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Abstract

Transition to adult life can be a challenging time for disabled youth and their families. This article describes the col-
laborative creation of Transitions Theatre, a research-based reader’s theatre activity based on narrative interviews with
eight disabled youth (aged 17-22) and seven parents. Analysis of these interviews generated two opposing yet in-
terrelated themes. On one hand, youth and families felt lost in transition facing multiple gaps in healthcare, financial
support, education, and opportunities for social participation after having “aged out” of the pediatric system. On the
other hand, they started cripping “normal” adulthood to envision more inclusive futures wherein disabilities are un-
derstood as integral to society. These two themes were transformed into two reader’s theatre scripts, one featuring a
youth, the other featuring a parent. Seven youth and four parents (six of them were original interview participants) then
participated in a Transitions Theatre workshop to read the scripts together and discuss the authenticity and relatability of
the scripts. Participant feedback suggested that the reader’s theatre method was effective in sharing findings with
research participants and stimulating a critical dialogue on how to (re)imagine transition to adulthood. We discuss the
importance of implementing inclusive design strategies to make reader’s theatre accessible to participants with diverse
abilities and preferences.
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psychosocial support for young people transitioning into
diverse social roles including employment, postsecondary
education, and independent living. With the increased
attention to family-centered service and real-life oriented
interventions (King, Imms, et al., 2017; King, Williams, &
Hahn Goldberg, 2017), there is a growing recognition
among practitioners that the design and provision of

Introduction

Transition to adult life can be a challenging time for young
people who move into new roles, responsibilities, and
routines. The process can be even more daunting to disabled
youth' and their families who need to navigate through
several transitional pathways that are not typically well
established for them. In pediatric rehabilitation, the focus on
transition support originally grew out of concerns with
service gaps between pediatric and adult care. Mounting
research and anecdotal evidence suggested that youth and
their families who had enjoyed holistic, multidisciplinary
pediatric services suddenly find themselves at the edge of a
service “cliff” once they reach the age of majority (e.g.,
Gauthier-Boudreault et al., 2018; Gur et al., 2020). Some
youth and families reportedly felt as if “being pushed off a
cliff” or “falling into the abyss” (Joly, 2015) and were left
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personalized and context-specific support are invaluable
for young clients and their families to move through life’s
major transitions (Doren et al., 2013).

However, as a handful of critical scholars suggest
(Gibson et al., 2014; Hamdani et al., 2015), rehabilitation
literature remains silent on what “successful” transition to
adulthood truly means to disabled youth and their fami-
lies. The existing literature builds predominantly on a
normative notion of “successful” adulthood marked by
financial independence, educational achievement, career
success, and formation of intimate relationships and new
families. These images are socially determined but not
necessarily reflective of the diverse realities of growing up
and living with disabilities. Beneath transition-related
service lies a normative assumption that all young peo-
ple, regardless of their social locations, dis/abilities,
cultural backgrounds, and identities, must move toward
“successful” adulthood. Within this well-intentioned
discourse, certain groups of youth such as those with
disabilities are simply “lagging behind” peers in the
general population. These youth are seen “at-risk” of
failing to meet convention with respect to education,
employment, and independent living (e.g., Hanley-
Maxwell & Izzo, 2012); thus, needing guidance by a
host of professional interventions. On one hand, por-
traying disabled youth as moving toward the same
adulthood as their non-disabled peers can contribute to de-
stigmatizing negative stereotypes of dependency and
unproductiveness historically imposed onto people with
disabilities. On the other hand, representing disabled
youth as striving to be a “good” or “successful” adult “just
like anybody else” can leave unquestioned the ableist
assumption that reinforces the perceived normalcy of non-
disabled bodies (Cherney, 2011). Indeed, the image of
“successful” adulthood may be imposed more decisively
on disabled youth—and importantly on their families—as
they feel the pressure to work harder than their non-
disabled peers to “prove themselves” (Slater, 2013).

The discourse of “successful” adulthood also silences
the voices of family members who play an integral role in
their child’s life. Studies on parents of disabled youth tend
to cast parents in a negative light by framing parental
vigilance, concern with an unknown future, and mistrust
of healthcare providers as obstacles to youth’s successful
transition to adulthood (Heery et al., 2015). Some pro-
fessionals believe that parental involvement in their ad-
olescent child’s healthcare may pose a barrier to transition
readiness (Clarizia et al., 2009). Through this discursive
lens, what families hope for their child and themselves and
how they envision their futures vis-a-vis the “successful”
adulthood are of less priority. Further, the discourse of
normative adulthood leaves little room for youth with
significant cognitive impairments or progressive condi-
tions who are likely to require constant support after

turning the age of majority (Gibson et al., 2014; Hamdani
et al., 2015). These individuals might be further mar-
ginalized by transition-related policies and services de-
signed based on the discourse of “normal” adulthood.

