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Abstract: In response to the dearth of research for delivering women-centred
support to women living with HIV, the Women’s HIV Empowerment Through
Life Tools for Health (WHEALTH) intervention was developed. This project was
grounded in a community-based research framework and aimed to respond to
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Through education, awareness, and advocacy, peer case managers are important
partners in addressing HIV-related stigma, and ensuring a multi-level approach
to providing care and support to women living with HIV.

Keywords: Peer support, HIV, women, social support

Abrégé : L’intervention wHEALTH a vu le jour pour pallier le peu de recherches
sur la facon d’offrir un soutien adapté aux femmes séropositives. Elle s’est ins-
crite dans un cadre de recherche communautaire et visait a aplanir les difficul-
tés qu’éprouvent les femmes séropositives a accéder a des initiatives de soutien
sociales pertinentes et utiles. Les participantes ont décrit les avantages de la prise
en charge de cas par des pairs, y compris le soutien et I’encadrement dont elles
ont bénéficié ainsi que la souplesse avec laquelle 'intervention a été offerte, et
elles ont abordé I'idée « d’aller de I’avant » dans la vie avec le VIH. En misant sur
la formation et la sensibilisation, les gestionnaires de cas sont d’importants parte-
naires pour combattre la stigmatisation liée au VIH et pour assurer une approche
multiniveau dans la prestation de soins et le soutien aux femmes séropositives.

Mots clés : Soutien par les pairs, VIH, femmes, soutien social

Introduction

Women Living with HIV (WLWH) in Canada

THE NUMBER OF WLWH in Canada continues to increase dramati-
cally; 26 % of all positive tests in 2008 were among females, and women
accounted for the majority (58 %) of all positive test reports among young
adults aged 15 to 19 years (PHAC, 2009). HIV in women most often
occurs vis-a-vis heterosexual contact and injection drug use. At the same
time, acquisition of HIV is connected to social determinants of health
including housing, mental health, and exposure to violence (Kilbourne,
Herndon, Andersen, Wenzel, & Gelberg, 2002; Wenzel, Tucker, Elliot, &
Hambarsoomians, 2007). Coupling a lower socioeconomic status with risk
factors for HIV often results in barriers to accessing adequate health and
social services (Parish, Burry, & Pabst, 2003). Through advances in treat-
ment, HIV has evolved into a chronic illness (Scandlyn, 2000). Medical
management, social challenges, and unpredictable periods of wellness
and illness positions HIV as an episodic disability that is influenced by
living strategies and personal attributes, alleviated by practical, emotional,
and social supports, and exacerbated by HIV-related stigma (O’Brien,
Bayoumi, Strike, Young, & Davis, 2008).

Poverty, lack of affordable housing, racism, stigma, and discrimi-
nation all contribute to the progression and management of HIV (CAAN,
2005; PHAC, 2009). Encouraging WLWH to access relevant health and
social services has been challenging and has not resulted in the provision
of women-specific services. Many women face barriers to accessing services
including limited transportation, caregiving responsibilities, employment,
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drug coverage, housing instability, immigration, HIV stigma, and rela-
tionships with multiple providers in multiple locations (Logie, James,
Tharao, & Loutfy, 2013; Melchoir et al., 2001; Wood & Tobias, 2004).
Furthermore, women and men differ in HIV progression and treatment
responses, which are compounded by social and behavioural factors and
comorbid health conditions (Loutfy et al., 2013). As HIV services were
not originally created by or for women, it appears their unique issues have
not been considered in program design and implementation, thereby
limiting services that would specifically address their needs (Selbin &
Del Monte, 1998). Although tailored services that respond to women’s
unique needs are critical in improving health outcomes, the notion of
women-specific HIV/AIDS services remains poorly conceptualized in the
literature (Carter et al., 2013).

Case Management Models

Care has shifted from the hospital to the community for people living
with HIV (PLWH) (London, LeBlanc, & Aneshensel, 1998), and offering
comprehensive services to PLWH in community settings has proven effec-
tive (Browne, Roberts, & Byrne, 2001). Case management is one model
to offer community-based HIV care; it is a client-centred approach that
assists clients in navigating health and social systems, thus empowering
both the client and supports that manage their needs (Moxley, 1989).
Case management activities include advocacy, counseling, service refer-
rals, and resource allocation (Albrecht & Peters, 1997) and are coordi-
nated according to the client’s needs to ensure positive and sustainable
outcomes, particularly for those who have not benefited from traditional
care models (Austin & McLelland, 1994). Research has demonstrated the
social and economic importance of implementing community-based case
management programs for PLWH with multi-faceted physical and mental
health challenges (Husbands et al., 2007). For WLWH, case management
is important to ensure access to social support and medical services as
it connects women and their families with food, clothing, and shelter,
thereby improving stability (Parish et al., 2003). Furthermore, having
access to a trustworthy, nonjudgmental case manager, who provides con-
sistent support, is of particular importance to women (Passey, Sheldrake,
Leitch, & Gilmore, 2007).

