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Abstract

The purpose of this study was to better understand 
the lived experience of mental illness and factors that 
contribute to community inclusion, health, and well-
being.  Through the use of Photovoice, a community 
based participatory research (CBPR) methodology, 
participants visually represented factors that fostered 
inclusion. More significantly, however, participants used 
photography to capture major systemic and structural, 
or upstream, barriers to their active and meaning-
ful participation in society, such as stigma and social 
exclusion. The participatory aspect of CBPR was itself 
empowering while it enabled participants to visually 
identify and explore upstream factors that profoundly 
shaped their lived experiences of mental illness. These 
findings point to the need for recreation therapists and 
other mental health professionals to expand from bio-
medical and behavioural interventions for individuals 
living with mental illness towards looking upstream to 
address the systemic and structural factors that impede 
individuals’ full participation in their communities.
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Introduction
How people participate in society is shaped by access to economic, political, 

educational, housing, transportation, and recreational resources (Sylvester, 2011). 
Although feeling included by having full community participation and control 
over community life is strongly associated with improving mental health outcomes 
(Moldovan, 2007; Morrow & Jamer, 2007), stigma and social exclusion remain major 
impediments to recovery from mental illness (Lucksted, Drapalski, Calmes, & Forbes, 
2011). Mental health practitioners, including therapeutic recreation (TR) professionals, 
work largely within biomedical and behavioural paradigms which tend to neglect the 
pervasiveness of “upstream” factors including stigma and social exclusion and the 
importance of community inclusion for individuals with lived experience of mental 
illness. While TR can produce positive outcomes in clinical settings, Sylvester (2011) 
argued that TR cannot succeed unless the people it serves are able to fully participate 
in society. In this community-based participatory research (CPBR) project, the use 
of Photovoice to explore experiences of community inclusion, health and well-being 
revealed persistent experiences of stigma and social exclusion. The importance of 
experiences of exclusion and the role of Photovoice in unearthing and representing 
these experiences have implications for front-line TR professionals working in 
community mental health. 

Literature Review

Health Status and Determinants of Health for Individuals Living with a 
Mental Illness 

It is well documented that the social determinants of health, such as income, 
education, occupation, and social support, can have more influence on our health 
status than access to health care or lifestyle choices (Mikkonen & Raphael, 2010). The 
experience of mental illness is mediated by the social environment, which includes 
the immediate physical and  social  setting in which people live, the culture that the 
individual was educated or lives in, and the people and institutions with whom they 
interact (Barnett & Casper, 2001). These experiences are then exacerbated by social and 
structural inequities, or what public health and health promotion researchers refer to as 
‘upstream’ factors (Freudenberg, Franzosa, Chisholm, & Libman, 2015; Hughes, Docto, 
Peters, Lamb, & Brindis, 2013; Williams, Costa, Odunlami, & Mohammed, 2008). 
Although in recent years mental health has gained a profile on Canada’s national policy 
agenda, and despite arguments for addressing the upstream determinants of mental 
health, these determinants continue to be marginalized as do the voices of people with 
lived experience of mental distress (Morrow & Weisser, 2012). These upstream factors 
have led some to argue that mental illness diagnoses themselves lead to “structural 
forms of discrimination” (Wright, Wright, Perry, & Foote-Ardah, 2007, p. 81) and that 
people with mental illnesses are more disabled by the social implications of their illness 
than by the symptoms themselves (Corrigan, 2005). The result is the well-documented 
experience of stigma and social exclusion of individuals living with a mental illness 
(Lucksted et al., 2011). Stigma and social exclusion result in a lack of meaningful 
involvement and sense of belonging, often leading to economic disenfranchisement, 
exclusion from the workforce, and a lack of civic engagement (Huxley & Thornicroft, 
2003). TR’s typically “downstream” interventions that focus on individual factors such 
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as functioning, and quality of life may be less effective when upstream factors such as 
stigma, social exclusion and economic disenfranchisement are not considered. 
The Recovery Movement in Canada 

The transition to community-based mental health services and the uptake 
of recovery models that have resulted from deinstitutionalization have been slow 
and hampered by a lack of adequate resources (Morrow et al., 2010). The result is a 
mental health system that is largely biomedically focused, primarily targeted at the 
individual level with most resources focused on psychiatric and acute care (Morrow & 
Weisser, 2012). Much of the mental health care system is crisis-oriented with responses 
occurring “downstream” within biomedical and behavioural paradigms, while 
attention to upstream factors through mental health promotion and prevention efforts 
have been less prominent (Morrow & Weisser, 2012). This downstream focus remains 
despite evidence for the upstream determinants of mental health and the Mental Health 
Commission of Canada (2010) recommendation that the medical model for treating 
people with mental illness be replaced with a more holistic one. A mental health system 
that acknowledges and addresses the complex interaction between the individual and 
her or his social environment and the influences on mental health outcomes must 
be both person-centered and comprehensive in its approach, and acknowledge the 
strengths and capacities of the whole person (Mental Health Commission of Canada, 
2010).  

