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Abstract

Youth in transition in the province of British Columbia are individuals aged 14-25
who have IQs below 70. Within the province, youth in transition, or individuals with
developmental disabilities, are disadvantaged by the long-standing use of the
medical/deficit model. Social injustice is perpetuated by provincial institutions whose
policies use a medical/deficit model of assessment and goal setting, such as the school
system and adult services under Community Living British Columbia. While there is a
desire for change within the province, there has been no model proposed for use. This
dissertation used mixed methods, focusing on narrative inquiry and thematic analysis of
transcripts. Multiple, in-depth interviews were conducted over a year and a half with ten
youth in transition and their families, to assess the Nussbaum Capabilities Approach to
Human Development (CAN) as a replacement paradigm to the medical/deficit model.
This research demonstrated the following outcomes: 1) the narratives of youth with
developmental disabilities constitute knowledge; 2) this knowledge can be used to inform
the need for change within our society; 3) experiences of youth with developmental
disabilities are impacted by use of a medical/deficit model; 4) CAN reflects the identity
that youth in transition create for themselves; and 5) CAN is an appropriate replacement
model for use with youth in transition to goal set.
Keywords: Capabilities Approach, disability, narrative inquiry, transition
planning, identity-making
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Chapter One
Introduction
Adolescence is characterized as a time of tension; it is the time period in which
youth are exploring important questions as they strive to find their place within their
culture and society. Common, often unspoken questions (or quests), during the period of
adolescence include: How do I become my best self? How do I develop my identity as an
individual? (Who am I)? How do I figure out where I fit into my community and greater
society? (Do I fit)? While most teenagers and young adults may not overtly ask these
questions, a typical youth is being exposed to situations and experiences that lead to the
answers to these questions as their life stories are shaped by their experiences. While
some adolescents may reject the mainstream expectations of their community, that
rejection still grows out of the experiences that the individual has had in relationship with
others. More than any other period in a person’s lifetime, individuals in this timespan of
their lives are exposed to the most opportunities for identity-making (Arnett, 2000). They
are storying themselves in relation to others. Through shared experience, conversation,
and telling and re-telling of experiences, individuals compose their identities (Clandinin
& Connelly, 2000). Identities are not stagnant, rather, they are continually being framed,
reframed, developed, refined, and shifted through interactions and various experiences
and learnings (Dewey, 1938) As we think back on experiences, we are able to forecast
the future; we are able to weave in new learning to create richer, broader understandings
and to understand nuances. We do this in relationship with others. We write our stories
together. In contrast, however, youth in transition may not be provided with the same
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opportunities.
Youth with developmental disabilities between the ages of 14-25 are considered
to be youth in transition by the province of British Columbia (Government of British
Columbia, 2009). Youth in transition may not have the same opportunities as their peers
to experience situations that lead to critically important identity development. There are a
variety of factors that hamper their learning, including the labels given to them and the
far-reaching impact those labels have on their experiences, as well as the lack of, or
limited, goal setting that occurs as a result of the medical/deficit model. Moreover,
lowered expectations may limit the development of the youth in transition’s capabilities,
leading to a narrowing of opportunities for employment, social engagement,
independence, and self-direction.
In 2009, BC’s Cross Ministry Transition Planning Protocol for Youth with
Special Needs (TPP) was released. It was hailed as an historic document at that time as it
promised a comprehensive transition planning methodology to support the transition of
youth to adult services. A decade on, however, there is still a weak evidence base for the
methodology suggested, no offering of an alternative framework, and the medical/deficit
model continues to influence goal setting, thus limiting youth in transition. In addition,
despite the changes occurring in the BC Ministry of Education curriculum which has
shifted to a Deweyian focus on experiences as a key to learning, “special education”
services continue on status quo, and inclusive education remains elusive. This
dissertation aims to provide the beginnings of that evidence base for the Transition
Planning Protocol. In addition, it strives to offer a foundation for inclusive education
planning for students that supports the importance of experiential learning for this
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population too. By considering Nussbaum’s Capabilities Approach (CAN) as an
alternative to resolve long-standing debate around theoretical political dimensions of
disability and a paradigm on which to frame goal setting, this dissertation seeks to
provide evidence that the use of CAN better reflects the identity that individuals create for
themselves. The adoption of CAN, therefore, as a goal setting paradigm by our
institutions could yield the best opportunities for youth in transition to become their best
selves.
Orientation to my Research
To situate my work appropriately with regards to the literature selected for review
in this dissertation, I must reveal two key influencing factors to my research that have
impacted my selection: narrative inquiry and transdisciplinarity. In addition, within this
subsection, I have also included the personal, social and practical justification for this
research which serves two purposes. First, the inclusion of my personal justification
allows readers the ability to clearly discern the influences on the composed narratives
(Clandinin, 2013). The second purpose, through the inclusion of the social and practical
justifications, is to orient and reinforce for the reader’s focus with regards to the
importance and purpose of this research.
Narrative inquiry. The first point of orientation to my research is the introduction
of narrative inquiry, which is both a phenomenon and a methodology (Connelly &
Clandinin, 2006). In my research, stakeholders include youth in transition, as well as
families, educators, and social workers associated with transitioning youth. The purpose
of my research is to collect narratives of the lived experiences (knowledge) of youth with
developmental disabilities (IQ<70, aged 14-25), across the decade of time that includes
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the transition from high school to adult services, to bring their voices forward to actuate
change. Knowledge, identity-making, and experience underpin narrative inquiry;
therefore, because my research embraces narrative inquiry, it is necessary to discuss these
concepts within my literature review.
Transdisciplinarity. The hallmark of the Royal Roads University Doctor of Social
Sciences program is its mandate for social change brought about through research in a
transdisciplinary or interdisciplinary framework. Jahn, Bergmann, and Keil (2012) define
transdisciplinarity as “a reflexive research approach that addresses societal problems by
means of interdisciplinary collaboration as well as the collaboration between researchers
and extra-scientific actors; its aim is to enable mutual learning processes between science
and society” (p. 4). To this end, I am working within a transdisciplinary framework
involving the fields of education, sociology, and psychology in collaboration with my
research participants. Moreover, according to Jahn et al. (2012), a key aspect of
transdisciplinarity in practice “requires linking… problems to gaps in the existing bodies
of knowledge” (p. 4) and working together across disciplines, to produce “new
knowledge” (p. 5).
Within my research area, education, psychology, and sociology merge to tackle
social justice issues related to youth in transition. Taking that knowledge and working
with stakeholders to implement it provides the needed key ingredient for change: the
praxis of the scholarly work alongside actual stakeholders (Mitchell & Willetts, 2009).
Because my research is transdisciplinary, the literature review begins by identifying the
key models of disability and their applications within education and adult services, as
well as outlining CAN. This is completed in the literature review not only to provide
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context to the research, but to address Max-Neef’s (2005) concerns regarding the
complexity of transdisciplinarity which he states should begin with a foundational level
of “what exists”… organized by the logic of each field (p. 9).
Justification. Justification for engaging in narrative research is an important
consideration at the outset of the research process. Being able to attend to questions of
“so what?” and “who cares?” prevents the dismissal of narrative inquiry as “merely
anecdotal or personal” (Clandinin, 2013, p. 35). As required by all researchers utilizing
narrative inquiry, personal, practical, and social justifications for their work are also
required. Personal justification refers to the need for narrative inquirers to justify the
“inquiry in the context of their own life experiences, tensions, and personal inquiry
puzzles” (Clandinin, 2013, p. 36). To this end, let me first offer my personal justification
for engaging in this research project.
Elizabeth’s personal justification for research. I think a lot about the
borderlands.
Last person selected for the team
Eyes rolling
Quiet exclusion
There but for the grace of God go I
The borderlands are silent… the borderlands are lonely. Nobody should dwell in the
borderlands—it is not a habitat for humans.
I am the mother of a 23-year-old son with Autism Spectrum Disorder and
comorbid diagnoses of anxiety disorder and mild intellectual disability (IQ below 70).
His name is Robert. He is amazing! And not in the sense of he’s amazing because he’s
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done so many of the things that “typical” people do… the language of normalization
pushes
me
down.
It diminishes. What is so great about normal or average, or above average for that matter?
You can still be an a**hole if you’re above average. But I know that average or above
average opens more doors. Average or above average gives you a place in the centre,
away from the borderlands. When I think of borderlands, I am drawn to Anzaldua’s
(1987) description of a borderland as a “vague and undetermined place created by the
emotional residue of an unnatural boundary” (p. 3). She describes those who dwell there
as individuals who do not fit into any single category: “los atravesados,” who “cross
over, pass over, or go through the confines of the ‘normal’” (p. 3). Individuals such as my
son are living in the borderlands, sometimes encountering moments of belonging.
When I meet families of newly diagnosed children and they find out I’m a parent
too, they ask: “how is your son now?” He is amazing! I tell them that Robert graduated at
age 18 with a provincial Dogwood certificate, indicating he had met the same learning
outcomes as his peers. He is amazing! He has just completed a certificate in Digital
Communications at our local college, one course at a time, so that a one-year certificate
became a five-year journey. He is amazing! He maintains his own apartment space. Why
do I tell these stories of normalized standards? It’s what they want to hear. It’s what they
hope for too. Why? Why can’t he simply be amazing, hand flapping, vocal stimming…
He has a talent for dates, he can remember and recall enormous amounts of
information that is stored by dates. His love of dates is also a fabulous party trick. If you
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tell him your birthday, he can tell you the day of the week you were born on and the day
of the week it will fall on in the future if you give him a year. He will remember the date
of your birthday forever. This is a double-edged sword… in elementary school,
classroom teachers would post the dates of birthdays on the wall. I don’t remember how
many times I told my son that so-and so’s mom didn’t let them have a birthday party. I’m
not sure if he believed me, but at the time he seemed to accept this. I wonder if he ever
thought I was lying to him, or if he simply wondered why they didn’t? Either way, if he
did, he never asked, and I could not bring myself to tell him the truth.
Robert has travelled nationally and internationally with me, to see things of
interest to him, from paintings in the Louvre, when he was very interested in art and
artists, to a visit to Washington, DC the year his interests included US presidents and first
ladies. I have dubbed this “autism goes on vacation” because Robert selected the trips
and the activities and the sites we visited. To my delight, I have sometimes found myself
in locations I never would have chosen myself, such as the Tiffany lamp museum, known
as the Morse Museum in Orlando, Florida, that Robert heard about on the TV program
Storage Wars. In addition to travel, he has experienced a multitude of concerts (as have I,
alongside of him) as he has an intense interest in music that has spanned more than 17
years. As Robert’s mother, I have shared many experiences with my son, and I have often
wondered about his perception of experiences in the various situations in which we have
found ourselves over the years. I know without a doubt that they are different from mine.
I will never be a head banging, devil fingered fan of Butcher Babies or Gwar!
In preparation for Robert’s transition to adult services, we finished our basement
into a suite so that he could learn the routines associated with caring for his own space
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and greater independence. We completed a long-term planning process with him that
reflected his dreams as best as possible. It’s challenging for Robert to communicate his
dreams in a manner that would be typical for someone sharing stories and hopes, as
engaging in conversation with Robert is difficult; he scores at the 1st percentile on
language assessments. As a result of Robert’s difficulties in communicating, I have tried,
as Robert’s mother, to put myself in his shoes and plan for a path that provides the
greatest possible number of opportunities; however, this has been based on my best
guesses and intentions.
It has not been until the last few months, as I began to reframe my thinking about
identity and experience, that I realized that Robert has been sharing his dreams and hopes
all along; however, I have disregarded many of them, as they come out idiosyncratically.
Robert shares his dreams as scenarios that sound like pretend talk -- talk in which he says
what he would say or do, and what the other person might say or do in response, talk that
is often delivered without preamble or context, so that I often found myself smiling and
nodding while uttering some platitude… “that sounds great, buddy.” By listening more
deeply, though, I am realizing that these made-up stories reflect his desires.
Throughout Robert’s transition process, I have tried my best to incorporate his
wishes and desires; however, as I hear some of his more recent tales, I am less sure that I
am going in the direction that he would choose if he had the necessary skills, supports,
and/or opportunities available. As I listen more closely, I wonder if I am hindering him as
a parent—if I may be narrowing his opportunities. How then can I help him find ways to
compose his stories to live by that are the ones that he wants to live out, rather than fitting
him into my narrative? How can I create situations for the many other individuals with
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developmental disabilities who are also challenged to share their dreams? I have been
following my best guesses as to what he wants, and I have tried to shape a future for my
son that maximizes his opportunities, but I am also realizing it is based on what I want for
him… not necessarily those opportunities he would choose for himself. This has raised
many tensions within me, alongside great sadness. Have I inadvertently perpetuated the
diminishment of his voice and choice?
I worry that perhaps if I had listened more deeply early on to his stories that
seemed pretend, he might be closer to realizing the situations he is imagining for himself.
I feel that I have missed many opportunities to support his learning, to value his
experiences and to shape a future that aligns with his desires. I hope that, as we move
forward, my realization will help me to come alongside of him so that I can support the
re-storying of his life. Robert is a youth in transition to adulthood, and this decade of time
should help establish the next part of his life: this decade is the decade of dreaming and
learning.
As a parent, I want my son to compose the life that he wants to live; however,
there seem to be multiple constraints related to societal, cultural, and institutional
narratives that interfere with his autonomy, keeping him in the borderlands. These
institutional narratives tell us that, as parents, we should be happy and grateful to receive
any funding or supports for our young adults. Accommodations and supports for
individuals with developmental disabilities “remain reactive, more often than proactive,”
requiring ongoing advocacy and the need to “constantly prove and reprove… entitlement
to such accommodations” (Malhotra & Rowe, 2014, p. 77). Sometimes we, as parents,
are simply tired, we have reached “advocacy exhaustion” and other “ill-effects of the
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repetitive need to advocate, including increased stress and lowered feelings of self-worth”
(Malhotra & Rowe, 2014, p. 77). As this fatigue pervades our lives, we as parents may be
shaped over time into taking a “back seat role” as we acquiesce to professionals whom
we believe to know better than us as parents. Sometimes we are simply tired, confronted
daily by attitudinal, physical, and educational barriers; an overwhelming weariness grows
out of the years of being within a system that is often non-responsive and unsupportive. I
wonder how many of us are in the borderlands because we have simply given up… worn
down by the fight to cross the border.
It sometimes does seem overwhelming when I think about my son. There is a
paradox associated with negotiating the parenthood of a child with a disability that shifts
me from nurturer to advocate, whereby in one breath I declare that “I love you more than
anything,” while in the next, “I wish you did not have a disability.” But don’t worry,
society tells me that “God doesn’t give you more than you can handle” and “he’s so lucky
to have you as his mom.” Self-advocates tell me that to wish that he did not have autism
is to wish that he had not been born. I tell other parents that it is okay to grieve, but is it? I
am required to push up against society’s perception of my son as a person with a
disability, who at worst does not have a place, but more often is situated in the
borderlands.
“Methodologically, narrative inquiry relies on language devices such as image,
metaphor, simile and description” (Jensen, 2006, p. 5). The verisimilitude of metaphor
and story allows the teller to transmit the specificity of experience in a manner that
resonates with others: in opposition to argument, narratives provide an opportunity for
resonance. Thus, as I continue to think of borderlands, I am drawn to the Leo Lionni
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story Fish is Fish, in which a minnow and a tadpole are friends. The tadpole grows legs
and goes onto the land and then comes back to tell the fish about all the wonders he has
seen. The fish then tries to follow the frog onto the land because he imagines the wonders
the frog has described as better than his water habitat. What if my son is a tadpole,
becoming a frog in this transition process, to emerge into the wonders of the world?
However, he is not recognized as knowing, and he is not given the chance to emerge, so
he’s kept in the safety of the shallow water’s edge instead… neither fish nor frog, neither
fully in nor fully out of our society.
I offer this metaphor as a method of grappling with the inchoate meaning created
as I attempt to share my inner thoughts and resolve chaos and tension. I want this
transition decade to be transformational. I want my son to walk in the bright sunlight of
life on land, to be seen, to be included, to be the best version of himself, created through
re-storying his lived experience, learning, stretching, and growing in confidence to leave
the shallows. While we are living in the midst of our story of transition, I am far from
realizing the denouement of the transition process in relation to my son. I know my
experience is congruent with other parents and youth in transition.
Change is needed.
While I worry, I am bolstered for a moment when I remind myself that the
process is not fleeting, it is a marathon, not a sprint: I will not “miss my chance.” I hope
that as I learn to bring the voice of my son with developmental disabilities forward, that
his knowledge will be recognized, his gifts celebrated, and that he will finally have a
place in the sun.
Power of narrative inquiry to allow a re-write. Narrative inquiry is the study of
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experience by story. As I worry that perhaps if I’d listened more deeply early on to
Robert’s stories, I am comforted by Dewey’s wisdom. Dewey (1976, as cited in Rosiek,
2013), states: “we do not use the present to control the future. We use the foresight of the
future to refine and expand present activity” (p. 696). I feel that I have missed many
opportunities to support his learning, to value his experiences and to shape a future that
aligns with his desires, but all is not lost. Robert is a youth in transition, and this decade
is the decade of dreaming and learning. It is imperative that his capabilities and
functionings are developed and fostered now to allow for the best possible chance that his
dreams can come true. The decade of late high school into early adult presents many
possible opportunities to engage in new experiences. This decade is the period of time in
which critical skills for adulthood are developed together with the fostering of more
complex social relationships.
Relying solely on personal justification is an unsatisfactory basis for narrative
inquiry work; rather, a researcher must also consider the second category of justification
by answering questions such as “who cares?” and “so what?” Narrative inquirers also
must yield the practical justifications for narrative inquiry work. To this end, the
narrative inquirer “needs to attend to the importance of considering the possibility of
shifting, or changing, practice” (Clandinin, 2013, p. 36) within the community or
population that they are researching. Narrative inquiry reflects interaction with the intent
that “the regulative ideal for inquiry is to generate a new relation between a human being
and her environment—her life, community, world—one that makes possible a new way
of dealing with them” (Clandinin & Rosiek, 2007, p. 39).
Practical justification. With regards to practical justifications related to my
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research, I wonder about the ways in which goals are selected for individuals with
developmental disabilities. How can I maximize the capabilities of youth in transition?
Perhaps by providing appropriate education and supports to youth in transition, the
impact of disabilities may be minimized, leading to a focus on opportunities to make
choices and participate in society concurrent with greater recognition of the societal
barriers that prevent their participation. Once we adequately address capability, I believe
that barriers to societal participation (functionings) become more transparent. These
barriers are the socially constructed factors that prevent individuals with developmental
disabilities from accessing social and community opportunities such as employment,
transportation, or housing.
I recall when Robert was in Grade 11, we were meeting with the social worker to
talk about his transition. Robert was due to graduate the following year, at age 18, a year
shy of the age requirement for adult services. Furthermore, because he was graduating
with a Dogwood certificate, he was ineligible to attend high school for an additional
transition year. I remember clearly that in the conversation with the social worker she
was lamenting the situation as we approached the “service void;” however, the suggested
remedy of the social worker was to “sabotage” Robert’s graduation year, so that he would
end up one course short, preventing him from graduating with his peers and thereby
allowing him to stay in school. I was incredulous… gobsmacked… dumbfounded. How
could the system that is supposed to “assist adults with developmental disabilities to
achieve maximum independence and live full lives in their communities” (Government of
British Columbia, 2004, section 12, 2b) suggest that I “trip my son at the finish line,” or
worse yet, like the tadpole in Fish is Fish, when he’s ready to grow his legs and come
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ashore, tell him he must stay in the water, the environment he’s no longer suited for,
floundering, while his peers walk ashore? There is a need for practical change; however,
there is a danger of “doing to” individuals with developmental disabilities rather than
“doing with” to promote change from within the community, and therefore, a danger of
missing the opportunity to hear what each individual envisions for himself. In this way,
the importance of relationship is emphasized.
Social justification. The third and final justification that must be considered by
narrative inquirers is social justification, which “can be thought of in two ways:
theoretical justifications, as well as social action and policy justifications” (Clandinin,
2013, p. 37). Theoretical justification refers to the development of new “methodological
and disciplinary knowledge,” while social action and policy justifications refer to work
that illuminates social injustice, leading to change (Clandinin, 2013, p. 38). With regards
to new methodological and disciplinary knowledge, the completion of this dissertation
with individuals with developmental disabilities will lead to new knowledge with regards
to the lived experiences of youth in transition. Moreover, this research will be the first
comprehensive narrative inquiry, utilizing Clandinin and Connelly’s methodology with
youth in transition; thereby extending this research methodology into use with this
population.
With regards to the second part of the social justification, I hope to create
situations that will allow individuals with developmental disabilities and their families to
be empowered through ensuring their voices are heard within the transition process.
Clandinin and Raymond (2007) stress that, given the narrative understanding of
experience, “everyone has a story” (p. 103); therefore, the stories of individuals with

A STORIED LIFE

36

developmental disabilities are “as diverse as anyone else’s stories” (p. 103). Caine et al.
(2017) identify the potential pitfall of “silencing the experiences of participants” that can
occur when beginning research with a focus on “policies and practices rather than with a
focus on the lives of people” (p. 7). As we hear the stories of individuals labeled as
developmentally delayed, “a counterstory, a narrative… that begins to shift the dominant
discourse of disability” (Clandinin & Raymond, 2006, p. 103) begins to be possible.
Engaging in narrative inquiry as a methodology, privileges the voice of the individual
with developmental disability (Clandinin & Raymond, 2006, p. 103). It “offers us
possibilities for engaging in social justice practices that are attentive to lives first, with a
knowledge that change, however uncertain, does occur” (Caine et al., 2017, p. 7). Indeed,
as Kerby (1997) states: “it is in narrating or in being narrated that we acquire our sense of
communal historical being and situatedness—something that seems to be demanded by
our very existence” (p. 135).
Recognizing and acknowledging knowledge. Interestingly, I now recognize that
I am shifting in what I now characterize as a “Dr. Jekyll and Mr. Hyde bisection,”
between an identity of knower and non-knower within institutional narratives depending
on my role, while my son languishes as a non-knower. Shakespeare (1996), drawing on
Foucault, suggests “we are made into subjects from above, through surveillance and
control operating through the state, through schools and other agencies” (p. 94).
Institutions are powerful in their systems and push for conformity, for tradition, for
structure, and for order, which are often based on patriarchal hierarchy. The institutional
narrative of the medical system, for example, labels and tries to relegate me as a parent to
a position of not knowing, and the school system categorizes my son, who by virtue of a
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label is relegated to not knowing. This is contrasted against my professional life within
that system that recognizes me as a knower, in a position of power, as a Behaviour
Analyst within the medical system and as a Special Education consultant within the
school system: in these roles I can, and have, unknowingly wielded power to demote
other parents, impacting their identity stories and life stories.
Before beginning my doctoral work, I had not previously engaged in a selfreflective and reflexive examination of my personal assumptions and beliefs about the
methods, nature, and relationship between humanity and knowledge in my research
process. I’m somewhat embarrassed to admit that I have been working for more than 25
years as a professional with individuals with developmental disabilities without
questioning my fundamental assumptions. Naïvely, in my professional life, I have been
heavily influenced by the positivist paradigm without realizing that I was utilizing it.
Indeed, as Usher (2005) points out, “working ‘scientifically’ or being sufficiently
‘objective’… is taken as the ‘natural’ thing to do in research, without any recognition that
by so doing certain epistemological assumptions are being made” (p. 2). This is
absolutely where I have been. My goal has always been to effect change, in order to
better the lives of individuals with developmental disabilities; therefore, I appear to be in
a bit of a conundrum given my career and my philosophical paradigm. However,
undertaking research within the field of social sciences has presented the opportunity to
reflect upon and recognize my attitudes with regards to what I consider to be valid and
reliable methods for acquiring and processing knowledge, for evaluating the literature,
and for recognizing the influence of various paradigms on my proposed research.
Research Question and Sub-Questions
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Youth in transition deserve the opportunity to flourish alongside their peers; our
systems and institutions hinder their prospects. To this end, the purpose of this
dissertation is to respond to the following research question and sub-questions: Does the
knowledge gained from the narratives of youth with developmental disabilities, aged 14
to 25, and their parents offer the impetus for systemic change, shifting from a
medical/deficit model to a holistic approach to transition goal setting from high school to
adult services in British Columbia?
1. How do the experiences of youth with developmental disabilities affect their
identity-making?
2. How do provincial Individual Education Plans support the preparation of
youth with developmental disabilities for life after high school?
3. How does a deficits-based approach to service delivery in provincial
institutions affect the identity-making of youth with developmental disabilities
and their parents?
4. How does a deficits-based approach to service delivery in provincial
institutions affect the self-determination of youth with developmental
disabilities?
5. If Nussbaum’s Capabilities Approach (CAN) offers an alternative framework
to the medical/deficit model, how can it be incorporated into policies
associated with school transition goal setting?
Structure of the Dissertation
This dissertation is divided into six chapters. Chapter one, the introduction
provides a brief overview of the need for this research while also orienting the reader to
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the two primary influences that led to the selection of literature presented in chapter two,
the literature review. Following the literature review, chapter three outlines the methods
and methodology used to gather the data that is presented in chapter four. The findings
presented in chapter four include each individual narrative composed in relationship
using narrative inquiry; as well as, the results of the descriptive and statistical analysis of
the coded transcripts. The discussion is contained in chapter five. It includes an analysis
of the narratives through the gathering of threads of commonality that occurred when
tensions, bumping places and temporal events were examined. Moreover, it includes a
discussion of the findings associated with the coded transcripts. Lastly, chapter six, the
conclusion, summarizes the contributions of the work. In addition, it identifies the
limitations of the findings and proposed future research to address them.
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Chapter Two
Literature Review

This literature review is divided into four major sections that provide the
foundation for the contrast of our current methods of assessing and supporting youth in
transition and my proposed alternative, the use of Nussbaum’s Capabilities Approach
(CAN), which emerged through the narratives as reflective of the identity and desires of
youth in transition. The first section provides an overview of the construct of identitymaking in adolescence and separates it from the concept of identity-formation, providing
foundational information related to the development of all youth. The second section
provides a brief history of the medical/deficit model of disability and its development
within the liberalist social contract model of economics, providing the context to the
underlying foundation of disability supports. In addition, the Social Model of disability
which arose to counteract the medical/deficit model, is briefly summarized. Third, the
literature on Martha Nussbaum’s (2011) Capabilities Approach to Human Development
is an alternative method to view the development of humans and to identify goals - it is
touted as a framework that fosters a flourishing human being. Finally, the literature
relevant to an overview of the importance of identity-making and the use of narrative
inquiry as a phenomenon is reviewed. This section will provide important context for the
power of narrative inquiry as way to develop and foster the identity of marginalized
individuals.
Identity Formation Versus Identity-Making in Adolescence
A key point of differentiation that must occur early within this literature review is
the dichotomy between identity formation and identity-making. With regards to the
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former, there are numerous developmental theorists who offer hypotheses, including
Marcia (1966) and Erickson (1968). Their research endeavors to offer a robust analytic
explanation of various hypothesized stages of development of the “ego” by delineating
five to seven stages. Within this dissertation, these stages of adolescent development, or
identity formation, in which a researcher categorizes an individual’s developmental stage
based on their behaviour, are irrelevant. Instead, this dissertation focuses on identitymaking through interaction between the individual and their environment, across time,
and influenced by cultural and social practices. Setting aside the developmental stages,
identity formation researchers agree that the themes on which teens focus during their
adolescence change. According to Zimmer-Gemback and Petherick (2006), the key areas
of development during adolescence identity-making are related to “identifying
occupational interests and vocational pathways, understanding sex roles and interpersonal
relationships” (p. 167), all of which occur in relationship with others and the youth’s
environment. Due to the inherent difference between identity formation and identitymaking, I will use the term “identity-making” to differentiate between the psychological
stages of identity formation and the development of “self” through interactions with
others in the context of one’s entire environment.
Self-Identity and Identity-Making
Further complexity is introduced within the use of the terms “self-identity” and
“identity-making,” which must also be delineated and clarified to ensure that the terms of
reference are clearly understood within this dissertation. The field of identity research is
diverse; therefore, there are conflicting hypotheses about adolescent identity-making.
Moreover, further tensions arise when identity-making with individuals with
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developmental disabilities is considered. Murugami (2009) broadly summarizes several
assumptions of researchers within this complex field: 1) that identity is structured upon
shared experience; 2) that self is involved in the formation of identity (self-identity); and
3) that there are fixed identities of persons with disabilities (p. 1). I will briefly address
each of her assumptions, as Murugami (2009) purports that individuals with
developmental disabilities construct identities that are not constituted in their disability, a
factor which may be relevant to the use of a Capabilities Approach, rather than a
medical/deficit approach, to working with individuals with developmental disabilities.
Fixed Identity. Some individuals with developmental disabilities utilize a
disability first stance when reflecting upon their identities; however, problems arise as
fixed identities of individuals with developmental disabilities are more often given to
them by society (Murugami, 2009). Kidd (2001) reflected on the idea of identity as being
the way we create ourselves as subjects. However, the “traditional view of disability
often focuses on the individual, highlighting incapacities or failings, a defect, or
impairment” which objectify the individual (Murugami, 2009, p.1). The broadness of
humanity continues to remain unconsidered, as contemporary society regards disabilities
from the realm of discrimination which stems from social origins. “Society desires that a
person with a disability fit into societal structures, rather than structures fitting into the
person’s with disability needs” (Murugami, 2009, p. 2). As long as society continues to
utilize a medical/deficit model, which impedes the acceptance of a spectrum of humanity,
fixed identities will continue to be assigned to individuals with developmental disabilities
regardless of their own identity-making.
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Self-identity. Giddens (1991) offers a description of self-identity that I have
adopted within this dissertation: “self-identity is not a distinctive trait, or even a
collection of traits, possessed by the individual. It is the self as reflexively understood by
the person in terms of his or her biography” (p. 53). Prior to selecting this definition, an
examination of the two dichotomous historical approaches to self-identity occurred,
which I will briefly acknowledge to provide context for this choice. The first is grounded
in the premise that “identity is based on a shared social experience, origin or structure,”
and the second “denies the existence of any identity based on a shared origin or
experience” (Watson, 2002, p. 509). There are a disparate cast of identity researchers
within the field of disabilities studies whose perspectives vary widely. Some such as
Liggert (1988) postulate that “identities exist only as opposites, they are multiple and
temporal” and may be used to propagate dichotomies such as a disabled and non-disabled
identity within constructs of power and discourse, removing the agency of the person
(Watson, 2002, p. 510). Thus, within the field of disability studies, these emancipatory
writers, would eschew and therefore “undermine any concept of identity or self”
(Watson, 2002, p. 510). Finkelstein (1993) is one, writing from a disability studies
perspective, he delineates the identity of a disabled person as something fixed, or stable.
He argues that it is a shared experience based on common interests. Identity is important,
as Shakespeare (2013) urges the shift from a fixed identity to contextualization of an
individual with disability within their society, as there can never be a universal
architectural design that includes all people.
Although there are a number of eminent writers and researchers within disability
studies who reason from their various points of view, I have chosen to utilize the
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historical approach to self-identity presented by Giddens (1991) delineated at the start of
this subsection: “self-identity is not a distinctive trait, or even a collection of traits,
possessed by the individual. It is the self as reflexively understood by the person in terms
of his or her biography” (p. 53). My intent is not to disregard the experience or viewpoint
of the other disability scholars; however, a definition of self-identity that is based on
shared social experiences resonates with the orientation of my work. I will therefore
provide additional information regarding the self and the importance of recognizing the
agency of individuals.
The self. The denial of identity based on shared experience removes the agency of
the individual, or the “doer behind the deed,” as Butler (1990) explains (p. 142). Watson
(2002) argues that by taking this stance, there is little opportunity “for understanding of
how identity forms, how selves are constructed by others and construct themselves. Such
an understanding requires the presence of a self” (p. 510). Mauss (1998) defines self as
evolving and unique, stating: “there has never existed a human being who has not been
aware not only of his body but also of his individuality, both physical and spiritual” (p.
3). Because identity is created in relationship with others (identity-making), leading to the
formation of a self-identity, there is a continual evolution of our self-definition which
occurs through reflexivity (Giddens, 1991). Taylor (1989) writes: “my self-definition is
understood as an answer to the question: Who am I, and this question finds its original
sense in the interchange of speakers” (p. 89).
Shared experience, the self, and identity-making. Fixed identities or singular
categories such as the “homogenisation of disabled people into a singular group and the
ascription of a single identity” (Watson, 2002, p. 511) can be avoided by taking the
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stance that our sense of self is constantly evolving. By recognizing that each individual is
a social being with agency to act, we recognize the ontology of each individual, the
ability of each individual to be a knower through the creation of experiences had by them,
in their bodies. By claiming an ontological self, individuals may then reject the singular
identity placed on them by those in authority and instead allowing them, as Collins
(1990) states, “to interpret our reality [as we] are entitled to do so” (pp. 106-107).
Individuals with developmental disabilities are not a homogenous group; indeed,
perhaps their only shared attribute is that “they are all made the subject of oppression”
(Watson, 2002, p. 512). Much emphasis within the field of disability study focuses on a
disability identity that arises from paradigms related to how disability is created and
maintained, of which there are many. Two such models are briefly discussed in the next
section of this literature review due to their influence: the medical/deficit model and the
social model. Key questions arise that must be considered: Do these models, or any
model of disability, reflect all or only some individuals with disabilities? Do individuals
with developmental disabilities see themselves as impaired?
Disability identity. Much of the research regarding disability identity is focused
on the experience of individuals with physical, chronic illness or hidden disabilities
(Baker & Pinder, 1989; Charmaz, 1995; Olney & Kim, 2001; Sidel, 1997). For some
researchers and writers such as Finklestein (1993) and Oliver (1996), disability identity is
critical. However, Brune and Wilson (2013) remind us that minds and bodies are better
understood in terms of variance than as deviation from a fixed norm. Nonetheless,
disability identity has its place for many individuals. Based on a shared experience,
disability identity is considered fixed and stable by these researchers. Oliver (1996)
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required three elements to be present to obtain a disability identity: presence of a
disability, experience of imposed restrictions, and self-identification as a person with
disabilities. Watson (2002) criticizes disability identity as being “ahistorical, unsituated
and decontextualized” (p.513). Moreover, while she does not “deny the category of
‘disabled person’,” she argues instead that such as classification “must be historically
situated, socially composite and seen as part of a multiple identity” (Watson, 2002, p.
513). There may or may not be a shared disability identity amongst people with
developmental disabilities, just as in parallel, there may be women who see themselves as
feminists and would document part of their identity in this manner, while others may not.
It is important therefore to document the experiences of a variety of individuals with
developmental disabilities to determine if disability is a part (large, small, or at all) of
their self-identity.
Social control and individuality. Identity-making occurs as a result of
experience in relationship to others; therefore, social control and conformity to social
norms must be considered as they influence the identity of an individual. Dewey (1938)
highlighted the impact (or non-impact) of social control for most people:
I take it that no one would deny that the ordinary good citizen is as a matter of
fact subject to a great deal of social control and that a considerable part of this
control is not felt to involve restrictions of personal freedom. (p. 52)
It is important to recognize that social control can exist without violation of individual
freedoms, and that it exists within a set of rules that varies depending on location.
Moreover, when considering location, both big picture location such as geography and
the resulting culture, and small picture, as in the various institutions within which we find
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ourselves daily. Humans living together require certain social controls to allow for
predictability and functioning of systems. Some of our social controls, however, are built
on a foundation that is archaic when viewed within the neoliberalist Western society in
which we now live. It is these influences that set the social controls such as a
medical/deficit model that influence identity-making in youth with developmental
disabilities. Revisiting Dewey (1938), he draws attention to the repercussions of this
influencing authority:
The authority in question when exercised in a well-regulated household or other
community group is not a manifestation of merely personal will; the parent or
teacher exercises it as the representation and agent of the interests of the group as
a whole. (p. 54)
While social controls are necessary to social functioning of groups of people, the social
contract established decades ago with regards to the rules associated with individuals
with developmental disabilities requires updating so that it allows for the social
functioning of individuals without impinging on their individual freedoms.
Narrative inquiry and identity. My use of narrative inquiry with youth in
transition was chosen because of the relational aspect of the methodology and its ability
to represent identity and recognize the individual as a “knower” of their own experience.
According to Giddens (1991), we are “able to choose our identity, and can ignore or
reject identities fostered on us as a result of ascribed characteristics. We do this by the
creation of narrative about the self” (p. 54). The use of narrative inquiry will allow for the
bringing forward of the voices of youth in transition as Clandinin, Murphy, Huber, and
Orr (2010) explain: “the stories of who they are and who they are becoming as they
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interact” (p.82) with their environment. If their stories reflect disability identity as a
major part of their way of being, then perhaps the use of a paradigm based on difference
is warranted; however, if their stories reflect “normalcy” in the sense of being
comfortable in their community and world without feeling oppression or restrictions, then
perhaps the use of a more encompassing model of support, such as Nussbaum’s
Capabilities Approach to Human Development, may be warranted.
The Medical/Deficit Model of Disability
Labels and categories. The review of the literature reveals that conceptualizing
the world of special education versus inclusive education, or the medical/deficit model
versus social model of disability, will yield strong dichotomous viewpoints on what is
right and wrong, who should have voice, and whose voice is the most important in
making these decisions. As equity remains elusive in the disabilities community, the fight
regarding how services are distributed and how our social institutions and society view
disability—versus how the individuals themselves and their advocates view it—continues
to create tension. Currently, supports and services for youth in transition are provided
based on the label or categorization of the individual’s deficit or disability
(medical/deficit model) (Community Living British Columbia, 2010; Government of
British Columbia, 2008). In this framework, the labels and categorization are provided to
allow for the provision of supports needed for the individual’s success, but that comes
with the emphasis on difference. There are multiple philosophies and paradigms related
to disability, and tremendous tensions within and amongst them. The social model and
medical/deficit model are the most commonly cited or utilized models within North
America. Advocates of the social model of disability would argue that society creates

A STORIED LIFE

49

barriers to individuals with developmental disabilities and therefore, if these barriers are
removed, then there would be no disability present in society (Oliver, 2013). A seemingly
unsolvable contradiction arises as the medical/deficit model puts the locus on the
individual. To better understand the challenges associated with change within our system,
it is important to provide a brief overview of the medical/deficit model and the Social
Model of disability, before presenting a possible alternative, the Capabilities Approach.
History and convergence with the education system. The dominant
medical/deficit model of disability arose in the 1950s (Donoghue, 2003) and has
persevered as the hegemonic viewpoint of disability for the last 70 years. The paradigm is
built on Parson’s (1951) functional approach, which espouses that those who are unable
to fulfill “normal” roles are expected to seek medical support and relief. Lemert’s (1951)
deviance theory, which purported that people with disabilities have a primary deviance
that may cause rejection from society. Their work was foundational to North American
policy and legislation, such as the Americans with Disabilities Act (1993) and the
Education for All Handicapped Children Act (1973), later renamed the Individuals with
Disabilities Education Act (IDEA) (1990) (Donoghue, 2003). Moreover, following the
release of IDEA, Canada followed suit at a provincial level, creating educational and
social services supports modeled after US legislation, thereby embracing a
medical/deficit model in which the categorization of differences leads to services and
supports (Friesen, Hickey & Kraus, 2009).
Medical/deficit model pinning the locus on the student. The legacy of the
medical/deficit model is far reaching. It has a tenacious hold on the provincial education
system in the province of British Columbia, squarely affixing the locus of needed
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change/deficit on the individual with disabilities, removing the need for environmental
changes, including how we teach youth in transition. Currently, youth who require extra
support to be successful within the school system are categorized based on their
diagnosis; for example, Category G students have Autism Spectrum Disorder or those in
Category C have Moderate Intellectual Disabilities (British Columbia Ministry of
Education, 2016c). Youth who need support as adults are categorized as those with
developmental disabilities and those without, a distinction determined by a score on a
test. Institutions, such as schools, rely on order, calm, and routine. There are expected
social norms within the setting. Those youth who disrupt the social norms or who are
unable to participate in the order and routine of the school or community due to physical
or intellectual disabilities will be assigned a label. Thomas and Loxley (2007) suggest
that the labels are used “under the cloak of meeting individual needs” in which “an
institutional need for order is transformed to a child’s emotional need” (p. 58). The label
therefore allows for exclusion of some children or diminished expectations of others as
utilitarian principles permit for the sacrifice of one disruptive or under-performing
student to maximize the overall good of the class.
According to Florian and McLaughlin (2008), there are ongoing concerns such as
the “lowering of expectations and social marginalization” with the use of such systems of
classification (p. 4). Moreover, they express an apprehension associated with the
increased identification of children, concluding that it may be an “indication of an
inadequate general education system as well as increasing diversity among children in
today’s schools” (Florian & McLaughlin, 2008, p. 3). In British Columbia this is
manifesting in the labeling of inclusive classes as “intolerable teaching assignments” by
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teachers and their union (Ball, 2017, p. 22). In addition to the impact of diagnosis on the
student and their family, there are serious concerns in both the US and UK, dating back
decades, about the consistency of the classification system due to the overrepresentation
of boys, children of ethnic backgrounds, as well as the provision of different diagnoses
depending on the family background of the youth (Florian & McLaughlin, 2008, p. 4).
Indeed, according to Florian and McLaughlin (2008), “[t]he classification of children as
having ‘special education needs’ or ‘disabilities’ remains a troubling and pervasive
educational problem” (p. 4).
The medical/deficit model and resulting categorization of youth in transition is of
interest to me within this dissertation, particularly as it pertains to those with low
incidence disabilities (disabilities that occur at a low rate in the population such as
intellectual disabilities, autism, and chronic health), due to the far-reaching impacts of
diagnosis within this model. High incidence disabilities such as learning disabilities and
behaviour disorders are outside of the scope of interest for this dissertation. Since
individuals labeled as disabled are far from being a heterogeneous group, I will be using
the definition of developmental disability required for service delivery as defined by
Community Living British Columbia’s (CLBC’s) (2010) Eligibility Fact Sheet for
families: “your family member will need an assessment completed by an approved
professional that clearly states they meet the ‘Diagnostic Criteria for Mental Retardation’
cited in the DSM-IV-TR” (p. 2), as a person with an IQ of 70 or below. Community
Living British Columbia has created a binary classification of developmental disability
based on an arbitrary cut-off in IQ of 70 points, creating those above, who do not qualify
for services as a person with a developmental disability, and those below, who do. As a
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result of the arbitrary division, a person with an IQ of 72 is not developmentally disabled,
but a person with an IQ of 70 receives supports. The school system, however, has created
multiple categories of disability, splitting IQ into two further groups (moderate and
severe/profound), and separating out those with an Autism Spectrum Disorder diagnosis
comorbid with an intellectual disability. There is clear stratification, an ordinal
arrangement of children: normal, mildly abnormal, moderately abnormal, and severely
abnormal. While this is not the language of the school system, this is the reality of its
categorization.
Cromwell, Blashfield and Strauss (1975) wrote about the impact of labeling
children with disabilities in Hobbs’ 1975 seminal book discussing the impact of
classification on children from the 1950s through to the early 1970s in the US. They
wrote:
The labels applied to children are symbols constructed by senders to serve given
purposes. As time passes, as the group of listeners broadens, as the needs, intents,
and subsequent responses of listeners change, the concepts… change. Labels that
once had technical meanings take on additional meanings. Labels which could
point to… help for a child may come to be used arbitrarily to discriminate or
derogate… From time to time, therefore, we should take stock of labels and
classifications and their meanings in order to determine what purposes and
injustices they are serving. (p. 5)
While in most education systems, the entitlement of extra support requires that the
student be classified in some manner as different, the ramifications of identifying
difference has been the “tendency to view difference as ‘deviation from the normal’ with
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all the connotations that are associated with this view” (Florian & McLaughlin, 2008, p.
5). While classification systems arose with the goal of supporting individuals with
developmental disabilities to be included in their school setting, the process “creates what
Minnow (1990) has called the ‘dilemma of difference.’ The problem that arises when
policies intended to compensate for perceived inequalities also perpetuate the difference
they were designed to address” (Florian & McLaughlin, 2008, p. 5). Artiles (1998) states:
the dilemma of difference exists because it has traditionally rested on the
assumption that difference is linked to abnormality or stigma… it is based on the
assumption that sameness is sine qua non for equality… to be equal one must be
the same. (p. 32)
Interestingly, Young (1999) comments on modern society’s apparent greater
tolerance of individuals with disabilities by stating that late modern humanity
“celebrate(s) diversity and difference, which it readily absorbs and sanitizes; but what it
cannot abide is difficult people and dangerous classes, which it seeks to build the most
elaborate defense against” (p. 59). Stigma is determined by social structure; therefore, if
individuals fit more readily into our current social structures, they may find more
inclusive opportunities—perhaps the sanitization allows for acceptance. Yet we are faced
with daily examples of impact of stigma; for example, in March 2019, the council of
Weyburn Saskatchewan voted to reject the building of a group home in an upscale
community in that town, citing that the stigma associated with the group home could
lower property values and be unfair to the current residents of the community (Krugel,
2019).
Exclusion still remains as the remedy in dealing with individuals who exhibit
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difficult differences that Rogers (2013) defines as “disabled others who are difficult to
teach, difficult others unable to control or culturally diverse others who are difficult to
understand (within a particular set of cultural norms)” (p. 993). People continue to recoil
and withdraw out of shame or stigma, the avoidance of association with failure, or out of
ignorance (Furedi, 2006; Goffman 1990). It may be argued that people will only be able
to move away from shame and stigma when we let go of the idea of a “normal citizen”
(Nussbaum, 2004, p. 177).Until then classification and difference will continue to
perpetuate stigma and shame. Unfortunately, however, shifting away from classification
systems is tremendously difficult.
Once established, classification systems are remarkably resistant to change due to
the inertia of standards that are comprised to describe the classification system (Bowker
& Star, 2000). With regards to students with developmental disabilities, the Diagnostic
Statistical Manual 5th edition (2013) is now the holy grail of diagnostics laid out by the
American Psychiatric Association. The inertia and politics of change associated with the
manual have a fascinating history that this dissertation cannot adequately capture and still
remain true to the purpose of this work. Regardless, suffice it to say that the standards in
this manual are the underpinning of the medical/deficit model associated with
categorizing youth in transition, and all other institutions such as the school system and
adult services that adopt their use as a system of organizing and ranking people.
Individuals with developmental disabilities want to be truly included in Canadian
society; however, there are impediments to that goal. Joiner (2006) states: “discussions
about this quest are often mired in theoretical ambivalence and rhetoric and frequently
obscured by debates surrounding the varying conceptual models of disability and society”
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(p. 87); this continues to be the case today. How can we reconcile two apparently
disparate philosophies? Despite the decades of debate between theoretical and political
theories of disability, a model which may be considered the opposite of the
medical/deficit model, the Social Model of disability (SM), is now presented.
Social model of disability. In response to the medical/deficit model, the fight for
inclusion was sought through the Social Model of disability (SM) (Abberley, 1987;
Oliver, 2013). Pioneered by the Union of Physically Impaired Against Segregation in the
United Kingdom, the SM is a social constructivist view of disability (Shakespeare &
Watson, 1997). The SM was formalized by Vic Finkelstein in 1980 who argued that
disability is socially constructed based on physical or cognitive differences, leading to
oppression and injustice (as cited in Shakespeare & Watson, 1997). In its initial (purist)
iteration, the Social Model argued that disability is constructed by social barriers; thus, if
those barriers are removed, then individuals would no longer be labeled as disabled. It
eschewed the notion of the impact of impairment, leading to division within the
disabilities community with regards to acceptance of the model by individuals living with
disabilities. Shakespeare (2013) refers to this version of the SM as the “strong social
model” (p.2). He, along with other researchers, has offered considerable criticism of the
model, calling for revision (Shakespeare, 1999, 2013).
While suggestions to address criticism of the SM have been made over the
decades since it first emerged, its foundation is rooted in the notion of the disabled as a
homogenous group suffering from oppression—it excludes identity politics (Hughes &
Paterson, 1997). Moreover, criticism of the SM argues that changes are required “in order
to make the model more adequate and more relevant to disabled people’s lives”
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(Shakespeare & Watson, 1997, p. 293). According to Hughes and Paterson (1997), the
SM sought to shift “debates about disability from biomedically dominated agendas to
discourses about politics and citizenship… [to create a] transformation of disability
discourse from medical problem to emancipatory politics” (pp. 325-326). The SM has
stimulated thought within this arena and has been successful at creating large scale policy
changes in many areas such as deinstitutionalization, accessible buildings, and inclusive
education (Shakespeare, 2013).
Given its broad success with regards to catalysing change, what are the major
stumbling blocks to the acceptance of the SM as a model? As mentioned, there were two
key criticisms to the original SM: first, it alleged there was “no place of impairment,” and
second, it failed to take account of individual differences, therefore, it presented disabled
people as “one unitary group” (Oliver, 2013, p. 1025). Hughes and Paterson (1997)
acknowledge the importance of the SM in establishing a “radical politics of disability.”
However, the “untenable separation of body and culture, impairment and disability”
excluded the critically important aspect of identity (p. 326). Finkelstein (1996), the
researcher who formalized the SM, argues vehemently that considering personal
experience and impairment dilutes the effectiveness of the model.
Revised and refined versions of the SM (if indeed this is still the SM envisioned
by Finkelstein) now include a clear delineation between impairment and disability,
incorporating the individual and allowing for the need for support for their specific
impairment—a concept which is important within my research and the Capabilities
Approach. It should be noted that there is often a blurring in the socially constructed,
descriptive language used within casual society, the education system, and systems of
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support with regards to disability. For example, we currently talk about individuals with
intellectual disabilities, rather than individuals with intellectual impairments, or we have
a whole homogenous group of individuals with developmental disabilities, which is the
language of the Diagnostic Statistical Manual 5th Edition (DSM-5) (2013).
The imprecision of language allows for a muddying of the waters; therefore, there
have been attempts to separate various terms within disability studies, in particular,
impairment and disability. Barnes (1991) offered the following differentiation:
impairment is the functional limitation within the individual caused by physical,
mental or sensory impairment. Disability is the loss or limitation of opportunities
to take part in the normal life of the community on an equal level with others due
to physical and social barriers. (p. 2)
Put more succinctly within the framework of SM, “disability is wholly and exclusively
social” (Oliver, 1996, p. 35). Both Oliver and Barnes have been challenged for their
attempts at deconstructing the category of disability; yet, their intent was to separate the
medical aspects from the socially constructed barriers to allow for discussion and address
criticism (Shakespeare & Watson, 2002). While the SM has lost favour at the level of the
disabilities community as a way of recognizing the needs of the population, and with
researchers, (Donoghue, 2003; Oliver 2013, Shakespeare, 2013), the medical/deficit
model is not representative of the disabilities community either, so what is left?
Oliver (2013) recognizing that the system is failing individuals with disabilities,
ends his thirty-year review of the SM, by calling for a reinvigoration of the SM or the
embracing of a new model:
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Those who have talked down the social model while failing to replace it with
something more meaningful or useful must bear a heavy burden of responsibility
for this state of affairs. Remarkably they have been rather silent in speaking out or
building alternative models to address what is happening to disabled people now.
Surely it is time to either re-invigorate the social model or replace it with
something else. One thing is for sure; the talking has to stop. (p. 1026)
Do we throw away the SM of disability? How do we build true inclusion, not just for
individuals who meet a narrow definition of disability that is constructed based on
difference, and instead offer all individuals the same starting structures from which to
begin to look at equality? Is reinvigoration of the SM part of the answer or is adoption of
a different social constructionist approaches, as suggested by Shakespeare (2013) a better
approach. The purpose of social constructivist methods is to precipitate wider systemic
change. Whether the SM is revised, or other social constructivist approaches are adopted,
the broad advocacy of these methods overlooks the needs of the individual with regards
to their identity-making. These models are incomplete; however, the Capabilities
Approach to Human Development may offer the needed missing piece to augment a
social change model.
Capabilities approach. Disability researchers are now focussing on theories that
recognize the material needs of individuals labeled as disabled to address their
impairment separately from the socio-political processes at play that construct disability
(Gabel & Peters, 2004). Regardless of paradigmatic shifts and theories of disability,
inclusion remains the target for people with disabilities. Finding a theory or mechanism
that looks at the needs of each individual, that hears their voices, and provides
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appropriate supports to meet each person’s needs—this will lead to inclusion and to
equity. Humans are different from one another in three ways: 1) their personal
characteristics such as gender, age, physical and mental abilities, talents, etc.; 2) their
external circumstances such as wealth and assets, social and cultural arrangements; and
3) their ability to convert resources into valued aspects of life (Sen, 1992). How then can
we examine each human’s circumstances to ensure equality? The Capabilities Approach
provides that framework by providing a space for egalitarian evaluation of the freedoms
and equity of all individuals, not just those with disabilities.
The Capabilities Approach first envisioned by Amaryta Sen (1992) provides a
thought-provoking perspective for examining the opposing positions of the
medical/deficit model and the SM in a significant way. The Capabilities Approach is a
“normative framework for assessing inequality. It claims that social arrangements should
be evaluated in the space of capability, that is, in the space of the real freedoms people
have to promote and achieve their own wellbeing” (Terzi, 2005, p. 445). The Capabilities
Approach considers the interaction of the individual, social, and circumstantial factors of
one’s community and culture. It purports that the “social and the individual are not
exclusive alternatives between which causal accounts are chosen” (Terzi, 2005, p. 449).
Terzi (2005) argues that “stating that difficulties and disability in education are socially
constructed betrays obvious and exaggerated assumptions regarding socialisation and
significantly overlooks the individual factors related to impairments” (p. 448). Instead,
she advocates for Sen’s view that impairment is one part of human diversity, not the
defining aspect; so, in the pursuit of equality, it must be considered when it impacts the
freedom to choose among valuable functionings. Moreover, and importantly, Sen (1992)
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claims that “human diversity is no secondary complication (to be ignored or to be
introduced ‘later on’); it is a fundamental aspect of our interest in equality” (p. xi).
Functionings are the “beings and doings that individuals have reason to value,”
such as nourishment, housing, reading, education, and self-respect (Terzi, 2005, p. 449).
Each individual’s functionings may be different as each individual may value different
things. For example, an individual who is taught to read may choose as an adult not to
read for leisure; however, they have the capability to use the skill but have chosen not to
use that functioning (skill for that purpose). Capabilities, on the other hand, are the real
opportunities and freedoms people have to achieve functionings, and these of course are
impacted by impairment when teaching strategies and experiences are not provided to
learners with developmental disabilities or no adaptation to the teaching method is
presented to allow the individual to develop their capability, thereby closing the doors to
various functionings. Capability, according to Sen (1992), is a “a set of vectors of
functionings, reflecting the person’s freedom to lead one type of life or another… to
choose from possible livings” (p. 40). It is only with the development of youth in
transitions’ capabilities that we may find inclusion.
Inclusion recognizes that “different people may require varying accommodations
in order to achieve a reasonably equal level of participation in society” (Joiner, 2006, p.
90). Furthermore, the term inclusion is defined by the BC Ministry of Education (2016c)
as
the principle that all students are entitled to equitable access to learning,
achievement and the pursuit of excellence in all aspects of their education. The
practice of inclusion is not necessarily synonymous with integration and goes
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beyond placement to include meaningful participation and the promotion of
interaction with others. (p. v)
Hedge and MacKenzie (2012) offer the definition of inclusion that is reflective of our
Canadian Charter of Rights that encompasses all individuals: “the removal of barriers to
participation and learning of all pupils, as far as possible, eliminating discrimination on
grounds of race, gender, age, disability, religion and sexual orientation” (p. 329). While
the caveat of “as far as possible” is problematic, as it allows for arguments of financial
constraint and other utilitarian variables to influence the process, it is nonetheless clear
that inclusion is conceived as a way to maximize the capabilities (and therefore the
functionings) of all students; yet individuals with developmental disabilities are still
struggling to achieve equality. Why do individuals with disabilities still experience the
most oppression? Incidents of racial hatred or religious sectarianism are spoken about on
the news almost on a daily basis, bringing continued import to the issues of racism and
religious intolerance, which are stances that are largely eschewed by society; yet
conversations about abelism are not part of our daily social commentary. Perhaps this is
due to the difference between the other listed protected groups in Hedge and McKenzie’s
(2012) list - if you close your eyes, you are unaware of the differences between male and
female, Caucasians and Asians, Catholics and Muslims; no special accommodation is
required. The socially constructed norms of teaching and learning work, but yet the same
cannot be said for youth in transition.

The dominant model in Western culture, the medical model, presents disability as
an individual pathology, abnormality, or difference from a standardized norm. This
model presents disability as a problem of the individual or the individual’s
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family—a problem to be dealt with by a small number of specialized individuals
(i.e., doctors, special educators), and the perceived solution is a cure or
normalization, a form of assimilation. (Bogart & Dunn, 2019, p. 652)
Perhaps it is the solo status of disability, in which an individual may be the only member
of their community with an impairment, is the answer to the question: why do the needs
of individuals with developmental disabilities continue to remain an afterthought?
Societies rely on social contract theories to function. Humans are a unique species
in that we cooperate in large groups under contrived rules: political government,
sovereignty, laws, property rights and legal agreements are all tools of social convention
that have allowed societies to exist for centuries (Hobbes, 1651). Initially, for social
contract theories to gain acceptance, there was the assumption that the “contracting
agents were all men who were roughly equal in capacity, and capable of productive
economic activity” (Nussbaum, 2006, p. 14). Initial contract theories omitted women,
children, and elderly people. While these omissions have been rectified by contemporary
contract doctrine, “no social contract doctrine… includes people with severe and atypical
physical and mental impairments in the group of those by whom basic political principles
are chosen” (Nussbaum, 2006, pp. 14-15). It is only relatively recently that individuals
with disabilities have been included in society. People with significant intellectual
disabilities, for example, were institutionalized or left to die from neglect. Nussbaum
(2006) states, “they were never considered part of the public realm” (p. 15). This initial
exclusion from the foundational stage of development of social contract theory, and the
continued exclusion from it since then as a result of the specification of certain abilities
as prerequisites for participation, continue to hamper progress as social contract theories
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are embedded in all aspects of our society. There is no doubt that there is significant
inertia that must be overcome to see the full acceptance of individuals with
developmental disabilities in our society—the quagmire of oppression is multifaceted.
How do we take steps forward?
Regardless of the various paradigms that have emerged to define difference and
disability, or the hegemonic political foundations of our society that established and
perpetuate them, it is time to move away from models that emphasise or ignore difference
and incorporate a model that works for all humans—a capabilities approach, in particular,
Nussbaum’s Capabilities Approach to Human Development (CAN). Inclusion can be the
outcome of CAN when it is employed to consider the individual’s impairment as one
component of their identity, not their sole label within the system. Changing special
education is a monumental task, as the policies and procedures associated with the
delivery of services to children and youth in transition are entrenched. Slee (2011)
explains that we must instead aspire for inclusive education a paradigm which could be
incorporated through the adoption of CAN. Before I discuss Nussbaum’s Capabilities
Approach in greater detail, discussion regarding the education system and the transition
planning protocol will provide readers with additional context for the proposed changes
recommended in this dissertation.
Regular education, special education, and inclusive education. Special
education is not inclusive education. Inclusive education is not, as many classroom
teachers believe, “a classroom practice that is best achieved through the enlistment of
specialists and teacher aides” (Slee, 2011, p. 121). Instead, inclusive education is a
philosophy that may be utilized with any marginalized group. There are a number of
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vulnerable students who are in need of additional supports such as those of Indigenous
ancestry, immigrant minorities, refugee children, gay, lesbian and transgender children,
those living in poverty, and of course, students with disabilities. Within the BC Ministry
of Education’s (2017) framework of “Safe and Caring Schools,” acceptance of diversity,
development of equity and fostering of inclusion are prominent goals. For the majority of
students, their differences do not yield formal labels. However, for some groups that have
experienced extreme levels of social injustice, labels are utilized with the aim of driving
supports, most notably for students with Indigenous ancestry and those with special
needs.
The BC Ministry of Education’s curriculum has shifted to foster restoration and
reconciliation for historic wrongs perpetrated against individuals of Aboriginal heritage.
Rather, embedding within the curriculum a recognition of the importance of Indigenous
heritage, and acknowledging that Aboriginal ways of knowing, identity-making, and
being are points of celebration. Perhaps, then, the time has come to truly include
Aboriginal students in the school system; however, the same cannot be said for students
with special needs, and as long as the “waters are muddied’ through the use of imprecise
language, the road ahead looks much like the current path. Inclusive education must
therefore be decoupled from special education, which has its roots in the fight for funding
and opportunity, to include all marginalized students with the goal of fostering
acceptance and inclusion through the celebration of identity (Slee 2011).
In 1955, parents of children with developmental disabilities won the right for
funding to educate their children in parent-run schools within the province (Inclusion BC,
2017, para. 2). Later there was the opportunity for their children to attend segregated,
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funded schools within the province (L’Arche Canada, 2014). The One Million Children
report authored by The Commission on Emotional and Learning Disorders in Children
(1970) was the first document to recognize that there are a significant number of children
requiring extra supports to be successful. Laycock (1970) states:
The report is a comprehensive blueprint for meeting the needs of one million
Canadian children (12 percent of children up to 19 years of age) who require
attention, treatment and care because of emotional and learning disorders. These
children are those who: 1) are neurotic or psychotic and who exhibit behaviour
disorders; 2) have an overall learning deficit (retarded); 3) have specific learning
difficulties and deficits; 4) have a sensory or physical handicap likely to lead to a
secondary emotional or learning problem; 5) are judged to be delinquent; 6) have
family or community experience which leads to cultural and emotional
deprivation. (p. 278)
Although recognized in 1970 as a need, the education of individuals with
developmental disabilities in integrated settings was not the expectation in the province
of British Columbia until the 1980s and ’90s (Towle, 2015). The education of children
with developmental disabilities alongside their peers represented a step towards greater
social justice; however, although special education started as a tool to correct injustice, it
is now often deployed as a means to sustain injustice.
Inclusive education needs to be forthright about its values, principles for action
and intentions. It values community, the recognition and representation of
difference, and fosters interdependence across constituencies to enlist schooling
as an agent for an education in democracy and social change. (Slee, 2011, p. 155)
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Special education is policy, and like any policy it is not detached, neutral, nor
benign; rather, it reflects those who create it as well as being “constituents of and agents
for understanding, maintaining or changing our world” (Slee, 2011, p. 100). Moreover,
policies represent the epistemology of the authors. Unfortunately for individuals with
developmental disabilities, the epistemological foundations of special education and adult
service provision are based on the medical/deficit discourse, which in BC is reflected in
students’ Inclusive Education Plan (IEP) and adults’ Integrated Support Plan (ISP).
In an attempt to ensure that youth in transition receive an education that is
appropriate to their needs, the Government of British Columbia’s School Act (2016),
Section 168 (2a) requires that each student with special needs have an Individual
Education Plan (IEP). Individual Education Plans document the “individualized goals,
adaptations, modifications, the services to be provided, and includes measures for
tracking achievement” (Ministry of Education, 2016b, p. 16). Moreover, an IEP’s goals
are based on the individual’s diagnostic category. With regards to individuals with
intellectual disabilities, the skills are based on the American Association on Mental
Retardation. The following areas of focus are identified:
Conceptual skills: language and literacy; money, time, and number concepts; and
self-direction; social skills: interpersonal skills, social responsibility, self-esteem,
gullibility, naiveté, social problem solving, and the ability to follow rules, obey
laws, and avoid being victimized; and practical skills: activities of daily living
(personal care), occupational skills, healthcare, travel/transportation,
schedules/routines, safety, use of money, use of the telephone. (Ministry of
Education, 2016, p. 42)
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The use of a medical/deficit model for the identification of goals for youth in
transition “views disability as a ‘problem’ that belongs to the disabled individual”
(University of Leicester, 2017, para. 2). I might argue that the deficit model hampers the
process of identity-making as we assign a label to the child that positions that child as
incomplete, or additional to the system (Slee, 2011; Warnock, 2005). They may therefore
be excluded, or their opportunities for learning diminished, because they may be regarded
as “other children who are not normal, regular or valid… our in-valid population” (Slee,
2011, p. 12).
The antithesis to a medical model, however, is a “capabilities approach” (Reindal,
2009, p. 155). Based on a lecture given by Dr. Amartya Sen in 1979, the Capabilities
Approach provides “fundamentally new insights into the conceptualisation of impairment
and disability” (Reindal, 2009, p. 155). Moreover, Nussbaum (2011) has taken the
concepts identified by Sen and provided domains and rudimentary indicators which she
has identified as the “ten central capabilities” (p. 33) that now comprise her Capabilities
Approach CAN. Below, within Table 1, I have juxtaposed these capabilities with the
Ministry of Education’s requirements to be considered for individuals with intellectual
disabilities, providing a clear visual representation of the impact of considering only
diagnosis when planning. CAN. As illustrated in the left column of the table, there are ten
capabilities that are considered when examining goal setting for any human being when
the desired outcome is to ensure they have the opportunities to become flourishing human
beings. In the right-hand column, the Ministry of Education’s Intellectual Disabilities
category encourages consideration of only three areas of development, as Inclusive
Education Plans are designed to foster goal development in relation to the student’s
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designation.

