PICTURING
PARTICIPATION
EXPLORING ENGAGEMENT
IN HIV SERVICE PROVISION,
PROGRAMMING AND CARE

“I love seeing the candle not lit, but there’s
times when I like to see the candle lit,
because I know that person isn’t suffering
anymore” – CASEY HOUSE CLIENT
This report is dedicated to all those we have lost in this project,
in our families, and in our communities.
PROJECT DESCRIPTION
PICTURING PARTICIPATION is a community-based participatory research project that uses photography
and other creative mediums to reflect on the meanings of engagement in the HIV sector. We are a team
of community members, researchers, and service providers that partnered with three local organizations
to do this work.
The principles Nothing About Us, Without Us and the Greater Involvement of People Living with
HIV/AIDS stress the importance of meaningful inclusion of those living with, and most impacted by,
HIV in all aspects of the HIV response. We wanted to document how these principles were being
understood and operationalized in diverse community settings: a youth-led HIV prevention and harm
reduction program, an AIDS service organization, and a community-based HIV hospital.
Over a period of 10 months, we held 20 interactive workshops (and 17 interviews) with 36 clients,
participants, peer workers, volunteers (with lived experience) and staff members at three organizations.
We gave everyone a camera and asked them to take pictures that answered the question: what does
engagement mean to you?
Together, we visually represented, discussed, and analyzed how we understood engagement, and what
it looks like in practice at three different sites. Engagement was broadly defined – from participating
in programs; to influencing decision-making (within an organization, a program, or in one’s care);
to co-leading programs or services.

We organized our key findings into seven themes identified here:
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DIFFERENCE

GRIEF, LOSS
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NON-PARTICIPATION

This report has been designed to help communities think more deeply about how to support and
foster diverse forms of engagement for HIV programs and community-based organizations. We share
representative photographs and quotes to help illustrate themes and inspire conversation.
Names in report were chosen by participants; many are pseudonyms.

SITES

Casey House is Canada’s first and only stand-alone hospital for people living with HIV/AIDS. Casey House
opened its doors to clients in 1988 in a house on Huntley street. In the Spring of 2017, Casey House
moved into a modern new facility and expanded its services. Casey House continues to provide a continuum
of care to those living with HIV. It offers 14-sub acute care beds, a day health program, and community
outreach for people living with HIV.

Empower – a program at Parkdale Queen West Community Health Centre (PQWCHC), is a youth-led
HIV prevention, sexual health and harm reduction program that uses the arts to train diverse youth to
develop and deliver educational workshops in their own communities. As a partnership between PQWCHC
and Gendering Adolescent AIDS Prevention (New College, University of Toronto) Empower was in operation
from 2010-2016, and complemented other agency programs such as harm reduction supply distribution,
HCV programming for people who use drugs, and street and party outreach.

Toronto People With AIDS Foundation (PWA) is the largest direct support service provider for people living
with HIV/AIDS in Canada serving men, transmen, transwomen and women living with HIV/AIDS in Toronto.
Its mission is to engage people living with HIV/AIDS in enhancing their health and well-being through
practical and therapeutic support services and broader social change, and to inspire them to live into their
dreams and discoveries. Founded by people living with HIV, PWA has a long-standing history of engaging
people living with HIV/AIDS in all facets of the organization, including its volunteer program which includes
over 100 volunteers who give their time and expertise each week.
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NON-PARTICIPATION:
Sometimes people don’t want to, or can’t participate. Participants told us about: choosing to actively not participate as a form
of self-determination; taking distance to heal or attend to one’s physical or mental health needs; and the dangers of burn out.
For many community members actively involved in peer leadership roles, they must carry multiple burdens, such as working
with limited resources while also dealing with personal exhaustion and the weight of structural barriers. For others, just
getting up and out the door when dealing with physical and mental health can be a large struggle.

“

In terms of my own position as a trans woman, and also a woman of colour, there are so many rich
stories, rich narratives that aren’t told …. Sometimes I feel burnt out because I feel like a lot of pressure
is on me, to deal with issues that have existed longer than I have.

”

– EMPOWER PARTICIPANT

“

Just you know [the bench] was kind of away from the building, away from the nurses wherever anybody who was
just trying to help. At that time, you are like ‘ha, I just wanna get away’.

”

– CASEY HOUSE CLIENT

people need to be left alone to really determine things for themselves and
“ Sometimes
develop an understanding of what their needs are before being around other folks, so like
that’s a way of supporting a person, by giving them some space. Fall back.
”
– EMPOWER MENTOR

“ We rely on you, but do we not rely on you individually.”

– PWA VOLUNTEER (ON THE IMPORTANCE OF TAKING BREAKS OR TIME AWAY)
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QUESTIONS TO CONSIDER:
1) Community engagement models often focus on levels of active participation. How might your
organization reframe the ways it looks at non-participation? Are there ways to create more fluid
entry and exit points for meaningful participation to accommodate people’s interests, and/or
mental and physical health needs?
2) For many communities, self-care must go beyond having a hot bath or cup of tea. Given the
weight of structural barriers and systemic oppression, how do organizations better support peer
workers and volunteers who may experience symptoms of burn out?
3) How might the idea of non-participation help us center principles of autonomy and
self-determination in peer-led programs? Or lead to more sustainable, equitable,
and accessible programs or services?

For more photos and narratives
(by theme), please visit:
https://pictureparticipation.wixsite.com/gallery
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The Different Types of Plants
– Josh
I chose this photo because I liked the way it looked. First
of all because the plants are so well collaborated
together. It reminds me of a garden my mother once
had. I liked the different colours and shapes of all the
plants. In terms of Harm Reduction and youth
engagement it personally relates to me. When I'm angry
I try to go to a place where I can be one with nature. It
calms me down being in the silence of nature and just
hearing all the different sounds of nature. I sometimes
meditate in a forest without my shoes on to calm me
down when I am angry.