A recovery model emphasizes the need to overcome stigma, be involved in 
meaningful activities, and find social supports (Davidson, O’Connell, Tondora, 
Lawless, & Evans, 2005). Although recovery and psychosocial models of care hold 
promise for shifting the biomedical paradigm (Mental Health Commission of Canada, 
2009; Morrow & Weisser, 2012), these models primarily focus on the individual, 
with recovery conceptualized as an individual journey unencumbered by social and 
structural barriers (Morrow, 2013; Morrow & Weisser, 2012). For both the mental 
health system and the recovery paradigm, there is a need to move beyond approaches 
that emphasize the individual to holistic approaches that address issues such as the 
social inclusion and full citizenship of individuals with mental illness within their 
communities (Davidson, Tondora, Lawless, O’Connell, & Rowe, 2009). Central to any 
discussion about recovery must be recognition of the profound discrimination faced 
by people who have been psychiatrized and the connections between recovery and 
the social and structural factors that shape, facilitate or impede recovery (Rossiter & 
Morrow, 2011). 
The Role of Therapeutic Recreation 

TR values are explicitly humanistic, including person-centred, holistic, and 
strengths-based approaches (Carruthers & Hood, 2007; Iwasaki, Coyle, & Shank, 2010; 
Reid, Landy, & Leon, 2013). Although many TR professionals work in mental health 
settings and strengths-based approaches are taught in TR professional preparation 
programs, there is little emphasis in training or practice on the upstream factors 
that impact mental health (Sylvester, 2011). In TR texts, discussions about evidence-
based practices that produce medically necessary outcomes far outweigh discourses 
on social change that enable people with health conditions to participate in society 
(Sylvester, 2011). A problem- or needs-based approach has permeated many allied 
health care professions, including TR, by aligning with biomedical and behavioural 
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paradigms (Carruthers & Hood, 2007; Freudenberg et al., 2015). Like other allied 
health professions, TR professionals’ efforts to address upstream determinants of 
mental health may also be hampered by constant cut-backs and mandate restrictions 
that can prevent the advocacy work required to address the upstream determinants 
of mental health (Morrow & Jamer, 2007). The result is that many TR professionals 
working in mental health settings continue to focus their work at an individual level 
and may unintentionally reinforce stigma and discriminatory practices (Chammartin, 
Ogaranko, & Froese, 2011; Mental Health Commission of Canada, 2009). 

A number of researchers have argued that practitioners who provide mental 
health services can help to make a real difference to the course, consequences, and 
outcomes of mental illnesses, both for the client and for the communities of which 
they are a part. This can be accomplished by adopting interventions designed to have 
an impact on social inclusion and by enhancing structures that promise and deliver 
greater access to services (Huxley & Thornicroft, 2003). Given the significance of 
upstream determinants of mental health, and the ways that building social inclusion 
cultivates a sense of community membership and belonging (Fenton, White, Gallant, 
Hutchinson, & Hamilton-Hinch, 2016),  there is a need to systematically develop the 
capacities of individuals and organizations in TR, recreation, and mental health-related 
organizations to create supportive and stigma-free environments. Such environments 
must be based on recovery models of mental illness and social models of disability 
to address upstream determinants of mental health and cultivate opportunities for 
personally meaningful recreation and social inclusion (Davidson et al., 2009; Sylvester, 
2011). The TR profession is in an ideal position to use its strengths-based person-first 
philosophies and approaches to both promote health and well-being and to advocate 
for the integration of people with mental health issues as active, self-actualizing and 
respected community members. With current trends of deinstitutionalization and 
community-based services alongside the power and influence of upstream factors on 
the lived experience of mental illness, in this analysis we sought to examine experiences 
of community inclusion, health and well-being for individuals living with a mental 
illness. Our research question was “How do individuals living with mental illness 
experience community inclusion, health, and well-being?”

Methods

Community-Based Participatory Research (CBPR) and Photovoice 
CBPR is “research rooted in community, serving community interests, 

encouraging citizen participation and geared towards affecting social change” (Flicker, 
Savan, McGrath, Kolenda, & Mildenberger, 2008, p. 241).  CBPR puts the voices and 
experiences of people with lived experience of the social issue under study at the 
centre of the research process (Cargo & Mercer, 2008; Reid & Brief, 2009; Reid, Brief, 
& LeDrew, 2009). “Growing evidence suggests that civic engagement by communities 
most affected by health inequities in research and policy deliberations, can help move 
the agenda from low to high importance, bringing about innovative and sustainable 
health equity solutions” (Cacari-Stone, Wallerstein, Garcia, & Minkler, 2014, p. 9). 
CBPR promotes social justice in research processes as well as in outcomes (Foster-
Fishman, Nowell, Deacon, Nievar, & McCann, 2005; Hergenrather, Rhodes, Cowan, 
Bardhoshi, & Pula, 2009). 
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Photovoice is one example of a CBPR approach that incorporates social justice 
in its research processes as well as its outcomes (Malloy, 2007). Photovoice is an 
innovative research methodology in which a population portrays its strengths, 
problems, or concerns through combining photographic images with narrative text 
generated through group discussion, which can promote a critical thinking dialogue 
about the issues at stake (Catalani & Minkler, 2010; Hergenrather et al., 2009; Wang, 
Morrel-Samuels, Hutchison, Bell, & Pestronk, 2004). Photovoice recognizes the 
insider knowledge of community members that professional experts may lack (Wang 
& Burris, 1997) and can shift internal experiences, including an enhanced sense of 
control over one’s life, self-efficacy, self-reflection, self-awareness, and empowerment 
(Foster-Fishman, Nowell, Deacon, Nievar, & McCann, 2005). According to Wang and 
Pies (2008), Photovoice provides an opportunity for community members to refocus 
and redefine their identities, which can involve the development of counter-narratives 
that challenge hegemonic views about populations and social issues. Participants are 
encouraged to engage in critical dialogue with others and to educate non-participants 
to join in consciousness rising and create social change (Wang & Pies, 2008). As a 
research methodology Photovoice was a natural fit in a TR context as it uses visual 
strategies to engage participants in exploring their lived experiences. In our case, 
photography was used regularly in group programming at the research site.  
Research Context: Imagining Inclusion 

