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Chapter Summary 

This chapter uses the case study of Raising the Curtain (RTC), a community based participatory 

research project (CBPR), to explore the opportunities and insights that resulted from an education – arts – 

health care collaboration. RTC occurred in a long-term care facility located in rural British Columbia and was a 

collaboration between researchers, artists, health care workers, and people with lived experience of 

dementia. The project’s goals were to: (1) increase understandings of the lived experience of dementia by 

highlighting the sociocultural constructions of the disease; (2) uncover innovative strategies for building an 

education – art – health care collaboration; and (3) spawn creative and innovative approaches to participation, 

engagement and advocacy for individuals with lived experience of dementia. Insights gained from RTC point to 

the promise of integrating creative and social justice-oriented community engagement into leisure practice. 

Ultimately RTC created a ‘third space’ – one that achieved a true nexus between education, art, and health 

care – and provided a vision for advancing leisure practice in the context of dementia-care in a long-term care 

(LTC) facility.  

Learning Objectives 

After reading this case study, readers will be able to: 

1. explain how education – art – health care partnerships can benefit leisure research and practice; 

2. describe how creative engagement can strengthen social justice agendas of leisure research; 

3. describe how values of CBPR can support education-art-health partnerships and a creative 

engagement approach;  

4. identify strategies for integrating social justice-oriented creative engagement collaborations into 

leisure practice. 

  



Innovative Leisure Practices: Case Studies as Conduits between Theory and 

Practice 

  Volume 4: 

  2020 

 

  61 | P a g e  

The Issue, Opportunity or Trend 

Dementia as a social justice issue  

 With over 564,000 Canadians currently living with dementia diagnosis and estimated numbers to 

increase to almost 1 million by 2031 (Alzheimer Society of Canada, 2016), it is important to consider the root 

causes of the narrative of fear surrounding a dementia diagnosis and unpack the complex social, political, 

ethical and organizational forces that shape dementia supports and care systems. The dominance of the 

biomedical model that privileges individual pathology, management and treatment and emphasizes 

progressive neurological and cognitive decline and deficit, has led to the dominant dementia narrative of 

tragedy, fear and “sense of doom” (Bartlett & O'Connor, 2010; Dupuis, Kontos, Mitchell, Jonas-Simpson, & 

Gray, 2016; Reed, Carson, & Gibb, 2017). As a result, people with a diagnosis of dementia continue to be one 

of the most stigmatized communities, as they are most likely to experience stigma and discrimination 

associated with both ageism and dementia (Evans, 2018; Kilduff, 2014).  It has even been argued that the 

tragedy discourse of dementia may have more profound impacts and can cause more harm to people’s health 

and wellbeing than the disease itself (Reed, Carson, & Gibb, 2017). These powerful social and political forces 

shape lived experiences of dementia at individual and systemic levels, where people with a diagnosis of 

dementia are systematically devalued, socially excluded, stripped of their sense of citizenship, and 

discriminated against (Kontos, Miller, & Kontos, 2017). Subsequently they can experience social isolation, a 

sense of despair, multiple barriers to services, and diminished sense of self (Kontos & Martin, 2013). Swaffer 

(2015) refers to this as “prescribed disengagement” that entails “giving up a pre-diagnosis life and put[ting] all 

the planning in place for the demise of the person newly diagnosed with dementia such as wills, powers of 

guardianship and other end of life issues” (p.3). 

To date, public health research that explores the intersection of dementia and the social 

determinants of health, such as social exclusion, stigma of dementia, and ageism, are relatively limited 

(Swaffer, 2014). Moreover, behavioral changes in those living with dementia continue to be solely attributed 

to disease stages and the impact of social exclusion, ageism and stigma of dementia on health remains socially 

acceptable and largely neglected in dementia policy and practice (Kontos, Miller, & Kontos, 2017). Current 

care practices for dementia focus almost exclusively on mitigating the biomedical losses for the individual and 

their caregivers by restricting care to addressing immediate health needs and reducing risk factors related to 

individual quality of life issues. Staff (including TR / recreation staff) working with people living with dementia 

in LTC are employed, trained, and work in conditions dominated by a biomedical model. Subsequently, they 
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have little time, resources and support for alternative approaches to care that foster inclusion and active 

citizenship (Duffy, Oyebode, & Allen, 2009). 

