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High Touch Research: Building Community for Those Living with HIV

Abstract

Participatory action research can be a research methodology that seeks to offer relational processes that
develop high touch research relationships, create co-empowerment, while fostering resiliency and
strength, within the HIV community. The Calgary HIV Social Society (CHSS) in Calgary, Alberta, Canada
co-developed with peer-researchers at Mount Royal University, a progressive form of action-oriented
research that allowed the HIV community to develop and provide social gatherings to reduce the impact
of stigma and isolation. The research project was developed with the community of people living with HIV
to reduce the impact of isolation and stigma. The focus of the research was to better understand how
social gatherings could improve the quality of life for those living with HIV. The action-oriented
methodology allowed for HIV peer-researchers to bring their expertise on what was needed to reduce
stigma and isolation. The HIV social support community created participatory action research processes
that successfully contributed to building an inclusive, community for people living with HIV. This paper will
share the themes that acknowledge the significant impact that a HIV high touch relationship research
community can have for those, who face the barriers of isolation and stigma by increasing community
connection, reducing financial constraints that limit participation, while increasing mental health wellness.
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participatory action research, social gatherings, co-empowerment, HIV, stigma, isolation, high touch
research relationships
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Participatory action research can be a research methodology that seeks to offer
relational processes that develop high touch research relationships, create co-
empowerment, while fostering resiliency and strength, within the HIV
community. The Calgary HIV Social Society (CHSS) in Calgary, Alberta,
Canada co-developed with peer-researchers at Mount Royal University, a
progressive form of action-oriented research that allowed the HIV community
to develop and provide social gatherings to reduce the impact of stigma and
isolation. The research project was developed with the community of people
living with HIV to reduce the impact of isolation and stigma. The focus of the
research was to better understand how social gatherings could improve the
quality of life for those living with HIV. The action-oriented methodology
allowed for HIV peer-researchers to bring their expertise on what was needed
to reduce stigma and isolation. The HIV social support community created
participatory action research processes that successfully contributed to building
an inclusive, community for people living with HIV. This paper will share the
themes that acknowledge the significant impact that a HIV high touch
relationship research community can have for those, who face the barriers of
isolation and stigma by increasing community connection, reducing financial
constraints that limit participation, while increasing mental health wellness.

Keywords: participatory action research, social gatherings, co-empowerment,
HIV, stigma, isolation, high touch research relationships

“Never doubt that a small group of thoughtful, committed citizens can change
the world; indeed, it's the only thing that ever has.” -Margret Mead

HIV is a chronic illness that people live with across their lifespan. Stigma, mental
health, and social isolation are prevalent among a variety of psychosocial issues experienced
by people living with HIV in Canada. Despite significant treatment progress, stigma continues
to impact the quality of life and health outcomes of people living with HIV worldwide
(UNAIDS, 2017). This is also the case locally; in a recent survey conducted with 148 diverse
adults living with HIV, a majority reported recent experiences of stigma and hiding or isolating
from their communities out of fear of these negative experiences (Oliver et al., 2020). HIV
stigma frequently intersects with homophobia, racism, sexism and other forms of



2838 The Qualitative Report 2021

discrimination in shaping the lived experience of people living with HIV in Canada. There
was a gap between lived experience, knowledge translation and community action from the
medical/academic community and the larger HIV community. This gap was understood and
discussed by our team of researchers to ensure that we were providing those living with HIV
safe and respectful social connections that were identified by the participants themselves versus
what the academic researchers thought they needed. The importance of our research highlights
the collective focus on the needs and wants of those who face the stigma and isolation when
living with HIV.

Subsequently, a majority of people living with HIV experience mental health issues
with depression being especially common (Choi et al., 2016). Social isolation is also pervasive
and is closely associated with unstable housing, experiences of violence, and diagnosis with a
mental health condition (Marziali et al., 2020). A recent study in Canada found that these
issues intersect with poverty, trauma, and stress in having a detrimental effect on the health of
people living with HIV (Gibson et al., 2011). Trauma in particular is seen as a syndemic factor
in HIV infection contributing to substance abuse, poor health outcomes, and a low adherence
to medication among people living with HIV (Brezing et al., 2015). Many people living with
HIV seek support for these issues, however care is not available for all and those who identify
as gay, as having low income, or as immigrants to Canada are less likely to access the support
and care they need (Choi et al., 2016).