Peer-Based Approaches

Conventional case management may not always be effective for hard-
to-reach populations and those living in resource-limited communities
(Albrecht & Peters, 1997). Peers enhance case management by model-
ing hope and understanding community culture; peer case management
(PCM) focuses on mutual, reinforcing efforts of both the client and the
peer case manager.
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Peer case management has been shown to improve the client’s mental
health, social functioning, and vitality in other chronic illnesses (Helge-
son, Cohen, Schultz, & Yasko, 1999); it improves coping skills, reduces
isolation, and improves the client’s confidence when speaking with phys-
icians (Campbell, Phaneuf, & Deane, 2004). Peer interventions in HIV
may alleviate demands on healthcare systems while offering social and
practical supports vis-a-vis assistance with daily living (Heckman, Somlai,
Sikkema, Kelly, & Franzoi, 1997). These interventions have been pro-
moted by international bodies (Simoni, Nelson, Franks, Yard, & Lehavot,
2011; U.S. President’s Emergency Plan for AIDS Relief, 2009), however
the potential uniqueness of a women-centred approach in HIV-specific
peer interventions is missing from the literature (Boyd et al., 2005).

Most peer-support HIV research has involved HIV-negative Caucasian,
heterosexual women and gay men who volunteer to provide social support
(Cassel & Ouellette, 1995; Marino, Simoni, & Silverstein, 2007). Although
peer support research has increased in many areas (Hilfinger-Messias,
Moneyham, Vyavaharkar, Murdaugh, & Phillips, 2009; Simoni, Nelson,
Franks, Yard, & Lehavot, 2011), more in-depth, theoretical, and contex-
ualized knowledge of peer support is needed (Simoni, Franks, Lehavot,
& Yard, 2011), particularly for WLWH who represent a range of cultures
and social locations.

Research has recently responded with more rigorous evaluations of
peer interventions (Maticka-Tyndale & Barnett, 2010; Simoni, Nelson,
Franks, Yard, & Lehavot, 2011; Webel, Okonsky, Trompeta, & Holzemer,
2010). However, diversity in methodology, outcomes, and reporting have
limited generalizability from published studies (Simoni, Nelson, Franks,
Yard, & Lehavot, 2011) making consensus regarding efficacy a formid-
able challenge. Researchers posit that we can have some confidence in
peer interventions but require more rigorous research to demonstrate an
effect (Simoni, Nelson, Franks, Yard, & L.ehavot, 2011). Limited research,
however, has examined why peer support may be a unique form of social
support for WLWH who represent diverse social circumstances.

Overview of wHEALTH

The Women’s HIV Empowerment Through Life Tools for Health
(WHEALTH) study was imagined in the early 2000s when service providers
and WLWH across Ontario, Canada recognized the importance of peers
when it came to clients receiving support. Research and best practices on
how to best deliver support to WLWH were also limited, highlighting the
need for an effective model.

Our Community-Based Research Approach

wHEALTH is a community-based research study, which collaboratively
involved a team of interested stakeholders including Voices of Positive
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Women, community leaders, and researchers in all aspects of the research
process. Community-based research has a broad goal to strengthen
communities by putting their issues at the centre of the research while
acknowledging the influence of multiple sources of knowledge on prac-
tice and policy changes (Marchand, 2001). The wHEALTH team worked
together to establish guiding principles and solve logistical issues to
ensure the research reflected the community’s vision of social change
(Israel, Schultz, Parker, & Becker, 1998).

The wHEALTH Intervention

The goal of WHEALTH was to evaluate PCM for WLWH in the Greater
Toronto, Hamilton, and surrounding areas. The PCM model was
grounded in women-centred and strengths-based social work practice,
and was based on the belief that individuals possess abilities and inner
resources that allow them to effectively cope with the challenges of living
(Weick, 1983; Weick & Pope, 1988). Strengths-based case management
combines a focus on client strengths and self-direction with three other
principles: (1) promoting the use of informal helping networks, (2) offer-
ing assertive community involvement by case managers, and (3) empha-
sizing the relationship between client and case manager (Brun & Rapp,
2001). The wHEALTH team also defined four core values to theoretically
and philosophically ground the development and implementation of the
intervention, as well as the ongoing work of the research team, including:
(1) Operating from an anti-oppressive framework; (2) Harm reduction;
(3) Women-centred and inclusiveness; and (4) Sex positive.