Table 1.
Ten Central Capabilities vs. Ministry of Education - Intellectual Disabilities
Nussbaum’s10 Central Capabilities
Life: Able to live an average lifespan
Bodily Health: Adequate shelter, nourishment,
physical/reproductive health
Bodily Integrity: Move freely from place to place.
Safe from violence/sexual exploitation, have choice
in reproduction and sexual satisfaction
Senses, Imagination and Thought: Using imagine
and thought for creativity, access to entertainment
& media, pleasure in shared experience
Emotions: Attachments to people and things,
experience the range of emotional states and
actions
Practical Reason: Critical reflection and planning of
life, freedom of conscience and religion as desired
Affiliation: Able to interact and live with (socially)
with others; have dignity respected, and self-respect
without discrimination for any reason
Other Species: Able to live with concern for nature,
animals, plants, etc.

Ministry of Education Intellectual Disability
(None)
(None)
Avoid victimization

(None)
(None)
Life skills
Social skill development
(None)

Play: Able to laugh/play, enjoy recreation

(None)

Control of One’s Environment
a) Political – able to participate in political
processes
b) Material – equal rights with respect to
property, employment, freedom from search
etc., able to have relationships with coworkers

(None)

As one can see, in the table the areas for consideration in the student’s IEP are reflective
of three of the ten categories that comprise CAN; therefore, the IEP misses key areas that
should be considered for inclusion for the development of a flourishing human being.
In addition to annual goals, the province requires IEPs to contain transition goals
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for youth in Grades 10-12 (British Columbia Ministry of Education, 2001). These goals
are important to support the transition of youth from school into adult services. The
Ministry of Education recognizes that individuals with developmental disabilities will
require specific goals and supports during transition, because “students with special needs
are at risk of being uninvolved in decision making, uninvolved in their community life,
underemployed and unemployed, unable to access further education or training, and
generally unable to lead fulfilling lives” (British Columbia Ministry of Education, 2016a,
p. 34). Although the need for goals and transitioning is documented in the Ministry of
Education’s Policy and Procedures for Students with Special Needs (British Columbia
Ministry of Education, 2016b), there is a lack of a consistent methodology within this
document and its companion, the Career/Life Transitions for Students with Diverse
Needs: A Resource Guide for Schools (British Columbia Ministry of Education, 2001),
that would allow for teachers to successfully plan for the transition of students.
Moreover, the vagueness of the Ministry of Education documents is further reflected in
their document Cross Ministry Transition Planning Protocol for Youth with Special
Needs (Government of British Columbia, 2009).
Transition planning: An opportunity for change? While there have been
substantial improvements to the social supports and quality of life of individuals with
developmental disabilities as barriers to inclusion in society have been dismantled, selfadvocates and their supporters continue to look for opportunities to effect change with
regards to attitudes. The call for a “coordinated and cohesive approach” (Government of
British Columbia, 2009, p. 4) to transition planning within the Cross Ministry Transition
Planning Protocol for Youth with Special Needs (Transition Planning Protocol) provides
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that needed point of entry for change. Moreover, change often requires the coalescence of
precise political, economic, government, and social components to overcome the inertia
of “historical practices and interpretations of policy that maintain local customs and
practices” (Kozleski, 2007, p. 357). I argue that it is time to embrace the transformation
of how we view individuals with developmental disabilities, to hear their voices with
regards to transition planning, and to avoid the asymmetrical picture of individuals with
developmental disabilities that occurs when a positivist model is selected to set goals and
measure their needs.
Over the last decade, there has been an increased recognition of the importance of
effectively transitioning youth in transition from adolescence to adulthood, as seen by the
production of the Cross Ministry Transition Planning Protocol for Youth with Special
Needs (Government of British Columbia, 2009). There is a disconnect between life for
the individual with developmental disabilities in school, which is becoming much more
inclusive (yet it still adheres to positivistic categorization of individuals that limit
opportunities and experiences), and the services being offered for adults still conforming
to, or being perceived to be conforming to, out-dated models of seclusion (Rasmussen,
Haggith, & Roberts, 2011). Despite the good intentions of parents and guardians,
educators, government services, and community service providers, transition planning
from high school to adulthood continues to present many challenges for young adults
with disabilities and their families, leading to inadequate planning, increased stress,
decreased options, a lack of person-centered philosophy, less control, less freedom of
choice, and a diminished quality of life (Smith & Routel, 2010).
The Government of BC’s (2009) Cross Ministry Transition Planning Protocol for

A STORIED LIFE

71

Youth with Special Needs provides a framework to bridge services for youth with special
needs as they leave school and enter adult services. It arose out of the need to assist
parents with the complexity associated with the transition process and to ensure that
planning was integrated as the youth shifted from school to service provider support and
this support shifted between ministries (Government of British Columbia, 2008). The
Cross Ministry Transition Planning Protocol for Youth with Special Needs (Government
of British Columbia, 2009) was hailed as a landmark document representing the
province’s intent to collaboratively support the transition planning process; however, as
Inclusion BC (2017) states, “while the process is there, it is not clear how or if those
involved are actually using it” (para. 7). In 2008, the Government of British Columbia
finalized the Children and Youth with Special Needs Framework for Action. Six
strategies were identified to “guide collaborative work, frame discussions and planning…
and support the identification of priorities” (p. 7). The six strategies are:
Strategy 1: Placing children’s and families’ needs first
Functionally-based and accessible services
Strategy 2: Supporting our people
Training, recruitment and retention
Strategy 3: Ensuring quality and performance
Improving quality measurement and accountability
Strategy 4: Building and using the evidence base
Promoting evaluation and research
Strategy 5: Simplifying the pathway to services
Providers, agencies and ministries coordinating, collaborating and integrating
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Strategy 6: Planning together
Instituting a province-wide integrated planning mechanism
(Province of British Columbia, 2008, p. 7)
Currently, the Transition Planning Protocol does not provide a cohesive
mechanism of evaluation and goal setting for the six BC ministries and three crown
corporations that are signatories to the document, despite the document’s recognition that
“developing individualized transition plans requires cross-ministry collaboration to ensure
a coordinated and comprehensive approach” (Government of British Columbia, 2009, p.
4). The daunting task of coordinating a cohesive mechanism is made more challenging by
the lack of an evidence base for the transition planning process, as recognized in “Strategy
4: Building and using the evidence base.” Given the prevalent influence of the positivist
framework in society, research, institutions, and culture, where objectivity is valued, when
people with disabilities are studied within that framework as objects, there is a danger of
repeating the past, of further marginalizing individuals with developmental disabilities, if
an evidence base that reflects the voice of individuals with developmental disabilities is
not created and utilized in the planning and decision making process.
The Transition Planning Protocol (Government of BC, 2009) is based on this
framework, and therefore reflects some of the intent of the action strategies, particularly
Strategies 1 and 5, which address the movement between agencies or the financial
services-based aspects of the protocol. It should be acknowledged that various
governmental agencies are collecting data to improve measurement and accountability as
seen by the plethora of reports available. ; However, the focus of those reports is towards
the deliverables, primarily measuring the financial/service aspects of the plan, which,
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while important, are not relevant to this area of research which focuses on improving the
quality of the transition plan and would lead to improved social justice and equality for
individuals with developmental disabilities within our society. While each of the six
British Columbia ministries and three crown corporations have specific documentation
related to transitioning youth, the Cross Ministry Transition Planning Protocol for Youth
with Special Needs (Government of British Columbia, 2009), like so many of its
predecessors (and contemporaries), serves as an indicator of ideals, but lacks
implementation (Hopgood, 2014). The Government of British Columbia (2009) states:
Transition planning, using a person-centred approach, focuses on the youth within
the context of his/her family, community and culture. A transition plan is
developed to assist the youth to achieve his/her personal goals and aspirations. A
focus on strengths and abilities has been shown to enhance service planning and
outcomes. The plan can identify required actions to assist the youth and his/her
family to access both informal community supports and formal services in the
areas of education, health and social services. The plan must reflect the cultural
identity of the youth and his/her community. (p. 4)
Within the existing framework of the Ministry of Education’s IEPs, which support the
goal setting of youth in transition prior to their transition to adult services, and support by
Community Living British Columbia, the focus is on the person-centred, coordinated,
evidence-based, strengths-based plan that embodies the spirit of the Transition Planning
Protocol, which aims to yield an improved “health, development, learning, quality of life,
participation and community inclusion” (Government of British Columbia, 2009, p. 5).
The period of transition offers a point of entry to provide the next peak of action that will
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lead to improved equality for individuals with special needs. Currently, neither the
Transition Planning Protocol nor the Ministry of Education provide a cohesive
mechanism of evaluation and goal setting; moreover, if schools continue to rely on
previous methods of assessment, archaic, deficit-centred models are perpetuated. Reenvisioning and actualization of the Transition Planning Protocol with regards to
“Strategy 4: Building and using evidence base” together with “Strategy 6: Planning
together: Instituting a province wide integrated planning mechanism” will provide an
opportunity for change (Government of British Columbia, 2009, p. 7). This dissertation
seeks to provide that missing foundation.
Identity-making: Growing despite IEPs. Each British Columbia student with a
designation is provided with an Individual Education Plan (IEP), which is defined as “a
documented plan developed for a student with special needs that describes individualized
goals, adaptations, modifications, the services to be provided, and includes measures for
tracking achievement” (British Columbia Ministry of Education, 2016a, p. v). Recently,
in February 2018, Individual Education Plans were renamed across the province as
Inclusive Education Plans. However, the provincial documentation that supports the
philosophy of IEPs has not yet changed. The retitling of this document to recognize the
longstanding importance of inclusion to the education of BC youth with disabilities,
however, is perhaps a sign of hope that reform is on the way.
Although the retitling of the IEP is a step forward, unfortunately, a change of
name does not yet change the underlying premise of the document. It continues to be
based on the deficits of the student with special needs, who is provided an IEP based on
the category of their identified impairment. The student is still seen as different—from
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the point of diagnosis, through their entire school experience, and onward into adulthood.
That difference shapes the experiences of youth in transition; it affects their identitymaking. Berger and Luckmann (1966, as cited in Donoghue, 2003)
refer to identity as a social phenomenon created by the theoretical interaction
between language, the social structure and individual consciousness. The melding
of these social dynamics creates a dialect of communication for reference to a
type of person. That dialect, in turn, serves to reinforce the ideas and images
present in its creation, onto the person and further perpetuate its reality. (p. 205)
While there is still much work to be done, we are approaching a time in the
provincial education system where all students are learning to reflect on their own
learning. Part of the assessment system in the BC Curriculum requires that students rate
their learning experience and identify goals for improvement (Ministry of Education,
2019). While this process is in its infancy, it provides a place for change; for the first
time, all students are looking inward and outward, looking at their own deficits and
working to identify ways around them through skill development or alternative ways of
demonstrating knowledge and ability (alternative functionings within the same
capability). Self-assessments are becoming part of the reporting systems in schools and
the provincial curriculum purports to emphasize experience and look beyond traditional
goals of school (the demonstrated amassing of facts and knowledge). While the school
system may not recognize that they are walking into the territory of CAN, using this
paradigm for the support of individuals with developmental disabilities aligns them with
the current school systems while providing a paradigm that respects identity, yet still
meets the needs of an individual’s impairment.
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Nussbaum’s Capabilities Approach provides the mechanism for richer identitymaking with the support of the individual’s advocates. It views the person holistically and
equally to all others, it considers the individual needs of each person, including their
personal hopes. While the “hegemony of special education has barely been challenged in
schools” (Oliver, 2013, p. 1025) and adult services, especially in British Columbia,
Nussbaum’s Capabilities Approach provides a viable alternative.
Nussbaum’s Capabilities Approach
CAN, refined by Martha Nussbaum, grew out of Amartya Sen’s Nobel Prizewinning work in economics. Placing dignity at its core and focusing on the entitlement of
all people to flourish, CAN begins with the question “What are people actually able to do
and be?” (Nussbaum, 2011, p. x). While CAN was not developed specifically for
application to individuals with developmental disabilities, its power as a tool to tease
apart the impact of impairment versus disability has recently been recognized by a
number of researchers as a potential, revolutionary, just, and honouring way to support
individuals with developmental disabilities (Mitra, 2006). CAN reflects the basic
entitlements of every individual to live a life of dignity, the underpinning value of CAN;
“indeed dignity is essential for human flourishing and development” (Rogers, 2013, p.
990). In particular, Nussbaum (2006) speaks to the needs of individuals with
developmental disabilities, saying that decent society must ensure that the needs of its
most vulnerable citizens are met. She advocates for the need to ensure “participatory
inclusion,” stating that we must “address their needs for care, education, self-respect,
activity and friendship” (Nussbaum, 2006, p. 98).
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Nussbaum’s capabilities approach: Experiences lead to capabilities.
Nussbaum’s Capabilities Approach utilizes two standards when examining disability:
capabilities and functionings. Capability refers to “practical opportunity,” the chance to
achieve plans and goals that a person has reason to value, while a functioning is “an
activity, something a person does”; it is the realization of one or more capabilities (Mitra,
2006, p. 238). Capabilities are not directly observable without their counterpart,
functionings. Mitra (2006) states that: “disability occurs when an individual is deprived
of practical opportunities as a result of an impairment” (p. 241). Therefore, when
individuals are unable to develop a capability or exhibit a functioning due to their
impairment, disability occurs. At this level, there is potential disability, as experiences
and opportunities are not made available to the individual, their capability set—“a set of
functioning vectors from which the person has the freedom to choose”—is limited (Mitra,
2006, p. 239). The freedom to choose, or to be self-determined, which will be discussed
in greater detail later, is an important factor for all humans; however, it is often
overlooked in individuals with developmental disabilities. In contrast to capabilities,
functionings are visible: “at the functioning level, the focus is on what an individual
values doing (or being), and on what the individual succeeds in doing/being” (Mitra,
2006, p. 241). When the individual is unable to engage in desired functioning, this is
actual disability; for example, when an individual is unable to read.
When the focus is on the individual person’s impairment, as it relates to the
prevention or lack of opportunity to engage in new experiences and make choices, this
perpetuates oppression. Nussbaum (2003) draws attention to this by insisting that the
appropriate target “is capability not functioning” to allow for the protection of “plurality”
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(p. 43). The right to participate in religion, for example, would be considered a
fundamental capability. However, the associated functioning of requiring everyone to
engage in the same religious experience, Catholicism for example, would be considered a
violation by many. CAN is incredibly important, as positivistic systems that highlight
impairment through the coding and classifying of disability—such as the medical, special
education, and social welfare systems, systems that individuals with disabilities
encounter—often present barriers that may prevent them from developing their
capabilities or from exercising desired functionings. This lack of capability leads to lack
of functioning and actual disability. The strength of CAN is its recognition of the
individual, which is echoed in narrative inquiry’s focus on the lived and told stories of
individuals. Narrative inquiry allows researchers to move away from an amalgamation or
homogenous examination of individuals with disability, to hear each of their voices,
thereby fostering the individual’s capabilities and functionings. To this end, further
examination of CAN is warranted.
Nussbaum (2011) defined the Capabilities Approach as “a political doctrine about
basic entitlements” focused on what each and every person is able to do and be, and it is
“concerned with entrenched social injustice and inequality, especially capability failures
that are the result of discrimination or marginalization” (p. 19). Nussbaum’s and Sen’s
work was influenced by social injustice in developing nations; as a result, the language of
the Capabilities Approach has been criticized for its emphasis on “’language of justice’:
who gets what in the process of distribution; and in the ‘language of liberalism’: what one
is entitled to” (Wolff & de-Shalit, 2013, p. 45). When applied to a Western, developed
country, are the capabilities relevant or are changes needed? Wolff and de-Shalit (2013)
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provide an excellent examination of the application of the Capabilities Approach in a
developed country (the UK) in their book, Disadvantage. Despite the language of justice
incorporated in Nussbaum’s approach, the “ethics of care” is also acknowledged.
CAN offers a critique of the weaknesses of current systems that utilize a utilitarian,
neoliberalist approach to decision making and service allocations. CAN calls on
government and public policy makers to “improve the quality of life for all people, as
defined by their capabilities” (Nussbaum, 2011, p. 19). The opportunities available to
each person for adequate education and healthcare, as well as social and political
interaction, allow for the development of capabilities, leading to greater functioning,
allowing choice, freedom, and self-determination, and thereby increasing social justice.
CAN focuses on the choice of the individual and “commits itself to respect for people’s
powers [including those with disabilities] of self definition” (p. 18). It strives to truly
recognize each individual, ensuring social justice through opportunities for choice and
freedom in various areas of life. The protection of fundamental entitlements, as stipulated
in Nussbaum’s list of ten central capabilities, is at the heart of the Capabilities Approach.
In addition to focusing on material barriers associated with injustice, it also
recognizes that individuals have a role not only as receivers, but also as givers.
Categories 5 through 7 (emotions, practical reason and affiliation) present the importance
of individuals’ opportunities to “contribute to society” and “participate in the collective
shaping of the public” (Wolff and de-Shalit, 2013, p. 45). CAN presents a holistic way of
envisioning quality of life for all people. It is a marriage of ethics of care and justice.
“Justice is concerned with institutions, care and virtues with character” (O’Neill, 1993, p.
311). Each capability has an important, autonomous purpose; thus, the approach asks us
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to examine not just “the total or average well-being” of an individual, but also “the
opportunities [for experiences and learning] available to each person” (p. 18), which
resonates with Dewey’s (1938) call for education as “growth or maturity” (p. 50).
Nussbaum’s (2011) ten central capabilities include: life; bodily health; bodily
integrity; sense, imagination, and thought; emotions; practical reason; affiliation; other
species; play; and control over one’s environment (pp. 33-34). These capabilities propose
a social minimum for a quality of life and are essential for social justice (Nussbaum,
2011; Rogers, 2013). Table 2 lists the ten capabilities and a brief description of each.

Table 2.
Nussbaum’s Ten Capabilities
Capability
Life
Bodily Health
Bodily integrity

Definition

Not dying prematurely or living a life not worth living
Having good health, adequate shelter and adequate food
Freedom to move around, to be secure from violence or abuse
and to have the opportunity to gain sexual pleasure and have
reproductive choice.
Senses,
Being able to use the sense, think and reason and to do things in a
imagination, and
“truly human” way, a way informed and cultivated by an
thought
adequate education.
Emotions
To be able to love, care, grieve, and to experience longing,
gratitude, and justified anger. Not have these thwarted for fear or
anxiety
Practical reason
Being able to think about the good and reflect about one’s life
Affiliation
Live with and towards others and engage in social interaction. To
have social interaction. To have the social bases for self-respect
and make provisions for non-discrimination
Other species
Concern for other non-human animals, nature and environment.
Play
Being able to laugh, play and enjoy recreational activities
Control over one’s 1) Political - have the right to participate in political life. 2)
environment
Material - have rights to seek work and hold property on an equal
basis to others.
(Nussbaum, 2011, pp. 34-35).
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These ten central capabilities act as the basic list of tenets that would allow people
to “pursue a dignified and minimally flourishing life” (Nussbaum, 2011, p. 33). The ten
central capabilities are non-fungible; all must be considered within the context of the
individual. While some may be determined to be less important, they are all needed to
answer Nussbaum’s question: “What is a person able to do and be?” (2011, p. x).
Nussbaum argues that the ten central capabilities are the “requirements of a life with
dignity” (2006, p. 75). In addition to each individual’s capabilities, it must be noted that
context also plays an important role in CAN. Nussbaum’s Capabilities Approach is not
focused solely on “abilities to determine and act on what one values,” as Hedge and
MacKenzie (2012, p. 329) point out. Rather, it is grounded in freedoms created by the
individual’s personal abilities developed through experience and opportunities that are
fostered or hampered in combination with the political, social, and economic
environment.
Before proceeding further, it is important to provide some further definitions
associated with CAN to ensure clarity. First, innate or basic capabilities are those “innate
faculties of the person that make later development and training possible” (Nussbaum,
2011, p. 24). Internal capabilities are “states of the person (not fixed, but fluid and
dynamic)” that will develop “in most cases in interaction with the social, economic,
familial, and political environment” (Nussbaum, 2011, p. 21). Hedge and Mackenzie
(2013) acknowledge several “states of the person: personality traits, intellectual and
emotional capacities, states of fitness and health” (p. 332). It is important to also
acknowledge that a person’s internal capabilities will fluctuate—there will be times in
every person’s life when they are more or less vulnerable as a result of their internal
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capabilities. For example, an individual who is living in fear at home due to threats of
violence may perform poorly academically due to the emotional strain of their living
conditions. For some, such vulnerabilities will be short term, while for others they will be
life-long, as in the case of individuals with developmental disabilities. Nussbaum (2011)
cautions that we must resist any notion that holds an individual’s entitlements to be
“proportional to their innate intelligence or skill” (p. 24), thus instructing us to ensure that
the dignity of individuals with developmental disabilities is just as important as those
without, despite the need for additional resources. The last distinction is combined
capabilities. They are the “freedoms or opportunities created by a combination of
personal abilities and the political, social and economic environment” (Nussbaum, 2011,
p. 21), or the context in which the individual lives. If we reconsider the child living in
violence at home, if we are unaware of their situation, we may be tempted to label this
child as an underachiever or having a behaviour challenge, depending on how their
behaviour manifests in comparison to the expected social norms of the environment.
There is a danger that these children will be regarded as “other children who are not
normal, regular or valid… our in-valid population” (Slee, 2011, p. 12).
As mentioned, respect for individual human dignity is at the core of Nussbaum’s
work. Grounded in Kantian philosophy, it espouses “a principle of each person as an
end” (p. 35). Juxtaposed against resource-based approaches that define themselves
through scores of satisfaction about existing preferences and averages of wealth, the CAN
is touted as an extension and improvement of the human rights approach (Nussbaum,
2011, p. 63). While CAN is not a panacea to address social injustice within the disabilities
community, nor is it a model that can be instilled to replace our current systems as a
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standalone mechanism, it offers a useful basis or platform from which to reconsider
equality, vulnerability, dignity, respect, and identity, particularly with respect to
individuals with developmental disabilities as we consider goal setting and identitymaking in this population.
Of critical importance is that the ten central capabilities not be reduced into an
average score, because all of the central capabilities “are distinctive, and all need to be
secured and protected in distinctive ways” (Nussbaum, 2011, p. 35) to ensure at least
minimal social justice. While each of the capabilities should be considered, Nussbaum
(2011) recognizes that not all of the central capabilities are equal, nor do they have equal
weight and importance to different people or in different contexts. She allows for the
choice of weighing the importance of each capability; however, of the ten central
capabilities on the list, in Nussbaum’s words, two of them—affiliation and practical
reason—“pervade the others in the sense that when the others are present in a form
commensurate with human dignity, they are woven into them” (p. 39).
This concept is particularly poignant when considering individuals with
developmental disabilities, as caretaking often supersedes the teaching of these
individuals. For example, using the topic of adequate nourishment, ensuring that
individuals with developmental disabilities are properly nourished is not the same as
providing the individual with the opportunity to learn to plan a meal and consider food
choices. By doing for the individual, their practical reasoning is removed and
opportunities to gain experiences that lead to learning are missed. Affiliation, on the other
hand, is associated with non-discrimination; recognized in the rights of an individual to
be “treated as a dignified being whose worth is equal to that of others” (Nussbaum, 2011,
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p. 34), the opportunity of individuals with developmental disabilities in British Columbia
to be part of society has been hard fought. Key points of influence will be outlined later
to help bring context to the historical and current sociopolitical attitudes that influence
individuals with developmental disabilities.
Nussbaum’s Capabilities Approach recognizes that individuals with
developmental disabilities will require more help than those without to obtain the same
opportunities (Nussbaum, 2011, p. 24). While service providers and institutions recognize
that individuals with developmental disabilities require more help, I propose that the help
provided to them is not the right kind of help in many circumstances, or as Dewey (1938)
would say, the wrong kind of experience. While the assistance offered is nearly always
well meaning, it may take the form of caretaking or facilitation of services that are readily
available for individuals with a particular disability designation or label, rather than
orienting around the maximization of the capabilities of the individual, which would lead
to the development of more skills to engender greater choice and freedom. I wonder what
individuals with developmental disabilities are learning about themselves in those
moments? Are we weakening self-determination? Or, as Greene (1993) warns, are we
silencing questions by doing, thereby preventing learning?
The concept of person-centered planning (PCP) pervades the disabilities literature
and the legislation used for Inclusive Education Plans (IEPs) and Integrated Service Plans
(ISPs) in the education and adult services fields respectively. PCP is a form of
utilitarianism in which we claim to have “arrived at people’s real, or authentic,
preferences” once they have been made aware of as much information as possible
(Nussbaum, 2011, p. 81). There is a two-fold danger, however, with regards to utilizing
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this practice with individuals with developmental disabilities. First, there is a concern that
they may exhibit “adaptive preferences” in which they do not consider that many options
are available (Nussbaum, 2011, p. 54). Rather, as Nussbaum (2003) describes, “‘adaptive
preferences’, preferences that have adjusted to their second-class status” (p. 34), may be
selected because they are shaped by the individual’s “upbringing in society” (p. 83). It is
likely that their preferences are shaped “by unjust background conditions” (Nussbaum,
2003, p. 34), thereby limiting potential.
Adaptive preferences. The idea of adaptive preferences proposed by Nussbaum
has been the subject of criticism within the disabled community, as her ideas have been
received by some disability scholars as assuming that adaptive preference is an irrational
and unreliable guide to the individual with disabilities’ best interests. Worries have been
raised that the view of adaptive preferences proposed by Nussbaum disaffirms their
rationality, and further excludes already marginalized groups (Barnes, 2009; Begon,
2014). Begon (2014) addresses this criticism by offering a clarification and distinction of
adaptive preferences, delineating two types of adaptive preference: well-being adaptive
preferences and justice adaptive preferences, with the latter definition being the one I
have selected to include in this dissertation.
Well-being adaptive preferences refers to preferences that are “irrational, and a
poor guide to the persons’ interests,” while a justice adaptive preference is simply an
“unreliable guide to redistributive entitlements” (Begon, 2014, p. 242). Capability
theorists do not ordinarily exclude the preferences of individuals with disabilities;
however, if a preference is excluded due to injustice, it “can be so excluded without
implying they are unreliable or irrational agents” (Begon, 2014, p. 242). Nussbaum
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(2001) argues that we should not be “suspicious of any desire that is formed through
adjustment to reality” (p. 78); for example, we may unconsciously let go of the dreams of
being a hockey champion or rock star that form in childhood. Indeed, Jon Elster’s (1983)
book Sour Grapes provides a broad discussion on rationality and irrationality. The title of
the book is based on Aesop’s “Fox and Grapes” parable, which provides a useful
illustration of adaptive preference:
A Fox one day spied a beautiful bunch of ripe grapes hanging from a vine
trained along the branches of a tree. The grapes seemed ready to burst with
juice, and the Fox’s mouth watered as he gazed longingly at them. The bunch
hung from a high branch, and the Fox had to jump for it. The first time he
jumped he missed it by a long way. So he walked off a short distance and took
a running leap at it, only to fall short once more. Again and again he tried, but
in vain. Now he sat down and looked at the grapes in disgust. “What a fool I
am,” he said. “Here I am wearing myself out to get a bunch of sour grapes that
are not worth gaping for.” And off he walked very, very scornfully. (Library of
Congress, n.d.)
The fox’s response to not being able to access the grapes is considered to be irrational.
His preferences are considered to be “unreliable because he seems to be ‘fooling
himself’: he failed to acknowledge his limitations or recognize the real reason he no
longer prefers grapes does not concern their sourness” (Begon, 2014, p. 243).
Alternatively, instead of rejecting the grapes as being “sour,” he could have cultivated a
preference for sweeter, lower hanging fruit. By recognizing his physical limitation and
shifting goals, this would not be an adaptive preference. By shifting his thoughts and
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adjusting to eating lower hanging fruit, the fox demonstrates “character planning in the
light of diminished options, “engaging in rational, conscious and autonomous” behaviour
(Begon, 2014, p. 243). If, however, the fox continued on his path of rejecting grapes as
being “too sour for foxes” in the light of diminished options, his behaviour would be
characterized as an “irrational, unconscious, and heteronomous adaptive preference”
(Begon, 2014, p. 243). This bifurcation between well-being and justice adaptive
preferences is important, because a lack of differentiation is the cause for concern within
the disabilities community. Anytime individuals with disabilities’ decisions are judged or
labeled as irrational, this undoubtedly perpetuates marginalization.
Barnes (2009) is perhaps the biggest critic of Nussbaum’s adaptive preferences,
suggesting that Nussbaum is stating that a “disabled life, according to the capabilities
approach, cannot be optimal as a relevantly similar non-disabled life” (p. 6). While
Barnes has arguably been uncharitable in the reading of Nussbaum’s work on individuals
with disabilities, taking a somewhat narrow response, it is important to address this
potential criticism here, to hopefully “lay it to rest” by elucidating the differences in the
way adaptive preferences form and the impact of those differences on individuals with
disability.
The heart of the concern within the disabilities community is the centrality of the
ten capabilities. They are titled the “ten central capabilities” and are the keystone of CAN.
As Begon (2014) explains, within CAN, preferences are used to determine which
capabilities are considered central; therefore, if the preferences of individuals with
disabilities are ignored, it is a concern for justice, so advocates would state that the
central capabilities do not represent individuals with disabilities. Moreover, preferences
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“determine whether we exercise a capability, and perform a functioning, or not” (Begon,
2014, p. 244). The central capabilities are selected based on “overlapping consensus on
the functionings that are central to normal life amongst a large, cross-cultural group”
(Begon, 2014, p. 245). Thus, bodily health, bodily integrity, and practical reason are all
valued aspects of most cultures. The dilemma and discord occurs when there is an
adamantine disagreement on what those capabilities should be, with some disability
theorists arguing that the inclusion of bodily integrity or other capabilities in the list, such
as senses, marginalize individuals with disability. Barnes (2009), for example, argues that
although individuals with developmental disabilities may lack one or more of the central
capabilities, they may flourish without them nonetheless. If CAN were to exclude the
preferences of an individual with an impairment who considers their life to be flourishing
on the “basis that valuing their ‘sub-optimal’ life makes their preferences unreliable is,
indeed, unjustified and insulting” (Begon, 2014, p. 245). However, Nussbaum does not
purport this stance, she does not consider the process of the preference formation, or
whether the preference occurred as a result of an impairment; rather, Nussbaum focuses
on “problematic content,” in which preference is only problematic “insofar as it leads to a
preference for something which one should not, ceteris paribus, prefer” (Barnes, 2009, p.
5). Let’s return to the initial differentiation between well-being and justice adaptive
preferences to provide clarity to this debate.
Well-being adaptive preferences are formed “irrationally, and do not reflect [a
person’s] best interests” (Begon, 2014, p. 246); for example, in the fox and grapes
parable, there is no reason the fox could not enjoy grapes. Contrarily, capability theorists
recognize the agency of the individual, noting that some preferences “though rationally
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formed, are an unreliable guide to just distributive entitlements”: this is the core of the
capability approach—these are justice adaptive preferences (Begon, 2014, p. 246). An
individual in transition who states they do not want employment, for example, may be
displaying a well-being adaptive preference if they have not had the supports and services
needed to successfully adapt to a work environment, and thus were unsuccessful and no
longer wish to experience that feeling. The process of devaluing employment as a
functioning occurred as a result of a lack of the support (a lack of distributive
entitlements) needed to successfully support the employment position. Their nonpreference for work may be a reliable guide to their interests, but it is an unreliable guide
to their (and others’) entitlement; we should still strive to provide supports needed for
individuals to seek employment if they desire it. If we worry less about whether or not we
value a central capability as criteria for inclusion on the list and focus instead on whether
or not individuals have the opportunity to exercise them before they are rejected, then we
are focused on a respectful recognition of the individual’s rationality in the formation of
their preferences. After all, a key feature of Nussbaum’s list ten central capabilities is that
they are not fixed and immutable; rather, they are changing as our society shifts:
What constitutes a good life, or the degree to which we can reasonably expect to
flourish, will vary depending on technological and social advancement. We
cannot identify a single list of human capabilities and insist that justice requires
that all people, at all times and places, should have these opportunities, regardless
of feasibility (Begon, 2014, pp. 248-249).
This discussion of adaptive preferences addresses concerns regarding the exclusion of
some preferences of individuals in transition and persons with disabilities on a larger
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scale. It is not a paternalistic judgment being rendered, but rather a justice adaptive
preference. This definition is utilized moving forward in this dissertation, as it suggests
that the individual in transition has been “denied an opportunity others have agreed to be
a central component of a human life, not that they are irrational” when forming a specific
preference (Begon, 2014, p. 249).
In addition to the concerns that arise with justice adaptive preferences, Entwistle
and Watt (2013) caution practitioners to be aware of the interpretations of personcentered plans, as there is an assumption that “among other things, [it is] somehow
responsive to individual preferences or choices” (p. 31). At first glance this appears to be
a logical responsive consideration of person-centered planning. Indeed, it fits well into
the characterization of PCP in the literature. However, if those staff or caregivers
working with individuals with developmental disabilities focus their time on doing things
the individual says they like, the deep value base and complexity of the concept can be
lost as there is a danger of justice adaptive preference, where capabilities are not
considered. Entwistle and Watts (2013) caution that
(a)n unreflective emphasis on preferences can tend to detach the idea of personcentered care from what is ethically significant - especially when preferences are
not well informed, stable, strong, or good, or do not relate to issues of importance.
(p. 31)
It is important that time is spent on providing experiences that can build
capabilities so that the individual is able to make an informed decision as to whether or
not to pursue an area; focusing solely on preferences precludes experiences that may
result in a more flourishing life for the individual. As a result of these concerns, CAN may
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be more useful for those who have experienced oppression. CAN emphasizes “what
people are actually able to do and to be… If we ask what people are actually able to do
and to be, we come much closer to understanding the barriers societies have erected
against full justice” (Nussbaum, 2003, p. 33). CAN is interested in “each and every
human being’s opportunity to live a flourishing life” (Burchardt, 2007, p. 745). Lastly,
with regards to person-centered planning, despite its wide use within the disability field,
the utilitarian person-centered planning practice is not evidence based. The evidence that
does exist with regards to its ultimate goal of inclusion of individuals with developmental
disabilities indicates that it is not successful to this end (Taylor & Taylor, 2013). It is
therefore time to innovate, to revamp PCP in our province to utilize CAN within our
planning processes for school-based IEPs and adult ISPs.
Capabilities approach revisited. As defined by Nussbaum (2011), personal
abilities, or “states of the person,” are part of internal capabilities that are learned (not
innate) behaviours. They are fluid and continually developing through interaction with
the “social, economic, familial and political environment” (p. 21); an example is the
influence of exposure to education on literacy. I was not born with the ability to read;
however, through teaching and education and opportunity in society, I was able to obtain
this critical skill. The combination of the characteristics of the person, referred to as their
basic capabilities, together with opportunities presented by the environment (social,
political, or economic) to learn and engage, are part of each person’s combined
capabilities (p. 24). Individuals with developmental disabilities often do not have the
same opportunities to maximize their basic capabilities, as systems may not be designed
to meet their learning needs or they are not accessible or adaptable to the needs of
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individuals with diverse abilities. For example, schools may lack the expertise to teach
youth in transition, underfunding of school systems impacts access to services, or youth
in transition are exempted from expectations by the systems that are supposed to serve
them, thereby limiting the development of their capabilities and limiting their skills,
defined as functionings by Nussbaum.
Greene (1993) calls for changes to teaching and learning that reflect diversity, to
counteract “savagery” and “neglect” replacing them with the “possibility of care” that
“can help provoke persons to reach past themselves and to become” (p. 221), to finally be
recognized “in our striving, our becoming, our inventing of the possible” (p. 219). The
responsibility of teachers, as Dewey (1938) states, is “that they not only be aware of the
general principle of shaping of actual experience by environing conditions, but that they
also recognize in the concrete what surroundings are conducive to having experiences
that lead to growth” (p. 40) in order to maximize the capabilities of each learner.
Educators and service providers who are responsible for teaching individuals with
disabilities must create educative experiences that will lead to a desire for learning and to
self-determination.
Nussbaum (2011) is careful to differentiate between capabilities and functionings
in her approach, placing functionings as subordinate in comparison to the importance of
the development of capabilities. However, often outcomes in systems such as education,
health, or social services are measured by the functionings of individuals. For youth in
transition, this is manifested as checklists of adaptive behaviour, work readiness, or other
tools of day-to-day life utilized to identify the missing functionings of this population. As
mentioned, functionings are defined as the “beings and doings that are the outgrowths or
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realizations of capabilities” (Nussbaum, 2011, p. 25). While functionings are important,
capabilities allow for functionings to occur through choice; for example, an individual
may have the ability to work in an industry of their choosing given their capabilities
(previous education, socioeconomic status, etc.), but they may choose not to work, thus
their functionings—which may be considered an end-point of the capabilities—appear
unfulfilled.
Although individuals may leave their capabilities unfulfilled, Nussbaum (2011)
would argue that the “capabilities have value in and of themselves, as spheres of freedom
and choice” (p. 25). For others, a lack of opportunities to develop capabilities leads to
fewer functionings. Murugami (2009) raised this concern stating that there are “concerns
about persons with disabilities’ lack of self-actualization” (p.3). Youth in transition may
find themselves unemployed or underemployed in unskilled labour positions because
they have not had the same opportunities to develop their capabilities to allow for choice
outside of an unskilled labour pool or employment of any kind. In this sense, youth in
transition do not have the same freedom to choose because their capabilities and
functionings are often limited by the utilitarian approaches to service delivery
(Shahnasarian, 2001). For example, it is very likely that because the individual in this
example was academically capable, social skills were not fostered in the school system or
supported adult services; therefore, his ability to gain employment in his actual field of
study was limited. For individuals with developmental disabilities, the “best set of
options” (Nussbaum, 2011, p. 25) represented in their capabilities are often not properly
developed through opportunities to learn and engage in society and politics, or they are
depressed by a lack of economic opportunities, which leads to functionings that are
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pigeon-holed by services and society. As a result, choice and freedom, which are the true
factors of value, allowing real self-determination, are removed from this population.
Experiences are the key to learning. Without exposure to various experiences,
youth in transition do not have the same opportunities to become flourishing human
beings. While there may be systemic physical barriers to their participation, there are also
systemic challenges associated with providing the “wrong type of experiences,” as
Dewey (1938) would say. These experiences do not lead to learning and growth; they do
not provide the opportunity for youth in transition to story themselves in liaison with
others. It is therefore important that youth in transition have the opportunity to foster their
identities in relationship with others.
Developing Identity and Narrative Inquiry
Stories saturate our lives, so much so that they are often overlooked in their value
as a way of knowing, being, and dreaming. Narrative inquiry recognizes the power of
stories to create bridges between individuals to unite what, at first glance, may appear
discordant, until a story is retold in conjunction with others, thereby yielding a common
ground. Narrative inquiry is dichotomously, yet simultaneously: motion and moments;
viewing and being in relation to context and places of marginalization and resistance,
community and culture; and straddling two worlds, as both phenomenon and research
methodology. Drawing upon a foundation of Deweyian pragmatism as its ontology,
narrative inquiry is a catalyst for change for participants and researchers engaging in this
interactive practice. Narrative inquiry is an approach to the study of human lives
conceived as a way of honouring lived experience as a source of important knowledge
and understanding (Clandinin, 2013). Narrative inquiry is therefore “both a view of
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phenomena of people’s experiences and a methodology for narratively inquiring into
experience” (Clandinin & Caine, 2013, p. 166). In this section of the dissertation, I will
discuss narrative inquiry as a phenomenon, providing an outline of narrative inquiry’s
important role of identity-making. As phenomena, experience is dynamic and
multifaceted; therefore, narrative inquirers use four terms to relate concepts associated
with stories: “living, telling, retelling and reliving” (Clandinin, 2013, p. 34).
Narrative inquiry is the “study of experience as story”; therefore, it is “first and
foremost a way of understanding experience” (Clandinin & Caine, 2013, p. 166). “People
live out their stories and tell stories of their living” (Clandinin, 2013, p. 34); the stories
are the landscape within which we map the significance of experience. Methodologically,
Clandinin (2013) states that narrative inquirers “come alongside participants inquiring
into the lived and told stories, retelling stories” in the process (p. 34). Stories anchor us
within the greater framework of humanity; they are significant in framing our thinking
about the world. Moreover, stories of the past and present are “constituted in part by
anticipations of the future” (Caine, Steeves, Clandinin, Estefan, Huber, & Murphy, 2017,
p. 2), allowing individuals to imagine new possibilities through telling and retelling of
their stories in relation with others. “We are changed as we retell our lived and told
stories, we may begin to relive our stories” (Clandinin, 2013, p. 34), as each story carries
a multiplicity of meanings that capture the complexity of experience. Through a
relationship with the researcher, lived experiences may be “unpacked” as “we restory
ourselves and perhaps begin to shift the institutional, social and cultural narratives in
which we are embedded” (Clandinin, 2013, p. 34). The imagining of new possibilities is
key to pragmatic researchers involved in narrative inquiry, as we believe the results of
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research should “be translated into practical ends… [which] often involves policy
recommendations or other real-world solutions” (Duram, 2012, p. 2); therefore, the value
of the research is realized in changes that occur for the individuals within their cultural
and social contexts.
Self determination in relation to identity-making and CAN. Nussbaum’s CA
allows us to identify goals within various capabilities that are considered critical to the
development of a flourishing human being. Moreover, when a goal is selected for a youth
in transition, the impairments of the individual, their strengths, and societal and political
barriers are examined and addressed to allow for the individual to achieve the capability.
Capabilities are achieved through experience and learning, and functionings are valued in
context to preferences, community, and social settings. All of these aspects, however,
rely on the individual’s ability to choose, a foundation of self-determination.
Identity-making. This dissertation enquires into the experiences of youth in
transition as they transition from school to adult services. This decade-long time period
spans a youth’s teenage years into early adulthood, a time of important identity-making.
Political, social, sexual, and gender identities are explored during this time period, and
conformity or non-conformity to dominant social narratives shape individuals. It is a time
for imagining the future, where engaging in current experiences continues to shape each
individual’s future stories and opportunities, like a river that overruns its historical banks,
creating new channels and etching and cutting new paths, some of which may be
abandoned as the water recedes, others of which may become creeks or firths as they
branch. Movement and change are inherent in adolescence; according to Arnett (2000):
emerging adulthood is a time of life when many different directions remain
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possible, when little about the future has been decided for certain, when the scope
of independent exploration of life’s possibilities is greater for most people than it
will be at any other period of the life course. (p. 469)
Adolescence is the time of important identity-making for youth in transition who are
engaging in the movement process between high school and adult services. Youth in
transition, like their peers, imagine a story about themselves that does not include their
disability as the dominant aspect of their identity; rather, they struggle alongside their
peers to determine who they are—to write their story.
Connelly and Clandinin (2006) describe the process of identity-making using a
view of human experience in which “people shape their daily lives by stories of who they
and others are and as they interpret their past in terms of these stories” (p. 477). For youth
in transition, the opportunity for exploration and identity-making is much more limited,
as the dominant identity of disability is often selected for them by school, home, and
society, prohibiting movement and exploration, and creating, as Dewey (1938) would
say, “external conditions that enter into the control of experiences” (p. 42). This is not out
of malice, but rather in response to our dominant positivist narrative in which the
categorization and measure of a youth’s IQ determines the course of their future and the
opportunities presented and allowed for them; it is a remnant of a long history of social
injustice. Moreover, the “internal factors” of experience of youth in transition that
“decide what kind of experience is had” (Dewey, 1938, p. 42) are also often discounted,
as the influences of social, cultural, institutional, and sometimes familial relationships
may overlook self-determination, limiting transition opportunities and flexibility,
perpetuating marginalization, and/or decreasing the quality of life of youth in transition.
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Self-determination and experience. There is a plenitude of definitions of selfdetermination in the literature. Wehmeyer (1998) defines self-determination as
“volitional actions that enable one to act as the primary causal agent in one’s life and to
maintain or improve one’s quality of life” (p. 117). This infers volitional change and
choice: “the individual who makes or causes things to happen in his or her life does so
with an eye towards causing an effect to accomplish a specific end or to cause or create
change” (Wehmeyer, 1998, p. 117). This is the definition that is assumed in this
dissertation. A similar definition for autonomy is offered by Deci, Ryan, and
Vansteenkiste (2008): “Autonomy involves volitional regulation of one’s actions,
experiencing a sense of choice and concurring with one’s actions when they are viewed
from the highest or truest level of reflection” (p. 198). Both of these concepts are
important aspects of experience; moreover, they are an important aspect of well-being,
complementary to the Capabilities Approach.
When an individual is considered to exhibit self-determination, however, it does
not mean that the individual does not require support. Independence and selfdetermination (autonomy) are not synonymous or coterminous; therefore, it is not
required that the individual be capable of “doing everything for oneself” (Wehmeyer,
1998, p. 115). In self-determination theory (SDT), “independence refers to not relying on
others, whereas autonomy refers to experiencing volition and choice” (Vansteenkiste et
al., 2008, p. 197). Furthermore, self-determination does not always lead to success.
Individuals who exhibit self-determination use that skill for problem solving, decisionmaking, goal attainment and self-advocacy, which may or may not include some errors.
According to Wehmeyer (1998), self-determination is a characteristic, it cannot be
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something that you do: “it is not a program, curriculum, model, or process” (p. 115).
Thus, engaging in activities such as attending an IEP meeting or implementing a personcentered plan are not representative of self-determination.
This is an important implication when utilizing the term with individuals with
disability; we must agree that every individual, regardless of cognitive impairment,
engages in some form of self-determination, albeit this may be idiosyncratic, nontraditional, or subtle. It is imperative that advocates, families, and allies recognize and
assist individuals to maximize their self-determination, opening up choice and
experiences for the person, as “self-determined behaviour is volitional and intentional, it
may be small or large”; but it “contribute[s] to one’s quality of life” (Wehmeyer, 1998, p.
117).
Recently, the psychology field has seen renewed interest in SDT, which
highlights the relationship between goal success and the fulfillment of psychological
needs for autonomy, competence, and relatedness (Vansteenkiste et al., 2008). SDT
aligns with Wehmeyer’s definition of self-determination and with Nussbaum’s
Capabilities Approach. “SDT is a psychological theory that goes to the heart of the issues
of happiness and human capabilities and deals directly with the ideas of human
actualization and flourishing” (Vansteenkiste et al., 2008, p. 190). CAN provides the
mechanism for goal setting, for the identification of barriers to achieving capabilities that
allow individuals greater freedom of choice in the functionings that they may engage in
within their community and culture; however, Pugno (2008) suggests that selfdetermination is also required to ensure individuals are able to engage in experiences that
lead to greater capabilities.
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Nussbaum (2011) identifies capabilities that are related to the concepts of wellbeing as “being able to use senses, to imagine, think and reason,” “to love those who love
and care for us,” and “to recognize and show concern for others” (pp. 33-34). Pugno
(2008) argues that when these capabilities are ignored, there is an obvious misery that is
observable.; The need for changes in policy or practice can be identified. He queries the
large portion of the population, however, for which “removal of these constraints does
not suffice to warrant those capabilities” (Pugno, 2008, p. 230); what about those
individuals who report low scores of well-being when no political barrier to these
capabilities exist? CAN relies on the ability of a human to make a choice; it does not
matter the size of the choice or the supports needed to make or carry out that choice, but
the initial choice must be made. How then do we ensure that, when utilizing the
Capabilities Approach, we include aspects that make the approach truly a human
development approach by including the idiosyncrasies of humankind? Pugno (2008)
argues that we must pay special attention to functionings and capabilities that “pertain to
the human mind” (p. 230); we must attend to the individual’s identity.
Identities are formed through experiences in relationship with others (Dewey,
1938; Connelly & Clandinin, 2006). Davis (2004) goes as far as to
define personal identity for Sen as a special capability whereby individuals
exercise a reflexive capacity to make commitments in social settings in a
sustained way… [so that] the entire capability-as-freedom framework depends on
the one central freedom or capability of being able to sustain a personal identity.
(pp. 24-26)
While neither Nussbaum nor Sen acknowledge the specific need for identity-making and
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the hurdles associated with it, I would argue that Nussbaum’s (2011) title of her book
Creating Capabilities: The Human Development Approach, together with her defined list
of capabilities that includes intrinsic capabilities, infer the importance of individual
identity-making which arises out of experience and choice. We return to the importance
of ensuring the development of self-determination and autonomy with youth in transition.
Self-determination and family. Turnbull and Turnbull (2001) indicate that selfdetermination is a “heavily culturally laden concept” (p. 56) that is influenced by familial
and social values, which, as mentioned, is made more confusing by the multiple
definitions of self-determination found in the literature. Wehmeyer (1998) points out
concerns that many applications of the definition of self-determination do not generally
include the support of a trusted ally. Decision making for individuals who may require
more extensive supports to engage in self-determination is not traditionally considered as
self-determination. Individuals with limited communication skills may therefore be
overlooked, as behaviours that function as communication for individuals who are more
impaired may be repudiated. Turnbull and Turnbull (2001) argue that a person labeled
with a significant cognitive impairment can engage in decision making, leading to selfdetermination, if a trusted ally is involved. Moreover, they recognize several key steps: 1)
recognition of “the functionality (or lack of functionality) associated with their
impairments” and responding by “building alliances”; 2) collaboration of the ally with the
individual in “deciding the nature and intensity of support making and then acting on
decisions,” or “‘standing in the shoes’ of the person with significant cognitive
disabilities” when needed; and 3) “honouring family and individual choices that reflect
the influence of cultural values” (p. 57).
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Furthermore, within the framework of cultural values, the importance of
recognizing the voice of youth in transition is important. Living in Canada, our society
which is comprised of service agencies and institutions (schools and government
agencies), are influenced by Anglo-European cultural values such as materialism. The
domination of time, efficiency/practicality, and competition; are common values, held in
our culture. It is important, therefore, to recognize that the preferences of individuals with
developmental disabilities may not align with these values and therefore their quality of
life may look different from what parents and service providers would ascribe to be
important. Turnbull and Turnbull (2001), who are also parents of a son who is labeled as
having a significant cognitive disability, contrast common Anglo-European values and
practices with those of other cultures, highlighting through the process that their son’s
values are different than their own predominantly Anglo-European views. They mention,
for example, that “human interaction dominates over time; tradition dominates over
change; a ‘being’ orientation dominates over action/goal/work orientation; and
indirectness/ritual dominates over directness/openness” (p. 58). Moreover, the authors are
careful to highlight that the behaviour of their son is his method of communication with
regards to his preferences (self-determination); therefore, it requires listening in a new
way.
In her article Sliding Doors, Steeves (2006) also accentuates the need to recognize
alternative methods of communication used by individuals who are more significantly
impacted by their impairments, to prevent others, including parents themselves, from
giving an identity to their children. She illuminates the difference between an “identity
given” by society and an “identity composed” through relationship (Steeves, 2006, p.
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105) through the telling of stories about her son’s communication. Sliding Doors
provides an illustrative narrative of experience; it creates a space for her son to voice his
experience and recognizes the voice of the academic’s son who is developmentally
disabled, following his evolution as a self-determined individual over time (Steeves,
2006).
As mentioned, the concept of self-determination, within the field of disability,
relates to the rights of individuals with developmental disabilities to have agency, to
“have control over their lives” (Zhang, 2005, p. 155). Individuals with disabilities and
their allies argue that “people with disabilities have the same right to self-determination
and deserve equal opportunities in exercising the same civil and human rights that are
guaranteed to all citizens” (Zhang, 2005, p. 155). Moreover, there is a growing body of
research that indicates that “enhanced self-determination improves the transition
outcomes of students with disabilities,” in particular for those who “were involved in
planning, decision making and implementation of their educational programs” (Zhang,
2005, p. 154).
Since self-determination is not a specific skill—but rather is a value or attitude
that is fostered over time—families play an important role in the development of selfdetermination in their children. Zhang (2005) identifies several parental factors that
influence the fostering of self-determination. He found that differentiation was evident
with regards to education and socioeconomic status, in which parents with college or high
school children were more likely to emphasize parental authority and family priorities,
thereby limiting self-determination. With regards to socioeconomic status, parents with
higher income “were more likely to teach their children goal setting and recognition of
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their weaknesses and engage their children in making daily decisions” (Zhang, 2005, p.
160). However, when disabilities were considered, the data from Zhang’s (2005) research
indicated that parents of children with disabilities were less likely to foster, teach, or
provide opportunities for the development of self-determination skills in their children.
Parents of children with disabilities were “less likely to involve them in household chores
and interacting with salespeople, making their own decisions, goal setting and
recognizing their needs, and involving them in making choices and decisions when
dealing with unexpected and undesired behaviors” (Zhang, 2005, p. 160). Unfortunately,
these outcomes support previous studies concluding that “parents of individuals with
disabilities provide fewer opportunities to their children to make choices and decisions,
engage in trial and error activities and set and work on personal goals” (Zhang, 2005, p.
160). Wehmeyer (1998) points out that “for people with severe disabilities, limitations in
personal ability, opportunities, the perceptions of others and the environments in which
they live, learn, work or play limit the degree to which they can become more selfdetermined” (p. 119). I wonder if recognition of self-determination as a trait in all youth
in transition would open up opportunities for more educative experiences leading to
improved quality of life.
Professionals and mothers as received knowers. Professionals in their positions
and roles are often required to give an identity to children as they are their patients. Often
professionals do not have the luxury of getting to know their patients as the sons and
daughters of parents. This given identity as a patient drives services. Because
professionals are often in the position of providing a service with very little allocated
time, the story of each child may become fixed and stagnant as they become numbers and

A STORIED LIFE

105

diagnoses… they are positioned by what they can or cannot do. From the onset of
diagnosis, parents are positioned to receive information about their children rather than
share it. Parents, however, are critical to the storytelling of their children. In Sliding
Doors, Steeves (2006) describes stories of movement, stating: “in movement there is
energy, in movement there is education, and in movement there is life” (p. 110). There is
a danger that our children will become narrowly positioned in their scripts by services
designed to help, and so we as parents must learn to be comfortable to share our child’s
stories, to celebrate their successes, to record and thereby create their identity in
documentation (Steeves, 2006). The numbers and the diagnoses are the identity given, the
fabulousness of each child is the identity created through truly knowing them. Greene
(1993) calls for the release “of potential learners to order their lived experiences in
divergent ways, to give them narrative form, to give them voice” (p. 219), but how do
mothers suddenly become secondary in recognizing the richness, experiences, and
opportunities of our children?
In their book Women’s Ways of Knowing, Belenky, Clinchy, Goldberger, and
Tarule (1986) address the common phenotypes of women’s identity transformation
throughout successive experiences. Often beginning first as received knowers, they are
those individuals who acquiesce to those whom they deem as authoritative. For a parent,
the diagnosis of exceptionality in a child is a time of fear and grieving, and for many, this
encounter may be the first of many visits with health care providers and clinicians,
depending on the health needs of the child. Alnasser, Bin Nafisha, Almubarak, Aleisa, El
Sarrag, and Babiker, (2017) determined that confidence in physicians is inversely related
to parental education; thus, parents may be especially vulnerable when coping with a new

A STORIED LIFE

106

diagnosis that has long-term implications. Parents may therefore, at least in the beginning
stages of the journey as a parent of a child with a labeled impairment, surrender to those
who are considered to know more. In addition, mothers are still often more involved than
fathers in the care and education of their children, especially children with developmental
disabilities (Manoharan, 2017). It is important to recognize the impact of a maternal
received knower on the self-determination of a youth with a developmental disability.
Belenky et al. (1986) define received knowers as those individuals who accede to those
whom they deem as authoritative. It should be noted that a person may be a received
knower in one or all aspects of one’s life, such as Steeves (2006), who acknowledges the
stilling of her voice as a parent and her initial concession to the role of received knower
when her son was initially diagnosed. Knowing, for received knowers, comes from
“words”; they “learn from listening” to others and the information they gain is
categorized into a binary framework of “right or wrong, true or false, good or bad, black
or white” (Belenky et al., 1986, p. 37). The authors describe this population as those who
“still their own voices to hear the voices of others” (p. 37).
The reliance of this population on authorities to provide knowledge may lead to
tensions when there are conflicting points of view, because the dualistic view held by
received knowers leads to thinking in which there is a single truth. As a result, when
received knowers are faced with conflicting ideas, they will believe those whom they
perceive to have more status; therefore, institutional narratives may be perpetuated. Their
dualistic thinking patterns lead to “intolerance of ambiguity” because they believe there
can only be “one correct interpretation” (Belenky et al., 1986, p. 42). Thus, they may
become frustrated when required to reason or apply knowledge; it is easier, therefore, to
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accept the coding and classification of difference imposed on the child and family as
transformation of knowledge for received knowers does not occur. Rather, information is
filed “as is” (Belenky et al., 1986, p. 42). According to Belenky et al. (1986), this
inability to transform knowledge leaves received knowers with the lack of ability to meet
the “requirements of a complex, rapidly changing, pluralistic, egalitarian society” (p. 43).
Fortunately, while it might appear that “received knower” is a personality type,
Loevinger (1976, as cited in Belenky et al., 1986) concludes that “it would be better to
consider authoritarianism as a function of the individual’s level of development rather
than a personality type” (p. 44). Furthermore, those in authority can transform received
knowers when they are sought out and praised for their intelligence, as this praise “may
alter their whole way of seeing themselves” (Belenky et al., 1998, p. 49). It is imperative
that women begin to “hear, value, and strengthen their own voices and minds” (p. 48),
which occurs when their ideas are reinforced by the reflections that occur during
interactions with others. I argue that by strengthening the voice of a mother, opportunities
arise to find and provide the needed educative experiences identified by Dewey (1938)
that will lead to learning and dampen the institutional narrative of difference.
Felske (1994) indicates that “people with a disability and, in particular, people
who have been labelled intellectually disabled and their families are marginalized as
knowers” (p. 182). As a result, the parents who are often a youth’s best possible ally may
be conditioned to follow those in authoritative positions throughout their lifetimes to
access support needs; thus, self-determination is not fostered, and opportunities for
experiences are missed. How can we empower the mothers of individuals with
developmental disabilities to hear, value, and strengthen their own voices and minds to
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support the self-determination of their children, to foster opportunity and to help them
compose identity, rather than accept the identity given? Narrative inquiry offers the
opportunity for change through the development of stories to live by.
Institutional power inhibits experience. Power systems are inherent in many of
our institutional settings and they often perpetuate positivistic, paternalistic patterns of
thinking. Institutional power is often unquestioned by the majority, it is accepted by
society, and it is the marginalized who feel the injustice of a system that is typically
designed to serve the many, with service for “others” developed as an afterthought.
Special education is one such system: indeed, the “special” aspect of special education
identifies the “otherness” of this service; we do not have an education system for all
children. Asymmetrical power (disadvantage) and the resulting, sometimes catastrophic
oppression, is illuminated historically within large groups of marginalized people, such as
Aboriginal peoples in Canada and individuals with developmental disabilities.
As humans, our identities are composed by experiences over time (our stories to
live by); opportunities presented by the social interaction within the context of our
environment shape our experiences. For individuals who come from a place of privilege,
the dominant social narratives may go unnoticed or unchallenged. On the other hand, for
others, their identities may be complicated by the compounding of social injustice
through membership in multiple disadvantaged social groups, leading to inequality
regarding “dimensions of choice… visibility… and change” (Kantola & Nousiainen,
2009, p. 468). This potentially compounding social injustice is referred to as structural
intersectionality, which “recognizes the embodiment of, and relations between, multiple
identities as defined in sociopolitical categories result[ing] in very different individual
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experiences” (Wilson, 2013, p. 1).
Collins and Bilge (2016) illuminate this core insight of intersectionality, namely
“that major axes of social divisions in a given society at a given time, for example, race,
class, gender, sexuality, dis/ability, and age operate not as discrete and mutually
exclusive entities, but build on each other and work together” (p. 4). The plurality of
disadvantage illuminated in intersectionality assists narrative inquirers to better
understand the context in which to ask questions that examine the outward identities
given to others. Narrative inquirers engage in a “relational living alongside” of
participants (Clandinin, 2013, p. 23). By entering into the three-dimensional narrative
inquiry space alongside the participant, narrative inquirers are heightened to the
possibility of recognizing these disadvantages, because narrative inquirers have a
“temporal understanding of the relational between past, present, and future… between us
as people… [and] in our cultural, institutional, linguistic, and familial narratives”
(Clandinin, 2013, p. 23) that impact our stories. With regards to individuals with
developmental disabilities, narratively, it is important to understand the history and
culture of the individuals who are participating in the research alongside of me. While it
is impossible to provide a historical or cultural overview that may encompass all of my
participants, or to provide a treatise that describes the nuances of discrimination that have
enveloped individuals with developmental disabilities, a brief examination of the
historical/cultural influences for people with developmental disabilities is warranted in an
attempt to understand the legacy of their silence and marginalization.
Human experience is not uniform across the globe; each civilization’s unique
culture is reflected in its institutions, government, social structure, community, and the
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individuals who comprise them. Within the broader mosaic of civilization rests a
multitude of communities that are “to no small degree products of their larger social
contexts” (DeFilippis, Fisher, & Shragge, 2010, p. 24). Community, and its resulting
culture, influence the push and pull of social and economic policy, the results of which
are well documented throughout our short provincial history here in B.C. Historically,
individuals with developmental disabilities have been seen as unable to contribute to
society (a cultural view of disability), and therefore, social policy dictated that they be
“cared for” by “the state” to prevent their needs from hampering the productivity of their
families. This predominant view of “disability as inability” and its resulting social
policies led to more than 100 years of institutionalization of individuals with
developmental disabilities in Canada: more than 100 years of silence.
Silence, as a state of being, is described by Belenky et al. (1986) in reference to a
small cohort of women they had interviewed who lacked recognition of any internal
knowledge and a corresponding external voice. Moreover, they determined that this
absence of knowing occurred in “the most socially, economically, and educationally
deprived” portion of their interviewees (Belenky et al., 1986, p. 24). These individuals
displayed “the extreme in denial of self and in dependence on external authority for
direction” (Belenky et al., 1986, p. 24). While literature specific to individuals with
developmental disabilities addressing the effect of institutionalization on their voice is
scant, it is not farfetched to imagine that the social, economic, and educational
deprivation of such settings fostered reliance on authority for direction and survival.
For example, Thomas Allen, a man born in 1912 in New York, was institutionalized at
age 15 for more than 60 years after contracting poliomyelitis and losing his mobility and
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much of his speech. He provided a narrative of his experience in Rome State Hospital, a
large institution in New York State, to two researchers who recorded his lived
experience. He relates that he was punished for “not behaving - often severely. The staff
would, for example, put [him] on the floor in the back of the bathroom door” and leave
him to lay there “all day; sometimes without getting anything to eat” (Allen,
Traustadottir, & Spina, 2005, p. 41). Tom goes on to relate that his “decision to change
[his] ways and cooperate with the staff probably saved [his] life”; he thinks of his
experiences retrospectively as a survival strategy, because Tom recognized that “if you
are in an institution you must follow the rules and obey the staff. That is the only way to
survive” (p. 42). Although this brief snapshot of experience is from New York State,
British Columbia had four such institutions dedicated solely to the care of individuals
with intellectual disabilities, with New Westminster’s Woodlands being the largest and
longest running. Systemic physical and sexual abuse and overcrowding were
characteristic of Woodlands, which opened in 1878 as the Provincial Asylum for the
Insane, for the treatment of “lunatics” and the “feebleminded,” it closed its doors in 1996
(Inclusion BC, 2017, para. 1). Moreover, policies of eugenics were in place in British
Columbia until the mid-1980s. The lived and told story of Thomas is echoed in the lived
experiences and stories of institutional survivors in our own province, as they too
represent a legacy of social injustice and devaluation of human life.
Summary
This literature review examines narrative inquiry as a method of knowledge
production as well as examining tacit and overt challenges faced by individuals with
developmental disabilities that may prohibit their opportunities to engage in a wide
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variety of experiences similar to those of their peers during adolescence and young
adulthood. Moreover, this section emphasizes Dewey’s (1938) view that “education as
growth or maturity should be an ever-present process” (p. 50). Through the use of
narrative inquiry as a methodology and examination of it as a phenomenon, the purpose
of this dissertation is to help individuals with developmental disabilities restory
themselves, leading to growth and reconstruction. Proposed outcomes of my doctoral
work include: working in relationship within the three-dimensional narrative inquiry
space to identify and advocate for changes to lead to greater self-determination; to reduce
the otherness of individuals with developmental disabilities in the education system and
in society as adults; and to act as a catalyst to reform in the education system that opens
their lives to more experiences to promote the development of capabilities, leading to an
improved quality of life and greater social justice.
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Chapter Three
Methodology and Methods