Despite these challenges, people living with HIV have been at the forefront of the
development of HIV/AIDS service programs. Early demands for self-determination led to the
establishment of the Greater Involvement of People Living with HIV/AIDS (GIPA) principles.
Adopted internationally, the GIPA principles recognize the rights and responsibilities of people
living with HIV including the right to self-determination and participation in decision-making
processes that affect their lives (UNAIDS, 1994). Even with these universal principles many
people living with HIV had little involvement or input in the planning and development of local
HIV care and support programs and there has been a call for more peer involvement in the
development of HIV service programming (Collins et al., 2007; Canadian AIDS Treatment
Information Exchange, 2018).

A More Human Methodology

The CHSS research project began with a shared understanding that HIV lived
experiences and the GIPA principles are foundational to empowering inquiry. Building upon
established social-relational networks, a peer-led, participatory action research project was
conducted to explore the benefits and challenges related to peer-led social gatherings for people
living with HIV in Calgary, Alberta. At the heart of this action research was a respect for the
knowledge of the lived experience within the HIV community and aspirations to engage in
meaningful collaboration, contribute to the well-being of all participants, and support capacity
building within the HIV community itself. Participatory Action Research (PAR) is a method
of inquiry that generates knowledge for the direct purpose of taking action to promote social
change (Freire, 2000). The CHSS research project was a critical inquiry project that began
with the community itself taking action to develop their own not-for-profit status and inviting
in academic researchers to help them explore the benefits of social gatherings.

This invitation from the HIV community to create social gatherings and develop a
research process with MRU researchers about the practice of community development through
praxis (merging research and practice) and collaborative processes including building trust,
creating community action, and developing new knowledge (Kimjin Traver, 2004) allowed for
the HIV peer researchers to better understand how to develop action-oriented research practices
that would contribute to community building. According to Bradbury (2015), there are two
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objectives of PAR: to produce knowledge and action directly useful to a group of people, and
to empower people at a deeper level by developing the process of co-researching and co-
construction to build capacity in the community. This participatory action project was closely
aligned with the principles of PAR in that it sought to empower participants and build on the
social capital that already existed within the HIV community and develop lived experience
understandings through critical inquiry with community members. The PAR approach
encompassed a rigorous step-by-step framework in order to build trusting relationships with
the community and develop sound academic processes in order to create new knowledge for
the community from all of the substantial inquiry and action taken.

This shared approach was characterized by the values of participatory inquiry including
a focus on respectful dialogue, relational learning, ethics, and power sharing strategies
(Wallerstein et al., 2017). Subsequently planning, analysis, review, and meaning making of
the data was undertaken jointly by lived experience community members and researchers. The
participants living with HIV, who engaged the social gatherings were identified by the peer
researchers through a snowball sampling process. The community members were adults living
with HIV and included the intersectionality of diverse gender identity, social location, race,
ability and duration of living with HIV. Many community members were facing financial
barriers, racial discrimination, trans and homophobia as well as living with a differing health
ability and had experience health inequity because of the intersectionality of social location
and living with HIV (Kaufman, 2005).

The benefits of participatory inquiry to participants and community members include
increased collaboration, integration of HIV community-led knowledge, development of action-
oriented processes that decrease social barriers, and leadership that can support HIV
community-led social-support models of care (Flicker et al., 2008). The co-researchers were
formal leaders in their social gathering community and were the people who contacted the
participants and facilitated the social gatherings, while being supported by their partners that
were academic community-based researchers. The process of developing the steps for the PAR
methodology was done at two different meetings on the MRU campus and through various
phone and email communications that included a clearly delineated series of steps and
responsibilities. These co-navigated steps were foundational to the requirements of a PAR
methodology that seeks to develop shared power relationships that co-empower the community
that it collaboratively seeks to work with (Baum et al., 2006).

