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INTRODUCTION

Funded by a diverse group that included both governmental and
non-governmental agencies,' Raising the Curtain on the Lived Experi-
ence of Dementia (RTCIl) was a multi-year (2019-2022) collaborative
research project involving the education (Douglas College), arts (Deer
Crossing the Art Farm), and health care (Good Samaritan Canada)
sectors. This was the second phase of an original project, RTCI, com-
pleted by the same partners in 2018. The goal of the second phase
was to explore how participation in collaborative creative engage-
ment (CE) could enhance the wellbeing of people living with demen-
tia, their family and professional caregivers, and society as a whole in

' Generous contributions of the following agencies supported the project: British
Columbia Arts Council, Canada Council for the Arts, District of Sechelt, Leon and Thea
Koerner Foundation, Province of British Columbia, Government of Canada's New Hori-
zons for Seniors Program, Rotary International, Sunshine Coast Foundation, Sunshine
Coast Regional District, Town of Gibsons, Vancouver Coastal Health, and Vancouver
Foundation.
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INTRODUCTION

the context of community living and institutional care. A detailed
statement of the research questions is included in Appendix A.

The project used community-based, arts-engaged, participatory
research approaches, including theatre, to work with people living
with dementia (hereafter referred to as peer collaborators). Artist
facilitators planned and implemented workshops with peer collabora-
tors using varied media such as skits, photography, songs, puppetry,
drawing and other arts approaches and tools, to explore their experi-
ences, understandings, hopes and challenges. Researchers analyzed
the exchanges and in collaboration with the artists and peer collabo-
rators, brought new questions and ideas to be explored through art in
subsequent workshops. Two live events were organized to share expe-
riences with larger audiences. Due to Covid-19 restrictions the first
event, Backstage Pass, was offered as an online multi-media live pre-
sentation in June 2020. The second event, Encore!, was simultaneous-
ly presented to live audiences and broadcasted live on YouTube. All
recordings are available on the project’s website and on YouTube.

This evaluation report summariz-
es the activities and accomplish-
ments of the project, highlighting
the achieved outcomes and some
of the challenges faced by this
three-year project. An in-depth
description of the project is
beyond the scope of this report.
The project website and publica-
tions provide detailed descrip-
tions of partners, activities, and

resources.

Image from our co-created shadow show
titled, ‘Managing The Unknown,’ 2018.
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PROJECT PARTICIPANTS

Peer Collaborators

Peer collaborators were older adults with the lived experience of
dementia. Overall, nine peer collaborators took part in RTCIIl. Seven
peer collaborators continued from RTC1, one joined in January 2020,
and one joined in January 2022. Seven identified as female and two
as male. All peer collaborators lived on the Sunshine Coast of British
Columbia, five lived in Sechelt and four in Gibsons. Eight peer collab-
orators were married and lived with their spouses (six were in an
opposite-sex marriage, two were in a same-sex marriage), and one
who was a widow lived with her daughter. All peer collaborators lived
with their partners (one moved to a long-term care home in fall
2021); eight lived in their home in the community, and one lived with
their care partner in a long-term care home. All peer collaborators
identified as white, and all but one spoke English as a first language.
Five had a college diploma or a university degree, and four identified
high school as the highest level of education they had achieved. The
majority had a yearly income of $31,000 - $50,000, and only two peer
collaborators had an income between $11,000 - $30,000. The length
of time with a dementia diagnosis varied from 9 months to 6 years,
with diagnoses ranging between Alzheimer’s disease, vascular de-
mentia, and Lewy Body dementia. Additional medical conditions
reported by peer collaborators included: depression, hypertension,
and cancer. Two peer collaborators passed away during the life of the
project, one in November 2021 and one in January 2022. One peer
collaborator did not continue with the project after the creative en-
gagement workshops moved online in March 2020, one did not con-
tinue after June 2020, and finally, one peer collaborator withdrew
from the project after experiencing a decline in her health and
moving to a long-term care home in fall 2021.
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PROJECT PARTICIPANTS

Care Partners

Nine care partners, six females and three males, were involved in
RTC2. In terms of their relationship to peer collaborators, seven were
romantic partners and two were daughters. All care partners lived on
the Sunshine Coast of British Columbia, five lived in Sechelt and four
in Gibsons. Seven care partners continued with the project after
moving online in March 2020.

Project Team

The project co-leads represented the arts - education / research -
health care partnership and included an artist from Deer Crossing the
Art Farm, a researcher / educator from Douglas College, and a TR
practitioner from Christenson Village Good Samaritan Society. The
project team comprised 20 individuals with a range of backgrounds
in the arts, health care, and research, who played different roles in
project activities. Team members collaborated on different and varied
project activities over the life course of the project. For example, as
student researchers became more comfortable and skilled, they facil-
itated CE workshops and trained new research assistants.

The whole team met monthly and a sub-group that included the
three co-leads, research manager, knowledge translation coordinator,
post-doctoral fellow and evaluator, also met biweekly. During these
meetings, the team discussed project strategies and activities. Deci-
sions were made collaboratively. Minutes were taken and shared. A
research subgroup met bi-weekly throughout the project to discuss
data collection and data analysis tasks. Ideas and decisions related to
data collection were brought forward during the full team meetings
for further discussion on how to best integrate data collection and
art activities during the creative engagement workshops.

Return to Table of Contents



PROJECT PARTICIPANTS

Until March 2020, team members located in Metro Vancouver trav-
elled to the Sunshine Coast for project activities and meetings. Once
Covid-19 restrictions were implemented, all communication transi-
tioned to online (Zoom) and phone interactions.

Artists

A group of six experienced artists brought their diverse set of skills to
the project including textile, artist/costume design, performing arts,

videography, and visual arts. Four artists lived on the Sunshine Coast

and two lived in Vancouver.

Although the focus of the artists was to plan, implement, and evalu-
ate CE activities, they were also involved in research activities,
reflecting on data collected and providing suggestions.