Introduction
Addressing the complexity of youth in transition within the diverse fields of
education, sociology, and psychology required the use of transdisciplinary research to
ensure that all stakeholders were heard, most especially the youths themselves. In seeking
a resolution to the way that goal setting occurs for youth in transition across different
disciplines, the use of mixed methods was employed to meld the data from the fields
represented in this research. To that end, narrative inquiry, with its complex relational
methodology that includes the personal reflections of the researcher, as per Clandinin’s
methodology articulations, was chosen as the qualitative methodology to bring forward
the voices of the youths themselves. In addition to the use of narrative inquiry as a
qualitative method, the nature of transdisciplinary research compelled the quantitative
analysis of data to satisfy the fields of education and psychology. The purpose, therefore,
of the use of mixed methods in this dissertation was to delineate the relationship between
science and society to begin to address the needs of youth in transition.
Transdisciplinary Research – The Challenge of Hearing Stakeholder Voices
Royal Roads University’s Doctor of Social Sciences program challenges each
doctoral candidate to utilize inter or transdisciplinarity. Both inter- and transdisciplinary
work require border crossing between disciplines. Transdisciplinary research can be
defined as “problem-centered investigations in contrast to ‘discipline-centered
investigations’” (Krimsky, 2000, p. 109). Interdisciplinary research too focuses on the
solving of problems as reflected in Frodeman’s (2017) definition of interdisciplinary
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work as “more-than-disciplinary approaches to knowledge, with the overall implication
of increased societal relevance” (p.4). Although there are blurring of the terms in the
research, the key difference between inter- and transdisciplinarity is the inclusion of
“nonacademic actors of one type or another” in the coproduction of knowledge within
transdisciplinary research (Frodeman, 2017, p.4).
There are a number of theoretical and practical challenges associated with
conducting transdisciplinary (TD) research that impacted the selection of the methods
used in this dissertation, especially when my nonacademic actors included individuals
with developmental disabilities. Darbellay (2015) acknowledged the “visible increase in
academic productivity in the field of inter- and transdisciplinarity (ITD) over the past
decade” (p. 138). However, he also queried whether ITD “has entered a ‘golden age’
crowned with universal success, or does this new approach still face difficulties of an
institutional, individual, epistemological or methodological nature?” (p. 138). Darbellay
(2015) responded to his own rhetorical question by stating simply that “beyond the
potentialities and success - [ITD] faces some obstacles” (p. 163).
Theoretical complexity arose within my TD research when heterogeneous
epistemologies were melded between the fields of sociology, education, and psychology.
I examined these obstacles with regards to methods and resolved the apparent
incongruous epistemologies through the utilization of mixed methods research.
Qualitative in the form of narrative inquiry frequently used in sociological research, and
quantitative in the form of coding of transcripts to produce statistical data that are valued
by the field of education and psychology. Prior to the discussion of each method and the
research design associated with them, it is important to discuss the practical challenges
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associated with transdisciplinarity and its impact on this research, as the concept of
transdisciplinarity may not be familiar to all readers.
According to Jahn et al., (2012), transdisciplinarity is defined as “a reflexive
research approach that addresses societal problems by means of interdisciplinary
collaboration as well as the collaboration between researchers and extra-scientific actors;
its aim is to enable mutual learning processes between science and society” (p. 4).
Moreover, Max-Neef (2005) described the complexity of transdisciplinarity by
envisioning it as a pyramid, beginning with a foundational level of “what exists,” or the
independent disciplines that are organized by the logic of each field (p. 9), for example,
biology or physics. The second level refers to “what we are capable of doing” through
purposive interdisciplinary work (p. 9). These two lower levels encompass traditional
research, as each stays within the realm of a single domain or utilizes interdisciplinarity
to generate new knowledge, or even new disciplines. The uniformity or independence of
epistemologies at those levels does not pose a theoretical challenge. However, as the
pyramid narrows to the third level, this step encompasses less defined social parameters
of “what we want to do,” as it responds to themes associated with “generations yet to
come” or “the planet as a whole” (Max-Neef, 2005, p. 8). Lastly, the fourth level, or top
of the pyramid, examines the questions of “what must we do” or “how to do what we
want to do,” which incorporates values, ethics, and philosophy into the discussion (MaxNeef, 2005, p. 9).
Max-Neef (2005) purports that to do good transdisciplinary research, we must
elevate our research beyond the “combinations between the inferior levels” of the
pyramid, in order to encompass the context of humanity (p. 9). As a result, researchers
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are stretched to ask what practical and theoretical challenges exist that must be
remediated to prevent the “beheading” of the pyramid (p. 9). The prevention of the
beheading would allow researchers to truly employ transdisciplinarity to address the
“relationship between science and society” (Jahn et al., 2012, p. 9).
Wickson, Carew, and Russell (2006) identified three “challenges and quandaries
of transdisciplinarity,” including integration, reflection, and paradox that have “real
implications for the way that researchers might choose to practice transdisciplinarity” (p.
1052). Integration is defined by Jahn et al. (2012) as the “cognitive operation that
establishes a novel, hitherto non-existent connection between distinct entities of a given
context” (p. 3). Transdisciplinarity does not require the researcher to “aim towards the
development of a single unified ‘truth’ but rather… [to] seek to integrate the different
knowledges by finding, identifying and communicating patterns across diverse
disciplines and discourses” (Wickson et al., 2006, p. 1053). The use of narrative inquiry
seeks to find common threads or patterns within the complexities of each youth’s
narrative account; while the encoded transcripts provided angular, numerical
representations of their experiences and those of their parents. In addition, Carew and
Wickson (2010) state that TD researchers need “to put effort into integrating potentially
disparate knowledges with a view to creating useable knowledge” (p. 1147). At an
operational level, the challenge of effecting integration in research is hindered by power
relationships and team functionings (Choi & Pack, 2007).
The term “reflection” encompasses two components: personal and holistic
reflexivity. Personal reflection refers to the need for researchers to “reflect on how their
own frames of reference/values/beliefs/assumptions et cetera have shaped the
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conceptualization of the problem, as well as the development of the method of
investigation and solution” (Wickson et al., 2006, pp. 1053-1054). In comparison, a
holistic reflection occurs when researchers “critically reflect on one another in a
transformative process” that encourages researchers to consider “different bodies of
knowledge and their methodological approaches” (Wickson et al., 2006, p. 1054). Choi
and Pak (2006) warn that a failure to reflect personally and holistically with the view of
transforming knowledge undermines the opportunity for the “emergence of new ideas
and knowledge” that can occur with the “juxtaposition of heterogeneous information
elements” at the “transdisciplinary interface” (p. 357). It was therefore important that as a
TD researcher I remained open to the possibility of the influence of my own bias on the
processes and outcomes of the research. Fortunately, narrative inquiry as a method
required that I consider various justifications in my research, which are presented in this
chapter as a way to ensure my own awareness as a researcher.
Lastly, paradox, the third challenge associated with TD, occurs as the result of
trying to “integrate different knowledges and epistemologies” (Wickson et al., 2006, p.
1054). Transdisciplinarity can reach “out to extra-scientific knowledge” and create what
may be perceived as disparity between “dualistic intellectual paradigms in which ‘nature’
is perceived as separate from human ‘culture’” (Jahn et al., 2012, p. 3). Within my
research, this paradox was seen in the labeling of individuals with developmental
disabilities utilizing a medical/deficit model juxtaposed against the Capabilities Approach
to human development. The Capabilities Approach is focused on meeting the needs of all
individuals, including those with disabilities, without relying on the biomedical aspects of
impairment. However, to meet the needs of individuals with developmental disabilities,
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we must at some point see the impact of the impairment, without seeing it creating a
paradox: to ensure the needs of each individual, we must at some point acknowledge that
extra supports may be required.
While some researchers may believe this is a weakness of transdisciplinarity,
Wickson et al. (2006) advocate for the “idea that there are different levels of reality
which act according to fundamentally different laws” (p. 1054). This conceptualization
enables researchers “to accept and accommodate complexity and the presence of
paradox” (Wickson et al., 2006, p. 1054). While apparently disparate viewpoints may at
first appear to be a challenge, through reflection and meditation, Henagulph (2000, as
cited in Wickson et al., 2012), described the notion that accepting that there are “different
levels of reality offers a way out of the binary logic that dominates modern Western
thought and the problem of paradox it creates” (p. 1054). Through meditation,
researchers are able to “conceptualise that something can be both A and non-A”
(Wickson et al., 2006, p. 1054). Moreover, it is “meditation on paradox that fosters the
development of creative and innovative mindsets” (Wickson et al., 2006, p. 1055),
leading to the potential for the discovery of new knowledge and the solving of “wicked
problems” (Jahn et al., 2012, p. 8).
There is a tension within the education and adult services systems that will not be
solved easily, created by the disconnection of philosophies of individuals with
developmental disabilities and the systems that support them. The power of
transdisciplinarity, however, has an important role within this dynamic to ensure that the
voices of each discipline are heard, but that they do not overpower the voices of youths in
transition. It is critical that decisions made are not imposed on one group or another, but
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rather that disparate voices may come together to support the top of the pyramid, bringing
real change. Despite the seemingly unyielding incongruous theoretical challenge of
paradox associated with the perceived binary knowledges and epistemologies, the
suggestions for the abatement of the practical challenges associated with
transdisciplinarity through integration, reflexivity, and paradox provide a starting point to
reconcile the theoretical challenge. Moreover, the complexity of using TD, together with
multiple definitions of narrative inquiry, called for a more thorough examination of the
methodology, ontology, and epistemology of the primary qualitative research
methodology of narrative inquiry within the methods section of this dissertation, to allow
other researchers to understand and replicate the methods and dispel any
misunderstanding.
Methodology, Ontology, and Epistemology of Narrative Inquiry
Narrative inquiry was “a [late] 20th century development” (Reissman & Speedy,
2007, p. 429) in which social science researchers began to utilize stories to understand
experience from a position of “curiosity about how people are living and the constituents
of their experience” (Caine, Estefan, & Clandinin, 2013, p. 575). My research is situated
within the transformative paradigm. Mertens (2012) states that, within a transformative
paradigm, “methodological decisions are made with a conscious awareness of contextual
and historical factors, especially as they relate to discrimination and oppression” (p. 808).
A transformative paradigm calls for a methodology that allows for “partnership with
researchers and the community” to create “trusting relationships” (Mertens, 2012, p.
809). Narrative inquiry is, therefore, an ideal methodology given this framework.
The transactional methodology of narrative inquiry is grounded in experience;
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however, the examination of phenomena, using narrative methodologies, has seen
bifurcation in practice. This separation of the use of narrative into two distinct
methodological groups—1) those who think about stories (narrative researchers), and 2)
those who think with stories (narrative inquirers)—occurred as a result of the different
ontological and epistemological foundations of the use of narrative for research
(Clandinin, Huber, Steeves, & Li, 2011). Unfortunately, imprecision in the use of
language associated with these two distinct methodological groups of narrative
methodology warrants a brief clarification of the foundations of narrative inquiry to
ensure the reader’s pellucidity.
Narrative inquiry has its ontological “roots in Dewey’s (1938) pragmatic
philosophy” (Clandinin & Rosiek, 2007, p. 38). Dewey (1938) identifies continuity and
interaction as the “longitudinal and lateral aspects of experience” (p. 44). However,
narrative inquiry, as a way of understanding and inquiring into experience, has built upon
Dewey’s foundations to now identify three key features, or commonplaces that create a
kind of metaphorical inquiry space with three dimensions of temporality, sociality, and
place (Clandinin, 2013, p. 38). Clandinin and Connelly (2000) worked with Dewey’s
theory of experience with its key focus on continuity (for them, temporality), interaction
(for them, sociality), and situation (for them, place) to create a “framework that allows
our inquirers to travel—inward, outward, backward, forward, and situated within place”
(p. 49). Relationship between researchers and participants involved in narrative inquiry
encourages a place of safety to tell stories and ask questions that take them back in time
(backward), forward to imagine a future, to reflect on the impact of stories (inward) and
to examine external influences (outward) based on the context for, and audience of, the
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story (situated in place). Before examining narrative inquiry’s evolution of thinking, it is
beneficial to first understand Dewey’s thoughts with regards to experience.
Dewey (1938) first delineated two key aspects of experience: continuity and
interaction (p. 44), which are reflected in Caine et al.’s (2013) description of narrative
inquiry’s ontology “as continuously interactive, resulting in changes in both people and
the contexts in which they interact” (p. 576). Continuity, or temporality, reflects the
ongoing movement or connectedness of each moment or experience that comprise our
lives. Clandinin and Rosiek (2007) state:
experiences grow out of other experiences, and experiences lead to further
experiences. Wherever one positions oneself in that continuum—the imagined
now, some imagined past, or some imagined future—each point has a past
experiential base and leads to an experiential life. (p. 40)
Dewey’s second chief principle, interaction (sociality), refers to the “confluence
of social influences on a person’s inner life” (Clandinin & Rosiek, 2007 p. 41), or as
Dewey (1938) states: “experience is truly experience only when objective conditions are
subordinated to what goes on within the individuals having the experience” (p. 41). In
addition, the social or relational aspect of narrative inquiry, with regards to experience, is
a critical feature of this methodology: “it is a collaboration… over time, in a place or
series of places, and in social interaction within milieus” (Clandinin & Rosiek, 2007, p.
42). This collaboration, or sharing of stories, leads to two outcomes by connecting us in
time and space: first, it allows us to move in four directions simultaneously, as described
by Connelly and Clandinin (1990) (inward, outward, backward and forward), as well as
provides a platform that “involves reconstructing stories from the past in the light of
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present knowledge” (Shields, 2005, p. 180).
To this end, these two criteria of experience—continuity and interaction—are
deeply interrelated; thus, “any normal experience is an interplay of these two sets of
conditions” (Dewey, 1938, p. 42). Some experiences will be influential, meaning that
they lead to a change in the way we do something, while others become a habit or routine
within our day to day lives (Dewey, 1938). Regardless, “experiences do not simply
appear to be connected through time; they are continuous” (Clandinin & Rosiek, 2007, p.
40). Furthermore, the continuous interplay of these two criteria leads to the power of
experience to promote change (learning), as “knowledge and skill in one situation
becomes an instrument of understanding and dealing effectively with the situations which
follow” (Dewey, 1938, p. 44).
Expanding upon Dewey’s two-dimensional foundation, the narrative space that is
created within narrative inquiry is referred to as the “three-dimensional narrative inquiry
space” (Clandinin & Connelly, 2000, p. 49). Clandinin and Connelly (2000) reflect upon
Dewey’s two-dimensional space of continuity and interaction and propose the need for a
third, separate dimension: place, “which attends to the specific concrete physical and
topological boundaries of inquiry landscapes” (p. 51). Entering into the three-dimensional
narrative space with participants allows the researcher to understand each individual’s
experience within the context of “the social, cultural, familial, linguistic, and institutional
narratives that shape, and are shaped by, the individual” (Clandinin, 2013, p. 33). A
three-dimensional narrative inquiry space
draws our attention in multiple directions simultaneously: temporality to past,
present and future; sociality to the dialectic between inner and outer/the personal
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and social; and place to the concrete physicality of the place or places in which
experiences are lived out and told. (Clandinin et al., 2011, p. 34)
The human need to tell stories is universal. “We get to know another person by
learning his life-story—what he’s done and where he’s been. One’s own identity for
oneself is no less a question of such a story” (Carr, 1986, p. 74). The three-dimensional
narrative inquiry space “takes us back and forth, outside ourselves to the stories we were
born into, and inside ourselves to that person we are becoming” (Shields, 2005, p. 181).
Drawing further upon Shields (2005), the reflexive movement within the threedimensional space allows us to “use our own experience as a means of (re)interpreting
present circumstance in our lives” (p. 181); thus an examination of the importance of the
three-dimensional narrative inquiry space to precipitating change and fostering
empowerment is warranted.
Clandinin and Connelly (2000) not only expand on Dewey’s foundational work
by redefining the two-dimensional view of experience into a three-dimensional narrative
space, but they introduce the following terms: “personal and social (interaction); past,
present and future (continuity); combined with the notion of place (situation)” (p. 50).
Each of these terms form an axis along the three-dimensional narrative inquiry space in
which inquiry studies “have temporal dimensions and address temporal matters. They
focus on the personal and the social in balance appropriate to the inquiry; and they occur
in specific places or sequences of places” (Clandinin & Connelly, 2000, p. 50).
Moreover, Clandinin and Connelly (2000) give special emphasis to the importance of
interaction in narrative inquiry in what they refer to as the “four directions in any inquiry:
inward and outward, backward and forward” (p. 50), calling on researchers and
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participants to become aware of feelings and hopes within the context of their
environments while moving temporally through time, reflecting on the past, telling
stories of the present and relating hopes for the future. Clandinin and Connelly (2000)
state: “to do research into an experience—is to experience it simultaneously in these four
ways and to ask questions pointing each way” (p. 50). This is well illustrated in
Cortazzi’s (1993) concept of “multiple selves,” described as multiple versions of self,
existing simultaneously:
the self then, the self now, the self now recalling then, the self now interpreting
the self from the present self’s perspective, the self now thinking of possible
future selves, a possible future self looking back now to the present self—seeing it
as in the past. (p. 13)
Throughout the narrative inquiry, researcher and participant are in relationship with each
other moving simultaneously, yet independently, to make meaning of stories told and
retold. Working in relationship with individuals with developmental disabilities,
however, requires special consideration given their history of victimization.
Ethics
Three areas of ethical consideration were addressed prior to beginning this
research: engagement in research with children, engagement in research with individuals
with developmental disabiltieis, and the relational ethics of narrative inquiry. To satisfy
the ethical considerations of working with children and individuals with developmental
disabilities, I completed Royal Roads University’s Request for Ethical Review Form
which was approved by the Research Ethics Board in July 2018 with specific reference to
the RRU’s policy section on vulnerable persons. In addition, I wish to specifically
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mention the use of photographs, as most of the participant’s narratives included photos.
Consent for photography was part of the broad consent to participate; however, additional
verbal consent was requested before each photo was taken and final consent to include
the photos occurred as part of the final negotiated narrative. Further to that
documentation, additional considerations with regards to engaging in research with
individuals with developmental disabilities are presented in this section, while
considerations around the relational ethics use of narrative inquiry are presented as part
of the justifications for my research contained in the introduction.
Ethical considerations working with individuals with developmental
disabilities. Jurkowski (2008) identifies aspects of research practices that are important
when engaging in research with individuals with developmental disabilities. These
aspects include the “equal engagement of researcher and participant” (p. 2), which is
evidenced in narrative inquiry’s emphasis on relationship. Narrative inquiry is grounded
in relationships that require the researcher to come alongside the research participants and
enter into their lives, creating a “narrative space for telling and retelling experiences they
have lived, and are living” (Clandinin et al., 2011, p. 34). More explicitly, narrative
inquiry is not a study of the other, it is a form of collaborative research in which research
occurs in “relationships among researchers and practitioners” within the construction of a
“caring community” (Connelly & Clandinin, 1990, p. 4). Malhotra and Rowe (2014)
identify narrative inquiry as an “excellent methodological choice” when working with
individuals with developmental disabilities, as “so little is known about the life
experiences of disabled people… [that] in-depth disability narratives are fully warranted
to analyze the constellation of questions that surround the lives of disabled people” (p.
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13).
The concepts of co-learning and empowerment were also key aspects of research
methodology suggested by Jurkowski (2008) as best practices when working with
individuals with intellectual disability. In narrative inquiry, researchers and participants
tell stories with the hope of conferring empowerment rather than telling stories for
teaching (Connelly & Clandinin, 1990). To create this connection, special attention must
be paid to the relationship that is fostered between the researcher and participant. Hogan
(1988, as cited in Connelly & Clandinin, 1990) delineates three important factors:
equality between participants, the establishment of a caring situation, and the fostering of
feelings of connectedness. The emphasis on relationality within narrative inquiry requires
that narrative inquirers engage in reflexive practice, ensuring that they have an
understanding of who they are in the research, and to confirm that they remain ethical
throughout their work. To this end, Clandinin (2013) raises the need for “justifications”
(p. 35).
According to Booth and Booth (1996), individuals with developmental disabilities
present four challenges for narrative inquirers: “inarticulateness; unresponsiveness; a
concrete frame of reference; and difficulties with the concept of time” (p. 55). Narrative
inquiry requires that individuals travel within a three-dimensional narrative inquiry space:
backwards, forwards, inward and outward; how then does a narrative inquirer engage in
research with individuals with developmental disabilities to bring their voices forward?
While there has been a growing movement over the years recognizing the importance of
listening to what individuals with developmental disabilities have to say, very little work
has been done with regards to using narrative inquiry methods with this population. The
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task of confronting some of the methodological challenges have begun to be addressed by
other narrative researchers outside of narrative inquiry, but not yet within this field.
Ontology and Narrative Inquiry Literature
The ontological framework of narrative inquiry is transactional; it is firmly
situated in the relational. It is a relational inquiry. In contrast to positivist methods and
paradigms used to study individuals with developmental disabilities, as narrative
inquirers “we do not stand outside the lives of participants but see ourselves as part of the
phenomenon under study”: we are part of the experience (Clandinin, Murphy, Huber, &
Orr, 2009, p. 82). According to Clandinin and Rosiek (2007), experience is understood as
“a changing stream that is characterized by continuous interaction of human thought with
our personal, social, and material environment” (p. 39). As a result, the outcome of the
use of narrative inquiry is not to generate an exclusively faithful representation of a
reality independent of the knower: an objective description of the individual and their
circumstances (Caine, Murphy, Estefan, Clandinin, Steeves, & Huber, 2017). Rather, the
ideal for narrative inquiry is to generate a new relation between a human being and their
environment—their life, community, world—one that “makes possible a new way of
dealing with them, and thus eventually creates a new kind of experienced object, not
more real than those which preceded but more significant, and less overwhelming and
oppressive” (Dewey, 1981, p. 175). To this end, the first section of my results will
contain the narratives accounts of each of the individuals who participated in my
research.
Epistemology - Knowledge Generation in Narrative Inquiry
Epistemology belongs to “philosophical discourse where it is understood as the

A STORIED LIFE

128

way in which claims to knowledge are justified” (Usher, 2005, p. 2). Epistemology asks
questions about what counts as knowledge, such as “How is knowledge generated? What
is the nature of produced knowledge? What is the value and status of knowledge?”
(Girod-Seville & Perret, 2011, p. 13). These queries as to the value of knowledge lead
naturally to the question of “who can be a knower?” (Usher, 2005, p. 3), the answer to
which depends on the paradigm that the researcher utilizes in her work. In this sense,
“epistemologies are linked to disciplines with different disciplines having different ways
of knowing the world” (Usher, 2005, p. 4). Therefore, paradigms act as frameworks for
research “to provide ways of looking at and ways of working in the world” (Usher, 2005,
p. 6). Pragmatism recognizes that there is reflexivity in research. Indeed, narrative inquiry
fits within the transactional relational epitomes of pragmatism, leading to “radical
methodological implications” (Rosiek, 2013, p. 693). However, narrative inquiry is also
an epistemology with ontological and axiological implications.
The narrative inquiry process is a process of knowledge construction and identity
composition. Knowledge construction, as related to narrative inquiry, requires elucidation
with regards to recognizing how knowledge is constructed from experience; moreover,
examination of factors that hinder experiences for individuals with developmental
disabilities is examined within this context as impediments to knowledge construction. In
addition to being a methodology, narrative inquiry is also a phenomenon; it is the
“narrative view of experience” (Caine et al., 2013, p. 575). The narrative view of
experience argues that experience lies “beyond the lens of the researcher… [it is seen as]
lived in the midst, as always unfolding over time, in diverse social contexts and in place,
and as co-composed in relation” (Caine et al., 2013, p. 575). Thus, narrative inquiry “is
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the intimate study of an individual’s experience over time and in context(s)” (Caine et al.,
2013, p. 577), leading to an understanding of “experience from a place of relationships”
(Caine et al., 2013, p. 581). Polkinghorne (1996) illuminates the influence of relationship
on told stories:
when told stories are produced as part of a conversation or interview, they are
shaped by the questions and responses of the person to whom they are told. The
resulting story is no longer the exclusive product of the teller alone, but can be
said to be co-authored by both the teller and the listening partner. (p. 366)
Narrative inquiry’s “messiness,” with its overlapping interconnection of methodology
and epistemology, must therefore be teased apart to ensure greater understanding of the
power of narrative inquiry as an epistemology, especially when working with individuals
who have been historically marginalized.
With a strong foundation in Dewey’s (1938) work, pragmatism distinguishes the
importance of experience, which encompasses “subject/object and knowledge/value” as
one “in which our habits of perception, valuation, and interpretation [are] considered a
part of the experiential data that [has] to be examined and potentially transformed”
(Rosiek, 2013, p. 694). Clandinin (2013) describes this as “thinking within the three
commonplaces of narrative inquiry—temporality, sociality and place” (p. 38).
Accordingly, thinking this way leads the researcher to “highlight the shifting, changing,
personal and social nature of the phenomenon under study” (Clandinin, 2013, p. 38).
Dewey (1938) sees “teaching and learning as a continuous process of reconstruction of
experience” (p. 87). The importance of this statement should not be overlooked as an
individual’s life is a continuous connection of experiences; therefore, each individual’s
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life is continually composed by experiences, and learning in one experience leads to the
learning that shapes future experiences, to affect a different outcome (Dewey, 1938).
Polkinghorne (1996) offers a differentiation that may be helpful in clarifying
methodology from epistemology. He states that the “stories people tell about their lives
are not the same as the story that serves to configure identities” (p. 366).To this end,
Polkinghorne (1996) separates life story from identity story (p. 366). As a researcher, I
may come alongside an individual or “enter into their midst” and through my interaction
with that individual, I will affect their experiences, both current ones, and, through
reflection and conversation, past experiences as they retell and relive their stories. I affect
their life story. The restorying of individuals who participate in narrative inquiry
alongside researchers “challenges the dominant story of phenomenon as fixed and
unchanging throughout an inquiry” (Clandinin, 2013, p. 38). Who we each are, as each
individual is continually changing, is influenced by a “set of complex relationships
among knowledge, contexts and identities” (Clandinin, 2013, p. 21).
As individuals, our identities are composed within various contexts through
interactions with others and through self-reflection. Carr (1997) states: “the self is itself
an interplay of roles, but clearly the individual is constituted in interpersonal transaction
as well as intrapersonal reflection” (p. 18). For example, individuals live different roles:
student, employee, daughter, or partner are just a few or the many identities individuals
may hold throughout the day. Each individual’s personal stories are shaped by their
experiences as a child, adolescent and adult, because, as Clandinin (2013) points out,
stories “become intertwined, interwoven into who we are and are becoming” (p. 22).
Narrative is “retrospective meaning making; it shapes and orders past events” (Thomas,
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2012, p. 209); thus, at the time of the initial experiences, an individual is not cognizant of
the potential impact of the immediate situation on their future. An identity story that is
forming at that moment is not utile until reflection through telling and retelling to
themselves or others: the opportunity for new learning occurs after the experience.
Moreover, in addition to personal stories, individuals are shaped by institutional stories.
Individuals live, and have lived, in institutional stories—for example, in the school
system where they are educated, in a workplace, or in higher education where they may
have pursued degrees, or in interaction with the medical system. These institutions to
some degree also shape identity and life stories.
Narrative Inquiry - Relationship and Experience
Narrative inquiry assists researchers to understand the world, our experiences, and
ourselves, as it is impossible to be aware of experiences in the moment that shape our
identity (Kerby, 1991). Polkinghorne (1996) draws our attention to the profusion of
language that describes our identities as being actively constructed with consideration of
our life purposes; however, it is important to remember that identity stories “operate
outside [individuals’] awareness and over which they have no direct rational control” (p.
365). Connelly and Clandinin (1990) state that “narrative and life go together, and so the
principal attraction of narrative as a method is its capacity to render life experience, both
personal and social in relevant and meaningful ways” (p. 4). Polkinghorne (1991)
expands on this idea when examining narrative as an epistemology, stating that “we
humans find the contents of our experience significant and understandable” (p. 135) in
that we make meaning, learn, or create knowledge from our experiences. “There are
significant differences between the identity story as it is lived and the story as it is told”
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(Polkinghorne, 1996, p. 365).
As a way of illuminating this difference, Polkinghorne (1996) describes Epstein
(1993) as he differentiates between our “rational systems” and our “experiential
systems” (p. 365). Our rational systems think about our experiences after they have
occurred to make meaning through telling and retelling, whether to ourselves or others,
while our experiential systems operate in a manner that is “holistic, emotionally
informed, metaphorical, analogical, and integrative. Its productions are concrete images
or stories rather than abstract ideas, and the storied identity that it forms is experienced”
(Polkinghorne, 1996, p. 365). Hardy (1968, as cited in Kerby, 1997), states that these
storied experiences are a critical aspect of human life: “we dream in narrative, daydream
in narrative, remember, anticipate, hope, despair, believe, doubt, plan, revise, criticize,
gossip, learn, hate and love by narrative” (p. 130). We create meaning in our lives
through narrative.
Formation of our identities is continuously influenced as we move through
different environments and have contact with different people; our life stories emerge and
are composed over time as a result of our experiences. What is in focus at any given time
during composition influences the telling and re-telling of our stories, as “stories are
affected by the audience to whom they are communicated… they are shaped by the
questions and responses of the person to whom they are told” (Polkinghorne, 1996, p.
366). The more opportunities we have to tell and retell our stories, the greater the
opportunity for learning and change. In addition to learning, individuals must have the
opportunity to engage in what Dewey calls the right kind of experiences, in which
learning from prior experiences leads to a broadening, as “every experience lives on in
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further experiences” (p. 27). Generally, adolescence and young adulthood affords that
time; however, for individuals with a developmental disability, institutional, familial, and
societal influences may prevent the opportunity for a diversity of experience, limiting
quality of life, or even as Dewey (1938) states, they may provide the wrong kind of
experiences, ones that do not yield learning and opportunity—rather, they lead to silence.
Miseducative experiences: Limiting knowing. Greene (1993) calls for a
“curriculum that can help provoke persons to reach past themselves and to become” (p.
220). Dewey (1938) makes it clear that “failure of adaptation of material to the needs and
capacities of individuals may cause an experience to be non-educative” (pp. 46-47); yet
within the school system, this failure occurs regularly for students with special needs, or
they may simply be exempted from even attempting to participate in the learning
experience. Greene (1993) postulates that diverse learners are marginalized and
susceptible to “structured silences” and “imposed invisibility” (p. 211) because of their
lack of power, leading to “exclusion and violation,” which she describes as the
“pestilence [of] our time” (p. 215). Positivism permeates the school system. As Greene
(1993) highlights, the “preoccupation with standards, with mathematical and scientific
superiority, is so great and so convincing that the old categories, the exclusive
structures… are allowed to stand and to remain unquestioned” (p. 217), leading to
miseducative experiences for learners with developmental disabilities.
Disability, power, and knowing. Recognition as a knower is closely related to
power. Oppression “operates, in part, by artificially narrowing the range of what counts
as legitimate knowledge” (Clandinin & Rosiek, 2007, p. 55). Thus, “power and
knowledge directly imply one another… There is no power relation without the
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correlative constitution of a field of knowledge that does not presuppose and constitute at
the same time power relations” (Clandinin & Rosiek, 2012, p. 55). In relationship to
power, the terms “advantage” and “disadvantage” come to mind, and while we are easily
able to conjure mental pictures that represent advantage and disadvantage in society,
defining disadvantage is difficult due to the plurality of factors associated with it.
Moreover, there are individuals who are disadvantaged across myriad categories and
others who are disadvantaged in only one or two facets; regardless, power imbalances
and the lack of “(genuine) opportunities for (secure) functionings” are at the root of
disadvantage and asymmetrical power relations (Wolff & de-Shalit, 2007, p. 37).
Hammell (2015) highlights the failings of our society with regards to inequality and
disadvantage through a vignette about inequality associated with women and education:
It is the 21st century, and yet in some parts of the world education is provided
almost exclusively to boys… Most people would recognize that this profound
inequality of opportunity arises from sexual discrimination, patriarchy, and
misogynistic, social, legal, economic, political, institutional, cultural and religious
practices, and not because there is something inherently “wrong” with girls. So if
we, as global citizens, wanted to address this inequality and ensure that girls have
equitable opportunities to attend school and attain the human rights to an
education, where would we start? Would we endorse endeavours to code and
classify the ways in which girls’ bodies differ from those of boys to facilitate data
gathering, statistical analysis and record keeping? Would we strive to change the
girls so they more closely resemble boys? (p. 78)
The resounding answer to this is “no.” That would be absurd, we do not take this
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viewpoint, because we do not view women’s bodies as flawed in comparison to a highervalued male norm. We would say related to women, that this disadvantage is the result of
environmental factors (economic, social, political, etc.), yet the same cannot be said for
situations involving children with disabilities: we devalue the child, placing the
disadvantage squarely on the individual.
Moreover, while the answer is a resounding “no” with regards to classification of
women’s bodies in comparison to men’s, we do code and classify children with
disabilities based on their bodies. Are we doing so in an attempt to “endeavour to change
each person’s body so that it more closely adheres to valued social norms?” (Hammell,
2015, p. 79). Or, as Hammell (2015) queries: “Should we act directly to challenge those
oppressive social, legal, economic, political, institutional, cultural and religious barriers
that uphold opportunities for some people, and deny them to others?” (p. 79). When
people with disabilities or their families report that their “lives are of diminished quality,
there is a cultural assumption—frequently shared by researchers and clinicians [and I
would include educators]—that this is an inevitable consequence of impairment”
(Hammell, 2015, p. 79). How do we overcome the legacy of classification of disability to
separate impairment and opportunity, to level the playing field by maximizing the
opportunity for individuals with disabilities to develop their capabilities? Fortunately,
Nussbaum (2003) has undertaken extensive philosophical work with regards to the
identification of categories of capabilities that affect advantage and disadvantage in
society. Nussbaum has titled this the Capabilities Approach, which offers a helpful
heuristic to examining factors that impede the opportunities for the right kind of
experiences for individuals with developmental disabilities.
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Research Questions and Sub-Questions
Narrative inquirers prefer the use of the term “research puzzle,” rather than
“research question,” to reflect that narrative inquirers carry a “sense of search” rather
than the seeking of a solution to a defined problem (Clandinin & Connelly, 2000, p. 124).
Problems are clearly defined and encompass an inherent expectation that they will be
solved, they are reflective of a positivistic epistemology. In contrast, narrative inquiry
focusses on questions such as: “What is the experience of interest to you as a narrative
inquirer?,” thereby carrying a sense of “continual reformulation of an inquiry [more] than
it does a sense of problem definition and solution” (Clandinin & Connelly, 2000, p. 124).
Instead of seeking answers to proposed questions, narrative inquirers are challenged to
enter into the three-dimensional narrative inquiry space and wonder about the
individual’s narrative along each of the planes of inquiry—temporal, place, and personalsocial—allowing the story to emerge in relationship (Clandinin & Connelley, 2000, p.
125). Narrative inquiry eschews the positivistic epistemology which seeks to answer a
specific question, to find one answer, rather than allowing the phenomena or “what of
inquiry” to emerge over time as field texts are composed (Clandinin & Connelly, 2000, p.
125). Hence, narrative inquirers do not enter into relationship with research participants
to gather observable evidence to answer a specific research question; rather, they enter
into relationship with curiosity about the lived experience of the individual, they “enter
into the midst” of participants’ lives (Clandinin, 2013 p. 43). During the dissertation
research, I entered into relationships with an interest in the phenomenon of the life of the
youth in transition–to try to understand what their lives are like, what was important to
them, what shaped them, and to ultimately depict their identities as they are now, as their
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stories unfold in relationship with me. As a result of this approach, the use of the words
“I wonder” in place of other open-ended research question is common; therefore, my
primary research puzzle reflects this attribute.
However, the TD aspect of this dissertation required that I utilize mixed methods
in my research. To address research questions that are important to the fields of education
and psychology in particular, I posed sub-questions. The themes of the sub-questions
were explored with the parents in a more traditional interview format and are discussed in
the quantitative methods sub-section of this dissertation. Transdisciplinarity created
complexity; despite this bifurcation between qualitative and quantitative methods and the
separation of the primary research puzzle and sub-questions, there was the possibility that
the sub-questions could influence the threads I noticed in the narratives, as I was one
researcher composing each research text. This influence was recognized by the
researcher, and as a result, I conscientiously remained open to all possible threads in the
field texts as the narratives accounts were composed.
Research puzzle. I wonder if (does) the knowledge gained from the narratives of
youth with developmental disabilities, aged 14 to 25, and their parents can offer the
impetus for systemic change, shifting from a medical/deficit model to a holistic approach
to transition goal setting from high school to adult services in British Columbia?
1. How do the experiences of youth with developmental disabilities affect their
identity-making?
2. How do provincial Individual Education Plans support the preparation of
youth with developmental disabilities for life after high school?
3. How does a deficits-based approach to service delivery in provincial
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institutions affect the identity-making of youth with developmental disabilities
and their parents?
4. How does a deficits-based approach to service delivery in provincial
institutions affect the self-determination of youth with developmental
disabilities?
5. If Nussbaum’s Capabilities Approach (CAN) offers an alternative framework
to the medical/deficit model, how can it be incorporated into policies
associated with school transition goal setting?
Participants
Ten youths (aged 14-25) with developmental disabilities and at least one of each
of the parents of the participating youths with developmental disabilities were recruited.
Criteria for selection included age, location, and disability. The youth had to be between
the ages of 14-25 and have an IQ below 70 (mild intellectual disability). Secondary
diagnoses did not lead to exclusion from the study, for example Autism Spectrum
Disorder together with an intellectual disability diagnosis. In addition, the youth and his
or her family needed to reside in British Columbia. The age bracket was selected in
keeping with the provincial definition of a youth in transition as provided by the Cross
Ministry Transition Planning Protocol for Youth with Special Needs (Government of
British Columbia, 2009). The IQ requirement is in keeping with CLBC’s mandate for
services for individuals with developmental disabilities: their IQs must be below 70. An
equal number of urban youths and rural youths were sought for participation. A parent
was defined as one of the youth’s biological, step or adopted parents or another blood
relation to the youth who acted in the capacity of guardian and who has supported the
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youth for at least five consecutive years.
Setting
I recruited ten youths in transition and at least one of their parents from different
geographic regions within the province of British Columbia: four urban and six rural.
Research participants were recruited through Facebook as an open invitation to
participate was posted by multiple groups that support individuals with developmental
disabilities. Rural participants were from Cranbrook (East Kootenay), Castlegar (West
Kootenay), Terrace (Kitimat-Stikine), Quesnel (Cariboo), and Powell River (Sunshine
Coast). Urban participants were from Kelowna (Okanagan) and Victoria (provincial
capital). I met with each participant and their parent(s) at least four times and sustained
contact between meetings using social media and email. I travelled by vehicle or plane to
each of the participants’ home communities for each meeting. Meetings with parents
were typically one or two hours long. Meetings with research participants were typically
three to four hours long and sometimes held on two or three days in a row if I had
travelled a significant distance to meet them. Meetings occurred in a variety of settings
depending on what was important to, and comfortable for, the individual and their
parent(s). Settings including dance studios, restaurants, recreation centres, schools,
colleges, hockey games, day programs, homes, museums, and a hot spring.
The recruitment of ten participants exceeded the number of participants that
typically participate in narrative inquiry studies, which usually takes the form of a single
subject research design or a case study style formant. However, Clandinin, Steeves, and
Caine’s (2013) book, Composing Lives in Transition: A Narrative Inquiry into the
Experiences of Early School Leavers, provided a robust example of the use of narrative
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inquiry as a research model to examine a complex social problem. I replicated that
research structure in the qualitative portion of this dissertation to answer my primary
research puzzle. Moreover, because I also intended to utilize quantitative methods, I
required a satisfactory sample size. Lastly, an adequate sample size was needed to reflect
the diversity of our population within the province to meet the qualitative requirement of
confirmability.
One, yet many – transdisciplinarity in doctoral dissertation research. True
transdisciplinary work requires that researchers from various disciplines work together to
solve the complex question being considered. This is impossible for a researcher seeking
a dissertation; thus, I was the sole researcher during this dissertation. Instead, to ensure
that my research respected and considered the views of other disciplines, informal
conversations with stakeholders were held. The input from these conversations required
consideration and reflection with regards to my, as well as their, paradigms and terms of
reference. Some of the sources of consultation included families and individuals who
were not a part of my research to obtain their ideas prior to my research design being
completed. This occurred at a symposium at the Inclusion BC conference in May 2018, in
which fifty-two participants provided their ideas with regards to what they felt were
important factors, which shaped my research design and research puzzles. Moreover, I
participated in a consultation meeting with CLBC social workers, hosted by CLBC, in
which they were seeking input on their re-envisioning of services for adults. This
afforded me the opportunity to share my ideas, but more importantly to also hear the
concerns of CLBC with regards to implementing changes and meeting the needs of adults
in our community. Lastly, I sought informal feedback from Ministry of Children and
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Family Development social workers, Inclusion BC board members, and special education
teachers in various regions of the province through invited coffee meetings as well as
impromptu conversations that arose as they learned about my research efforts.
Qualitative Methods
This research design subsection of this dissertation includes the materials and a
description of the methods associated with narrative inquiry.
Materials. Each interaction with a research participant or parent was audio
recorded using a Zoom H4n Pro audio recorder. In addition, the recordings were
augmented by field notes collected by the researcher in a journal. The field notes were
handwritten thoughts that occurred during and after the interaction. Additional field notes
were created as iterations in thoughts about the individuals’ narratives and were typed
and kept in files on my password-secured external hard drive. Moreover, artifacts, photos,
brochures, and other items were collected and stored in an expanding file folder with a
section for each participant. Photographs were also stored on a password-protected
external hard drive. Each audio recording was transcribed into a Word document and
stored on the external hard drive with the photos and other field notes.
Methods. Narrative inquiry as a method does not follow a simply step by step
process; instead it reflects the complexity of relationship building. Narrative inquiry is an
iterative process that occurs across time, beginning with the collection of information,
artifacts, and photos that form the field text and culminate in the composition of a
research text or narrative account for each research participant. I will outline the
processes and consideration in the development of the field texts and research texts that
define the method of narrative inquiry.
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Field texts. I composed a narrative account (research text) for each youth in
transition using their individual field texts. Field texts are not constructed with a
reflective intent; rather, “they are close to experience, tend to be descriptive and are
shaped around particular events. Field texts have a recording quality” (Clandinin &
Connelly, 2000, p. 132). Field texts are the data collected. Narrative inquirers refer to the
data as field texts “because they are created, neither found nor discovered, by participants
and researchers” (Clandinin & Connelly, 2000, p. 92). Field texts are an interwoven
representation of the researcher’s experience with the participant in the three-dimensional
narrative inquiry space. The field text may be composed from “stories; autobiographical
writing; journal writing; field notes; letters; conversation; research interviews; family
stories; documents; photographs, memory boxes, and other personal-family-social
artifacts; and life experience” (Clandinin & Connelly, 2000, pp. 92-93). I utilized all of
these items, with the exception of memory boxes and with the addition of social media in
the form of Facebook and emails to compose the field texts of each individual.
A strength of narrative inquiry, with regards to the validity of data, is the
prolonged engagement, the persistent observations, and the thick, rich descriptions that
arise as part of the process. However, simply collecting these items is insufficient within
the methodology and methods of narrative inquiry. It is important to consider “why it is
that one felt the need to make a field text (a field note, a photograph, a poem, a story, and
so forth)” (Clandinin & Connelly, 2000, p. 115). Part of the three-dimensional narrative
inquiry space includes looking inward by the researcher, thus reflecting on why a certain
aspect of an interaction caught my attention and other thoughts that arose in those
moments as I was reminded of other experiences. I routinely asked myself what meaning,
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social significance, or purpose was present that caused me to note something or spend
time thinking about an aspect of the field text. The composition of each field text is an
interpretive process that was influenced by what was attended to in the inquiry process.
Because of the relational nature of narrative inquiry, the “researchers’ personal, private,
and professional lives flow across the boundaries into the research site” and are reflected
in the field texts and research texts of the participants (Clandinin & Connelly, 2000, p.
115). Field texts must reflect the relationship of the researcher to the participant:
Researcher relationships to ongoing participant stories shape the nature of field
texts and establish the epistemological status of them. We assume that a
relationship embeds meaning in the field text and imposes form on the research
text ultimately developed. What is told, as well as the meaning of what is told, is
shaped by the relationship. (Clandinin & Connelly, 2000, p. 94)
Similarly, Clandinin, Murphy, Huber, and Orr (2010) conceptualize the relational space
between participant and inquirer as the ability to attend to stories that “(a) the participant
tells of him- or herself, (b) a participant tells of an inquirer, (c) an inquirer tells of him- or
herself, and (d) the stories an inquirer tells of participants” (p. 84).
Regardless of the items used to develop the field text, the most important aspect
of the field text is its positioning. Positioning refers to the clear grounding of the text
within each of the three dimensions of the narrative space: the temporal dimension, the
dimension of place, and the personal-social dimension (Clandinin & Connelly, 2000, p.
117). Clandinin and Connelly (2000) warn that without addressing the positioning of the
field text, there are “consequences for the epistemological status of the texts and,
ultimately, of the research texts that draw from them” (p. 118). Positioning of the field
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text requires attention to the three-dimensional narrative inquiry space to allow the reader
to know when something was written, where was it written, and finally its personal-social
dimension, which asks questions such as whether the field text is a fictional construction,
whether it was influenced by cultural aspects of the location or period, or if it was
constructed alone or in partnership with the research participant. The importance of the
positioning of the field text cannot be understated, as Clandinin and Connelly (2000)
point out that
without this careful positioning of our field texts, and our explicit
acknowledgement of how they are positioned, the research texts ultimately
constructed from them are endlessly open to unanswerable questions and
criticisms about knowledge claims being made and meanings generated. (p. 118)
My field texts were grounded or positioned in time and space: they are descriptive,
outlining who was present, what information was fictionalized, detailed with regards to
timeline, and finally reflecting when I was working in the present, reflecting on the past,
or forecasting to the future.
Research texts. Once field texts are composed, a transition to a research text (or
narrative account) must be made. While the field text has a recording quality, the research
text or narrative account of the individual does not. Instead, “interim texts take on
different forms and vary according to the circumstances surrounding the life of the
inquiry and particularly the research and scholarly life of the inquirer” (Clandinin &
Connelly, 2000, p. 133). “The topics of justification, phenomena, method, analysisinterpretation, the place in the theoretical literature, positioning, and the kind of text
intended and composed” are all considered (Clandinin & Connelly, 2000, p. 119).
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With regards to my research, the questions of meaning, social significance, and
purpose re-emerged as I made the transition from the field to field texts and finally to the
research text. Creating a research text included reviewing all of the field texts, looking for
threads or themes, key names, places, and ideas. I grappled with positioning the research
texts of each individual to create a narrative account that was not merely descriptive. To
do this after I reviewed the field texts, I spoke to my research participants to negotiate the
key aspects and themes of each narrative, deciding what to focus on and what to omit.
Each theme that emerged was embraced by the youth in transition, and their parent(s), as
reflective of themselves; from folk artists to D&D heroes, diverse narratives arose that
reflected their unique ways of being. According to Clandinin and Connelly (2000),
research texts:
are at a distance from field texts and grow out of the repeated asking of questions
concerning meaning and significance… an inquirer composing a research text
looks for patterns, narrative threads, tensions, and themes within or across an
individual’s experience and the social setting. (p. 132)
An interim research text was composed for each individual, emerging from the
field text, interweaving my experience of the encounters “with narrative ways of going
about and inquiring into that phenomenon” (Clandinin & Connelly, 2000, p. 128). I did
not begin to compose the interim research texts for each participant until after my third
meeting with the individual, as I did not feel that I had sufficient threads or themes to
begin to compose the research text until many hours had been spent with each individual.
Lastly, the final consideration in the transition from field text to interim and
finally to the research text was the contextualization of the narrative “both socially and
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theoretically” (Clandinin & Connelly, 2000, p. 135). Leaning on the metaphor of
conversation, Clandinin and Connelly (2000) remarked that inquirers must identify
“which conversation we want to participate in” (p. 136). This means that in the final
phase of composing the research text, it was important that I focused on both positioning
my research texts together with a focused intention of engaging in the conversation
around the factors that influenced the identity of the youth in transition, as this was the
underlying phenomena of my research puzzle. The result was the production of ten very
different narrative accounts, reflecting ten unique youths in transition in our province.
Each research participant and their parent(s) read their narrative and gave final
permission for the narratives to be included.
Quantitative Methods
To assess my primary research question and sub-questions, I utilized the
transcripts of conversations gathered from participants and parents. Narrative inquiry, as
a methodology, yielded “thick descriptions” from some of the interactions with my
research participants. As part of the field text, transcriptions of recorded conversations
were transcribed and coded. Half of my research participants had adequate language so
that transcribed recordings were included as part of their field texts. Moreover, robust
descriptions were collected from the parents of my research participants from semistructured interviews with each of them over the duration of their involvement in the
research. Questions for these interviews were developed to gather information related to
the research sub-questions.
It is important to note that within narrative inquiry, transcription and a coding
system associated with thematic analysis with a pre-determined code book is not utilized.
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Rather, thematic analysis occurred to support the quantitative methods portion of this
dissertation. Boyatzis (1998) described thematic analysis as “a way of seeing” (p. 1).
Moreover, thematic analysis was a process “used with qualitative information… that
allows for the translation of qualitative information into quantitative data” (Boyatzis,
1998, p. 4), which was important to the transdisciplinarity of my research. It involved the
use of codes that included a list of themes or indicators that were used to encode the
qualitative data (Boyatzis, 1998). I utilized codes that were derived to represent the
domains of Nussbaum’s (2011) Capabilities Approach, references to biomedical needs, as
well as the three domains associated with IEP goal setting for individuals with
intellectual disability from the Ministry of Education. Lastly, I coded the occurrence of
statements regarding lack of skills related to practical reasoning provided by parents.
This deductive method of adopting codes from research literature is referred to as
“theory-related” analysis (Bernard & Ryan, 2010, p. 62). Theory-related (or theorydriven) analysis “involves deconstructing an existing psychological theory into codes that
can be applied to the data” (Syed & Nelson, 2015, p. 2); however, once the codes are
identified, researchers must adhere to a rigorous coding process.
Syed and Nelson (2015) discussed the importance of establishing quantitative
reliability through the process of coding. The first step was to decide on the unit of
analysis. The unit of analysis was “the section of qualitative data that will receive a code”
(Syed & Nelson, 2015, p. 2). As mentioned, I used codes derived from the two theoretical
frameworks. I scored the transcripts using one point for each occurrence of an utterance
that corresponded to one of the domains. An utterance may have been a phrase or a
complete sentence. Once the transcripts were scored, a frequency for each of the domains
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in each of the transcripts provided by the parent and youth was yielded.
The second step was to develop a code manual, which Syed and Nelson (2015)
refer to as “the bedrock of a strong and successful coding system” (p. 2). DeCuir-Gunby,
Marshall, and McCulloch (2011) state that codebooks should consist of at least three
components: “code name/label, full description (an extensive definition that collapses
inclusion and exclusion criteria) and an example” (p. 138). My code manual is attached
as Appendix 1. Developing the code manual was an iterative process: as data were
reviewed, my “working” code manual was updated. In keeping with Syed and Nelson
(2015), when preliminary coding categories from the data were insufficient, they were
refined to ensure specificity and accuracy.
Inter-Rater Reliability
Assessing inter-rater reliability is a key aspect of establishing reliability and
validity within quantitative research; however, there is some debate as to the applicability
of the use of inter-relater reliability scores in qualitative research (Armstrong, Gosling,
Weinman, & Marteau, 1997, p. 597). To this end, the application of inter-rater reliability
to each of the research texts would be inappropriate because of the narrative inquiry
method. However, I used mixed methods, and a standard code book, to examine the raw
transcripts created by interactions with some of the participants and their parents;
therefore, inter-rater reliability is appropriate with regards to examining that part of the
data.
I acted as the “gold standard/master coder” and therefore, I coded all of the
narratives in the data set. I trained three research assistants to also code the data, for
reliability. One research assistant was a Masters-level student in the field of special
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education. The second was a Masters-level professional who works with children with
disabilities. The last research assistant had a Bachelor of Psychology degree and was
enrolled in a professional program to become a Board Certified Assistant Behaviour
Analyst. The reliability coder “codes a subset of the total data set… to establish interrelater reliability with the master coder”; a common “proportion coded by the reliability
coder… is 20% of the total data set” (Syed & Nelson, 2015, p. 5). I was solely
responsible for the analysis of the data. Table 4 in the Results section provides the
outcome of the inter-rater reliability data.
The frequencies were used to generate the descriptive statistics for the nominal
categories to determine the frequency, percent, and mode of the data for the two primary
categories of theory driven code: Capabilities Approach and Ministry of Education. Table
3 and Figures 1 and 2 illustrate the frequency of the codes for each category as well as
provide the descriptive statistics. Calculation of the descriptive statistics allowed a quick
analysis to identify differences or similarities in responses between the parents and youth.
I utilized contingency tables and completed a Chi-square (𝜒2) test of association.
To utilize a Chi-square test, there are several assumptions that must be met: “the data in
the cells should be frequencies,” the categories “are mutually exclusive,” “each subject
may contribute data to only one cell,” the “study groups must be independent,” “there are
at least two categorical variables,” and “the value of the cell expected should be 5 or
more in at least 80% of the cells” (McHugh, 2013, p. 144).
I set up a contingency table and complete a 𝜒2 test of independence for the
frequency of responses to the variables in the Capabilities Approach to Human
Development for each of the parent and youth responses to compare practical reasoning
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and affiliation to the other categories. The purpose of this calculation was to determine if
there was a relationship between some of the variables in the Capabilities Approach, or if
each of them was independent. Nussbaum (2011) hypothesized that variables such as
practical reasoning and affiliation “play a distinctive architectonic role: they organize
and pervade the others” (p. 39); therefore they may be associated with some of the other
variables.
In addition to examining the crosstab results of these sets of variables, I also
utilized several 2x2 tables. The first comparison examined the total frequency of parent
responses to the Capabilities Approach against the Ministry of Education and the total
youth responses to the same measures. A second comparison examined the relationship
between youth and parent responses to the domain bodily integrity safety compared to
victimization (one of the categories of the Ministry of Education). The Pearson (1900)
Chi-square test of independence was utilized in these 2x2 tables to determine if a
relationship existed between the variables.
Rigor
Since the 1980s, discussions of rigor in qualitative research have used new
terminology: dependability, credibility, trustworthiness, and transferability (Guba &
Lincoln, 1985). Morse (2015), however, argues that there is insufficient research
available with regard to how to achieve these standards. Indeed, she argues that there is
insufficient critical examination of the terminology despite having been in existence for
more than 40 years (Morse, 2015). As a result, she urges qualitative researchers to “return
to the terminology of social sciences, using rigor, reliability, validity and
generalizability” (Morse, 2015, p. 1212). Because I am using mixed methods which
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involves both qualitative and quantitative data, I will use Morse’s (2015)
recommendations, with reference to Guba and Lincoln’s (1985) qualitative factors for
ease of understanding, to address the rigor of my research using terminology that is
applicable to both qualitative and quantitative data.
Validity. Validity “refers broadly to the ‘goodness’ or ‘soundness’ of a study”
(Miller, 2008b, p. 909). Validity, referred to as “credibility” by Guba and Lincoln (1985),
may be achieved through the following aspects of data collection and analysis: prolonged
engagement, persistent observation, triangulation, peer debriefing, referential adequacy,
and member checks (Morse, 2015, p. 1212). The methodology of narrative inquiry easily
addresses these aspects of validity. With regards to prolonged engagement and persistent
observation, I was involved with my research participants for over a year, allowing for
multiple interactions that built trust. It is hypothesized that increasing time with
participants leads to increased trust (and intimacy), leading to richer data (Morse, 2015).
Rubin (2000) states that “prolonged engagement is thought to lessen the likelihood of
reactivity and respondent bias” (p. 174). Moreover, I had ten participants in my study: a
replication of Clandinin, Steeves and Caine’s (2013) study on early school leavers that
utilized narrative inquiry as its method. This sample size, combined with multiple
meetings, observations, interviews, and interactions with the participants over a year long
period, yielded significant amounts of data. Triangulation is a strategy that involves
“attempts to corroborate observations via multiple observational strategies, multiple
sources of observations, multiple modes of analysis and the use of data analysts from
different disciplines and with different theoretical orientations” (Rubin, 2000, p. 175). To
this end, I utilized multiple modes of analysis and multiples sources of observation.
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Narrative inquiry’s field texts allow for a broad range of sources of data, including
interviews, physical items, and observations. Moreover, narrative inquiry was utilized to
formulate research texts in addition to the use of a theory-driven code book to analyze
transcripts of interviews with youth in transition and their parents. Member checking
requires that respondents are asked if they agree with the interpretations of the researcher
(Rubin, 2000). Narrative inquiry requires that the participants have significant input into
the composition of their narrative, thereby meeting the requirement of member checking.
As part of the transdisciplinarity of my research, peer debriefing with my stakeholder
group also occurred. Lastly, referential adequacy involves “leaving an audit trail of raw
data” (Rubin, 2000, p. 175). To that end, all of my field notes, iterations of my field texts
and research texts, together with transcripts of interview and other materials (photos,
brochures etc.), are available for other researchers to request.
Reliability. Reliability “is broadly described as the dependability, consistency,
and/or repeatability of a project's data collection, interpretation, and/or analysis” (Miller,
2008, p. 753). In the quantitative research, reliability is specifically characterized as the
extent to which “multiple researchers arrive at similar results when they engage in the
same study using identical procedures” (Miller, 2008a, p. 753). To this end, the coding of
my transcripts and statistical analysis of the codes could be replicated by other
researchers. Moreover, inter-rater reliability data were provided for 23% of the
transcripts. Due to the methodological diversity of qualitative research, Miller (2008)
lamented that “reliability has not been described with such uniformity in qualitative
research” (p. 753). Morse (2015) described components reliability (or dependability) as
being attainable through credibility, the use of triangulation, and a trail audit, all of which

A STORIED LIFE

153

were addressed within the validity or credibility subsection above.
Generalizability. Generalizability, also referred to as transferability or external
validity, is defined as “extending the research results, conclusions, or other accounts that
are based on the study to particular individuals, setting, times or institutions, to other
individuals, setting, times or institutions than those directly studied” (Morse, 2015, p.
1213). Generalizability in case study research, such as narrative inquiry, may obtain
generalizability through a “case-comparison approach” (Yin, 1981). “When the lessons
from each case study were compared, a common explanation emerged” (Yin, 1981, p.
63). Yin (2013) refers to this as “analytic generalization” (p. 325). Analytic
generalization means “the extraction of a more abstract level of ideas from a s set of case
study findings” (Yin, 2013, p. 325). With regards to the methodology of narrative
inquiry, this occurs with the emergence of threads that occurred through the analysis of
the narratives. Moreover, Yin (2013) cautions further, that a common pitfall of case study
research is the outcome of a working hypothesis as the final product; therefore, he warns
that generalizability must go beyond “serving only as a ‘working hypothesis’” (Yin,
2013, p. 325). Despite this possible pitfall, there are recognized procedures for avoiding
it, first, by conducting multiple case studies, and second, by relating research literature to
the findings (Yin, 2013, p. 326). This dissertation utilized ten case studies (narrative
participants) grounded within the literature.
Trustworthiness. The rigor, or trustworthiness of research, is comprised of
validity and reliability, both of which are achieved during the data collection and analysis
portion of research (Morse, 2015). I contend that because my data and analysis are both
valid and reliable, they therefore meet the criteria of trustworthiness, or rigor.
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Chapter Four
Qualitative and Quantitative Findings