Steps taken were identified as: who would write the funding and ethics proposals, how
would the social gatherings be structured, how and who would contact the community
members, how would the lived experience data be gathered and who would review the data
and disseminate it? The steps were reviewed at follow-up meetings that eventually had to be
moved on-line due to COVID-19. Within this process of inquiry, PAR bridges relational
practices and rigorous science-in-action approaches (Fals-Borda & Rahman, 1991). The action
points were thoroughly discussed, deadlines adjusted based on the needs of the lived experience
peer researchers, while timelines were still meet under the pressure of combining academic
expectations and lived experience emotional burdens. The high volume, low touch approach
of scientific academic research was replaced with a high relationship development and lower
academic pressure out-put that ensured the HIV community peer-researchers were ready and
safe in the research process.

Methods: Social Gatherings and Focus Groups
This project of inquiry was a collaborative partnership between academic researchers

and the Calgary HIV Social Society, which is a community of committed persons that live with
HIV. The Calgary HIV Social Society was developed through a series of conversations that
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began with HIV peers talking about the need for there to be a social format that would allow
persons living with HIV to come together. Some of the peer researchers that were living with
HIV had been peer facilitators in another peer-support program that originated from Dr. Millers
original PhD. research on the benefit of peer-support for sero-discordant couples living with
HIV in Calgary, Alberta. The peer-support group was fully viable in the HIV community as it
was now funded and managed through HIV Community Link. The original group of peer
researchers living with HIV contacted Dr. Miller to discuss their ideas about wanting to develop
a peer-driven, social format, peer-facilitated gathering process for the HIVV community. The
HIV community sought direction from Dr. Miller on how to start the process of developing the
research and funding options. Through many more conversations a decision was made by the
community to develop their own not-for-profit agency that would allow them to self-regulate
their process which they then called the Calgary HIV Social Society. They envisioned their
social gatherings to be less formal, while challenging barriers such as lack of finances for
participants to come to social activities in order to reduce isolation and the paperwork that
caused the other community peer-support program to be less accessible and desirable for
persons living with HIV.

Dr. Miller contacted Dr. Oliver about funding options at MRU and all members of the
collaborative research team meet in the spring of 2019 to develop a formal plan of action. The
participatory action research methodology allowed for the community members that live with
HIV to be co-participants in the research and while contributing to the overall development of
capacity within their community. Once the research team was established it met to develop
reciprocal relationships, discuss project methodology, and build a rigorous process in order to
implement the research. Ethics approval was obtained from the Mount Royal University
Human Research Ethics Board. The ethics approval was a significant experience for the peer-
researchers as it validated their voices and that their lived experience would then become the
narrative medication that could support others in the community to live well with HIV.

Ten monthly social gatherings for people living with HIV were organized by the co-
researchers from the CHSS. The social gatherings were designed to encourage peer support,
reduce stigma, increase relational understanding, and identify strategies to reduce isolation.
These monthly meetings consisted of 2-hour gathering that involved social-recreational
activities facilitated by the co-researchers from CHSS. Each month a different activity and
location was decided upon with input from participants. There was no cost to attend the social
gatherings for participants. Travel expenses and refreshments were provided by the CHSS at
each gathering. Each participant was given a Walmart gift card that was valued at $20.00 for
their participation. The social gatherings were well attended by a broad diversity of people
living with HIV. In total, 64 people attended and were representative of the HIV community
in Alberta which has disproportionately affected women and gay or bisexual men (Siemienuk
et al., 2013). The majority of the participants were male-identified persons and co-identified
as being gay or transsexual. Their observed age would be in the 40 years plus. This intimate
personal information was not required of the participants in order to reduce the impact of the
medical economic world in which personal data is always taken before people can be helped.
Many of the participants were facing financial barriers as they described not having to pay for
the social gatherings as a significant benefit to their current financial situation.