Researchers

The researchers included eight students, two Douglas College (DC)
faculty, a post-doctoral researcher from Concordia University, a
knowledge translation coordinator, and the project evaluator.

As one of the lead organizations, DC contributed substantially to the
project team by funding the involvement of students as Research
Assistants (RAs) with an interest in supporting their learning. A total
of eight RAs worked on RTCIIl. They were Douglas College students in
the Therapeutic Recreation or Social Work programs. Most of the RAs
joined the project in the 2nd or 3rd year of their studies and worked
on the project for 2 years or longer with an average dedication to the
project of 15-20 hours/week.

Return to Table of Contents



PROJECT PARTICIPANTS

RAs took on a wide range of responsibilities, including doing data
collection (conducting interviews), writing fieldnotes during CE work-
shops, doing data analysis (transcribing, data coding in NVivo), work-
ing on literature reviews, and collaborating in writing articles for
publications (organizing articles in Mendeley, writing literature
reviews, conducting environmental scans). As mentioned above, as
the RAs became more involved and experienced, they took on addi-
tional responsibilities such as facilitating CE workshops, doing pre-
sentations and training new team members.

THE ROLE OF EVALUATION IN RTCII

Developmental Evaluation (DE) was the approach taken on the evalu-
ation of RTCII. DE supports real-time learning in complex, emerging
and dynamic situations. Developmental evaluators take an engaged
role, working with teams and supporting decisions while the project
is ongoing. DE is embedded rather than detached, continuous rather
than episodic. As an evaluation approach, DE is particularly suited to
complex, innovative and exploratory, and emergent projects with
multiple stakeholders that require support in staying on track in the
development and testing of strategies. The evaluator provides con-
stant feedback as a critical, supportive observer and participant. “The
evaluator’s primary function in the team is to infuse team discus-
sions with evaluative questions, thinking, and data, and to facilitate
systematic data-based reflection and decision making in the devel-
opmental process.”?

2 patton, M. Q. (2010). Developmental evaluation: Applying complexity concepts to
enhance innovation and use. Guilford press, pp1-2.
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THE ROLE OF EVALUATION IN RESEARCH

In the context of RTCIl, a multi-year, innovative, collaborative, and
exploratory project, DE was a good fit. Since the beginning of the
project, the evaluator participated in biweekly core team meetings
with project leads and managers, intently listening and asking ques-
tions to expose assumptions and connections between project activi-
ties, decisions and intended outcomes and results. The evaluator also
participated in and facilitated larger team meetings supporting pro-
gram planning and decision making, helping articulate project
models within changing contexts.

One of the tools used to encourage reflection and strategic planning
for the project was the logic model. Facilitated by the evaluator, the
team developed a chart that described inputs, activities, outputs, and
outcomes. The logic model was revisited regularly and often used in
team meetings to support the revision of strategies. The Logic Model
isincluded in Appendix B.

CHALLENGES

Being a multi-year, exploratory project that brought together 20
team members from a variety of fields entailed many challenges
which were discussed and addressed in a collaborative way by the
team. Here we briefly describe two of these challenges: the shift of
project focus and Covid-19.

Shift of project focus

The original RTCII proposal included three partners: Deer Crossing
the Art Farm, Douglas College, and Good Samaritan Canada (GSS)
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CHALLENGES

Christenson Village (CV). Under this plan, workshops and creative
activities were to take place in CV with the goal of articulating a
model of creative community care that could be disseminated
through practitioner workshops to different GSS sites. After the half
year of the project, it became clear that disseminating a model of
creative community care across different GSS sites was not feasible.
The focus of the project then shifted from having the medical/health-
care system in the foreground to having the community, a caring
community as the focus. This shift in focus also resulted in Douglas
College taking the lead administrative role for the project.

COVID-19

In March 2020, as the project was gaining momentum towards a live
event in June 2020, everything came to a halt with the COVID-19
pandemic restrictions. On March 21st, 2020, Chad Hershler, one of
the project leads, sent an e-mail message to the team:

“Well - what a difference a month makes! It's looking more and more
unlikely that we will be able to do any of our planned activities for RTC
between now and July. | suppose there is a chance we will still be able
to produce something in July, but | suspect that we may need to post-
pone this live interactive production until the Fall or perhaps even next
year. That said: we are a resilient creative and intelligent group of
people, and | have no doubt that we will be able to adapt our activities
to these new albeit extremely restrictive parameters. | wonder if we
could pull something off that still achieves the goals of our project that
is not a live interactive performance in a care home?” -Email message
from Chad to the whole team.

The team had to reframe all project activities and explore innovative
ways to achieve the intended goals within a different and unpredict-
able context. For artist facilitators, this meant finding ways to

Return to Table of Contents 9



CHALLENGES

connect with peer collaborators using technology that not everyone
had access to or was familiar with. Within 6 weeks, the team devel-
oped new strategies. Researchers submitted an ethics amendment to
Douglas College to conduct recruitment and data collection online.
Artist facilitators brainstormed and tested different activities that
could be done with peer collaborators online. This involved a shift
from group workshops where participants had an opportunity to
connect with others while engaging in creative activities, to looking
at a screen with the support of a loved one by their side. Some par-
ticipants needed technology support; others needed equipment.
Research protocols were updated to ensure access and data security.
All team meetings were held online.

The need to quickly transition to online
interactions changed not only the
format of the CE workshops but also
the ability of peer collaborators to
engage. During the initial lockdown, a
time when older adults, especially,
were physically isolated, artist facilita-
tors, researchers and other project
team members worked to (re)build
weekly connection and support peer
collaborators and care partners to
access the equipment to continue the Facilitators, peer collaborators,
CE online for over 2 years, creating SideERe ezt
continuous, meaningful connections.?