A community-based mental health TR program in a large city in British 
Columbia, Canada, partnered with a local college to instigate the Imagining Inclusion 
CBPR project. Front-line recreation therapists initiated this research partnership to 
better understand the lived experience of mental illness and how their interventions 
could better promote clients’ integration and sense of belonging in the community. The 
research question guiding Imagining Inclusion was: “How do individuals living with 
mental illness experience community inclusion, health, and well-being?” The research 
team was comprised of two project co-leads, a project manager, two peer researchers, 
three or four student researchers at a time, and an Advisory Committee of academics 
and practitioners. The peer researchers were individuals with lived experience of 
mental illness and the Advisory Committee was comprised of local academics and 
mental health practitioners who provided conceptual and methodological guidance. 
The project had a high level of peer participation that began as structured group work 
and continued past the data gathering stage into collaborative analysis and knowledge 
translation. Photovoice comprised the first 10 weeks of data collection and involved 32 
research participants. At the last Photovoice session, participants were asked to remain 
involved as Peer Task Group (PTG) members. Research team members felt that the 
sustained involvement of peers in research activities was consistent with the values of 
CBPR and would provide an opportunity for meaningful engagement and inclusion. 
Seventeen participants remained involved in the PTGs, which were small working 
groups that focused on an aspect of knowledge translation from the project including 
data analysis and photo selection; exhibit planning; newsletter writing; and a speakers’ 
series. 
Research Participants

Upon ethics approval, research participants were recruited to participate in the 
study via posters advertising information sessions about the project placed at the TR 
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program. Team members held information sessions with clients of the TR program, 
who were prospective research participants, to introduce the project and expectations 
for involvement. Once prospective participants indicated interest, they were contacted 
by a member of the research team to ensure that they met the inclusion criteria1 and to 
then arrange an intake interview. 

Twenty-three of the 32 participants were women. Participants ranged in age from 
25 to 82. They were diverse in terms of ethnicity with 19 reporting English as their first 
language, followed by first languages of Cantonese, Russian, Polish, Ukrainian, and 
French. Thirteen participants belonged to a visible minority. Twenty-eight participants 
reported an average annual income of less than $15,000 CAD which, at the time of this 
study, was below the poverty line in British Columbia. Participants reported a range of 
educational backgrounds, from 10 with a diploma or certificate, 11 with some college 
or university, and seven with a university degree. Their diagnosed mental health issues 
included major depression, bipolar disorder, post-traumatic stress disorder, borderline 
personality disorder, psychosis, schizophrenia, and anxiety. The average length of time 
that participants had spent in the mental health system was 14 years. Most participants 
reported more than one mental health diagnosis, as well as other health issues including 
addiction, attention deficit disorder, acquired brain injury, and cancer. 
Data Collection 

In the first phase of data collection, for 10 weeks, research participants participated 
in weekly Photovoice sessions to share their experiences of inclusion, community, 
health and well-being. Thirty-two research participants began and completed the 
Photovoice process; all participants stayed involved for the entire 10-week process. They 
were actively involved in large group discussions, small group work, photography, and 
writing narratives about their photographs. The first four Photovoice sessions were large 
group discussions and activities to familiarize participants with the research project, 
CBPR, Photovoice, research ethics, and the art and technique of photography. For the 
following five weeks, participants photographed their responses to different questions 
that related to the overarching research question. The peer researchers facilitated the 
weekly sessions. Prior to each session, participants selected two photographs and 
completed a photo reflection sheet to develop a narrative about their photographs. 
The questions that guided the Photovoice process were intentionally broad so that we 
could get a comprehensive understanding of participants’ experiences of community 
inclusion, health, and well-being. Sample questions were: What does community mean 
to you? What do community inclusion and exclusion feel like? What do health and 
well-being mean to you? What does recovery mean to you? Several different questions 
were posed each week and participants were invited to select the two most meaningful 
ones for their picture-taking and narrative-writing. Participants were encouraged 
to brainstorm their responses to these questions and to imagine metaphors to guide 
their photo-taking. The final Photovoice session was an evaluation and a celebration. 
Participants completed confidential surveys that included closed- and open-ended 
questions focused on their experiences and what they gained from participating in the 
Photovoice process. 