The findings chapter section is divided into two components: qualitative and
quantitative findings. The qualitative results, presented as narrative accounts of each of
the ten individuals, are shared first. Each narrative account was composed in relationship
with the individual and at least one of their parents. The narrative accounts contained
within this finding chapter are the research texts composed through the use of narrative
inquiry. The research texts were developed through shared experience, conversation, and
telling and re-telling of experiences (Clandinin & Connelly, 2000). The quantitative
section follows and presents the summary tables of the coded data and the outcomes of
Chi-squared tests on that data.
A Narrative Account of Aviv: Folk Artist - Inspired by Love
Homes are personal places by definition—each one, like its inhabitants, is unique
to the individuals who dwell there, reflecting the personalities and preferences of its
occupants, while excluding things that are unimportant. A home can reveal many things
about its inhabitants: it is like the cover of a book, hiding the treasure of the words inside.
Opening that book provides a window into the occupant’s life—a timeline displayed in
photographs and objects of importance—and for Aviv, it served as the setting of her
story.
I arrived at Aviv’s home on a hot August afternoon. She lives on a hobby farm in
Brentwood Bay, British Columbia, a suburb of Victoria. The farm appears idyllic from
the road: a house with a curved drive, fruit trees, and horses in the pasture. Everything is
neat and tidy. I pulled into the gravel driveway and tried to park out of the way so others
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could get past me if needed. There were colourful flags with brightly illustrated flowers
staked into the ground along the edge of the driveway. I was nervous as I approached the
house, as this was my first meeting with a research participant.
I knocked and Aviv’s mom Michele (Miki) answered the door. She was a slight
woman in her 60s with multiple tattoos, and she was friendly and welcoming as she
invited me in. She had a slight limp as she was recovering from a broken hip. As I
crossed the threshold into the house, she called Aviv to come and meet me. As I entered
the home, it evoked an image of the word love in my head, appearing vividly and briefly,
painted in 1960s psychedelic spray paint, with swirling orange, pink, and yellow graffiti, groovy. Her home was a collection of “being,” the history of its occupants,
primarily of Aviv, displayed in the collection of things that filled the rooms, exhibited
against the bright paint colours that adorned the walls. The home radiated love. I smiled
involuntarily; this was my first research participant, but I relaxed, as her story was on
display here. Paintings, needlework, costumes, and art filled the walls from floor to
ceiling. There was a Christmas tree in the corner of the living room and a collection of
snowmen above the mantle. I saw a picture of a menorah, too, reflecting Aviv’s Jewish
heritage. I wondered if everything saved and displayed was a piece of nostalgia? It
appeared to be… was there a story attached to each of them? As I reflected later on my
visit, I wondered if the items on display were present because Aviv’s language was so
limited, to remind those who came to the home, and perhaps even her family, that her
silence was not a true reflection of this young woman: just look around, the evidence is
everywhere of a young life well lived!
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Figure 1. A Dance Costume of Aviv’s

Aviv descended the stairs into the living area and we settled ourselves at the
dining room table. Aviv was petite, she wore glasses, and her long strawberry blonde hair
was up in a ponytail. Today she had on leggings and a purple T-shirt. Aviv had had
diagnoses of Down Syndrome, cerebral palsy, and diabetes; her communication was
limited to one- or sometimes two-word responses. She smiled frequently, and nodded
assent to most questions posed to her, but often a question was met with silence. Aviv
was my first research participant, and I was nervous. I realized quickly that Aviv would
not be able to provide robust descriptions of her experiences; it was our first meeting and
there was no shape to our story yet, no relationship. I did not know then that my goal
would become: how do I tell the story of this emerging folk artist, who stitches the
reflections of her heart into her work?
Narrative inquiry requires that the participant tell their story. Bertaux (1981) says
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that a “good life story is one in which the interviewee takes over the control of the
interview situation and talks freely” (p. 39). This infers the need for fluency of speech in
the research participants; however, individuals with developmental disabilities often do
not satisfy that criteria. Despite this, the use of narrative methods should not be
discounted with this population, as fluency is not the only key to communication; silence
may also provide information equal to the words shared (Booth & Booth, 1996). The
coming alongside of research participants, entering into their lives, reveals much without
turning to objectification. A life was continually unfolding: looking back at photos and
being present in the future, Aviv’s love of the arts and her story as an emerging folk artist
began to unfold.
Narrating photos: Addressing time and frames of reference. In preparation for
my first meeting with Aviv, I asked if Aviv could share some photographs of herself to
help stimulate conversation and provide reference points for me. Individuals with
intellectual disabilities have a strong orientation to the present and often have difficulties
with dates and numbers (Booth & Booth, 1996). Aviv had a daily calendar that she
references, a tool that worked well for her, but she had difficulty with temporal concepts
other than today. Booth and Booth (1996) hypothesize that this orientation is two
pronged: it may be the result of practical difficulties in “not knowing how to tell the time
or use a calendar” or it may be “indicative of lives which lack many of the milestones
people use to order their past such as examinations, the driving test, first car, starting
work, setting up home, job changes, promotions, marriage, parenthood, etc.” (p. 57).
While I acknowledge that calendar and time concepts are difficult for many individuals
with intellectual disabilities, I am loath to accept this second hypothesis of a lack of
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milestones that general society may consider important markers; this language of
normalization diminishes the individual’s life. Aviv’s milestones adorned the walls of her
family home; there was scarcely a space available to place another memento. She shared
the stories of her life with those around her through the submersion into her place of
being.
Photographs and artifacts with dates are a powerful way to reconstruct the
timeline of the participant, to get to know what is important. During my first interview
with Aviv, we spent time looking at her photographs—they were almost all photographs
of dance, an activity that was immensely important to Aviv. A decade of dance in the
community at Karen Clarke Studio was reflected in recital photographs and Aviv’s
costumes, which were still cherished. Aviv danced in the midst of all of the dancers in all
of the photographs, not on the periphery or hidden in the back rows. Photographs of
dancing at Stelly’s Secondary School are also intermixed. Dance is an opportunity for
creativity and movement, for being a part of a group, to be lost in the music, and
sometimes, to be a character: dance requires unity. Choreography requires the dancers to
move as one—difference is often not tolerated. Aviv had danced in the midst of groups of
girls for over a decade. Photographs of performances filled albums; as we flipped through
them, I commented on the photos as Aviv points herself out in the group of dancers.
Dancing in the Midst… (And Then Not)
Body suits of black and white, bright red flowers scattered in a cascade
across the bodice.
Here I am.
A row of lime green tutus, every little girl’s dream, the netting extending
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out at 90-degree angles at the hips; tutus are the epitome of grace.
There I am.
Fancy hats and sequin shirts, hip-hop are Aviv’s favourite.
That’s me.
1950s poodle skirts, crisp white shirts - it’s tap dance.
I am right there.
Floppy hats and elbow length gloves of hip-hop, laughter; Happy is Aviv’s
favourite song.
That’s me.
Tap dance again, white cowboy hats, kerchiefs and faux cowboy boots
created from felt and affixed to the tap shoes and stockings.
Cool!
Here I am, I am right here.
Grade 9 dance recital
[omitted]
Grade 10 dance recital
Me, A. and L.
Me, Macarena.
She’s bringing down the house.
Standing ovation—curtain closed.
Aviv danced in the community before beginning secondary school. She was
honoured in 2018 for 10 years of participation in dance at Karen Clarke Studios.
However, in her first year at Stelly’s Secondary School, she and two of her peers who
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also had disabilities had practiced a routine during the school year for the finale. The
finale was an annual show that highlighted the work of the dance students over the
semester. Tickets were sold to family and friends, who gathered in the theatre to watch
the outcome of their children’s work. Unfortunately, in the last week of school, Aviv’s
dance got pulled from the show. Aviv was not informed why, and neither was her family;
she was told she was only to participate in the performance given by the whole class—
her routine and that of her peers was gone.
I wondered if it was stigma that held back the teacher? I wondered if it was fear of
the reflection of the ability of the student on the teacher that led her to pull their
performance? Aviv’s mom recounted that the teacher was worried because the audience
was paying for this performance: “what if they did not dance or what if they fell apart on
stage?” A photograph of that dance recital was grossly different from the other photos,
depicting a group of dancers bowing at the end of the show. Aviv was in the back: you
could see her face awash in confusion and unhappiness. Aviv’s mother Miki described
the rampant disappointment Aviv had felt, refusing to leave the stage, then refusing to
leave the school. Tears instead of dance.
Miki had met with the school following this incident of exclusion. It was assigned
as an error in judgment made by the teacher; it was a blatantly exclusionary practice as
none of the other students’ individual dances were cancelled that evening. How do those
decisions occur? Perhaps the language of “special educational needs serves to remind the
ordinary or the regular teacher—the teacher of ordinary or regular children—that s/he can
look away from the exceptional child” (Slee, 2011, p. 43). With Miki’s advocacy, the
following year Aviv and her peers did dance their routine, and Aviv led the audience in a
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solo performance of the Macarena. The audience went wild. The joy of dance returned.
Aviv continued to dance throughout her time at Stelly’s Secondary, including her
transition year after Grade 12. The ultimate goal, depicted on her PATH documentation,
was for Aviv to return as a volunteer in the class, a role model, after she had finished her
transition year at the school; however, once she was no longer a student, that dream
disappeared. Permission was sought from the principal to return but was denied. The
institution carries on. Slee (2011) talks about “institutional exclusion as a feature or part
of the grammar of schooling,” describing two “overlapping mechanisms;” “bestowed
understandings; and professional knowledge and interests” (p. 42). Moreover, Slee
(2011) states that it is important to recognize that “just as exclusion is based on sets of
decisions and actions, so too is inclusion” (p. 42). Assignment as a student with special
needs often
heralds a rude awakening for parents that school will be a hostile terrain for them
and their children to navigate. Theirs will most likely be a struggle to assert their
children’s right to access the school, the classroom and the curriculum. The
message will frequently be that their child is worth less than the regular children
whose education is disturbed and threatened by the presence of their disabled
child. (Slee, 2011, pp. 42-43)
If the girls had messed up their dance, would that have been a big deal? I was
doubtful. I was fairly sure other dancers made mistakes during their routines: it was, after
all, a Grade 9, Beginner Dance class. I wondered, too, about the change of heart with
having Aviv volunteer in the dance class… was she not seen as an asset? How do you
break free of stigma?
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100,000 sheets. On my next visit I was chatting with Miki at the table again, and
we were talking about goals that had been set in the past for Aviv. Miki was disappointed
that Aviv had not been challenged more over the years. She related that because Aviv is
so easy going, she’s often overlooked. She can be content to sit and colour quietly for
hours. Miki drew out a pile of recent colouring sheets from her day program and leafed
through them with some exasperation. “Look at these,” she said, imploring me. “Aviv has
probably done nearly 100,000 of these in her life.”
Aviv’s colouring was neat and tidy, and the visually pleasing colour choices were
laid down with controlled strokes. But the volume of papers was incredible. This hit me,
stunning me for a moment as I thought about how many hours of Aviv’s time had been
lost to colouring. It was a skill Aviv was good at, an activity she enjoyed, but I could not
help but wonder how this moved her forward. How did colouring address the
development of her capabilities? I asked, “Do you guys have an ISP with Lifetime
[Aviv’s day program], like a plan of goals?”
Miki related the concern: “Yeah, well we do. They were kind of saying well, you
know, this is not part of the program, this is what people do while they’re waiting for the
program.”
In discussions with Miki, she expressed frustration about Aviv’s high school
education and her subsequent adult programming. At school Aviv often shared an EA
with other students, who often had more significant needs than hers. As such, Aviv would
not receive the individualized attention she needed to advance her learning. At her day
program, there was a significant amount of down time, sometimes up to 1.5 hours, before
the formal programming started. While the program was advertised as beginning at 9:00
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AM, participants straggled in due to transportation challenges, leaving those who arrived
on time with the need to fill in time while waiting. Most often, Aviv would sit quietly and
colour, having very little interaction with others. Miki queried Aviv:
“What do you like at Lifetime?”
“Colouring.”
“You like colouring at Lifetime?”
“Yeah.”
“Okay, well you know you can colour at home, you do colour at home, don’t you?
You usually spend a couple of hours a day colouring anyway, at home.”
Aviv’s preference unfortunately validated the status quo upheld at her day
program. However, “satisfaction is one thing that is important; but it is surely not the
only thing” (Nussbaum, 2006, p. 73). I queried: “What are her goals at Lifetime?”
Miki responded, “communication. Talking. I would prefer that she spent her down
time waiting in conversation with somebody.” Miki addressed Aviv again: “How ’bout
you talk to people? I would like it—you know each other, there’s not that many leaders
or aides or whatever you call them, and you can’t really, it’s a group thing, you know it’s
not a one on one, it would be nice if they would come out and engage in conversation or
try to set up a conversation.” Miki offered another suggestion: “You can play cards.”
“Yeah.”
“You can suggest some things to do with people.”
Since cards and board games seem to be a way of forming relationships amongst
people, I asked Aviv what card games she liked.
“Crazy Eights,” she replied.
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“That’s a good one,” I responded, “most people know that one.” Further
exploration of the planning for Aviv revealed that her plan at Lifetime was out of date.
Miki related that they had had a lot of staff changes, so it had been “really inconsistent…
[her] one on one tutor is excellent, but she’s being pulled into more administrative work.
[We seem to] fall through the cracks, so we do it ourselves.” Miki emitted a bit of a wry
chuckle. “I guess I should follow up on that—it just seems like a waste of time, as
nothing seems to change.”
Aviv’s mom related that she wished more emphasis were put on encouraging her
daughter to communicate with other people. Aviv would sit amongst others, but she
typically would not speak unless asked a direct question or if she needed something.
Silence was common, as the attention of staff working with Aviv in her adult program,
like her EA support in school, was often drawn to those who needed more support to
participate in a group setting due to disruptive behaviour. Miki explained, “Aviv is very
quiet and therefore presumably happy. Because a lot of the people are very vocal and
unhappy, the staff’s attention becomes focused on them.” Aviv was simply left to fill her
time.
I wondered about the functionality. What was the purpose of all the time spent
colouring? Had nobody, except her mother, noticed that so much time had been lost? I
wondered why teachers and staff could not see the lost opportunities? One hundred
thousand sheets: hours of wasted time were now a reality, and Aviv’s parents were faced
with finding a use for her colouring. Perhaps what started as a justice-adaptive preference
when in social groups such as school and her day program—a preference that grew out of
a lack of other options and opportunities—was now becoming an opportunity for
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employment, shaped by her parents’ desire to bring meaning to her work. Nussbaum
(2006) reminds us that “contentment is not the only thing that matters in a human life:
active striving matters too” (p. 76). Aviv was content to colour and engage in crafting,
but her parents were encouraging her to strive. They began using her art to give Aviv the
opportunity to use it for employment.
Aviv was emerging as a crafter—an artisan—creating and selling her works at
farmers’ markets alongside her family’s farm products. Her mom had taken something
Aviv enjoyed and had fostered a business around it: Aviv’s Happy Crafts. Aviv’s
business was selling a variety of crafted items. In addition to hand-coloured cards,
sometimes there were needlepoint pictures. Moreover, there were racks of doorknob
hangers, cards made from taking photographs of her needlepoint, and magnets. In winter,
Aviv made the rounds of the local craft shows with her parents to sell her items. Aviv’s
identity as a crafter, an artisan, was emerging. Aviv was unaware of money or the need to
earn it. For her, art was an interest—a passion. Miki talked about Aviv’s crafts, saying
that each creation was effortful. “They take a lot of time, especially the door hangers
since there’s a lot of stitching around the edges.” The prices of the items covered the cost
of the materials and a bit of profit.
Other projects were undertaken as well. Aviv had completed a custom picture of a
Boler trailer for a customer. Her mom chuckled as she related the story:
This woman ordered the picture at the Peninsula Farmer Market [holding up a
photograph]. She actually ordered it a year ago and we just thought it was really
strange and we didn’t think she’d ever come back. We thought, what would we
ever do with a picture of somebody’s Boler after she puts all this time into it? So

A STORIED LIFE

166

we never did it. You know, they had sent the picture then and said, oh, their
parents live here and they were gonna have them pick it up. And you know, they
hadn’t paid for it or anything. I should’ve just asked them to pay for it; then it
wouldn’t have been a problem. Cause it’s just $25. They came then this year, this
spring, and they said where’s our Boler? Oops, well, we’ll get right on that
[laughing]. Unfortunately they didn’t have it for the Winnipeg thing [a Boler
convention], they had it right after.
Miki showed me a picture of the finished product–it was awesome! I paused and
said: “That’s a lot of work for twenty-five dollars.”
Miki reflected, “Yeah I was thinking for her show that her pieces that size would
be more like one hundred dollars, to just make a giant price jump because they’re going
to be having artistic input. She’s gonna get something for that creativity.”
I replied with conviction: “Absolutely.”
I wondered if there were great artists who didn’t care about earning… maybe it’s
the creative process that artists crave? The shift from artisan to artist was beginning for
Aviv, with Miki’s acknowledgement of the need to consider Aviv’s creativity in the cost
of the items—her work was moving from industry to artistry. Aviv was the epitome of an
emerging folk artist. She had had small commissions: several of her pieces were bought
for a bed and breakfast in Terrace, and Butchart Gardens had begun to carry some of her
work.
Aviv loved to engage in sewing and colouring; her art is the outcome of her daily
industry in her passions. If not for her parents organizing her (directing her energy),
Aviv’s art would have merely remained a stack of 100,000 sheets. Instead, Aviv’s work
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had emerged into something that had irresistible charm. Although Aviv had no formal
training, her art emerged from her heart. One genre of art, that of folk art, is defined by
Michael Bird (1997) as “the product of the individual mind, the artistic outpouring of an
untrained painter, sculptor or other practitioner” (para. 2). Was Aviv becoming a folk
artist?
Aviv herself drew the pictures that became her needlepoint pieces. Her mom
transferred the images onto the mesh and Aviv stitched them. All of Aviv’s images
featured colourful, joyous scenes. Smiling suns, the kind we made as children, stitched in
yellow with flowing orange rays. Flowers, perhaps tulips, their bells pointed upwards
towards the sun, with heart shaped petals: viewed in profile, they emerged from the green
grass in her images. Sometimes white fluffy clouds were featured against a cerulean blue
sky, with the topography of the land behind shaded in pink. Heart shaped butterflies made
an appearance, the symmetry of their bodies reflected in the stitches. Aviv’s stitches were
neat and uniform, they filled the image and they brought a smile to my face. Her artwork
would be recognizable anywhere; like any artist, the colour palate and the images defined
her work. Her images had all been photographed and turned into cards, and as I looked at
them, I mused that I’d like to get a card like this in the mail, this was something that I too
would send to my friends. Her cards elicited my smile—they were heartwarming.
Aviv’s art reminded me of Canadian folk artist Maude Lewis from Nova Scotia.
Maude, who had a physical disability and severe rheumatoid arthritis in her hands, began
her career selling hand painted cards. Her cards depicted everyday scenes. Mayberry Fine
Art (2018) describes the feelings they evoked as “feelings of innocence” and
“exuberance” (para. 1). Aviv’s art, like Maude’s, depicted happiness. Maude’s parents,
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like Aviv’s, supported and fostered her artwork until their deaths in the late 1930s.
Maude, living in extreme poverty and harsh conditions, painted on anything she could
find: old shingles, cardboard, household objects… she was prolific. It took many years
for Maude’s work to be recognized and valued. But she, too, started as an emergent folk
artist, creating her pieces that reflected her views of her life.
Aviv’s needlepoint pictures were small, about the size of an 8.5 x 11” sheet of
paper. Each creation had a border that was stitched around the outside, before she
completed the central image. Aviv’s work began with sewing around the outside edge to
hide the sides of the mesh, and then her needle would move deftly in and out around the
border of the image. The stitches reminded me of lacing cards I had as a kid. I still saw
lacing cards periodically in my visits to schools, as they were a feature of most special
education programs… I’m not sure why. I would often see bright fruit or safety signs,
with coloured laces that students complete with an up and down movement or around and
around the edges. I guess there’s some satisfaction to completing them, some
development of an aspect of bilateral hand skills perhaps; maybe like the completion of a
puzzle, the wholeness of it is satisfying. I wondered if lacing cards are what introduced
Aviv to sewing: had there been hundreds of lacing cards, even thousands, in those early
days, too? I needed to ask how her sewing came to be.
When asked, however, Miki related that Aviv had never been given lacing cards
at school. It was her grandmother from Israel who had taught her how to do needlepoint
when she was visiting one summer. Miki related, with a bit of wryness in her voice, that
it came to be as a result of not being able to talk to each other due to the language barrier
(English to Hebrew) during the month-long holiday. Her grandmother had taught her how
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to sew as a way to fill time, providing her first mesh and yarn, teaching Aviv how to fill
the canvas. Her first needlepoint, created in 2010, was entitled “Life.” It was roughly 6 x
6 inches and it depicted a tree as the central figure. The stitching was not yet refined, the
knots were visible, but you could see the spark of artistry beginning in this simple image.
Figure 2. Life, Aviv’s First Needlepoint

Creating. Aviv chose the colours she preferred. As I watched her work, she
unraveled the strand of yarn, this time yellow, from the ball that was nestled in with the
other bright choices and threaded the large needle. She didn’t start in one corner, but
rather, she chose one part of the image—the sun this time—and began her work,
methodically and neatly moving the needle up and down through the mesh and finishing
off the section by pulling the end of the yarn through some stitches on the back and
cutting it off. Aviv changed the colour on the needle, pulling a long stretch of wool from
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the skein and this time began to sew a flower, adding additional brightness to the almost
vacant mesh. She always completed the images on the canvas before filling in the
background—it is detail-oriented work, and her steady, unhesitating rhythm was
indicative of years of experience.
In addition to the pictures, doorknob hangers were also a product that Aviv
created. They featured the images of her larger pieces: flowers, suns, bees, and houses.
Aviv also made seasonal doorknob hangers featuring Christmas-themed items such as
snowmen and angels. There were also a few animals on the doorknob hangers. They
featured the same stitching patterns as the larger pieces. While Aviv was selling her work
at the local craft fairs that run year-round, the busiest schedules occurred in the summer
and near Christmas. Sometimes there were two fairs per week, with one or both of her
parents supporting her at each fair.
Figure 3. Aviv’s Art, in Progress and Finished

I visited Aviv at an evening farmers’ market in Esquimalt in the summer. The
market was set up in a small park. As I emerged from my vehicle, I could hear the hum of
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generators and smell food cooking. I was hungry, and my stomach growled as the smell
of tacos and burgers reached me from the brightly coloured food trucks servicing the
market. There were a lot of families and small children; this market started right after
work, so families had stopped by on their way home. People were sitting along the
retaining wall facing the trucks, eating, while kids ran around. I saw a sea of awnings as I
scouted around for Aviv’s space. To my left and right there were vegetables and fruit
from local producers; I smelled berries and plums. There were also baked goods, some
knitted products, and honey. There was a vendor selling different types of jerky and one
with spices and other epicure-type goods. The smell of soaps and bath products also
assaulted my nose as I moved counter-clockwise around the loop of merchants.
Figure 4. Aviv at the Esquimalt Farmers’ Market, August 2018

On the corner was Aviv’s stall. Her brightly coloured merchandise stood out. Her
booth was arranged in a U-shape, with racks that held her doorknob hangers and cards.
There was a display with clothes pegs that held her cards, allowing shoppers to take in
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the cacophony of colour and design in one glance. As I arrived, some customers were
there looking at her goods. Her vendor sign said, “Aviv’s Happy Crafts - Special Ability
Artist.” Aviv was seated on the corner in a bright pink lawn chair. I greeted her mom
Miki first, who then drew Aviv’s attention to me. Aviv was dressed in purple with a
headband that sported a bow and a unicorn horn. Her smile lit up as she greeted me.
Aviv’s job at the markets was to keep track of the number of sales of each product. She
did this on a post-it note and she worked to replace sold inventory between the markets.
Aviv’s parents handled the money for her and made change for her clientele. Money
skills were not in Aviv’s repertoire; she was not motivated by money and earning. Aviv
simply loved to produce art… she was an artist.
I browsed Aviv’s kiosk and selected some cards and doorknob hangers. I had a
bright rainbow and sunshine hanger for my sister who was coming from Labrador to
visit, and one with a house and a blue background for my mom. I purchased three cards,
too, that depicted some of her wall hangings. I was not sure who I was going to send
them to, or even if I would: I was often guilty of hanging onto cards and postcards that I
would buy when I liked the images, rather than sending them out. Each of Aviv’s cards
was packaged in a cellophane envelope with a sticker on the back that featured Aviv and
information about her abilities and disabilities, along with a contact number. Her
marketing also featured a heart shaped stamp with her initials in it on the back of the
card.
Aviv’s parents put a tremendous amount of time and effort into supporting her art,
finding outlets and opportunities to use her enjoyment of colouring and sewing to turn it
into employment. This was not done with an emphasis on employment to make money,
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but rather on employment in the sense of exposure as an artist. Recognizing Aviv’s work
as art was to recognize her creativity and originality—to be seen. It was truly an
evolution that was unfolding: taking skills that arose to fill time—an industry—and
transforming them into artistry.
From November 30 to December 3, 2018, an art show was held for people with
disabilities, organized by the Victoria Disability Resource Centre. Aviv’s work had been
accepted. The show was at a small gallery on Fort Street called Flux Media Gallery. It
was their sixth annual event. There were 18 artists displaying their work over the three
days. Aviv and her mom were there when I arrived at mid-day. It was quiet in the gallery,
with only one other art patron there to see the works of the various artists. As I glanced
around the long narrow room, I noticed there was a wide variety of art: from sculpture to
audiovisual performance, to paintings and Aviv’s needlework. Some of the art was
tactile, welcoming guests to touch it so that it could be experienced in the way the artist,
who was visually impaired, intended.
All of the art was featured against the white walls of the gallery. The hardwood
floors squeaked a bit underfoot. There were two large windows at the front of the gallery,
letting in lots of natural light to the setting. It was an old building that reflected the
architecture of the era; the gallery was on the ground floor of the compact, two-story
building. This location had seen some change over the previous few years, morphing
from a corner grocery/market to become a restaurant that featured jazz music in the
evenings. The eateries on Fort Street seemed to come and go frequently, with the main
tenants settling in for the long term as a collection of antique, coin, and stamp dealers, art
galleries, and a smattering of specialty retailers such as a flag shop.
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The gallery extended back to show a length that seemed about three times that of
its width. Aviv was displaying two pieces: her first piece, a self-portrait, which was not
for sale, and a second piece, characteristic of her contemporary work, that was. I asked
Aviv to pose in front of her pieces so I could take a photo, and she willingly hopped up to
show off her work. The contemporary piece was especially bright as it included a
rainbow background.
Figure 5. Aviv at Her Art Show, November 2018

I was given two red stickers by a docent at the gallery who told me that I could
use them to vote for my favourite artist, but only one red dot per artist please. I
considered cheating, since Aviv’s art was my favourite, but alas, I did comply when I cast
my votes. It seemed that I was not the only one who liked her work, however; there were
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a lot of red dots supporting Aviv’s submission to the show!
After the art show, Aviv attempted to transition towards becoming a mainstream
folk artist. She had submitted a piece to an art show at the Coast Collective Gallery & Art
Centre and been accepted. I was out of town, but I had been keeping in touch with Miki
via email. Gallery showings required that the artist be present for part of the time to
engage with the public. Aviv nervously attended her two-hour spot. She worked on her
needlepoint and talked a bit to strangers and to other artists. Several friends and workers
attended, and she received flowers. At first glance, Aviv’s initial, tentative steps forward
towards mainstream art in Victoria appeared to be a success.
The Coast Collective had an artisan gift shop, where striving artists can purchase
a membership to sell the outcomes of their passion. Aviv’s mom relayed that “Aviv
applied to buy a membership so she could sell her cards and door hangers there but was
rejected because the adjudicators thought her work ‘too simplistic’ and did not like the
plastic canvas [that Aviv used as the framework for her art].” This was from a collective
of artists supporting each other in their creativity. Miki said the other members were
surprised. Nonetheless, not to be held back, Aviv “sold $40 [worth of products] on the sly
from [their] car instead!” Apparently, the adjudicators were tepid; they didn’t mind if she
entered shows, but she could not sell her work.
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Figure 6. Miki and Aviv at Coast Collective Art Show, March 2019

Instead of being downhearted by this rejection, though, Aviv joined the Victoria
Arts Council and became listed on its website and its online gallery so that the
community could access her website to purchase her products. She booked two more
showings, one at the ArtSea Gallery in Tulista Park in Sidney, BC in March, and the
other in April at the Victoria Arts Council LOOK show. With more exposure as an artist,
could she bridge to acceptance in the Victoria art community? Being able to show her
work, but not sell it outside of the markets she attended with her family, was keeping her
standing on the outside of the community. Miki related, though, that Aviv wasn’t
daunted… she went on to recast herself as an Outsider Artist: “this ‘mainstream art
culture’ rejection fits nicely with her identification with Outsider Art.”
Outsider art. The term “outsider art” grew out of “art brut,” or “raw art,” a term
that was first coined in 1922 with the publication of Bildernerei der Geisteskranken
(“Artistry of the Mentally Ill”), a collection of works by psychiatric patients compiled by
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Dr. Hans Prinzhorn (Raw Vision Magazine, 2019, para. 3). This collection inspired
contemporary surrealist painter Jean Dubuffet and others to form the Compagnie de l’Art
Brut in 1948 to begin to collect “raw art.” They “strove to seek out and collect works of
extreme individuality and inventiveness by creators who were not only untrained artists
but often had little concept of an art gallery or even any other forms of art other than their
own” (Raw Vision Magazine, 2019, para. 4). To meet the definition of this genre, the
pieces are characterized as art that is “‘uncooked’ or ‘unadulterated’ by culture… it is
creation in its most direct and uninhibited form. Not only were the works unique and
original but their creators were seen to exist outside established culture and society”
(Raw Vision Magazine, 2019, para. 6).
According to Raw Vision Magazine (2019), arising with the evolution of raw art
and the delineation of its terms and influences, “outsider art” was coined as a term in
1972, when it was introduced as the title of Roger Cardinal’s book. Outsider art “now
refer[s] to any artist who is untrained or with disabilities or suffering social exclusion,
whatever the nature of their work” (Raw Vision Magazine, 2019, para. 7). Although the
style of their art is often comparable to raw art, outsider artists have greater contact with
society. In North America, outsider art falls into the category of folk art, a popular term
used to “avoid the stigmas that some feel are attached to the Outsider Art definition”
(Raw Vision Magazine, 2019, para. 11). I wondered about the shading of the terms: are
you a folk artist when your work is accepted by mainstream art culture and an outsider
artist when it is not? Is it an identity created by a storyline of celebration or a storyline of
rejection? Is Aviv in the borderlands as an outsider artist or is she struggling to define
herself in a career path within the arts like many other young musicians, artists, actors
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and dancers in our city? At age 22, she is potentially one of a plethora of “starving
artists” in our community. I needed to ask about the identity she was creating.
Selling pieces. Aviv’s work was selling! Three pieces sold at the ArtSea Gallery
in Sidney during her showing there in March. Then the LOOK Art Show sponsored by
the Victoria Arts Council wrapped up at the end of April. Aviv’s work was well accepted
in that setting too. Her mom related that Aviv was moving away from colouring due to
the pain and weakness in her right arm, which was affected by cerebral palsy. Rather, she
was focusing on her needlepoint instead and was drawing new images in a sketchpad.
Aviv shared her drawings as we sat at the dining room table in late May. There were
some new images of horses that had not yet appeared in her needlework, and a vase with
flowers that had a new petal shape to them. Her creative imagery continued to expand
and evolve. There were a bunch of needlepoints framed in the living room ready for
various shows and I browsed them to see the new works. She had produced one depicting
cedar trees of alternating shades of green that reminded me of Canadian artist Emily
Carr’s work. These trees stood in contrast to her first needlework of a tree, which had
been similar in design to what children draw: a rounded ball of greenery atop a trunk of
brown. Her new images, though, coruscated with the colours of the West Coast
rainforest.
Rights of publication for three pieces of Aviv’s art had also been purchased by
BC Transit Corporation for $500 each, a tidy sum that any struggling new artist would be
excited to receive. Money was still not a motivation to Aviv—she remained inspired by
the joy of creating and the joy of having her work accepted. Her first piece, an image of
her needlepoint “Rainbow Sun,” was installed in bus shelters beginning in June 2019.
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This project would provide tremendous exposure for Aviv as a folk artist.
Figure 7. Aviv’s First Bus Shelter Art Display

Aviv had also applied to the Salt Spring National Art Prize Show, which accepted
fifty pieces each year from artists across Canada. The decision regarding her acceptance
to this show will occur in July, 2019. This is a prestigious event. Regardless of whether
or not she is accepted to this show, with the help of her mom, Aviv is planning to
participate in more shows in the fall and new year. I thought it is a falsehood to believe
that you will never become a successful artist if you are not making money at it in your
20s. There are many artists whose work is not recognized until later in their lives, and
some who do not begin a career until quite late in life. Aviv was evolving as a folk artist;
her creative pursuit was just beginning, but did she consider herself to be within the art
world, or outside of it - where did her identity lay that she was constructing for herself?
Insider or outsider? At the end of May I met with Aviv and Miki to get caught
up; it had been a few months since we had met in person. It was early on in our
conversation, and Miki was referring to Aviv as a folk artist. An article about Aviv had
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been published recently on the website Works of the HeArt, and it was also using this
term. Folk artist: it seemed that this was the description that had been chosen as one of
Aviv’s identities—Aviv as an insider—she was away from the borderlands. I thought the
joy sparked by her art warded the borderlands off, keeping her safely inside the
community. I believed, too, that her parents stood guard, pushing back the darkness that
might try to creep in. The process of being a folk artist is derived from the “folk art’s
intention and must give credit to the creative expression of artists who draw on a
community of general knowledge about their own past and present in order to produce
works of the imagination” (Woolaver, 1996, p. xii). Aviv’s works were works of the
heart, reflecting her gentle, loving nature and her desire for good—an underlying theme
in all of her creative work.
There was a notable change in Aviv during this visit: no longer was she quietly
present during conversations, nodding and smiling. Instead, she was actively interjecting
and sharing her thoughts during the conversation. Ten months previously, when I had
first met Aviv, she was extremely introverted. Her eye contact was fleeting, she would
often gesture to her mom to speak for her, or simply smile and affirm the questions I
posed. Miki acknowledged the change, although she reflected that because they see her
every day, it may not have seemed as dramatic to her as it did to me. It was quite
stunning, actually, and I commented that she was “more chatty” than during my previous
interactions with her. Miki revealed that she had been enjoying talking to people about
her art, and seeing that “it’s okay to communicate with people.” This was having a
collateral effect, and Miki explained that she was really starting to “demand things for
herself such as being able to sing and perform at her theatre group at Lifetime.” In the
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past, Miki said she had been passive in this setting, but now she was singing and
performing at each session. “Aren’t you Aviv?”
Her daughter responded “Yes,” and motioned some dance moves with her hands.
Her identity as a folk artist seemed to be bolstering her confidence and her
communication both: the long-awaited goal of increased communication was emerging.
The incipience of her voice was emerging with the acceptance of her art. Aviv had begun
to augment her rich visual stories of love and beauty, depicted in her needlework, with
her own words. She was claiming an identity as a folk artist, inspired by love. She was
sharing her story with her community.
A Narrative Account of Sam
Prologue to Sam’s Narrative Account. It was early October and I was flying into
Terrace to meet Sam and his mother, to sign consents for participation in my research.
Sam was 14 years old. He lived with his parents, Angela and Nathan. He was an only
child. His mom, Angela, had responded to my advertisement for participants, stating that
her son was very passionate about inclusion. He was my youngest research participant
and I was planning to spend a few hours with them to get to know Sam a bit, entering into
the midst of his teenage life. As he was a teenager living in a small town, I was a bit
worried about my ability to relate to him; at least we were both committed to supporting
work towards inclusion.
My flight arrived on time at the airport for my first visit. I was always a bit
anxious that my flight would be late and the family would be waiting after they’ve
graciously offered to pick me up. Sam was there with his mom. I recognized them from a
picture on Facebook. Sam had a bag of popcorn and he was wearing a bright T-shirt with
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characters on it that I didn’t recognize from common video games. We exchanged our
greetings, a quick reference to my travel: was the flight in okay? I thanked them for
coming to get me. Sam exuded energy, almost pulsing—he travels through space
unconcerned about what others may think. It was refreshing—almost dazzling—to see
that kind of freedom. I marveled.
Terrace is a remote town situated along the Skeena River in northwest British
Columbia, a hub positioned at the intersection of Highways 16 and 37. Terrace has a long
history with the railway, like many other rural industrial communities in BC whose
industry is related to the land. Logging had been the mainstay of the community for
decades, as the region produced cedar poles used for telephone and electrical poles. Now,
since most of the wood mills have closed, many residents of Terrace commuted to nearby
Kitimat, BC, to work at Alcan.
We headed away from the airport and Angela offered to take me on a driving tour
of the town. We headed towards the intersection of the highways, which is marked by a
four-way stop. I remarked that it was odd that such a major intersection didn’t have a
light, but it quickly became obvious as to why not: the traffic was pretty thin. Angela
chuckled and assured me that there were a couple stoplights in Terrace. I could see an old
bridge ahead, painted black. Its metal spans had seen decades of travel. Then, as
promised, soon enough we were stopped at a red light, waiting to cross the one-way
bridge.
Old Skeena Bridge spanned the river. I looked down when it was our turn to
cross, seeing vast expanses of round rock gravel that had been shaped by the moving
river as the water snaked through the deepest parts of the river bed. I could see cuts
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higher up the bank that attested to the strength and majesty of the river, but now, in early
October, the water level was low. After crossing the bridge, we headed down the main
street; it was comprised of low buildings: housing, stores, coffee shops, and a variety of
services. There were multiple small hotels and fast food chains along the strip. There was
nothing remarkable about the town core; instead it had the air of functionality. Sitka
spruce, cedar and hemlock trees, characteristic of the region, flourished in the wet, submaritime climate of the area; Terrace was encircled by green hills rising in the distance.
Sam’s family lived on the opposite side of town from the airport. It wasn’t very far, but
far enough that I certainly appreciated their effort to come and get me.
Sam was in the backseat, and I turned my attention to him. In addition to the
bright T-shirt, he was wearing a pair of track pants. Sam’s hair was cut so it was longer
on top and shorter on the sides, so it flipped around with his exaggerated movements. He
was slight and gangly, like most youth in their early teens. In the car, Sam’s first question
to me was about video games, followed up by questions about D&D and Magic the
Gathering… did I play? Did I know about these things? I felt like I was failing this test
right out of the gate—I didn’t know much about video games. I mentioned that my son
played Zelda… I knew about Link from the game… I knew that D&D was a role playing
game that I had seen on The Big Bang Theory television show and I knew that Magic the
Gathering involved cards… my knowledge was sparse and weak. Sam told me I needed
to learn about these things, and he prompted me to “look it up.” I thought that I might be
looking up many things over the months ahead!
Created in 1974, Dungeons and Dragons (D&D) is the granddaddy of role-playing
games (RPGs) that continues to experience significant popularity across generations. On
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the surface, D&D may appear to be a game of simple make-believe; however, the
emotions, camaraderie, and accomplishments experienced in the game are very real to the
players, thereby suggesting that real-world needs are met through communication in
socially constructed RPG scenarios (Adams, 2013). What leads some people to these
games? DeRenard and Kline’s (1990) research suggests that D&D players report greater
feelings of alienation than non-players; therefore; RPGs provide an opportunity to engage
that may be missing in some aspects of the player’s life outside of the game. “We
stereotypically associate socially awkward ‘geeks’ with fantasy games like the pen and
paper Dungeons & Dragons and the popular card game Magic” (Stern, 2002, p. 259).
Indeed, Sam experienced social challenges which had led him to be homeschooled;
moreover, he had dubbed himself the “arch-nerd” for his love of RPGs. For individuals
who may have experienced bullying and rejection, RPGs like Dungeons & Dragons offer
the opportunity to practice and gather confidence from taking on indomitable roles.
I wondered if Sam identified as a Boros Legionnaire in D&D because of the
strong moral stance of these constructed characters—it’s a chance to right the wrongs of
society, to feel empowered. Thematic analysis of RPG participants’ communication in
long running games suggests that the “role-play fulfills a need to participate in moral
involvement” (Adams, 2013, p. 81). D&D may have been providing Sam with the
opportunity to work through many complex real-world problems, to vanquish injustices
that are difficult to defeat in real life. As we chatted, Sam’s conversation frequently
turned to references of games: “it’s just like [insert reference to fantasy game]…” and off
he would go. I was often lost in his references. But what was apparent was that this game
was important to Sam—it was part of him, reflecting and emboldening his passion for
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justice.
In the Dungeons & Dragons’ world of Ravnica, the choices between protagonist
or antagonist roles abound. For those who want to be on the good side, the military
faction known as the Boros Legion have a mission to root out injustice; they are
characters of action. Moreover, this devout fighting team is defined as being interested in
the “spirit of the law” rather than the letter of the law, as they will break the law to ensure
that the highest good, that of justice, is done (Levitch, 2019). The Boros Legion will
defend those people who cannot defend themselves, ensuring that those who are
exploited or who experience violence are avenged and protected.
Games were important to Sam—they were a bridge to community and friendship
through a shared interest with others, a topic that Sam co-presented in May 2019 with
another self advocate at the Inclusion BC conference. This was important to Sam; he
strongly believed that people should come together through their interests.
The ability to unite people and engage learners through the use of games has been
documented as a way to fulfill genuine human needs (Adams, 2013). I didn’t begin to get
a full picture of the importance of the games, though, until my second visit when Sam
and I began to chat about how we could tell his story. The flexibility of narrative inquiry
allowed us to use fictionalization, a story telling technique in which a third-person
character is chosen to represent a research participant. Caine et al. (2017) explore the use
of fictionalization in narrative inquiry, determining that fictionalization had three
purposes: “(a) protection of the identities of participants, (b) creation of distance between
ourselves and our experiences, and (c) a way to engage in imagination that enriches
inquiry spaces and research understandings” (p. 215). Sam’s love of the game and his use
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of references to it in his communication made the use of fictionalization appropriate to
tell Sam’s story.
We were sitting in a coffee shop discussing this idea. As we negotiated how he
would like me to represent him and what aspects of his story he would like told, he said:
“I think the real me… but also a Boros Firefist. I imagine myself as a Firefist—a classic
warrior with magic of fire and light. Butt-kicking in general.”
I paused at this description, and queried: “Do you see yourself as butt-kicking?”
Sam was quick to reply: “Sorta… battling against segregation, against people who
violate human rights. The Boros are the bringers of justice.”
Presto! Sam became Zedric, a Boros Legionnaire. Like two sides of the coin, Sam
takes on segregation in his community; while Zedric fights a parallel battle in Ravnica.
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Figure 8. Sam/Zedric, a Boros Legionnaire (original drawing by Sean Brookes, 2019)

Sam and Zedric
“He’s just like any other 14 year old boy, except that he’s fiercely concerned with
inclusive opportunities” (Angela Bond, Sam’s mother).
Contrariety
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segregation and INCLUSION
PROTECTOR and prey
Counteraction

black and WHITE. Consistent with descriptions of Boros Legionnaires, there
were no shades of grey in conversation with Sam. Life was clear-cut—it was black and
white. “If you do not actively oppose segregation, then you are for segregation.” At the
moment of making this proclamation he was a bit heated, raising his voice towards me as
we talked about various scenarios. I offered up the Paralympics as an example of
segregation, but Sam believed that was okay because it was based on medical differences.
Next, I suggested the Special Olympics, and he immediately started shaking his head no.
“I oppose the Special Olympics… that’s not based on a medical issue, that’s based on
ability.”
We chatted back and forth, with me playing the role of devil’s advocate to get a
better idea of Sam’s beliefs. “There’s no rule that an athlete with a cognitive disability
couldn’t compete outside of Special Olympics if they were able,” I said.
But Sam was shaking his head before I finished: “Special Olympics is
segregation.” This conversation was closed. I shifted tactics and mentioned that in many
places around the world, children with disabilities do not get to go to school at all. Sam
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suggested we should boycott those countries. “The UN Charter states that they have
rights.” In my head I was trying to recall which countries were signatories on that
document, how many if any had signed and still done nothing.
Sam’s mom was a little uncomfortable with his hard line, though. She was sitting
to my right at the table, listening in and cringing a bit. Finally she said: “I just want to say
that the opinions expressed by Sam may not be reflections of the whole family.” Noted. I
chuckled to myself.
Then I went back into devil’s advocate mode, suggesting that perhaps meeting
people “where they are at,” and helping them move forward, might be a way to help bring
about change. This was met by Sam with a solid refusal to consider a more moderate
approach. I wondered to myself if this was just naïveté; the world of a 14-year-old is not
broad. However, upon reflection, I wondered if I was characterizing Sam in this way as a
means of justifying my discomfort in taking such a vehement stance? Could such a stance
work? I tried to recall successful hardline protests and their outcomes: the right for
women to vote, LGBTQ rights, Indigenous peoples reconciliation… there were
individuals in the borderlands who were still inching their way forward on various fronts.
I thought we need individuals to hold to the ideals; perhaps even I needed a more
vehement stance in the work that I do. Maybe I should be a crusader, too.
Then I recalled a quote by Henry David Thoreau (1854), who said, “Thaw with
her gentle persuasion is more powerful than Thor with his hammer” (p. 231). Maybe
there was space for both. Maybe Sam was Thor and I was a thaw—both could bring
about change. We were at the kitchen table where we’d been playing D&D earlier, and
the scoring paper caught Sam’s eye. He became distracted and we shifted from now to
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fantasy: “Look, I used these pies to keep track instead of numbers, that’s more common
in Magic”… he was back to thinking about the game. Now with Sam as Zedic, his
parallel account begins below.
Comprised of regions of both splendor and squalor, Ravnica’s guilds have created
and maintained the city over millennia. There are ten guilds, operating across all of
Ravnica, each with its own functions, rules, leaders and cultures. The vast metropolis of
Ravnica is now so large that it has become an ecumenopolis [a planet-wide city] that is
teaming with a variety of life forms, many of which form part of the guilds. The original
city of Ravnica is made up of ten districts. Within the current timeline of the game, the
10th district maintains its position as the city centre and is the location of all of the guilds’
headquarters. The tenth district is divided into six precincts that are bisected by two main
thoroughfares: Tin Street and Transguild Promenade. Although the Boros Legion is
responsible for justice across all of Ravnica, Precinct 2 is home. Within each district exist
informal configurations that include quarters and neighborhoods. There are many
comforts within Ravnica, including nicer neighbourhoods that “enjoy central heating and
plumbing… elevators, and spacious apartments” (Wizards RPG Team, 2018, p. 9).
Parallel to our own Western world, basic social safety nets are in place. No one goes
hungry in Ravnica because the “Golgari Swarm provides a bare minimum of sustenance
to anyone who can’t afford better food… even a character who can’t afford more than a
wretched lifestyle doesn’t need to go hungry” (Wizards RPG Team, 2018, p. 9). Ravnica
is a world with well-established systems that are crafted, codified, and enforced by the
Azorius Senate. While some would say the Senate’s laws are oppressive, their rule has
helped maintain peace for tens of thousands of years.
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The Boros Legion is one of the ten guilds of Ravnica that form the foundation of
power in this world. War, politics, betrayals, and intrigue colour the stories of the guilds
of Ravnica, spanning over the ten millennia of their existence. Once bound by a magical
pact, this accord has now been broken. Despite the lack of a pact, each guild has
maintained its distinct position within Ravnica, and a precarious peace continues to
prevail, a peace that is often fought for and maintained by the Boros Legion.
Clad in shining armor and fueled by righteous zeal, the soldiers of the Boros
Legion take up steel against the corruption and lawlessness that gnaw at the soul
of Ravnica. Combining the force of law with the military strength to back it up,
the Boros work to forge Ravnica into a just society, a safe and healthy community
for all. (Wizards RPG Team, 2018, p. 38)
The Boros Legion recruits volunteers dedicated to upholding justice. Zedric, our
Boros Legionnaire subject, draws his strength from his ideals. Within the Boros Legion
he has abundant opportunities to make friends among his peers. He is part of the guild of
Ravnica, led by Archangel Aurelia. He has pledged to help those who cannot help
themselves: his work, like that of his comrades, “is devoted to the service of angels and
consecrated to the work of establishing justice and peace on the streets of Ravnica”
(Wizards RPG Team, 2018, p. 40). Together with his companions in the Boros Legion,
Sam/Zedric has established a formidable defense.
-The dice rollDIVERSITY and conformity. “Humans are highly influenced by their social
environment and frequently conform to the judgements, opinions, beliefs, and actions
of others” (Lazzaro, Weidinger, Cooper, Baron-Cohen, Moutsiana, & Sharot, 2019, p.
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1304). There are two types of conformity: private and public (Edelson, Sharot, Dolan, &
Dudai, 2011). Individuals may select to overtly conform “purely for social gain and
approval (i.e. to avoid rejection, ridicule or punishment), but privately maintain their
original beliefs” (Smith, Seger, & Mackie, 2007, p. 431). Contrastingly, other
individuals may “internalize the opinion of the crowd resulting in a long-lasting,
persistent change to beliefs, preferences, and memories” (Lazzaro et al., 2019, p. 1305).
Meeting Sam when I did, it was hard to believe that this self-confident, outgoing young
man was almost defeated by society’s drive for conformity. He confessed: “things were
bad before, but they’re good now.”
Sam had been punished for his differences, for example, for his lack of success in
a traditional school setting. Describing this time of his life, he expressively stated, “they
didn’t get me, they didn’t get me at all,” while shaking his head and breaking eye contact
with me as he uttered these words. When asked to share more, Sam was unable to
articulate what happened. He was young at the time; he described what remained as more
of a “yucky feeling.” I suspected that if he didn’t directly recall the story that he may
have known it second hand from his mother’s viewpoint. I chose not to intrude into this
silence. “Things are better now,” Sam assured me. Despite his adumbration of this time
period, there was little doubt that it was pivotal for Sam, an indelible moment of
rejection, an unspoken deep wound, perhaps setting him on his path as a change maker,
an advocate for inclusion and acceptance.
Influenced by his mother’s advocacy, Sam had developed an insouciant manner
regarding his public perception. He will bow grandly, make unexpected public
announcements in a quiet setting, and dance on the street. He was comfortable in his 14-
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year-old skin, more so than most early teens I’ve met in my lifetime. I wondered if this
was a trait of his ASD. Was this a social skills deficit? The fact that I was looking for an
excuse for a lack of conformity was somewhat ironic… would it have been better if it
was an ASD characteristic, easier to accept? Would it have eased my discomfort to place
the onus for change back onto Sam? Research however, indicates that this is untrue, that
the “tendency for social conformity is no different in autistic individuals” (Lazarro, 2019,
p. 1312) than it is for those without a diagnosis. I had spent my whole life trying to blend
in. Social contract theory, upon which our societies are built, requires that we all conform
to the rules and it excludes those who do not: we are socialized with our deep-rooted
Western values, neoliberalism, and the behavioural ecology of conformity. I took a deep
breath, remembering that “the opposite of courage in our society is not cowardice, it’s
conformity” (Rollo May, 1975, p. 42). Maybe I needed more courage.
Sam was proud to be himself. When asked about fitting in, Sam was quick to say,
“if people don’t like me they can suck it up, they don’t have to hang out with me if they
don’t like me.” I remarked that this was not the common view of most teenagers, and
Sam was surprised, genuinely surprised. “Well they’re wrong, if somebody doesn’t like
someone, they don’t have to hang out.” I asked if he believed there is a space for
everybody. “Absolutely, that’s why there are multiple guilds and if none of the guilds fit,
you don’t have to join any of them.” I probed a little deeper to see if there was any worry
about not finding a group or place. There wasn’t. I marveled again—there was no
pressure to conform; it was enough to be yourself.
Conversation with Sam reflected his individuality: he slipped in and out of
fantasy, the conversation whirling, sometimes at a frenzied pace that forced the listener to
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dig for meaning. Sam wasn’t kidding when he told me when we first met to “look it up.”
He utilized a large number of somewhat obscure references… his mind seemed to cast
out for links during conversation, yielding some that were disparate—and caused me to
wonder about the complexity of the conversation we were engaging in—and others that
seemed profound coming from such a young person.
I took a moment to be self-effacing, trying not to judge or dismiss. As
conversation broke down, repairs were required to link Sam’s references to the current
topic. It wasn’t echolalia, or even mitigated echolalia, that Sam displayed in his
conversations; it was more that words would cue thoughts, a kind of free-form word
association game that he was engaging in throughout the conversation. I remembered, for
example, Sam asking me to recall the name of a character in Zelda. I was unsure of the
name and resorted to description. I recalled that he was a bad guy and he was wearing
purple. Sam mused for a second or two, and then this description took him off into
another direction, relating the colour purple to many evil characters. The conversation
spun to other examples, finally landing on the idea that it would be great if it was that
obvious in real life, if the colour of one’s clothes depicted their intent. As we read and
negotiated this narrative together, Sam wanted me to be clear that not all evil characters
wore purple, but it was a relative insight and reflective conclusion. In that moment of
conversation, many of his references were unfamiliar to me. I had to conjure an iconic
image from my childhood, that of the evil step-mother in Sleeping Beauty as she gazes
into the mirror while wearing her black and purple gown and veil, her wicked eyes
demanding affirmation: “Mirror, mirror on the wall…” Zedric’s story continued.
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Not every citizen of Ravnica belongs to a guild; in fact, the vast majority of
individuals are guildless. In D&D, the guildless are the “nonplayer characters… that can
represent any of the ordinary citizens of Ravnica, whether they are connected to guilds or
not. Commoners go about their daily business, bandits prey on the weak” (Wizards RPG
Team, 2018, p. 187).
The headquarters of the Simic Combine are located in Precinct 5 of the 10th
district. The Simic are a group of “biomancers” who “apply magic to the life sciences”
(Wizards RPG Team, 2018, p. 7); they want to make the world a better place through
research. They are positivists - science rules all. While the stated goal of the Simic
Combine is to create a harmonious future, where all creatures are perfectly adapted to the
environment, this means that the Simic Combine views life objectively, opening them up
to evil influences—they are now working to eradicate diversity under the banner of
science. The Combine is ultimately and unknowingly being manipulated by the Azorius
Senate’s mandate to maximize profit, but for now, the Simic Combine is following the
new orders of the Orzhov Syndicate to adapt citizens for work. The Azorius Senate wants
to ensure that all citizens contribute to the economy of Ravnica, and to change or
eliminate those who do not. Knowing that this will raise the ire of the Boros Legion, the
Senate has cunningly manipulated the Orzhoz Syndicate into restructuring their
hierarchy, placing a value of zero on the lives of those who cannot contribute equally—
without status, they are to be eliminated. The Senate is pleased with its arrangements—
adaptation through the Simic, it’s brilliant—plus there’s the back-up plan for those who
cannot be changed: a quiet elimination. It’s a high roll of d20 for the Azorious Senate.
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Unseen and SEEN. Sam was seen: there’s a larger than life, animated presence
about him. When he’s out in the community, he’s on—he engages with everyone. Some
see him, acknowledging and responding to his overtures for interaction, while others see
him, but do not engage. We were at the coffee shop on a Wednesday morning, just the
two of us, but not really—Sam had chatted with most people as they came into the shop.
He knew the owner, who was also a Magic the Gathering and D&D fan. Rebuffs from
others did not deter Sam’s mission to change the world by accepting and interacting with
everyone. It was interesting to observe his interactions. His upbeat greetings and
enthusiasm made him difficult to repudiate; there were moments of discomfort for some
and moments of genuine interest from others. Sam does not read social cues, his mere
exuberance for interaction propels him forward.
I was interested in how Sam saw himself. During my first visit, he was excited
and animated. He was an advocate for inclusion and the rights of individuals to go
without labels, except ones they give themselves. On the second coffee shop visit, Sam
labelled himself as a “person with ASD, a gamer, and a nerd.” I queried the labels that he
had given himself. Although Sam was adamant that “No one should label anyone else,
[but] you can label yourself,” I wondered about labels of belonging and those of
difference. I asked if a label of difference, such as “ASD”—which is a medical diagnosis
given to indicate difference in communication and social skills—versus “gamer”—a title
given to people who come together to participate in a game—should ever be considered?
“Nerd” is somewhere in the middle—it used to have connotations of difference, but today
being a nerd is a label of belonging. Sam did not see a difference—he was confident that
if you called yourself by the label it was okay, but others may not label you. There was a
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bit of a disconnect, but I chose not to pursue it. He had embraced the label that identified
him as having an impairment, a label given to him, that he had internalized and made his
own. It was clearly part of his identity, it was interesting. He seemed okay that it was
given in the first place—that it set him apart early on—maybe because it offered the
permission to be himself. Maybe he was aware of the diagnosis, but not aware of the
view that others had of him as a result? I had anticipated an outrage that a label had been
given at all.
As I was flying home and reflecting on my first visit, I wondered again about the
label given (the othering), and the label chosen (the belonging). Many individuals with
developmental disabilities absorb the language of disability into their identity and own
that language as part of their advocacy and belonging. In Western culture, advocacy for
the acceptance of diversity drives inclusion forward. Sexual orientation, race, gender,
religion, and disability: protected statuses in our Canadian constitution are protected for a
reason. Do we need labels that create categories of difference? For advocacy purposes
and social justice we absolutely do, as bigotry, misogyny, racism, and even hatred are
alive and well in our society. Ideally, however, for many of those with protected statuses,
it appears easy—just live and let live, Sam’s philosophy at its finest. Does it matter if a
person is a Hindu mechanic or a Catholic mechanic? Does it matter if their skin is dark or
white in their ability to learn? No, these labels are horizontal injustices. They simply
require that we close our eyes to make them disappear: they are created by hatred.
Impairment, however, and the resulting disability, is different: impairment is not
uniform. Each person’s needs are individualized; therefore, making changes that allow
individuals with developmental disabilities to belong to a group requires individualized
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changes. It’s effortful. For example, when examining the low employment rate of people
with disabilities, the “principal barriers to employing workers with disabilities are lack of
awareness of disability and accommodation issues, concern over costs, and fear of legal
liability” (Kaye, Jans, & Jones, 2011, p. 526). There is a long way to go. British
Columbia provincial institutions such as schools can still claim there are insufficient
fiscal and environmental resources as a way to avoid accommodating individuals with
developmental disabilities within the classroom (Kines, 2018). I headed for home
resolved to raise this question again with Sam.
On my second visit I revisited the idea of labels, guiding Sam back to the topic as
we sipped our respective hot beverages, Sam had recently read his diagnostic report for
the first time. He had shifted a bit as a result… maybe it was the discomfort of seeing
himself described in black and white, as the words are cold and plain, and a stark contrast
to the vibrancy of the individual. I recalled my own son’s diagnosis, which had been
given to him in an era back before comprehensive team meetings where groups of
professionals proclaim a given identity of difference. For us, it was quiet, almost a nonevent: on our second office visit to the pediatrician, he scrawled on a piece of letterhead:
“Robert Sparling (DOB) has Infantile Autism. Please provide whatever services are
available to him.” Our lives were wholly altered by the movement of his pen, gliding
effortlessly over the paper, in an action that took less than 20 seconds. A label was
given—lives were changed. On my second visit with Sam, as we chatted over coffee, he
described himself this time as “a gamer, nerd, hero, advocate, and musician.” He
hesitated and stammered, and his eye contact was fleeting as he shifted around on the
leather sofa, finally sinking down low. His body language indicated that he was
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uncomfortable—slouched back on the sofa, head to the side. Almost immediately, there
was an enormous topic change, and we were talking about games again.

Citizen A, known as Immeral, is half man and half elf; the slight upward point of
his ears gives his ancestry away. He makes his way down the promenade. He walks with
a bit of an odd gait and he’s hoping desperately that nobody will notice his limp in the
bedlam of the street. A seemingly incomprehensible number of vehicles tear past on the
street and speed past in the air, moving within a city that encompasses an entire world,
and requires transportation that is fast and reliable. He tries to shrink into the background,
to hide in the shadows; any one of the people in those vehicles could be a threat. It’s not
good to be different, especially lately—Immeral is worried, as some of his friends have
disappeared recently. He pushes that out of his mind for the moment and focuses on the
task at hand: his own survival. He is searching for work; he is amongst the poorest of the
poor on Ravnica. He has been trying desperately to get hired on somewhere, anywhere,
but his pedantic manner of speech and downward cast eyes do not make a good
impression. Fear springs up in his heart. “Will they label me as valueless?” He had hoped
that maybe he could show them his value. But not today. It’s likely he will eat the thick
gruel of rot, a creation of the Golgari Swarm, again tonight. At least he is not hungry, at
least there are the very basics in place. But where will he sleep? The social safety net of
Ravnica, which had paid a small allowance, was eradicated under the Orzhov’s
restructuring. Immeral does not know that it is the Azorius Senate’s mandate to motivate
the population to work. In their minds, work is the most important cause; workers
contribute to society; workers are valued. In the midst of the city centre, Immeral huddles
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to himself a bit more, wishing to be invisible, yet at the same time wishing he could
shine. He’s mumbling quietly to himself: “please, help get me through the day, I can
work hard, I just need a chance… help me belong.” Unbeknownst to Immeral, a Boros
angel posing as a guildless citizen has heard his quiet imploration.

POWER and weakness. Sam and I had lunch at an Indian food restaurant. I had
just arrived back into town and it was lunch time, so we negotiated where we should go
to chat. It was a grey, overcast day and the clouds were threatening rain. Sam requested
butter chicken; he had a favourite restaurant, called the Hot House. Angela drove us over
and we discussed the plan for the next two days when I would be visiting. Sam was
hoping we would have time to play D&D and wanted to know which guild I identified
with. I had not given it that much thought, as I’ve been immersed in how he viewed
himself for this narrative, as well as learning about Ravnica. He told me that I had to pick
a guild, and I promised to spend some time that night doing so. We were seated in a
booth by a young, friendly waitress. We ordered our lunches and while we waited, I
opened my laptop. I had a few questions and topics that I wanted to chat with Sam about.
Because his character in D&D was a protagonist, someone with the power to right a
wrong, I asked Sam about his own life. Was there a situation in which he felt that he’d
had power?
“Disability Pride.” It was out of his mouth on the heels of the conclusion of my
question—there was no latency in his response, no pondering. The speed of the response,
together with the sureness behind the utterance, indicated that this was a powerful
experience for him. I asked for more information and Sam responded, “Enthusiastically
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participating in Disability Pride!” I was still not sure what that term Disability Pride
entailed, so I probed further to find out more about the event. Disability Pride was a
parade organized by Inclusion BC that had occurred at its conference held in Vancouver
in 2017. Sam’s mom related that he had been 12 at the time, and it was the first time he
had been with a whole group of people who were celebrating their differences. I asked
Sam what “enthusiastic participation” looked like. Sam replied, “Waving my sign and
being me.” It was an empowering experience for him. I wondered if this event was a
counteraction against his early school experiences, when the weakness of an individual
who was different was transformed through the power of a group: the power of belonging
and identity. Regardless, ever since then Sam had made it his mission to ensure that
everyone feels like they belong—he had become an ambassador of inclusion and
acceptance, the kind of person he wanted everyone to be. He was taking a stand against
exclusion by modeling a life that acknowledged everyone—it was a sight to behold.
Power and weakness, protagonist and antagonist… that these are sometimes foes
is obvious, but often the forces that opposed our hero were subtle and multifaceted. They
were systems and institutions. For Sam, one of the current antagonistic threats posed as
low expectations, it posed as the status quo of systems, it was insidious… lurking,
waiting for our protagonist to give up or acquiesce. We were chatting about school. It
was almost the end of the school year and Sam would be attending a different distributed
learning school the following year. He was approaching high school, so grades and
demonstrated completion of work that met the core competencies were required to pass.
Up until high school, students were moved through the grades with their same-aged peers
regardless of their performance. Many parents of students with disabilities experience
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schools as an antagonist that they must fight to defend the rights of their children. Angela
was no different. She was very disappointed and frustrated as she related their
experience.
Excluded from the regular school system early on in his schooling, Sam’s current
distributed learning program was not meeting his needs; it had not been a successful year.
Angela related that in their current home schooling program, there was no teacher other
than herself, but more problematically, there were no expectations from the school. It was
okay, the system was saying, if Sam did not graduate with a Dogwood, we shouldn’t have
this expectation, after all he has a disability. The system collected the funding, the system
continued to move forward, the system fed the system—it was a quiet antagonist. Angela
was angry. She was an advocate for his needs and was not willing to consign him to an
Evergreen certificate without exploring every opportunity to obtain a Dogwood, as it
would open more doors in the future, giving Sam the best chances for multiple and varied
experiences. Systems, however, aim for efficiency, not individualism. Systems aim for
conformity. Sam did not conform, yet his potential to graduate would be better if his
learning needs could be met.

