in community can help continue learning about the SRHR of
women living with HIV—including following social media
accounts (eg, CAHR, CAAN, research studies like CHIWOS
or the BC CARMA-CHIWOS Collaboration), joining commu-
nity advisory boards, and seeking out other opportunities to
contribute to local CBOs.

Attendees emphasized that part of understanding women’s
whole identities includes recognizing that there are many
social, structural, environmental, and cultural factors that
impact women’s ability to engage. Thus, any efforts toward
meaningful engagement must meet women where they are at.
For example, for women who are mothers, availability of child-
care may dictate whether they are able to attend programming at
a CBO or attend a community advisory board—so extending
services to children supports these women. Creating flexible
opportunities for engagement is important as well, for instance,
creating roles that are modeled after a consultant type role
where women can build their own schedules. These more flex-
ible ways to engage will empower women living with HIV to
make choices about how and when they participate based on
their capacities, desires, financial requirements or restrictions,
and other commitments.

Trauma and violence informed employment was also high-
lighted during the event as an important piece of recognizing
women’s whole identities and past experiences. In a cohort
study of women living with HIV in Canada, 80% of women
reported having experienced violence as an adult48 and
almost half had symptoms consistent with posttraumatic stress
disorder (PTSD).49 Employment opportunities that center
meaningful engagement must be cognizant that many women
living with HIV have had experiences of violence and that a
supportive workplace can impact their ability to engage in
employment, either as a peer or otherwise. Trauma-informed
approaches prioritize safety, transparency, peer support, power-
sharing, choice and agency, and intersectional understandings
of trauma.50 Trauma-awareness, which is a recognition of the
widespread nature of trauma and its potential impacts on an
individual or community, is essential but not sufficient for
trauma-informed care and practice. A true trauma-informed
approach extends not only to the people receiving services or
participating in research, but also to the organization or institu-
tion staff.50

(4) Invest in creating supportive infrastructure, transparent
policies and leadership opportunities for meaningful engage-
ment. Intentional development of infrastructure is needed to
create spaces where community members are supported, pre-
pared, and safe. Turning to CBPR examples can again
provide insight on what this means for meaningful engagement.
Previous work among women living with HIV describes the
importance of inclusive hiring, comprehensive training, fair
compensation, and ongoing support and mentorship for PRAs
to create a meaningfully engaged research program or
project.51 Especially in the context of large institutions,
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transparency about PRA roles and expectations, institutional
mandates/requirements, and researcher commitments is integral
in creating truly supportive opportunities for meaningful
engagement. The CHIWOS research team policies provide an
example of transparent and supportive communication around
expectations and responsibilities.52 They include detailed poli-
cies around co-authorship, types of activities and compensation
practices, the safety and wellbeing of all involved in the study,
and many more. For instance, these policies include a detailed
list of activities associated with the study and describe
whether the activity is paid, volunteer, or if expenses are com-
pensated. CATIE, Canada’s source for HIV and hepatitis C
information, has detailed guidelines for creating peer health
navigation programs that include guidance on roles and respon-
sibilities, management, support, training, compensation, and
other strategies for developing peer health navigation pro-
grams.53 Importantly, this document includes a detailed discus-
sion on how to assess an organization’s capacity to host a peer
support program—an integral first step in developing a peer
health navigation program.

Attendees emphasized that for spaces to feel truly suppor-
tive, there needs to be a whole team engagement that includes
the entire staff. For example, in a clinic, not just the clinicians
need to be supportive, but also the receptionist, nurses,
medical clerks, and anyone else that is part of the team.
Ensuring that all staff are properly trained is an important
piece of this process. Trainings focused on Indigenous
history, cultural sensitivity, antiracism, and positionality are
first steps (eg, San’yas Anti-Racism Indigenous Cultural
Safety Training Program or the Indigenous Canada Massive
Open Online Course from the Faculty of Native Studies at the
University of Alberta).54,55 The Women-centred HIV care
toolkit is also a helpful training resource, particularly for
those working in a clinical care context.56,57 The toolkits can
be supplemented by learning about how the Women-centred
HIV Care model can be successfully implemented among
trans women and trans feminine people.58