Dementia movements, such as ‘personhood’ and ‘dementia friendly communities’ have started to 

draw attention to issues of dementia care and to problematize dominant biomedical models of dementia. 

Although these movements have made substantial progress in terms of how people with lived experience of 

dementia are cared for in communities and care homes, they have been criticized for reproducing dementia 

stereotypes by largely failing to create meaningful roles for people with lived experience of dementia within 

the movements, prioritizing social and emotional supports of caregivers and family members over those living 

with dementia, continuing to use demeaning language when referring to those living with dementia, and 

failing to address political aspect of living with dementia (Swaffer, 2014; Kontos & Martin, 2013; Gilmour & 

Brannelly, 2010; Wiersma & Denton, 2016). More recent voices within the dementia advocacy movement 

highlight the urgency to go beyond doing things on and for people with lived experience of dementia and 

expand discussion on dementia outside the issue of care to wider socio-political matters (Swaffer, 2016; 

Tanner, 2012). Within the context of transforming dementia policy, research and practice, several factors have 

been highlighted as critical: 1. utilizing meaningful and ongoing engagement of people with lived experience of 

dementia (Kontos & Martin, 2013); 2. discovering new ways of thinking about dementia and dementia 

care (Dupuis et al., 2016); and 3. implementing an interdisciplinary approach (Morgan et al., 2014). 

The role of leisure practice in promoting social justice for marginalized populations 

Leisure practices that embrace a holistic and strengths-based approach can challenge one-

dimensional representations of individuals with dementia by drawing on people’s abilities, addressing their 

physical, social, cultural, emotional and cognitive needs, and mobilizing communities to investigate and 

address organizational and systemic issues related to dementia. Floyd (2014) posited that social justice-

oriented approaches to leisure research and practice can respond to urgent social problems and attend to 

power differentials between researchers and communities of practice and community members. Leisure can 

be a site and a process of construction and reproduction of identity and power relations (Stewart, 2014) and a 

site of identity creation (Green, 1998). Social justice-oriented approaches to leisure research with 

marginalized communities – or a “social impact agenda in leisure studies” - should guide leisure research from 

planning and engagement to knowledge translation (Glover, 2015, p.2). Such a re-orientation of leisure 

research may address the growing disengagement from the leisure practitioner community, the very 

community it was established to serve (Glover, 2015).  
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Using CBPR to advance leisure research’s social justice agenda 

 

Community-based participatory research (CBPR) is an approach to research that recognizes the role of 

social, cultural, physical and political contexts in shaping the realities of those living on the margins of the 

society (Reid, Greaves & Kirby, 2017; Taylor & Ochocka, 2017; Wallerstein & Duran, 2008). Within a CBPR 

framework, community members are recognized as active agents in shaping their experiences and as having 

an important role to play in challenging dominant discourses. Those employing a CBPR approach aim to foster 

equitable community engagement and active citizenship and work towards positive social change with rather 

than for or in community (Ochocka & Janzen, 2014). Moreover, CBPR utilizes unique partnerships, 

methodological innovation and community engagement in the co-creation and co-mobilization of knowledge 

to address issues of importance to community members (Reid et al., 2017; Taylor & Ochocka, 2017; Bocarro & 

Stodolska, 2013). As such, CBPR, when used to explore dementia, can provide a useful approach to exposing 

unquestioned assumptions about dementia and dementia care and disrupting dominant systems of power 

that operate at the individual, organizational and social levels (Thoft, Pyer, Horsbøl, & Parkes, 2018). 

Creative engagement as creative resistance 

Artists taking on CEAP intentionally disrupt traditional ways that art is produced – everyone is an 

artist – through a democratizing process and focus on working in partnerships with people with lived 

experience towards an end goal of co-creating art that is meaningful at the individual and community level 

(Ontario Arts Council, 2016). 