3 This shift to online interactions with creative activities with older adults is described in
detail in the following report from the Baring Foundation in the UK:

https://baringfoundation.org.uk/resource/key-workers-creative-ageing-in-lockdown-and-after/
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CHALLENGES

Two peer collaborators did not continue to participate with the proj-
ect after the creative engagement workshops moved online in March
2020, one dropped right away and the other one participated until
June 2020.

The role of care partners shifted dramatically with the transition to
online interactions. Prior to the COVID-19 restrictions peer collabora-
tors attended the CE workshops in person and interacted with each
other. After the lockdown, care partners were responsible for making
sure the equipment was ready and were present during the work-
shops. Artist facilitators were, therefore, facilitating activities with
peer collaborators and care partners.

Researchers are currently working on a manuscript that articulates
the strategies that were used for the transition and the advantages
and disadvantages to online CE. While there were some obvious dis-
advantages (loss of the group format, difficulties with technology,
difficulty feeling connection), there were also advantages (getting to
know participants better, including care partners, trying new and
innovative things, learning together, and finding more equity in the
interactions).

Facilitators and peer collaborator knitting together in a creative engagement session, 2021.

Return to Table of Contents 11



PROJECT OUTCOMES

Through an iterative process of reflection and sharing, the team artic-
ulated the changes they were working towards with the activities
they were planning. These were organized into three outcomes:

Outcome 1: People with lived experience of dementia have increased
meaningful participation in community

Outcome 2: People who become involved in the project (team mem-
bers and care partners) have increased opportunities, understanding,
drive and ability to collaborate with peer collaborators

Outcome 3: Enhanced access to body of knowledge about the arts as
a bottom-up approach to support people living with dementia mean-
ingfully participating in society

For each of the three outcomes we describe the activities and out-
puts and then present evidence of outcome achievement, including
including quotations collected through interviews, focus groups and
other project events with participants and team members.

Outcome 1: People with lived experience of demen-
tia have increased meaningful participation in com-
munity.

The focus of the project was to explore and better understand how to
support peer collaborators to meaningfully participate in the com-
munity. This outcome was achieved through several activities that
were tailored to the specific needs, interests, and preferences of the
peer collaborators.

12
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PROJECT OUTCOMES

Activities and Outputs

72 face-to-face and
online CE workshops

Workshops ranging in length from 60
minutes (Zoom workshops) to 150 minutes
(face-to-face workshops).

3 HIVE workshops*

Focused on developing props, sets and
other elements for the planned in-person
production facilitated by a smaller group
of artist facilitators at CV with peer colla-
borators, care partners, residents

from CV, and volunteers from the wider
community from February 2020 to March
2020. They stopped due to pandemic.

6 Online RTC social
group gatherings

First gathering was held in June 2020.
There was a social focus for the gatherings
such as holidays, post livestream
production celebration, tea, and cookies.
Invitation to attend the gatherings was to
all RTC peer collaborators, care partners,
artist facilitators, researchers, and other
RTC project team members.

* The HIVE workshops were designed to be a gathering place to connect with the com-
munity at CV, and the broader community, and co-create with the guidance from the
artist-facilitators and peer collaborators, the props, sets and other elements for the
planned RTC production. The workshops were held at CV and were led by artist facilita-

tors.

Return to Table of Contents
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PROJECT OUTCOMES

Outcomes Achieved

Data collected indicates that participating peer collaborators had
access to activities that supported them in creating meaningful con-

nections with the community.

* 100% of peer collaborators regularly attended project activities

* 100% of peer collaborators reported increased or improved sense
of mental wellness, inclusion and belonging, having a voice, and

experiencing joy or pleasure.

“[Regarding the impact of involvement in the project] | think that gets
stronger as you go on [...] and the whole thing becomes stronger up
here [pointing to head], because you certainly appreciate, yes, this is

quite good. And these people are quite friendly. So, you've got an atti-
tude that you didn't have before you even arrived.”

“When you're dealing with a doctor, they're like, way up there, right?
way up there. Yeah. And that's different than what you're dealing with
when you do the [RTC] group. Well, to me the group is like a circle of

friends.”

Facilitators and peer collaborators in a
creative engagement session, 2018.

Return to Table of Contents

“Because we don't have a lot of
support groups. You know, and so,
this [RTC] really helps, this whole
thing really helps. [...] you don't
feel so alone.”

“I was in amongst people who
were feeling the way | did at some
stage or another in their lives and
they knew exactly what was
going on up here [pointing to
head]. And that helped tremen-
dously. ”

14



PROJECT OUTCOMES

“It gave me a boost [...] it started me doing the talking like | was young-
er, so it was quite a surprise. And if | could sort of help like that, like
going into, | don't know, the hospital or something like that. And then
just chat. And so | thought that was something interesting.”

“For me. It [highlight of involvement in RTC] was laughter when we got
together, you know, we were laughing and, you know, teasing each other
and doing things like that. That was amazing. | really enjoyed that.”

Outcome 2: People who become involved in the
project have increased opportunities, understanding,
drive and ability to collaborate with peer collabora-
tors

RTCII set out to develop capacity for everyone involved in the proj-
ect. Everyone was encouraged to take on tasks they wanted to learn
more about. Aside from one-to-one and group mentoring, the proj-
ect organized online group sessions such as Lunch and Learn with
guest presenters from around the world.