In an effort to disrupt an unreflective pursuit of nor-
mative adulthood and explore alternative ways to see post-
transition life in a new light, this qualitative exploratory
study employed an arts-informed method of reader’s
theatre. Reader’s theatre is an interactive story-telling
activity in which learners read assigned lines out loud
and engage in a facilitated discussion to collaboratively
learn about the subject matter (Pardue, 2004). As a
subgenre under research-based theatre (Saldaia, 2016),
reader’s theatre has garnered interest among health re-
searchers who wish to elicit tacit and implicit knowledge
and to disseminate research findings beyond scholarly
circles. Reader’s theatre has been widely implemented in
health education to facilitate a deep conversation on
challenging topics such as patients’ experiences of in-
teracting with service providers (Langlois et al., 2017;
Pardue, 2004), end-of-life care (Shapiro & Cho, 2011),
and patients’ experiences with returning to work after
injury (Kek et al, 2021). Furthermore, Rosenbaum et al.
(2005) contend that creating reader’s theatre scripts from
qualitative data could embrace the personal nature of
patient narratives in a way that is substantively different
from traditional qualitative analysis. They chose the
reader’s theatre method to help clinicians immerse into
personal and emotional dimensions of patient experi-
ences, instead of responding technically with diagnoses
and therapeutic interventions. Their reader’s theatre piece
offered learners an opportunity to vicariously experience
what it is like to be a patient.

With the growing popularity of arts-informed methods
in health research, researchers started developing reader’s
theatre scripts based on qualitative research data such as
interviews, focus groups, and field notes (e.g., Kek et al.,
2021; Langlois et al., 2017). However, few published
articles describe how research participants were involved
in the script development after initial data collection.
Unlike theatre-based action research in which participants
engage deeply in the process of play-creation through
iterative physicalizing and improvisation (e.g., Perry,
2018), existing reader’s theatre studies are largely silent
on whether research participants, whose stories inspired
the studies in the first place, had an opportunity to be part
of the decision-making process of what was included/
excluded from the theatre scripts. Also, little is known
about whether participants were invited to assess the
validity and authenticity of theatre scripts before re-
searchers shared them with external audiences.

To address this gap in knowledge, this paper describes
the process in which we created Transitions Theatre, a
participatory reader’s theatre, with disabled youth and
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their parents. Our intent was to integrate participants’
voices into the process of knowledge creation and mo-
bilization and communicate research findings with diverse
stakeholders (i.e., disabled youth and their parents,
healthcare practitioners, community service providers,
and healthcare students) through an accessible, relatable,
and engaging method. In what follows, we first describe
narrative interviews with disabled youth and their parents
about their experience transitioning to adulthood. Using
the themes generated from the interviews, we developed
two reader’s theatre scripts and facilitated a Transitions
Theatre workshop with the interview participants and
youth and parents of similar demographic backgrounds.
This paper concludes by discussing some key learnings
from the participatory process and how inclusive design
strategies can benefit qualitative health research.

The Initial Narrative Interviews

This study took place at a Canadian pediatric rehabilitation
hospital as part of an organizational strategy to improve
support for young clients and families transitioning from
pediatric to adult care. Prior to study recruitment, this study
received ethics approval from Holland Bloorview Kids
Rehabilitation Hospital Research Ethics Board (file num-
ber: 18-778). Two occupational therapists specializing in
transition to adulthood services assisted with recruitment
by contacting clients 17-22 years old in their past and
present caseloads and asking permission for researchers to
send a study information letter. Youth were eligible if they
were aged 17-22 years at the time of recruitment and able
to communicate in English verbally or by using an Al-
ternative Communication (AAC) device. Parents of young
clients aged 17-22 years were also recruited.

Eight youth (mean age 18.2 years old) and seven
parents (all were biological parents of at least one youth
with disabilities) participated in a narrative interview. Of
15 participants, there were two youth—parent dyads. Al-
though participation of youth—parent dyads was wel-
comed to obtain a holistic understanding of how the
family had experienced transition to adulthood, it was not
required that both youth and a parent from the same
household take part in the study together. All participants
provided written informed consent prior to enrollment in
the study.

The lead author conducted all interviews. Nine inter-
views were completed by phone and six interviews were
completed in person per participants’ preference. Fol-
lowing Riessman’s (2008) method of narrative interview,
each interview was guided by one open-ended question:
“Tell me your experience transitioning into adult life (for
youth)” or “Tell me your experience supporting your child
transitioning into adult life (for parents).” The lead author
attentively listened to participants with minimal

interruption, and only when necessary, prompted partic-
ipants to give further descriptions by asking: “What
happened?” “Who was involved?” or “What did you do?”
In each narrative interview, the focus was placed on how
participants made sense of, or felt not being able to make
sense of, their experiences moving to adulthood. The
interviewer intentionally avoided providing an interpre-
tation of the term “transition” so that each participant
could define the term at their own discretion. The inter-
views lasted between 30 and 76 min (average 47 min). All
interviews were audio-recorded and transcribed verbatim
by a professional transcriptionist. The lead author took
detailed notes immediately after each narrative interview
to document key points and her reflections on participants’
stories and how stories were narrated.