Zedric awakens early in his apartment in Precinct 3 - it’s an ordinary day. He has
a cup of tea and eats his breakfast while he looks at the paper. It’s filled with the usual
political commentary. He spots an advertisement for a Selesnyian ceremony this
afternoon and makes a mental note to get there if he has time. Zedric is a little jaded and
sometimes downright suspicious about the motives of his fellow guilds, except for the
Selesnya Conclave. Maybe it’s all the green space, but they are okay in his books. He
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looks at the other articles. “Who are they kidding?” he mutters to himself. Greed, power,
and profit are the biggest motivators, he looks to see how the media will spin the various
initiatives today. He sees an article about the declining unemployment on Ravnica - the
goal is 0%. Zedric is puzzled… is that even possible? Unemployment has never been that
low, ever. The thought passes quickly from his mind, however. He finishes his morning
routine and heads to the Sun Palace to take care of some guild business. He’s distracted
as he enters the building, until he hears his name; turning, he is met by a Boros angel.
There is a look of urgency. Zedric’s attention focuses on the tale the angel relates about
Immeral. Zedric is concerned, and he has a sudden feeling of foreboding, suspecting that
Immeral is a symptom of a bigger problem. Zedric tries to shake off his presentiment as
he heads out in search of Immeral.
Zedric becomes concerned that he will not be able to find Immeral; what if he’s
too late? He doubles his resolve, as Immeral symbolizes the epitome of the work of Boros
Legion: he is someone who needs help. Finally, Zedric spots him, hunkered in a doorway.
As Zedric approaches, Immeral looks up; there is an immediate look of relief on his face
as he spots the Boros guild pin proudly displayed on Zedric’s chest—he trusts him
immediately. Boros legionnaires are legendary for helping those who seek justice, and if
anyone is in need of justice, it is Immeral. For the first time in weeks he feels hopeful.
Immeral immediately relates the changes to his life, telling Zedric about the drive for
employment, the end of subsidy, and his missing friends. Zedric remembers the article
from the paper, thinking back to the quote that employment was approaching zero
percent. Surely Immeral cannot be one of only a few remaining unemployed citizens?
Where were the others who needed support to be successful? Zedric feels a chill run up
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his spine. Where are Immeral’s missing friends? Zedric needs to talk to Grozdan, his
commander, about the situation, and he needs to do it quickly! Zedric takes Immeral back
to the Sun Palace; he’ll be safe there while Zedric sorts things out.
Grozdan is an imposing figure, he is a Minotaur; his shoulders are at the height of
most men’s heads. He is surrounded by Boros legionnaires who are obviously relating
something important to him. They are gesturing in wild animated movements; it is
obvious that they are outraged about something. As Zedric approaches the group, he
wonders if he can interrupt—the nagging feeling that something bigger is occurring is
now non-relenting. Despite his ominous expectation of bad news, as he approaches
within earshot of the group, he is horrified: they are talking about other individuals with
developmental disabilities. Immeral is not alone, nor is he over-exaggerating! It’s worse
than he had imagined: not only are the Simic Combine receiving individuals from the
Azorius Senate, for workplace bioengineering, the Cult of Rakdos was also involved.
The Rakdos were villains, yet they were one of the guilds. While it would be
simplest to eliminate the Rakdos Cult, its existence was “mandated by the Guildpact, so
exterminating it and its founder would violate the fundamental social order of the world”
(Wizards RPG Team, 2018, p. 150). It was moments like this when Zedric wished that
Grozdan would give the order anyway—come what may. Nothing good ever came from
the Rakdos, and the story being related at the moment was proof that their evil continued.
Zedric now knows where Immeral’s friends are, or at least where they were; he is
enraged and sickened. Some of Immeral’s friends have been sent to the Simic, against
their will, for enhancement. The “recruits,” as the Orzhov call them, arrive daily. They
are changed, specifically designed to fulfill particular jobs on Ravnica—they have been
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biologically modified to fit into their new environment. More ominously, the Azorius
Senate had authorized the donation of unwanted citizens, who were seen to be too
difficult to modify, to the Rakdos Show—a fight to the death, similar to the ancient
gladiator shows that were once held on Earth. Zedric shudders. “There may be a fight,”
he thought, “but we must also spread the news, we must ensure there is a place for these
citizens of Ravnica once we have liberated them. They must be included in our society.”

Segregation and INCLUSION. As Sam and I chatted over lunch, his mom was
largely silent. I raised the idea of segregation versus inclusion, a theme that was key to
Sam. He stirred his chai tea, adjusting the sugar level, and said, “Segregation is the root
of all genocide.” I paused for a moment to consider this statement; although it was
delivered as an unequivocal fact, I considered the possibility that it may be a strongly
worded opinion, as Sam’s convictions shaped his morality.
Seconds ticked by. I was not taking the role of devil’s advocate today; today, I
was conscience of not engaging in the possible etiolation of Sam’s beliefs. I pondered
instead, facing inward to evaluate the strengths of his statement. While the thoughts raced
through my brain, Sam offered emphatically, “It really is! Just look at World War II, look
at the institutions and residential schools—it’s actually the root of evil.” We discussed
these examples as larger-scale government initiatives and I wondered aloud to Sam
whether he thought people who promoted segregation were doing it intentionally? “I
don’t know, it depends on the person, if they are promoting a segregated program, then
they are probably supporting genocide... [pause] I don’t know, maybe they are
subconsciously promoting genocide.”

A STORIED LIFE

206

Our history has a plethora of examples of difference leading to segregation with
horrific outcomes for those individuals who were labeled as different, regardless of
whether that difference was related to race, religion, impairment, sexuality, or gender. I
thought about our own provincial history, and I called Woodlands to mind. Woodlands
opened its doors in 1878 as the Provincial Asylum for the Insane, and housed individuals
with intellectual and mental health issues for over a century. Although the facility was
presented as a modern approach to supporting individuals, it experienced chronic overcrowding and underfunding and ongoing concerns about abuse. Following the closure of
Woodlands in 1996, the allegations of abuse were finally examined and summarized in
the McCallum Report (2001), which states that Woodlands was the site of systemic
physical, sexual, and emotional abuse of the individuals who lived within its walls.
I was pulled back to the present as Sam said, “AKA the Azorius are unknowingly
supporting the Rakdos. Institutions disguised at Rakdos Shows equals murder shows.”
I was lost; I made eye contact with Angela and she jumped in. “That’s a bit too
Ravnica for me, can you explain that?”
Sam enlightened us. “Rakdos are all about killing stuff and all that evil
nonsense… [pause)] anyway… the Azorius are Ravnica’s main government, often
ridiculously controlling. [pause] Making laws that make people fodder for shows… they
have public displays of murder, disguised as circuses… very exaggerated gladiator
shows.”
Angela said, “My brain hurts.” I concurred, but there was no doubt that
governments and citizens have condoned or simply turned a blind eye to segregation and
genocide in our own history.
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As Sam and I were chatting the next day about how to tell his narrative in parallel
to Ravnica, Sam said, “People are sometimes afraid to speak up, they are afraid to be
punished.” I acknowledged that there were differing levels of power in society and that
fear could cause people to ignore things. Sam was quiet for a moment, and then said,
“think about the Nazi concentration camps.” It was close to the 75th anniversary of DDay; there had been a lot of news coverage. “Many Germans knew, some tried to help,
some were afraid to help ‘cuz the government was too strong.”
I reflected on our world now, 75 years later. Could such an atrocity occur again?
If not, what has shifted? What has brought the injustices of the world to light? Is it the
influence of media? If evil hides in the darkness, does media now shine a light into those
dark places, raising the consciousness of citizens? Dallaire (2019) summarizes this in the
forward of the book Media and Mass Atrocity: “advances in information and
communication technology have reshaped the media landscape, rendering mass atrocities
in distant countries more immediate and harder to ignore. And yet, a cohesive
international response to mass atrocities has been elusive” (para. 1). There is no doubt
that our modern history is influenced by media, especially by the images presented;
however, the speed of change and the amount of information coming forward in
modernity means that there is very little time, or perhaps desire, for in-depth analysis by
most people: as a result, outcry may last for only a single news cycle (Rosenburg &
Feldman, 2009). Images from the borderlands can be powerfully disturbing to those who
live in a place of privilege: a picture is worth a thousand words—or as Rod Stewart
questioned in his 1971 hit song, “every picture tells a story, don’t it?” The question we
face in our day to day lives is: do we listen to the story, or do we turn the page?
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Zedric listens to the other Boros legionnaires as they relate their stories. He
proposes that the first step should be to tell a Dimir reporter by the name of Dreysa about
the situation. Dreysa is not afraid of the Azorius Senate. He has written criticism in the
past; Zedric is confident he will speak out again, especially regarding a topic as important
as this. Zedric and Dreysa have been friends for years. Dreysa’s willingness to fight on
the side of righteousness, even when it’s hard, makes Zedric think he should have been a
Boros, but he shakes that thought away and chuckles to himself. They met on the street a
couple years back; at the time, Dreysa was interested in learning to use a sword. Despite
Zedric’s prowess with this weapon and his patient lessons, Dreysa was unable to learn to
wield it with confidence. Zedric smiled wryly to himself at the memory. Dreysa may not
have been destined to fight with a sword, but he was definitely meant to wield a pen as
his weapon. He knows Dreysa will relate the story and he’s uplifted by the thought. If his
friend exposes what was occurring, Zedric felt confident that others would rally behind
the guildless citizens in need of help. Zedric finds his friend. Relating Immeral’s story,
Dreysa is interested, and just like that, he’s off to interview Immeral: he will expose
Azorius tonight. The wheels are in motion, but Zedric and his fellow legionnaires must
find the citizens in peril and rescue them before more are given to the Simic or sold to the
Rakdos.
It doesn’t take long to find them. They are located just a few kilometres away in
an Azorius prison, thousands of individuals awaiting a cruel fate. They believe they have
been forgotten. The Boros plan their attack, with their main goal to ensure the safety of
the guildless. The prison is defended by the elite guards of the Azorius: the guild’s best.
Zedric acknowledges that they will be formidable opponents, but he is undeterred.
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Nothing can stand in the way of justice. The legionnaires plan their attack. In the
meantime, Dreysa and Immeral share the immoral conduct of the Azorius, garnering the
rage of many citizens. This is unacceptable conduct and they know it—even though these
people are guildless, the guilds associated with justice will not allow the victimization of
a group of people.
As the Boros approach the prison, the Azorius guards, in the wake of Ravnica’s
wrath and threats of retribution from several guilds, back down without resistance. Peace
must be maintained despite the lack of a guild pact. The Azorius is satisfied… if some of
the guilds want to include these prisoners as their own, the Azorius will accept this. The
gates are opened and the unwanted are marched out of the prison and welcomed,
particularly by the Selesnya Conclave. Even the Izzet League is desirous of new members
if they have ideas for innovation. The Boros Legionnaires stare contemptuously at the
Azorius guards. Zedric is a bit disappointed that there was no real battle; he hears some
of the guards say they were afraid to speak up. Zedric does not feel empathy for them;
their silence condemned these people.

PROTECTOR and prey. Sam wanted to be a protector of individuals who were
vulnerable through his advocacy and acceptance of others. At age 14, supported by his
parents, Sam was on his mission to ensure inclusion for everyone: “Segregation must be
destroyed.” Like his alter ego Zedric, he holds firm to his vehement stance of right and
wrong.

Immeral thanks Zedric and Dreysa—his relief is palpable. He has had time to
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think, and he wants to join the Boros Legion and honour justice. Immeral kneels before
Aurelia, head bowed, thankful, as he takes the pledge. In the meantime, the Rakdos are
angry, as they don’t have enough victims to run their shows. The Azorius have been
embarrassed by the Boros, and the Orzhov Senate and Simic Combine are angry that they
were manipulated. They are simmering with irritation, but there is no all-out war at this
time. Zedric muses that the Rakdos, as predators, will await another opportunity to
victimize those who are more vulnerable, while the government will continue to ensure
the good of the masses over the needs of few. He yearns for a day when he does not have
to fight, but until then Zedric will be there to fight against injustice.
A Narrative Account of Ben - Walking His Path
I was flying into Cranbrook to meet Ben. It was the end of October, 2018, a
stunning sunny afternoon to fly to the foothills of the Rocky Mountains. I used to come to
Cranbrook regularly for business, so I knew the area and the services available here. As
such I didn’t feel the normal apprehension related to going somewhere new, just the
feeling of nervousness associated with meeting a new family. My flight landed on time at
the Canadian Rockies International Airport. The mountains formed a majestic backdrop,
rising in an imposing ridge to the east; that day, the snow line was visible near the peaks.
Cranbrook is located in the northeast corner of British Columbia, and is on Mountain
Standard Time unlike the rest of the province, relating more to its Alberta neighbours
than the urban centres in British Columbia. It is a rural community built around mining
and logging, with all the associated businesses and infrastructure needed to support those
employees. Highway 3 bisects the community, and railroad tracks run parallel to the road,
with the town of Cranbrook rising predominantly on the southern side. Canadian Pacific
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Rail has a long history in Cranbrook, and the railway is still very active; the whistles of
the trains can be heard with scheduled regularity throughout the day and night, moving
raw materials, cargo, and oil.
I picked up my rental car and headed for Ben’s home. It was in a newer
subdivision in the southeast part of town. I climbed the winding, steep hill up towards the
neighbourhood, turning at the mailboxes to enter into the Mount Royal Estates. This was
a comfortable community of family homes that looked like they were built in the ’80s
and ’90s. Because it was a newer subdivision, the houses could be from any town; they
didn’t have the characteristics of the original homes that arose when Cranbrook first took
root in the 1920s, nor the steep metal roofs of the war time houses that later cropped up in
the area. I parked on the road across the street from the house and crossed over.
Ben’s house appeared to be a grey and white rancher from the outside, but as I
approached I realized that from the road it was deceptive; the property sloped, revealing a
larger home than revealed at first glance. Like the other houses in the area, this property
was neat and well maintained. There was a feeling of comfort within this middle-class
family neighbourhood, a familiarity from my own childhood and adult life. I rang the bell
and Ben answered the door with a Starbucks drink in his hand, some sort of iced,
whipped concoction with a straw poking out of the hole in the domed lid. The Starbucks
logo had caught my eye—I like my coffee hot and black, but even a small thing like
sharing a favourite coffee haunt yielded a little bit more comfort as I entered into the
midst of this new family.
Ben was a young adult with diagnoses of Autism Spectrum Disorder (ASD),
anxiety, and mild intellectual disability. Having graduated from high school the previous
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year, he looked older than his 19 years. He was a husky young man with a full beard that
made him look more mature. He was dressed in a golf shirt and jeans. There was no hint
of any logo depicting current popular culture icons: no favourite band or video game
displayed indicating his status as a fanatic of something. Many individuals with ASD
have an intense interest or passion for a topic that is often readily apparent when you
meet them, but there were no hints of this with Ben. When he spoke, there was a trace of
a speech impediment, but he was fully intelligible. He politely invited me in, stepping
aside while holding the door open.
Ivy-Lynne, Ben’s mom, was simultaneously greeting me from the kitchen and
inviting me in as Ben responded to my arrival at the door. She was a friendly, jocund
woman who made me feel at ease immediately. She flashed a huge smile that reached her
eyes, a smile that radiated joy. Ivy-Lynne was comfortable and welcoming, like a
favourite book that you can settle into quickly and easily. She was the matriarch of this
home, a wife and mother of two young adult boys: Ivy-Lynne kept things in order. She
had been connected to the disabilities community in Cranbrook since Ben was diagnosed.
Although community-based services had been delivered intermittently for Ben as a youth,
she was also able to access speech and language pathology services online consistently
for over 15 years. She had attended all of his Individual Education Plan meetings
throughout the years, as well as ensured there was a PATH completed as part of his
transition to adult services. When I met them, Ben and Ivy-Lynne had become part of
Community Living British Columbia’s orientation activities for new families, speaking at
meetings to help other families understand what services were available to adults in the
community. Cranbrook had an impressive number of services available for adults with
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developmental disabilities, including friendship groups, day programs, employment
supports, and community sports such as Special Olympics. Despite the abundance of
choices, however, Ben had eschewed most community programming, preferring instead
to focus on the goals on his PATH.
I made my way down the short hall, past the living room and into the kitchen,
where we settled around the table. I was seated opposite to Ben, with my back to a sliding
glass door. Ivy-Lynne was to my right, sitting in an office chair. A home computer was
off to the side in the kitchen, it was on and open; it appeared she had been using it when I
arrived. Ben’s dad, Dave, was also in the kitchen. He was baking. He acknowledged my
arrival, as I was introduced to him, with a “Hi,” and then returned to his task in the
kitchen. He was a retired BC Hydro worker. He was on a baking mission, creating
something that smelled great. However, he was clearly not part of this meeting, as he did
not interject. It had only been a couple of minutes, but I had the impression that Ben’s
personality was more like his father’s than his mother’s.
Ben, juxtaposed with Ivy-Lynne, reminded me of a magnet. The north end of the
magnet is Ivy-Lynne, and the word “vibrant” alerted in my brain. As matriarch, she was
the north-pole on the compass, the persistent voice that guided her family. No matter
where they wandered, she would lead them home to safety. In contrast, the south end of
the magnet was Ben: he was “stoic”—a calm, steady presence–and an observer and
follower more than a talker and leader. He was not, however, the south pole on a
compass, for that would mean that he and Ivy-Lynne could never meet. He was finding
his way—pushing against the pull of his mother, but still needing the guidance home.
They may have been opposites, but like a magnet, they attracted and held each other as
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family. North and south—I wondered if Ben ever felt that Ivy-Lynne’s pull held him too
tightly or whether they complemented each other? It was clear, despite the sometimes
disparate methods that I would soon learn about, that Ivy-Lynne wanted Ben to be as
independent and happy as possible, which was Ben’s goal too.
The sun was streaming in through the sliding glass door; it was warm on my back.
There was a cat in the home whose curiosity had forced it to come and check me out. It
sniffed around my feet, likely picking up the scent of my dog. It rubbed its head a bit on
my toes, looked out the window somewhat wistfully, then wandered off to settle
somewhere else in the house. Ivy-Lynne was animated as I got out the consent forms and
my audio recorder. I smiled at Ben and thanked him for being willing to participate. IvyLynne piped up that she had volunteered him; I had a moment of disconcertion as we
approached the consents. “I volunteered you” she stated, chuckling, “or volun-told… I do
that a lot here.” That produced a moment of pause, and my heart sank. Ben had to want to
participate without being told to by his mom: I was a bit worried.
I ran through the consents and discussed withdrawal, letting Ben know he could
withdraw consent to participate at any time, and that was okay; his mom interjected that
“He won’t do that. We’re not quitters, are we?”
Ben acknowledged Ivy-Lynne’s comment that he would not quit with a “no” in
response.
Ivy-Lynne continued: “No, once we agree to do it.”
Ben affirmed Ivy-Lynne’s statement again with a “yeah,” nodding in agreement.
Again I had a moment of trepidation. Was he truly consenting, or had he been drawn into
participation, drawn by Ivy-Lynne’s pull as the north pole and matriarch? Ben seemed
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shy, but he wanted to help.
He quietly asked if talking to me would “help other people like me?”
I told him I hoped that my research would help other people, “so by participating,
you’re helping.” He smiled at that—a small, shy smile almost hidden by his full beard—
but my worries about consent began to evaporate.
Entering into the midst of Ben’s Life – Polaroids. With the consent forms
completed, and my worries about Ben’s willingness to participate alleviated, we settled in
to get to know each other. As we talked, pictures of Ben’s life came into focus; his life
was revealed to me in snapshots, developed quickly like a series of Polaroid pictures as
the conversation flowed around the kitchen table. Each “photo” seemed to whir out of the
camera and an image formed, taking shape over a couple of minutes—a shadowed outline
of the central image first, with my eyes straining to make it out as it came into better
view. Then the background details emerged last. Despite the continuity of time, each of
these “Polaroids” captured a representation of Ben’s life: work, school, independence,
and community: depictions emerged, framed for further exploration.
A picture of work. Ben worked at Staples three days a week, for four hours each
shift, with extra hours at Black Friday and Back to School time when the business at the
store was more hectic. After graduation, he had attended an employment program at the
college for young adults with disabilities, which had involved learning about
“communication, and writing resumes, and talking to employers.” It also included two
valuable work experience placements: one at McDonalds and one at Staples.
Ivy-Lynne reported, “he chose to stay at Staples.”
I asked if everyone got to choose, at the end of their practicums, which position
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they wanted. Ben stated, “I got a job offer at Staples.”
In actuality, though, Ben had “also got a job offer at McDonald’s too. They were
very impressed with him,” his mom stated proudly.
Working predominantly in the technology section of the Staples store, Ben
reported that he liked his job and “I’m hoping for more hours.” He knew a lot about
technology as he and his father Dave had built computers for use in the family home for
the last 10 years. Staples had managed to harness one of Ben’s passions into a successful
employment position.
We continued to chat about technology. Ben could answer technical questions
proficiently as he compared different brands, relating their features. He was aware of all
the gizmos and pros and cons of products for gaming and computers. As I thought about
Ben’s quiet nature, I said that he had be “the kind of person I’d want to encounter in his
role of salesperson in a technology department.” I said I found it daunting to go in there
when it’s time to purchase a laptop or other item because I don’t know much about
technology, so it’s hard to know what to ask to make the right decision.
His mom concurred, and reported that “[Ben] has a loyal base of customers,
because he is not out to upsell customers.” His honest nature led him to recommend what
his customers needed. “He’s very good at letting people know what they need and what
they don’t need to buy a computer.”
“Yeah,” interjected Ben, “some people don’t need computers with lots of RAM.”
Ivy-Lynne gestured in a movement as if wiping something away: “So, you don’t
need all this gaming stuff if you’re not gaming.” Ben’s non-beguiling nature helped him
create satisfied customers, which made him a valuable employee at Staples.
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Another bonus of the Staples position for Ben was that he could “walk to his job
from home on nice days.” It’s a downhill trek—walking home, however, required more
physical exertion due to the climb. I asked about getting around by bus from home, but
this was problematic, as there was “limited bus service” in his area. On the heels of this
conversation, Ben then proudly shared that he had learned how to drive, and that he had
recently got his permanent license. “No more ‘Ns’, no more ‘Ls’.” Ben did not yet have
his own car, but he was sometimes able to borrow the family van. Ben added, “I’d like to
have a car someday,” and revealed that he was saving his money for one. A driver’s
license and a vehicle would open a far wider range of possibilities for him.
A picture of school. The conversation at the kitchen table shifted again, this time
to school. Ben was attending the College of the Rockies part time. Having graduated with
an Adult Education diploma in 2017, Ben was now upgrading his English credits in the
hopes of further education. “There were a few courses I was looking at, and all of them
require English 12,” related Ben. He had pursued his studies independently, going down
and enrolling without the support of anyone. After meeting with a counselor there, he
completed a placement exam to determine where he needed to start. As a result, he was
enrolled in English 070, the equivalent of English 10. The course was self-paced, and
there was some support available. He said it was “going okay,” but that he wasn’t sure if
he was keeping up to be able to complete it in a year. I mentioned to Ivy-Lynne that there
might be additional supports available, but Ivy-Lynne was reluctant to get involved, since
Ben had pursued school on his own. He revealed a long-term goal as the conversation
continued: “I’m thinking about doing some studies in video editing.”
I related that “my son went to our local community college to upgrade his English
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too, so that he could do his diploma in Digital Communications, so I know that English
can be a hurdle to studying what you’re really interested in.” Ben nodded. He’s not the
only student in the course, but he’s looking forward to next year when the class has a
teacher and more structure. First, though, there was the incumbrance of English 070.
A picture of independence. There was some tension as the topic of further
education continued: a mother’s protective fear arising in response to a son’s striving for
independence. Ivy-Lynne related that “they don’t have any computer programs here at
our college. Nothing.”
Ben added, “So I have to move to a different city in BC.” I asked if that made him
feel nervous. “A bit,” he said.
Ivy-Lynne emphatically added, “Not as much as me!”
Ben responded: “I know. It’s just my mom’s really nervous about the idea of me
moving out of Cranbrook.” Although his mom expressed worry, she acknowledged that
Ben was pretty self-sufficient. I reflected on my own son for a moment – it was hard for
moms to let go. What if our children were unhappy? What if they were lonely? What if
something went wrong and I was a long way away?
I flipped back to the present as Ben gestured in a squashing or choking motion,
two fists closing one above the other, as he revealed that he felt his mom was holding on
too tight. I made a note to myself, acknowledging that this could just be a classic battle of
a youth wanting to exert independence, but with parents holding on. Ben stated:
I was kind of thinking of the idea of moving to a complete[ly] different city for a
while. I really gave up on the thought. I’m just not sure if I can do it. Because
there’s so many things going on in my life. And it feels like my parents don’t
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want to trust me.
This was not an unusual conflict between parents and youth when independent
decision-making is sought, but supports were still needed for success. It reflected a
coming of age, when we believed as parents that our children still needed our guidance,
but they imagined their lives differently, perhaps not recognizing the supports they still
utilized. Sometimes hampered by anxiety, Ivy-Lynne worried about Ben’s ability to cope:
“He’s so comfortable here that you almost don’t even think that he has a disability until it
rears its ugly head because something has given him anxiety.” He had established rules
and routines in Cranbrook and in the house, Ivy-Lynne worried about what might happen
if all of those things changed—there would need to be a lot of preparation and planning.
As I reflected, I wondered if some of our own bigger lessons come out of overcoming our
fears and discomfort? Ben had some worries and anxieties around a variety of situations,
so for him to branch out from home and the safety of that setting into his own place and
then to a new city—that would be an incredible success story.
Ben and his younger brother Mark had been left home overnight together for up to
a week. While Ivy-Lynne had set them up for success, she remarked that Ben was able to
cook for himself and while his brother doesn’t appreciate it, he would also care for him
too. Ben had taken responsibility for keeping his own space neat as well as tending to his
own laundry. He was a reliable employee and a responsible student, getting up on his
own and getting ready to be on time. Ben was also able to manage his own money and
save for things that were important to him. That said, his priorities were different from
his mom’s, as he preferred to purchase “computer gizmos and the latest components for
‘this’ gaming system or ‘that’ gaming system.” He was like most other young males in
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that regard!
We chatted a bit about home, which led to Ben offering another reason he would
like to move out. He described that his brother was loud: he gamed late at night and kept
him up. “I have a hard time living with all the people, because some people make noise,
and I can’t sleep unless I put in ear plugs. But I’m really uncomfortable with ear plugs at
night.”
Ben’s brother was still in high school, but would graduate that school year. IvyLynne confirmed Ben’s summary of his brother: “Oh, he is a night person, and he will be
yelling at the computer, because he does online gaming at 11:00 at night, while the rest of
us are trying to sleep.”
When he thought about the future and his own independence, Ben was clear that
he wanted his own space, without a roommate—a space he could occupy alone. His
mom, however, worried that he would be isolated, so in contrast she would like him to
have a roommate rather than living alone. Ben stated, “my mom wants me to have one
roommate.”
His mom added, “Somebody that will make sure that you go out and socialize.”
“I’d prefer my own place,” he stated again. I was not sure that it was the role of a
roommate to meet the social needs of the other person unless they were buddies, but I
understood where Ivy-Lynne’s desire was coming from. I also worried, though, that IvyLynne’s extroverted social nature was being projected onto Ben.
A picture of community. In addition to work and school, Ben was connected to
his community through family and sport. Ben’s grandparents grew up in Cranbrook and
had remained there, forming a circle of support for Ben and his family. Although they
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were now “snowbirds” who headed south for the winters, they had played an important,
active role in Ben’s life, including offering respite when Ben was a child. They were
close knit, as Ben would seek his grandfather’s advice and work on projects with him. In
addition, family vacations also included Ben’s grandparents so they had a wealth of
shared experiences. It was Ben’s grandfather who was going to help him find his first car
later this year when he was financially ready.
Ben also belonged to Special Olympics, where he participated in bowling and
curling. Ben liked both those sports, and had travelled to the provincials as a member of
the curling team in the past. Ben related that he liked Special Olympics for the sports, but
that he had not made any close friends in that setting; however, he was planning to
continue. As the topic of friendships continued, Ben interjected: “My mom is a social
butterfly!”
I concurred with his appraisal, and observed, “your dad is pretty quiet.”
Ben nodded and said, “I’m more like my dad,” and as such, close social
relationships were more challenging. Ben didn’t have a best friend and he was reluctant
to talk about it, including talking about friends he had met at camp. He was, however,
known and accepted within his Cranbrook community, having grown up here, but he
continued to lack a close friend.
As we began to conclude our first meeting, I felt like I had four Polaroids of Ben.
I held them in my mind carefully, by the corners, as they were fresh and I did not want to
smear the new images that had been formed. Ben and I had planned a lunch date for the
next day that was scheduled for after he had finished class. I confirmed the time and got
Ben’s cell phone in case we couldn’t locate each other out front of the college. I left
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feeling curious about Ben. Where was this young man going? I wondered about his
dreams for himself; I was fairly confident that they aligned with Ivy-Lynne’s hopes as a
mother. She was an energy, a force that was driven by love with every intention to foster
her son’s independence. Yet, I wondered whether he was walking the life he saw for
himself or if he was being pulled into a new place.
Pictures revisited. I carried my metaphorical Polaroids into our next meeting. I
laid them out hoping to spend some time looking backwards and forwards with regards to
the initial snapshots, building a richer context and understanding of the importance of
these initial images. I was open to the possibility that perhaps more images would be
revealed today as well, but at this point, the key images presented were a representation
of Ben’s PATH. A PATH is a person-centered planning (PCP) technique that is
commonly used by schools and ministries to help with long-term planning for individuals
with developmental disabilities. There is always a concern, when a PATH is completed,
that it may reflect adaptive preferences (Begon, 2014) in which the individual selects
goals by “settling” on what’s easily available and rationalizing to themselves that other
choices are not ideal. This is known as a “well-being adaptive preference,” and such
choices would be considered irrational or poor (Begon, 2014, p. 241). On the other hand,
when opportunities can be made available, but they are hampered, this is a “justice
adaptive preference,” one that should be overcome through the teaching of skills or the
provision of supports (Begon, 2014, p. 242). For Ben, this was represented in him
tackling English 070. Ben’s PATH, a representation of a PCP, depicted some goals that
would require significant supports for him to be successful. It remained to be seen if his
independence and school goals would fall into the former category; in Nussbaum’s
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Capabilities Approach, no desires should be formed as a default to one’s circumstances
(Nussbaum, 2001).
Figure 9. Polaroid Image of Ben’s PATH Goals

School. I pulled up and parked at the College of the Rockies. The weather had
held, and it was a sunny fall day. Built up on a hill above Cranbrook, I noted immediately
that it lived up to its name. The architect had embraced the grandeur of the area by
orienting the main building so that the Rocky Mountains rose behind it as you
approached the entry. A modern looking building, it was nestled in woodlands, and a
curved, wooden covered walkway led to a glass entry area that opened into a common
space that was inviting. It was full of comfortable chairs and tables, a space for
collaborative student work. There was a fireplace that provided a space for students to
gather around and engage in informal conversation while reclined in armchairs. I had the
momentary impression of being in a ski lodge with the mountains in the background—a
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feeling of a place to relax. Not many people were making use of the area at the moment
of my entry, perhaps because classes were in session. Surprisingly, it smelled like
popcorn. As I walked further into the common area, the intensity of the delicious aroma
increased and I could hear it being popped. A mini red theatre-style popper was churning
out the snack down a hallway to my right. To my left was a staircase down to more open
areas. A large silver mobile of birds was suspended over the open area, catching and
reflecting the sunlight that streamed in through the glass overhead. I smiled; this was a
comfortable space for learning. I was interested to hear what Ben thought about the
college. I wondered if he was involved in college life outside of his class.
To the south of campus stood the Cranbrook Community Forest. It bordered the
college’s property. At this time of year, the grass was yellow. I looked at the topography
of the area with a more inquisitive eye. The landscape was vastly different from my west
coast home. Pines were the primary trees in this area, and here they stood approximately
30 feet tall, a contrast to the hundred-foot cedars of Vancouver Island. Punctuating the
spindly green of the pines were bright yellow birches, their leaves moving in the light
breeze. The Ponderosa pines were characteristic of the higher altitude and drier climate of
the area, their long needles extended out in symmetry from the branches. Around the base
of each tree was a collection of discarded brown needles dropped in drought and through
seasonal growth. I could imagine the smell on a hot day, an acrid, inviting smell. Today,
as I moved along the trails, the air smelled clean and sharp, with a slight scent of damp
earth. Ben had mentioned that he liked to walk. I’d have to inquire about his favourite
spots. I was drawn back to the present, as I needed to meet Ben soon. The forest seemed
like a great place to get exercise—it was quiet there today at the end of October, but
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perhaps in the spring and summer it was utilized more. I exited under the archway that
labeled the community forest and crossed the parking lot to meet Ben where I expected
him to emerge from his class soon.
We found each other easily, and then settled into my rental car. I asked Ben where
he would like to go for lunch. Ben listed some fast food locations. “There’s McDonalds,
Wendy’s, A&W, and some nicer places.”
I seized on the idea of a nicer place. “There’s the Heid Out?”
Ben replied, “I’m not good at deciding.”
I waylaid any concerns or anxiety he might be having about making the choice
and stated, “Let’s go to the Heid Out!”
Looking happy, Ben agreed quickly, saying, “Sure, I haven’t been there in a long
time.” I drove us to the downtown historic core of Cranbrook and parked. We entered the
restaurant together and headed to the pub side. Ben was requested to produce
identification to show his age. He seemed okay with this request, pulling out his wallet to
show his ID. We were seated at a table for four in the middle of the restaurant; it was
busy, and there were no booths available. Our Australian waiter arrived immediately,
taking our beverage orders, which arrived as we perused the menu. Lunches were
ordered, and we tentatively begin to engage in conversation.
Ben was not especially gregarious, tending towards the shy side, and his
responses to my open-ended questions were often brief. Like many individuals on the
Autism Spectrum Disorder, he was not a storyteller. His gaze drifted around the room,
which was decorated with old pictures of Cranbrook. I made a remark about them, and
Ben affirmed that he “appreciates the history more now” than he did as a child. I asked if
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he liked living in Cranbrook, and he considered that for a moment, saying, “Cranbrook is
just right for me now.” He paused and I stayed quiet. I had a feeling that if I waited, he
would add a thought, which he did eventually: “They have everything I need right now.”
I recalled some of our conversation from yesterday and inquired about perhaps
moving to Kelowna in the future to go to school. Ben said, “my mom is discouraging me
from moving.” Ben paused and I waited for an elaboration, but this time none was
forthcoming. I asked about what he might want to study at college. He didn’t yet have a
clear idea, other than something related to computers—perhaps programming, perhaps a
related field. He was like many other recent high school graduates, who know they want
to go further in school, but they’re not sure where that path will lead, or what to major in.
Ben had the additional hurdle of upgrading English to get accepted to a program. He
repeated that next year, “English 11 at the college will have a teacher,” but this year he
had to do it on his own and he thought he was behind. He seemed worried. “It’s hard to
work at home. There are lots of distractions. I can’t get homework done there.”
Homework was not an expectation of Ben when he was at Baker Secondary
School, so he had not established a routine that could carry him forward. As well, the
open-ended nature of the course would be challenging for many students, not just those
with developmental disabilities. I imagined my son in this situation. He would need to
know exactly what had to be done each day to stay on track, otherwise he would worry
that he was going to “fail”… a catastrophic prediction that he goes to when he’s stressed.
Ben seemed just as concerned, but he was not as demonstrative as my son. I make a
mental note to check in with him on the next visit as it would still be fairly early in the
class, about six to seven weeks into the thirty-week course - a lot could still happen.
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When we did touch base later in the winter, Ben was still hoping to complete his
English class successfully. He was meeting with a tutor to help him study and he had
access to writing supports at the college, but the overall organization and planning to
complete the course appeared to be the main obstacle. Ben revealed that he was not
halfway through the course yet, although more than half of the course time had elapsed. I
asked about any strategies he might have to solve the problem, but he seemed adrift. The
online course had the same requirements as a teacher-led course that would occur in a
face to face school setting: novel studies to improve reading comprehension and critical
and creative thinking; research skills; and finally writing composition using a variety of
rhetorical modes. Ben was charged with not only planning how much of the work had to
be completed each day, but also determining how quickly he would have to do all of the
associated reading and writing assignments. I asked Ben if he was involved with the
Disability Resource Centre at the college. He replied that he hadn’t been there “since I
applied.”
Unfortunately, at the end of the year, Ben’s English 070 course remained
incomplete. He was not returning in September to complete the class as he was
participating in a family holiday in Europe in the fall that would interfere with classes.
Nonetheless, as we were chatting over Mexican food on a warm summer day in
Kimberley some months later, Ben related that he had not given up. “I’ll start in October
when I get back, I have to go have a meeting at the college in August.” I inquired as to
whether he had much of the course left to complete. He replied, “No, I think I can finish
in winter.” A winter completion would then give him some time off before he could
register for English 080 (English 11), something Ben was okay with. “I don’t think I
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could start English 11 right away, I’d have to wait, but that’s okay I think.” As we spoke
more about school, Ben related, “I’m thinking I’ll stay in Cranbrook until I finish
English.”
I probed for clarity “English 12?”
“Yeah,” he responded, “then I’ll look at school in Kelowna maybe, something in
computers.” I agreed that it made sense to stay here until he was accepted to a program;
his body language showed that he was comfortable with that decision, as he uttered again,
more quietly, “Yeah, I’ll stay until I’m done.” He was still on his path: he had not
adjusted his expectations of himself, and I was pleased that he was persevering.
Figure 10. Polaroid Image of School Dreams Represented in Ben’s PATH

Independence. When we were chatting over lunch in October, I raised the topic
of decision-making and self-advocacy, given Ben’s previous expressions of concern
around his mom’s influence on his life. Ben said, “I’m getting lots of practice with self-
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advocacy against my mom.” Inside I smiled ruefully about his choice of words, the
classic rebellion of child with parent: “against my mother.” Ben related that his mom
wanted him to participate in a bunch of different social groups in the community, but that
he wasn’t interested. “It’s my choice… I’m just not that interested.” Fair enough, I
thought to myself, but I could acknowledge Ivy-Lynne’s disappointment, as she was
incredibly social, deriving pleasure from interacting with others for nothing more than the
social reinforcement. For Ben, though, that was not a motivation. He was building his
own relationships on his own terms.
Ben was familiar with, and comfortable in, his community. Over the years, he had
been in and out of most of the stores and restaurants. He was familiar with the layouts
and locations of things. He had developed preferences for places he liked to go and things
he liked to do, as we all do over time: he had experienced his community in making those
decisions. Ivy-Lynne related, “Goodness, he had a worker, who was his cousin, she took
him to all kinds of different places when he was young, exposing him to situations, so
that now, he’ll go anywhere in Cranbrook.” His comfort and the structures he had created
for himself were part of what worried Ivy-Lynne about him moving. She related that she
worried that the familiarity of Cranbrook was what had allowed him, or at least
significantly contributed to him, being so successful.
Ben had some worries that he managed with support; he conceded, “I like to
know what I’m supposed to do.” Thus rules and expectations were helpful to Ben, as he
did not like the unexpected or the ambivalent—there are no shades of grey in the lives of
many youth with autism, and it would be interesting to see how Ben learned to grow his
world.
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It was an overcast, wintery, early February day as my flight arrived into
Cranbrook for my second visit. The twin propeller plane landed gently, parallel to the
hulking Rocky Mountains. They were partially obscured that day by low cloud, but the
grandeur of the airport’s setting was still breathtaking. I thought I would never get bored
of looking at that landscape. I made my way off the plane and across the tarmac; it had
warmed up since the previous day, when the thermometer had dipped to minus twenty
degrees Celsius here. At the moment it was only -8°C. I was scheduled to meet IvyLynne, Ben’s mom, to learn about parenting Ben over the years. I was also looking
forward to chatting with Ben the next day. I was also curious, as Ivy-Lynne had
mentioned that Ben was just moving back home after a brief time living with a
roommate. I was surprised, as a move into community didn’t seem like it had been
something that was on the near horizon when we had last met, and definitely not with a
roommate. I wondered how the circumstances arose for the move and why he had come
home so quickly. Ben was working that afternoon, so I was going to have to squelch my
curiosity until the next morning.
I picked up Ben for breakfast, and we were headed to Denny’s. It was on the strip
so it could be easily spotted by people travelling along the highway. It was a cold, crisp
winter morning, 17 degrees below Celsius, sunny, with a bright blue sky. The snow was
squeaky with the cold as my tires gripped the unplowed parts of the road. The snow
around me was about a foot deep, it looked pristine in the fields and the parts of peoples’
yards that had remained undisturbed, but there were ugly brown piles of snow mixed with
dirt lining the roadside. The sandy mixture that was put down to give traction on the icy
roads had formed a layer in places; it looked like a loose scree on the asphalt. I imagined
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the tiny rocks would find their way into people shoes, creating a point of pain when the
thaw began and pedestrians braved the outdoors again.
I had made my way across town to pick Ben up, heading east. It was 9:00 AM. I
wondered about how to broach the topic of the move… was he going to be disappointed
or embarrassed that it was short lived? Maybe his dominant feeling would be relief, given
the lack of desire he had expressed to live with a roommate when we’d met in late
October? I resolved to approach the topic gently.
I backed into the driveway and got out to ring the bell as Ben emerged. I
commented on the weather, smiling, and invited him to get into my rental car. He settled
in and made some general inquiries about my night—simple pleasantries. We made the
four-minute drive over to Denny’s and headed into the restaurant. It was a typical
Denny’s, with a stuffed animal gaming machine in the foyer, brown melamine tables,
country music playing quietly over the speakers, and a bustling coffee station in the
middle of the restaurant. One wall boasted the windows with booths viewing Highway
3—the big trucks were moving cargo and logs through town this morning. There was a
steady stream of traffic despite the winter weather; commerce and industry did not bow to
Mother Nature here unless she unleashed a powerful torrent.
We settled into our booth halfway along the side, almost adjacent to the coffee
station. The waitress seemed a bit frazzled. The advertising on her fuchsia shirt indicated
that it was “pink shirt” day. It was busy as there was a volleyball tournament in town;
some of the smaller universities were in town to play and some of the teams were here for
breakfast. We ordered our coffees—black—and settled into looking at the menu. The
menu was enormous; there were way too many choices. We are assaulted by colourful
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images depicting various pancake and skillet combinations. Ben inquired about what I
was going to have. I replied that I was leaning towards a “build your own Grand Slam,”
and he responded that he was thinking of pancakes. The waitress returned and took our
orders, refilled our coffee and then left us to chat while we waited for our food. I
reminded Ben that I was going to record our conversation, like before, and I put the
recorder on the table, switching it on.
I asked about his recent move out of the house and then his return, as I was
surprised to hear that it had occurred. I reminded him that in our last conversation he
didn’t think his mom would support him moving out and his mom had remarked that she
didn’t want him to move out either. I inquired as to how it all came about.
Ben remarked, “It wasn’t well planned” and then paused. I wondered for a minute
if this was going to be his opening statement or his whole summary. I waited and Ben
continued. “Mom had heard that a guy named J’s roommate had moved out and she
thought it would be good for me to move in. I agreed.”
I inquired as to what happened, and he said, “We just weren’t compatible.”
Why not? “He had different expectations… he wanted me to do all the cleaning.”
I asked if he had learned any lessons about what he would he do differently next
time. Ben said: “I’d check to see what the roommate wants of me first and how much
cleaning he expects.” It sounded like hadn’t been many ground rules in place before the
move, definitely something to consider when you’re moving in with a roommate who
wasn’t already a good friend.
When I spoke to Ivy-Lynne about it later, she owned the decision saying, “That
was my fault. I didn’t do my due diligence before he moved in.” She continued by saying
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that the in-home support person was not as supportive as Ivy-Lynne had anticipated:
She wasn’t really prepared for Ben, even though she bad been helping [the other
roommates] for years and years. But, I don’t know. Because she was calling me
all the time too. “Why does Ben do this?” “Why does Ben do that?” And it just
wasn’t good. No, it wasn’t good all around.
Ben had completed the paperwork to apply for social housing, as he knew that
living alone was prohibitively expensive at this time in his life. In reference to the social
housing, he remarked that “there’s a few nicer places” in Cranbrook. He was unsure how
long the waitlist was, as they did not disclose that information. I suspected, however, that
it could be a long time, given that priority went to individuals with housing insecurity.
Later, over lunch in Kimberley on a warm July day, Ben shared, “I’d like to move out in
a year” regardless of whether or not he had a social housing unit. He was thinking about a
market rental place in Cranbrook, perhaps a two-bedroom rental for around $900 per
month.
Based on the cue of “two bedrooms,” I asked about having a roommate, since
initially he was not keen. Surprisingly, he was open to the idea, but definitely on his own
terms. He wanted to choose the roommate because it was “important we’re compatible,
not like before.” Ben was involved with a friendship group at Realm, and he was thinking
that one of the guys from that group might be good. Ben had been checking in every six
months with housing as required, However, the demand for social housing in most
communities outstripped the availability. Ben’s desire to live away from home had not
yet been fully formulated, but he had not given up hope nor acquiesced to stay at home;
the wheels were in motion, but it would take time.
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While Ben was briefly living outside of the house, his mom had shifted her
sewing room into his bedroom, so now Ben’s bedroom was downstairs in the basement.
He liked it, as there was more space and privacy, but said, “it took time to get used to it.”
The basement space had its own sitting area, bedroom, and bathroom, all of which Ben
maintained. He remarked, “It doesn’t have a kitchen, so I have to come upstairs for that.”
I asked if he cooked or if someone else was doing the cooking.
He made a guttural sound and a “tsk,” and then stated, “my parents are making
me take more responsibility for that now.” They were planning to be away from home for
three months in the new year, leaving the boys at home alone while they vacationed with
Ben’s grandparents in Arizona. Ben would be able to reach them via Facetime if needed,
but a caregiver had been hired to check in twice a week to troubleshoot any difficulties.
Although Ben wanted to move out, I remarked that his parent’s pending holiday
“sounds like a practice run for living on your own—three months is a long time—you’ll
be able to show your mom you can do it so she’ll be less worried.” Ben nodded, but his
current concern was the extra chores.
When Ben’s first attempt at moving out ended unsuccessfully, Ben remarked that
instead of paying rent, he was now going to save his money to purchase a car. I asked
what he had in mind. “I’m not sure,” he replied, “just that it has to be reliable.” His
grandpa was going to help him pick one out. A first car–that was a rite of passage in
many young men’s lives. In my experience, a first car often became a point of nostalgia
for men. They often reminisced about them—usually the vehicle was something
impractical, something fast or perhaps a convertible, or a beater that they laughed about
later when they discussed how much duct tape and prayer was required to keep it on the
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road. With Ben’s practicality, an echo of his father, I couldn’t wait to see what he picked
out.
It turned out that I didn’t have to wait long before Ben and his grandfather had
found a vehicle. It was a blue “2008 Toyota Corolla with low mileage.” Ben seemed
thrilled, as I looked at the picture of him posing in front of it; he had a huge smile, one
that might even rival his mother’s. When we met up again in person, Ben was happy to
talk about his new vehicle and the freedom it brought him. “It’s great,” he related, “I
drive myself to work and to do stuff.”
However, as we were riding in my car heading out to Kimberley for lunch, the air
conditioning was pumping, and Ben remarked, “The air conditioning in my car is
broken.”
I groaned in commiseration. “Man, when it’s 30 degrees out, and you have the
windows down, it must feel like a furnace blast.”
He echoed “furnace blast,” as he laughed, some mild stereotypic hand movements
emerging. “I had to get new tires when I got it, I got all seasons, I have winter tires, but
no rims for them.” Car ownership came with new responsibilities including the gas,
maintenance, and insurance.
We chatted about my car and the gas economy of it, since it’s a hybrid. Ben
related that he only uses “a tank of gas per month” driving around in Cranbrook, so “it’s
not too expensive, but I’d like an electric car next time… when I buy a new car in the
future.” As we were eating we shared stories about vehicles, with Ben stating, “my
brother’s car is a beater, it leaks something from the engine.” Ben thought maybe it was
coolant, so I related my story of one of my cars that I owned in my 20s that had coolant
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issues such that it regularly threatened to overheat when I was driving in Vancouver.
Each time I stopped at a red light the engine temperature would rise dangerously, and
then lower with the airflow when traffic moved. Ben laughed, with mild stereotypic hand
movements occurring again. “I’m glad my car is reliable,” he said again.
Figure 11. A Polaroid Image of Ben’s Desire for Independence From the PATH

Community. Cranbrook had many opportunities for Ben to be involved in
different activities, and many of them were segregated, built solely for individuals with
developmental disabilities. Within those activities, Ivy-Lynne hoped that Ben would
make friends with individuals who shared an enjoyment of the same activity. Ivy-Lynne,
however, expressed with disappointment that Ben was not interested in going out for
coffee with other Special Olympians after bowling, preferring instead to go home.
Ben knows that his brain works a little bit different than other people… Like I
keep pushing him to hang out with the Special Olympians, because they’re so
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nice and happy and easy going and they go for coffee all the time and he’s like
“No, I don’t want to do that.” I think it’s the social piece that overwhelms him.
This year, however, Ben had engaged in some important experiences of his own making
that had led to increased friendship and belonging.
A friend. Ben had made a friend. He was also an individual with Autism Spectrum
Disorder whom Ben had met while volunteering at Special Olympics to be a spotter for
swimming. They had been getting together for coffee or lunch or going out to Kimberley
to look around. This was the first friendship Ben has experienced that was truly
reciprocal and both Ben and his friend were motivated to make it work.
His mom was thankful for the closeness in ages of her sons as it had worked well
for Ben to be able to engage in play when his brother Mark had friends over, but then
leave when he had had enough, without disrupting the play date. She was thoughtful for a
moment, saying, “It was a good childhood mostly.” At school, Ben had been surrounded
by a supportive group of peers, but no strong connections developed that were sustained
after graduation. Ben and his new friend valued what they had found and were both were
working to maintain and build the relationship.
Camp. As we sat and ate our lunch in Kimberley, Ben related that he had recently
been to Mill Creek Camp in Alberta. He had been attending the same camp for a few
years and had previously met another individual there whom he quite liked. They had
maintained a long-distance friendship, as his peer lived in Alberta, and this year they had
added a third person to their circle. Ben was not descriptive about what they did at the
camp for a week, but when I asked if he was going to go back next year, he responded
enthusiastically, “Yes, I want to go.” Throughout my life I have heard numerous other
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individuals speak about camp all with same message: that they couldn’t wait to see their
“camp friends” again the following year. While Ben was not as verbose in his reasoning
around his desire to return to camp, the friendships and camaraderie he experienced were
clearly sufficient to draw him back year after year.
Overcoming fears. Ben was becoming more involved in Special Olympics, both
as an athlete and more recently as a speaker. In October when we had met, he had
expressed that he was a bit nervous about an upcoming trip to the lower mainland to
attend a workshop to become a spokesperson. Although he was keen on attending the
workshop, travelling in the small propeller planes that fly in and out of Cranbrook made
him nervous. I told him I flew on these planes all the time. He wanted to know about how
the weather affected them. I told him that I noticed that there can actually be more
turbulence on sunny days, and that I thought the proximity to the mountains in Cranbrook
might cause the rough air.
Ben was determined to go, so that was positive. He had allowed other fears to
stop him from participating in things in the past. He had an intense fear of elevators. He
feared they would plunge to the bottom of the shaft, so much so, that it led him to miss
out on activities on family trips, such as going on the Maiden of the Mist at Niagara Falls.
Flying continued to be a fear, but one he was working to overcome with each opportunity
to practice. I’ve flown with nervous flyers; the intensity of their fear can be quite
overwhelming, both for them and for those around them. Ben had never flown on his own
due to his fear, so Ivy-Lynne was coming this time. When he would be traveling to
Europe the coming fall, his family would be with him for that trip. Ivy-Lynne stated, “We
prompt him through ways to make himself more comfortable, such as listening to his
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music.”
Ben and I chatted about the flight to Europe. As Ben stated, “It’s long.”
I agreed. “It’s about eight hours - but it’s not too bad if you’re flying overnight, as
you can just go to sleep and wake up in a new place.”
Ben did not seem convinced; however, he also mentioned he was “planning to fly
to Arizona to meet his parents and grandparents.” He would be flying on his own for the
first time—that would be a big step towards engaging in more experiences.
Special Olympics. The Special Olympics public speaking course was scheduled to
take place in Richmond at the Marriot Convention Centre. He had chosen to participate
without any encouragement from Ivy-Lynne, although she was going on the trip with
him. He would be learning to tell his story of Special Olympics and why it was important
to him. I recalled that Ivy-Lynne had mentioned that they were co-presenting for CLBC
now, talking to audiences about community opportunities for adults with developmental
disabilities. I wondered if this had given him the confidence to take on the public
speaking for Special Olympics. Regardless, it had been his idea, and he was “looking
forward to going again.”
When we met in July, Ben had already given three speeches to various
community agencies and had one more scheduled for the Rotary Club. Ben reported he
was “very nervous” the first time, but that it had gotten easier, a statement that his mom
corroborated, with awe in her voice.
“He was even ad libbing on the last speech. He was projecting his voice, he
seemed so much more confident with each session.” She was beaming.
I inquired about what he talked about in his speeches, and Ben replied, “I talk
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about Special Olympics to get volunteers and sometimes sponsorships.” Since Ben had
been successful with his public speaking, and had completed the requirement of speaking
at a minimum of three sessions, he was eligible to return to Richmond for the second
level of training the following year, something he was anticipating participating in if the
timing worked out.
Figure 12. A Polaroid of Community Belonging from Ben’s PATH

Conclusion. The four original Polaroids I had of Ben based on our initial meeting
had become buried under new snapshots over the year. As part of Ben’s transition from
high school, a person-centered plan was completed in the form of a PATH. While there
are concerns associated with the use of a PATH or other person-centered planning tools
to identify the wants of an individual, Ben seemed to continue to open himself up to new
experiences with the support of his family. Ben was committed to take his college
journey as far as possible, knowing that it would take years longer than his peers. He was
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building relationships within his community through Special Olympics as a speaker,
through camp, and with the development of a new friendship. Work had continued to be a
place of success for Ben, and he wanted to double his hours working there, something
that Staples would support. Ben, at age 20, was walking his own path.
A Narrative Account of Casey - A Story of Transformation and Spirituality
And do not be conformed to this world, but be transformed by the renewing of
your mind, that you may prove what is the good and acceptable and perfect will of
God. (Romans, 12:2, New King James Version)
Faith in the face of fear. Entering into the midst of Casey’s life was like entering
into an envelope of love. There was a magnetic pull into this family that was difficult to
explain; perhaps it was a closeness that arose from worry fostered by living with a
daughter with a complex seizure disorder, when every day was considered both a gift and
a risk. A merciless disorder, seizures are one of several circumstances that force families
to contemplate the mortality of their child.
On my first visit, there was a stillness in the room as Casey’s mom Lisa related
that Casey’s early prognosis had been poor. “We were told our daughter would not
survive to age five, so we are just thankful for everything we get now.” Her eye contact
was direct as she related the weight of this sentence. Her voice contained hints of anguish
and fear, but there was an underlying strength that was nurtured by a strong foundation of
faith that was also shared by Casey. In this family, spirituality had formed a blanket of
protection and comfort. “Faith is an expression of hope for something better. More than a
wish for the future, their spirituality was closer to a belief, but not quite. A belief is
rooted in the mind. Faith is based in the heart” (Dobrin, 2012, para. 1). Lisa and Casey
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displayed imperturbableness with regards to their faith, a confidence that evoked this
definition: “Now faith is confidence in what we hope for and assurance about what we do
not see” (Hebrews 11:1, New International Version). Faith was with them always,
unfaltering, anchoring them in time and place, bringing peace when the here and now
seemed impossible to cerebrate.
As I began to negotiate how to tell Casey’s story, spirituality came to the
forefront, as faith was part of Casey’s everyday life. Psalm 91, in particular, had special
significance to Casey and Lisa, as it was decreed over her family in the 15th century. Lisa
related that as she “entered an incredible season of spiritual growth about 12ish years
ago, this chapter kept coming up everywhere, from others, emails, wherever I was, it
was.” This Psalm had become a beacon in moments of despair and fear as Lisa, together
with Casey’s loved ones, “prayed it over her” during times of hospitalization. For Casey,
this Psalm brings her comfort daily. A personalized copy of the New International
Version of Psalm 91 hangs at her bedside:
God’s Promises to Casey!!
When Casey lives in the shelter of the Most High
Casey will find rest in the shadow of the Almighty.
This I declare about the LORD: HE alone is Casey’s refuge, her place of safety;
HE is Casey’s God, and she trusts HIM.
For HE will rescue Casey from every trap and protect Casey from deadly disease.
HE will cover Casey with his feathers.
HE will shelter Casey with HIS wings.
HIS faithful promises are Casey’s armor and protection.
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Casey will not be afraid of the terrors of the night,
nor the arrow that flies in the day.

Casey will not dread the disease that stalks in darkness,
nor the disaster that strikes at midday.
Though a thousand fall at Casey’s side,
though ten thousand are dying around Casey,
these evils will not touch Casey.
Casey just opens her eyes, and sees how the wicked are punished.

When Casey makes the LORD her refuge,
and makes the Most High Casey’s shelter,
no evil will conquer Casey;
no plague will come near Casey’s home.
For HE will order HIS angels to protect Casey wherever Casey goes.
They will hold Casey up with their hands
so Casey won’t even hurt her foot on a stone.
Casey will trample upon lions and cobras;
Casey will crush fierce lions and serpents under her feet!

The LORD says, “I will rescue Casey because she loves ME.
I will protect Casey because she trusts in MY name.
When Casey calls on ME, I will answer;
I will be with Casey in trouble.
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I will rescue and honor Casey.
I will reward Casey with a long life
and give Casey MY salvation.