Activities and Outputs

3 volunteers recruited, | For the HIVE workshops - 3 people from
trained, and support- | CV participated, one person from the

ed for in-person work- | broader community volunteered. Once
shops at CV COVID-19 restrictions were implemented,
there were no more volunteer
opportunities

9 Lunch and Learn On Zoom from February 5, 2021, through
sessions to April 22, 2022

Return to Table of Contents 15



PROJECT OUTCOMES

8 guest presenters for | Presentations were 1 - 1 %2 hours designed
7 of the Lunch and to be “in conversation” and sharing rather
Learn sessions. than a formal presentation

Guest presenters:

« Anne Basting, Founder and President of
TimeSlips; Professor, University of
Wisconsin Milwaukee

- Caylee Raber and Nadia Beyzaei, HDL,
Emily Carr

- Kate Dupuis, Schlegel Innovation Leader
in Arts and Aging at Sheridan College,
Ontario

« Alison Phinney, UBC
« Myrna Norman, Dementia Advocate
« Gloria Puurveen, UBC

« Magdalena Schamberger, Theatre
Director and Independent Creative
Collaborator, Creative Director
(Freelance) | Bringing Out Leaders in
Dementia, Honorary Professor, School
of Health Sciences, Queen Margaret
University, Edinburgh

Return to Table of Contents 16



PROJECT OUTCOMES

3 drop-in Creative On Zoom from October 2021 - January
Practice Sessions. 2022

8 Douglas College Ras had an average dedication to the
students recruited, project of 15-20 hours/week for 2 years
trained, and or longer

supported as RAs

Ovutcomes Achieved

Once Covid restrictions were implemented, the role of care partners
shifted to being more involved in the CE workshops. As they partici-
pated, they had opportunities to observe how facilitators interacted
with peer collaborators. Care partners report they have increased
ability to engage effectively with peer collaborators.

« 100% of care partners engage with peer collaborators to do CE
activities together

« 100% of care partners report improved understanding of the
experience of dementia and research, improved sense of comm-
unity, growth, and self-discovery

“I think your research shows that it's well worth trying to put money and
resources into ways of having people become part of the community,
when they get a diagnosis of dementia, it doesn't mean you should sud-
denly be shunned by the rest of the world, that means you just interact
in a different way. But it's every bit as rich if you have the right stimula-
tion and people who are able to pull that out and facilitate that.”

Return to Table of Contents 17



PROJECT OUTCOMES

“I think the whole idea that it's all about, you know, not putting up barri-
ers because you get older because you have, you're having problems with
your short-term memory. It's about, well, there are all these things we
can do. We can still do all these things. We still have great imaginations,
we still have great senses of humor, we can all still have fun. And that
even, even when you are getting older and starting to have issues with
living with dementia, you can still make community... your life isn't
suddenly going to come to a halt, if you don't want it to. You know, if you
get out and join in and are open, you can build a lot of fun, you can still
make friends, you can learn, learn new things.”

Online engagements pro-
duced a collaboration of
dance, song, and poetry
between Peer Collaborator,
their carepartner, and their
daughter, 2020.

“I'm totally convinced it's true that without the stimulation of this
(RTCIl), and then other things that we've got involved in through Raising
the Curtain ... that the dementia will move faster, because sitting about
being isolated, you know, | can see it, | can see changes in the space of a
few hours of being, if mom’s on her own for a few hours, or has no room
to talk. I'd be scared to imagine this, if people are like that, and there's
nowhere to go, no one to help no one to have with no one to show that
you're not alone. And for the caregivers also. Projects like this can be
saving lives, not just making people happy for a couple of hours every
now and again, because the effects are cumulative and ongoing.”

“Unfortunately, there's so much written material out there ... that you

could be drowned in words rather than actions. And | think your project
became an action project rather than just something in print which as a

Return to Table of Contents 1 8



PROJECT OUTCOMES

carer we don't need to read any more information about that subject, we
need action.”

Furthermore, the following quotations illustrate how care partners
changed, and found joy in engaging effectively with peer collabora-
tors:

“I found it [involvement in RTC] fascinating. | got, | enjoyed engaging
with the caregivers and with the people with dementia, including my
wife. It was for me, it was exciting. It was also validating, too, because |
respect people that had shared experience.”

“When you're dealing with the doctor, the doctor gives you the diagnosis
and sort of dismisses you and says, you know, you've got vascular
dementia. You know, you go live with it. When we were in a group with
Raising the Curtain, it was like we were being held by people that were
interested in how we were coping with it and gave us ideas of how to
cope with it, not just, well here's your diagnosis.”

“It has been a journey, and I'm very grateful we took it, and | hope it
helps other people. [...] if every little community could do what you're
doing, physically, rather than just on a piece of paper, if there was a
place where they could gather community, it will be a blessing.”

“It's quite a revelation in a way because | quite liked it [being part of CE
workshops]. | quite liked the softness in me coming out. | mean, Kay
knew it was always there. That's why she'd asked me. But | don't show it
to many people. So, for five years, from the beginning to the end, I'm a
different person, | think."

“My big project was to learn to be more accepting of everyone, regard-
less of what they were doing. [...] Well, I'm sort of really a little standoff-
ish. I don't express my feelings. [...] With people like Robby and Esme, |
learnt to let my guard down. And being more gentle. And appreciative
for what they do.”

Return to Table of Contents 1 9



PROJECT OUTCOMES

Other team members also describe having developed understanding
and skills

* 100% of team members report increased understanding of demen-
tia, access to diverse approaches to support their practice, ability
to implement CEAP (Community Engaged Arts Practice)

Increased understanding of dementia

“Personally, | think that my understanding of dementia has really
changed. Growing up, | had a grandfather who lived in [name of coun-
try] who had dementia, and the only opportunity | had to see him was
when he was quite near his death. And so that was my perception of
having dementia and | think that that's a lot of people's perceptions of
having dementia. And so being involved with these projects and becom-
ing friends with people who live with dementia, | really got to see how
individually it affects people and how much of their intelligence and
personality remains, regardless of their dementia.”

“Like, [with dementia], everyone's in a different place and everyone's
progressing differently. And, and the big thing | learned about that is,
was also about stigma and you know, my own biases, is that, you know,
despite where the people are at, you, when you do start to engage with
them, personally, and, you know, you just, | don't know, you just, you see
the people instead of the condition, and yeah, it's a really good learning
experience.”

Working with people with dementia

“It's really opening the floor to them [people with the lived experience of
dementia], and what they want to bring into it. And that's huge,

because our world is, you know, we're time oriented, we're, we're prod-
uct oriented, like we want our end result, what is the end result? And it's
like, no, no, no, forget the end result. It's that, that dance in between. So
yeah, so coming in [to working with people with dementia], you have to

Return to Table of Contents 20



PROJECT OUTCOMES

be a good follower to this creative dance.”