© All rights reserved. Picturing Participation (2017). Material cannot be adapted without explicit written consent from lead author.

Seeds of our Labor
- Buttercup
As an advocate that is committed to raising awareness to
issues that impact marginalized youth; my understanding
of engagement would be incomplete if I didn't think
about the people who are actively working towards
social change. I thought about some of the personal
challenges. Like a rose that is so beautiful and vibrant in
the beginning. As time progresses, without proper care
and without being grounded, it wilts. The wilting
resonates with my feelings of being burnt out; feelings of
distress and agony that often comes along with doing
this community work and challenging social norms.
Ideally we need sustainable supports so folks do not
become burnt out and can continue to work
progressively in HIV prevention, sexual health and harm
reduction programs.
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Orchids
- Chris
"When all the numbers swim together
And all the shadows settle
When doors forced open shut again
A flytrap and a petal
My eyes burn and claws rush to fill them
And in the morning, after the night
I fall in love with the light
It is so clear, I realize
That here at last I have my eyes"
- The Orchids, by Psychic TV
The first five lines of selected lyrics depict imagery of the night and closed
doors that relate to my experience of disengagement: depression and
alienation, no purpose. The last four lines of these lyrics, morning,
realization and vision, like the flowers in my photograph, are relevant to
development, opportunities and the positive impact of community
engagement on my overall wellbeing.
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Growth
- Lydia
Seeds drop into an empty pot.
Left and forgotten. Dry and cold.
Panicking while being transported.
Temperatures changing and severe.
Mist of water, warm light, and the cold
window pane.
Wait...
Sprout. Quickly growing, when left in peace.
Given food and light.
Respectfully left on its own.
And given time to settle.
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My Journey Starts Here
-Graham
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The Commitment
- Shona
For most of us, half the battle is
getting there. We all have good
intentions for our health but making
the commitment to 'show up' for our
minds and bodies sometimes proves
to be the hardest part of treatment.
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Keep the Fire Burning
- Dwight
I chose this picture because it made me think of
what I went through when I found out I was HIV
positive. To me it represents the fire we all have
inside, burning strong to help us get along in life.
Sometimes we lose ourselves in issues around
our health and we tend not to look after
ourselves.
This made me think of the fire inside me that
kept me going through all the years that I fought
tooth and nail to keep myself healthy and alive.
If it wasn't for my stubbornness and will to keep
going....I would for sure not be here today.
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Seeing the Colours of Life through
the Darkness
- Dwight

I chose this photo because I felt that a lot of us with HIV or AIDS
at some point in their life tend to live in the darkness. I spent
many years travelling the road least taken....ending up in some
very dark places, doing some very dark things.
When editing this photo I saw the beautiful colours that
surround us every day of our lives. Also, when looking out from
the darkness, seeing all the colours and things in life going on
around us, it helped me come out of my shell and seek out the
help that I needed to get where I am today.
Feelings of helplessness, aloneness, and hopeless at times kept
me in my dark places. Once I started looking out from the
darkness and seeing what was available to me to help me get
better and getting involved in my community, I was able to come
out of the darkness and see all the beautiful things right in front
of me....I then wanted to come out of the darkness and get
better.
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“By dreaming every day, dreaming with our hands,
dreaming with our minds … Things are just starting.”
– PWA VOLUNTEER
We believe that the HIV and Harm Reduction movement cannot exist without the insight, passion, and care of people living with and
affected by these issues at the forefront. Whether your organization involves young people affected by HIV in larger prevention efforts,
or people who use drugs in specific support services at AIDS Service Organizations, engaging community members must be done in
ways that are meaningful, sustainable and feasible. We must not only dream it, but we must also do it.

RECOMMENDATIONS
1.

Engagement has many different definitions.
Organizational contexts and people’s roles within
them will shape how people understand engagement.
Work with community members to define what
engagement means at your organization, or within
your program.

2.

Consider the role of personal and organizational
journey when designing peer-led programs, and
spaces for individuals to consult on organizational
change.

3.

Honour relationships to self, to others, to your
organization, and to the land. These relationships
will form the backbone of your work together.

4.

Ask community members what accessibility supports
they need in order to be able to meaningfully consult
on decisions and programs in your organization. In
addition to tangible supports (transportation fare,
connections to services, food, etc.), this may include
support mechanisms to create inclusive programs
across gender, race, sexuality, age, class, Indigeneity,
drug use experience, and health status.

5.

We arrive at organizations with different identities
and experiences. These experiences are often linked
to the privileges and oppressions we encounter in the
world. Consider what it means to work across these
differences in your work together.

6.

Sometimes, participation can feel tokenistic. Create
transparent and accountable dialogue and procedures
around how peoples’ input, decisions, and labour
are being taken up and respected in your organization
or program.

7.

Reflect on the designation ‘peer.’ What does
this mean within your organization? Consider who
this label includes and excludes.

8.

Create spaces for dialogue about the impact of
loss and grief on community members and staff in
your agency.

9.

Consider whose voices are not at the table. Reflect on
why this might be and where necessary, take action
to address it.

10. Respect the importance of lived experience –
in program and policy design; in peer-led initiatives
and services; and in decisions affecting personal
care. This may mean challenging deeply engrained
organizational values.
11. Take careful note when people are not
participating. This may provide valuable insight
about how you consult people on important
decisions, design inclusive peer-led programs or
service delivery, and attend structurally to burn out.
12. Opening up decision-making processes to
communities most affected by issues may change
organizational plans, priorities or outcomes. Trust
in this process – your organization or program will
benefit in the long-run.
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