After the social gatherings were complete, all participants were invited to a focus group
to discuss their perspectives and experiences of the social gatherings. The focus groups were
co-facilitated by co-researchers from the CHSS, who asked participants questions about the
benefits and challenges associated with attending the social gatherings. Participants provided
informed consent and participated in the focus group which were audiotaped and transcribed.
All members of the research team participated in the data analysis which involved reviewing
transcripts individually and meeting to discuss emerging findings. These analysis meetings
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continued for approximately six months, with one meeting a month attended by various
members of the research group depending on their schedules. Participant’s responses were
summarized and organized into several themes which describe the impact of the social
gatherings. The theme’s will be thoroughly explored in a separate paper that will discuss the
importance of understanding the lived experience data and narrative medicine that would
provide a profound understanding of the positive impact of the social gatherings. The writers
of this paper wanted to focus on the PAR methodology in order to help others interested in this
type of research process better understanding of what it means to co-create a PAR
methodology, within the HIV community.

High Touch Relationship versus High Volume Research

In order to reduce the impact of commodification of the overall research project the
researchers and writers of this paper have chosen to briefly outline the main themes that arose
from the focus groups. The in-depth understandings are currently being thoroughly developed
within the safety of the high touch peer researcher relationships that best support the review of
this information. This brief overview of the understandings from the social gatherings gives
the readers of this information insight into how high touch and lower volume research can
provide insight into how social relationships can reduce health inequality (Liberzon & Abelson,
2016; Sayed et al., 2015). The social gatherings created a different atmosphere for the
participants to be a part of. The relationships that were developed between the peer-researchers
and the HIV community participants became the agent of social change. These relationships
in the community framed the experiences that were organized by the peer coordinators as many
of the social gatherings included taking participants into nature or learning a new activity.
Attending functions in different locations helped to get the participants motivated to meet new
people and fight stigma and discrimination around HIV. Many people living with HIV
experience stigma and discrimination (Peretti-Watel, 2007). Developing a community of like-
minded people that live with HIV can make a positive impact in reducing the impact of bias,
discrimination and the oppression that marginalizes people that live with HIV. It also provided
an opportunity for peer coordinators to lead by example, as successful role models or
mentorship for inspiration and to be agents of change through the high touch relationships that
they provided to the community.

Getting out of the house, connecting with people and having a great time was part of
CHSS’s vision for their social gatherings. The whole idea of creating the social gatherings was
motivating for members of the peer-researcher community and the participants that wanted to
be a part of the social gatherings. Speaking freely with others, without being judged and being
yourself was a main experience within the social gathering processes. Being in the society
allowed for experiences related to feeling happy, having family type experiences, developing
friendships and seeing the benefit of being involved within the HIV community. CHSS peer
researchers went the extra mile by excepting everyone that wanted to participate no matter
what.

Isolation Versus Connective Relationships

There has been a significant sense of belonging for participants that engaged the social
gatherings. For some it was there first time gathering in the HIV community and for others, it
was not. Many participants awaited the gatherings as they wanted to get away from clinical
settings. The participants wanted to get outside of the healthcare system and community
agencies that bind them to their HIV care. The idea of fellowship and gathering brought people
into a relational dynamic that created a lasting emotional experience for many weeks after the
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event. This relational impact could have lasting neurobiological changes that would reduce the
traumatic experience of being discriminated against and being alone (van der Kolk, 2014; Perry
& Winfrey, 2021). Some participants found that being invited to the gatherings by the peer-
researchers allowed them to feel valued and important.

One participant identified that he was extremely isolated. He clearly identified that “I
normally would not go out at all” (male participant). The gatherings became his way of
socializing with peers, even though he did not talk a lot, he felt like he belonged. Some
gatherings were outdoors which for some participants in the gatherings was empowering as
they had not had the chance or were too isolated to be in nature with others. This preplanned
experience offered them a location to gather, transportation when needed, opportunities to walk
around with people or on their own and exploring venues in Calgary and surrounding area that
would be safe, adventurous, and engaging. The diversity of participants was a surprize for
some. There was a significant intersectionality of class, diverse gender orientation, age, ability,
and many other visible and invisible differences.