“I feel more confident in my abilities to interact with people who live
with dementia. And a lot of the incorrect assumptions that | had in the
past have been dramatically changed.”

“[In regards to what she has learned about the lived experience of
dementia] That people, regardless of the, like the progression of the
disease, people living with dementia still have a lot of things to offer.
And they still have the ability to learn, to participate, to engage, to inter-
act with others. It just might change how, you know, their level of ability
or how they, those things are facilitated or achieved, but that potential
as is always there.”

Peer collaborators with facilitators during workshops, 2018-2019.

Increased access to diverse approaches to support their practice

“[I learned] that play is a very powerful tool [...] as a way of transform-
ing relationships, transforming roles, transforming power dynamics
within the relationships and as a [...] tool to bring more authentic selves
into the process.”

Return to Table of Contents 2 1



PROJECT OUTCOMES

Increased ability to implement CE

“I think, you know, as like, as a researcher, I've learned a lot about
arts-based methods over the last five years and to kind of understand
that, like, trust in the process, but also to trust that the methods and the
data will emerge as it, as it is.”

“Well, the opportunity to participate in community engaged arts, | feel,
is just really enriching on a personal level. It even just informs how |
operate in the world on a day-to-day level of just, like, how do | see my
fellow humans all around me? And how, | don't know, it’s just that, |
guess it builds empathy, is what I'm trying to say.”

“[RTC] just broadened my worldview on creative engagement and what
that could look like."

Impact on team members personally/professionally

“[RTC] also shows me there's so much to learn, and that I'm excited to
learn when it comes to arts engagement, and leadership, and, and
makes me think about just, you know, how James talks about, like, how
our health model right now is just not sustainable. It makes me have
questions and wonder how can | be a part of a shift on a societal, on a
society-wide level of how can we, how can we make it, just, better for
everybody, including ourselves, in the process, right?”

“Personally, [RTC]'s been just a kind of awakening to, to just how easily
in, before | was doing, before | was involved in this, you know, how
easily | just dismissed people. Like | didn't, | didn't. It's like, because
people living with dementia and care partners are generally somewhat
isolated, or, | mean, like, they were invisible to me in a way. And that,
and that's, that's my loss, you know. So, it's like, the more | can, the more
| can cultivate this in my life, | know that my life will be richer, | know
that my life will be full, | know that | will gain and continue to grow
from that.”
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“I'm really proud of the work | do. | feel really good about it. It's, you
know, it's, I've had a lot of pleasure, like, it used to be we got together
[for RTC] on Mondays and that was sort of like the best day of the week,
because I just loved doing the engagements and working with people we
were facilitating with and the people | was co-facilitating with like, it
was just a love fest.”

In particular, RAs reflected on their own learning experiences brought
about by their participation in RTCII:

“So, [participating in RTC] has furthered my learning enough that | have
applied for my Masters, and I'm pursuing research further because | feel
like I have a really good foundation.”

“And [being part of RTC] improved my confidence in myself. | pursued a
lot of things that | don't think | would have, without being involved with
this project. And being able to try things out and see how they worked
and working off of the feelings of the artists around me.”

“Personally, it's been a great example of the type of work | would like to
do. I don't think there's very many career opportunities like this, to work
in this kind of capacity, like with different disciplines. So personally, it's
been ... something in the back of my mind, that this is something | want
to work towards, or, keep an eye out for projects like this, or maybe one
day I'll be in a position where | can implement a project like this in a
workplace.”

“It's definitely made me more open to realizing just how much these
individuals can do on their own, because even just the training that I've
had in different retirement communities has been a little bit different in
the way that they present dementia to you, especially if you are going in
just as a volunteer, they don’t really share that belief with you that these
individuals can do a lot on their own, and you just need to give them the
chance. It’s definitely changed the way that | will carry my practice
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PROJECT OUTCOMES

forward, working with these individuals with the lived experience of
dementia in the future.”

“And then something else that | learned about people with lived experi-
ence of dementia, | guess is that maybe it's not something I've learned
something I've always known, but it definitely, like cemented it, that they
are still people, and they still need to be treated as such. And | think just
being able to talk and learn about their experiences really yeah helped
cement that and helped. Like [made me] want to advocate for them
more.”

“I' think | got a lot out of [RTC] in terms of general knowledge and, like if
| were to bring up a specific problem, | learned different possible solu-
tions every time.”

Outcome 3: Enhanced access to body of knowledge
about the arts as a bottom-up approach to support
people living with dementia meaningfully participat-
ing in society

At its core RTCII was a community-based, arts engaged, participatory
research project. The project aimed to enhance a body of knowledge
about people living with dementia and sharing that knowledge, con-
tributing to conversation and practices occurring in the academy, in
practice, and in the community. RTCII aimed to share the knowledge
and tools developed with advocates interested in working with older
adults living with the experience of dementia. To that end resources
were organized and posted on the project’s website, shared through
a training program, and multiple presentations, workshops and gath-
erings.
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Activities and Outputs

Imagination Network - Raising the Curtain website built (launched
June 2020) and updated regularly with a variety of resources such
as description of the project and approach, videos sharing the
creative engagement process, songs, and artwork

8-week Facilitators in Training sessions planned, delivered, and
evaluated

A full list of publications, presentations and workshops is included
in Appendix C

Booklet developed about the project created for peer collabora-
tors, care partners and people interested in the project

Resources shared through RTC presentations, other presentations,
workshops, gatherings

Posters created, printed, and displayed at events

Pages from our booklet created in 2022.
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Facilitators in training curriculum