1Individuals were eligible to participate if they were: over 18 years of age; a client of the 
therapeutic recreation program; and managing medications, addictions, and harmful behaviours.  
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Ten months after the completion of Photovoice, one-on-one interviews with 14 
participants were conducted. These research participants had all participated in the 
Photovoice process, and nine of them were also active on a peer task group at the time 
of recruitment. The purpose of the interviews was to get a more in-depth understanding 
of experiences of community inclusion, both within the mental health community and 
in the broader community.  
Data Analysis 

The data set used for this analysis included 270 photographs and reflection sheets, 
25 meeting transcripts, 14 interview transcripts, and 28 open-ended survey responses. 
All data were imported into NVivo10 for analysis. The analysis peer task group met 
weekly for 18 months and was comprised of four research participants, a student 
researcher, and the project manager. At these meetings the group reviewed and coded 
transcripts and discussed overarching themes. Since access to computers and the 
NVivo program was not feasible for all group members, in the meetings we employed 
a manual approach to the coding. Between meetings, the project manager and student 
researcher transferred the coding into NVivo. The group engaged systematically in 
inter-rater reliability as they coded collaboratively. The coding process had three stages: 
(1) coding descriptively according to the Photovoice questions posed; (2) using the 
descriptive codebook to code thematically, thus identifying eight cross-cutting themes 
(emotional and physical suffering, systems, insecurity, stigma, perseverance, hope, 
recovery, connection); and (3) reorganizing the eight cross-cutting themes into a third 
codebook  according to down-, mid-, and upstream factors that led to experiences 
of community inclusion and exclusion. For example, downstream experiences 
occurred at the individual level, such as feelings of emotional and physical suffering 
or joy and pleasure; midstream experiences occurred at the organizational or systems 
level, including systems’ policies and practices that were marginalizing or safe and 
supportive; and upstream experiences occurred at the societal level such as economic 
insecurity and stigma or economic security and acceptance. 

The analysis presented here focused exclusively on upstream factors leading to 
experiences of exclusion.  The use of NVivo enabled us to assess the quantity of data on 
upstream factors. Upstream factors were mentioned a total of 371 times, and roughly 
87% of participants’ references to upstream factors that influenced their experiences 
of inclusion, health and well-being in fact contributed to feelings of exclusion from 
society. 

Upstream factors promoting feelings of exclusion, with 324 references, represented 
approximately 32% of all coded references, which was the highest number of references 
of all factors coded in the third codebook. In addition to drawing on data from the 
third codebook, open-ended survey responses gathered at the final Photovoice session 
were analyzed separately to assess the impact of Photovoice on participants’ lives, 
specifically Photovoice’s capacity to illuminate and lead to action on upstream factors. 

All names that appear in this analysis are pseudonyms that were chosen by the 
participants. This analysis draws from four data sources, including transcripts from the 
Photovoice group discussions, transcripts from the one-on-one interviews, narratives 
from the photo reflection sheets that were completed weekly to accompany the photos, 
and written responses from the Photovoice evaluation. Many data citations are noted 
with a PV and group number, connoting the week of the Photovoice process (PV5 
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is fifth week) and to which group the participant belonged. Due to the number of 
participants they were divided into four groups that met each week.  

Findings
Data coded under “upstream factors leading to experiences of community 

exclusion”, from the third codebook, were used for this analysis. Two sub-themes 
emerged within this data set: experiences of economic insecurity and experiences of 
stigma and exclusion, alienation, and rejection (refer to Table 1). We also drew upon 
open-ended survey data from the evaluation of our Photovoice sessions that enabled us 
to better understand the impact of Photovoice on participants’ lives.
Experiences of Economic Insecurity 

Participants spoke at length about experiences of economic insecurity. They 
described challenges with living in poverty, food and housing insecurity, and 
dependence on systems. 

Poverty. At the time of the study, 28 of the 32 participants, or 88%, lived below 
the poverty line. Participants spoke in depth about the causes of poverty as well as the 
challenges of being poor and reliant on social services and charity. In the Photovoice 
sessions participants engaged in lengthy discussions about strategies for managing 
poverty, budgeting, problem-solving, and issues with adopting a “poverty mind-set.” 
Molly Brown spoke of being poor in this way: “It’s kind of a whole skill-set, learning 
how to deal with poverty. You start to look for all the free things everywhere” (PV7, 
group 2, transcript). Living in poverty was directly related to participants’ feelings of 
inclusion. Nova said: 

I have the same feeling, the feeling of lack of quality of life, and lack of inclu-
sion in mainstream society…when I go to do groceries, I don’t go say, “Oh 
what do I want to eat tonight?” I go to which one is on sale (PV7, group 2, 
transcript).  

Table 1
Upstream Factors Leading to Experiences of Community Inclusion and 
Exclusion 

 Number of references in data 
set: 

Percentage of total 
references: 

Factors Promoting Inclusion 
- Economic security  
- Acceptance and 

equity  

47 4% 

Factors Promoting Exclusion  
- Economic insecurity  
- Stigma and low social 

status  
- Other barriers 

(language, migrant 
status, gender) 

324 32% 
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The data revealed that participants’ experiences of exclusion from “mainstream society” 
were shaped by multiple factors, including poverty and having a mental health issue. 
Natasha also spoke about a deeply rooted shame that she carries due to her poverty 
status: 

I don’t have a paycheck, [I have] no money. I have trouble dealing with normal 
people. Worrying that they don’t accept me the way I am. And, the money 
issue too. Also embarrassed of what I have. Like people don’t understand me. 
By looking at me I am fine, but inside me I am not (PV5, group 4, transcript).  