While Casey had been seizure free for eight years, an extensive care plan
remained in place. Casey travelled everywhere with emergency oxygen and medication
and a second person to administer it within the minute and a half window of onset. It was
like waiting for a devastating earthquake to occur every day: emergency preparedness kit
in place, will today be the day? I wondered if living in that constant state of anxiety was
what had forged this protective cocoon of love that was woven together with threads of
spirituality.
I arrived in the late morning of an early December day and Lisa picked me up
from the Quesnel airport. She was a tall, friendly woman, full of self-confidence, chatty
and exuberant. Small talk filled the vehicle: 1) I had expected it to be much colder as I
got off the plane; 2) I had expected there to be snow; and 3) my flight in had been good—
it was in a small plane operated by Central Mountain Air, but I was used to flying with
them due to my job, so I was undaunted. Minor exchanges occurred as I entered again
into the midst of someone else’s life. As we drove, Lisa related that they lived just
outside of the city limits of Quesnel, where they had 1.25 acres on the edge of the river.
Their home was high up on the bank, so there was no risk of seasonal flooding. Through
the defoliated tree line, I could see the pulp mill on the other side, its big stacks steaming
white into the air. The wind was blowing the effluent in the opposite direction, so there
was no characteristic pulp mill smell in the air. The small talk continued, trading
inconsequential information, like a warm-up to run. I raised the topic of the forest fires
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from last summer, since my initial plan to visit with them had been postponed due to an
evacuation alert. I had expected to see large patches of burned forest from the plane on
the way in, but this was not so. Today, as we gathered for conversation, this topic evoked
statements of hope: the hope for large quantities of snow to help reduce the risk next
year, but they were still fearful.
Their home was like many middle-class families: comfortable, and reflecting the
lives of its inhabitants. There were comfy blankets on the sofa ready for tucking into to
watch a movie, books and art supplies on the coffee table—it was a house that was lived
in. As I arrived, Casey and her father Dean were seated at the kitchen table engaged in
the weekend ritual of a game of Yahtzee. Casey was still in her pajamas. She was
sporting a red Angry Birds wrap with a hood over top of her pajamas. Dean was winning
that morning, but based on the banter, that might not have been the norm. Casey was an
avid board game player, with a competitive streak despite her timid exterior. As we were
introduced, Casey presented as quite shy, her voice was faint, with a high pitch, and her
eye contact was fleeting. It was odd to know someone was coming to learn about you. I
imagined it may have seemed intrusive, and I reminded myself that I needed to enter into
her midst, and Casey was only 19 years old; relationship would take time.
Quesnel, British Columbia, is a northern community with its roots in forestry: it
was home to the Peters family. Casey lived with her parents Dean and Lisa and her
fraternal twin sister Lyndsy. Her extended family was not closely involved in her life,
although Casey fondly recalled stories about them. Despite this, the magnetic pull of this
family had drawn in some close friends, including Casey’s godmother, Clara, and longtime family friend, Tammy. Dean and Lisa both graduated from high school in Quesnel;
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this had been home for many years and they were well known and involved in their
community. Dean was a small business owner who supplemented his family income with
work at the local hardware store operating a Hiab crane. Times had been tough since the
fires, impacting businesses across the region.
We settled in at the kitchen table to go through the consent forms. I had a consent
booklet that was simplified for the research participants to help ensure they understood
what they were committing to. Dean took Casey into the living room to go through the
booklet, while I went through the extended form with Lisa. Casey re-emerged and agreed
that she would like to participate. Once she had signed the consent forms, we began to
negotiate the day. I was in town for two days this trip. While there had been some
preplanning to my visit, I had only said that I’d like to know more about Casey and her
family, to gather some “big picture” information. In that moment, Casey asked to be
excused, as we would see each other later; it had already been arranged that we would all
be meeting later at Clara’s home for dinner and games. I wondered if Casey knew what
the “big picture” discussion was going to include. Regardless, she had stepped away to
read and do her homework.
Casey’s early years. I usually entered into conversation with families and
research participants by looking backwards. I would start with a proffered question such
as “Tell me about some of the key points of Casey’s early years.” Remembrances were
presented as moments anchored around a location or person, as families provided
background and context for participants’ current ways of being and hopes for the future.
These conversations gave me hints about the likes and dislikes of the research participant.
Metaphorically, they were like little windows, which I might later choose to gaze through
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for a more enriched story in relationship with my participant, or perhaps they were a
place where I could crawl through into their world. Looking backwards with participants,
each temporal sequence related provided a snapshot of an event or experience that had a
beginning and an ending. Carr (1986) stated that stories “are told not about single actions
but about complicated sequences of events and actions” (p. 52). Although concurrent
events are often described separately for ease of the listener, afterwards, each temporal
strand can be overlaid and aligned to reveal the complexity of the interwoven subjects.
As we sat in the kitchen I was introduced to Casey, a youth in transition, through short
stories of her early life presented by her parents, focused on Casey’s biomedical
complexity and hardship.
Medications. At that time, Casey was taking one medication to control her
seizures, a treatment course that initially had not been recommended nor supported by her
neurologist at BC Children’s Hospital. Instead, it was a decision that was made by Lisa
and Dean. It was impossible to tell how each of the medications impacted Casey when
they were all consumed together; for Lisa and Dean, it was important to know the pros
and cons of each individual prescription. When the medical team at the hospital had
prescribed several different medications for Casey, they wondered what each of them was
doing to prevent Casey’s seizures. Moreover, they wondered what each of the
medication’s side effects was doing to diminish her quality of life. They wrestled with
her diminished quality of life that is always an outcome when multiple medications were
consumed: were they all needed to control Casey’s seizures? Was this the trade off? Lisa
and Dean knew they wanted to try to simplify her medications to minimize the side
effects, yet at the same control the life-threatening seizures. It seemed like a reasonable
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goal, but the resistance they faced was unexpected.
At age six, Dean related, Casey was not yet toilet trained and she had very little
vocal communication. They described her state of being at that time as a “brain fog” and
they knew that they needed to do something, and not simply accept that this state of being
was Casey’s best. Dean recalled, “We had to change her to the medication that we
wanted, despite what the specialists were saying. They would not support us at all at
Children’s on this, so we got other doctors.” For almost five years, Casey was not seen at
BC Children’s due to her parents’ refusal to follow the advice of the doctors there.
Throughout this time, faith played an important role, giving Lisa strength and comfort as
she prayed over the decisions she and Dean were making for Casey.
Perhaps the distancing from BC Children’s Hospital was a blessing in disguise, as
empowerment grew out of the assembly of a local team comprised of doctors and the
pharmacist. “They empowered us—like, a couple physicians—they empowered us to
make the decision for her.” There was a moment of silent reflection, a quiet turning
inward as Lisa recalled that time in contrast to their lives now. Speaking again, she
described the outcome of the experience with a note of relief mingled with confidence.
“It was really affirming, once we had been through several years of being on this new
med, that we could see the evidence of the decision we had made, basically.” The
acknowledgement and belief in herself as a knower was palpable.
Releasing our daughter. “By the time she was off [the medication], it was like we
had a different child. She was drugged up with that other drug. The side effects were just
messing with her,” recalled Dean. He was animated as he related the changes that
occurred as she was released from her “brain fog.” First the emergence of speech, next
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toilet training occurred: finally, their daughter was emerging. The changes occurred
rapidly; perhaps this is why Casey’s first memory verse was John 1:14 of the New
International Version of the Bible: “The Word became flesh and made his dwelling
among us. We have seen his glory, the glory of the one and only Son, who came from the
Father, full of grace and truth.” Years of advocacy, years of wondering if they were
making the right decision were captured in the faith of a nine year old: “we have seen his
glory.” There was some triumph mixed with a layer of fatigue in Dean’s voice as he
finished this story. “We changed it, and low and behold, she’s on the best medication for
a woman that she could be on.” Medical advocacy, however, would not be the only strain
on this family in Casey’s early years.
Who is a knower and the impact on family? As I reflected on the medical
advocacy of Casey’s early years, as related by Dean and Lisa, the words power, faith, and
knowledge coalesced as themes for me. I was pulled back to the introduction of Belenky
et al.’s (1986) book in which they ponder:
What is truth? What is authority? To whom do I listen? What counts for me as
evidence? How do I know what I know? Yet to ask ourselves these questions and
to reflect on our answers is more than an intellectual exercise, for our basic
assumptions about the nature of truth and reality and the origins of knowledge
shape the way we see the world and ourselves as participants in it. (p. 3)
As I thought more about the separated pathway of Casey’s parents and the
neurologists at BC Children’s Hospital, I began to wonder about Lisa’s knowing in
comparison to the knowing of the physicians and to consider the distinctions between
different kinds of knowledge. Often parents of children with disabilities are conditioned
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to default to specialists whom society bestows as holding a great deal of knowledge.
They are deemed to be educated professionals who have been assigned to help by our
institutions; thus parents should listen to the specialists’ objectively described course of
treatment. To go against the recommendations of specialists in a medical setting such as
BC Children’s Hospital was not an easy road to take, but armed with their knowledge and
faith, Dean and Lisa had forged a new path for their daughter.
It was obvious from their body language and conversation style that their
marriage was a partnership. Almost half of Canadians with children with disabilities
report that they have significant levels of stress in their lives which is compounded when
a child has severe health needs (Statistics Canada, 2006, para. 7). As I pondered their
story of discordance with the medical recommendations for Casey, 1 Corinthians 13: 4-7
(NIV) resonated with me. Despite the external conflict and internal stresses, I witnessed
the love and support of this family:
Love is patient, love is kind. It does not envy, it does not boast, it is not proud. It
does not dishonour others, it is not self-seeking, it is not easily angered, it keeps
no record of wrongs. Love does not delight in evil but rejoices with the truth. It
always protects, always trusts, always hopes, always perseveres.
Lisa and Dean supported each other to support their family—they persevered by
believing in each other and the path they had chosen. They had worked together to ensure
their daughter’s health needs and quality of life were maximized, but their trials were not
yet completed.
Navigating provincial programs. Complexities abound as families attempt to
navigate provincial institutions to access services. Medical services are separate from
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services for families who have children with intellectual disabilities; therefore, families of
children with medical diagnoses in conjunction with intellectual disabilities must
coordinate services on multiple fronts. Financial strain is a common theme for families
who live in remote communities that must access medical services through urban centres,
as lost wages and extra travel costs not covered by the province mount quickly.
Moreover, according to Statistics Canada (2006), when the last Participation and Activity
Limitation Survey (PALS) was completed, “approximately 30.3% of families of children
with a severe to very severe disability reported financial difficulties; a rate more than
three times higher than families of children with mild to moderate disabilities at 8.6%”
(para. 13). This difference was due to the extra costs associated with ongoing care and
supports, such as medications and supplies, which may be difficult for families who did
not have extended medical supports through their employment. Moreover, local health
centres might also attempt to provide cursory services to address intellectual disabilities
through the provision of speech-language pathology, occupational therapy, and/or
physical therapy through infant development or early intervention programs. Generally
these services are provided in “blocks” of six to eight weeks only, to allow for as many
families as possible to access the resource.
When children enter school, then school-age therapies become available. Each
school district contracts these services differently; however, a common theme is that
specialty supports in the school system are very limited, and so purchasing services
privately for school-age children is often required to supplement their care. Financial
supports are available in BC through the provincial At Home program. This program is
part of the provincial medical benefits program, and for those children who qualify, it

A STORIED LIFE

252

provides medical supports for physical needs such as diapers and glucometers, as well as
extended therapy supports for occupational therapy and speech-language therapy, and
lastly, respite funding. Without services such as At Home funding medical supports and
respite, it would be difficult to maintain supports over time for many BC families.
However, Dean and Lisa faced a particular nightmare of being unaware of programs that
were available, despite going and asking for help.
Caught in the system. For Dean and Lisa, their family fell through the cracks of
the system when one Ministry of Children and Family Development social worker failed
to help them access the services they were eligible to have to support Casey. It was a
bitter pill to swallow, but unfortunately it is not an uncommon story. Discussing what had
happened, Dean and Lisa were seated side by side at the kitchen table, and I was located
to their right; we were eating the lunch that Dean had prepared as we chatted about the
past. As Lisa and Dean each spoke, they filled in details of their shared story, syncing
their narrative, relating the impact of the lack of supports and the financial devastation it
had almost caused their family.
Dean was bitter at having been wronged by a system that was intended to help.
“Part of the reason we got into debt is that you go to the Ministry and you have a disabled
child, and they say…” his story faded away as he thought about that time in the past, then
returned to the moment as he continued, “and when somebody doesn’t do their job you
don’t get the funding and that’s what happened, otherwise we would never have been
close to [being] that [much] in debt.” Dean’s exasperation built as he revisited that
moment:
It wasn’t the system [that] failed. This was that one person. So it was either you
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go and you take the Ministry to court over this person, which you have to have
money to do that. Again, its problematic… all we wanted to do was keep her
alive.
Change. I was silent for a moment, allowing the tension in the room to dissipate.
A few seconds ticked by in the hush of the kitchen before Lisa picked up the story again.
Beginning this time in 2010, Lisa began to relate the story of change:
So 2010 was an amazing year for us as a family, because we finally received the
supports that we were due, basically. Literally, for close to eleven years, we had
zero support. We almost lost Casey three times. So we had a lot that we had to
deal with as a family. We went deep into debt, as well, like mega debt, which
we’ve climbed out of slowly.
Lisa was smiling as she confirmed, “2010 was the year we finally received financial
support for Casey’s needs,” but even that came with some hard decisions.
All paperwork for the Ministry requires that we write about our children. “How
do you write it down?” pondered Dean. “If you don’t write it down just right… oh God!”
Dean related the dilemma he felt accessing supports when Casey was younger. “I talk
about Casey in [terms such as] ‘this is my beautiful child’… ‘this is awesome,’” but the
Ministry requires that we tell the raw truth. Dean related the feeling of betrayal this
produced in the picture it presented of his daughter:
There are days when I want to scream. I want to run out of the house. I’m going. I
can’t deal with this anymore. Wife, you take her for a while. I’ll come back when
I’m calmed down. You don’t talk about those days, but that’s what they need to
hear.
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Dean shook his head as he told his story. An identity given by a parent to his child in
order to access funding still evoked mixed emotions in Dean almost a decade later.
“It’s the medical/deficit model, right?” asked Lisa as she confirmed the need to
focus on Casey’s deficits to access supports. Gesturing towards Dean, Lisa stated, “He
struggled with that.”
Prior to 2010, the family received no supports for Casey’s medical needs, nor did
they receive respite supports to allow for the family to have a break. Lisa continued to
relate that she felt like the tide turned that year (2010), and how “for the past eight years,
at least, we’ve felt more supported. I don’t want to say it was a slower pace, because it
wasn’t. How they approached us, it was a much more empathetic place.” Between the
advocacy to access funding that would allow them to support Casey without going further
in debt, and the conflict that occurred as they advocated for medical intervention that
went against the doctor’s recommendations, Lisa summarized Casey’s early years as the
family’s having “been through a lot.” Those early experiences had shaped their and
Casey’s way of being now.
Families will often reminisce about early years, moments that were not
necessarily important nor remembered by the youth in transition, whose concern is more
often the present time of young adulthood. However, as I had the chance to get to know
Casey more, Dean and Lisa’s recollection of Casey’s early years provided important
context to her “here and now.” Those early years had impacted Casey in complex ways,
leading to a here and now that may have been different had her family’s experiences been
more positive. Casey’s medical needs were, and continued to be, at the forefront of all
decision making regarding activities that she could participate in, where she could go,
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whom she could go with, and how long she could stay. As I reflected on identity, I
wondered if a big part of Casey’s identity for herself was that of a person with a complex
seizure disorder? Did the fear of a seizure prevent her from stretching herself? Did she
carry feelings of helplessness? Did she impose limits on her own independence? Health is
a key factor for quality of life, and Casey had been seizure free for eight years, and while
she had struggled periodically with low iron levels, she was otherwise healthy. Lastly, I
wondered if faith would shape Casey’s life further now that she was stable. Early prayers
had been answered, so perhaps now it was time to run and fly: “Those who hope in the
Lord will renew their strength. They will soar on wings like eagles; they will run and not
grow weary, they will walk and not be faint” (Isaiah 40:31, NIV).
Beginning a transformation. Casey liked Transformers, a toy that was
developed in the 1980s, in which a benign object, usually a vehicle of some sort, can be
re-arranged into becoming a powerful, animate fighting force. Casey used her love of
Transformers to title her microboard when her family was working to develop her
programming proposal for post high school: Casey’s Transforming Life Society. As her
dad related the story of choosing the name, he chuckled at the whimsicality of the choice:
“The movie right? If you don’t make that connection it’s like, ‘What a great name, how’d
she come up with it?’”
Lisa smiled as she shared, “we think it’s kinda funny.” Despite the origins of the
name, it fit in with the vision of the board, so they wholly supported the choice. A year
into life post-high school, I wondered if this choice of name was somewhat fortuitous or
if it was foreshadowing. Growth and transformation had become themes in Casey’s life
as she moved towards adulthood—they offered a chance for Casey to become a renewed
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version of herself.
Although they are twins, Casey and Lyndsy are like most sisters—very unique
individuals. Casey’s life has taken a much different path than her sister’s. Lyndsy
attended the local public high school where both of her parents graduated, and had been
making plans to attend university at UNBC in Prince George. At the point of transition
from elementary to secondary school, Casey identified that she did not want to attend the
high school. “Nnn-nnn, no way,” she muttered as this topic came up. As a result, in
Grade 9 Casey began to be homeschooled with family friend Tammy as her teacher in a
small, individualized program at Tammy’s home. Fast forward, Casey graduated in 2018
with an Evergreen certificate and was participating in an individualized program that had
been titled the College of Transformation. Although Casey had been homeschooled in the
same setting that her adult services occurred, and with the same teacher, there has been a
conscientious shift towards a feeling of adulthood. The College of Transformation has
been delineated as offering a multi-year program, with the goal of each year producing a
more mature, independent version of this young woman as she moved towards life as an
adult.
The metaphor of a transformation provides a framework for Casey’s narrative, yet
her transformation is not that of an explosive, sudden change as seen in a Transformer;
rather, her transformation was more like that of a butterfly. When I think about Casey and
her life as a youth in transition, I think about the Monarch butterfly, a species that takes
multiple generations to make the long migration from the north to south. It is a process of
building. I worry, however, that her journey will be hindered. Shaped over time, has
Casey’s complex medical history encoded a culture in which her family’s role is defined
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by their caretaking? Each year offers a re-generation as she completes the goals of her
program. There is no doubt that Casey is unfolding into a woman with greater
independence and autonomy, as each year at the College of Transformation is like a
generation of the Monarch, culminating with her final year yielding a young woman who
grabs hold of her life, and like the fourth generation of the Monarch, takes flight on an
epic journey into adulthood.
First generation. Two weeks after Casey’s 19th birthday, funding was made
available by CLBC for her microboard’s plan. During the first year of funding (the first
generation), the initial focus of the board was the completion of Casey’s school year.
Microboards were required to report their progress to CLBC. Casey’s board complied
with this mandate by capitalizing on Casey’s desire to be a writer. A multi-page summary
entitled Casey’s Transforming Life Society Newsletter was created by Casey with support
during her school program, and distributed to the funding agent and supporters. Looking
at the newsletter from the summer of 2018, highlights of Casey’s life came into focus.
Although eligible to graduate in 2017, Casey had attended a “second grade 12,” finishing
that year with her Evergreen certificate. Her newsletter reported that she was “very
excited to be graduating”; no wonder, as it is a rite of passage for all teenagers and an
event she had witnessed for her twin sister the year before.
There is no formal ritual and fanfare involved with graduation from a homeschool
program, so instead, a celebration was planned. A party at her home for family and
friends marked Casey’s high school graduation on the only smoke-free day during that
summer of the wildfires. Much conversation swirled around the topic of the party and the
family’s dilemma about whether or not to cancel or postpone it. There was an impending
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possibility of evacuation, as well as the ongoing poor air quality in the area at the time.
Lyndsy recalled that a couple days prior to her scheduled party it was almost dark at noon
as the smoke choked the area. Casey related, “I prayed about the day.”
Lisa added, “We just trusted.”
The date had been chosen well in advance and all the preparations had been made.
Despite some guests cancelling their attendance in anticipation of poor air quality, the
morning of the event, to everyone’s amazement, blue skies emerged from the haze.
Recalling their faith, Lisa remarked, “We just knew it would work out.” As I reflected,
Romans 8:28 (NIV) came to mind: “And we know that in all things God works for the
good of those who love him, who have been called according to his purpose.” Lisa and
Casey’s faith seemed to have been rewarded again. As we chatted about the party, Lisa
brought up photos on her computer. Images of the party showed the elusive blue sky of
that summer: a brilliant, almost cloud-free August summer sky. Food was laid out on
tables and a circle of friends was seated in lawn chairs in the backyard. Casey was
wearing her Captain America T-shirt—all smiles in the photographs. Graduation was a
success!
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Figure 13. Casey’s Family Portrait at Graduation

College of Transformation. It was important that once Casey graduated, her
continued experiences at Tammy’s needed to be differentiated from high school life; thus
the College of Transformation was born! New routines were established, and soon
Casey’s life had a new predictable rhythm. Mornings were usually spent with Tammy at
the College of Transformation. Once a month, a life skills group was held with three
other young women. Some weekends were spent at home with her family and others were
spent with Tammy and Bill and their family. Afternoons were quiet. After Casey got
home from college, she would often make her own lunch—a step towards independence
and a way to transfer skills from Tammy’s house to home. Transfer of skills had always
been a challenge. According to Tammy, it could sometimes take a few years for Casey to
demonstrate skills she had learned at Tammy’s house at her own home:
I don’t know why but she can learn a skill here, practice it here, but not do it at
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home for two years. The biggest thing has been food, huge. She eats what I give
her, but at home… She’s gotten way more flexible and her ability to go to Uncle
Peter’s or Clara’s, or whatever, and not be so picky, is definitely hugely
improved.
Perhaps it was a bit of “sticky thinking” that prevented new skills from emerging at
home. It is easy for everyone to get into established patterns, but her team continued to
encourage her, and she was slowly beginning to show her new abilities. After lunch,
Casey usually had a brief nap before she started work on her homework assignment. Like
all college students, daily homework was expected.
A day at college. It was a warm spring day and I was joining Casey at her college
program, taught by Tammy. Once in a while, there are people who enter into our lives
who have a tremendously positive impact, and Tammy was one of those people for the
Peters family. “She’s a godsend,” remarked Lisa. “I don’t know what we would do
without her—she is Casey’s program right now.” Casey had attended an individualized
program since leaving the public school system at the end of elementary school. More
than just Casey’s teacher, though, over the years Tammy had offered empathy and
compassion to the Peters family. She had supported them as a friend and mentor through
shared faith and purpose. Their relationship was a synergism; they had worked together
to create something that was greater than its individual parts. The entwinement was such
that Tammy and her family were now considered Casey’s “other family.”
Casey’s college experience took place in Tammy’s home. The main classroom
was a bedroom on the main floor of the house; however, lessons occurred across the
whole upstairs and in the backyard as well. Tammy radiated a steadiness, creating a
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calmness that set the emotional tone of the college setting. She provided supports for selfregulation, meeting Casey’s needs where she was at each day, and sometimes each hour,
as emotions ebbed and flowed across a day with various mini successes and defeats.
Casey could become upset if she was not successful at something, reacting with tears or
withdrawal when she got incorrect answers or didn’t understand expectations. Tammy
helped her to work through it and persevere. In addition to the consistent presence of
Tammy in the school setting, Casey had been attending school with a peer, E., for years.
Lisa described E. as “being like a brother for Casey.” The newsletter from June 2018
mentioned an “800-Day Celebration,” the total number of days that E. and Casey had
attended school together since 2013. Casey and E.’s needs were different, yet they built
each other up through their companionship.
Morning ritual. Predictability and routine were important to supporting Casey’s
learning and emotional regulation. My day at the college began with a recitation of
Galatians 5:22-23: “But the fruit of the Spirit is love, joy, peace, forbearance, kindness,
goodness, faithfulness, gentleness and self-control. Against such things there is no law”
(New International Version). This was typically followed by practice of a new memory
verse. Tammy mentioned that the Galatians verse was chosen by Casey to “try to help her
to remember to do her best and learn from mistakes.” Today’s new verse was from
Proverbs 17:27. “He who has knowledge spares his words and a man of understanding is
of a calm spirit” (New International Version). Once those were completed, the Lord’s
Prayer was spoken and O Canada was sung, with our three voices providing melodious
resolve to the lyrics.
A series of reading activities occurred next in the living room. Casey and Tammy
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worked on auditory discrimination of erroneous word sounds, flexing Casey’s working
memory to try to correct them. This was followed by the reading and discussion of a
bible verse related to befriending people who are not Christian and whether or not that
was okay. And lastly, Tammy was to read a chapter from a book—a Nancy Drew novel. I
used to love Nancy Drew books when I was a kid! We used to receive them as gifts and
over time a collection grew, their neat yellow hardcover spines aligned on my bookshelf.
I seemed to remember Nancy Drew as being a teenager, but in this story she was an
adult… did Nancy Drew grow up over the years, or was my childhood recollection
incorrect? Regardless, Casey and Tammy were well into the book and the climax of the
story was approaching as Nancy sought to solve the mystery presented around the cruel
treatment of a young woman by her extended family as they attempted to steal her
inheritance. Upon request, Casey provided a brief synopsis of the story so far in
preparation for today’s instalment. Tammy commenced reading and Casey and I were
immediately engrossed as the chapter unfolded. Casey was seated next to Tammy, tucked
into the corner spot on the living room sofa, listening with a stillness that was in
contradiction to the action in the story. The mystery continued to unfold under Tammy’s
storytelling and we both waited to hear what would happen next, but to my chagrin, the
chapter ended—the story was to be concluded another day.
It was mid-morning and a break was in order. Tammy’s husband had made a pot
of coffee and a tray of snacks as a kind gesture in honour of my presence. I chose some
cheese and fruit and we ate as a companionable company, seemingly buoyed from the
morning. There were smiles all around as we discussed the next part of the day and got to
know each other a bit. I had entered as a stranger into Tammy’s home and her life just as

A STORIED LIFE

263

I had entered into Casey’s, and I was grateful for the warm welcome here, too.
Casey’s morning shifted to a spelling activity, followed by completion of her
yoga routine, a series of exercises devised by her Occupational Therapist to help with
relaxation, strength, and flexibility. Next was math, and today there was to be a test, an
experience that had evoked anxiety and refusals from Casey over the years. Today,
though, she completed the test, a unit exam with a variety of questions: long division,
multi-digit multiplication, some geometry, and even a bit of unit conversion.
Casey did well on the exam, but did not get 100%. Her shoulders drooped and she
hung her head. A black cloud emerged, enshrouding her with negativity and defeat. The
importance of the morning’s mantras came back into focus for me: positivity and
perseverance. Tammy had been working with Casey on her tolerance for making
mistakes and to persevere on harder tasks. She coaxed Casey to transition to a computer
program, but it appeared that all other learning had come to a halt, as Casey declined to
work on writing or other tasks—she was in a funk. I wondered about her reaction to
making mistakes. Did she not recognize that mistakes are the path to learning? I
wondered if there was a hope or an image she held for herself around her abilities? I
wondered whether or not her image or hope for herself faltered when she made a mistake.
Did she deliver a message of “this is one more thing I cannot do” to herself? Did she see
mistakes as hash marks in the column of inability rather than learning opportunities?
Various mantras and relaxation routines, including Casey’s yoga, had been built
into her day. Tammy relayed that “mantras are important to minimize feelings of
frustration, failure,” but in the moment, Casey was not yet able to draw on them to turn
herself around. She listened respectfully as Tammy talked her through it, but was unable

A STORIED LIFE

264

to set the feelings aside. As Casey worked quietly on the computer, Tammy and I had the
chance to talk. Tammy related that “it can be hard, especially when she compares herself
to her twin sister.” Tammy recounted a recent story of jealousy that Casey had shared,
regarding her sister learning to drive versus Casey not being able to drive due to her
seizure disorder. I was surprised, because in British Columbia, the law only requires an
adult to be seizure free for a year to be allowed to learn to drive. Casey had been seizure
free for almost eight years. Given Casey’s demonstrated learning today, it was likely she
could learn the content to pass the written test. As it was not the seizure disorder that
prevented Casey from learning to drive, perhaps it was the fear associated with the
seizure disorder that had prevented her from learning to drive. It was a dilemma of life
versus freedom, but of course life would always be selected. Casey’s seizures were
controlled well—she may never have another seizure—but the possibility was always
present, lurking, stealing freedom and independence out of fear. “Whether you turn to the
right or to the left, your ears will hear a voice behind you, saying, ‘This is the way; walk
in it’” (Isaiah, 30:21). Casey’s family continued their vigilance while they planned for the
future, relying on prayer to help them find their way.
Second generation. Year two of college brought new aspirations and goals as
Casey began to explore new possibilities for travel, employment, and community
inclusion. Her family expressed confidence that “her gifts/purposes in this life” would be
revealed in time. As I reflected on her transformation over time, this poem resonated —
the “desert” caused by the seizure disorder and its impact on her life.
Like a flower in the desert
I had to grow
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in the cruellest weather,
holding on to every drop of rain
just to stay alive.
But it’s not enough to survive,
I want to bloom
beneath the blazing sun,
and show you all of the colors
that live inside of me,
I want you to see
what I can become.
(Christy Ann Martine, 2017)

Casey had expressed a desire to be a writer, but she was not super keen to learn
about the mechanics of writing; thus, she had pushed back when structured lessons were
presented. During dinner at Tammy’s house, we all joked about whether or not there was
a way to make grammar fun, concluding that we could all retire wealthy if we found a
way. Casey had been developing her skills writing in different genres, such as her
newsletter and short stories. In addition, she had expressed interest in illustrating her own
stories and had been working on developing her art skills to support that dream too. I
asked Casey to share one of her stories with me and she sent me a children’s story about
friendship.
Ken and Jiminy Learned to Have Friendship
Once upon a time there was a chocolate colored bear named Ken. Ken’s
height was five feet five inches. Ken lived in the woods alone. Ken went outside
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everyday with his cuddly tiny stuffed owls. Ken’s owls were blue, red and white.
When Ken was trying to find golden honey for himself, suddenly his
stuffed animals got stolen by a strange jade fox named Jiminy Oxford! Jiminy
snatched them speedily so that Ken wouldn’t find out they were missing. In the
corner of Ken’s eye he saw Jiminy steal his stuffed owls sneakily.
Then Ken went to Jiminy to insist, “Can you please give back my stuffed
animals?” At first Jiminy said, “No I won’t.” But he thought about it for a while.
Then he decided to give the stuffed animals back to Ken. Ken was very much
appreciative when Jiminy gave him the stuffed owls back.
Ken decided to ask Jiminy to be his friend. He was scared at first about
asking Jiminy to be a friend to him. Then Ken breathed through it and he began
feeling confident in himself. “Do you want to be a friend to me?” he requested.
Jiminy though about it for a minute, then he said “Yes and I am very
sorry.” Ken said, “I forgive you, but remember you don’t steal stuffed animals.”
Jiminy said, “I promise on my life.” So in the end, Jiminy never stole things ever
again. Ken and Jiminy became friends. (Casey, 2019)
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Figure 14. Artwork for Ken and Jiminy Learned to Have a Friendship (Casey Peters,
2019)

In another visit with Casey’s family, it was August, almost the one-year
anniversary of Casey’s graduation from high school. College was not in session; instead
the focus had been on engaging in community activities and fun. Her second year at the
College of Transformation would commence in earnest in September. At dinner on a
Sunday evening at Casey’s home, the topic of budgets arose as Lisa said they were
notified that they were receiving a 3.5% budget increase. “Who does that?” she
exclaimed—it certainly was not a common experience when working with government to
get an increase that you did not specifically request! Lisa expressed worry about what to
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do for next steps for Casey. Casey’s godmother Clara had a couple ideas that she had put
forward and was willing to write the grant to get the funding.
The focus of my trip this time was to “look forward” to what the next year might
bring. I wondered what the criteria for a successful year for Casey would look like as far
as her transition or transformation. Tammy expressed that she would see the year as
successful if Casey could find things that made her happy. We delved a bit deeper into
this idea, given that Lisa had expressed worry that some of Casey’s choices were
potentially adaptive preferences. As Lisa was driving me back to the hotel the previous
evening, I had asked about Casey’s writing and Lisa had stated that she wasn’t sure about
her interest in writing. She was worried that Casey had perhaps heard her talking about
art and writing and incorporated those ideas as a result. I’d asked if she had checked out
Teresa Pocock, a poet and artist from Vancouver who has a diagnosis of Down
Syndrome. Teresa was managing to break down barriers and have her voice heard
through her poetry and art. Lisa described that Casey wasn’t very interested… she
expressed that Casey might think about being a writer, but she didn’t have a clear idea as
to what was involved in becoming one. This conversation was echoed the next day by
Tammy.
As I settled into my night at the hotel, thinking about Lisa’s thoughts on Casey’s
learning, Dewey’s words from his Pedagogic Creed of 1897 arose in my thoughts:
“education must be a conceived as a continuing reconstruction of experience, that the
process and goal of education are one and the same thing” (para. 33). Perhaps as Casey’s
experiences related to being a writer were limited, opportunities to engage in the activity
in various ways might help Casey to determine if it truly was something she wanted to
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do. I wondered about attendance at a writer’s workshop or maybe inviting a successful
writer with disabilities to come to Quesnel to be interviewed? At dinner at Tammy’s the
next evening I broached these topics, together with my wondering about Casey auditing a
course at the College of New Caledonia in Quesnel. These ideas were met with an abrupt
refusal by Casey; her body language leaving no space for negotiation. Casey stated she
wanted to learn only with Tammy having her “write on the board.” Tammy offered that it
might help her to learn ways to teach her—but again, the response was a firm no.
Our dinner conversation moved to the topic of Casey’s anxiety as Tammy thought
about goals for the second year at college. She stated that she believed that they had
unwittingly created an intense fear of strangers. Tammy related that on a recent overnight
trip to Barkerville, Casey had become agitated. With calm probing from Tammy, Casey
revealed that she was afraid of the people, afraid that they were out to harm her. Tammy
described this as an “ah-ha” moment in the sense that they had believed that it was a
sensory challenge to be around a lot of people, but Casey’s conversation with Tammy
had revealed instead that it was actually a fear that had developed. “Somewhere, ‘stranger
danger’ got exaggerated for her,” Tammy stated. Tammy also said that this year, a goal
for Casey was to undo this teaching as she worried about how they could successfully
manage their trip to the Maritimes that was planned for the following fall.
Casey and her mom were planning a trip to PEI, Nova Scotia, and Newfoundland
that was tentatively scheduled for August 2020. Casey’s primary goal was to visit the
Anne of Green Gables estate, as she was a huge fan of the books and the television show,
Anne with an E. As we walked along the river on a warm muggy August morning, I
asked what she liked so much about Anne of Green Gables that made her want to visit.
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Casey responded by expressing her hope of seeing the house and going to the beach. I
wondered what else she might want to do, but she was unable to articulate other ideas.
Perhaps, like any fan, being in the setting would evoke memories of the stories. Seeing
the house, and thinking about Anne and her friends and their adventures, might not be a
bad way to pass an August day in PEI.
Lisa had been completing the paperwork for the airline to allow for reduced fare
for her as Casey’s companion for the trip, as well as sorting out the transportation of her
emergency kit. Lisa had expressed anxiety about travelling on her own with Casey, but
this trip, she would have Tammy along as well. I chuckled, empathy and sympathy
mixing as I recalled some of my own trips with my son. I have travelled quite extensively
with him and it has not always been smooth. Lost luggage, lost stuffies, air sickness, food
poisoning, heat sensitivity, ambulance trips, navigating new locations… there were a lot
of things that could have gone wrong, and did! There were definitely moments of stress
and anxiety for me (and absolutely for him too), but each trip got easier as we learned the
routines of national, US, and international travel: lineups, waiting, rudeness, jet lag,
strange food packaging, intolerance, and pain: these were a few of my non-favorite
things! On the upside, the experiences that can occur on such trips are invaluable. My son
would research the location and choose the things we were going to do while we were
there. It was fascinating to see what he picked. In Paris, he had a list of paintings and
sculptures he wanted to see in the Louvre museum, and we moved through the museum
to each of them as he had documented their locations. I remember saying, “Wait, Mom
wants to see Michelangelo’s David.”
Robert looked at me like I was wasting time. “No, we have to go see these Van
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Gogh paintings” (one of 70+ artists that he had studied prior to this trip), listing off a
grouping.
“Okay then–it’s your trip, it’s your experience—we will go with your ideas.” I am
pleased to say, though, that I managed a quick glimpse of David as we moved past the
statue en route to another part of the museum.
As the future was bantered around in conversation, Lisa mentioned “it’s only been
a year and a bit” that they had had Casey’s adult funding. Personally, Lisa had taken this
year to focus on her own self-care now that Casey’s transition from high school was
complete. Casey was okay at the moment, she had the funding she needed and she was
enjoying her program—maintaining the status quo was working. Lisa had mentioned that
her brain couldn’t take thinking about other ways to use the money. Although they had
been funded for nine years through various funding streams, Lisa’s advocacy exhaustion
persisted. Part of me acknowledged that it was tempting to pause, especially after they
had lived through such a harrowing experience in the early years to get to this place of
relative calm. I hoped, however, that as Casey’s second generation of education moved
forward, she would have the opportunity for more experiences that would allow her to
determine a path for herself—to discover her passions. “‘For I know the plans I have for
you,’ declares the LORD, ‘plans to prosper you and not to harm you, plans to give you
hope and a future’” (Jeremiah 29:11, NIV).
A Narrative Account of Grayce & Lynn—Sisters
Entering into the midst of Grayce’s and Lynn’s lives began as I arrived in Powell
River on the last Friday of September, 2018. It was unseasonably warm and sunny,
almost hot for fall. Against a backdrop of the Coast Mountains, Powell River ascends
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steeply from the water of the eastern edge of the Salish Sea up the bank to a ridge. The
sun was glinting off the windows of the rows of houses that faced out over the water,
creating a blinding brilliance of reflection and dancing light as I arrived in the late
afternoon. While Powell River was not an island, it was isolated in the majesty of the
Sunshine Coast, comprised of a series of interconnected strips of land on the southern
coast of British Columbia that are accessible to vehicles by ferry only. The primary BC
Ferries terminal was situated in the present-day core of Powell River and businesses and
commerce have built up over time around the transportation hub.
During my first visit, I had decided to stay in Powell River’s historical Townsite
district. In 1995, the original town site was designated as a National Heritage District,
with more than four hundred original buildings still standing. The Powell River Paper
Company began construction of the original town site in 1910, two years before the
completion of the mill. Developed by several successive Powell River Company town
planners across four decades, the town site was influenced by their foresight in the
expansion of the amenities and housing that were built as the commercial and social hub
around the pulp and paper mill. Dance halls, banks, municipal supports, churches,
hospitals, and housing: the mill company planned, installed, and controlled the services
that were available in the town’s early years. In its heyday, the mill was the dominant
supplier of newsprint across North America, a position that would last for decades. Like
many early settlements in British Columbia, forestry and forest-related products were the
foundational industries. Settlers were drawn to the traditional, unceded territory of the
Coast Salish peoples by the opportunity to work. Although Powell River arose as an
isolated mill town community, forged out of the cedar rainforest in the Sliammon First
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Nations territory, it is now home to 13,000 people, and the mill has remained an
important part of the community.
Now owned by Catalyst Paper, the pulp and paper mill’s smokestacks are still an
iconic image of Powell River’s waterfront; today, however, Powell River has extended
south, away from the historic site. Although the mill and its surrounding area are no
longer the social and political hub of Powell River, the Catalyst mill is still the primary
employer within the area, 100 years after it first opened (Powell River Community
Profile, 2014). As I travelled across the Georgia Strait on the ferry, I tried to remember
the last time I had come to Powell River; it had likely been 30 years ago. I recalled
coming here during my first year of university, to scuba dive to the Emerald Princess, a
10-foot tall underwater sculpture of a mermaid that had been newly placed in the
community to promote diving tourism. I also recalled that there was a breakwater of old
concrete ships from WWI and WWII near the old town site. I’d have to see if I could spot
them again—I remembered that they had been chained together and floating—a piece of
history serving a modern function of protecting the assets of the mill.
I made my way off the ferry, onto the main road that connected the old town site
with the modern-day downtown core of Powell River. I turned left and followed the road
alongside the ocean, reveling in the beauty of the area, enjoying the sunshine and
thinking about my youth. I was about Grayce’s age the last time I was here. I had not yet
met Grayce and Lynn; that would occur the following morning. Tonight, I approached
Powell River as a tourist and observer. I was awestruck by the beauty of the area, but I
wondered what living here full time was like for young adults. Were there a lot of
resources and opportunities? Did the small town atmosphere of Powell River provide an
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advantage?
Grayce and Lynn, together with their mom Jan, moved to Powell River in 2011.
Jan related that she had chosen to move here from the lower mainland to enable the
purchase of a home that would facilitate long-term housing security for her daughters.
Moreover, Jan surmised that a smaller town would allow the girls to build a greater sense
of community and belonging than living in an urban centre. Jan immediately involved the
girls in the local church located close to their home. Furthermore, community
participation and involvement were also key themes for Jan, as she encouraged the girls
to give back through volunteerism and work. As she summarized it, “The move has been
great for the girls.”
As I thought about entering into the life of this family and how I might tell Grayce
and Lynn’s story, I wondered if I should be telling Lynn’s story and Grayce’s story
separately. There were, after all, separate people; however, as sisters, their worlds
overlapped. I committed to try not to make comparisons of the girls; however, that too
seemed impossible. Thus, I sought to compare without criticism—they were different, but
one was not better than the other. They were each creating their own storied lives,
overlapping and interwoven, yet independent. I decided to strive to create a narrative of
their two lives that reflected this relationship.
Adopted at an early age, both Grayce and Lynn had a diagnosis of Sotos
Syndrome, a genetic disorder that affects protein development. Moreover, their
development was further complicated by pre-natal exposure to alcohol and cocaine.
Although they shared the commonality of the same diagnosis, each sister was unique.
Grayce was striving for independence, having been imbued with her mother’s mantra of
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community participation; she focused on enriching her life with any opportunities that
came along. Lynn, however, was holding onto childhood and the lack of responsibility
that came along with it. Self-gratification seemed to reign in Lynn’s life. She was often
like a spark or a firework, taking over a situation, becoming the center. In contrast, duty,
responsibility, and joyful social interactions governed Grayce. They were yin and yang,
an ancient principle that ascribed that “all things exist as inseparable and contradictory”
(Cartwright, 2018, para. 1). Grayce and Lynn’s lives were interwoven as they were
sisters, yet they were opposites in many of their desires, drives, and ways of being. One
was outward facing while the other was inward facing. They were fire and water, or
chaos and calm. They existed more harmoniously now than they had in the past—each
tolerating the other’s needs and building space when needed, and each finding her own
way in an interwoven, yet independent story.
Outward and inward facing. Grayce was outward facing: she was calm,
thoughtful, kind, generous, inquisitive, and socially motivated to help others. She strove
to maintain and build friendships in the community. She was affable and service oriented,
and she demonstrated a tremendous desire to give back to her community and to embrace
every opportunity that came her way. In return, people were drawn to her. One of her
support staff remarked that “Grayce is involved in all the community events—she puts
herself out there to make the most of life.”
In contrast, Lynn was inward facing. She could be spontaneous and intense in her
reactions, ranging from ebullient to vitriolic, depending on the circumstances. Moving
through life, Lynn was motivated by the things she liked, displaying talent and an eye for
detail in a number of areas of interest, such as graphic arts, woodworking, sewing, and
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riding. Lynn described herself as a “homebody,” preferring to do things at home, rather
than being out and about in the community. She had expressed a lack of desire to work or
volunteer—a sore point for her mom Jan, who shook her head in resignation at Lynn’s
full-out refusals to consider work experience. Lynn had definite, defined passions that she
would pursue, such as time with her favourite horse Sitka, leaving all peripheral activities
to others. Lynn was all or nothing.
They were interesting together, their relative strengths bringing out the best in
each other, or at least helping the other to access new experiences. In some ways, Grayce
drew Lynn out, paving the way for her to engage in community. Through her example
and her acceptance, Lynn could join Grayce to participate. In other ways, Lynn’s
boldness pulled Grayce out of her comfort zone and routine. Encouraged by their mom,
who worked tirelessly on various committees and volunteer groups, Grayce had picked
up her mother’s mantle to give back in as many ways as she could find. Lynn, on the
other hand, seemed to follow behind; being motivated more by personal interests than
altruism, she seemed to hold back from new experiences as she resisted risk. I wondered
for a moment what kept Lynn from embracing her life—there was so much passion and
talent available around her to channel, but she was unable to embrace it. Grayce, on the
other hand, was up for any adventure that came her way.
Entering into the midst. We picked a Saturday morning to meet for the first time
to accommodate everyone’s work and school schedules. I arrived at the house and parked
across the street in front of a park, which was deserted that morning. The house was a
one-storey home with grey siding; two large picture windows looked out onto the playing
fields and green space. As I crossed the street, the front door opened before I knocked.
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Lynn, aged 17, remarked that she had spotted me getting out of my car as she invited me
in. She was smiling and giggly, putting on the airs of a person who was shy, when it was
clear she was not. As I entered, removing my shoes, Lynn rushed back to her seat at the
table, stating, “That’s my spot,” claiming a rotating kitchen chair in front of the remains
of her breakfast. Jan shook her head patiently and invited me to sit in the last vacant
chair. I had arrived as breakfast was finishing, and everyone was seated at the table off
the kitchen. Grayce, aged 20, was unfortunately trying to staunch a sudden nosebleed, but
we introduced ourselves around the ball of Kleenex. Jan was a friendly, middle-aged
woman who worked as an Educational Assistant in the Powell River School System. She
seemed pragmatic and no-nonsense. She was drinking coffee, and she offered me a cup as
I settled in.
On the morning of my first visit, the goal was to complete the consent forms and
get to know everyone. As I took my seat at the table, I took in both my surroundings and
my new research participants. I was seated across from Lynn and adjacent to Grayce.
Lynn looked mischievous—an initial impression that would later be proven correct. She
was intermittently animated, her bright blue eyes betraying her thoughts as she giggled or
squealed excitedly about something. If she disagreed with something said, she shook her
head quickly, while biting the joint of her first finger, eyes fixed on me as she vibrated. In
that moment, I recalled that periodically I had been worried, as a researcher working with
youth in transition, that they may be too nervous to tell me their true thoughts on a topic.
I laid that worry aside with Lynn, as I concluded that there was never going to be any
ambiguity with regards to what she was thinking about a topic—it was written on her
face and portrayed in her body language at all times.
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While Lynn’s eyes were a bright blue, Grayce’s were the colour of sea glass. Her
eye contact was sometimes fleeting as her attention was drawn to her phone as it sat on
the table, close to hand. Grayce’s eyes of sea glass reflected her calmer way of being: the
routine of the tides, the stillness of the water sometimes disturbed by the wind into
waves. Grayce exuded an aura of calm, she was the shoreline that Lynn gently brushed
against, but in times of storm, she crashed against the stalwart shores—conflict between
the sisters had been intense at times. Despite their differences in temperament, as
siblings, they would always complement each other—wind and wave and shoreline.
Lynn’s moments of intensity shaped Grayce and Grayce tempered Lynn with the
boundary of the land—one was comfortable in her community, holding the shore, the
other rose in moments of energy. Grayce was measured and thoughtful in her responses,
her affect matching her emotions and the energy of our conversation. In contrast, Lynn
was the storm, her movements were sudden and animated with intensity as she responded
to my inquiries. Or maybe, Lynn was a hurricane and Grayce was its eye; regardless, the
differences in their personalities were exceptional and their motivations unique to each of
them. My interest was piqued to hear how their lives were unfolding—one shaping her
landscape with stormy intensity, the other with the regular, consistent movement of the
tides.
A narrative account of Grayce—With a little help from my friends.
I get by with a little help from my friends…
gonna try with a little help from my friends.
(The Beatles, 1967)
I had arranged to spend most of the day with Grayce that day. As I came
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alongside her in a narrative inquiry relationship, it was evident that her enthusiasm to
become involved in her community had drawn people into her life who had championed
her desire to be her best person. As I thought about Grayce’s young life, the Beatles’
1967 song With a Little Help From My Friends popped into my head, the refrain from the
chorus echoing like a movie theme song providing a backdrop to her stories. Friendship
was key. There had been some important people in Grayce’s life who had come alongside
her to support her participation in experiences that had led to greater learning.
Championed by those around her, the opportunities that arose for Grayce had been, and
continued to be, educative rather than mis-educative, allowing Grayce to develop her
capabilities and functionings through the provision of experiences.
Dewey (1938) defined mis-educative experiences as those “that ha[ve] the effect
of arresting or distorting the growth of further experience” (p. 25). While mis-educative
experiences abound for youth in transition, Grayce’s friends have supported what Dewey
(1938) referred to as the “right kind of experience” —one that has quality (p. 27). “The
quality of any experience has two aspects. There is an immediate agreeableness… and
there is its influence upon later experiences” (Dewey, 1938, p. 27). Experiences lead to
learning: “there is an intimate and necessary relation between the processes of actual
experience and education” (Dewey, 1938, p. 20). The education that had resulted through
Grayce’s friendships had empowered her to be able to give back to her community as a
young adult, in a way that would have been impossible without that support earlier in her
life. Volunteerism, participation, and community involvement were all themes that were
important to Grayce. Engagement in quality experiences related to these themes, and with
the help of some key people, had shaped the person she was now. Because of Grayce’s
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work ethic, she was valued in her roles within the community. I was excited to
experience a time with Grayce in her hometown.
The apartment. To start our day together, I had made plans to meet Grayce at her
apartment where she lived on her own. Grayce had moved out last year at age 20,
something that is unusual for young adults these days unless they are moving to attend
post-secondary education, as the cost of rent is prohibitive in most communities.
However, the intensity of Lynn and Grayce’s interactions had precipitated an early move,
an occurrence that Grayce was happy about. Grayce’s move to this location was
fortuitous, as it arose out of connections made through Grayce’s volunteering. Her
landlord was looking for a tenant whom she thought would be quiet and respectful of her
property and she contacted Grayce.
Yeah she phoned me saying “Do you want to rent the basement?” And so I didn’t
know what we were dealing with until we looked. We went into the house and
looked at the space, it was nice. It’s the right size for one person.
Jan related that living on her own was part of Grayce’s “big dream.” The rental
portion of Grayce’s Persons with Disabilities (PWD), benefits, $375, covered most of the
rent of $400, providing additional income for her landlord, and a secure place for Grayce.
Jan helped by paying for the hydro and Grayce covered the expense of Netflix. Jan
recognized with gratitude the factors that had come together to allow Grayce to move to
the apartment: “You would almost want to say there was divine intervention.”
It had been a positive move for Grayce, a way to gain space away from the
intensity of the relationship with her sister, which had led to physical conflicts between
them. Now, though, Grace related, “If we have an argument on the phone we just hang
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up.” Moving to the apartment had been empowering on many fronts for Grayce: day to
day decision making, connecting with friends, work, and community involvement were
now largely left to her to organize, with a bit of support. Grayce related, “I like having
my own place.”
Jan remarked, “She is extremely successful.”
It was a studio apartment in the basement of a house in the newer part of Powell
River. The house was like many others on the street: two storeys of 1960s vintage.
Located on a corner lot, it was clad in shades of beige aluminum siding. The bus stop was
a few steps away from the house, giving easy access to recreation and shopping. I had
parked around the corner, as the landlord did not allow Grayce’s guests to park in the
driveway. Grayce had provided instructions regarding finding the entry to her apartment
and I spotted it at the side of the house. There were a couple steps down to the entry area,
which was bounded by a cement retaining wall on one side and the house on the other.
There was a bit of covered outdoor storage next to Grayce’s door. As I approached, I
noted that her bike was parked there and a feeling of admiration passed through me as I
thought about the effort needed to ride a bike in Powell River. Most urban cyclists have
to be wary of motorists during their commute. The quieter streets of Powell River did not
present that danger; however, the terrain was treacherous for cyclists! The avenues were
flat, while the streets were very steep, ascending from the water or racing back down.
Using a bike for transportation in Powell River would always entail going up and down
hills.
I knocked gently on Grayce’s apartment door that was ornamented with pictures
of Harry Potter, revealing her fandom. She opened the door while looking at her phone,
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and bid me enter while stepping back. As I entered, I gazed around the space. Grayce
took in my scan and stated, “I tidied for you!”
I replied, “Well, that’s nice that you cleaned in my honour,” and I chuckled. Her
mom had mentioned that maintenance of the space was not always diligent, but it seemed
that Grayce was determined to prove her mom wrong, as the space was neat and tidy
today.
She gave me a quick tour. It was a bachelor’s suite rather than a one-bedroom
apartment. The ceilings were a decent height, at least seven feet, preventing the
claustrophobic feel that I have sometimes experienced in other basement suites. The
outside door opened into the kitchen; to the right was the food preparation area with the
appliances, sink, and countertop. There was a large window above the sink that let in
natural light to the space. As I gazed to the left, I noted her kitchen table, which also held
her laptop and other electronics. As the unit was a large open space, Grayce had
positioned a large china cabinet between the kitchen table and the far wall to delineate the
area into the main living space and the bedroom. The cabinet offered some privacy to the
bedroom area. The bathroom was off the main living space, offset closer to the bedroom
portion of the space. It was painted a bright, cheery, blue colour. There were pictures on
the walls that reflected Grayce’s current interests, such as the Kings hockey team and
Harry Potter. Other items were visible in the cabinet, such as BB8 and Hans Solo dolls
that revealed she was also a Star Wars fan. There were a few pictures of Grayce in the
setting—most were from her high school graduation. It looked like a comfortable space,
an apartment that any youth striking out on their own might live in.
Positioned on one wall was Grayce’s calendar with her schedule for the week
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written out. On the other wall were lists of reminders for routines and chores. For
example, today was a garbage day. Grayce had already let me know that she had “got up
early to take the garbage to the curb.” Grayce received 24 hours a week of in-home
support through CLBC funding to help with organizing, cooking, shopping, and
budgeting.
Around her calendar were photographs that immediately drew my eye. Some of
them were beautiful! I inquired as to who had taken them as I stepped nearer to examine
them more closely. A shy smile formed on Grayce’s face as she said, “me, for a class at
school.” I complimented them, and wondered if she had ever considered making photo
cards, as she seemed to have an eye for photography. There was a group of photos in
particular that had caught my attention: an eagle taking flight against a grey sky, its
movement caught in a series of still frames. As I looked at them, I marveled aloud at their
beauty. Grayce revealed: “I took the pictures with my worker’s camera.” I also especially
liked the close ups of flowers and a dandelion that had gone to seed… I have a dandelion
gone to seed tattooed on my arm, symbolizing my son’s graduation and the hopes of the
future. I was also drawn back further in time by this image. I recalled making wishes on a
dandelion with a full head of seeds as a young girl. I visualized my seven-year-old self,
inhaling deeply—the superstition required that you had to blow all of the seeds off in one
breath for your wish to come true. I related my memory to Grayce and she laughed,
saying, “I did that too when I was a kid.”
We negotiated a plan. We decided that first we were going to pick up Grayce’s
laundry at her mom’s house. Once that chore was completed, we were then going to get
lunch at Moose n’ Eddies in the mall. Moose n’ Eddies was her favourite restaurant. As
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we settled into the car, I asked Grayce if she would navigate us to her mom’s place. I had
my GPS at the ready, but Grayce was fully confident in her abilities to get us there. “I
know my way around Powell River,” Grayce remarked as we zigzagged our way
upwards. “I go to lots of places.” It was a route of multiple turns as we climbed up to her
street. I relied solely on Grayce, as I was unfamiliar with the area and disoriented with
regards to our location.
Finally, the park came into sight and I knew we were getting close. I exclaimed,
“Ah - there’s the park, I know where we are finally!”
Grayce chuckled again. “Yeah, we’re almost there.” I noted that it was not an
easy walking distance between Grayce’s apartment and the house—coming back and
forth would require planning.
Grayce does not have laundry access at her apartment, much like many young
adults living away from home for the first time; as such, she brings it home to wash. She
completed it independently yesterday, but then left it at the house as she was going to a
recreation group in the evening. Grayce was pleased that we had worked the laundry pick
up into our day. “I didn’t want to carry it last night. I was going to my group on the bus.”
There was a big blue sac and a large reusable shopping bag of clean laundry when we got
there. “I need my jersey for tonight, I washed it yesterday.” Relief was evident in her tone
as we loaded the bags into the car. We were now ready for lunch.
Everybody knows me. We headed for the mall and Grayce again navigated the
route. I had anticipated that it would be hard to find a parking spot as it was Black Friday
and the sales were on at the mall. As we approached, we both wondered aloud if anyone
was shopping the sales today. Like all retail locations, there were banners advertising
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discounts to kick off the holiday shopping, but surprisingly, there were many empty
parking spaces and it didn’t seem to be very busy. Maybe most Powell River citizens
were like Grayce, who remarked, “I never go to Black Friday shopping. I’d have to plan
for something I really needed and wait for a sale. I don’t really need anything.” As a
result of the lack of shoppers, we scored a parking spot close to the mall doors and we
headed into the restaurant. There was an exterior sign for the pub, but it was to the left
inside the exterior doors to the mall. It looked like a sports bar. There were team jerseys
hanging from the walls and big screen televisions showing various sporting events. A
fully stocked bar was the centerpiece of the restaurant. Grayce was a sports fan—of the
Kings hockey team in particular—and this restaurant reflected her passion for sports, a
trait I would be fully introduced to later. It was very quiet in the restaurant as the lunch
hour approached—it was 11:30 when we arrived, and Moose n’ Eddies had only been
open for half an hour. We were one of only a few tables that were occupied with
customers.
Grayce picked the seats for us, two tables in from the door, from which we had a
clear view of the mall entrance and who was coming and going. We chatted about school
for a bit. Grayce and her family had moved to Powell River in time for Grayce to start
Grade 9. She had graduated from Brooks Secondary with an Evergreen Certificate and
then went on to complete her ECE Assistant certificate online through Northern Lights
College. I remarked that it must have been tough moving in high school. Grayce admitted
that she didn’t want to move at first because of her friends, but she confided that she had
made new friends. I asked whether she had stayed in touch with her friends from the
lower mainland. She said, “I have a friend that I see sometimes from Grade 5. It’s
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amazing that I have their contacts.” I shared that my longest running contact with a friend
had extended over 40 years. To this remark, Grayce responded, “Sometimes my sister is
jealous because I have friends from a long time ago.”
I commented that it takes work to maintain relationships, and that it was “great
that you put in that effort.”
Grayce continued to nod her head in agreement, adding an additional thought: “I
have lots of friends here now too.”
We ordered our burgers before we turned our attention back to conversation. We
chatted about inconsequential things, favourite movies and TV shows dominated the
exchange. We were trying to spot people who had taken advantage of the Black Friday
sales; thus we each glanced towards the door periodically as people made their way to the
exit. We weren’t there long before Grayce had given someone she recognized a wave as
they passed by. Following up on the salutation, a gentleman, who appeared to be in his
fifties, entered the restaurant and approached the table. Grayce introduced us and he sat
down for a minute. He began to chat about his plans for the afternoon; he was on his way
to help a friend. Their conversation shifted to a check-in about bowling and the recreation
group. Last night there had been a miscommunication and Grayce had missed the movie
that the rest of the group went to see. “I got to the group and no one was there—no one
told me about the movie.” She was obviously disappointed and a bit frustrated, but the
topic remained there only long enough for her friend to acknowledge the mistake in a
show of empathy before it shifted again. Grayce had raised the upcoming Kings game as
the next topic. She let him know she would be working at the Kings game later that night.
He said he wouldn’t be there as he had other plans; Grayce didn’t seem surprised. He
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looked at his watch, which shifted his attention back to his plans. Rising, he bid us
goodbye as he stood up to leave, he was off to help a friend.
Grayce returned to our conversation about friendships. “I have lots of friends
from Special Olympics,” Grayce revealed. She knew our recent table guest from Special
Olympics bowling, one of several sports she participated in throughout the year. Grayce
had been an athlete in Special Olympics since moving to Powell River. She shared that
she enjoyed the sport and social connections that occurred through participation. “It’s fun
and it’s how I stay in shape.”
Influenced by our surroundings and our planned evening at the Kings hockey
game, our conversation shifted to sports—from the role of an athlete, to that of a
spectator. Grayce lit up as the topic shifted and it was immediately evident that Grayce
was more than a mere spectator, she was a super fan! The Powell River Kings were
playing the Nanaimo Clippers that night. The Kings had rebranded at some point; I had
remembered them as the Powell River Paper Kings, an homage to the main industry of
the region. I wondered if perhaps the mill had been the team sponsor at some point, and
then they no longer were. I queried, but Grayce was unsure. The Kings were a Junior A
hockey team, meaning that the players were very talented and came from many different
cities across Canada and the US to build the teams in small towns across the country. As
the players were young, they were billeted around the community with host families. All
of them hoped to be drafted to the NHL. Grayce had volunteered with the Kings for a
couple of years, selling programs before the games. Hockey in this small town was a big
deal. We chatted a bit about the tragedy of the bus accident that had involved the
Humboldt Broncos team—they were young guys like the Kings team, part of the Junior

A STORIED LIFE

288

A system, too. Grayce shuddered as a look of worry crossed her face: she was invested in
her local team. But then the feeling of helplessness passed, and we both offered up the
hope that a tragedy of that magnitude would never happen again.
The topic then shifted to life in Powell River. Grayce revealed that she liked
Powell River: “It has everything I need.” She began to expand her story: “If we still lived
in Vancouver, I couldn’t be out walking home at night… it’s also less expensive.” I had
not spent much time in Powell River prior to meeting Grayce, but I commented that it
appeared to me that they had a bit of everything: indoor and outdoor recreation, shopping,
bus routes. Grayce said, “The bus system is good, I take the Number 3 from my house to
the rec centre, but sometimes I ride my bike.” Having seen her bike parked outside her
door, I was able to mention my wonder about tackling the hills of Powell River using
pedal power. I asked if she rode for exercise or to get places? She said she rode to “get to
work or to places I need to be.” I remarked that Powell River had some really steep hills.
Grayce laughed and said, “I avoid the hills!” I’m not sure how she managed that feat,
although the route to the mall was pretty flat; it may have just required planning. Grayce
concurred. “Yeah, walking and using the bus are sometimes easier.”
Despite the emptiness of the restaurant, we were still awaiting our burgers twenty
minutes after our arrival, when Grayce was spotted by a little girl. She approached our
table with the abandonment seen only in children and slid into the bench seat beside
Grayce. They both smiled, mutual happiness at this happenstance meeting showing on
both their faces. As they greeted each other the little girl provided an exuberant hug that
was returned by Grayce. Grayce beamed after this exchange and she asked about the
child’s day. She was rewarded with a “good” in response to the query… no elaboration
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was forthcoming in such a young child. The child was from the school where Grayce
worked as an EA assistant twice a week. She remained tucked in beside Grayce, content
for a minute. Soon, however, the little girl was called back to her family, and she went off
happily, having checked in with Grayce.
Maybe another minute or two passed and then another gentleman wandered into
the restaurant to greet Grayce. They exchanged a few pleasantries. He had been Black
Friday shopping, and he had found a present for his nephew for Christmas that he was
excited about—some sort of remote control vehicle that he was sure was going to make
him the best uncle. They were also friends from Special Olympics, but they also had a
mutual passion for hockey and the conversation shifted to the scheduled hockey game.
He, too, was planning to attend that night. Wrapping up their conversation, they agreed
they’d see each other later.
Grayce returned her attention to me and remarked, “Everyone knows me.” This
seemed to be true; she was a lucky woman. Later, as I thought about Grayce’s place in
her community I reflected on marginalization and anonymity. Powell River was a small
town, yet it was big enough that someone could remain largely anonymous if they did not
make an effort to connect through programs and agencies that supported individuals with
developmental disabilities, or through work and volunteering. The Special Olympics, the
Powell River Association for Community Living, and other agencies offered many
opportunities.
There was no worry about marginalization with Grayce. As her mother Jan had
confirmed, “she has a very positive profile in the community.” Grayce had connected to
her community through work, friendship, and community giving - she was a welcomed
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and valued community member.
How do I feel by the end of the day?
(Are you sad because you’re on your own?)
No, I get by with a little help from my friends.
(The Beatles, 1967)
Working with children. Grayce really enjoyed working with children. During the
school year, she worked at Henderson Elementary School, one of three local elementary
schools, as a classroom assistant. During the 2018/19 school year, Grayce worked two
days a week in the mornings, from 9:00 to 11:00 AM in a kindergarten class. Jan
described Henderson as having a “unique population,” with “at least one, often two, EAs
in every room.”
Grayce explained that she “like[d] getting involved with the kids,” helping where
needed. She described her responsibilities as diverse. “They have me doing a few things
right now. I take a student on his break for when he’s done his work and when it’s
needed. I do recycling, I also generally help out where needed.” Grayce also related that
she was keen to take on additional duties; for example, the principal was “going to be
getting me [to] cut vegetables for the lunch.” Grayce worked in a unique position at the
school, one that was created for her—a niche position that captured Grayce’s strengths.
Obtaining a position in the school district was no easy accomplishment, but working with
children had been a passion of Grayce’s for a long time.
Jan remarked that Grayce knew early on that she wanted to work with kids;
therefore, she focused on getting experience with them beginning as a younger teenager.
Grayce remarked, “in the community here, I helped with Refuge and Sunday School at
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the church.” Grayce explained that Refuge is:
a kid’s night when parents drop off their kids. They go out and do what they need
to do and then they come back and get the kids. It’s like a big fun thing for the
kids to come and play.
Grayce helped with crafts and other activities during the event. Her mom added in
teasingly that she also “made sure there was no blood on the floor.” Although Grayce was
unable to meet the educational requirements to obtain employment as an accredited
Educational Assistant, nonetheless, Grayce’s history of working with children was
recognized by the school district, allowing for the creation of her niche position. Instead
of excluding Grayce, her community came together in support of her, and in return,
Grayce has continued to give back to her community through her work with children.
What would you think if I sang out of tune,
Would you stand up and walk out on me?
Lend me your ears and I’ll sing you a song
And I’ll try not to sing out of key.
Oh, I get by with a little help from my friends.
(The Beatles, 1967)
Community giving. Grayce’s volunteerism was amazing! Her mother had instilled
in her the need to give back to the community in which you live and Grayce had taken
that to heart. Dewey (1938) referred to this as “collateral learning” (p. 48). Collateral
learning is “the formation of enduring attitudes… [that] are fundamentally what count for
the future” (Dewey, 1938, p. 48). As a result, Grayce had volunteered for a variety of
roles that had given her opportunities for youth leadership as well as fulfilling important

A STORIED LIFE

292

roles in the community. Her experiences from her youth “live[d] fruitfully and creatively
in [her] subsequent experiences” (Dewey, 1938, p. 28), a key indicator of the quality
experiences she had been afforded and the learning and opportunity they had provided.
Candy striper. Grayce revealed that she was also a candy striper. I asked how
often she does that, and she replied, “every other Sunday.” She worked mainly with
elderly people, but she also talked about a time when she got to see a brand new baby.
My thoughts flashbacked quickly: my grandparents had passed away, but I remembered
visiting them on Sunday afternoons from the time I was little until the time I moved away
for university; it was a Sunday afternoon ritual that was important to my grandparents.
Grayce described her feelings that occurred working as a candy striper: “It makes me feel
good.” She pondered for a moment, obviously thinking about her involvements. “I can
bring a smile to their faces, some of them don’t have families… I just visit with them and
talk.”
As I listened to Grayce’s experiences, I recalled a quote from Mother Teresa:
“Loneliness is the most terrible poverty” (1995). I smiled at Grayce’s enrichment of her
community. Risk factors for the marginalization and subsequent loneliness of the elderly
increased with age: decreased mobility, chronic illness, and dementia. Aging is equated
with declining health, non-integrated social networks, and disability (Golden et al., 2009).
Grayce had committed to tackling the poverty of loneliness to help establish an improved
quality of life for this population. As I reflected on my conversation with Grayce again, I
thought about the families who have the luxury of living close together, and those who do
not, or whose family is now gone. Loneliness in extended care can be exceedingly
detrimental to the health of seniors… Grayce was there to break that cycle.
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What do I do when my love is away?
(Does it worry you to be alone?)
No, I get by with a little help from my friends.
(The Beatles, 1967)