To assess the project’s resources and develop capacity and connec-
tions, in the spring 2021 the project team developed and offered an
8-week online training for practitioners interested in CE practices
with older adults and individuals living with dementia. The RTC team
developed an immersive 8-week introductory Facilitators in Training
online course that was informed by the work done by the team during
both phases of the project. RTC’s philosophy, guiding principles and
approach were woven throughout the training. The invitation to par-
ticipate in the course was extended across Canada to people who
were interested in learning about our work, creative engaged arts,
and the lived experience of dementia. A small cohort of people across
Canada from health care, arts and community backgrounds partici-
pated in the workshops facilitated by members of the Raising the
Curtain team. This included peer collaborators - people with the lived
experience - and care partners in a mentorship role, artists, research-
ers, and research assistants. A big focus of the workshop series was on
learning together through exploring, playing, practicing, and sharing
creative ideas. Each workshop session was two hours long, and the
course ran once a week for eight weeks, from April 2021 through to
June 2021. Throughout the course, the focus was on sharing with the
cohort of seven people what we had learned during the project, cre-
ative practice, learning together, and mentorship. A more detail de-
scription of the course in included in Appendix D.

Ovutcomes Achieved
The resources developed by RTCIl were accessed and used by a vari-

ety of advocates in the community and in local and regional organi-
zations that were also interested in developing relationships with RTC
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to further the conversation.

The following table lists the videos and presentations produced and
posted on the website, and the number of times they were viewed.

Backstage Pass 1156 views
Encore showcase 113 views
Encore Panel presentations 93 views

| Choose To Be Happy 58 views
Can't Ignore Ellie 37 views
Managing The Unknown 34 views
Raising The Curtain 59 views
That's Real Gold 25 views
With This Mic 40 views
For Waltraud 81 views
Research Film 56 views

Viewers also shared some comments about what they were watching
online:

“I returned to watch much of the second day because it was so interest-
ing. | was particularly blown away by the dance/song/poem presentation
by Traudi, Ullie and Kira. The connection was so profound. | had many
preconceived wrong ideas about how connection the person with demen-
tia could be”
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PROJECT OUTCOMES

“Thank you all for showing us that people living with dementia truly
welcome many varied opportunities to connect and communicate with
everyone. You have demonstrated that they truly enjoy participating in
the arts: vocal, visual, and theatre, despite their, newly and somewhat
limited, cognitive, vocal, and physical abilities. We must NEVER assume
that they PREFER to be left alone in their quiet peaceful setting.”

“The interactions between the artists, families and participants were very
authentic and genuine. It was very beautiful to see how the participants
were able to fully engage in different ways even though comprehension
was compromised by dementia. The emphasis was on community and
engagement rather than deficit and loss. It was encouraging to witness
and hear what is possible through the arts.”

“Art has such power to alter public perception and the collaborative
process you offered to those living with dementia enabled them to partic-
ipate in shaping culture rather being victims of it. This is so inspiring!
Thank you for your vision and your persistence!”

“It has enriched my knowledge and insight into dementia. | am more
compassionate because of this deep work and gorgeous sharing. | miss
my own mother, Sam, so much. She lived and she died with great grace
and humor. She would have been dancing!!”

“One of the most profound impacts this project has had on me is it has
expanded my imagination about what the 'lived' experience of dementia
could be - and most importantly, has chipped away the corners of my
fears of getting dementia myself”

“Watching the artists interact with people living with dementia helped
me to see how | could have interactions with them too. It's a valuable
teaching tool to see other people interact so well, to be able to watch the

1.

Zoom's.
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“I' really think more people need to see this project.”

“Bravo everyone! Enjoyed the presentations of the research, and the
video clips.”

“Thank you so much for these wonderful presentations-informative and
inspiring. This has been a fantastic showcase!”

“There is value and beauty in the lived experience of dementia that we
can discover, share, and celebrate.”

“I so appreciated the passion, enthusiasm, and creativity of the collabora-
tors and presenters and hope to draw on what I've learned for inspiration
in my own work. Big thank you to you all and best wishes for your con-
tinued work and research”.

Connections and Collaborations

Connections with different individuals and organizations interested
in the lived experience of Dementia and the Arts were crucial in facil-
itating the sharing of resources and supporting collaborations to
achieve the stated outcome. A few of those connections are listed
and briefly described.

« Emily Carr University of Art + Design (Health Design Lab): Fall
2020 - Ongoing

One example of how the interest in the resources produced by RTCII
developed into further conversations is the connection with Emily
Carr University of Art + Design (ECU). Initially, Lisa Boulton (interim
head of the Health Design Lab at Emily Carr) connected with RTCII
about doing the opening presentation for the Dementia Lab 2021
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online conference. The connection continued as Caylee Raber and
Nadia Beyzaei (Health Design Lab, ECU) were guest presenters for a
Lunch and Learn session, November 12, 2021. This led to an invitation
to present at the dementia-friendly research symposium in May 2022
convened by Health Design Lab, ECU and the Alzheimer Society of
BC. RTCIl's team presenters included a researcher, an artist facilitator,
2 peer collaborators, and 2 care partners. Conversations continued
and culminated in a partnership on a successful College and Commu-
nity Innovation grant proposal. The new project is starting in Sep-
tember 2022.

« Connections with all of the eight guest presenters for the Lunch
and Learn sessions (see list above).

Many of these connections were ongoing over the period of the proj-
ect with one or more members of the team. Alison Phinney, for exam-
ple, attended the performance at Heritage Playhouse in RTC1, then
one of RTCII's co-leads participated in the launch workshop for Ali-
son’s PHAC project in February 2020. Alison was a guest presenter for
a Lunch and Learn in March 5 2021. Another example is the connec-
tion with Kate Dupuis from RIA/Sheridan College. Carolyn Brandly,
the editor of the Dementia Connection Magazine, connected RTCII
with Kate about the Arts and Aging Day Canada Event, September 24,
202. Kate invited all three co-leads to present at the event. Kate was
invited to present at the Lunch and Learn session on October 15,
2021.