CBPR and CEAP are participatory approaches that: 1. are driven by issues of social justice; 2. require 

flexibility, creativity, openness, intuition, analytical and storytelling ability; 3. seek to represent subjugated 

voices; 4. utilize innovative approaches to engage and mobilize community members and diverse 

stakeholders; 5. work towards positive social change. As such, they both hold a potential to build a sense of 

inclusion and to advance the socio-political dimensions of the experience of living with dementia diagnosis. 

Bringing researchers, artists and health care workers into partnerships with community members has 

potential to enrich the collaborative process through differing scientific and artistic perspectives stimulating 

and inspiring each other (Hughes & McCormick, 2014). Those employing CBPR approach can offer an added 

value to CEAP initiatives with stigmatized and marginalized communities by encouraging critical exploration of 

power relations and considering innovative ways of resisting oppressive social forces. 

According to Snow (1959) merging art and science can offer a unique approach to addressing complex 

social problems. Leavy (2015) referred to this union as a “third space”, a space in which collaborators go 
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beyond their designated roles and expertise and all become educators, artists, researchers and activists. A 

“third space” is where disciplines do not compete against each other, but unite to produce enhanced 

meanings and understandings and where equal attention is given to research and art values and principles 

(Leavy, 2015). Moreover, Leavy (2015) emphasized that bringing art into research can move communication 

beyond language limitations, access new knowledge and meanings, and illuminate complexities and open a 

space for discussion between group members (Leavy, 2015). Booth (2013) proposed the term creative 

engagement to emphasize that exchanging creative expressions is as important and unique as experiencing 

them individually. Anderson (2019) emphasized the process of creative engagement as a multifaceted process 

that unites cognitive processes, creative probing and expression, and emotional experience, and describes 

creative engagement as a form of “social and embodied experience of meaning making” (p.78). Collaboration 

between people with lived experience of dementia, researchers, health care workers, and artists in a dynamic 

process of sharing diverse perspectives, generating new knowledge, and doing community relevant art offers 

a potential to disrupt dementia stereotypes, build public awareness in relation to lived experience of 

dementia, and create new social ties among people with lived experience of dementia and within the larger 

community. As realities of people with lived experience of dementia are predominantly marked by social 

withdrawal and disrupted communication, some believe that these presumed “symptoms of dementia” are a 

consequence of the dearth of opportunities for communication, rather than inevitable features of dementia 

itself.  

The Innovation 

Case Context 

The RTC project occurred at a long-term care facility located in Gibsons, a rural community in British 

Columbia (BC), Canada. This project used CBPR and creative engagement to build partnership between 

education, art, health care and people with lived experience of dementia to explore and advance social justice 

issues related to dementia. In RTC, social justice issues related to dementia informed both the project’s 

processes and goal. This was achieved by: 1. interweaving CBPR and CEA processes; 2. subverting dominant 

discourses of ageing and dementia by involving people with dementia in a participatory process; and 3. 

challenging systemic forces (societal discourses, LTC organizations) to rethink how they viewed and treated 

people with dementia. RTC was guided by the research question: “In what ways does the collaborative 

involvement of older adults with lived experience of dementia in community-engaged arts practice foster 

engagement and build social inclusion in a rural community?” The inspiration for this approach was Anne 

Basting’s Penelope Project which was a partnership between education, arts, and health care workers that 
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explored conversations on aging and dementia and aimed to transform long term care systems (Basting, 

2009).  

Participants  
Data for this case study come from eleven participants who were involved in the creative engagement 

workshops over the two-year project. The participants included seven women and four men aged 64 to 83. At 

the time of this study eight of the participants lived with their partners, two lived in a long care home and one 

lived alone. At the time of recruitment, the participants had been diagnosed with dementia from four months 

to eight years and six were not accessing any dementia-specific support service. 

Creative Engagement Workshops 
Between September 2017 and June 2019, team members facilitated over 28 two and a half hour long 

creative engagement workshops with the research participants. The workshops, co-facilitated by artists and 

researchers, focused on exploring lived experience of dementia through small group discussions and creative 

engagement. Prior to planning the workshops, team members facilitated a focus group with the participants. 

In the focus group participants identified six broad themes related to their experiences of dementia: 

relationships; community; being diagnosed with dementia; shifting perceptions and experiences of dementia; 

stigma; and hope. These themes were the focus of the initial creative engagement workshop. Over time, 

additional themes were identified and explored through the creative engagement workshops.  