Analytic Procedure

Arthur Frank’s (2010) notion of narrative habitus guided
our analysis in exploring discursive contexts of personal
narratives. Frank (2010) encourages researchers/listeners
to ascertain discursive resources and cultural repertoires
people draw on when telling their stories. This “inner
library,” argues Frank, illuminates how people’s stories
are both shaped by social structures and being creative and
agentic. The method of structural narrative analysis
(Riessman, 2008) was also employed to identify different
storylines constructed by participants. In narrative anal-
ysis, the focus is placed on the structure of narration (how
it is told), including a central plot, characters, and chro-
nological events of participants’ stories. Drawing on
Riessman (2008) and previous narrative research in the
field of disability studies (Smith & Sparkes, 2008), two
authors independently read all 15 interview transcripts at
least three times and identified the narrative structures and
thematic patterns across the data. Both researchers took
detailed memos while immersing themselves in the
transcripts and shared their memos to generate key themes
after the second round of independent reading. Relevant
participant quotes for each theme were selected. Dis-
crepancies in the interpretations were solved by discus-
sion between the two researchers until consensus was
achieved.

We aimed to identify different voices of each nar-
rative (subjective positions), the layering of voices, and
potential dialogues between them. After closely ex-
amining each story, we analyzed major “threads” or
shared themes running across individual narratives, as
well as elements that differentiate some stories from the
others. As stories were collected both from youth and
parents, we pondered on how stories emerging from
these two groups may overlap and differ. This thematic
focus enabled us to closely explore the content of
narration (what is told) and how content and the act of
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storytelling work together to accomplish participants’ cripping® “normal” adulthood. Table 1 summarizes the

communicative intent.

Emergent Themes

themes with illustrative quotes.

Theme |[: Lost in Transition

The analysis of participant narratives yielded two op- In the province of Ontario where this study took place,
posing, yet interrelated themes: 1) lost in transition; and 2) public secondary/high school education (usually grades

Table |I. Themes Identified From Interviews and lllustrative Quotes.

Theme |: Lost in transition

I. Scarce opportunity for participation
after aging out

2. Increased financial burden

3. Lack of alternative adulthood

“The transition is the... is the social aspect, or lack thereof... [my child’s] original circle of
friends has evaporated. They’ve all gone on to university, they’ve all now got their new
jobs.” (Parent)

“Everyone | know, like, my age, they are going forward. And | feel like I'm stagnant and not
moving forward.” (Youth)

“| feel like transition for me was the hardest thing I’'ve ever been through... the toughest
thing for me, | think, is when | found out that | was leaving high school for good, and not
being able to return to that same routine.” (Youth)

“a lot of times there’s a huge gulch when kids are aged out of the school system and their
parents have to give up work and all kinds of stuff in order to take care of their child.”
(Parent)

“A lot of the programs post-2 | out there are pay for service, and... and which are... are quite
costly, but it’s actually even hard to get into them because [my child] does kinda need a
one-on-one.” (Parent)

“you go in and you sit in a meeting [with healthcare providers] and they give you pamphlet
after pampbhlet after pamphlet about fundings, programs and all that. And they tell you all
the things that you should do. And then you kinda leave there going oh my God, okay,
okay, okay.” (Parent)

“The unfortunate thing is when we went to her graduation last November, we found that all
the kids in [my child’s] graduating class were getting Passport funding — everybody except
for my daughter.” (Parent)

“And my son still, he’s not receiving any Passport funding for those... | don’t know why,
like... yeah, he’s not receiving any passport funding, he’s (AGE) and from 18 he should’ve
received that. And last three, four years he’s in the waiting list and they’re saying... these
are very expensive programs, like, per day.” (Parent)

‘*’Cause the system is made to be a cop, to be a teacher, to be a... you know? And, most
people aren’t, don’t fit in that box.” (Youth)

“Like I've always been taught from a young age, to, like, get your education first, blah-blah-
blah... it’s... | think detrimental” (Youth)

“Right now in society, if you’re not in school, or if you’re not making a certain wage people
don’t really look at you as a contributing citizen.” (Youth)

Theme 2: Cripping “normal” adulthood

|. Celebrating micro-achievements

2. Reimagining independence

“You really celebrate the micro-steps and the baby-steps... [my child] and | went to the
dentist and we got paid the bill and she’s okay we schedule your next dentist
appointment, and... | mean, | celebrated, [CHILD’S NAME] took out his phone to put the
next appointment in his phone.” (Parent)

“[my child] didn’t get up and run in the Olympics, in the paralympics... then [my child]
wasn’t the “cherry”... you’d be working really really hard, but what was really big to us,
what | thought were huge accomplishments and great successes, | never felt was truly
understood by the outside world.” (Parent)

“I might be living alone for a while before | move in with my partner-... | just don’t want my
partner to end up being my support person. So, like, | want to be able to get to the point
before she moves in, to be able, like, | know what to do if you’re not here.” (Youth)