Finally, the wHEALTH intervention was delivered by WLWH; together
the client and peer case manager assessed and prioritized issues and
strengths related to daily living; housing; financial supports; social sup-
ports and relationships; vocation, employment and education; leisure and
meaningful activities, etc. The philosophy behind, and steps to deliver, the
wHEALTH peer case management intervention have been summarized
in a manual (Carvalhal, Caswell, Ion, Kwaramba, & Mwalwanda, 2010).

Methods

From June 2008 to August 2010, WLWH who were 18-years or older were
recruited through Voices of Positive Women; other HIV/AIDS service
organizations (ASOs) located in Toronto, Hamilton and surrounding
areas; and a regional outpatient clinic where women receive HIV care.
Recruitment flyers were posted and distributed at ASOs and the out-
patient HIV clinic and individuals were directed to the Research Coordi-
nator. Women were also proactively told about the study by their clinician
and were connected to the Research Coordinator as they attended rou-
tine appointments at the outpatient HIV clinic.

Participants were randomized to receive either: (1) peer case
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management (PCM): 12 bi-weekly, one-hour, individual sessions with
a trained peer delivered over six months; or (2) support from existing
community-based programs: participants would establish or maintain a
connection with their local ASO, in particular Voices of Positive Women,
and engage in health promotion activities, group sessions, meetings with
community-based support workers, etc. for a total of 12 contacts (also
referred to as standard care). All participants completed surveys at base-
line, end of intervention (six months) and three months post-interven-
tion (nine months) assessing socio-demographic characteristics, quality of
life, depression, social support, coping, and satisfaction. The quantitative
data is beyond the scope of this paper.

A decision was made by Voices of Positive Women to close the organ-
ization in August 2010 after an independent organizational review,
which affected our ability to compare wHEALTH to standard care. Fol-
lowing preliminary data analysis, and considering our ethical respons-
ibility to ensure women had access to peer support, our team decided
to assign women recruited from August 2010 to April 2011 to peer case
management.

In line with our community-based research approach, WLWH who were
interested in delivering PCM were invited to apply and hired. The part-
time employment opportunity was promoted at ASOs and the outpatient
HIV clinic. Qualified applicants had demonstrable knowledge and experi-
ence with case management and,/or peer support, as well as knowledge of
community resources through personal and/or professional experiences
in employment and/or volunteer capacities. Applicants also had to dem-
onstrate strong self-directed and problem-solving skills as they would be
working independently with participants. Seven women applied and were
interviewed and five were hired and trained. Peer case managers completed
seven days of training to strengthen their understanding of WHEALTH. All
team members developed the content and facilitated a component of the
training. Peer case managers worked between three and 10 hours per week,
depending on the number of clients and project activities.

Matching peer case managers with participants was based on the city of
enrolment (Toronto vs. Hamilton) and availability (e.g. daytime vs. even-
ings/weekend sessions). Sessions were held in a space where both women
felt comfortable (e.g. HIV clinic, coffee shop, park bench, walking trail).
The study received approval from the McMaster University Research Ethics
Board, and all participants provided written, informed consent.

Qualitative Data Collection

The qualitative component of the study focused on understanding
women’s experiences with PCM. From April 2009 to July 2010, the first
17 PCM participants were invited to participate in a semi-structured inter-
view. Interview participants were selected consecutively as they completed
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50 % of their 12 PCM sessions from the overall participant pool. Although
interview participants represented 14 % of women enrolled in wHEALTH,
and 21 % of participants in PCM, interview recruitment ended after 17
interviews due to saturation of emerging themes. Semi-structured inter-
views conducted by the Research Coordinator were organized around
an interview guide while enabling flexibility in participant engagement
(Fontana & Frey, 2000). All interviews were recorded and transcribed
verbatim, and underwent thematic analysis. Three team members iden-
tified the pattern of experience within each transcript, identified data
that related to a specific pattern amongst the transcripts, and coded the
patterns into sub-themes “bringing together components or fragments
of ideas or experiences” (Leininger, 1985, p. 60). Thematic analysis was
followed by reflexive debriefing, where themes were discussed amongst
multiple members of the research team (Creswell & Miller, 2000).

Findings
Participants

Atotal of 121 WLWH consented to participate in wHEALTH; 84 were ran-
domized (43 participants worked with peer case managers, the remain-
ing 41 received standard care). After the closure of Voices of Positive
Women, an additional 37 women were recruited and assigned to peer
case managers. T-test and chi-square tests were conducted to assess dif-
ferences between the PCM and standard care groups for continuous and
categorical demographic variables, respectively. There were no significant
differences between PCM (7 = 80; includes 17 interview participants) and
standard care (n = 41) study groups with regard to age, place of origin,
ethnicity, immigration status, time spent in Canada, first language, and
site of enrolment.