Advocating the importance of lived and living experience
to Human Resources (HR) departments in universities, hospi-
tals, CBOs, and other care setting and ensuring there is buy-in
is essential to creating roles for women living with HIV. This
is especially important given the loss of women-specific
CBOs, especially AIDS Service Organizations, across the
country. Attendees emphasized the devastating impact this
dearth of resources has generated for many in the community.
Given the lack of speciality women’s services, the responsibil-
ity for providing women-specific programming falls to all
organizations providing HIV-related care and services while
the fight for funding for specialty women’s services continues.
Women living with HIV have emphasized that connection
with peers is an important piece of meaningful engagement
in their clinical care.25 Attendees added to this idea, highlight-
ing the need for ally support and advocacy for peer-led spaces
and research projects that would advance the self-
determination and agency of women living with HIV. With
support and buy-in from HR departments, roles can be

developed that offer both flexibility and opportunities for
advancement and leadership. This includes creating spaces
for community members to not only be research associates
but also step into other research staff roles such as coordina-
tors. Ongoing workshops and training enable community
members to grow within their roles. Partnering with HR
departments ensures that community members will be fairly
compensated for their time and expertise, signaling that com-
munity members’ expertise is not valued less than academic
expertise. Policies around compensation, expectations/respon-
sibilities for both the employer and the employee, and spaces
for career advancement need to be transparently communi-
cated. Integrating clear policies and practices surrounded
career expectations, advancement, and compensation can
help address some of the tensions that arise for women
living with HIV working within the HIV sector, including
expectations around unpaid work, navigating shifting roles
between a service user and provider, and limitations placed
on women about the type and nature of the work they are
capable of.25

Advocacy with HR departments is especially important
within academic or clinical settings, where hiring policies
can create institutional barriers. Awareness of these policies
is essential in being responsive to create supportive employ-
ment and leadership opportunities for women living with
HIV. Some institutional barriers include caps on how much
one person can receive in annual honoraria, specific academic
qualifications as a pre-requisite to hiring as an employee, pre-
determined salary caps that do not recognize the value of lived
and living experience, and requirements around the length of
time for job postings, which can slow down or impede
hiring processes. At some universities, research assistant and
coordinator roles are not unionized, which allows for flexible
hiring practices but minimal job security. At some institutions,
collaborating with HR departments to develop a new role
profile that is specifically designed for community members
is an option—particularly important is working to develop a
role that has appropriate qualifications (ie, does not require
certain degrees), but still offers fair compensation that
values lived and living experience. In such cases, spending
time educating those you are collaborating with on the impor-
tance of lived and living experience and peer support/research-
ers will help advocacy efforts. Further, for those conducting
research, highlighting the Canadian Strategy for
Patient-Oriented Research, which is an initiative by the
Canadian Institutes of Health Research to promote the integra-
tion of patient partners in the research process,59 can illustrate
how partnering with community members is a national
priority.

(5) Integrate Equity, Diversity, and Inclusion (EDI) princi-
ples to ensure that diverse groups, voices, priorities are
called into the conversation. Many women living with HIV
face barriers to care and meaningful engagement because of
intersecting systemic inequities related to their experiences of
colonization, racism, or gender discrimination. For example,
trans women living with HIV have distinct SRHR priorities
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Figure 2. Vignettes Exploring Meaningful Engagement of Women Living With HIV Across Clinical, Community-Based Service Organization,
and Research Contexts. (continued)
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Figure 2. Continued.
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and may face distinct barriers to engaging in care, including
interpersonal antitrans discrimination and sexual healthcare
rooted in cisnormativity.60,61 Integrating EDI principles
means taking these distinct barriers into consideration and
working to alleviate them so that trans women living with
HIV feel welcome and supported to be meaningfully
engaged—for instance, ensuring that all staff have training
in gender affirming practices.60 The Women-Centred HIV
Care hub can be looked to as an example of how research
teams can intentionally work toward integrating diverse
voices.62 This national virtual network of women living with
HIV, researchers, healthcare providers, community-based
organizations, and community leaders endeavors to support
the health of women living with HIV through building capac-
ity and relationships across siloes. The hub is composed of a
national steering committee, as well as regional and popula-
tion specific subhubs.63 One subhub is focused on the barriers
and specific priorities of trans women and gender diverse
people in relation to HIV prevention and care.64 In pursuit
of ensuring EDI principles throughout the hub, there is a
series of virtual events in the hub titled “Activating Equity
in Health Research.” It has featured leadership from the
trans women and gender-diverse sub hub to help build capac-
ity among hub members for advancing equity in their research
and practice.65

Another example of a need for equitable solutions to engage-
ment raised by participants was geographical barriers to
engagement. Living in rural and northern areas in Canada is
associated with higher levels of HIV-related stigma and
increased barriers to accessing care and services.66 While
access to services remains a systemic barrier that requires
complex solutions, attendees emphasized the need for groups
to consider where they could ameliorate these barriers.