“l am pretty independent, or as independent as | can be... Which is, | know where to go for
help, and if | do need help, | won’t shy away from asking for help. I'm familiar with my, like,
| got familiar with my surroundings, and, like, routes and things like that.” (Youth)
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7-12) is free for residents. Students with special needs are
entitled to attend school up to 21 years old depending on
their educational needs. However, after graduating high
school, disabled youth—especially those who do not
transition to postsecondary education or formal
employment—have a paucity of opportunities for social
participation. Both youth and parent narratives reflected
the challenge they faced due to the scarce opportunities
for participation after aging out (subtheme 1). So-
cialization after high school becomes challenging for
these youth as their “original circle of friends has evap-
orated” (Parent). Some youth expressed the feeling of
being left out, as if they were “stagnant and not moving
forward,” while others in their age were moving to new
life stages. It was challenging for some to find out they
were “not able to return to the same old routine” that they
have been used to since kindergarten. Many parents
mentioned that they were left scrambling to find appro-
priate opportunities for their children after they “aged out
the school system.” They strived to find day programs,
community services, or volunteering opportunities that
would “keep [my child] occupied” or “stay involved in
what they like to do.” However, many realized that there
were very few programs that would accommodate their
children’s needs. Some parents considered many pro-
grams focusing mainly on “keeping kids safe,” rather than
providing youth with aspirational opportunities for life-
long learning.

There was a shared concern among parents around
increased financial burden (subtheme 2) due to the age
cutoff for government funding and support. In Ontario,
many sources of government funding and supports for
disabled children end when they turn 18 years old. While
provincial funding exists for disabled adults, including the
Ontario Disability Support Program (ODSP) and Passport
Funding that subsidize recreation and living costs, ap-
plying for adult funding is not always straightforward.
Some parents felt overwhelmed by “pamphlet after
pamphlet after pamphlet” provided by healthcare providers
when preparing for the transition to adult funding agencies.
A few parents noted that their children over 21 years old
were still waiting for Passport Funding to start. One parent
expressed feeling frustrated as they found at their child’s
high school graduation that “all the kids in [my child’s]
graduating class were getting Passport Funding except for
my daughter.” In the interim, they had to cover costs for a
day program and respite care on their own, which imposed
a significant financial toll on their family.

Many youth participants described a perceived dis-
tance between them and “normal” adulthood marked by
financial and residential independence. Their narrative
commonly addressed the lack of an alternative adult-
hood (subtheme 3), which hinders them from envisioning
an inclusive life in their community. Some mentioned it

was as if they were forced to “sacrifice your current self
for an ideal future self” to meet developmental and so-
ciocultural standards for “normal adulthood” where many
disabled youth “who don’t fit in the box™ come up short.
One youth noted that they have “always been taught from
a young age to get education, get a job.” This prescriptive
notion can be “detrimental” to those who are not in school
or employed. Another echoed this view and expressed
frustration with the normative value system in which “if
you’re not in school, or if you’re not making a certain
wage, people don’t really look at you as a contributing
citizen.” Even those who transitioned to postsecondary
education experienced physical and attitudinal barriers at
school. They often stood out as “the only person with a
disability” in class and residence. They often needed extra
time to arrive to class or complete assignments due to
inaccessible built environments, unreliable transportation
systems, inflexible class schedules, and academic ac-
commodation policies that “are not made for us.”

Theme 2: Cripping “Normal” Adulthood

While many interviewees experienced hardship
throughout their transition to adult life, some started re-
imagining a vision of adulthood that would better fit their
lived reality. One tactic shared both by parents and youth
was celebrating micro-achievements (subtheme 1). One
parent of a disabled youth noted that instead of “looking
too far out,” they would try to “set a path with [the child’s]
current capabilities and build a foundation for his future”
through “micro steps and baby steps.” For some youth
living with congenital conditions, celebrating small
achievements has always been part of their life and the
effort simply continues after graduating high school.

There was also a shared disagreement with the “super
cripple” stereotype, a discourse that glorifies disabled
persons who “overcome” their disabilities and who have
successfully integrated into a society. One parent criti-
cized healthcare institutions for “cherry picking” patients’
stories for their fundraising campaigns and noted that their
family’s measure of success would not align with the
dominant framework:

“[my child] didn’t get up and run in the Olympics, in the
Paralympics... then [my child] wasn’t the cherry... you’d be
working really really hard, but what was really big to us, what
I thought were huge accomplishments and great successes, |
never felt was truly understood by the outside world.”

Some participants argued against the ableist rhetoric of
normalcy that shapes growing up with a disability as a
“non-success story.” Instead, they called for more in-
clusive futures in which disabilities are understood as
valuable and integral to society. Participating parents
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commonly believed that their children can “contribute, in
a fulfilling and useful manner, and have a fulfilling and
rewarding life,” regardless of the conventional definition
of “successful adulthood.”

Relatedly, in acknowledging the disabling impact of a
vison of a normative adulthood, some participants started
reimagining independence (subtheme 2). For these
participants, being independent focuses more on collec-
tive well-being than individual capabilities. For example,
one youth described recognizing what he cannot do by
himself alone as a prerequisite to be independent.

“I just don’t want my partner to end up being my support
person... I want to be able to get to the point before we live
together, to be able to know what I can and can’t do if [the
partner] is not here.”