Team members organized the creative engagement workshops by aligning the major themes with art 

media. The ways in which themes from the focus group were carried forward was twofold: first, they provided 

topics for further group discussions; and secondly, they offered inspiration for selection of an art media for 

each workshop. In designing creative engagement activities, team members also considered participants’ 

interests and abilities. The media that were used to explore the major themes included: object photography; 

communal poetry; visual arts (mark making); drama and theater games; papier maché sculpture; and, music 

and sound. Art activities were intertwined with critical discussions to allow for new approaches to meaning 

making and new forms of expression to emerge.   

At all stages of the project the workshop facilitators intentionally and systematically sought research 

participants’ ideas, feedback and reflections on the project’s content, process and overall goals. For example, 

the workshops often ended with a group reflecting on what went well, what was challenging and what was 

missing. Written post-session evaluations were collected individually from each participant immediately after 

the sessions. Questions around motivation to participate in the project (“why are we doing this?”) were 

periodically posed to the participants in an effort to gain a more in-depth understanding of the individual and 
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collective reasons for engaging in the project and to ensure that the project goals and objectives aligned with 

those expressed by the participants. In addition, co-facilitators used the participants’ feedback and body 

language during the activities to assess its suitability, and when needed, collaborated with the participants to 

adjust content and process to ensure that activities are experienced by the participants as safe and 

meaningful.   

Creative workshops were audio-recorded and transcribed. The data set for this analysis included one 

focus group transcript, seven workshop transcripts, and 75 session evaluations. In keeping with CBPR 

principles of capacity building and equalizing power relations, team members utilized a collaborative approach 

to data analysis. Research assistants, in collaboration with the research coordinator, project manager and 

project co-lead, conducted the first round of descriptive coding in NVivo 11 with the coding completed 

between the data analysis sessions with the participants. Sessions with the participants were co-facilitated by 

the research coordinator, a research assistant and the health care co-lead. The purpose of these sessions was 

to: 1. member check how data was being coded and interpreted by those without lived experience of 

dementia. Simplified versions of the project’s codebook, including themes, codes and supporting quotes were 

introduced and discussed; 2. provide opportunity for the participants to learn basics of data analysis process. 

Central data analysis concepts and processes, such as coding, were introduced and practiced through hands-

on individual and small group exercises; 3. facilitate participants’ continued involvement with the project and 

with each other. Sessions included social time for tea and cookies and art activities.   

Stakeholders Involved 

RTC had three co-leads: an educator / researcher, a health care provider, and an artist. This 

partnership was initiated by a therapeutic recreation practitioner who worked as a recreation program 

coordinator in Christenson Village, a long-term care facility, and an artist representing Deer Crossing the Art 

Farm, a non-profit professional community-engaged art organization. Both organizations are located in 

Gibsons BC. To build on their established partnership, they reached out to a therapeutic recreation faculty 

member at Douglas College, a public college in Coquitlam, BC, Canada, to discuss the possibility of partnering 

on a research project. The three partners met regularly over a year to discuss project details and write a grant 

proposal. Once the funding was secured, additional project team members were hired. The team members 

included: researchers and research assistants (5), artists with expertise in diverse media (7), and a health care 

service provider (1). All researchers involved in this project had expertise in either CBPR or therapeutic 

recreation practice. Artist collaborators represented diverse art media and had experience in community-

engaged art.  
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Approach Used and the Impact 

In RTC we employed a CBPR approach and creative engagement in an effort to disrupt the current 

biomedical narrative of dementia and challenge the predominant ways that we think about dementia. 

Opportunities and insights arose from this education-art-health care collaboration and resulted in four major 

themes: counteracting stigma and shifting perceptions; strengthening sense of belonging and community; 

advocacy and finding strength; and, growing and learning new skills and abilities.  