The median age of interview participants was 47, ranging from 27 to
52 years of age. Most women (7 = 10) were Canadian-born; five origin-
ated from an African country and two were from a Caribbean country.
Ten women identified as Caucasian and seven identified as Black. The
majority were Canadian citizens (n = 12) followed by refugee claimants
(n=>5). One participant identified as a Trans woman. Many women had
graduated from, or completed some, college or university (n=11), how-
ever, six were on long-term disability. Almost half (n = 8) had used the
services of an ASO; three were new users within one year, while five had
accessed ASOs for more than a year; nine women had never accessed
support from an ASO. Demographic characteristics of interview partici-
pants were similar to the demographic characteristics of the overall study
cohort. Interviews with PCM participants highlighted three broad themes
including: barriers to accessing support, the benefits of PCM, and how
women interpret the term “peer” in PCM.
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1. Barriers to Accessing Support
a) Limited Women-Specific Programming

1 didn’t know what was there for me ... so I just figured OK, I have to try
to go through this on my own because there is nothing for us.

Eight women had sought HIV support through ASOs prior to partici-
pating in wHEALTH, whereas nine had never reached out to communi-
ty-based HIV services. All participants did not see themselves reflected in
community-based services and shared the perspective there was a lack of
women-specific programing, support, and web-based resources. As one
participant shared: “Getting help as a woman ... there wasn’t much. It seemed
to be all geared to men, bul, unfortunately, women and children get it too.” This
woman was interested in receiving emotional support and her ASO was
not helpful in meeting this need. PCM participants echoed WLWH in the
Midwestern U.S., citing a lack of resources and support groups specifi-
cally directed towards women’s issues, as well as discomfort in discussing
sexual, emotional, and biological issues unique to women in mixed-sex
groups (Peterson, 2010). Nine participants resided in a mid-sized city, with
one ASO serving a large geographical region with a population of almost
one-million people and one HIV clinic. This highlights the limited num-
ber of services dedicated to PLWH and the perception of insufficient sup-
portservices due to HIV not being a salient, public issue (Peterson, 2010).

The lack of available women-specific services resulted in challenges in
accessing HIV support. Participants said they were uncomfortable going
to ASOs because they were women and required women-specific pro-
grams. As one woman stated:

Twant the [local ASO] to be something that it’s not and how dare I? That’s
arrogant in a way, but I think that it’s a litle bit sad that I don’t feel
comfortable going there ... As an ASO I thought it would be a place where
1 could go to get all the information I want ... I haven’t been welcomed
there, and I'm not sure I can change that.

This woman’s experience highlights her perceived lack of power to
change this gap in service.

In some regions, discomfort in accessing ASOs had overarching con-
sequences for women, including barriers to medical care. For example,
in some cases the only way to obtain a referral to see an HIV specialist
was through a local ASO. However, because of the lack of services avail-
able to women in the ASO, and their subsequent choice not to visit the
ASO, participants experienced barriers to accessing medical care. As one
woman articulated:
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One of the deterrents that I had too was that when I was looking for a
doctor; the doctor that was in [city] would not take anybody unless you
belong to [local ASO]. And then when you look on the internet to see about
[local ASO], to see what they have for women ... it’s all men’s groups.

Barriers to accessing support was linked to gender; participants did not
believe that ASOs aligned with their unique needs and experiences, which
resulted in their feeling excluded.

Challenges to accessing services were exacerbated for a Trans par-
ticipant who shared her experience of being treated like “a medical dis-
covery” by service providers. As a result, she felt excluded from her ASO
citing a lack of sensitivity to her needs as someone who identified as a
Trans woman. Peer case management participants did not see themselves,
or their specific needs reflected in ASO services, which resulted in their
discomfort, isolation, and disconnection from a community (Lichten-
stein, Laska, & Clair, 2002; Peterson, 2010) as well as a feeling of lack of
power to change gaps in services.

b) Stigma and Disclosure

Participants also identified HIV-related stigma as a barrier to accessing
community-based support. Many wHEALTH participants had not dis-
closed their HIV status to anyone beyond their health care team, as one
woman reflected: “Like the stigma is, I'm sorry, it is so big; il is so, so, so big
and that’s why I won’t disclose.”