Youth leadership. Empowerment and learning through hands-on opportunities
and direct participation was emphasized by Jan. She had encouraged both her daughters
to take advantage of opportunities in their community that provided experiences and led
to empowerment. That lesson was fully absorbed by Grayce, in particular, who had made
use of two programs that had provided rich learning: Girl Guides and the Duke of
Edinburgh Awards.
Experience and empowerment in Girl Guides. Established in 1910, the Girl Guide
movement is more than 100 years old. According to Girl Guides of Canada (2019), more
than “7 million girls and women have been involved in Guiding” (para. 1). Individuals
who participate in the Girl Guides movement move through a five-rank system where
they are exposed to a plenitude of possibilities to help them build confidence and learn
leadership skills as they progress and demonstrate their learning. Grayce started as a Girl
Guide in New Westminster and then continued in Powell River after she moved with her
family. Supported by one of the leaders, Bonnie, whom Jan described as “absolutely,
truly amazing Bonnie,” Grayce continued through the ranks to Pathfinders and finally to
Rangers. Her time as a member culminated when she earned the Chief Commissioners
Award, one of the top awards in Rangers.
I myself had been a Brownie and a Girl Guide as a child in Edmonton, Alberta, an
activity I remembered fondly—the uniform, the badges, and the belonging all appealed to
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me. As an adult I could appreciate the importance of Bonnie in Grayce’s life, as moving
higher within Guiding would be more difficult if the Guider’s family were not also active
in the movement. The badges were definitely of importance to me when I was a kid.
Grayce related that she had “lots of badges” that she described as “all being important to
me” when I queried which was her favourite. I recalled that mine were sewn on in pairs
down the sleeve of my uniform, brown and gold triangles that represented the
demonstrated skills: a boiling pot for cooking, a broom for housekeeping, a spider web
for crafts, and a teacup for hostess. Each badge represented the successful completion of
a challenge to the Guider to engage in an experience that met specific criteria. Members
could choose which badges they wanted to earn—it was a system designed to evoke
learning through experiences. I thought back on my badges which reflected the 1970s era
and the expectations of me as a woman at that time. Most of them had been discontinued
as Brownies and Guiding had evolved. My feminist side was pleased there had been an
evolution in what were considered important experiences for learning for girls, but I still
smiled fondly in recollection of my collected experiences.
Figure 15. Picture of Grayce’s Badges
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As I reflected on my badges as a member, I queried what Grayce liked best about
being a member. She replied, “My favourite was camping”–and the stylized camping
badge depicted by a campfire popped into my head. Supported by Bonnie, Grayce had
learned the skills to tent overnight, cook outside, and remain safe in nature. Bonnie’s
work with Grayce was remarkable as Bonnie had provided opportunities for education:
“development within, by, and for experience” (Dewey, 1938, p. 28). Ideally, if
experiences, and therefore education, are meaningful, skills may be transferred, thus:
“what [s]he has learned in the way of knowledge and skill in one situation becomes an
instrument of understanding and dealing effectively with the situations that follow”
(Dewey, 1938, p. 44). This was reality for Grayce: her learning in Guiding was
transferring to her teaching of the next generation.
Girl Guides had played an important part in Grayce’s life; having grown up in the
movement, Grayce was now a leader, giving back by supporting the experiences and
learning of the next generation. On Wednesday nights during the school year, Grayce was
a Brownie leader for the 1st Powell River Brownie Unit, working with girls aged seven
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and eight. Grayce was modest about her impact on the girls. “I just like to help them.” I
imagined it was a great feeling to get to see students from her school in that setting too,
an opportunity to impact their lives twice. “I help with anything they need help with,”
said Grayce regarding her role as a Brownie leader. I had a feeling she was like the
“Snowy Owl” of my childhood. I still recalled the assigned names of the leaders in my
troop: Brown Owl, our leader, and Snowy Owl, her assistant. Brown Owl organized the
activities and Snowy Owl kept us engaged during transitions and helped out with crafts
and activities. Brown Owl was someone’s mom, but Snowy Owl was a Ranger. I recalled
her wearing her uniform to our Brownie troop meetings and being in awe of her
achievement. I smiled at Grayce’s modesty around her impact on the young girls of her
troop—I didn’t think she had recognized her own importance as a role model to these
little girls.
Figure 16. Grayce Participating in a Guiding Activity
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Participation in the Guiding movement had also provided Grayce with the
opportunity to travel. Her troop went to England, where they completed community
service work that included activities such as pulling out invasive plant species in parks.
But the trip also included an opportunity to be a tourist. Grayce was a bit of a nervous
traveler, although she said she enjoyed it. I loved to travel, and I had been to London, so
the topic shifted over to our experiences of being there. I related that, for me, it felt like
“stepping into a storybook… history came to life.” I found that as I recalled my first
impressions, it was difficult to articulate the sensation: a weaving and overlapping of
millions of individuals’ stories over time that had left an impression on a landscape. It
was a richness of history that doesn’t exist in Canada.
Grayce summed up her impressions much more succinctly than me: “It was cool!”
I concurred.
We chatted about the sights we saw that were in common, how we hit all of the
key tourist spots such as the Tower of London, Buckingham Palace, and the Eye of
London. I mentioned that I had seen Mama Mia for the first time in a theatre on Oxford
Street. Grayce lit up; taking in shows in the evening was a highlight of her trip too. She
saw three shows to my paltry one: Wicked, Mama Mia, and Lord of the Dance. We
chuckled about the band ABBA, as we concluded that their music never gets old! As the
conversation flowed, I queried, “What was your favourite aspect of London?”
Being a Harry Potter fan, she didn’t miss a beat. “Seeing platform 9¾ at King’s
Cross station.” It was at this location in the movie where Harry Potter and his friends
passed through the brick column, his shopping cart filled with luggage and his owl, to
board the train to Hogwarts School of Witchcraft and Wizardry. I laughed; I had seen the
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movie, and although I’m not a super fan, I could appreciate seeing the sights and settings
of the movie in real life—pure joy!
Figure 17. Grayce in her Hand-sewn Harry Potter Cloak

Experience and empowerment in Duke of Edinburgh Award. Grayce had also
earned Duke of Edinburgh Awards at the bronze and silver levels. This was an elite
accomplishment. The Duke of Edinburgh Award (2019a) is defined as an “internationally
recognized program for young people, building their skills to equip them for life and
work... [b]y creating opportunities for young people to develop skills, get physically
active, give service and experience adventure” (Duke of Edinburgh’s International
Award, 2019, para. 1). Grayce was determined that she would also earn the gold level.
According to the Duke of Edinburgh National Fact Sheet (2019), less than 500 people
had accomplished that level of the award in Canada in 2017. She related that she had one
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more task to do to earn it. She needed to “plan a camping trip and help the other girls plan
for their Duke of Edinburgh as well.” Grayce hoped to have this task completed in the
summer of 2019. Moreover, she related that she was excited at the prospect of being
presented the award by a member of the royal family, an honour that occurred only for
people who reached the gold level. Grayce confided that she hoped to meet Prince Harry
or Prince William, saying she wanted to meet “one of the younger royals.”
Experience and empowerment through volunteerism. Grayce’s volunteerism
was multifaceted. That evening, at her behest, I had planned to experience her favourite
volunteer activity—working at a Kings hockey game. We planned to meet to grab dinner
at the recreation centre ahead of the hockey game, as Grayce would already be there. The
pool and the hockey arena were part of the same complex, with the arena at the front of
the building and the pool and gym area entrance around the back. As I entered the arena
from the back side of the complex, I spotted Lynn; she greeted me enthusiastically
between bites of poutine and told me that Grayce was coming. They had been swimming
together, a fairly regular routine. Lynn had planned to go to the game tonight too with a
support worker. We chatted as we waited the few minutes for Grayce to emerge; Lynn
was waiting with us until her support person arrived to hang out with her for the game.
Grayce emerged from the change room, hair slightly damp post swim, dressed for
the game. She had on her signed Powell River Kings jersey and cap. We greeted each
other and got into the line-up to get some dinner. I had offered to buy Grayce dinner
tonight, so I asked Lynn if she wanted anything else. The mischievous grin appeared: yes,
she would like another poutine. Like her sister, Grayce was a fan of poutine too. I wasn’t
sure about the popularity of putting cheese and other things on fries; there was no appeal
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for me. Instead I grabbed a burger and we headed upstairs to wait near the entrance.
Grayce had to be there early to set up her program station before the doors opened for the
evening. We had also pre-arranged to meet her support worker, Tiff, near the main doors
to the rink and Lynn’s staff person had arranged to meet her there too. Grayce was very
independent in the community, so I was wondering about Tiff’s role tonight. I decided
that instead of asking, if Grayce didn’t tell me ahead of the game, I would just wait and
see.
As Tiff approached us, I noted that she had a bag with a blanket to help keep
warm. In addition, she had a cushion to sit on. I worried that she had better knowledge
than me about what was needed to be comfortable at the game, despite my layered attire.
I resolved quickly that there was nothing to be done. Immediately, it was evident that Tiff
had a good relationship with Grayce as they greeted each other. There was an obvious
mutual respect and I was happy for Grayce in that moment. I had often witnessed
condescension of staff towards the individuals they supported; in this relationship,
however, they were equals. Tiff saw her role as a support for Grayce’s independence, not
as a caregiver. While Tiff was not Grayce’s usual support person, she had years of
experience working with adults with developmental disabilities. She related that she was
transitioning out of this kind of work due to her arthritis, hence the extra blankets and
cushion in her bag. The cold and the hard chairs were hard on her body, but she took jobs
filling in with individuals she had known for a long time.
Grayce’s role at the Kings games was to sell the programs, a fundraiser for the
team. At each game a number was drawn corresponding to one of the programs, which
enabled someone to win a prize. One of the bonuses of this volunteer job was the ability
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to get in for free to watch the game. Grayce was huge fan, so being able to get in by
volunteering was an excellent opportunity for her, as the cost, on a limited income, could
be prohibitive. Despite this obvious perk, I was struck by the way Grayce approached all
of her jobs and responsibilities—with an underlying seriousness. She was aware of the
value of hard work and was willing to work for the things that she wanted. Collateral
learning was again in evidence.
As we waited to enter the arena, I enquired as to her exact role—what did selling
the programs entail? I didn’t get much description about the job, but she and Tiff began
to tell me about the cold, the visitors to their table, and the danger! Their stories were
animated as they recalled the mascot, a lion, who had arrived and laid on her table,
messing up the program display. Grayce expressed a false dismay at the experience; she
said with exasperation, “Ugh, he messed up all my programs!” Her job required certain
order and decorum that the mascot had destroyed. It was evident, however, that the
mascot’s interaction with her had demonstrated her belonging and the appreciation of her
role, and she was pleased to have been acknowledged. They continued in their stories,
remarking on a near miss last game when a puck came over the glass, hitting the wall
above their heads and then smacking down on the table where they work. “Oh my gosh,”
exclaimed Grayce, “it almost hit us! I have the puck at home.” Both of them were
engaged equally in their telling of the story—it had obviously been startling. They
chuckled over their shared “near death” experience, as they hoped for a safer game later
that evening.
At the appointed time, an hour ahead of the game, Grayce and Tiff went in to set
up for the program sales. I was left waiting with Lynn for the event to officially open,
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ticket in hand. Forty-five minutes before game time, the doors opened for me and the
other ticket holders to go in, but Lynn’s support wasn’t there yet. I asked her if she was
okay if I went in and she affirmed that her support worker would be there soon, and she
would wait on her own.
I gave my ticket to the volunteer at the door and crossed the threshold into the
arena. The cold hit me immediately. I turned right and spotted Grayce and Tiff sitting at
their table next to the 50/50 ticket vendor. They were located in the mezzanine level at
the top of the bleachers, behind the goalie’s net at the end of the rink. I could see now
how a shot on goal that went astray could easily end up near them—“heads up” when the
game was underway. The programs were arranged on the table in three groups of five,
and the extras were in a milk crate to Grayce’s right. There were fifty of them to sell to
fans at a cost of $3 each. Grayce remarked that they “used to have 100, but there was too
many left over so there’s only 100 for special games.” Grayce had her float ready to
make change. She looked comfortable in her role, as she organized the programs into fans
on the table—arrayed so the numbers were showing to allow patrons to select their lucky
numbers. It was evident that she had been doing this job for a while. I purchased my
program in hopes of winning a prize. I settled in adjacent to Grayce at the program table.
It was still quiet; the teams were not yet warming up and the doors had just opened. We
sat and awaited the arrival of the fans.
The crowds began to pick up as the start time drew closer. Fans stopped to buy
programs. Grayce looked sheepishly at me and said, “I’m not good at math.”
Tiff reassured her that she was “picking up money skills quickly and improving
each time.” Tiff’s role then became apparent: she was there to help with the cashier
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portion of the program job. Grayce had a visual to help her make change. She needed
prompts and reassurance that she was doing it correctly. Tiff did not do the job, nor did
she tell her the answer with regards to how much change was needed; rather, she
prompted her to use the visual. She was focused on helping Grayce learn to use the tools
to do this job—growing her independence. Tiff was providing Grayce with the
opportunity for “education of, by and for experience” (Dewey, 1938, p. 29); it was truly
an educative experience that would allow her to one day master the skills. The fans were
patient as she looked up the amount she needed to give back in change. Business came in
fits and starts as clusters of people arrived for the game. In the background, music was
playing and the teams were warming up, with sounds of the puck bouncing off the boards
and skates cutting the clean surface of the ice. Finally, Lynn came through the doors with
her worker and they let us know they would save us a spot for later.
About 15 minutes into the first period, Grayce and Tiff decided it was unlikely
that they would sell the remaining few programs, as there were only six left. They
counted the float, with Tiff supporting Grayce to work through the skip counting needed
to add money. Once the money was balanced with the sales, they packed up their station
and delivered the proceeds, float, and remaining flyers to the Kings office. Grayce was
then free to watch the game. We had reserved seats, courtesy of Lynn and her worker, at
the corner of the rink adjacent to the goalie’s net, so we could see the play well when the
puck was in our end of the rink. There was a lot of movement on the ice; players
scrambled to get control of the puck, and the score was 2 to 0 for the opposition Nanaimo
Clippers as we took our seats. Prior to this game, Powell River had been on a winning
streak, so Grayce was hopeful that it would continue. During this period, we were across
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from the Clipper end of the rink. “Please put the puck in the net” was our silent plea! The
crowd reacted in a unison of groans to shots that missed or were blocked by the Clipper’s
goalie. The period ended and we waited.
As the third period got underway, Grayce went the bathroom, and the Kings
scored! As we watched the play, the heater above us was pumping out warm air, so the
temperature in our seats wasn’t too bad. The play was stop and go, punctuated by loud
rock music and prize announcements. The Kings were still down by one; Grayce went to
get a snack, and the Kings scored again! Tied game!! We teased Grayce that she needed
to leave one more time in order to win, and she took it good-naturedly. We waited
apprehensively as the clock counted down, hoping for one more goal, but neither the
Kings nor the Clippers were able to put one more puck in either net. The game ended as a
tie—the teams were going into overtime. We waited as the Zamboni circled the ice,
creating a glistening smooth surface for the next round of play.
The game went into five minutes of sudden death overtime. The players were
attacking aggressively—stress was high. Grayce was alert. She was physically leaning
into the game from her seat, willing her team to score and keep their winning streak alive.
It didn’t take long before the fans erupted into cheers as the Kings scored! Winning steak
preserved! Grayce was happy! We made our way out of the arena, streaming along with
the other fans, as Grayce chatted about her plans for Saturday; there was another game
the next night. Grayce hoped her team would win again to extend their winning streak
further.
We said our goodbyes in the parking lot, each of us going home to dream of a
good day. As I departed, I anticipated dreaming about the positivity of my experiences
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alongside Grayce. I had witnessed Grayce’s belonging in the community. I had witnessed
her community giving and her passion for participation. I had witnessed her friendship
and belonging. And lastly, all of this had culminated in the chance to join her in her
favourite volunteer activity. Grayce’s mother, friends, and supporters had been foremost
in her success—providing her with educative, meaningful experiences that would last a
lifetime.
Do you need anybody?
I just need someone to love…
Oh, I get by with a little help from my friends.
(The Beatles, 1967)
A narrative account of Lynn—Tempering intensity.
Preamble. I had known Lynn for almost a year and she continued to pose a puzzle
to me. I was sitting quietly in August trying to finalize her narrative, to find resolution to
what I had begun to describe and think about as the “two sides of Lynn.” There was the
bubbling, outgoing, friendly, funny, mischievous Lynn: a young woman who could thrive
and even lead in the right environment. There was also another Lynn, who shied away
from new experiences and held on desperately to the familiar. I was coming to realize
that there was a narrowness to the environment in which Lynn could thrive, and thus any
perceived changes would lead to a fierce defense—a “fight or flight” response was
evoked. In some circumstances, Lynn would fight, driven by a desperation that grew out
of mental health challenges and the need to quell her discomfort; she could generate a
firestorm that obliterated any challengers. It was control through devastation—slash and
burn. In other uncomfortable circumstances, she would flee—homeward, avoidance,
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sameness, and safety. “I feel more safe with my mom,” she revealed. I found myself
writing and rewriting Lynn’s narrative from different perspectives with each visit. I
struggled with how to honour the story of this dynamic teenager, who closed herself off
from experiences. She was inward facing unless the pull was big enough, and her mental
health seemed to impact her life in profound ways every day. Anxiety seemed to rule
Lynn’s life. She was a completely amazing young lady, filled with skills and gifts that
were being unfairly overshadowed by her anxiety.
I had asked Lynn over lunch in August if she was happier when she was busy.
Lynn responded, “I think I’m both happy and non happy. I don’t know”—two sides to
each experience. Lynn pulled others towards her, ensuring she had a front and centre
position; however, she seemed driven by a need to be in charge of the situation. If she
was controlling it, then there could be no surprises. Lynn shared that
my mom calls me the bossy one at home. And I see why she says that. When I
think about it, I can see it. I’m not trying to be bossy at home, but that’s just who I
am, when stuff gets done not the way I want it.
She preferred sameness, the known and routines within a comfortable environment.
Describing home as “my safe place,” being in community required “being careful all the
time”: a form of hyper-vigilance often described by individuals with anxiety.
Families who have members with anxiety have described their experiences as
“walking on eggshells” (Kreger, 2008, p. 10). Jan’s description echoed this experience of
others, as she described Lynn as a “walking grenade whose pin had already been
removed.”
Lynn stated:
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Yeah sometimes when I come home from school, when I’m tired and stuff and
then I get home and then I take it out on my mom and Grayce, but I don’t mean
to. They’re like, “Wow, you’re bossy.” And I’m like, “No, I’m not bossy.” I’m
just tired.
Entering into a narrative space with a participant allows for the potential of
restorying oneself in relation with others (Connelly & Clandinan, 1990). With each visit
with Lynn, as I was introduced to more of her strengths and skills, I struggled to help her
recognize her skills, to have her see what others saw. However, it is the right of any
person who has a capability to choose not to use it in various functional ways (to
demonstrate functionings). Indeed, I when I think about that, I always conjure the title of
a article by Bannerman et al. (1990): “Balancing the right to habilitation with the right to
personal liberties: the rights of people with developmental disabilities to eat too many
doughnuts and take a nap” (p. 79). Lynn was encouraged by multiple people to try new
experiences, yet she resisted with a stalwart stubbornness that part of me admired for her
sheer determination, while another part wept for the missed opportunity. Lynn seemed to
have created a comfort zone around herself to manage her anxiety; therefore, I began to
believe that some of Lynn’s choices were adaptive preferences, devised to calm the stress
that roiled up inside her when she was faced with engaging in a new experience.
Entering into the midst of Lynn’s life. It was an overcast November day as I rode
the Salish Raven from Comox to Powell River, and the boat was slamming down on the
waves for the first part of the voyage as wind rushed across the strait, whipping up waves
in the unprotected waters. It was not raining yet, but the sky was a threatening grey. As I
arrived in Powell River to meet with Lynn, I smiled to myself when I remembered her
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reaction as we spoke in October about horseback riding: her smile was enormous as she
reacted with an unchecked enthusiasm that affected her whole body, causing her bright
blue eyes to flash. I was anticipating her joy. I smiled to myself again. Lynn had an
intense love for her horse, Sitka. “Me and Sitka, Sitka and me—we go together always,”
she described.
The ferry arrived into Powell River well ahead of Lynn’s 1:00 PM riding session.
I drove towards the Therapeutic Riding Centre and parked a few hundred metres away. It
was not picnic weather, so I ate my lunch in my car. The riding arena was nestled in the
trees. It was classic west coast scenery: tall cedars stretching up to the sky, the boughs
overlapping to create deep areas of shadow, choking out all but the most hearty
undergrowth. The sky was roiling… it was not raining yet, but avoiding it was not going
to last much longer, as the clouds were dark and heavy, a grey mass that absorbed all the
light, making midday feel like dusk.
A bus rounded the corner and parked at the grounds. I followed and parked on the
side of the road behind a car that had a bumper sticker for the Therapeutic Riding Centre,
announcing the celebration of 25 years. The facility was big, with its own dedicated
building. Here, they were not at the mercy of other stable owners such as the Victoria
Disabled Riding Association, which rented space and moved every few years as a result.
There was a building that housed the office, storage of boots, helmets and belts, a
viewing area, and washrooms. As I came up the ramp, Lynn came out, and she greeted
me excitedly. “You’re here,” she exclaimed, alternating raising her hands out from her
body with fingers splayed, with covering her mouth, as she repeated again, “you’re here.”
I greeted her and she invited me to follow her in to meet the volunteers and instructors. I

A STORIED LIFE

309

met everyone in a flurry of words, as we moved in a zigzag pattern across the room as
people caught Lynn’s attention or vice versa. Lynn was vibrating with excitement to
show off her passion. I got a rundown of the rules—move quietly and calmly in the arena.
I could do that, as horses make me a bit nervous. I definitely did not want to draw their
attention. Lynn was already dressed to ride when I got there, helmet donned and boots on.
Her long blond hair was in two thick braids that reminded me of the literary character
Heidi; this hairstyle made her look much younger than her 17 years.
Lynn led me into the arena to wait with her for the horses to be brought out. She
was riding with one other Brooks Secondary School student that day. The arena was a big
cedar barn with a metal roof. There was a large back door that was opened when the
riders were going out for trail rides and the floor was covered in a thick lawyer of coarse
sawdust, almost a bark mulch. The usual smells of an equine arena were present. A faint
musty smell of animals filled the space; musk and dung and urine mixed with the cedar of
the sawdust. There were small opaque windows up high near the roof. The arena seemed
to absorb the light, creating a dim atmosphere: the darkness of the November weather
provided no additional light into the setting. Adding to the umbra created by the weather,
the sawdust and cedar walls absorbed the sounds of the environment. There were no
footsteps, no clopping of horses’ hooves: it was a muffled, quiet training space—almost
like an old church, lit by candles, whose worshippers whispered as they entered, treading
silently down a thickly carpeted aisle.
Lynn’s horse was led out first by a volunteer and tied to a ring on the side of the
arena. Lynn took me over to meet her. Sitka was a big beige mare, and her mane had a
small braid at the front that hung down between her eyes. Lynn instructed that I “should
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say her name before I touch her so that I don’t startle her,” and she demonstrated. I
followed suit. Despite the sleek appearance of her hide, her coat felt course. I rubbed her
nose a bit in the same manner as Lynn, as I returned her curious gaze. The instructor
asked the riders to get mounted, so I made my way over to the edge of the arena. Lynn’s
horse was led over to a mounting platform. She mounted easily, got her feet settled into
the stirrups and grabbed up the reins in her hand. It was obvious that she had been riding
for years. In fact, Lynn had told me that she had been riding Sitka for eight years, that she
loved this horse, that it was the only one she would ride, and that she was obsessively
protective of her. Liam was the other horse in the arena today; he was carrying one of
Lynn’s classmates. Liam was 24 years old, which was elderly for a horse. I worried that
Sitka may be of a similar age, and whether Lynn would stop riding if Sitka passed on. I
hoped not, as her broad smile and confidence indicated that riding was something that she
enjoyed. I hoped that riding and Sitka were not an entwined connection or concept in
Lynn’s mind. I had asked about other horses and Lynn had vehemently told me that she
would ride “only Sitka.” I worried that she might not be able to see herself as able to
successfully ride any other horse. She clearly trusted Sitka and was confident, but I
wondered if she could build that relationship with another horse, too.
She sat up tall in her saddle, yet she seemed relaxed. There was no extraneous
movement, she didn’t bounce with the movement of the horse, they moved together, with
Lynn synced to the cadence of Sitka. Lynn rode independently; often in therapeutic
riding, there is a volunteer that leads the horse and sometimes there are also side walkers
who steady the rider. Lynn, however, had been riding independently for three years. Her
classmate had a volunteer leading his horse, and at one point in the lesson, when he took
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full control, he was nervous. Lynn stopped her horse and shared with her classmate, “I
was nervous the first time I rode unclipped, too.” She nudged Sitka on, and her classmate
continued his walk around the arena, each horse plodding their usual path in
companionship.
Lynn and Sitka were put through the rounds. The instructor gave a lengthy
instruction about a pattern she wanted Lynn to lead Sitka to complete. Lynn started out,
weaving Sitka between four large orange pylons, then into an L-shaped turn before
reining to a stop to collect a beanbag. Beanbag in hand, they then advanced forward and
reined to a halt again, where Lynn dropped the beanbag down into a bucket; it made a
muted yet satisfying thud into the container before she urged Sitka back into motion.
They approached a barrel next and the horse was directed to turn in a compact circle to
the right, tight around the barrel. The instructor called out, “All the barrel racing this
summer paid off, eh Lynn?” Lynn laughed and led her horse over the poles on the
ground. Her hoof bumped one of them, yielding a solid “thunk” in the quiet atmosphere.
First circuit completed, Lynn was then instructed to do the same thing but in reverse, and
around they went together again, the calm steady movement of horse and rider.
The voice of the instructor remained the only distinct, articulated sound in the
arena; horses and riders were quiet, and there was only the gentle sound of their
movement: reins clicking, bean bags dropping, the sound of hoof on wood. The reverence
of the space was disturbed gradually as an intruding sound began lightly. The promised
rain started to fall against the metal roof, pinging quietly, each drop splattering against
the resistance of the metal roof, then merging together and running in rivulets down the
slope. The work in the arena was drawing to a close and the decision to head out onto a
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trail ride was made: despite the rain, the trail ride was on. The rear doors were opened,
and Lynn led Sitka out onto the trail.
The trail was groomed and studded with brightly coloured shapes and cut-outs of
animals: stars, ducks, and frogs were fastened to the big cedars that lined the trail. They
provided visuals for riders to focus on in their surroundings, as part of the therapeutic
aspect of the riding program; there was even a “where’s Waldo” challenge. The first
portion of the trail ended and the horses crossed a street and entered into the next section;
it was designed as a loop that would bring the riders back to the road. The progress of the
horses was a comfortable walking speed for people; both horses and humans seemed
content. Lynn was chatty on the trail ride, unlike in the arena when she was practicing her
skills. Out here she chatted with the volunteers about her favourite teacher at school, Mr.
Bennett, and she talked about what she was doing in the afternoon. We crossed back over
the road, and one of the volunteers noted the “clip clop” sound of the horses on the road
as we crossed, stating that she liked that sound. Everyone agreed. Indeed, it was a
contrast to the squelch the horses’ steps made as they walked down the damp side of the
road and back onto the main property of the riding association. The lesson was nearing an
end. As I glanced at my watch, I realized it had only been thirty minutes, but it had
seemed longer, as they had packed a whole bunch of skills into the short period. Lynn
walked her horse to the top of the arena and waited for the instruction to dismount. She
swung her leg over and jumped down to the ground. Once there, she pulled up the
stirrups and removed the bridle with practiced motions. She retrieved a bowl of oats for
Sitka, a reward for her faithful work. Lynn scratched Sitka’s forehead and murmured
good-bye - a rider departing from her steed.
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Figure 18. Lynn, Sitka and her Therapeutic Riding Instructors - November 2018

Entering into the chaos! It was 3:40 PM and I had parked across the street from
Lynn’s home. For my third visit, I was anticipating meeting Lynn, her mom, and Lynn’s
worker. Lynn’s sister Grayce answered the door and invited me inside, where I was
introduced to Sandra, Lynn’s worker. Lynn was at the store with her mom Jan, support
person Dawn Marie, and a friend of the girls. It was going to be a bigger get-together
than I’d anticipated. On the schedule was baking sugar cookies and making a cauliflower
soup, but for now the three of us were waiting.
Sandra was 21 years old, and she had been working with Lynn for two years. She
was employed as a support worker with various individuals and agencies in the
community. She and Grayce had an easy camaraderie, and it turned out they had
graduated together from Brooks Secondary School. They were friends in school and now
Sandra worked with Lynn, which allowed the girls to stay in touch.
Twenty minutes later, Lynn was home, and she entered the house like a
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whirlwind. She had a large presence in the room. She ran over and hugged Sandra her
support worker, then she greeted me, and then hugged Sandra again, all with large,
exaggerated motions. Finally, she turned her attention to Grayce and she acknowledged
her sister, at the same time noticing that Grayce was using “her” spoon to stir her justbrewed cup of hot chocolate. This observation was met swiftly by the removal of the
spoon and a pouting rebuke from Lynn: “you know that’s my spoon and you shouldn’t
use it.” She washed it with a flurry of movements, and then as quickly as that storm cloud
had arrived, it passed, and exuberant Lynn was back. The shift was so quick it was not
like a Dr. Jekyll/Mr. Hyde transformation, it was more like two sides of the same
penny—heads for exuberance; tails for stormy.
Jan, Dawn Marie, and a friend of the girls had also entered into the house. Dawn
Marie was the mastermind behind tonight’s cooking activity, and I watched her begin to
orchestrate six cooks, with Jan as her assistant. She assigned tasks to each of the
participants. The goal was to make homemade cauliflower soup, as well as to bake and
ice sugar cookies, the dough for which had been made earlier in the week and kept in the
fridge. Lynn was excited about taking on the cookies, but was bid to wait until the soup
was underway. It was chaos, but it was organized chaos. Jobs were dispatched. Lynn’s
friend was assigned the task of peeling carrots and cutting them into buttons along with
dicing some celery. Sandra was cutting the onions, with tears streaming down her cheeks
as she sliced. Lynn and Grayce were making hot chocolate or coffee for guests. Jan was
organizing the cooking of the bacon for the top of the soup. It was a bustle of activity!
What had seemed to be a large kitchen, now appeared to be dwarfed with all the chefs in
action.
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The soup was well underway, allowing for contemplation of the cookies. Lynn
was going to roll out the dough and she and her friend would then cut out the cookies.
Sandra offered suggestions from the sidelines about putting down flour so the dough
would not stick. Parchment paper was measured and cut to cover the cookie sheets and
prevent sticking during baking, and then the Christmas cookie cutters came out. There
were a lot of them—thin metal outlines jumbled together in a seasonal tin depicting a
Christmas scene. Each shape was pulled out and examined, it was hard to know what
some of them were from their simple outlines and those that could not be readily
identified were returned to the container. Lynn had settled on a dove, a snowman, and
gingerbread people.
The energy in the room reminded me of an episode of the television show
Friends, when they were all together cooking Thanksgiving dinner, with a camaraderie
that develops over time when you know a group of people well. Despite the presence of
two paid staff in the mixture, there was a genuine feeling of warmth. I wondered if the
feelings of amity occurred because the staff were so close in age to the individuals they
were supporting, or if it was because they all knew each other from school or other
settings in town. Regardless, it was wonderful to watch them work together. Dawn Marie
maintained clear expectations of each participant, requiring them to engage socially while
cooking or waiting. I appreciated how the direction was done gently and respectfully, so
that the participants could hear and trust her feedback. There was no power
arrangement—Dawn Marie was not the boss, as friendship groups do not have a boss.
She was the facilitator—it was magic to behold.
Rolling out the dough was a messy affair. Lynn had flour on her navy blue
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sweatshirt, a lot of flour! Soon she was deliberately putting flour on her hands and
touching Sandra and her sister. They squealed and brushed it off, encouraging more of
the silliness that comes with close proximity. Lynn then put flour on her chest and
hugged Sandra and Grayce, yielding more empty protests as they wiped it off. She was
not told to stop, so she was buoyed up by the reactions—she was the centre of the fun, the
centre of the activity, and she was enjoying herself.
Figure 19. Lynn Baking in the Chaos of Cooking Group

The first few sheets of cookies had entered the oven and come back out for
cooling and icing. Dawn Marie was watching over the soup. Jan was tidying and pulling
Grayce into the fray to help put things away and bring some semblance of order back to
the kitchen. This was the first whole group cooking adventure. Previously, they had been
coming together to work on renovations: the deconstruction of the basement, in
preparation for eventually turning it into a suite that Grayce and Lynn could live in. Jan

A STORIED LIFE

317

was thinking about long term planning, looking to ensure that her daughters had stable,
secure housing and additional income through the rental of the upstairs part of the house
when she was gone. Jan was still relatively young, but she was planning, working to get
things in order.
Lynn liked this plan, as she had expressed that she didn’t want to move out of the
house. “I’m never moving out,” stated Lynn without any hesitation. “Nope, I would move
down into the basement when the renovations are done, but I would not leave that
house.” Lynn’s distaste for change meant that she also held onto things to the point that
her room was bursting. Some of the items were useful while others were not; however,
she remained reluctant to let things go, so I asked if she didn’t want to move because of
having to go through and move her stuff, or if she was sentimental about the house. Lynn
replied, “I don’t want to take the bus all over the place, and if I live in the basement, I
would have to only take the Number 2.” It seemed that pragmatism was Lynn’s foremost
rationale. She was able to walk most places from her house, eliminating the need to ride
the bus except for school and going out to the recreation centre. Jan did not drive, so both
of the girls were used to taking public transit or walking to get places.
Lynn was making the icing with the help of Sandra’s suggestions. It was white
royal icing, the runny kind that would later harden on the tops of the cookies. Lynn iced
them by laying them on the surface of the icing rather than using a knife. The gingerbread
man looked like he was doing a “starfish” float in a pool of white water. She pulled him
out, rescuing him, and put him on the tray to dry, as she licked the icing off her fingers in
the process. Some of the cookies became broken in the process of removing them from
the surface of the icing; as they were pulled up, the surface tension snapped off a limb
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here or there. There was no despair when this happened, though. Broken cookies were
eaten right away, and when there were insufficient broken cookies, a few additional
cookies were sacrificed for the ongoing taste test. The ball of dough had yielded a large
quantity of cookies, and Lynn ran out of steam in the icing process. A plan was created
for her friend to come back tomorrow and finish the icing; there were probably two and a
half dozen cookies remaining that didn’t yet have icing, but they were all baked, cooled,
and ready.
It was an hour and a quarter later. The soup was finished and dinner was readying.
There were seven of us gathering around the table to try out the soup. It smelled terrific
and tasted good; it had a yellow hue from the turmeric that had been added. Everyone
dug in. I was sitting next to Lynn at the table. She was in her favourite spot, in her
favourite chair. I had been sitting in it earlier, but I surrendered it at dinnertime. Lynn had
other favourite things besides the spoon and the chair at the table; her mom revealed that
she would drink only from one specific glass, a preference that had lasted for seven years.
I wondered if these were rituals she had developed to bring a self-imposed order to her
life. Perhaps the favourite things were a symptom of her anxiety, an assurance of
sameness, a marker of place and time—they were hers always. Like the collection of
things in her room, these rituals brought comfort, even though the feeling was always
fleeting.
Over dinner, there was chat about that evening’s plans and who was doing what.
The possibility of Black Friday shopping at the local mall came up. Nobody was very
interested, but Sandra needed a new TV, so she was thinking of going. Lynn was trying
to decide what to do the next night. There was a Powell River Kings hockey game. Lynn
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didn’t really like hockey, but she would go if there was a social opportunity and if her
worker could go with her. She also had Refuge, a group at her local church that held a
“parents’ night out” activity that she had been volunteering at for a few years and enjoyed
doing. Grayce suggested that she should go to Refuge if it was happening. This triggered
a flip of the coin. Lynn said, “I’ll decide for myself,” with eyes flashing, in a curt tone
that threatened worse if this topic was pursued.
Grayce read the warning signs and said, “I’m just saying it’s important,” as she
disengaged.
Lynn’s gaze swung back to mine and the coin had flipped again, she was all
smiles and a silly “hi” escaped her mouth. I responded back with a “hi,” and she repeated
her “hi” again and froze in an animated way, cocking her head to one side. It was clear
that Lynn would make the decision for herself.
The evening was winding down. Dawn Marie had to work an evening shift at a
group home, so she needed to get Lynn’s friend home. It was arranged that she would
drop off Sandra, too. That meant it was just me left with the family. We were planning
for the next day and my next visit. Lynn invited me to come and see her at school next.
She said, “I’m a different person there,” and she curled her body inward. “There’s lots of
people and its busy, that’s hard for me… Here you can see the real me.” I agreed that I
should come to see her at Brooks in my next visit, wondering if perhaps she wasn’t really
a coin—happy or unhappy—but if maybe there were more facets to Lynn to be revealed.
Brooks Secondary School. It was a sunny February morning when I arrived in
Powell River for my next visit with Lynn, a stark contrast to my last visit. Lynn had had
her birthday in January, and she was now eighteen. I made my way to her school from the
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ferry. Brooks Secondary was located halfway to the old Townsite of Powell River. It was
in a newer building, built on a slope in three tiers: the main school, a playing field below,
and field building above. The windows of the school faced out towards the ocean and
Texada Island. In the far distance, Vancouver Island’s mountains were visible. The
campus was immaculate; there was no garbage on the grounds, no graffiti on the brick
walls. I entered the school and I signed in, and I was taken to join Lynn in her sewing
class. She was excited to see me, but she expressed impatience that I wasn’t there sooner.
I reminded her that I had come as soon as the ferry had docked.
Lynn was a talented seamstress. She excelled at many hands-on activities and
visual arts such as digital media. There were twenty girls in the sewing class, each
working on their own project. Lynn was working on a lined purse with a long handle that
would allow it to be worn slung across her body. She was trimming the seams and
clipping “Vs” in the curves, so that the fabric would lay flat once it was turned the right
side out. It was picky work, requiring patience to make sure that none of the stitching was
accidentally cut. Lynn was attentive to the task at hand, and the finished product would
be pretty; she had chosen a retro-styled fabric of oranges, yellows, and bright blue:
colours and patterns that I would have chosen for myself.
At lunch, Lynn joined her friend, and they made their way to a quiet space to eat.
They spoke about their morning and their shared class of PE this afternoon—it was first
aid and neither of them were particularly excited about the topic, but they agreed it was
better than some of the other activities. Lynn had a genuine friendship with this other
student. They were hanging out together because they wanted to be together: a pure
social motivation and reinforcement. They sometimes got together outside of school, too,
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and Lynn hoped that when she graduated, her friend could be her walking partner in the
ceremony even though her friend would not graduate until the following year. After they
had eaten, they took me on a tour of the school. We passed through the cafeteria where
rows of students were eating on picnic style tables, teachers patrolling. In the hallways,
students were standing in small groups, some were sitting in alcoves eating or listening to
music while still others were horsing around. It was a typical high school lunch period.
After lunch, Lynn had an individualized class where she worked on goals from
her IEP or finished homework from other classes. The class took place in a small room in
the learning assistance centre. Lynn, together with a peer, were working with one EA.
Lynn’s task was to complete her careers assignment. She was required to respond to a
series of questions related to her interests. She was on task, working independently on the
assignment and seeking help only when she was stuck. As Lynn had foretold, she was a
different person at school than at home. She was calmer, focused, and seemed okay to not
be in control of the setting; she was excelling here. She offered help to her peer when the
EA left the room and she was stuck on her math. She was a leader, a comment that her
mom told me was echoed by the school staff as a descriptor of Lynn: “Yeah, I was at
Lynn’s school meeting and they were all talking about how much of a leader she is, how
independent.” It was true: she was calm and engaged.
Lynn related, “there’s more stuff to do at school than at home, so I keep myself
busy.” She knew the expectations of the setting and she was meeting them, keeping her
anxiety in check, showing other facets of her way of being.
After her independent work block, the last class of the day was physical
education. We made our way to the gym where Lynn found her friend, and together we
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headed for the field house for first aid training, which was being taught by an external
contractor, rather than a teacher at the school. Today’s lesson was on CPR. The practice
mannequins were spread around the room, a collection of pale torsos in T-shirts, all
named “Annie” by the manufacturer, lying on blue gym mats. Pairs of students arranged
themselves around each of the mannequins as they entered the space. Each student would
earn their first aid certification after completing this portion of the class. The instructor
was enthusiastic about his topic; however, that energy was not echoed by the students
who instead went through the motions of saving the life of their mannequin while
kneeling on their mats on the sunny afternoon. Lynn and her partner dutifully took turns
as they demonstrated the skills… “Annie” would be saved multiple times over that
afternoon.
Work experience. When I had met Lynn for the first time, she was vehemently
opposed to engaging in any sort of work experience that the school or community might
offer her. Lynn had mentioned, “I’m not a kid person like Grayce. I don’t ever want to
work in a school.” With more questioning, however, Lynn did say that she was willing to
work with Sitka at the Therapeutic Riding Association. Then the following spring, an
opportunity to do volunteer work experience actually arose at the riding centre, and Lynn
was placed there until the end of the school year.
I was doing the hay bags. You put hay in a bag and you give it to the horses. It’s
for the night feeder. I also grabbed the horse from the stall and I led him around
with a kid on his back. And I was also doing exercise with another horse… yeah.
I queried if her work was only with Sitka. “They won’t give me Sitka when I’m doing
work experience. I think it would change the connection. I think I would get closer to her
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more.”
I commended her flexibility in working with other horses, saying: “Your horizons
are a little bigger now—that’s great—you were quite focused on Sitka.”
“That’s never going to change though,” was the quick response. Despite the
apprehension and disappointment related to not working with Sitka, she shared a story
about working with a horse that was similar. “A lady put me with a horse that has the
same breed as Sitka. It was easier for me to go to that horse because I know my horse had
fjord [a breed of horse] and he has fjord. His name is Desi.” I smiled, seeing that the
Therapeutic Riding Association was providing Lynn with the opportunity to take small
steps out of her comfort zone: manageable growth.
As we were having lunch together in August, I inquired about work experience
placement at school for the fall. A big part of her school day was slated to be work
experience, as this was her final year of high school. I was interested to hear what Lynn
had in mind. I opened with, “So more work experience placements in the fall with the
hope of getting a job afterwards—do you have a place in mind?”
She replied, “I’m going back to therapeutic riding. They said they would give me
a job after I’m graduated.” I inquired if she was looking at other work experience places,
too. “No,” was the quick reply.
“Not at this point?” I inquired.
“Nope, I don’t want another spot to go. They want me back, so I’m going back.” I
asked if she was interested in work on other farms in the area as a farm hand with horses.
“Yeah, but I have to have a car to get up to the other ones, but if I went up to the other
one, my favourite horse won’t be up there.” She paused, reflective, for a moment before
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she continued:
I just know that area really well, so I feel more comfortable up there. It doesn’t
feel like I’m a student there. It feels like I’m part of that group now. Because
they[‘ve] know[n] me since I was in grade five. I feel nervous when I have to go
to new places and meet new people; that’s why I’m just going to stick where I am.
Part of me commended Lynn’s recognition of her own needs and part of me hoped that
she might reconsider trying out some other placements to expand her circle. At one time
she had been new to therapeutic riding, but had built a relationship over time. At one time
she had gone to a new community location or experience with her worker, like the
recreation centre pool, which had now become part of her routines.
Worries for the future. There was some disparity between what Lynn envisioned
for her life as an adult and what Jan hoped for her. Jan desperately wanted Lynn to have
more circles of support in case one failed. Lynn, on the other hand, was happiest in her
protected world, working part time at the Therapeutic Riding Association, continuing to
live at home and participating in Special Olympics and church related activities that were
sufficient and manageable for her. Jan expressed worry about Lynn as she approached
adulthood, if she were to live on her own like Grayce. “My concern for Lynn is that
because she is so insular, my biggest fear would be depression, because she could sit in
front of the TV for 12 hours a day, days on end.” Lynn’s “homebody” nature meant she
did not seek out interactions like her sister. Jan described Lynn as a bit of a follower, she
could be pulled along on something; but she also “likes to kind of run the boat whether or
not she knows where the power button is. That can get her into a lot of trouble.” Her
hyper-vigilance when out in the community or in a group setting meant that she needed to
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be in charge; “my thoughts on that have always kind of been more that, due to her level
of anxiety, she’s just hyper aware of everything—she needs to know what’s happening
always.” Jan went on to say, “She’s incredibly sweet, and she feels things intensely, but
she can’t articulate that in any way at all it seems, other than if she’s angry or whatever it
is that’s not angry, but it’s volatile.” Jan was worried about what Lynn’s life would look
like after she had finished school and she no longer had as much scheduled time where
she was required to be somewhere. “I’m hoping that Lynn will at least be able to sustain
the same type of model that Grayce has with outside supports, of course, so that she can
have somewhat of a measure of independence and freedom.” Lynn was just on the cusp
of beginning her adult life in Powell River. I hoped that she would continue to take small
steps in supported environments to overcome the self-imposed limitations associated with
her anxiety. I hoped that this vibrant, talented young woman would be able to shine.
Afterword. Unknown to the girls or to her greater community, Jan was very ill.
She had chronic kidney disease and was in Stage 3B. She would not be a candidate for a
transplant when her kidneys eventually failed, which was an imminent prognosis. As our
time together drew to a close, Grayce and Lynn did not yet know about their mother’s
illness. Her vision was failing, and her memory and energy lagged, but she was focused
on the continued planning for Lynn and Grayce’s future. She was working to try to
ensure that they were connected to the community, that they would have secure housing
and a bit of money. She acknowledged that they would always have to live “leanly,” but
that they had always lived that way. Jan hoped to get the girls settled into their own
places and to get herself settled into a retirement placement in the next year or so. She
was on a few waitlists. As a mother, my heart grew in admiration for the strength of this

A STORIED LIFE

326

woman. She was determined to do her best for her daughters—to help them be a part of
their community, to be supported by their community as valued members, each in her
own right. She was committed to carving a space for them. Like most moms, Jan was still
an incredibly important figure for each of her daughters. I worried, with a sad and heavy
heart, about how they would manage when she was gone.
A Narrative Account of Connor–Still Looking for Place of Belonging
Connor lives in Kelowna, British Columbia with his parents and two adult
siblings. Connor’s mother Christine worked as an Educational Assistant in the local
school district and his father worked for FedEx. They moved to Kelowna from Oregon in
2013, Canadian ex-pats returning home to access more services for Connor and reside
closer to family. Kelowna had been the fastest growing city in British Columbia, and the
fifth fastest in Canada (Statistics Canada, 2016). Predominantly, it attracted people from
other provinces who were settling in for retirement. Now the third largest metropolitan
area in the province, like other more densely populated urban areas, it, too, was located
near water. However, unlike Victoria and Vancouver, Kelowna could be found in the
Okanagan Valley, nestled along the shoreline of Lake Okanagan, home of the infamous
Ogopogo monster.
Translated, “Kelowna” meant “grizzly bear” in the Okanagan Indigenous Peoples’
(Sylix) language. Formerly, grizzly bears were populous; however, the impact of habitat
loss due to urbanization and farming had led to drastically reduced numbers of the
species in the area (Gerding, 2017). Nowadays, Kelowna is noteworthy for its wineries,
orchards, and tourism. Furthermore, the climate of Kelowna—hot and dry in summer,
and cold enough to yield snow, but not extremely cold in winter—made the area highly
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desirable for recreation. Therefore, Kelowna boasted both summer and winter sports with
nearby ski and snowmobile areas, as well as the large lake system for boaters in summer.
As I approached Kelowna to meet Connor, I was mindful of the impact that our
province’s 2018 forest fire disaster had wreaked on tourism and the economy in this area.
While no fires were visible from the highway as I drove to this community, I passed
through pockets of thick smoky haze. The smoke seemed to huddle in thick patches in
low lying areas and valleys conforming to the topography of the landscape, settling in,
filling the space. The air was hot and dry as I passed over the Cascade mountains. At the
summit, the elevation afforded opportunities to glimpse blue sky. However, as I
descended along the Coquihalla highway down into the valley, the quality of the air
worsened; like a diver descending into the ocean away from the sunlight, the descent into
the smoke of the Okanagan Valley obfuscated the surroundings. It was a blistering 37
degrees Celsius the afternoon I arrived into town, which was normal for this time of year,
but not for my island life. The heat was oppressive, adding to the eerie landscape.
Standing on the Okanagan Valley floor looking up, the sky appeared orange, as the sun
reflected off the smoke particles, diffusing the light, giving everything a strange
appearance. Casting my eyes out in front of me changed the images and impressions.
Looking across to a nearby park, the air appeared like fog at ground level. This deception
was not maintained long, however, as in place of the damp clean smell of mist, the scent
of the air on this day betrayed the devastation occurring in the forests around us.
Entering into the midst. I had planned to meet Connor and his mother Christine,
sign the consent forms, and get to know Connor a bit more as I prepared to enter into his
life—or into his midst, as narrative inquirers describe the formation of relationship with
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participants. Connor had a diagnosis of Autism Spectrum Disorder, which was given as a
child, and a secondary diagnosis of Mild Intellectual Disability that had been provided
when eligibility for adult services was determined. Connor’s family lived on a corner lot
in Kelowna, and they were within easy access of most parts of the city. As I approached,
I parked on the road adjacent to their home and surveyed my surroundings. Although
today the area was shaded fulvous, as a hue of butterscotch sunset washed over
everything as a result of the fires, I concluded that this was a typical middle-class
neighbourhood comprised mainly of single-family dwellings.
Narrowing the scope of my observation from the broader area to Connor’s home,
I noted there were decorations. Red and white maple leaves and other Canada-logoed
items stood on the front porch, perhaps remnants from Canada Day, or perhaps standard
summer decorations. I stepped up onto the low wooden front porch that hosted the
Canadian themed sitting area and rang the bell. I was greeted by Christine, Connor’s
mother, and was invited into their home. I entered into a large open kitchen and family
room area. To my left, their dog was whining and crying as he had been shut into the
basement while we met. He beseeched us to be released from his captivity. His paw
periodically reached out from the space between the door and floor, desperately trying to
find purchase on the linoleum, as if he could then pull himself through the narrow slot.
His desperate attempts to achieve freedom went unheeded by us; instead, we settled at the
kitchen table to review the consent forms.
Christine text messaged Connor to come and join the meeting. I chuckled and
commented that I thought “text messaging was way better than shouting for a kid to
come, if it worked.” Christine explained that text messages were an important form of
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communication between them. Connor reliably responded to texts, but he would
disregard phone calls or vocal initiations. As a result, Christine used this tool to touch
base with him when he was home alone, and to get him to come when he was needed.
Connor emerged quickly, entering the room with a big smile, introducing himself as he
moved forward, arm outstretched. Christine had prepared him that I would be coming by,
placing the event on his calendar which outlined his activities for the month. We sat
together and I reviewed the full version of the consent form with Christine and the
adapted version with Connor before each of them signed.
We began to exchange information in the process of rapport building. The now
familiar nervousness that occurred when I met new families was present as I began to
listen to Connor’s story. I reminded myself that his story, like the others that were being
composed, was a reflection of Connor in relationship to me, therefore I relaxed into his
home. I let his story begin to unfold, listening across the three-dimensional narrative
inquiry space. I focused on the “changing stream that is characterized by continuous
interaction of human thought with our personal, social, and material environment”
(Clandinin & Rosiek, 2007, p. 39). Our narrative inquiry had begun. I sought to
understand Connor’s experience, to hear his story. I did not yet know that Connor was
struggling to find a place of belonging.
The importance of sport. Connor was a fit and active 20-year-old who loved
sport. He had participated in and excelled at the sports offered by Special Olympics for
years, beginning first when he lived in Oregon at age twelve, and continuing on now that
his family lived in Kelowna. I am not a huge fan of Special Olympics; thus the topic
raised my alertness, re-aligning all of my wandering thoughts to a focal point. I checked
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my bias, which I acknowledged then and will acknowledge here: I was waiting to either
hear stories of exclusion and bullying, or a story of triumph; in my experience there
rarely seemed to be a middle ground, with the former being the most common tale of
families whose children have ASD with a significant accompanying language delay. I am
definitely of two minds regarding Special Olympics. On one hand, I believed it has had
an important role to play in physical fitness, but on the other hand, it had not done
enough to support diversity. I felt it catered to a certain portion of the community and that
it excluded more than it included. On the other hand, I knew many individuals who
participated in, competed in, and loved Special Olympics and I supported them in their
endeavours through fundraising and cheering at events. I therefore waited to hear about
Connor’s experience–perhaps he would be a success story with regards to how sport can
enrich a person’s life.
Again, I was conscious of the need to check my bias, as my mind continued to
weigh the pros and cons of the organization. From a broader viewpoint, it seemed
important to acknowledge that Special Olympics was mainly comprised of volunteers.
Corporate donations and fundraising were necessary to ensure the program continued, all
of which, in addition to the coaching, required a tremendous number of volunteer hours
to complete. In my mind, the worldwide popularity and acceptance of the organization
was considered. I acknowledged that it provided a needed opportunity for individuals
around the world to participate in something in their community, some of whom may not
have any other opportunities as a result of exclusion. As I wrestled back and forth on this
topic, I could sometimes hear the voice of Sam, my research participant from Terrace,
who shunned Special Olympics for its lack of inclusivity. I held his voice for a long
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moment. There was so much complexity to contend with, so much change that was still
needed.
For instance, I found it disappointing that in 2019, there was still a gross lack of
inclusive sport and fitness opportunities, an almost complete lack of expectation for the
fitness of individuals who have more significant impairments. Moreover, it seemed that
an organization that was created to support the fitness and recreation of individuals with
developmental disabilities only supported those individuals that fit into its mold. I
wondered why Special Olympics had not seemed to evolve over the last 50 years. As I
reflected, I thought about Operation Trackshoes, a provincial track meet that was held in
Victoria each year, which had been in existence almost as long as Special Olympics. It
was always held the second weekend in June, and the next year, the 2020 games, would
mark its 50th anniversary. Unlike Special Olympics, any and all Operation Trackshoes
athletes over the age of six participated in events of their choosing. The events ranged
from fun cooperative activities such as a wagon pull, to recreational sports such as a
100M dash. The events culminate in a 1,500M competitive event. At Operation
Trackshoes, athletes were paired up with volunteers without disabilities to compete
together and engage in social events including a dinner and dance, softball game, and
pizza lunch.
Special Olympics began in the United States in 1968; however, it was inspired by
Canadian researcher Dr. Frank Hayden, from the University of Toronto. In the 1960s, his
work proved that it was not “disability itself that prevented children from fully
participating in play and recreation” (Special Olympics Canada, 2019, para. 3). He
determined that experience was key: “given that opportunity, people with an intellectual
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disability could acquire the necessary skills to participate in sport and become physically
fit” (Special Olympics Canada, 2019, para. 3). Furthermore, there is clear evidence of the
positive link between physical and mental health outcomes and sport as humans age
(McPhee, French, Jackson, Nazroo, Pendleton, & Degens, 2016). Although Special
Olympics was intended to increase the physical activity of individuals with
developmental disabilities, on its own, it has remained insufficient for that purpose, yet
other opportunities have lacked as community-based programming has not made strides
towards the development of additional programming. Wouters, Evenhuis, and
Hilgenkamp (2019) recently examined the health of 128 individuals labeled as having
moderate to severe intellectual disabilities. Their study found “high rates of overweight
(23–25%) and obesity (10–15%)” (p. 1). Moreover, the “majority of the participants (71–
91%) scored below reference values for muscular strength, endurance, and
cardiorespiratory fitness tests” (p. 1). I wondered if criticism of Special Olympics was
warranted. I wondered if I should instead be satisfied and simply recognize that it was a
niche for some people with developmental disabilities who could successfully navigate
its political and social strata. I wondered if there would ever be widespread inclusive
fitness, perhaps periods at the local recreation centres when trainers were present to adapt
equipment and set up routines, or more events such as Operation Trackshoes. The
Canucks Autism Network was growing within our province, offering leisure and
recreation activities for children and youth with an ASD diagnosis. I concluded that there
was no easy answer, but I had to acknowledge that Special Olympics worked brilliantly
for some individuals, although dismally for others.
Amateur sport and recreation are more than just athleticism. There is a social
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component: teammates, comradery, and opportunity for friendship. Connor exceled in the
physical aspect of the sport; indeed, he was the current silver medalist in the province for
the 50-metre backstroke. “Swimming, the skiing, and the hockey, I would say are the
main sports that he likes right now,” explained Christine. She continued:
It tends to be more individual sports versus team sports. Although, the hockey,
that one he likes as a team sport. But they’re all covered in all their stuff. There’s
not a lot of conversation happening, so that’s better for him.
Sports like curling were less favoured, as they were sometimes problematic due to
the waiting between each player’s turn. I got the feeling from Christine’s initial
description that there was more to the story; perhaps Connor’s story was similar to that of
my son’s in social settings with individuals with intellectual disabilities who do not have
ASD: one of less success.
My son does not participate in Special Olympics. Although he enjoyed some of
the activities that they do such as bowling, swimming, and bocce ball, I have found that
my son’s acceptance was limited in this setting. He was at risk of being misunderstood
when communication broke down. He was at risk of being bullied and excluded. For my
son, the social-communication deficits of Autism Spectrum Disorder made participation
in Special Olympics difficult and I wondered for a moment about the impact for Connor.
His social communication was more limited than my son’s, so maybe his experience was
similar, yet he had been participating for years, so perhaps he and his family had found a
way in. I waited, I hoped for a possible solution, to see how Connor’s story unfolded;
perhaps there was a lesson for me. Thoughts were running through my head as I tried to
anticipate where this story might lead as Christine continued, “You have to wait for your
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turn and people go through their rounds and he doesn’t care for that as much, because
then, he gets silly and then it’s distracting.” Again, I waited to see if Christine would
elaborate, but she did not, so I let her continue to direct the conversation between the
three of us as a I made a note to return and explore the group dynamics of Special
Olympics and their impact on Connor. It seemed that despite his athleticism, he did not
have a place of belonging at Special Olympics.
Exploring other interests. Connor also loved music and was able to play the
piano well. As a self-taught musician, he could now listen to and learn new pieces with
very little effort. Video games, cartoons, and comics were also of interest to him.
Connor’s interest in these topics was seen in his conversation patterns as he wove bits
and pieces of script from various sources into his responses. I asked him about his
favourite video games and Connor related that “Xbox One” was his favourite, and that he
enjoyed playing “Zelda [and] Halo.” His mom added that he also liked the “Lego Batman
and Lego Marvel Superhero games.”
Connor did not travel independently in the community. When he was not at an
activity that was organized and supported, or with a family member, he spent his time at
home engaging in his preferred activities. Both of Connor’s parents worked full time, so
there could be longer periods each day when Connor was home, sometimes alone, and
sometimes with a sibling around. Christine went on to add that his room “is very tidy. It’s
really only the games and the piano. That’s pretty much it. It’s not a lot of other stuff.”
Addressing Connor, she added, “You like a lot of sports. You like being outside.” Connor
nodded in agreement to these statements, but did not add any of his own thoughts.
Physical activity and sport were key to Connor’s happiness, but his opportunities to

A STORIED LIFE

335

engage successfully were dependent on the support of others both to get him to the
activities and to help ease the impact of his idiosyncratic communication style.
Communication. Following Connor’s conversation required a patient
communication partner as he bounced between ideas that were triggered by his
environment and his internal thoughts. According to Christine, Connor “likes language.”
His mom described that he would play with language, swapping words and sounds. “He
likes words, he just doesn’t always use them like everyone else uses them.” Having
listened to Connor throughout our conversation time together, Christine’s reference to his
word play caused me to attend more closely to that aspect of his speech. I had noted that
his communication was quite limited. He was able to answer specific, direct questions,
but he didn’t add his thoughts into the conversation. Connor’s mom continued to explain
aspects of his communication style; as each aspect was raised, examples came into view
allowing me to listen for them. She highlighted that physical humour was something
Connor often reflected in his speech; for example, taking part of a Calvin and Hobbes
cartoon, “he makes his own little lines. He just takes a piece of it and then adds his own
bit into it and sometimes it’ll be a little more violent, maybe, than the actual Calvin and
Hobbes.” Sparked by a visual similarity or cue in his environment, Connor sometimes
made statements that were upsetting to others in his proximity, explained his mom.
Christine described times of misunderstanding that had arisen between Connor and his
peers as a result of his scripted language.
It’s a Disney movie, so it’s Tangled. She’s hitting people with frying pans, and so
he’ll say, “so and so hits [this person’s name] in the head with a frying pan.” And
he’s laughing his head off. He thinks it’s funny. He’s trying to include this person
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in his conversation. All this person hears is: “he’s talking about hitting me with a
frying pan.”
This sort of social interaction has led other participants in Special Olympics to perceive
Connor’s social approaches as bullying. Christine related that
the big concerns I have with them is he’ll say something and they think he’s
bullying them, because he’s really just making a comment on something, but
they’re a population that’s used to having negative things said to them, so they
automatically assume he is trying to make fun of them.
Connor was very visual, taking in his surroundings. His mom related that he liked
to comment on the appearance of people, “which is not always expected behaviour. So,
we had to work on him not saying someone was ‘fat’, right?” I concurred with a chuckle,
that walking up and commenting on a person’s weight was not socially acceptable. As an
unusually tall woman, I personally knew that many people, both with and without
disabilities, often felt the need to comment on my physicality when I was out in the
community. Christine continued, “so on his own, he saw a heavier gentleman, one of the
dads of another kid in class, and he said, ‘You’re a pool emptier.’ So, the dad’s like, ‘Oh,
I’m a what?’ Connor responded, ‘You’re a pool emptier,’ at which time the dad surmised
his intent and asked, ‘Did you just call me fat?’” I must have looked a bit confused
because Christine continued, as if explaining a punch line, “because you know, when you
do a cannon ball all the water goes out.”
I exclaimed, “Oh no!”
“You see?” exclaimed Christine questioningly and emphatically. I replied I would
not have picked up on Connor’s intention with the “pool emptier” statement, but
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Christine said she had known immediately what his intention was and intervened as
quickly as possible.
To impress upon me the impact of his social-communication deficit, Christine
began to relate a new story. The Special Olympics athletes had just returned from the
national competition in Nova Scotia. Despite Connor’s success as a Special Olympics
athlete, he had not been chosen to participate. The Okanagan region of Special Olympics
was large, and participants were chosen using a lottery system. Christine was
disappointed that Connor had not had this opportunity, but thankfully Connor was not
upset. To support their local team, Christine and Connor had gone to the airport to meet
the plane and cheer during their return. I felt wave of sadness as Christine related the next
part of their challenges with fitting in at Special Olympics:
So, I was just saying that when we went and saw the athletes coming in, he was
trying to fist bump people. Not a lot of them were fist bumping him back, because
he just doesn’t have a relationship with many of them.
This was my worst parental nightmare being reflected back at me. Of all the
things I wanted for my son, number one was for him to have relationships with his peers.
I felt the rawness of this in my bones, my secret worry that I had carried everyday
suddenly exposed. We had overcome a similar situation. My son was the only participant
with a diagnosis of Autism Spectrum Disorder in his group of ten participants at his day
program that had diagnoses of mild intellectual disability. It was difficult for him in the
beginning. His worries about his fellow participants would emerge as “catastrophizing”
which required many conversations, over several years with the other participants, to
build understanding. Initially they saw his comments about “what if” scenarios as
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negative criticisms and were upset. I was thankful for the luxury of time and ongoing
contact that we had had in InclusionWorks! that allowed for the development of
relationship. I also recognized that such opportunities do not occur in weekly activities
such as Special Olympics. As Christine had mentioned earlier, due to the history of
bullying and negativity experienced by many of the individuals, many of the participants
can be unforgiving.
Late winter/early spring. It was late February when I returned to Kelowna. The
oppressive heat of the summer was long gone, and the greyness of winter enveloped the
city. Victoria was prepared for the emergence of green any day, as spring foliage readied
itself. Seasonally, Kelowna was behind Victoria. They did not have snow on the ground,
but there was a lot of snow in the surrounding mountains.
I had met with Connor and his mom the day before to get caught up. His birthday
was a few days away. Together we discussed the event. Last year, Christine related, they
had celebrated his birthday with a surprise party. As we sat together, upon hearing this
topic of conversation, Connor began to mime a surprised motion, arms up while quietly
saying “surprise” with a look of bewilderment on his face.
Christine acknowledged his action, stating, “Because it was a surprise last year at
the brewery, he’s anticipating that again.” She looked lovingly at him as he mimed and
then added, “We are going to the brewery again this year.” Christine smiled as she
recalled last year, “Connor has had ‘hard’ root beer. He doesn’t want to get drunk, so he
drinks it super slowly.” During this part of the story, Connor shifted and began to
repetitively mime throwing the bottle into the recycling making a quiet sound effect of
the bottle breaking. He was listening, but not contributing to the conversation.
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Connor’s program at the college was going well. He was attending three days a
week for a few hours, with a one on one worker to complete a literacy course. The day
after my meeting with them at the house, I was picking up Connor for lunch. He had
requested Boston Pizza, as it was one of his favourite places. Pepperoni pizza and root
beer were to be the order of the day. Connor and his family were vegetarian, with the
exception of Connor’s consumption of pepperoni pizza. I had inquired as to how
pepperoni pizza became his favourite if everyone was vegetarian. Christine laughed, “It’s
the type they always show on a box to depict a pizza.” She then added, “It’s always cut
into eight slices” in the drawing, too. I had been warned that Connor would want his
pizza cut into eight slices. Connor’s visual perception skills had shaped this preference:
pepperoni pizza cut into eight slices. I was confident that Boston Pizza could create that
for him.
I was picking Connor up at Okanagan College. I pulled up and parked right
outside of H Building where his class was occurring. I had arrived early to ensure I would
be able to find the building and to make sure I was there when class was over. It was a
chilly day; the sky hung heavy with grey cloud. I had flown into Kelowna and rented a
car, as the Coquihalla was often treacherous at this time of year. I entered the building
and looked for room H106. H Building was a low, flat, white-washed construction that
looked like it had been built in the late ’60s or early ’70s. It was fabricated using cement
and it included heavy cement outcroppings over the windows that offered a bit of shade
in the summer. There were small blue tiles decorating parts of the exterior, pressed into
the facade to create an accent of colour that fell short of being classified as decoration or
adornment. I entered through the main doors where I was met with an institutional feeling
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within the building. The linoleum was predominantly off white with green and blue
blocks spaced evenly along the corridor. Bucket seats of molded plastic in a hue of
industrial green lined some of the side halls. I had a feeling this building had not been
updated since its construction, although it had an air of cleanliness despite its aging
décor.
Room H106 was quiet as I approached; I worried for a minute that Connor had
given me the wrong room number, but then I heard the speech patterns and cadence of a
person with a speech impairment. I peeked in and knew that I had found the Adult
Special Education course. They were in the computer lab next door to H106, working on
a writing assignment. I spotted Connor on the far side. His back was to me, and he and
his aide were working diligently on the assigned task. Connor had nine hours of support
each week to attend the course. I noted that there were several other individuals who had
one on one supports for the class, so there was a total of four adults in the room to
approximately 20 students. Currently, CLBC was threatening to decrease Connor’s
funding to only six hours per week next year, which threatened his participation as he
required his own one on one support in the setting. I was surprised when Christine had
related that concern. I had never heard of CLBC decreasing the individualized funding of
a youth in transition once they had qualified and begun to receive the services within the
program.
I had asked Christine on my previous visit about his services. He had been
receiving services under Personalized Support Initiatives (PSIs) for people with Autism
Spectrum Disorder who do not have an intellectual disability. Given that IQ assessments
relied heavily on language usage, I queried with Christine regarding his designation. She
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retrieved his report and it clearly stated in the document that he met the criteria as an
individual with a mild intellectual disability under the DSM-5, which was the statement
needed to access funds as a person with a developmental disability. My experience with
PSI funding was that it was variable; however, funding for individuals with
developmental disabilities was not. Christine resolved to take the report to her social
worker and have him re-designated. He would need long-term stable support to find his
place in the community.
As our lunch approached, I was a bit apprehensive. I worried that with his limited
communication skills, I might not be able to understand his communicative intent if he
needed something. At home his mom used a kind of “fill in the blank” style to evoke
language and glean understanding. She would ask a question and if he didn’t respond
accurately or fully, she gave some hints. Other times she helped facilitate meaning from
his contribution to the conversation. For example, as we were talking about bocce ball,
Connor interjected a thought he had had from the Bible that was somehow stimulated by
our conversation:
“That’s why Moses drowns the Egyptians in the Red Sea.”
“Moses drowned the Egyptians in the Red Sea?” queried Christine, as she ended
our discussion regarding bocce ball and followed his conversation.
“Yep.”
“Yeah, what happened?” asked Christine, trying to draw him out on a topic he had
raised.
“Moses closed the Red Sea and makes the Egyptians want to drown,” explained
Connor.