Almost all participants identified with living in poverty and the challenges of finding 
employment with a mental health issue. Sweetie said:

Before I’ve told someone that I have a disability, and I think for some reason 
once I told them [employers] that, it hindered them in hiring me. I’m scared 
of doing that again, because there’s still that stigma for people. So, I don’t 
know if I’ll make that same mistake again. And when I was sick and working, 
6 or 7 years ago, nobody even noticed I had a problem or an issue (Sweetie, 
interview). 

Participants asserted that the stigma of mental illness prevented them from finding and 
keeping employment, which resulted in their dependency on social services and the 
mental health system, and remaining poor. 

Food and housing insecurity. Food security was a substantial topic of conversation 
focused on budgeting and paying for food, finding the cheapest places to shop for 
food, foodbanks, and the politics of churches’ charitable community meals. Due to 
their poverty status, almost all the participants relied upon charitable food donations 
from foodbanks and churches to such an extent that we organized our Photovoice 
sessions around regularly scheduled community meals so that attending Photovoice 
did not compromise participants’ ability to eat lunch. While participants expressed 
gratitude for these services, they also spoke about the quality of the food they received 
and having to sift through food donation bins to pick out the fruits and vegetables 
that had not rotted. Jessi, who took a photo of a bin of rotten tomatoes, said “this is a 
garbage can full of tomatoes that… were just thrown out.....it’s mold in it” (PV7, group 
1, transcript). After attending a community meal at a local church, Dark took a photo 
of rotten eggplants and said: 

I got them [eggplants] home, washed them all, cut everyone open, everyone 
was rotten... This is how I survive and who I have to depend on. As an atheist, 
I resent the … out of it. If I were raised in residential schools, I would really 
freak out if I had to go to these places. But I depend on churches for social 
services (PV8, group 3, transcript). 

Dark speaks to not only her frustration with being served rotten vegetables, but also 
to the politics of charity and the questionable role of churches in meeting individuals’ 
basic needs. 
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Participants’ low-income status and the inflated real estate market in Metro 
Vancouver meant that many of them struggled with finding safe, secure, and sustainable 
housing. Several participants spoke of experiencing homelessness; in fact, an individual 
who indicated interest in participating in the study after the first information session 
had to withdraw because he had lost his housing and was facing homelessness. Other 
participants spoke about making compromises with their housing situations, in terms 
of living in dangerous neighbourhoods or unsafe and unclean apartments. When Fred 
was asked to reflect on his experiences of inclusion and exclusion, he took the following 
photograph to represent his housing situation and his status in society. 

“My New Home.” That’s Vancouver’s new affordable housing. That’s about as 
close as I’m going to get. For the housing they are offering I would rather live in 
there than in some of the new buildings that they put on… I will be homeless 
at the end of the year. My building is being torn down, I have lived there since 
I came here. But when I came here I was living in a pick-up truck…  they take 
buildings all over the city and redo [them] without telling the people that the 
rent is going to go way up (PV5, group 1, photo reflection). 
 
Dependence on systems. Although many participants had some form of 

volunteer or paid work, most of them relied on social services such as social assistance, 
disability benefits, seniors’ pensions, and employment insurance. While a minority of 
participants expressed gratitude for this support, participants discussed the challenges 
of this reliance. When discussing her photo of a cracked sidewalk with flower petals, 
Dark said: 

I like this picture because there are so many cracks… these beautiful things 
fell off beautiful trees and everybody loves it, then they settle on the ground 
and it’s still pretty and then some get stuck in the cracks and start to rot and 
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its debris and its garbage…  I said [to my doctor] “I keep falling in the cracks” 
and she said “It’s not you, it’s that the province has so many cracks. And many 
people are falling into it.” And so, that’s why I like that photo, so that it turns 
into a debris between the cracks, you can see it’s black, it’s less beautiful, it’s 
not beautiful at all.... eventually, if you treat people like rats, they gonna start 
to look like rats (PV7, group 1, transcript).  

While most participants agreed with Dark’s sentiments, many acknowledged that their 
dependence on the mental health system provided a sense of security. On average, 
participants had been involved with the mental health system for 14 years, which 
meant that they had cycled through phases of relapse and recovery. Although they 
aspired to be fully independent, participants feared phases of mental health relapse 
when they would require the supports of the mental health system. When asked about 
experiences of community and dependency on the mental health system, Molly Brown 
said: 

[Q: Do you envision yourself ever fully stepping out of the mental health 
community?]  

I don’t know at this point. It’s kind of a scary thing to think about. Mainly 
because I’m afraid of losing my supports... probably like my income support 
and my housing I would be really afraid to lose that so... that’s kind of my 
lifeline and my safety net...if I started working full time in the outside world 
and then it became too much for me and I had lost my supports and lost 
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my housing that could be a really not good situation. So, I see myself having 
mental health be a smaller piece of my life, but I don’t know if I can envision 
being totally outside of that world yet, at this point. That’s a pretty big journey 
from where I am right now (Molly Brown, interview). 

Participants also spoke of their desire to be working and no longer reliant on the mental 
health system, but had real fears of encountering stigma and rejection when disclosing 
their mental health status. 