HIV-stigma and fear of disclosure continue to create barriers for
WLWH to access HIV-specific support (Kako & Dubrosky, 2013; Sande-
lowski, Lambe, & Barroso, 2004) and can result in avoidance of critical
health services (Turan, Miller, Bukusi, Sande, & Cohen, 2008). Disclosure
to friends, family, and health-care providers has been associated with mar-
ginalization, isolation, and social exclusion (Loutfy et al. 2012; Vanable,
Carey, Blair, & Littlewood, 2006). Fear of HIV-related stigma and related
consequences resulted in participants choosing not to disclose their HIV
status, often resulting in women traversing “two groups” of relationships
in their lives:

1 sort of have two groups of people in my life. It’s those that know and
those that don’t, and so a part of me really feels torn up inside because,
um, the people that are closest to me, my oldest, closest friends, my family,
do mot know about my diagnosis ... that’s really hard because I want so
desperately to reach out to them but at the same time, I sort of feel as if I'm
sparing them of, you know, a terrible situation, embarrassment, shame,
and all of that stuff that goes, you know, surrounds being positive.



82 Revue canadienne de service social, volume 32, numéro 1

This sentiment echoes Peterson (2010) where WLWH expressed con-
cerned with the burden they may place on their families through disclo-
sure, both to provide support and to cope with stigma. This also highlights
how fear of disclosure and HIV-related stigma creates consequences and
barriers to accessing both HIV and non-HIV social and medical supports.

Women’s concerns about HIV-related stigma were also present in
the context of receiving support in other settings, where being offered
support did not guarantee respecting their privacy and confidentiality.
For example, when women’s programming was offered, it was com-
monly delivered in a support group with several people, which increased
women’s anxiety about HIV disclosure and the potential for HIV-related
stigma:

Ive done those group things when I was in a shelter ... I really don’t like
sharing with other people ... I think in my situation, and being infected
you know, basically in my little world it’s only me that knows.

This woman’s experience in a shelter confirmed her fear of HIV-re-
lated stigma and criticism of the lack of appropriate support for
WLWH.

Interestingly and perhaps surprisingly, this same anxiety was expressed
in support settings with other WLWH: “T do want sessions, but I don’t want
to disclose, so I am quite honestly terrified of walking into a room where I know
somebody.” Fear of HIV-related stigma and discrimination transcended
both ASOs and broader community services, and this was the experience
of participants regardless of their social location (e.g. age, ethnicity, geo-
graphic region where they reside, or rural vs. urban community). This
highlights the intersection of gender, HIV and stigma, which culminate to
complicate the lives of WLWH across Ontario in accessing and receiving
HIV and non-HIV support services (Jacobs & Kane, 2010). The intersec-
tional model of HIV stigma, where HIV stigma is layered on a foundation
of marginalized social identities and inequities related to sexism, racism
and homo/transphobia, is well documented in the literature (Logie &
al., 2011; Loutfy et al., 2012; Parker & Aggleton, 2003). Taken together,
these intersecting axes of marginalization created particular challenges
for PCM participants to have their support needs met, and left them feel-
ing disconnected and powerless to shift this gap in services.

2. Benefits of PCM
a) Individual Support

Because fear of HIV stigma was a pressing concern, participants articu-
lated a need for a support model that allowed them to not have to disclose
their HIV status to anyone besides the person providing the support. Our
response to this reality was to provide support where WLWH could meet
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one-on-one with other WLWH. The results were positive for participants;
individual support neutralized the trepidation previously experienced in
group settings or when reaching out to community organizations: “I’ve
been diagnosed almost 16 years and this was my first time, so for me, my very
Sirst meeting with [PCM] that day, like I was on air!” Until participating in
PCM, only this woman’s HIV specialist was aware of her HIV status. After
meeting with a peer and opening up dialogue about HIV, this woman felt
a sense of relief. Similar responses have been documented in research
throughout the world, whereby positive disclosure beliefs are associated
with lower perceived stigma, higher self-esteem, and fewer depressive
symptoms (Kako & Dubrosky, 2013; Patel et al., 2012).

Receiving support from another WLWH was also important because
participants felt they would not be judged based on HIV: “I prefer the
one-on-one meeting because I just feel like I can be more myself and say what I
really want from the heart and not have to be worried about being judged.” This
woman’s experience highlights the meaningful and intimate connection
that can be achieved through one-on-one peer support (Marino & al.,
2007). Women indicated talking with other WLWH, whom they believed
understood what they were dealing with, was valuable:

You know exactly what it’s like to be on all these meds; you know exactly
how it feels, the pain, the nausea, the depression sometimes, you know ...
if somebody’s not HIV, they get an idea, they get a sense, but not 100% ...
1t really doesn’t sink in, they’re not there, you know, they’re not the person
living with it ... trust me, it’s different.

For many participants, experiences through PCM were often the first time
they received safe and accessible HIV support without fear of disclosure
and stigma.