One community participant pondered how diverse the participants were in relation to
the various social gatherings that he attended. He said, “it was interesting to see to people
outside of my social group. It was an eye opener to see the people, who came together” (male
participant). The mixing of people and experiences decreased the significance of isolation that
many people might feel in their lived experience of living with HIV. Due to the social stigma
that many persons experience, they might not engage social experiences that would normally
have them engaging with their peers in the community, their workplaces and other social
experiences that would help them develop strong social networks.

Mental Health and the Lived Experience

Many members described living with mental health concerns such as generalized
anxiety, social anxiety, and depression. They experienced such vulnerability when talking
about these topics. The focus groups were both a supportive environment to talk through their
experiences of being a part of the gatherings, while also evoking a lot of anxiety as they talked
in front of their living with HIV peers. The community participants identified many barriers
in relation to experiencing anxiety and depression. One participant discussed how he was
extremely impacted by his mental health condition and discussed how he” was afraid to leave
the house, due to the anxiety he felt” (male participant).

Another community participant discussed how he would not have come to the
gatherings if the peer-researcher had not been positively persistent about his coming to the
social gatherings. The participant said that “if it was not for one of the peer-facilitators, they
would not have come to the gatherings as she (the peer-researcher) was always contacting with
them to make sure they were okay to come” (male participant). Follow-up support was
important to recognize subtle behaviors, where individuals were not engaged fully in the
activities or under stress. For example, certain individuals may have left the group events, due
to their anxieties (or perceived stressors) and a peer-researcher would follow up. More frequent
checking “in” by peer-researchers with participants before, during and after events to ensure
fuller participation or discovery of any issues became part of the protocols for running a
successful social gathering within high touch relationships.

Mental illness has become a co-morbid experience that many people living with HIV
experience as a daily burden (Remien et al., 2019). Participants in the social gatherings
identified mental health as burdening them as they tried to navigate the experience of living
with HIV and the lived experience of living in a world in which they faced oppression, financial
pressures, medical uncertainties, social isolation, and a plethora of other lived experience
burdens. The benefit of discussing the burden of mental health within the focus group became
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a significant contribution for many members that attended the social gatherings. There was a
common thread of experience that brought forth the risk of attending the social gatherings,
while anxiety and depression prevented them from wanting to enter into social venues as it
could be too stressful.

Though the social gatherings did not have a mental health focus, the focus group
dialogues brought forth the positive protective factors that the social experiences had given to
the gathering members. This high touch relational approach and low volume research would
provide the foundational work for trauma-informed practice and the reduction of health
inequalities for this population group (Miller, 2019). The commonality of mental health
experiences that would be lifted by knowing that they were not alone and that the peer-
researchers would contact them multiple times to let them know they were welcomed seemed
to provide a significant relief of emotional pressure. Many participants identified that they
would not have automatically participated in the social gatherings or focus groups if it had not
been for the peer-researchers. A significant number of participants discussed how they felt that
“they mattered” (multiple female and male participants) which reinstates the importance of a
high touch relational approach which emphasizes the importance of the relationship above all
else.

Discrimination and its Impact on the Lived Experience

Many community participants discussed “how CHSS gave them a safe place where they
could talk about their lived experience and not face judgement like they do with family and
friends” (female and male participants). Members highlighted how there was no judgement by
the peer-facilitators as they live with HIV as well. A deep sense of safeness emerged in the
discussions around the participants feeling that the peer-facilitators were able to understand
what they were going through as they all live with HIV. The emotional labour that was provided
by the peer-researchers for the community was a significant part of the building of safety and
trust in the relationships, with the HIV community participants.