In this context, knowing one’s limits is considered a
way of caring for and being with significant others.
Learning how to instruct people in their life when help is
needed (e.g., attendant care person, roommates, and
colleagues) was also seen as an important step toward
interdependence. One youth noted that she is “pretty
independent, or as independent as I can be” because she
“won’t shy away from asking for help.” Other youth
resonated with this view and stated that making decisions
for themselves and being accountable to these decisions
are more significant than being financially independent or
living alone. They hoped for a society in which people are
“recognized for their humanity” rather than their pro-
ductivity or perceived contribution to society.

Translating Narrative Themes into
Reader’s Theatre Scripts

After completing the analysis, the lead author shared the
abovementioned two themes, analytic memos, and de-
identified interview scripts with an artist-researcher and
professional playwright. The two discussed the structure
of the scripts and potential characters and collaboratively
drafted a few scripts representing the experiences of youth
and families. According to Saldafia (2016), there are four
potential approaches to research-based playwriting. Some
writers take a verbatim approach to preserve the precise
language of interviewees, while others employ an ad-
aptation approach by selecting portions of raw data and
rearranging texts into “a more aesthetically shaped”
product (p. 17). Yet, other writers may opt to write an
original dramatic composition inspired by raw interview
transcripts. Some even devise composite characters to
represent collective themes and stories across data.
Among the four approaches, we employed the adaptation
method by using direct extracts from interview transcripts

as much as possible, while rearranging texts to commu-
nicate the two themes effectively.

We elected to develop scripts in the form of a
monologue, rather than a dialogue between two or more
characters. Teman and Saldafia (2019) argue that a
research-based monologue can render “a three-
dimensional account of a character” (p. 467) by repre-
senting the character’s personality, value systems, emo-
tions, and experiences of being human in a condensed
format. By choosing a monologic form while not creating
a concrete character, we transformed voices of several
interviewees into one that speaks about the intricate and
multifaceted nature of transitioning to adulthood. The
literary device of monologue was helpful in preserving the
authenticity of participant voices while representing the
two narrative themes as opposing yet intricately
interwoven.

After drafting a few scripts, we ended up writing two
scripts, each consisting of 10 short lines: one featuring a
disabled youth speaking about their transition to post-
secondary education (Appendix A), and the other por-
traying a parent of a disabled son looking back after their
son turned 21 years old (Appendix B). Although the two
scripts represented different perspectives, we strived to
ensure that both scripts incorporated the two narrative
themes and subthemes identified in the analysis. The
reader’s theatre activity was named Transitions Theatre.

Transitions Theatre Workshop with
Disabled Youth and Families

All interview participants (n = 15) were invited to take part
in the Transitions Theatre workshop to read and discuss
the two scripts. The lead author and a speech language
pathologist with extensive experience running a medical
reader’s theatre at universities co-facilitated the workshop.
New participants who met the same eligibility criteria as
the narrative interview (i.e., disabled youth aged 17-22
years or parents disabled youth aged 17-22) were also
invited to join the reader’s theatre and provide additional
insight into the scripts.

A total of 11 participants (7 youth and 4 parents) took
part in the Transitions Theatre to collaboratively read
the two scripts and discuss the initial study findings. Of
11 participants, six were original interview participants
(3 youth and 3 parents) and five were new participants
(4 youth and 1 parent). The Transitions Theatre lasted
about 2 hours with a 15-min break in between. Par-
ticipants were enrolled in one of two groups and per-
formed the monologues together by taking turns
reading aloud the lines assigned from the scripts. To
accommodate participants with diverse physical, cog-
nitive, and communication abilities, we incorporated
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several inclusive strategies in the workshop design in
consultation with an occupational therapist. The theatre
scripts were prepared in different formats and font sizes
(i.e., each line printed on a single page). Hand-free page
holders were prepared for placing scripts on a wheel-
chair tray. An Augmented and AAC device was pro-
grammed with the scripts in advance for participants
who preferred to use the device. One participant used
the AAC device to take part in the reading activity.

After reading each script, group facilitators asked
participants 1) whether they felt the script authentically
represented their experience of transitioning into adult
life; 2) whether they found the script informative for
future theatre participants (e.g., disabled youth and their
families); 3) what surprised them; and 4) what changes, if
any, they would like to make to the scripts. The first and
the second authors took detailed field notes during the
facilitated discussion. At the end of the workshop, par-
ticipants were asked to share their feedback on the
Transitions Theatre. Instead of a conventional feedback
survey, we prepared several formats so that participants
could freely express their thoughts and feelings using
images, colors, and words. Some participants collaborated
to create a reflective drawing together, while others in-
structed a facilitator to document their feedback on a piece
of paper.

Theatre Participant Feedback

Original interview participants and new participants to the
theatre commonly found the Transitions Theatre engaging
and felt they could strongly relate to the scripts. Some
participants noted that the scripts not only recognized and
validated their experiences but also helped further “build
vocabulary about transition” to describe their experiences
and made them realize “there is still hope.” Moreover, both
youth and family members found it valuable to learn each
other’s viewpoints through the scripts. Some youth com-
mented that they were surprised to learn “more about the
parent perspectives such as fears about not having a plan for
the children,” as they did not have a chance to hear what their
parents thought when they transitioned to adulthood.