« Gary Glazner, the Alzheimer Poetry Project

This connection was made through one of RTCII’s co-leads who invit-
ed Gary to attend Backstage Pass performance. Gary watched and
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PROJECT OUTCOMES

provided positive feedback, after which he issued an invitation to
RTCII to participate in the Virtual Memory Camp in September 2020.
A recorded and edited Zoom session with a small group from RTC’s
project team making “Found Art” sculptures was shared during the
virtual memory camp. The acknowledgements for the Virtual Memory
Camp states the following: “International Support and Participation:
The inspiration for doing a Virtual Memory Camp came from the
Canada based “Imagination Network”. Watching their stellar produc-
tion of “Raising the Curtain: BACKSTAGE PASS” led directly to us creat-
ing this virtual Memory Camp.

« Candace Campo, Shishalh Knowledge Carrier - This is an
ongoing Deer Crossing the Art Farm connection.

Candace did the Land Acknowledgement for BACKSTAGE PASS, De-
mentia Lab, and Encore! She visited and spoke with the RTC team at
the beginning of the workshop preparations for Encore. Also, the
connection continues going forward.

« Shari Myhill-Jones (VCH) on the Sunshine Coast, ongoing
connections

+ Sunshine Coast Seniors Planning Table and Sunshine Coast
Resource Centre

« Debra Sheets - UVIC. Connection with Debra’s virtual Memory

Café Victoria (research project). Two team members were invited
to lead a session in March 2021.
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CONCLUSIONS

RTCII was a multi-year collaborative research project involving the
education, arts, and health care sectors, to explore how participation
in collaborative creative engagement could enhance the wellbeing of
people living with dementia, their family, care partners, and society.
Using community-based, arts-engaged, participatory research ap-
proaches, facilitators planned and implemented workshops with peer
collaborators using diverse media to explore their experiences, un-
derstandings, hopes and challenges. Researchers analyzed the data
and in collaboration with the artists and peer collaborators brought
new questions and ideas to be creatively explored in subsequent
workshops. Two live events were organized to share experiences with
larger audiences.

Successfully navigating the changing context during the pandemic,
the team was able to achieve its anticipated outcomes, as shown by
data collected and shared in this report. Furthermore, the work will
continue and be extended through a partnership with ECU supported
by an NSERC College and Community Social Innovation grant (Sept
2022-Aug 2025).

Lyrics from a co-written song, 2020. Team member editing footage for our first online event,
Backstage Pass, 2020.
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APPENDIX A: RESEARCH QUESTIONS

How can participation in collaborative creative engagement enhance
the wellbeing of people living with dementia, their family and profes-
sional caregivers, and our society as a whole in the context of com-
munity living and institutional care.

Sub-research questions:

1. What are the mutual benefits of an arts-education-health care
partnership in a rural BC community?

2. What impact does this emerging partnership have on (1) the
lived experiences of dementia, specifically feelings of inclusion
and citizenship; (2) experiences of caregiving; (3) approaches to
care at long-term care facilities; (4) perceptions of LTC facilities’
roles in the community; (5) collaboration and harmonization of
community supports and resources for individuals living with
dementia and their caregivers; and (6) societal understandings
of aging, dementia, and long-term care?

3. What kinds of resources and supports are needed to sustain this
partnership and to foster additional ones?
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APPENDIX B: RAISING THE CURTAIN - LOGIC MODEL

Activities

Creative Engagement

Plan, facilitate, document, and
evaluate creative activities

Outputs

« 72 CE workshops ranging in length from 60
minutes (Zoom workshops) to 150 minutes
(face-to-face workshops).

« 3 HIVE workshops

+ 6 Online RTC social group gatherings

Project Outcomes

People with lived experience
of dementia have increased
meaningful participation in
their community

Recruit, train, and support
team members

+ Compile literature for artists

(that introduces them to key
concepts and activities)

+ Train and support research

assistants

+ 3 volunteers recruited, trained, and supported
for in-person workshops at Christenson Village

+ 9 Lunch and Learn sessions on Zoom
(February 2021to April 2022)

« 8 guest presenters for Lunch and Learn
sessions

+ 3 drop-in Creative Practice Zoom sessions

« 8 Douglas College students recruited, trained
and supported as RAs with an average
dedication to the project of 15-20 hours/week
for 2 years or longer

People who become
involved in the project have
increased opportunities,
understanding, drive and
ability to collaborate with
peer collaborators

Collect, manage, analyze, and
share research data

Collect and analyze field
notes

Develop and use codes
Write and publish articles
Present at conferences and
gatherings

Build, populate and maintain
website

Develop and implement
curriculum

» See list of publications, presentations, and
workshops in Appendix C

» Imagination Network - Raising the Curtain
website built (launched June 2020) and
updated regularly

- 8-week Facilitators in Training sessions
planned, delivered, and evaluated

+ Booklet developed about the project created
for peer collaborators, care partners and
people interested in the project

Enhanced access to body of
knowledge about the arts as
a bottom-up approach to
support people living with
dementia meaningfully
participating in society

Longer Term
Outcomes

Increased sense of commu-
nity for older adults and
Peer collaborators on the
Sunshine Coast supported
by the arts, healthcare and
education sectors
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APPENDIX C:LIST OF PUBLICATIONS,
PRESENTATIONS AND WORKSHOPS

Publications

Henderson, J., Reid, C., Devereux, B., Hershler, C., & Watt, S. (2022). Performing
the Lived Experience of Dementia: Revealing Humanity through Evidence-Based
Collaborative Creation. Canadian Theatre Review, 190, 53-59.

Reid, C., Landy, A., & Henderson, J. (2022). ‘Knocking at the door of humanity’:
using co-creation and community-based participatory research to foster citizen-
ship for individuals with lived experience of dementia. Leisure/Loisir, 1-24.