Counteracting stigma and shifting perceptions  
Approaches used by the team enabled participants to share, discuss and counteract marginalized 

identities associated with living with dementia. It was important for the team members to create a safe, 

empathetic and non-judgmental space for sharing personal experiences of living with a diagnosis of dementia 

and exploring how societal and systemic factors shaped these experiences. Discussing experiences, 

understandings and ideas related to dementia, particularly those related to experiences of self and societal 

stigma, in a spontaneous and genuine manner during the creative engagement workshops both illuminated 

and counteracted feelings of shame related to dementia and resulted in people experiencing a sense of 

restoration. Kay reflected on the impact that these conversations had on her: 

It [discussing lived experience with others] does [help] in that you’re not alone. And you can talk very 

openly and honestly without trying to cover it up or pretend, so it does allow an out. And it does 

make us understand what each of us is going through, so we’re not alone (workshop, fall 2017).  

A similar sense of relief and liberation was also expressed by Chief after one of the sessions: 

I probably have a reputation for not shutting up but [laughter] at least I got [it] out of me. It just made 

me feel like my soul was washed. That’s the only way I can put it. Great people, and good help 

(evaluation, fall 2018). 

Sharing experiences that are often kept secretive as a way of protecting oneself from judgment and 

stigmatization was also experienced as freeing by Queen:  

I just love that you can take it in to the community. Before if I had shared these things, I would have 

been ex-communicated but it’s good for us to go through the mill. It serves its’ purpose. Now I am 

celebrated (evaluation, fall 2017). 

Later in the project, Queen reflected on the ways that the creative engagement workshops allowed her to 

reveal and experience a more authentic side of herself: 
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Creating a place for more honesty. Joy. Really enjoying the playfulness of being real losing the fear of 

what I might say when I talk about the important thing. This is a beautiful experience (evaluation, fall 

2018). 

Queen’s experience of emotional restoration was also shared by Eris who reflected on the impact of creative 

engagement: “Feeling good about the free thinking and creativity that is generated every time. Feeling 

strengthened by the power that comes from knowing others” (evaluation, fall 2018). 

 The process of engaging in difficult but personally meaningful conversations and collective art making 

allowed for hidden and subjugated experiences and knowledge to be revealed, shared and transformed. 

Strengthening sense of belonging and community 
As the project focused on exploring topics of inclusion and creative engagement within the context of 

living with dementia, it was important to allocate sufficient human and physical resources to support the 

meaningful and continuous involvement of community members. Facilitating opportunities for involvement 

over the life course of the project allowed for building genuine, accepting and supportive relationships and a 

sense of belonging.  

Kay reflected on the project when the team members and participants reconnected after a short 

summer break: “It is good to be back - continuation and familiarity, getting involved again. We are not alone” 

(evaluation, fall 2018). For Kay, having an opportunity for continued involvement in the project affirmed the 

project’s commitment to working towards common goal alongside community members.  

All participants commented on the ways that sharing and discussing personal stories of lived 

experience of dementia led to building connections and a new sense of togetherness. In fact, it was a shared 

sense of marginality and counteracting it through collective art projects, that resulted in building intimate and 

meaningful relationships between the participants. Kay said:  

Starting to feel like a family “we are all in the same boat” Comradery. Look at each one, each person 

honest happy, trying to figure out. Not sure where it will go. Future? Got to come out – taking it out 

of the closet. I don’t mention it to friends (evaluation, fall 2017). 

The shared sense of marginality inspired participants to offer each other empathy and support, as 

stated by Eris: “As a group we really came together, as a support group. We are closer coming together, 

mutual support because there is such stigma” (evaluation, fall 2017). 
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Advocacy and finding strength 
Using the creative engagement workshops to bridge intimate conversations on dementia with 

collective art making instigated a sense of urgency among the participants to bring the stories of living with 

dementia to a broader community and to take collective action. Kay spoke about the importance of taking 

dementia “out of the closet”. She further advocated for targeting the stigma of dementia as a root cause of 

disengagement from community life of those living with a dementia diagnosis: 

It's heartwarming to have someone around listening, helping, trying to improve. I can't imagine being 

alone in their home with no one to talk to about it. We have to remove the stigma so we are not 

afraid to participate (evaluation, fall 2018). 