Finally, PCM catalyzed motivation for some participants to access
additional supports thereby decreasing social isolation:

I think meeting other people who are case managers and who are also
HIV-positive, who are willing to help you in any problem that you may
encounter; is better and so motivating because I for one, I'm coming from
Africa; HIV in Africa is actually a death sentence. Once you are diag-
nosed with HIV you see yourself dead in two weeks, you actually just get
wasted because of being alone, you don’t have anyone to talk to; it’s just
you and your HIV.

For many women, PCM was critical in supporting them through a period
in their lives when an HIV diagnosis went beyond fears of stigma to include
fears about death and being alone. Having access to PCM was a safe alterna-
tive to other forms of support as it created an opportunity and motivation
to talk about the meaning of the diagnosis and possibilities for the future.
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b) Mentorship

Peer case management enabled WLWH to not only access safe, confi-
dential, and non-judgmental support, but to also think about their own
journeys living with HIV and, from witnessing the longevity and successes
of a peer, realize that many things were possible:

Just the idea of talking to someone who is going through what I'm going
through; just knowing that if I cry somebody knows the pain that I'm going
through. That has been really, really good for me ... if you're not going
through what I'm going through, you really don’t know what I'm going
through ... it’s been the best part [of PCM].

Consequently, peers became mentors and an inspiration for how partic-
ipants could move forward in their lives:

Seeing [PCM], the longevity ... she’s been HIV-positive for 18 years ...
her life has gone on and she’s, you know, doing well ... that’s great. 1
mean to me, it’s a good mentor because of like I said, I have a career and
still function and I don’t want to give it up and she’s showing me that I
don’t have to give it up.

Some women sought advice and/or living strategies from their peer who
had dealt with similar circumstances, which was viewed as mentorship:

1 have very positive results about my worker because she is my mentor; 1
call her my mentor and I believe she, she is there to give me the best so, and
uh, she does this without prejudice ... Most of the times, uh, my mentor
was dealing with the issues I have for the day, how I'm feeling, how my
work is affecting me, how my life is affecting me, how my son is affecting
me, how my health is affecting me. So, all those things, she used to deal
with them accordingly and she used to be very good at addressing them.

Mentorship in PCM enabled many participants to experience a sense of
normalcy in their lives, coupled with hope for the future.

¢) Place and Space

Peer case management enabled WLWH to receive professional and con-
fidential support in informal settings like coffee shops, parks, libraries,
living rooms, and public spaces. As one woman asserted: “It’s not against
the law, you know, to be in an enjoyable space when you are participating.”

The combination of social informality with client-centred profession-
alism was also appreciated: “It’s the idea of hanging out with someone ...
Jor my case I have never had the opportunity to do that.” Peer case manage-
ment recognized and valued the knowledge and skills of the peers and
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acknowledged that their personal, lived, and professional experiences
would shape how support was delivered, accessed, and experienced by
clients, as one woman described: “/She] was very professional and wm, very
confidential, so, she didn’t reveal a whole lot about herself initially and allowed
me to, so she allowed me to take charge.” Women framed it as their right to
access formal, professional and confidential support in an informal and
often public setting, which made PCM more meaningful and fulfilling.

d) Connecting Women to Services

Peer case management reduced barriers to women accessing support by
increasing awareness of and connection to services. One woman, who
was familiar with ASOs in Toronto, found it confusing to know where to
go for services:

T would have never known about those things ... and getting me in touch
with the right people at least I know, who I need to call to get into those
programs, or those services ... It takes a load off your mind because then
you don’t have to sit on the computer and try to look up all the information
yourself, I mean she’s really great in that.

Peer case management enhanced this woman’s understanding of pro-
gram eligibility and connected her with the “right” people; obtaining
accurate and trustworthy information was a relief for this woman and this
enabled her to focus on other aspects of her life.

Through communication and partnership, peers drew from relevant
community resources to resolve clients’ unique needs, resulting in con-
nectedness and improved quality of life:

[1] managed to meet lawyers through her ... people who could help me with some
funds immediately ... people with ... health care and stuff like that. I managed
to get connected to [culturally specific ASOs]... I'm really connected.

For some women, feeling connected went beyond accessing services to a
sense of connectedness to the larger HIV community:

I’'m getting move connected to the HIV community because now I know
1 belong to them. I'm willing to tell them like even if we are positive, let’s
stop looking down on each other; let’s help each other because if we have
some information that I think is useful to you, let me share it with you ...
1 think yeah, I'm connected to my HIV people.

An important aspect of supporting WLWH is to understand how it feels
to be part of a highly stigmatized group, what it means to feel a sense
of belonging, and to receive and provide support from someone with a
shared experience.
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e) Moving Forward

Participants were asked of any noticed changes after participating in peer
case management sessions and responded positively, describing feelings
of hope, empowerment, and transformation: “7 feel that you have brought
me out of the cage, so I really feel free now ... I have learned to stand my ground.
I have learned to advocate for myself.”