Centering EDI principles means not only ensuring diverse
groups are invited to the conversation, but that they are able to
access that space safely. When engaging with women living
with HIV, it is important to ground the work in an anti-oppressive
framework, actively challenging, disrupting, and addressing
systems of oppression and violence. This includes systemic,
institutional, and lateral violence. Lateral violence is when vio-
lence is turned onto one’s peers, recreating systems of abuse
and trauma.67

Exploring Meaningful Engagement of Women Living
With HIV Through Illustrative Vignettes
We acknowledge that many groups are keen to meaningfully
engage women living with HIV and may benefit from practical
examples and guidance for how to do so. To help imagine what
meaningful engagement and each of these key aspects look like,

Figure 2. Continued.
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here we include a series of context-specific vignettes that high-
light how these can be put into practice. Examining possibilities
across clinical, CBO, and research settings, these vignettes are
meant to help imagine what implementation might look like,
but are not prescriptive. Rather, these vignettes are meant to
provide examples of the many different ways to implement rec-
ommendations for meaningful engagement. During our
in-person event, the 3 panelists discussed their experiences
implementing the key recommendations across clinical, CBO,
and research settings. The stakeholders present highlighted
the usefulness of these practical examples, motivating the
co-authors to expand the examples into more detailed vignettes
for this article. The vignettes were developed by the lead author
(ZO) in partnership with co-authors (EK, MH, and ST)
with respective experience within each of the described settings
(Figure 2).

Conclusion
Attendees at the CAHR 2023 in-person community gathering
were energized and enthusiastic about continuing to undertake
and bring more people into this work together to advance the
SRHR of women living with HIV in Canada. Discussion pro-
vided foundational insight into implementing each of the 5 rec-
ommendations of the National Action Plan: Meaningful
engagement of women living with HIV across the sectors
involved in SRHR decision making is essential. The principles
described here are tools to support the meaningful engagement
of women living with HIV and can be adapted across contexts.

Important next steps in implementing the National Action
Plan will include ongoing outreach to promote the key recom-
mendations among new groups. It will also entail connecting
with key policymakers to advocate for the uptake of the key rec-
ommendations into provincial and federal policies. This work is
closely aligned with the national Sexually Transmitted and
Blood Borne Infection Action Plan in development that
centers enabling environments as the foundation of the plan
and commits to greater involvement and meaningful engage-
ment of people living with HIV in the STBBI response, provid-
ing opportunities for collaboration.70

We are also working toward collaborative development of an
accountability plan for those who have signed the endorsement
of the 5 key recommendations. This will include: (1) creating an
intentional plan to check in with ourselves and each other for
our progress, with guidance from the National Action Plan
coordinating team and (2) using opportunities to build account-
ability mechanisms on the policy and regulation level (eg,
Regulation for clinicians at the Public Health Agency of
Canada, provincial colleges of clinicians, or health authorities;
development of a checklist that can be used in clinical research,
similar to other such research guidelines like the Strengthening
the Reporting of Observational Studies in Epidemiology
(STROBE) Statement;71 creation of online modules that could
be completed for Continuing Medical Education credit, provid-
ing more incentive for clinicians to familiarize themselves with
the key recommendations).

This Canadian initiative serves as a global example for the
development of locally tailored action plans to advance the
SRHR of women living with HIV, grounded in the centering
of meaningful engagement. This work cannot be done alone.
In collaboration, we can make a tangible difference in advanc-
ing the SRHR of all women living with HIV.
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Notes
a. We use an inclusive definition of women, including cisgender

women, transgender women, and femme gender diverse people
who share similar health and social experiences.

b. Language is shifting and some people are moving away from “Peer
Research Associate” toward alternatives like “Community
Research Associate.”26 Here, we use the word peer throughout
because it is still the phrasing most commonly recognized within
Canadian HIV communities, though we recognize that this may
not be the preferred term for all women working in this type of role.
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