One parent who participated with two youth (aged 19
and 17) mentioned that Transitions Theatre catalyzed a
conversation among their families about their preferred
futures.

“It is very effective. I felt lots of the things my son couldn’t
share with me, but he shared at transitions theatre workshop.
That will help me to understand my son — what he is planning
and what he is thinking about the future.”

A few participants suggested minor edits to the scripts
to enhance readability. Others encouraged the researchers

to develop additional scripts featuring diverse youth (e.g.,
youth with neurodiversity and youth with complex care
needs) and a variety of transition experiences and settings
(e.g., transition to paid/voluntary employment and tran-
sition from hospital to community care). Following the
Transitions Theatre workshop, we revised the two scripts
and developed an interprofessional education (IPE)
workshop for pre- and postlicensure healthcare providers.
From October 2020 to August 2021, a team of three
academic/clinical educators and three lived experience
educators (one young healthcare provider with disability
and two parents of disabled youth) facilitated four
workshops with a total of 67 students and clinicians from
11 health disciplines. Details of the workshop design and
learner feedback were reported elsewhere (Seko et al.,
2022).

Discussion

This project intended to create a research-based reader’s
theatre with disabled youth and their families based on
their narratives of transition to adulthood. In the initial
interviews, participants shared diverse realities of growing
up with disabilities and their unique views about their
futures. Although the transitional processes were expe-
rienced differently by different participants, their narra-
tives commonly suggested that the concept of “transition
to adulthood” encompasses ambiguities, contradictions,
and the society’s implicit expectation to put disabled
youth into a ready-made box of “normal” adulthood. Their
narratives revealed a disheartening tendency that many
disabled youth and families felt lost in transition just as
those who were interviewed two decades ago (Stewart
etal., 2002). The abrupt decline in opportunities for social
participation and financial supports after “aging out” of
the system posed serious challenges to families who
strived to maintain continuity of experience for their
children. Youth who followed a mainstream pathway such
as postsecondary education similarly faced challenges in
navigating the ableist system. Despite mounting research
and policy recommendations over the past two decades
(Kingsnorth et al., 2021; Lilly et al., 2019), the transition
to adulthood still felt rough and alienating for disabled
youth and families in Ontario, Canada.

At the same time, participant narratives indicated a
potential of cripping futures apart from the dominant
framework. Youth and parents described how they would
celebrate micro-achievements in their daily life, rather
than yearning for or lamenting about what normative
society deems a “successful” future. Their approach
resonates with what Szafran and Magdalena Wasielewska
(2020) called “tailored success” for disabled children that
emphasizes personalized accomplishments adequate to
one’s talents and potential. Through this lens, success can
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have many faces. What may be an ordinary activity for
some can give these participants a sense of happiness,
pride, and self-fulfillment. Similarly, some youth proac-
tively reframed independence as knowing their limitations
and interdependence with others. Against the modernist
assumption of independence where individuals are ex-
pected to perform all the tasks of adulthood alone, these
narratives entail a seed of “crip futurity” (Kafer, 2013), a
collective evocation of alternative, more inclusive futures.
The two opposing yet intertwined narrative themes viv-
idly reflect Kafer’s (2013) contestation that “how one
understands disability in the present determines how one
imagines disability in the future” (p.2).

Building on these two themes, Transitions Theatre was
developed to foster a dialogical space in which diverse
stakeholders can reflect on their experiences and critically
consider what shapes transition to adulthood. By using the
reader’s theatre method, we aimed to illuminate what the
transition looks like to disabled youth and their families,
what meanings they ascribe to their adulthood, and how
their preferred futures may adhere to or resist normative
assumptions about “successful” adult life. We found the
reader’s theatre method effective in sharing research
findings with participants. Naidu and Prose (2018) argue
that “returning study findings to communities” is not
simply a validity checking practice, but it is an ac-
countability practice driven by an ethnical imperative of
community-based research. In our research, the method
helped to foster an opportunity where research partici-
pants could evaluate the authenticity and relatability of the
scripts and benefit from research outcomes. The feedback
from the theatre participants suggests that we were suc-
cessful in authentically portraying their experiences and
helping them understand the multiple aspects of transition
that they had not thought about previously. We were
pleased to learn that the reading activity and subsequent
discussion sparked a conversation within a family about
their preferred futures.

Admittedly, the script development was a selective
process. Participant narratives of the past were selectively
constructed from among an array of personally mean-
ingful memories. Then we, the researchers, chose words
of the interview participants that we believed accurately
represented their voices. Only selected segments from
narrative interviews were adapted into the two self-standing
monologues that amplify some voices while omitting
others. As Teman and Saldafia (2019) remind us, all arts-
informed research methods have their own aesthetic shape.
The modality of reader’s theatre merges participants’
voices with researchers’ creativity and aesthetic tastes,
which obscures where data ends and where theatre begins.