When participants reflected on news of funding cuts to the mental health system, 
they spoke and took pictures depicting precariousness and struggling for balance, such 
as walking on a tight rope, standing on a balance beam, and balancing an uneven stack 
of rocks. In describing his photograph of a precariously stacked pile of rocks, Vlad said: 

[It’s] hard to keep balance with a small base. My base wobbly, [it’s] not stable 
on its own, [my] issues are finances and health. [It’s] very easy to be blown 
away, a single event or word from another can put me off balance. We have 
a lot of health and money issues; mental or physical health problems load us 
down. And some loads are put on us by society and this affects my recovery. 
[I have] lived on the street [with] no money and no health… Recovery is 
momentary until another little wind knocks me over (PV7, group 4, photo 
reflection).  
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Stigma and Experiences of Exclusion, Alienation, and Rejection 
Stigma. All participants spoke about the profound impact of stigma on their 

day-to-day lives on up-, mid- and downstream levels. They referred to belonging to a 
stigmatized class in society, to stigmatizing mental health services, and to internalized 
self-stigma. Sweetie said: “I feel like when I talk about my illness, I feel like people are 
still judging me” (Sweetie, interview). Natasha spoke specifically about the stigma of 
mental illness: “Some people in my community have no choice because of their mental 
illness, no work and no social support. People try to stay away from him because they 
think he is crazy, dirty, lazy and violent (PV7, group 4, transcript). Charle Von Ham 
wrote a photo reflection about stigma:

“Lu-Na-Tic.” I used to be described as odd. Someone who talked and did odd 
things and make other people feel uncomfortable. Being [an] “odd” person 
makes me isolated, excluded from society, robbed of my chances to get jobs. 
People looks at me with colored eyeglasses (PV6, group 2, photo reflection). 

Participants suggested that they were highly aware of their low status in society 
and felt that they were marked by their stigma all the time. Perlita said: 

It’s a hard place to come from and it’s funny because it’s when you yourself are 
feeling down, but when I am myself and I am feeling down or unwell, than it 
seems the whole community knows, it’s like I have got this big band right on 
my forehead, it says I am not well, you know beat me up a little bit more (PV8, 
group 3, transcript).  
 
Exclusion, alienation, and rejection. In response to questions on community 

inclusion and exclusion a number of participants took photos of walls, fences, shut 
doors, barricades, and garbage. When discussing his photograph Keith said: 
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This is entitled “Walls.” The picture shows some of the walls that society 
imposes on me and some of them that are self-imposed. It shows exclusion 
from the community [and] it also shows trying to get healthy as well as it 
shows the sickness and madness that can come (PV6, group 3, transcript). 
 

Agilas suggested that his experience of exclusion had a “crippling effect” that 
compounded as he had aged: 
  

It’s like a crippling effect, one thing goes wrong and you don’t get the help 
you need and then another thing and another thing and eventually you’re 
excluded from society and then you realize you’re not getting any younger 
and you realize you’ll never get a job and you will never be included in society 
(Agilas, interview). 

Similarly, in two different Photovoice sessions, Nova spoke of how her experience of 
exclusion resulted from not only mental health but also social class. In the first session 
she said, “the exclusion is very intense and profound and deep… the causes of exclusion 
are difference in social classes, background, health level, and stigma. I feel exclusion 
is everywhere I go” (PV5, group 2, transcript). The following week she elaborated by 
referring to being stuck in a hole: “for me to come here [Canada] and be successful as 
a visible minority, it’s a big challenge already. Add to that I am a woman, add to that I 
have mental health. It has become worse. It has become difficult to get out of the hole 
(PV6, group 2, transcript). 

Participants used the metaphor of rejection and abandonment to illustrate their 
exclusion from society. Clear Mirror’s photograph “On Hasting Field the Lilies Grow” 
depicts his feeling of societal rejection. 
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The title is a metaphor from the “On Flanders Field” poem. The lilies repre-
sent the beauty of people and how they are just thrown away. For people with 
mental illness, it is easy for society to create a stereotype and dispose of those 
people. In the downtown east side people are marginalized and forced into 
doing crime. Exceptionally good human beings forced into crime to survive 
and pay rent (PV5, group 1, photo reflection).
 

Sweetie echoed this when discussing her photograph depicting a row of phone booths. 

I want to share this photo because I think it symbolizes how mental health 
consumers cease to exist, and how telephones are becoming obsolete… [I] feel 
shunned by society when all I want is to become part of it… the telephones 
are becoming obsolete and many mental health consumers [are] being left 
behind and not included as a part of society (PV7 group 3, photo reflection). 

Revgirl used the metaphor of being caught behind a glass barrier to describe her 
experience of exclusion. In reference to her photo “Only able to look out” she wrote: 

Like a glass barrier, I feel that my invisible disability blocks me from being 
able to participate. The glass divides me from what I want. I want to be part 
of a group. The child looking out not able to participate in her community. 
She is wishing [she] could join in [the] community, but she is only able to 
look… This brings me to a cycle of depression. I only can look, not able to 
do what I want to do. Every day I feel frustrated, I wish that I could do more 
for myself and the community, but I cannot. Exclusion makes me feel that I 
have no power. People judge that I can’t speak English (PV5, group 4, photo 
reflection).
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Participants’ experiences of exclusion led many to feel powerless and worthless. In her 
photo reflection “Please speak for us,” Natasha wrote

I do not have a voice because people do not listen, they do not take me seri-
ously because what we have is hard to understand. I feel excluded because 
people do not understand what we have [or] why we behave the way we do” 
(PV6, group 4, photo reflection). 