In many ways the acceptance within the community formed the foundation for trauma-
informed practice, which sought to provide safe spaces and safe relationships for those who
might not feel included in society, due to stigma and discrimination. The peer-facilitators
became important peer social support leaders, who sought to connect with the participants.
They formed safe relationships that brought the participants through the fear of rejection.
These social-relational dynamics would keep the lifeline of connection for the social gathering
participants.

A few community members discussed how they felt discriminated on a daily basis in
society. The CHSS gatherings gave them a safe space to form friendships and enjoy some
normal outings with others. Leaving behind the stigma and discrimination that comes with
living with HIV in discriminatory society. The act of relationship would bridge them through
the isolation. The relationships would also bring them into new experiences that would allow
them connection with others, similar feelings were shared with someone in the group, who
would understand.

What Are the Inherent Barriers in the Lived Experience of Living with HIV?

Some of the barriers identified by the participants were that people were afraid to come
out due to social anxiety, they were afraid to talk in front of people, crowds were frightening
for many of them, there was a significant collective concern about being discriminated against,
a risk of knowing someone and not knowing anyone and many concerns regarding bringing a
family member, partner and or more additional paperwork in order to bring a loved one. The
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other concern that was commonly identified by the participants was the issue of financial
barriers in relation to travel, cost of attending and fear that they could not attend if they could
not afford to travel or pay for activities.

All of the barriers were successfully addressed by the CHSS peer-researchers, who
developed protocol that allowed them to contact members before each activity to assure them
of location and that all costs were paid including having bus tickets available or a rented vehicle
if the activities were outside the city limits. All site locations that were chosen in the city of
Calgary for the shared activities were located by a bus route in order to facilitate easy access
for the live experience participants. The peer-researchers provided emotional support and
fellowship in their high touch relationships as they contacted all participants multiple times in
order to reduce anticipatory anxiety prior to the events. At each event lived experience
participants were given a number in order to protect their identity. The participants were asked
to use the numbers when identifying themselves with each other. Participants were grateful to
not have to disclose their personal identity and in time some did use their names which was a
choice that they got to make versus the research process making that choice for them.

The peer-researchers spend time talking with each participant in order to reduce
anxiety, isolation and stigma issues. They would check-in and make sure that lived experience
participants did have access to numbers for community resources, if they were living with
isolation, financial barriers or any other concerns that they were willing to talk about. Lastly,
if the events were later in the day all members were encouraged to co-share their travel
experience in order to make sure that no one was going home on their own, specific to safety
concerns.

Economic Stewardship vs Medical Economics

The reduction of the financial costs was substantial and provided a lot of emotional
relief for the social participants. The financial barrier reduction was due to the funding
providing by Mount Royal University (MRU), Faculty of Health, Community and Education
which provided $7850.00 to the first phase of the research project. For the second phase of the
research project, which is currently still being facilitated, the research project was given a
second research grant of $5000.00 by MRU. The money provided through the funding was
meticulously accounted for by the peer researchers and the MRU researchers. It allowed the
participants to benefit from the social gatherings at no cost to themselves. The participants
themselves did receive a small stipend that recognized the participation and time that they gave
to the gatherings and focus groups. The overall positive impact of psychosocial outcomes for
people living with HIV is enhanced by peer-support (Dennis, 2003; Peterson et al., 2012) and
the reduction of financial barriers allowed the community benefit from the social support
(Greer & Buxton, 2016).

Peer support shows significant positive impact for people living with HIV including,
increased emotional well-being and medical outcomes (Dennis et al., 2009; Funck-Brentano et
al., 2005). The peer-researchers were given a full stipend for their expertise and contribution
of work towards the development of the social gatherings, the actual work of attending and
supporting their peers to attend as well as follow-up administrative and financial record keeping
that was required for the funding from MRU. The importance of financial compensation,
aligning with the financial requirements of MRU were critically evaluated and implemented in
the best interest of the peer-researchers (Ibafiez-Carrasco et al., 2019). The peer-researchers
were grateful for the financial generosity of MRU as it allowed them to feel valued in their
contributions to their community.