Nonetheless, given our research goal to document and
represent the stark realities of transition to adulthood, the
power of reader’s theatre to foster critical awareness and

afford different ways of knowing made it an optimal
platform for knowledge creation and mobilization. In
addition to the IPE workshop we developed (Seko et al.,
2022), we expect healthcare professionals and educators
might consider using Transitions Theatre to engage dis-
abled adolescents and families in dialogue about their
forthcoming transitions to adult life. This knowledge may
not only encourage youth and families to envision
adulthood in a new light but also help healthcare providers
discover new opportunities for transition support and push
the envelope to their clients’ advantage.

One important lesson was that it is essential to design
research activity to be as inclusive and engaging as
possible. We intentionally designed Transitions Theatre to
let all participants read at least one assigned line of the
scripts out loud, as we believed performing a monologue
together would make theatre participants experience an in-
depth connection with the scripts and other participants. In
doing so, we implemented several inclusive design
strategies in the Theatre workshop so that participants
with diverse abilities and preferences could join the
reading activity and discussion. The planning process was
eye-opening, in that it made us realize the ableist as-
sumptions inherent to the seemingly participatory method
we drew on. For example, it became evident to us that the
conventional feedback form we originally designed would
not meet participants’ needs and preferences. Rather than
accommodating their needs by retrofitting existing
methodologies, we composed alternative feedback forms
for participants to choose from. Our experience illumi-
nates the importance of reconsidering and restructuring
the “compulsory able-bodiedness and able-mindedness”
(Kafer, 2013, p.16) that shapes qualitative research. In-
stead, situating disability at the center of a research project
like Transitions Theatre can bring to light the historically
contingent power relations between the researcher and the
researched. As Price and Kerschbaum (2016) assert,
“when disability is assumed to be an important part” of a
research project, rather than an external condition that
needs to be accommodated or compensated for, the
“normative framework [of research] is both exposed and
challenged” (p. 20).

Conclusion

As transition to adulthood support for disabled youth has
extended from clinical transfer to broader life transitions,
the question as to what constitutes “successful” transition
is gaining much more significance and complexity. This
study aimed to create an authentic reader’s theatre activity
to mobilize research findings through an interactive arts-
informed method of reader’s theatre. Although evidence
suggests that research-based reader’s theatre can be ef-
fective in mobilizing research findings and educating
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audiences (Langlois et al., 2017; Rosenbaum et al., 2005),
the process of creating a reader’s theatre has not widely
involved research participants. We described the process
in which themes generated from narrative interviews were
transformed into two reader’s theatre scripts and then
performed by disabled youth and parents in a Transitions
Theatre workshop. We found the reader’s theatre method
to be a powerful and engaging platform for collaborative
research with disabled youth and families. However, to
maximize the potential of this method requires an in-
clusive design approach to involve participants with di-
verse abilities and preferences. In line with advocates of
crip methodology (Hickman & Serlin, 2019; Price &
Kerschbaum, 2016), we believe it important to undo
the traditionally assumed ways of knowing and situate
experiences of being disabled at the center of qualitative
research with disabled youth and their families. Inclusive
design methods have much to offer qualitative health
research and contribute to disrupting the normative dis-
course around transition to adulthood.

Appendix A
Youth Script

1 So, sometimes I feel like there’s lots of pressure
about the future. Like success in life. I actually think
my transition to college was fairly smooth - suc-
cessful, so to speak. But still, going to college made
me see how the system isn’t set up for all of us.

2 Like, on the first day of school, when I went to the
building, I went to the first elevator I saw and
realized that I couldn’t reach the buttons. The
elevator buttons were above my head. It was the
first wall that I hit, like, “how am I going to get
upstairs? I need to get upstairs to attend the class.”
So I had to wait for someone even to walk by, then
I had to ask them to push the button for me.

3 Or another thing. At the college, they have this
access centre. It’s like a place where they deal with
accessibility issues in general and you have your
own facilitator that you go to. But even with the
access centre, [ still had to be proactive. Every time
I start new classes, I have to make sure that they
send over equipment that I need to that specific
classroom. I also need to send an accommodation
letter to all my professors to let them know that I
need support. It was a lot of extra work for me.

4 You would just learn as you go, and you have to
adapt. There are things that happen that you just
have to be kind of prepared for, like just prepared
to know that you’re going to be hit with something
that makes you uncomfortable. I don’t wanna
sugarcoat this, ‘cause sometimes you stand out

against your will, right? I’'m literally the only
person with a visible disability in my residence. So
I stand out all the time. People stare at me, because
they’re not used to people with disabilities.

5  Well, what independence looks like for people is
different, and I think for me, it’s... it’s about
knowing my limits. But also knowing there’s al-
ways a safety net around me. Like my parents or
friends. But I also really want to challenge myself
and get to the point where I can trust myself enough
to be, like, living independently using my support
workers only. So there’s a bit of tension there.

6 And, I have a partner. But I couldn’t see myself
living with them right now... I, I just don’t want my
partner to end up being my attendant care person.
And I also wonder how I give myself space. I want
to be able to get to that point before we decide to
live together.