The role of Photovoice in illuminating upstream determinants of mental 
health. As noted previously, all 32 participants who began Photovoice completed the 
10-week process. The final Photovoice session was an evaluation and a celebration. 
Over the 10 weeks, some participants developed a love for photography and learned 
that taking photographs enabled them to visually represent their lived experiences. One 
participant wrote, “Photography has become a whole new language for communicating 
my experience. The project asked questions and gave me voice to talk about issues. If 
no one asks you, you can’t say how you feel” (Photovoice evaluation, PV10). Another 
participant said that she/he was “surprised [at] how much of my internal struggles 
and thought processes came out through the pictures. It became a tool for knowing 
myself better” (Photovoice evaluation, PV10). A third participant suggested that the 
process—taking photographs and discussing them weekly in small groups—“made me 
realize where I feel most excluded and think about what gets in the way of feeling 
connected—seeing that others also experience exclusion made me feel less alone” 
(Photovoice evaluation, PV10). These statements, and many others, speak to the power 
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of a visual method, such as photography, in articulating lived experiences. They also 
reify the importance of shedding light on upstream factors that are challenging and 
discouraging such as experiences of community exclusion. 

Perhaps the most salient were participants’ assertions that Photovoice was 
transformative and enabled them to make changes in their lives. A participant wrote:   

Imagining Inclusion has been a transformative experience for me and 
it’s helped me make some profound changes in how I live my life. Prior to 
discovering the project, I felt lost, disconnected from society, ashamed and 
embarrassed for having a mental illness, and above all……angry. Working 
with [the research team] helped to build my confidence and strengthen my 
social skills. Saddled with a lifetime of failures and low self-esteem, I slowly 
came to realize that I could make a meaningful contribution and cultivate 
significant relationships. It is because of work on the project that I no longer 
feel invisible or ashamed but rather, feel very strongly about finding ways 
to encourage conversations about mental illness and how to end the stigma 
around this profoundly insidious and invisible condition. My world is not 
so small anymore. I am active and vocal about the cause in the community 
through volunteer opportunities and am slowly finding meaning and purpose 
in my life. I am proud and honoured to have played a small part of a larger 
voice that is trying to end the stigma of mental health—one photo at a time 
(Photovoice evaluation, PV10).

Photovoice enabled participants to identify and articulate their upstream experiences. 
In our sessions we explored difficult topics such as inclusion and community through 
relying on creative and artistic means that moved participants beyond linear discussions 
and “right brain” thinking. Speaking about experiences of stigma, exclusion, rejection, 
and suffering can be extremely difficult, especially for individuals with a mental illness. 
In the context of a CBPR project with strongly held principles of inclusion, equity and 
mutuality, and using creative means of elicitation such as metaphor, composition and 
staging, enabled participants to articulate these experiences in ways that some felt was 
therapeutic. Unexpectedly, many reported that openly discussing and confronting 
experiences of community exclusion was transformative and made them feel more 
hopeful. 

Discussion 
The most striking finding from Imagining Inclusion was the significance of upstream 

factors for participants’ experiences of community inclusion. All participants spoke 
about their economic insecurity and specifically about housing and food insecurity. 
Some spoke of other intersecting forms of exclusion due to ethnicity, language, age 
and gender. They shared experiences relying on charity, social services, and the mental 
health system. Stigma and feelings of rejection, abandonment, and alienation had a 
profound influence on their lives; stigma due to mental health issues but also from 
living in poverty and being a recent immigrant. Their experiences of exclusion were 
deep, complex, and multi-layered. It can be argued that participants’ exclusions led 
to “structural forms of discrimination” (Wright et al., 2007, p. 81), especially when 
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considering their dependency on social services and the mental health system. While 
participants spoke of the suffering that resulted from their mental health symptoms, 
most suggested that they were equally impaired by the social implications of their 
illness (Corrigan, 2005). How individuals participate, or not, in society is shaped by 
access to economic, political, educational, housing, transportation, and recreational 
resources, “all of which amounts to social justice” (Sylvester, 2011, p. 100). 

The ways in which upstream factors contribute to experiences of exclusion have 
significant implications for the mental health system’s entrenchment in behavioural 
and biomedical paradigms. Eight years ago, the Mental Health Commission of Canada 
(2010) argued that the mental health system needed to acknowledge and address the 
complex interaction between the individual and social dimensions that influence 
mental health outcomes. The recovery movement also identified that feeling more 
included and valued by the community is an essential part of the recovery process 
(Davidson et al., 2009). Yet incremental cuts to the mental health system and the 
reliance on the under-resourced “community” for individuals’ recoveries have resulted 
in increasingly individualized and downstream treatments for mental illness. Not 
only is it important to address upstream factors to deal with the long-standing social 
injustices that individuals with mental illness face, but it is also essential to promote 
recovery by increasing individuals’ abilities to have control over their community life 
(Morrow & Jamer, 2007). Indeed, the promotion of social integration for individuals 
with mental illnesses is a means to enhancing well-being and reducing stigma 
(Granerud & Severinsson, 2006). “Social inclusion is the opportunity for individuals 
with mental illness to play valuable roles in society, and through this involvement, 
cultivate a sense of membership and belonging” (Fenton et al., 2016, p. 348). 