Many women described peer case management as a mechanism to
break the chains of silence, guilt, and shame; they felt they were “being
loosened from the bondage thatis ... binding you.” This was often framed
as achieving a sense of normalcy where HIV was no longer the focus in
their lives and attention was shifted to the future:

1 used to feel more sorry for myself ... some days you get up and you know
having a bad day especially with medication, everything you want to
blame on the medication or sickness ... Talking to [peer case manager] ...
some weeks I don’t even remember that I'm HIV ... you just feel like there’s
... S0 much things to live for, so much to do I'm like you can do whatever
you want to do, so you just forget about that and try to move on.

Many women felt acceptance and comfort following their experiences
with peer case management, realizing they could self-determine their
lives and futures.

3. Complicating the Term “Peer” in Peer Case Management

While all participants agreed meeting with another WLWH was a posi-
tive experience, there was disagreement about the meaning of the term
“peer.” Some women agreed: “It doesn’t matter where you come from, you both
have the same thing, ”while others thought other factors, not only HIV, were
important to consider when meeting with a peer. Fifteen participants
preferred to meet with a PLWH for any kind of HIV-related support. Two
participants were indifferent to their peer case managers’ HIV status,
believing having HIV was not imperative to providing support as long as
there was a motivation to assist PLWH and knowledge of HIV resources.
Twelve participants preferred to meet with a woman for support, believ-
ing they could more openly communicate with a woman compared to a
man; participants felt they could relate with women regarding biologi-
cal and medical issues, mothering and caregiving responsibilities, and
establishing a work-life balance as a woman and mother. The remaining
five participants did not feel shared gender was imperative to create a
supportive, meaningful relationship with another PLWH.

Other common threads of class, race, parenting, etc. determined the
nature of connection and partnership in PCM. Moreover, women could
not always be connected to relevant community services through PCM.
For example, the Trans participant expressed connectedness to the Trans
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community as crucial to her mental well-being and a strong desire to meet
with a Transgender peer case manager. Reactions were mixed regarding
shared ethnicity. Nine participants did not require a peer from a similar
cultural background; it was more about getting to know each other as
WLWH: “I guess as long as the chemistry is right and we feel comfortable and I
Jeel comfortable talking to her then, I don’t think it has any relevance.”

Conversely, five participants preferred a peer from a similar cultural
background as they felt it would help to build a connection and draw
them closer:

I know she’s lived in Africa and even though it was a different part of
Africa where I come from, but our culture is kinda the same, we have
similarities, so she really understands some of my background ... how can
you help someone if you don’t know their background?

Three participants were adamant they preferred a peer from a different
culture:

Maybe it is the cultural thing ... my family doesn’t know it, if I talk to
somebody in my culture I'll just feel like “Oh my gosh” somehow it will
kind of go back to my family ... I'm more comfortable with somebody who
doesn’t know my family or doesn’t know my culture.

Meeting with a peer from a different culture raises concerns of confiden-
tiality, disclosure, stigma, and perceived judgment. These mixed reactions
highlight the complexity of defining “peer” in the HIV community, espe-
cially when offering peer support to WLWH. When developing a peer case
management program, one must consider what constitutes “peer identity”
and consider it may not always be HIV-status alone that results in a “good
match.” Peer case management must include flexibility and responsive-
ness that is dependent on the needs of the communities involved.

Discussion

This paper highlights the wHEALTH PCM model as an innovative way
to provide meaningful support to WLWH in Ontario. wHEALTH parti-
cipants highlighted barriers to accessing HIV supports including HIV-re-
lated stigma and their dissatisfaction in relation to limited women-spe-
cific HIV services. Women’s historical experiences of accessing support,
coupled with sub-optimal, women-specific, HIV services resulted in social
isolation and exclusion of supports for WLWH. By providing tailored pro-
graming for women that responds to their unique issues and concerns,
support services for WLWH can be reimagined across Canada (Carter et
al., 2013); delivering women-centred HIV/AIDS services is also an oppor-
tunity to integrate multidisciplinary services to meet the diverse needs of
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WLWH while facilitating meaningful access to culturally sensitive care
(Carter et al., 2013).

Peer case management participants highlighted the need for one-on-
one support, citing past negative experiences with support groups and/
or fear of attending a group where, by virtue of being for WLWH, neces-
sitated HIV disclosure. Women consistently discussed fear of HIV-related
stigma, resulting in a desire to keep their HIV status a secret even amongst
other WLWH. Consequently, without the promise of confidentiality, many
women are prevented from accessing HIV support. Furthermore, even
when HIV-specific supports exist, service models that meet the needs of
WLWH, who are unprepared to discuss the topic of HIV with anyone
beyond their HIV specialist, are lacking.