Landy, A., & Reid, C. (2020). Raising the Curtain: At the Intersection of Education,
Art, Health Care and Lived Experience of Dementia. Innovative Leisure Practices,
4, 60. http://dx.doi.org/10.25316/IR-15285

Presentation and Workshops

Bosse, M., Landy, A., & Reid, C. (2019/06/19) ‘Raising the Curtain’ on the Lived
Experience of Dementia. Oral presentation at CTRA 2019, Quebec City, Quebec.

Buck, S & Hershler, C. (March 2021) Workshop session at online Memory Café
Victoria.

Buck, S; Hershler, C., & Reynolds, R. (2021/01/25). Raising the Curtain: What we
learned over three years of making art with people living with dementia. De-
mentia Lab 2021 Conference: Supporting Ability, Emily Carr University of Art and
Design, Vancouver, BC (virtual presentation).

Henderson, J. (2021/10/23-24) Performing Care, Community, and Citizenship in
Backstage Pass. Paper presented at Aging and Social Change 2021 Conference.
University of British Columbia (virtual participation).

Henderson, J. (2021/06/25) Performing Care, Community, and Citizenship
through Dramaturgies of Assistance. Paper presented at the Canadian Associa-
tion for Theatre Research 2021 Annual Conference, University of Ottawa, Ottawa,
ON and University of Manitoba, Winnipeg, MB. (virtual participation).
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PRESENTATIONS AND WORKSHOPS

Henderson, J., Buck, S., & Reynolds, R. (2020/02/21). Raising the Curtain on
Dementia presentation) and Mark Making (interactive activity) presented at the
Arts-based Teaching and Learning Forum, University of British Columbia Learning
Exchange, and the Downtown Eastside Literacy Roundtable, Vancouver BC.

Henderson, J. (2019) “Dramaturgies of Assistance: Creating a Tidal Pull Towards
Inclusivity,” paper presented at the Canadian Association on Gerontology Annual
Conference (CAG/ACG) Conference, October 24-26, Moncton, New Brunswick.

Hershler, C. (2018, October 25) ‘Raising the Curtain’ on the Lived Experience of
Dementia. Oral presentation at Research-Theatre Symposium held at UBC Point
Grey Campus.

Reid, C., Henderson, J., Landy, A. (2021/01/19). Raising the Curtain: Enacting the
“Third Space” in Dementia Research. Dementia Lab 2021 Conference: Support-
ing Ability, Emily Carr University of Art and Design, Vancouver, BC (virtual pre-
sentation).

Reid, C. & Hershler, C. (2017, October 24) “Building the Imagination Network:
Raising the Curtain on the Lived Experience of Dementia. Aging: acts of memory
and forgetting. Symposium conducted at UBC, Vancouver, British Columbia.

Presentation by RTCII at the Collaborate — Gather — Share Research Symposium,
May 10, 2022. Convened by Emily Carr - Health Design Lab and Alzheimer Soci-
ety of BC. Team that presented were — a researcher, an artist facilitator, 2 peer
collaborators, 2 care partners. https://research.ecuad.ca/healthdesign-
lab/2022/03/09/collaborate-gather-share-research-symposium/

Imagination Network (Raising the Curtain) Art session at the Arts and Aging Day
Canada Event, September 24, 2021. Event convened by Kate Dupuis, Schlegel
Innovation Leader in Arts and Aging at the Research Institute for Aging and the
Sheridan Centre for Elder Research and supported by the Schlegel-UW Research
Institute for Aging and the Sheridan Centre for Elder Research. https://the-ria.-
ca/events/arts-and-aging-day-canada-2021/
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APPENDIX C:LIST OF PUBLICATIONS,
PRESENTATIONS AND WORKSHOPS

RTC invited to present the opening presentation for the Dementia Lab 2021
Conference, January 18, 2021(virtual presentation). To watch visit: https://ww-
w.youtube.com/watch?v=ItiXK5zuWEO

RTC invited to participate in the “Building Capacity” (Building Capacity for Mean-
ingful Participation for People Living with Dementia, A Public Health Agency of
Canada Project)- Project Launch 2-day workshop at UBC, February 18th-19th,
2020. Bruce Devereux presented as part of a panel with other groups. Panel was
titled: “Turning Ideas into Action & Success”. https://crpd.sites.olt.ubc.ca/-
files/2020/06/Building-Capacity-Workshop-REPORT-2020-June-11-FINAL-1.pdf

Raising the Curtain on the Lived Experience of Dementia presentation at the

Online Research Café: Using Arts-informed Research Approaches to Explore the
Lived Experiences of Dementia. May 27, 2021

RTCII Livesiream Presentations/Productions

BACKSTAGE PASS, June 25 and 26th, 2020. https://imaginationnet-
work.org/events/

Opening presentation for Dementia Lab 2021.

Encore! Showcase and Panel presentations, June 2 & 3rd 2022. https://imagina-
tionnetwork.org/encore/
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APPENDIX D: DESCRIPTION OF
FACILITATORS IN TRAINING COURSE

Weeks 1 - 3: topics focused on introducing the project, an overview of research,
exploring creativity as a muscle, social justice, and dementia. Ice breakers and
creative practice activities were interspersed into each session.

Weeks 4: the group separated into small pods to learn more about the practice
of creative engagements. Each pod was led by a 3 RTC creative engagement
facilitators — 2 artists and 1 research assistant.

Weeks 5 — 7: RTC peer collaborators and care partners joined the pods as men-

tors. The focus during these sessions was on the facilitators in training learning
by experiencing with mentorship for RTC CE facilitators, peer collaborators and

care partners. Week 7 was a showcase by the facilitators in training on the proj-
ect they had worked on during the small pod creative sessions.

Week 8: Focus group, evaluation, and next steps.

Aims of the course:

1. To learn about the lived experience of dementia

2. To introduce CEAP and CBPR in relation to dementia

3. To experience a safe community with opportunities for self-reflection

4. To connect with and better understand the challenges of a multi-disciplinary
collaboration

5. To gain confidence collaborating with people living with the experience of
dementia

6. To explore ways to engage in dementia advocacy
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