While individual treatment is effective for individual illnesses and impairments, 
it is ineffective for dealing with the persistent injustices faced by individuals with 
mental illness (Sylvester, 2011). Typically, TR professionals working in mental health 
settings continue to focus downstream on individual interventions, with a problem- 
or needs-based approach in alignment with biomedical and behavioural paradigms 
(Carruthers & Hood, 2007; Freudenberg et al., 2015). As a result, the community, 
society, and social justice are significantly underemphasized (Sylvester, 2011). By 
focusing downstream, TR professionals working in community mental health may 
risk unintentionally reinforcing stigma and discriminatory practices (Chammartin, 
Ogaranko, & Froese, 2011; Mental Health Commission of Canada, 2009;) or re-
institutionalizing community-based TR services through prolonged reliance on TR 
interventions.  By not addressing upstream factors that impede individuals’ ability to 
connect meaningfully with mainstream community services, individuals living with 
mental illness remain reliant on accessing TR services as their primary resource for 
recreation and health promoting opportunities. 

This is not to suggest that downstream interventions and outcome measurement 
be abandoned by the TR profession. The International Classification of Functioning, 
Disability and Health, or ICF, seeks a solution to this problem by approaching health and 
disability in terms of how individuals with impairments actually live in society. One of 
its main attributes is a bio-psycho-social approach, which integrates the medical model 
(disability is attributable to the individual) and the social model (disability is socially 
created). By combining the two models, the ICF provides a holistic understanding 
of health in the lives of persons with disabilities (Sylvester, 2011). Indeed, a holistic 
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approach to health is most consistent with TR’s underlying philosophies and values, 
acknowledging not only the individual, but addressing also the environment and 
communities in which they live. 

Significantly, our use of Photovoice enabled participants to powerfully portray 
upstream factors shaping their lived experiences of mental illness. The process of 
photographing, personal reflection and guided group discussion provided an outlet for 
having their voices heard that participants identified as empowering. While Photovoice 
was chosen as the research method primarily because of concerns around accessibility 
and language, what was revealed was its power to shift one’s internal experience, 
including an enhanced sense of control over one’s life, self-efficacy, self-reflection, self-
awareness, and empowerment (Foster-Fishman et al., 2005). Participants reflected on 
the impact Photovoice had on their lives and the internal, and for some external, shifts 
that resulted. Not only did the use of a digital method enable this, but so too did the 
research team’s commitment to a CBPR process with strongly held values of inclusion, 
mutuality and equity. 

Study Limitations
Study limitations include the group nature of the discussions and the possibility 

of “group think” as the conversations unfolded over the 10 weeks. Additionally, due to 
our inclusion criteria and the nature of our data collection processes, findings reflect 
the experiences of a specific sample of individuals with lived experience of mental 
illness and therefore are not generalizable to other individuals such as those living with 
addictions or other challenges.

Conclusion
With increasing health and economic inequalities in British Columbia, and 

across Canada, efforts must be made by all sectors of society to confront how accepted 
practices and policies perpetuate, or worse, deepen social divides. Allied health 
professions, such as TR, need to be attentive to their clients’ social realities. Not only is 
it essential for TR professionals to attempt to address upstream factors that influence 
their clients’ downstream experiences, but they must also strive to develop holistic 
approaches that address issues such as the social inclusion and full citizenship of 
individuals with mental illness within their communities (Davidson et al., 2009). From 
practice and research perspectives, it is vital to find ways to enable these experiences to 
be articulated in the first place. In our case Photovoice became a powerful method for 
bringing to light the upstream determinants of mental health, while illuminating the 
need to foster social inclusion for individuals with mental illness as well as the moral 
and ethical responsibilities of the TR profession.  

Recommendations
Several recommendations were generated from this study that can support the TR 

profession to look beyond downstream individual treatment, to upstream approaches 
more aligned with the social model of disability, including the following:
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For the TR profession:
• To look upstream to consider more than just treatment and interventions for the 

individual, but to acknowledge and address the social and structural barriers that 
impact people living with a mental illness. 

• To support TR practitioners to embrace advocacy and community development 
approaches as part of day-to-day practice to shift public awareness of mental illness. 
In some cases, this requires managers to rethink the role of the TR practitioner 
and to include advocacy and community development in TR job descriptions and 
program contracts. 

• To foster involvement in CBPR research to engage and empower the population 
they work with, to contribute to the body of knowledge in these areas, and to 
develop knowledge translation activities that can impact policy. 

For TR practitioners:
• To adopt approaches to practice that intentionally work with participants or clients 

rather than for them. 
• To adopt approaches to practice that empower participants or clients to believe in 

their right to participate in their community, and helping them overcome barriers 
to inclusion, moving beyond TR services to live a healthy lifestyle independently.

• To develop partnerships in the community (for example with local Parks and 
Recreation Centres) to provide programming that creates a bridge to mainstream 
community services. 

• To use Photovoice, digital story-telling, or other means of visual representation 
as a front-line intervention to encourage individuals living with mental illness to 
identify, articulate and represent their social realities.     

For TR educators: 
• To address the impact of social determinants of mental health in curriculum and 

program design.
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