The record keeping and administration requirements also created a significant amount
of mental stress as for some peer-researchers. For the peer-researchers the requirements of
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being responsible to the university seemed daunting and overwhelming at times. The
responsibility that peer-researchers carry can be exhausting and needs to be recognized by
university partnerships (Ibafiez-Carrasco et al., 2019). The settings for the gatherings were
diverse and inclusive, the social situations were within various settings in and around the city
of Calgary. This diversity of settings allowed participants to experience their city, while also
recognizing that some members would only choose certain locations, due to having fears and
uncertainties about some activities, their locations or other people that might be at certain
experiences.

Acceptance and Knowing that “WE” Matter

Many community members were finding new ways to talk about their feelings in
relation to their lived experience. For some community members living with HIV is not talked
about in their cultural community, with their families and/or with friends. One participant was
able to sort through how much appreciation he had in relation to be accepted as a person living
with HIV. He said, “I feel grateful that I was able to come and not worry about my status”
(participant).

There was a common theme for participants that being able to attend the gatherings and
not worry about their status and/or people judging them helped them feel less stressed, more
included and valued as a member of society. This trauma-informed practice of developing high
touch relationships would foster the ongoing sense of community that participants would
identify as being key to all relational interactions. The experience of not worrying about people
knowing their status was important in order to help participants feel like they belonged in their
community. The idea that other members at the social gathering also lived with a HIV positive
experience created a new sense of freedom from the discrimination that many experienced on
a daily basis.

Some participants had been living with HIV across the lifespan which could include
many years of lived experience. Some were newly diagnosed, and some were living with for
most of their lives. Participants felt accepted as being long-term survivors or those, who were
newly diagnosed or those who had lived with for a shorter period of time. The gatherings were
socially focused which allowed for people to be active participants in the activities that were a
part of the gatherings.

Understandings that Provide Narrative Medication

Future social gatherings would look to understand the barriers that those who did not
come out might be experiencing. There was a gap in academic and community-based practice
prior to the research project of what was known about creating a social gathering versus a peer
support, community-based research project. The space in the research was where the CHSS
peer researchers sought to better understand how the social gatherings would become the
catalyst for relational-social change that could create barrier-free social gatherings, increased
emotional wellness and decrease stigma and isolation for HIV community members.

The limitations for people living with HIV and not being invited could be embedded in
oppression that would relate to their not having access to communication technology such as a
computer, phone or being extremely marginalized from the HIV community as a whole became
a significant understanding. This limitation was addressed as adequately as possible, during
the research by offering high touch relationships versus high volume research tactics such as
quantitative data expectations that include numbers and percentages. Moving away from data
driven outcomes that justify research dollars and commodify the process of community-based
research projects such as this one. The peer researchers were agents of social change as they



2846 The Qualitative Report 2021

advocated for the importance of high touch relationships and the stewardship that was needed
to find community participants that might not be engaged in any sort of support service. There
might be people living with HIV that felt that they would not be accepted and did not answer
the advertisement that was in the community that offered a location, time and contact for the
group. This act of seeking to find those, who might not be represented was important for the
overall community. The peer-researchers sought to identify if they had done enough to find
marginalized members that were not as visible in the community.

The focus groups brought significant narrative understanding about the positive impact
that the social gatherings could have for the HIV community members and the peer-researchers
themselves. The social narrative that was created during the social gatherings continued to be
talked about in the focus groups. The increase in feeling like they belonged, they mattered and
that they were a part of a community of people living with HIV and seeking to live well. This
information is extremely important not just for the HIV community but for those who seek to
help them, support them and advocate for better services, barrier free services and a just and
non-discriminatory world.

The final results of the focus groups will be shared in future papers as they carry the
lived experience wisdom that was gathered through the focus group format. The privilege of
this information is being held by the peer and academic researchers in high touch relationships
that protect the practice of its understanding in a safe and non-commaodified way. The research
team and the HIVV community have enjoyed the privilege of writing this first paper for their
audiences understanding and value the time that the editors and readers will give to supporting
and valuing its understandings.
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