Through wHEALTH, women not connected to ASOs were able to
receive safe, social support. Numerous benefits of PCM were described
including individual support, mentorship, effectively connecting women
to services, flexibility in place and space where sessions occurred, and
“moving forward.” A key success of PCM was the witnessing of a mentor’s
life—also a woman living with HIV—which renewed optimism amongst
participants about their own futures.

Having women decide when and where support sessions occurred
increased accessibility through PCM. Walking into an identifiable ASO
was in and of itself enough to prevent some women from accessing sup-
port, particularly for women who had not yet come to terms with their
HIV status. Peer case management created an interesting dynamic where
intimate, private support could be received in a public and accessible
location. Peer case management did not have to be available to women in
a particular setting; flexibility to offer PCM anywhere opened the door for
women to access HIV-related support on their terms while avoiding the
fear associated with walking through the doors of an “AIDS” organization.
For many women, this normalized their HIV status.

Finally, participants highlighted how the defining of a “peer” is com-
plicated; only recently has research explored the mutual process of peer
support (Hilfinger-Messias et al.,2009; Marino et al., 2007). People liv-
ing with HIV are not a homogenous community; a peer’s ethnicity, for
example, may take precedence over HIV status. While some participants
were open to meeting with a woman living with HIV regardless of her
background, other women valued shared sociocultural characteristics
because of the possibility of a shared understanding of HIV. Sometimes
defining “peer” intersected with a fear of HIV disclosure within a com-
munity, highlighting how the concept of “peer” must be carefully con-
sidered in a support program.
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Implications for Practice: Addressing HIV-Related Stigma and Decreasing
Barriers to Support Through PCM

HIV-related stigma was a particularly salient theme that complicated
women’s access to HIV supports in wWHEALTH. Stereotypes associated with
HIV have remained unchanged over time and internalization of these ste-
reotypes results in women being blamed for HIV transmission and feeling
stigmatized (Kako & Dubrosky, 2013; Lekas, Siegel, & Schrimshaw, 2006;
Loutfy et al., 2012). HIV-related stigma seeps into other areas of women’s
lives including parenting (Greene et al., 2015; Sandelowski & Barroso,
2003) and when accessing shelter and housing supports (Greene et al.,
2010). Finally, HIV-related stigma is further exacerbated for racialized
women in Canada (Logie, James, Tharao, & Loutfy, 2013; Loutfy et al.,
2012), suggesting that stigmatization is a societal process that reflects
power along existing race and gender hierarchies (Parker & Aggleton,
2003). Peer case management is an opportunity to address factors that
result in barriers to health and social care for WLWH while addressing
HIV-related stigma. At the micro-level, PCM provides individualized sup-
port that is holistic and responsive to women’s unique needs; she sets the
agenda, as well as short and long-term goals through a mutual partnership
with a peer mentor. From a meso-level, through peer support, women
equip themselves with knowledge and confidence to navigate care land-
scapes in their region, streamlining the process to accessing services and
receiving support. Through disclosure and sharing with another woman
living with HIV, women gain confidence and self-esteem to challenge
notions about HIV stereotypes and HIV-related stigma (Kako & Dubrosky,
2013; Patel etal., 2012). Peer case management can strengthen and mobi-
lize communities of WLWH across Ontario to challenge sexism, racism,
and HIV-related stigma and to shift how support is provided to WLWH at
amacro-level. By acting as outreach workers, skills trainers and advocates,
peer case managers are important agents of social change who transcend
micro, meso, and macro levels and help to address personal and societal
issues that affect all WLWH (Albrecht & Peters, 1997).

HIV/AIDS service organizations, HIV clinical services, and program
administrators play an important role in shifting the care landscape for
WLWH. HIV-specific services must integrate policies and practices that
are women-centred (Carter et al., 2013); this is especially important for
ASOs that may be the only HIV service available. As participants high-
lighted, WLWH may not seek support from an ASO if they do not see their
unique needs reflected in programs. HIV/AIDS service organizations can
help to strengthen social support networks for WLWH (Peterson, 2010)
through the provision of women-centred peer support and by considering
the unique concerns women may have regarding privacy, disclosure, and
appropriate peer matching. Strengthening peer support networks does
not lie with ASOs alone; ASOs can join forces with HIV clinics, testing
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centres, public health departments, and other community services that
serve women to collaboratively deliver a regional PCM program. In this
way, WLWH will have various avenues through which they can access
support while respecting their privacy concerns.
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