7  So if I imagine the future...

8 ...Well, I don’t usually like to look at the future too
much. ‘Cause what I was told to picture is a text-
book future — like have a job, live independently, get
married, blah blah blah. I’ve always been taught
from a young age, that’s the future. I feel like it’s like
following a textbook, ‘cause I've been socially
conditioned to think that’s the best future.

9 Honestly, it can be detrimental, I think. ‘Cause the
system tells us to be a cop, to be a teacher, to be a
this, a that, right? But most people don’t fit in the
box. Especially people with quote unquote dis-
abilities. It’s just not fitting into the world, really,
‘cause the system isn’t built for us at all.

10 If I imagine the future, I hope for a kinder society,
where people can be recognized for their humanity,
rather than what they can contribute to society. And
I don’t have to constantly prove myself to people
that I can function without being questioned,
without being defined by my disability.

Acknowledgment. This script was written by the authors
based on narrative interviews with eight youth with
disabilities (17-22 years old).

Appendix B

Parent Script

1 Jordan’s a pretty quiet guy. He’s often in his world,
happily I’d say. But boy he loves to have other
people around him. Adam and I, we just thought,
oh my God there’s proof, proof that... As much as
we think he’d be just happy in his room watching
his DVDs all the time, what he loves most is just
meeting people. Like... we are not enough for him.



2156

Qualitative Health Research 32(14)

Yeah. He needs more than just, you know, his
parents. He needs other people. Other people give
him different kinds of things.
And he will communicate. He does. If he trusts
you, he will write, or he will force you to write, like
he’ll hold onto your hand and force you, right? It’s
about trust.
So, if I imagine the future...

[Pause]
..We’re very frustrated with the system. The
slowness of the system. Applying for adult fund-
ing, like, years in advance. And even then, you still
wait. Even after you qualify you still have to wait to
even see any of the money.
There is also this emotional... there’s just a barrier
that gets that... it’s hard, it’s really really... as a
parent... No matter how engrossed you are in the
world and your life, it’s really hard for some reason
to open that computer and... and start the process of
applying to adult funding. Oh, and life gets in the
way. The pressure of those immediate things that
need to be dealt with. It’s hard to think that the day
will come when Jordan will reach 21.
And I was like, am I in denial? He will turn 21. He
will be dropped from his current things, systems,
institutions. We were suddenly told he can’t go
anymore. Except it wasn’t sudden ‘cause we’d
known it was coming. But it still felt sudden.
Because he’s been going there since he was two.
And all those people, those people he trusts, they’ll
disappear from his life. From our life.
And lots of programs, post-21 programs are pay-
per-service. Even those are costly and they’re hard
to get into because Jordan’s non-verbal, so he
needs someone who gets his cues. And, really,
medically, people don’t know what to do with these
22 year-olds, you know, kids that 25 years ago
might not have survived into their early adulthood.
So what kind of programs are out there for these
kids, for Jordan?
There’s almost this kind of ‘warehousing’ that
happens. Where people go just to be occupied. To
fill time. Where kids might be ‘safe.” Where people
might be kind and lovely, but there’s really... there’s
no fire in anybody’s eyes — and yes, truly many of
these programs are doing the best that they can —
but they’re not very aspirational. Where will he go
then? How will he contribute to this world? Be-
cause he can.
If I imagine the future, I imagine a place where
Jordan can go, he has a place to go to during the
day that if he’s having a rough day, somebody can
sit down with him and, you know, and be with
him... Based on him. We need a beautiful space and

fill it with kids and with young people as well as,
you know, support people. Not just a place to be
safe, a place to just go.

9 A place where my kid’s successes are celebrated —
where, if he smiles 5 times in a day, that’s a cel-
ebration. He doesn’t have to be an Olympian to be
seen as valuable, or to be showcased in a fund-
raising campaign. He can just be his awesome self.
With potential. Interacting with other kids. De-
livering attendance. Or whatever. ‘Cause that’s his
job, his responsibility, his thing. His medical needs
are met, sure, that’s fine. But that’s not the reason
for living. That’s not living.

10 This is what we need from our system to move into
the future. I don’t need an institution to give me
pamphlet, pamphlet, pamphlet.

Sure, he needs us as parents. But when I imagine the
future, I imagine a community, a community for living.

Acknowledgment. This script was written by the authors
based on narrative interviews with seven family members
of youth with disabilities (17-22 years old).
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Notes

1. In this article, we use “disabled youth” rather than “youth
with disabilities” in alliance with the current usage among
critical disability study scholarship. Informed by the social
model of disability, this term frames disability not as a
condition residing within individuals, but something expe-
rienced because of social inequity and systemic oppression,
including the normative assumptions of adulthood. Ac-
cordingly, we do not specify individual diagnoses of study
participants. Some had congenital developmental conditions,
while others had childhood-onset acquired conditions.

2. Our use of the term “cripping” was informed by disability
activism that has reclaimed the slur “crip” to deconstruct the
dominant understanding of normalcy and deviances. As
suggested by Alison Kafer (2013), “cripping” the normal
adulthood reflects the desire to “shake things up” and disrupt
“compulsory able-bodiedness and able-mindedness” (p.16)
in healthcare and our everyday life.
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