In addition to igniting a desire to speak up and counteract the stigma of dementia, involvement in the 

project also raised curiosity about other dementia advocacy initiatives and a desire to connect with others 

involved in similar work. Bill James said: “[I would like] more information about global work on dementia. My 

goal is knowing what others are doing and whether we are on for [it] with them” (evaluation, fall 2018). It was 

important for Bill James to know how the work that RTC was doing was contributing to other developments in 

a dementia field. 

Growing and learning new skills and activities 
In an effort to cultivate diverse forms of engagement and expression of individual and collective 

voices, team members utilized a wide range of creative engagement strategies from playful games to visual 

and performative art media. All participants were able to experiment with and learn a new art medium, and 

for one participant taking part in art activities meant venturing into unfamiliar and anxiety-inducing territory. 

Kay spoke at length about facing her initial fear of engaging in the process of art-making:  

I was asked to sit there and draw something that people were going to criticize. I thought Oh NO. The 

way it was presented helped, once I realized I was not going to get an A or F grade.  You were 

accepting and kind. Enjoyed the art making – [there were] good comments, nothing negative and this 

makes a difference, there is no shame attached to it. [The] more it gets out [and] more we tell about 

it…we realize we are not alone (evaluation, fall 2017). 

What allowed Kay to overcome her fear and embrace a new experience was the non-judgemental and 

supportive approach and a social justice orientation of the art making process.  
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Implications & Lessons learned 

While striving to merge research inquiry and creative engagement processes, we were guided by the 

values and practices of CBPR that are explicitly inclusionary, participatory, and equitable and that aim to shift 

power relations and develop new and innovative ways of working with people with lived experience of 

dementia. What arose from our use of CBPR was a “third space” (Leavy, 2015) where individuals with lived 

experiences of dementia re-imagined their personal and social identities through sharing their experiences, 

advocating for themselves and others, and challenging the stigma of dementia. Ultimately what resulted and 

has been sustained during the life of the project is a diverse community that embraces and celebrates the lives 

and experiences of people living with dementia. 

Collaborating on the planning and facilitating of the data collection and creative engagement 

activities within the context of an education-art-health care partnership generated new opportunities and 

unique insights for both participants and team members that are relevant to leisure research and practice. We 

drew on diverse knowledge and skills, developed new expertise and perspectives, and encouraged team 

members and participants to move beyond traditional roles. This ‘third space’ – a goal art-science initiatives – 

enabled us to rethink traditional approaches to leisure practice for individuals with lived experience of 

dementia as one of envisioning supporting participants’ active role in advocacy and community engagement. 

In RTC, our social justice goals were achieved by utilizing a cyclical process, involving participants in 

identifying and exploring issues of importance and drawing on their ideas and feedback to shape project 

activities and overall goals. Utilizing this process required an extensive investment in time and human 

resources. The number of participants was often matched by number of team members during the creative 

workshops. Moreover, workshop agendas were adjusted as needed to prioritize participants’ feedback and 

meaningful involvement. However our investment in these resources was viewed as a necessary element of 

our partnership that aimed to disrupt stereotypical and harmful societal depictions of aging and dementia.  

Incorporating an education-art-health care partnership and CBPR values within the context of leisure 

research and practice can allow for creating a space for social action where diverse ways of knowing and being 

are valued and opportunities for growth and learning are supported and shared among all involved. For 

people with lived experience of dementia, safely sharing and re-constructing marginalized identities and 

achieving positive individual outcomes, such as sense of individual and social identity and belonging can result 

in directly challenging normative assumptions and counteracting experiences of “prescribed disengagement”. 

Moreover, CBPR values and processes shed light on power inequalities inherent in research and therapeutic 
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relationships and encouraged collaborators to re-imagine and rework power relations and knowledge 

production within these partnerships. This enabled leisure researchers and practitioners to position 

themselves as community allies and advocates. We believe that it also lays the groundwork for more 

innovative and transformative approaches to leisure research and practice with other marginalized 

populations.  

Discussion Questions 

1. In what ways can CBPR values and creative engagement processes enrich leisure research and 

practice with marginalized communities? 

2. What are some potential opportunities and challenges specific to leisure practice that might emerge 

as a result of education-art-health care partnerships? 

3. What kinds of values and processes are vital to ensuring successful implementation of education-art-

health care partnerships?  
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