A STORIED LIFE

342

“I don’t think they wanted to drown. They did, they just drowned,” remarked
Christine.
“They drowned,” echoed Connor.
“They drowned,” repeated Christine.
“What happened next?” questioned Christine.
“No thanks,” responded Connor.
“You don’t want to tell me?” asked Christine.
“I lit a fire of the arrows of the trolls,” said Connor.
“I don’t think there were any trolls,” remarked Christine, chuckling lightly.
“In the Hobbit,” said Connor.
“Three trolls are shooting arrows,” added Connor, he lingered over the word
“shooting” articulating it “shoooo-ting,” with a slow upward inflection on the first
syllable and a quick descent on the second. “Shooting arrows,” Connor said again on the
heels of his previous utterance, changing the shape of the word, elongating it, dropping
the /t/ sound, laughing to himself, showing his enjoyment of vocal play with words.
This technique was helpful when Christine was facilitating Connor to tell me
about an experience, but I did not have enough context with regards to Connor’s day or
life to be able to ask a specific enough questions to evoke responses, so I would need to
take what he said at face value. I worried that he might get frustrated with my questions
as I took a guess at what he might be communicating. I reassured myself that we would
be fine. We were having lunch to allow for some one on one time, and we were going to
his favourite restaurant—we would be fine.
I was outside of the classroom by noon as Connor finished class within a half
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hour window of noon to 12:30. At 12:15, he exited, spotted me and greeted me by name
with a big smile. He said good-bye to his support person, Rebecca, without making eye
contact, body turned slightly away, giving her a low wave, as he transitioned into being
with me. I confirmed my identity with her as she was aware Connor was being picked up
for lunch. As Connor joined me, I turned to him and asked, “Are you ready for lunch at
Boston Pizza?”
He responded, “Eight slices of pepperoni pizza and root beer.”
I said, “Sure buddy, if that’s what you’d like!”
We made our way outside and towards my car. Connor was slightly behind me, he
was towing his red backpack that contained his school supplies, using an extended
handle. He began to talk about his birthday being on Sunday. I knew about this from
conversation yesterday, and I responded, “At the brewery.”
Connor said, “I’ll be 21.”
“I’ll be 21.”
“March 3.”
“21.”
“It’s a surprise party,” I interjected. “You had a surprise party last year.” Connor
did not acknowledge my contribution, instead he continued with his repetitious imparting
of information. It was a quick walk to my car. He got in and settled himself, doing up his
seatbelt. He was a man in motion—vocal and motor stereotypies occurred almost nonstop. It was a 15-minute drive to Boston Pizza. On the way, Connor was engaged in
talking about the solar system—he seemed to be enjoying the sounds of the words more
than the topic itself.
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“MmmmMars and Jupiter.” Jupiter was enunciated as “Jupe... [pause] pi-ter”
spoken with staccato emphasis on the “pi-ter” aspect of the word. “Mars, march, march,
march, Mars… change the s for ch and you have march.” My travelling companion
tapped out a rhythmic beat on his lap. “J is for Jupiter. Venus, Venus. Earth. Mars.
Uranus.”
I said, “Uranus is one of the gas giants.”
No response, the solar system word play litany continued. “Mercury and Mars are
M.”
I responded, “Mercury is very hot, it’s close to the sun.”
“Neptune.” It came out in a bit of a giggly tone.
I queried: “Which planet is the smallest?”
Without missing a beat, Connor responded “Pluto”–he was listening to me. I
noted that I had asked a direct question rather than commenting and he responded.
“Saturn has many rocky rings,” I said. “Uranus has rings too.” No response.
Right, comments were not acknowledged. I tried another question. “Have you seen
Magic School Bus—Solar System?”
Connor replied, “No thanks” in a deadpan sober way, his motor stereotypy
stopped in emphasis of his scorn for that suggestion. I chuckled to myself, okay… well, it
was a question and I received a response. I was not sure where he was finding his facts,
but he was not a Magic School Bus fan from the tone of voice of his answer. Obviously,
that was a poor question on my part.
We pulled up and parked at the Boston Pizza and made our way inside. We did
not have to wait for a seat; instead, we were shown to a table near the window and given
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our menus. Connor did not open his, but I took a minute to peruse mine, I was thinking of
having pizza too, but not pepperoni. I closed my menu and with that visual cue, the
waitress materialized. She looked at Connor, who ordered a “pepperoni pizza, eight
slices, and root beer.” It came out almost all as one word. With clarification we settled on
a small pizza, the waitress said it was usually cut into six pieces and she looked
bewildered for a moment.
I chimed in, “Please make a note to cut his pizza into eight pieces, it is important
to him.” In the meantime, Connor had resumed his stereotypic motor movements and was
miming helping build a deck with dad, hammering something into place. The waitress
took this in and realized the Connor had an impairment–she made a note of the eight
slices on her pad. The pop arrived and Connor took a big sip of his, like he had been
waiting all morning for it. He was still talking about building a deck. I tried to glean more
information about this activity. Was it something that would be happening during Spring
Break? Connor was unable to provide more context and so after a few attempts I awaited
another opening.
Our lunch arrived quickly and Connor dove in. I had been warned that regardless
of the size of the pizza, he would eat the whole thing, so to be sure it was a reasonable
size. With the gusto that he showed, there would be no takeaway box. He leaned in and
all chatter stopped while he focused on the pizza. Satiated, I had the remainder of my
pizza packed up to go. Connor had become quiet after eating his lunch. We made our way
back to my rental car to make the quick trip home. I dropped him off, wishing him a
happy birthday. He replied with a wave, “happy birthday,” and let himself into the house,
backpack in tow.
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It would be summer before I saw Connor again as time had slipped away over the
spring. A couple of attempts to find a date that worked for me to travel up had fallen
through. He had had a successful skiing season with Special Olympics, earning two gold
and a silver medal in his downhill events as part of Region 2. The Special Olympics
World Summer Games in Abu Dhabi had been completed in March, just after my
previous visit. Like the national events, Connor had not been selected to compete
representing Canada.
In the spring, he had played bocce ball in a blended league. He and his mother
played against another individual with developmental disabilities and his support person.
Connor exceled at bocce and his mother was also a good player and together they had
won the tournament to the chagrin of the woman supporting her participant. Christine
described her as a “ringer,” stating that she had expected to win. Christine had a huge
smile, as she recalled participating with her. “I got a medal too and the sportsmanship
award on top of that, woo!” She went on to relate, “It’s nice to be able to see him and
support him during the event. At skiing, he goes up the lift and then I don’t see him all
day, sometimes I don’t see him race depending on the course. I just have to trust its going
okay.” Special Olympics had continued to be a place of mixed success: excellence with
regard to the sport itself and difficulty with regards to the social aspects of the setting.
Work experience. It was a Monday morning in late July and I was meeting
Rebecca and Connor to cook together with them at home. I had driven up the day before,
an uneventful commute which is often the best kind when traveling through a mountain
range. I was treated to the changing sky, to the play of light on grass that undulated in the
breeze like perfectly choreographed dancers. I noted the change in diversity of vegetation
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in the climatic zones as I ascended and descended along the route. As I climbed the trees
thinned, cedar became pine, pine became scrub, grass, and rock. I imagined wild horses
and buffalo sweeping across the landscape, as this territory looked like it could have been
home to them. I recalled, however, that buffalo had been native to the Chilcotin region of
our province, northwest of here. Despite the disparity between my fantasy and our
provincial history, though, the drive to Kelowna was beautiful.
In February when we had spoken, employment had been discussed. Connor
received limited employment supports through Thompson Community Services, about
three hours per week. Christine had expressed that it
was kind of disheartening, as he had just started working with a support person a
couple of hours a week to try to find him some kind of employment thing. It’s
been, like, two months now and they’ve had him go to the office and do various
assessments and whatever, but it sounds like they’re looking to us: “Can you give
us something that he can do or maybe even have him here at home?”
Christine related that Connor had some employment-ready skills; for example, he was
good at following lists if systems were in place. She related that he loved doing the
laundry. “I have individual laundry baskets. I sort the clothes and then I put a little card
on top of each one that coincides with what the cycles are for the washer and dryer.” On
Saturday mornings, Connor anticipated completing the family laundry and would get
agitated if “it’s Saturday morning and I haven’t sorted the laundry yet. ‘Mother. Mother.
The laundry. Mother. The baskets? Where’s the tickets?’”
Checking in this visit, I followed up on an email that Christine had sent about his
work experience. Connor had been participating in a placement once a week at a business
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that built cabinets, and had been doing well by the account of his job coach. However,
when his job coach asked if he could be paid, the response was “no”; but he was welcome
to continue working there to develop his skills as they enjoyed having him, despite being
unwilling to pay him. His family decided it was better to look for work somewhere else.
Connor would need a specially developed job placement that had limited
interaction with the public as social interactions were difficult for Connor to manage
politely. Moreover, it was likely that he would not be able to do all the aspects of a
regular position. His mom sighed and continued:
I just need to find that thing that he could do. That he would be happy to do.
Happy to go to his job. Get that fulfillment. Because right now, it’s really just he
does his chores around the house and then he’s pretty much in his room.
She continued to relate her experience as an EA and mother, telling a story about a young
man who worked at her sister’s place of employment and did their shredding. “He loves
shredding so they just save all the shredding for him.” She continued to share her worries
about how this might be perceived. “Many people would think it was sad to make him do
a life of shredding, but what if they love shredding?” I reflected on the idea of “carved”
employment for people with developmental disabilities that was being encouraged of
employers in our province. In a carved employment position, an employer would find a
portion of a position for an individual with an impairment, doing a job they enjoyed, and
could be successful at, which was also helpful to the company, and then pay them. For
many individuals who could not do the full job, this scenario offered an alternative.
However, in my experience, the positions seemed difficult to find/create. My son was
also an individual looking for a carved employment position; for us it had been three
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years with no success yet.
As of March 2019, there were over 22,000 individuals eligible for services
through Community Living British Columbia (Community Living British Columbia,
2019). In 2014, the provincial government launched its campaign to become the most
accessible province in Canada by 2024 (Province of British Columbia, 2014). British
Columbia’s Accessibility 2024 plan recognized employment as one of the twelve
building blocks of an accessible province due to its importance with regards to
independence, self-determination, and quality of life (Community Living British
Columbia, 2019). These values were also held by Connor’s family, so we brainstormed
some ideas that Connor’s employment support worker could check out in addition to
ideas for self-employment. Christine related, “at the beginning of the summer I was
thinking what if he had a little pressure washing job where people could drop off strollers
or things that needed to be cleaned pretty thoroughly?” She paused and then added
disappointedly, “It turns out if you have a pressure washer, people expect you to come to
their house which means, again, I would be taking him everywhere and it would not be
independent.”
I questioned, “What about the golf courses, with the golf carts at the end of the
day?” A job where he went and hosed off the carts when they were returned could be a
satisfying position.
“That’s a thought,” stated Christine.
Recreation and tourism were key industries in Kelowna, and golf in Kelowna
provided busy seasonal work, but what about other opportunities related to key
industries? Knowing he liked laundry, I raised the idea of working in a hotel’s laundry.
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Christine recalled that the Delta hotel had hired people with disabilities in the past, and
maybe that could be something to check out. Christine desired a job for him where he
could become fairly independent, where staff would support him over time instead of a
paid caregiver. This was the hope of many families and individuals in the province.
Carved job positions seemed to be difficult to obtain regardless of where individuals
lived in the province. I wondered why, given that the 2012 Conference Board Report had
revealed that “almost 90% of consumers preferred companies that employed people with
disabilities” (Province of British Columbia, 2019, para. 2). Perhaps it required changing
mindsets within small business where many employers were simply worried about day to
day events. Perhaps they perceived hiring a person with an impairment as more work?
Perhaps the level of impairment was what held back employers. While there had been
successful larger initiatives, such as that created by Vancity in which they specifically
created twenty-two positions in their Workplace Inclusion Project by carving out an
administrative position in each of their branches, smaller businesses seemed less
supportive of creating these positions. As a result, for Connor, this hope seemed a long
way away at the moment.
Life skills. There was no college during the summer, so Rebecca, his support
person from the John Howard Society who supported him at college, had been
repositioned from that role to building adaptive behaviours in the home once a week.
Connor had successfully finished his courses at Okanagan College and was enrolled to
continue with classes in September, and Rebecca would be supporting him there in the
fall. He was continuing to work part time towards the completion of a two-year Adult
Special Education Certificate, a certificate that demonstrated that the individual had
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continued their learning journey after finishing high school. In the fall, Connor would
attend two days a week, part time, for a total of six hours with Rebecca, but today the
plan was that the three of us would cook together.
I arrived at the house just as Rebecca was pulling up and we reintroduced
ourselves to one another, having met last February when I had picked up Connor at
college. We entered the house together and were greeted by Christine, who related that
things were a bit discombobulated, as her house guests had just left. Rebecca reviewed
the plan for the session with Christine before Connor was notified that we were there. We
would be making pepperoni pizza, so Rebecca wanted to determine what was needed to
complete the cooking agenda for the morning via a discussion of ingredients with
Christine. Needed ingredients determined, Christine texted Connor who arrived into the
kitchen with a big smile. He greeted Rebecca and me by name and Rebecca reviewed the
plan: we would go and get pizza sauce and pepperoni at the store and then come back and
make the pizza. The dough had been made last week when they had met and been frozen.
Now thawed, it stood ready to be rolled out for use. Rebecca prompted Connor to make
the shopping list and he obliged, writing down the needed items on a piece of paper. List
completed, with a prompt, he retrieved his wallet and we made our way to the store.
Rebecca and I began to chat about life skills and the focus of Connor’s home
sessions. In addition to working on cooking itself, Rebecca related they were also
working on hygiene skills associated with cooking. “We’re working on things like, ‘you
can’t lick the spoon and then continue to use it’. “Or, “you have to wash your hands after
you touch your nose’ – basic things.”
I agreed, those were important skills at home and if he were to look for
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employment in a restaurant, “even in a shared living experience with another person or a
Home Share in the future, hygiene is pretty important.”
I queried his independence with cooking. Rebecca stated, “With the recipes he’s
done before, he pretty much does them on his own, it’s more recalling focus for him.”
Rebecca described him as losing interest quickly if she had to read the recipe and her
attention was drawn away from him. “He just kind of goes off [disappearing into his
imaginary world]. But he’s really good when you recall him back into it. It’s not like,
angry or anything. He needs a lot of consistent redirection.” We completed our shopping
task, Connor having made the payment to the cashier for our items. We returned to the
house with the ingredients needed to complete the pizza and we began the process of
creating lunch.
Rebecca prompted Connor to roll out the pizza dough on a piece of parchment
paper. Connor asked, “Can I flip it?” referring to spinning the pizza dough in the air to
make it uniformly thin rather than rolling it out. “Like a chef,” he added for clarification.
Rebecca shook her head smiling as she responded “No, we already tried that when
we made it.” Looking to me in an aside, she added: “It takes a lot more practice than we
gave it credit for.” I chuckled – there seemed to be a lot of pizza dough available, so I
guessed that none of it had hit the floor in their attempts. Connor accepted this and
continued to prepare the pizza dough, taking cues from Rebecca to ensure that the
thickness of the dough was as even as possible.
Connor had a number of picture symbol recipes that he had practiced while in
high school that he had now generalized to home. I noted that they were working without
a recipe today; as a result, Rebecca was providing verbal prompts throughout the process.
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Once the dough was prepared, Connor squeezed pizza sauce onto its slick surface,
emptying a good portion of the bottle onto the centre of the dough. Seeing the upcoming
problem, Rebecca stated, “I’ll grab a spatula so you can spread it out after, okay?”; as she
hustled across the kitchen rummaging in the drawer to retrieve it.
“Put down your guns. It’s weasel stomping day,” stated Connor.
Rebecca queried, trying to find a relationship to the task at hand and the reference
he had raised. He tried again: “It’s like put down your guns, it’s weasel stomping day. Put
down your guns!”
We ascertained through eye contact and a raised eyebrow and small shake of the
head, that neither one of us was familiar with this reference, so Rebecca redirected him
back to the task of spreading the pizza sauce with the retrieved spatula. “Cheese.
Mozzarella cheese. Mozzarella cheese, say cheese! I like… say cheese! Yep, I’m like say
cheese!” Connor stopped mid-motion, striking a smiling pose each time he stated, “say
cheese” while adding cheese to the limited portion of the pizza that had sauce. His pizza
was looking pitiful.
Rebecca remarked to me: “It’ll be disappointing. This is not what I pictured him
doing to pizza.” Redirecting her attention back to him, she addressed her concern:
“Connor? I think your pizza might be a little dry after.” The sauce was isolated to the
middle of the pizza, with a large four-inch rim of dough that would become the crust if
left exposed. Connor declined to fix the pizza with verbal prompts. Rebecca retrieved a
picture of a pepperoni pizza and showed him how the cheese and sauce were out at the
edges. “Do you want to do the same to ours? Do you want to put some more sauce on and
spread it all the way to the outside?”
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“Sure,” was his amiable response after he examined the picture and his own
creation with a critical eye. Problematic pizza avoided, he sprinkled additional cheese, to
cover the newly added sauce, before beginning to add the pepperoni. Connor chatted
during the process about being a “figure fighter” while Rebecca provide verbal prompts
to continue. Pizza completed, and in the oven, we settled in at the table to wait for it to
cook.
Rebecca usually brought word searches and crossword puzzles as part of her
routine for them to work on while they waited for things to cook. She showed him some
options. Today however, Connor had other plans: “How about Uno?” he asked.
Rebecca responded, “Perfect, let’s do it!”
Connor invited me to play too, and then asked if I wanted to shuffle. I retrieved
the thick deck from him and shuffled before dealing. Connor was focused on the game
during the first round—all of his communication was about the play of the cards.
Rebecca was the winner of the first round. They shuffled the cards together, each taking
half, and then Connor dealt. Connor won the second round, and stated, “and you both
have gray clouds above your heads.”
Rebecca asked, “Are we sad because we didn’t win?”
He nodded, smiling. Cards were shuffled and dealt again; I finally experienced
some luck during the third hand which was completed just as the timer rang. The pizza
was retrieved from the oven and set to cool so that it could be cut into eight slices for
Connor’s consumption. We decided that the length of one more hand of Uno would be
both a perfect amount of time to let the pizza cool and allow us to determine the overall
victor of the day, since we’d each won a hand. Luck was with me and I finished the day
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as the Uno champion. Connor settled in to consume his pizza; his life skills class was
over for the day. Next week he and Rebecca would meet again to continue their work
shifting back to the routine of college in September. Connor’s life would continue in a
somewhat predictable routine at least while he continued to attend college. What would
happen when that was done? Would status quo rule the day at Special Olympics, or
would he find a social space of acceptance? Would he find a carved employment position
that he loved and where they valued him?
Unsettled. I was feeling unsettled after my final visit with Connor. As I have
thought about Connor over the year that has just passed and his prospects for 2020, a
twinge of worry entwined with my unsettled emotions. He could not attend college
without one on one support and that funding seemed variable. He continued to struggle
socially at Special Olympics. His work experience had not yet led to paid employment. I
worried whether he would find a place of acceptance–a place of belonging outside of his
family home. I worried that he would continue to have low levels of service funding and
thus not have adequate opportunities to engage in more experiences. I worried that he
would be left behind. On my last visit with Connor, he intoned the following in a quiet
voice to himself which he paired with gentle motions:
“He waves goodbye.
He goes and waves goodbye.
Waves goodbye.
He’s like, ‘goodbye folks.’
Goodbye folks.
He was like, ‘Goodbye folks.’”
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I worried that the world was leaving him behind despite the best efforts of his family to
advocate.
A Narrative Account of Joseph—At the Bottom of the Box There Was Hope
Figure 20. A Picture of Joseph and Agnus

It was a hot August day when I arrived in Castlegar. A large portion of the
province’s rural forests were on fire. The haze of smoke in the sky created an eerie
orange hue, like a reflection of the flames that were consuming the land; the usual blue
summer skies of the area were obliterated. The smoke irritated the eyes and lungs of
anyone who was outside too long. Those summer months featured an incredibly dry,
parched heat that sucked the moisture out of everything and created a furnace blast when
the wind arose—there was no relief from its obdurate presence. Thunderstorms rolled
through the area, and lightning strikes set new fires that blended with existing fires as
well created new hot spots. This trip, I was driving to Castlegar from the coast, skimming
along the lower border of the province on the Crowsnest Highway. I passed water
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bombers and firefighters along the way, as they worked to keep the fires from engulfing
more land and jumping roads. On this trip, I was on my way to meet Joseph and Agnus to
get consent forms signed after they had indicated interest in my research.
Joseph and Agnus lived in Castlegar, BC, the second largest town in the region,
with a population of approximately 9,000 people. The town is located in the West
Kootenay region of the province, on the edge of the Columbia River. Like many BC
towns, Castlegar arose through mining and forestry and like many small towns in BC, it
was built on the edge of a river. The highway runs through the river valley as well, and
Castlegar has been built up on either side, producing a strip of hotels, restaurants, and
other businesses. Most of the housing in Castlegar was off-set from the highway,
reaching out a few blocks in each direction from the thoroughfare. Joseph and Agnus had
just moved there from Nakusp, BC (population 1,500) where Joseph had grown up with
his parents, Vito and Bernie, and his older sister Melody. When he was 16, Joseph’s
family composition shifted to living with his father, his stepmother Agnus, and his sister.
I had been to Castlegar multiple times for business, but today, I arrived with fresh
eyes for the area as I entered into the midst of this family. Although I had driven here this
time, flying into Castlegar was also possible, especially in summer. However, the poor
visibility caused by the forest fire smoke made that option unavailable. Approaching the
Castlegar airport required the pilot to navigate a visual landing through the narrow rock
formations of the valley as the plane descended to the level of the river where the
community and airport were built. Whenever flights to the region were discussed, the
community’s nickname of “Cancelgar” was raised. Fall and winter weather delays were
routine for the area. Low cloud ceilings that accompanied bad weather, or fog, provided
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regular delays at the airport, but this summer it was the smoke that was hampering
flights.
Joseph and his parents had been in Castlegar for about a month. They were in a
temporary apartment and would be moving in a few weeks to their permanent home,
something Joseph expressed relief about. “I can’t wait ‘til I move to that new trailer, so
now I will be more on stable ground so I can go on walks more often, stuff like that.”
Their current home was up on the hill. It was a multi-family dwelling with several suites.
Joseph’s cerebral palsy made walking uphill and downhill difficult due to his limited gait
and balance. Their rental was a lower unit, with an entry at the back of the building. I
located the correct one and approached the door, where Agnus greeted me warmly. She
was a thin, friendly, soft spoken woman, gentle in her manner. She radiated kindness and
patience. Joseph was sitting on the sofa in shorts and a tank top, “resting and taking it
easy,” as he liked to refer to his unstructured leisure time. He was clean cut and in his
early 20s. Agnus invited me to sit at the table and encouraged Joseph to join us… though
he was a bit reticent. He seemed a bit nervous, which would later be revealed as his way
of being in new situations: nervous to start a new experience, requiring a lot of
encouragement and reassurance, yet gung-ho once he was involved.
The conversation ebbed and flowed, with small talk exchanged, and I mentioned
the move, asking Joseph if he was excited or nervous to be here. “Well, it actually has to
do with the new environment, like you’ve never been here before, you’re not used to it
kinda thing. That’s been the biggest to me… it's a good thing I’m here.” I myself had
moved a lot when I was young, so I understood Joseph’s anxiety about getting to know a
new place; indeed, moving has been considered one of the top five most traumatic
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experiences for humans (Dimitriadis, 2018). To ease Joseph into participating, I let him
know we would be going through the consent forms so he could hear about what I was
going to be doing. I offered a summary statement: that my goal was to be able to tell a
story about him that would emerge as we got to know each other. He seemed okay with
that, and with the consents signed, I endeavored to get to know him a bit. I started with an
open question: “Tell me a bit about yourself.”
Opening Pandora’s box to a world of worries. It’s surprising sometimes how a
simple question can seem to open up Pandora’s box. On that hot August day as I entered
into the midst of this family, the depths of Joseph’s loss and fear would become apparent
as layers of trauma were revealed. Thankfully, at the bottom of the box was the blessing
of hope. Agnus had signed her correspondence to me “blessings, Agnus” which became a
foreshadowing of her influence. Although she was the newest family member, she had
become the strength of the family, helping Joseph heal and grow.
“Can you tell me about yourself?”
“I am not like everybody else.”
“No, in what way?”
“Well, I’m not like the kind of person that can do everything on my own and stuff
like that. I’m not like that.”
I try to bridge by acknowledging that everyone needs help every now and then
with things.
“Yeah, but I’ll be having a coworker [support worker] so you know, it’s fine.”
Joseph was planning to attend a program at Sekirk College in the fall that was
designed for adults with disabilities. He had already attended a program at the satellite
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campus in Nakusp. The Castlegar program would be bigger. In the past, Joseph had been
supported with a one on one worker, and he was expecting that same situation to be in
place in Castlegar. Joseph’s nervousness about the new experience was betrayed in his
repetition and self-assuring statements: “Well the thing is, I’ll have a co-worker,” he
repeated again, softer this time.
He glanced at Agnus, who affirmed, “You’ll have the supports you need.”
Joseph was very methodical in his thinking. He preferred to take his time to
reason through situations. He was not impulsive, a complaint he voiced about his dad;
instead, he wanted to be prepared and aware. He was much more successful if he had the
opportunity to reflect on and digest new information. I asked what he was looking
forward to at college. As he thought about his response, he expressed that he was less
concerned about the content of what he would be learning than he was about the learning
experience itself. His nervousness about not understanding or being left behind began to
show. “To me, I don’t care how easy or how difficult it may be as long as there’s
reviews. That’s a big thing. No matter how challenging or non-challenging it might be, as
long as there are reviews, regardless.” As I reflected on this response, a commonality
with my own school experiences began to form in my mind. I definitely remembered
feeling that way when I returned to graduate school: I hoped that I could keep up with the
class, I hoped I could find my way around, and I hoped that I could be successful. Going
to college for Joseph, or returning to it in my case, was a daunting experience.
Joseph had graduated in 2016 with an Evergreen certificate from the high school
in Nakusp, a school that taught approximately 200 students at any given time in Grades 8
through 12. Melody, Joseph’s sister, recalled that there were very few students with
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special needs at the school — “maybe one in each grade”—and that they were not fully
included in the school’s classes. Joseph, however, described his school experience as
“excellent.” When I probed deeper, he stated, “I didn’t get bullied, not even once.” I was
surprised by this response. I was expecting a description of something he liked, a
favourite teacher or EA, or perhaps a favourite course. But for Joseph the experience was
marked by a lack of behaviour of other students, by a feeling of safety. This response
provided another glimpse into his fears and anxiety.
Joseph had attended an extra transition year after graduation, which is meant to
help students learn additional skills from their IEP. This was Joseph’s first exposure to
life skills programming, which was disappointing to both Agnus and Melody. Melody
summed it up by saying, “They never taught him anything useful.”
Both Agnus and Melody described Joseph’s high school in terms of
disappointment, as they related that the school did not challenge him, nor did it teach him
any functional skills. “They left all of that to the family,” related Agnus.
“They just led him around doing everything for him,” described Melody. She
continued, describing a “learned helplessness” that arose in Joseph during his school
experience:
Once he got into the school system and the high school, they really were like
“Aw, let me do this for you.” And really coasted him along. They could have
pushed him, even a little bit, but they didn’t at all… That’s why he had that
attitude problem, I think.
Joseph, however, spoke fondly of his school experiences in Nakusp. He had a curiosity
for knowledge; thus, he related enjoying subjects such as social studies, together with
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“reading along to stories that the teacher read aloud.” Agnus reiterated that the best year
for Joseph was his transition year, which he completed at age 18. I asked Joseph about his
transition year, inquiring about what he learned.
“Well, I did some cooking classes, but that’s not really my thing now.”
“No?”
“No. Just to learn. But yeah, that’s not really my thing. But of course, I probably
have no choice ’cause that was one of my major tasks on your list, you have no
choice but to do it, you know?”
Joseph was not yet taking much responsibility around the house to contribute to
chores, nor to cook. I nodded, acknowledging that he did not yet see this as a priority, but
added, “Someday when you don’t live with your mom and dad anymore, cooking for
yourself is probably a good idea too.” Joseph was alarmed by this suggestion, a reaction
that I was not expecting—his whole body shifted, and he stammered as he began his
reply.
Actually, to tell you the truth, actually I don’t think that’s gonna happen because
when my parents pass away many years from now, just saying, that I think it’s
best to have somebody to take care of me and stuff because apparently, what
happened when I was 15 years old, is that my mom passed away from kidney and
liver failure, when I was 15 years old, and it was a really big drag for me and for
the family and stuff, and I became a family person ever since.
Boom! I felt like there’d been a hit and run as he unexpectedly revealed this
traumatic event, along with his desire to hang on.
I took a deep breath as I absorbed this trauma, receiving it. I tried to honour his
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sharing within a moment of surprise. “I didn’t know about your mom,” I responded.
Joseph replied, “She’s my ‘angel-mom’ now,” then, gesturing towards Agnus,
“This is my mom now.” Agnus was Joseph’s stepmother. His biological mother, whom
he now referred to as his “angel mom” had passed away suddenly when Joseph was in
high school. It was a devastating event for him, Melody, and Vito. According to the NonAdult Stress Scale (1970), there can be no greater stress for a child than the death of a
parent (Holmes & Rahe). Depression and anxiety followed for Joseph as he struggled
with the loss.
Melody described the impact on the family after their mother’s death. “Dad’s
boundaries just flew away. My mom had done everything around the house,” she
described, and she was trying to step into those shoes to keep everything going. Joseph
was already pushing back around chores, but “more after she died and all that, he pushed
back more because you know… (she paused) grieving and all that.” Melody, too, at age
18, was grieving the death of her mother while holding her family together. Her body
shifted as she recalled trying to establish some boundaries:
But then I was like, “I don’t care. Get off your butt and go do it because I’m
making dinner so you better get up and go do it.” So, I tried making a board and
stuff but I think it was also bad timing because in his development and the same
time she dies and then it’s like everything’s happening at once, so there was a lot
of push back from him there.
Agnus described the increased development of rituals related to the exacerbation
of his Obsessive-Compulsive Disorder (OCD): washing his hands until they were raw,
brushing his teeth upwards of twenty times a day. Any task that he could control became
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intensified—it seemed he was trying to create calm out of chaos for himself, that one
more ritual might prevent something bad from happening.
Agnus was friends with Joseph’s mother, so she had met Vito and the children
over the years in Nakusp. Agnus related that she met Joseph for the first time when he
was eight and his sister was twelve, when she came to the house for a haircut. Agnus did
not raise her own family in Nakusp; instead, she had assumed a role of caregiver to her
first husband Randy. Agnus had surrendered a life in Calgary to move with him to the
tiny community of Nakusp as a way to better ensure his safety. Agnus’s husband suffered
from a “sundowner effect” with his progressing dementia, and he frequently wandered
around confused in the evenings. Agnus continued:
Yeah, I was very concerned about him and he’s a big guy. He’s six foot three, I
think, and about 285 pounds. Looks like a football player and he gets out
wandering the streets and my goodness knows what might happen to him.
After a 10-year battle, Agnus lost her husband to Alzheimer’s at about the same time that
Joseph’s father Vito had lost his wife.
Grief and bereavement had been all consuming until they met, a new chance for
love for each of them. The hope of rebuilding a family in which Joseph might flourish
was sparked. Agnus’s four sons were all adults, living away from home when she married
Vito in 2014. Melody was a young adult, transitioning away from home. For Joseph,
Agnus took on the role of stepmother, and she began to address the challenge of his
mental and physical care as well as helping Vito and Joseph look to the future. Like
Joseph’s “angel-mom,” she took on managing the household. She envisioned a better
quality of life for Joseph as she related her observations of other adults with disabilities in
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Nakusp: “There’s no encouragement for them to become independent—to be the best that
they can. And it’s sad because so many of them are just, ‘Well, this is my life, I’m going
to live here and die here’.” Moved by her observation, “I didn’t want that for Joseph,”
and so the family has sacrificed to make the move to Castlegar.
We returned the conversation to the “now.” Joseph had redirected the discussion
back to the move, and how the heat and the smoke had upset his routine of walking each
day, adding further stress to the chaos of moving in general. “I can’t wait ‘til I move to
that new trailer, so now I will be more on stable ground so I can go on walks more often,
stuff like that.” Growing up, Joseph’s home in Nakusp was on a flat piece of property,
allowing for easier mobility for him. It had a huge garden and a greenhouse that his
mother Bernie had cared for while she was living, involving Melody and Joseph, as much
as his mobility would allow. Joseph’s mom had largely been a “stay at home mom.”
Melody described her as “stereotypical,” in the sense that “she did all of the laundry and
the cooking and cleaning and stuff while Dad was gone,” creating and maintaining the
space and comfort of her family. Joseph’s dad was a professional “water witch”: he was
hired by contract to find water sources for wells or other hydro needs, and as such he
frequently travelled for work.
In addition, Melody also described her mother’s role as caregiver to Joseph. “She
handled all of the paperwork pertaining and governmental stuff,” Melody chuckled,
“because Dad’s definitely not the kind of person who can even try to deal with all of that
stuff.” Medical appointments to meet Joseph’s physical needs were routine. The family
travelled to Vancouver for several surgeries at BC Children’s Hospital when he was
younger and growing, or into Nelson to see the doctor, a two-hour journey. “My dad
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worked, so my mom looked after Joseph. Sometimes he cried a lot, especially after the
surgeries, and I would go sleep at my friend’s house.” Melody described the home setting
as stressful during those times, and she related that it was hard to be close to Joseph when
he was younger due to their age difference, Joseph’s cognitive impairment, and his
limited language and repetitive behaviours at the time. “Oh man,” related Melody,
chuckling at the memory, “I remember him playing the same two minutes of tape over
and over when he found a spot he liked.”
Speaking with Agnus and Joseph, I shifted the conversation to the recent move
and the changes and opportunities available in Castlegar that had prompted the move.
More choice was the underlying factor. “You know what they say, the more choice you
have, the better,” Joseph related. I concurred. I remarked that it could not have been an
easy decision to move to a new community and start again. To Agnus the decision
seemed natural, almost required, in order to give Joseph the best chance. Agnus said that
the biggest factor was the opportunity for social interaction. Nakusp’s very
small… very little opportunity as far as things to do. I think, for Joseph
particularly, he does need the stimulation, he needs to be in a bigger place. There
are all kinds of programs through KSCL [Kootenay Society for Community
Living].
I paused for a moment and reflected on the sacrifice that Vito and Agnus had made. This
was a family that had given up their long-time roots to move in order to give Joseph a
better chance. Our initial meeting drew to a close and I looked forward to seeing how this
adventure would unfold. Underneath the trauma and beyond the limits of Nakusp, there
was hope for a new future.
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Hope emerges. Entering into the midst of Joseph life, I was stuck by his fear of
loss, his fear of life and independence. The trauma of losing his mother had made a deep
impression on him. It was a deep cut that seemed healed, but one that had left an ugly
scar, sore to the touch—pervasive. It was the kind of blow that a person will try to avoid
in the future, having lived through the pain once already. For Joseph, it seemed to leave
fear and fear’s companion, caution, behind. Although he had experienced the death of his
mother who was his primary caregiver, in many ways he had otherwise lived a protected
life in Nakusp. The move to Castlegar was a new beginning. I was curious to see what
Joseph’s experiences had been as I returned to the community the second time,
particularly his entry into college and his independence in travelling there.
The day of my second visit, I picked up Joseph from college and took him for
lunch at Tim Horton’s. Joseph chose Tim Horton’s because it was one of his go-to places
since it was close to his new home; it was familiar and comfortable. It was Halloween
day, which he described as his favourite holiday besides his birthday and Christmas.
Agnus had decorated his room for the occasion, purchased him a small treat, and baked
and decorated cupcakes for his group at KSCL and Joseph was extremely appreciative of
the gesture. There was a party scheduled tonight at KSCL that included a haunted house
he wanted to attend. The weather was threatening to be poor. There was no snow on the
ground yet, but there had been deluges of rain recently—heavy, soaking, bouncing rain.
The shift in weather was in stark contrast to my last visit; it seemed like an attempt by
Mother Nature to make amends for the dryness of the summer.
Selkirk College was located up on a ridge overlooking the town of Castlegar
nestled in the valley. The college served Castlegar with its main campus, but also hosted
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nine satellite campuses throughout the West Kootenays. The administrative buildings,
where I was meeting Joseph that morning, were no doubt part of the original structures,
built when the college was created given their prominent central location on campus.
Selkirk College was built in the 1960s, which was reflected in the architectural style of
the original buildings. There were ample windows on the exterior, despite their heavy
cement and cinderblock construction. I had arranged to meet Joseph at the front door to
his building at the end of his class. Theoretically, it shouldn’t have been too tough for us
to find each other.
I got there ahead of our scheduled time, just in case his class was dismissed a bit
early. There was a long sidewalk up to the front door of the building that was lined with
trees. I managed to get parking close to the entrance. There was a large bus stop directly
in front of the building, and I figured that this was where Joseph got off the bus each
morning. I had heard via email that he was riding the bus on his own, something he was
previously reluctant to do. I was looking forward to getting his impressions. Agnus
related that learning to ride was not totally smooth:
Sometimes he’s an hour and a half late because he got on the wrong bus. He’s still
confused because he doesn’t know which side of the street to get the bus and
which one, because he has to transfer at the aquatic centre to get to Selkirk. He’s
forever getting on the wrong bus and going the wrong way around.
Motivated to see Joseph increase his independence, however, Agnus stated, “I’m torn
because I don’t want to be walking him every day or driving him every day because I
think he needs to learn and he will.” Regardless of the direction the bus travels, it
ultimately ended up at Selkirk, so Joseph would get to his final destination eventually. I
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remembered my son learning to take the bus in Victoria. He had a mind for maps, so I
was less concerned about him getting on the wrong bus and more concerned that he
would be victimized on the bus. Thus his training was focused on setting up patterns to
sit near the bus driver. My son was not as outgoing as Joseph, so it was unlikely he would
be bamboozled into a precarious position by other riders. I queried Agnus as to whether
she had any concerns.
Well, that has crossed my mind, but once Joseph has the rules, he’s very
consistent. Because of his mobility he sits near the driver, but there is the
possibility that he could give something away if he thought he was truly helping
someone. He’s very kind.
Independence, however, outweighed these concerns. The concept of “dignity of risk” ran
through my mind. Part of duty of care that must be considered with supporting
individuals, dignity of risk is defined as “the right to take risks when engaging in life
experiences, and the right to fail in taking these” (Lyons, 2015, para. 1). He was safe and
he was learning; there may be an error in judgment somewhere along the way, or he
might continue to ride the long way around the route, but he was getting there on his
own.
I stepped through the front doors into the student union area of the building where
I was greeted by two young women in costumes who were giving out prizes to other
students who came by their table also dressed in costume. One was dressed like a cat, and
the other like a hip-hop dancer—it was pretty obvious that I didn’t look like I belonged
there, so the hip-hop dancer asked if I needed any directions. I thanked them and said,
“I’m waiting for a friend.”
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I sat to the left of the door on a low, bright green leather bench type sofa, and I
watched the students come through the building. It was not an open space; rather,
students were funneled left or right into classroom areas or they could go around the
quadrangle to access services such as the library, or descend down to the Pit Lounge. As I
observed my surroundings, I thought that I must have timed my arrival for the completion
of one set of classes and the commencement of the next, as there was a lot of movement
within the corridor. Students were making plans with each other for lunch as they moved
past me. There were large groups of international students, none in costume, who were
clustered in groups on their phones texting or using social media. I wondered what an
international student from China thought about Castlegar… the culture shock must be
tremendous. I checked my phone —eleven minutes until I should expect Joseph.
As the designated time, I saw him coming. He was wearing a puffy down filled
coat and he didn’t have a bag with him; I wondered if he had forgotten it in the
classroom. He didn’t see me at first, and I stood up to greet him. He had a huge smile that
radiated to his eyes when he was happy about something. He flashed it as we said “hi.” I
asked if he needed to get anything before we headed for lunch. Negative—he was ready
to go. We made our way to my rental car and climbed in. We had to head back into the
heart of Castlegar to get to Tim’s. It was quick to get back into town, but we crawled the
last 500 meters as there was road work being done, forcing the need for single lane traffic
that also affected one of the intersections.
Joseph was chatty about Halloween. He was hoping that Agnus had found his
costume. They had moved into their mobile home on October 1st and lots of things were
still in boxes. Joseph never wanted to move again, he was emphatic about that!
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I don’t like uncertainty. This is my forever home, I mean years and years from
now if it gets too old, then maybe, but otherwise, I don’t ever want to move again.
In my personal opinion, it’s better to just be somewhere and enjoy yourself.
As part of the long-term planning around Joseph’s needs, his parents had purchased the
trailer in his name, so he now had the security of that housing for a long time. Agnus
related that although he was not currently ready to contemplate not living with them, she
believed that it would “happen naturally” that he would gravitate towards having a
roommate. The trailer was in a fantastic location for Joseph: it was central to grocery
shopping (located across the street), the bus stop was also within the block, and there was
a Tim Horton’s, one of Joseph’s favourites, also within a block.
I asked him about his classes. He told me, “it’s going well,” but that “sometimes
other students talk when they shouldn’t or too many talk at once,” and it was hard for him
to understand what was being said. But he was enjoying it, despite not having a
“coworker.” Agnus smiled as she recalled the start of college: “When we moved from
Nakusp, he expected to have somebody to take him to college.”
I chuckled. “A coworker.”
“Yes,” said Agnus. I recalled from our meeting in the summer that Joseph was
okay with going to college in the fall, because he believed he would have a support
person. He had expected to have someone
to take him to the centre, and to do this with him, and do that with him. And it
was really quite a transition to explain to him, that “no, you are an adult now, this
is grown up college, this is not like Nakusp, where you need a babysitter.”
It was eight weeks into his college program when we reconnected, and Joseph was
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independently attending three days a week for half days, and he was riding the bus.
Of course I would prefer if my parents would drive me, but I’m riding the bus. I
was really nervous when I was learning that I would get off in the wrong spot.
Really nervous! I wasn’t sure which bus to catch at first, but I learned with the
trainer and not very many times until I went by myself. I was nervous. Now I’m
used to it.
I asked about what he was learning in class, and received a general response
related to math and writing skills, but he didn’t want to elaborate further than that. Then
the topic changed to one of Joseph’s favourite YouTube personalities, Matthew Santoro.
Joseph inquired whether I had ever seen any of his stuff. My knowledge of YouTube was
limited, as I don’t spend any time looking at things there unless there’s a specific video I
want for work or knowledge gain. I was not caught up in the phenomenon of “YouTube
personalities.” I knew that there were many people who posted their lists of favourite
things on YouTube; however, I was not generally a fan, which disappointed Joseph as he
told me, “In my personal opinion, Matthew Santoro is the best.” Joseph then launched
into a one-sided conversation about his favourite Matthew Santoro lists on YouTube as
we crept through the road construction. He had some strong opinions about edited
movies, the concept of which he disliked intensely. “In my personal opinion, I think it’s
best to watch the whole original version of a movie and make a decision for yourself.”
His tastes in movies tended to be eclectic, ranging from classics to dark indie films.
Joseph spent a lot of time online at home watching movies; it was something he was
passionate about. In addition, he enjoyed sharing the information he gleaned by watching
and reading the commentary on various movies, information that he then presented to
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others as definitive and factual.
Joseph was eligible to attend the program at Selkirk College until he turned
twenty-five. Agnus had reported that he loved the program there, so it was likely he
would continue until he aged out of it. As we settled into lunch, I directed the
conversation away from movies and back towards life in Castlegar. I was interested in
knowing what Joseph was thinking with regards to school as he looked forward at his
life. Joseph said, “Well, I’ve decided there’s high school and college and university, and
I’ve decided I’m just going to go for high school and college, I don’t think I need
university.”
I said that I thought he was probably right, that if he “attended college for the next
five years, that would be plenty of additional school to help with employment.” When we
had met in the summer, Joseph was not open to the idea of working while going to
school; however, at the college, some of the topics included learning skills related to
various jobs, such as horticulture.
Agnus said, “He did not want to work, but now he’s much better,” in that he was
at least open to discussing the possibility, a topic that three months ago he was very
opposed to considering.
When I raised the subject of work, Joseph replied that he didn’t want to work
while he was going to college, but that he thought work was important: “In my opinion,
it’s best to wait until you have finished college.” He expressed that he was worried he
would be too tired if he went to college and worked in the same day. Joseph enjoyed
having time each afternoon to rest and watch movies or look up things on the internet. I
suspected that there were perhaps some worries that work might interfere with his time to
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“enjoy himself.” I decided that I would ask again when we met next.
As we were enjoying our respective Tim Horton’s lunches, Joseph revealed that
Agnus had bought him two special donuts from Tim’s that morning for Halloween—he
was delighted. I remarked that I thought the act was very thoughtful. Joseph nodded,
sharing again that, “Yeah, Halloween is one of my favourites.” We began to talk about
life in Nakusp when he was a child. The Nakusp Hot Springs came to life in his mind.
“My dad used to take me there. First he’d go with me when I was young, then he’d drop
me off for three hours… In my opinion, it’s the best place to enjoy yourself.” He asked
me, “Have you ever been there?” I responded that I had not, and Joseph immediately
responded, “Oh, you’d really like it, I mean, it’s very relaxing, in my personal opinion
it’s the best, the best.” He elaborated further: “The music is great, and in my opinion, it’s
the best place for relaxing, you can let all your worries go. I used to go there all the time,”
he added wistfully, “but not since we moved.” In his mind he was there in the hot pool
for a minute.
Our conversation rolled from topic to topic, more inconsequential stuff until we
landed on exercise. He was hoping to begin working out at the gym soon, but first he
needed Agnus to find a support person. “It’s important for my legs, it’ll get my leg
muscles to wake up,” he revealed. “I will go on Fridays or Sundays, I think, for two
hours.” We chatted more about the importance of exercise. Agnus was building routines
for him a bit at a time: first college and riding the bus, next, the introduction of the gym.
Perhaps work would be in the future, too. I dropped him off at home after lunch, and
promised to look up some of his favourite YouTube lists and to plan a trip to the hot
springs.
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On our third visit, winter had arrived in Castlegar. The wet late fall weather had
given way to snow in the region. We had planned to go to the Nakusp Hot Springs that
day. The roads were in good shape, as there had been very little new snow in the last 24
hours. The road between Castlegar and Nakusp would be closed if the weather got too
bad, blocked by steel barriers that are lowered to prevent passage. The road had been
carved out of the valley’s edge, the mountains rising several hundred feet in elevation
above the winding road, creating the risk of avalanches. It was a couple of degrees below
zero and there was no forecast of snow until later that evening—it was perfect driving
weather for me. I picked up Joseph early, as our plan was to go to the hot springs and
then get lunch. The drive would be at least two hours. Although there was a choice
among various hot springs in the Nakusp area, we had chosen the Nakusp Hot Springs, as
they held special memories for Joseph from his youth. Going there was something he and
his dad had done frequently, and it was something he missed.
On our drive out there, Joseph shared that when his dad first took him to the hot
springs, he didn’t really like it. But after he went a few times, he started to “love it.”
Joseph equated this location with relaxation. He spoke fondly of the music they played
while you enjoyed the pools. Some of the hot spring facilities in Nakusp were quite large,
but the Nakusp Hot Springs had remained relatively small. Joseph revealed that the hot
springs were really the “only thing I miss about Nakusp.” Since moving to Castlegar,
Joseph had not been able to get to the springs as much as he would have liked to. While
there was a bus, he was worried about the timing of it; if you missed the return trip, it
would cause a tremendous problem, as it would mean four hours of driving for someone
to come and get him. He was resigned that he would need to make do with his hot tub,
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which was located on his deck, the heat from which helped with the tightness associated
with his cerebral palsy. “It’s not the same, not the same at all. Nakusp is much better, but
it still feels good to enjoy sometimes.”
The road skirted along the shoreline of the Arrow Lakes, halfway between the
waterline and the peaks of the mountain that abuts the water. The evergreens that covered
the landscape were draped in a layer of white. The lakes were deep; they appeared black
from the roadway, as there was no sunlight on this overcast day to illuminate their surface
layers. Joseph filled the car with discussions of his favourite movies as we made our way
out of town. The time passed quickly. We arrived at the hot springs and selected the best
parking spot we could find—level ground and cleared from as much snow as possible. It
was slippery, though, and Joseph was worried about falling on ice that was hidden under
snow. His gait and balance were somewhat precarious at the best of times, so anything
slippery put him at greater risk.
Once we made it in, I beat Joseph out to the pool deck. I was wet from showering
and the air was cold; a layer of ice was on the railing, with long icicles hanging down
underneath it. There were non-skid mats on the deck, so I was not worried about slipping.
I gazed around, and I could see at once why he liked this place—the view was stunning.
The pool was round, split in half down the middle with a cooler section on one side and a
hotter pool on the other. The facility building surrounded the pool for two-thirds of the
circumference of the deck, leaving the remaining third with the view of the mountainside.
The pool was hot, at 103°F, a sharp contrast to the surrounding air temperature. It was
late morning and there were very few patrons there enjoying the pools. We alternated
between being submerged in the consuming heat, and cooling ourselves by sitting on the
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edge of pool. My damp hair had frozen in the cold air, but my body was warm as it
snowed lightly. Joseph and I made small talk about movies and other inconsequential
things, but mostly we relaxed as we enjoyed the time at the pool.
We only had an hour and a half available to stay at the hot springs. With the
forecasted snow, I was okay with striking out with enough time to get back before it was
dark. Plus Joseph had forewarned me that sleepiness was a side effect of the pools and
since I was driving back, I thought an hour and a half was probably the right balance. We
had negotiated where to stop for lunch en route back from the hot springs. Joseph wanted
a sandwich from a rest stop/gas station that he had been to before. It would mean a late
lunch, as it was located closer to Castlegar than Nakusp, but that was fine. Feeling the
after effects of the heated pool, Joseph settled into a nap on the return trip. Our winter
adventure was complete.
Throughout fall and into spring, Joseph had begun to add new activities to his
routines. He was working out with Will at the gym. Joseph enjoyed his time with him.
“Yeah, Will takes me to the gym to work out, it’s important,” especially with the winter
weather hampering his walking. Will was a young guy from a local church group who
had replied to an advertisement placed by Joseph’s parents. He was the perfect fit for the
job. I asked what they did together at the gym. Joseph responded, “Exercise, there’s lots
of different machines”—a response that lacked the specificity I had hoped for. In addition
to his social group at KCLS, he also joined bocce ball at Special Olympics after he had
completed bowling in the winter. Agnus’s hopes of more social opportunities for Joseph
was being realized. Agnus shared:
What I hope for Joseph is that he will continue to become more independent. He
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now takes the bus, has his own phone and friends, and participates in social
activities, including going to the gym and weekly movies and out for coffee or
lunch with friends or on his own.
Moreover, Agnus had established routines in the trailer to build his independence within
his long-term home. “He is assiduous with his responsibilities, including household
chores and some budgeting and administrative duties.” While Joseph’s money skills were
not strong, he stayed within the budget that had been set with him and ensured that he had
proper bus fare to get around in the community. She continued, “Joseph is rounding out
into a well-adjusted, balanced individual who has a healthy confidence in his own
capabilities, his future potential and definitely the courage of his convictions.”
Later, I received an email from Agnus which related that Joseph was planning to
start a part time job! It was June, and Agnus had been gently suggesting that he was
capable of working and going to school. A position at a nearby Thrift Store had been
found and Joseph related that he was excited to do at least “a four-hour shift there” after
classes. If the position came together to start before college, he wanted to ensure that it
did not interfere with his social activities. “I don’t mind which day, but not Fun Fridays,”
he said. Fun Fridays was a social program at KSCL that he was attending over the
summer, a program in which the participants would go to various parks and activities in
the Castlegar/Trail/Nelson area—he was loving those adventures. I marveled again at the
changes in Joseph that had occurred.
I liked to inquire about what each of my research participants saw as goals for
themselves. Almost always, Joseph’s stated goal was “to enjoy life.” After one of these
inquiries, however, he elaborated a bit: “the more you enjoy yourself, the more you
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learn,” and I nodded in agreement. This was true on many levels; engagement in
meaningful experiences that are enjoyable leads to learning (Dewey, 1938). This always
made me smile, because in each meeting with Joseph, he was always enthusiastic, eagerly
looking forward to something that was coming up in his life, whether it was a community
event or a new skill that he would be working on. Sometimes he would express reticence
about starting something new, but those concerns indicated that he was considering the
pros and cons of new situation. Each seed for a new skill had been planted by Agnus,
which was reflected in Joseph’s recitation of his life. Frequently he would state “My
mom said…” and then he would launch into whatever new task he was going to learn or
was currently learning and why it was important.
I praised Joseph over lunch one day, saying: “You know what’s really great about
hanging out with you? You’re really positive about everything.” Joseph got serious for a
minute; he lowered his voice and scanned the restaurant before he responded. “Well, I
haven’t always been that way, only since like I was 18 and taking medication. That has
made a big difference. I still get worried, but not like before.” He explained, “lots of
people take medication, it is not a bad thing,” and I agreed, having reflected on Agnus’s
stories about Joseph prior to addressing his mental health needs, in which any changes in
his environment could lead to tremendous upset. It was good to see so many things in
Joseph’s life coming together to allow for this evolution; he was like a phoenix rising.
Later, in July, I was driving back to Castlegar. It had been almost a year that I had
been part of Joseph’s life, and I was arriving for my last visit to the community. This
summer, the skies were blue, as the wet, cool spring had led to a less intense forest fire
season. Like the shift in the weather, it had been a year of tremendous change for Joseph.
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The hope that remained at the bottom of the box when Joseph unpacked his worries and
trauma last summer had metamorphosed into making him a young man who was
emerging as a confident, self-assured individual. When reflecting on Joseph’s skills last
August, Agnus had stated that he “had no social skills and was totally dependent.” Now,
her hope for Joseph was that he would “continue to develop his independence.”
Melody echoed Agnus’s hopes for Joseph: “I am very happy that he’s become
more independent and realizes that he can do stuff on his own.” She went on to say that
she hoped “he can do something that he enjoys in order to benefit society and not just get
the ‘oh, you’re handicapped’ card and pass through.” Melody’s hope for Joseph was that
he would have a life that was meaningful and fulfilling to him within the greater context
of his community—a hope that seemed possible and well on its way to being achieved.
A Narrative Account of Reuben – Life’s a Movie!
In nearly every aspect of human endeavor, we can find people who have stood out
for their high levels of skill and knowledge. We have called these individuals experts, and
they are found in everyday life in varying capacities. Expertise may develop within
visual, auditory, or tactile areas. Some have utilized their skills in careers such as an
ornithology or radiology, where their visual aptitude is used to sift through, recognize,
categorize, and identity information rapidly–seeing details the average person would not
notice. Sports experts or games experts have an extreme memory for the layout of boards
or frames of play, which they can recall rapidly. Visual cognition has been one of the
most studied forms of expertise; however, little is known about how this phenomenon
develops other than the fact that it is a learned skill (Shen, Mack, & Palmieri, 2014).
Interestingly, studies have shown that, outside of their area of expertise, a visual expert’s
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recall for details has been found to be no better than a novice’s ability (Abernethy, Neal,
& Coning, 1994).
When individuals with autism have an intense interest in something, it is referred
to as a circumscribed interest (CI). Within the diagnostic criteria for ASD,
“circumscribed interests are a subcategory of restricted and repetitive behaviors. CIs are
characterized by an intense and focused interest in a narrow range of subjects” (Harrow,
Ambary, Wright, Reich, & Boyd, 2019, p. 63). My son’s circumscribed interests have
shifted over the years, and have included art and artists, US presidents and first ladies,
and his one constant love of music. There are many common CIs, such as dinosaurs,
trains, the solar system, Disney and logos (branding). For some older learners, the CI has
motivated their learning until they have become an expert within their subject area: this
was the case for Reuben. His CI in Disney and Pixar had made him an expert. We know
that visual perception/cognition skills are strengthened through learning, and also that CIs
are strengthened through exposure. Reuben had directed his own learning about the
movies; thus, years of learning within this domain had created an intensity for this subject
that Reuben displayed daily as expertise.
Intensity framed Reuben’s way of being. There was intensity in the passion he
displayed for all things Disney related, as he preferred to spend his leisure time in pursuit
of knowledge related to this theme. There was intensity in the precision with which he
reproduced hand drawn images. Once mastered, he created slight variations in the forms
of his rendered Disney/Pixar characters; each stroke required a level of perfection that
only he was able to see. There was an intensity with which Reuben loved his family, who
seemed to ground him in the here and now. There was intensity in his responses to
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stressors in his environment–fight or flight, with fight being his usual choice. Lastly,
there was intensity in his mind as he relived and retold the scripts of Disney films. If
life’s a movie, then Reuben was starring in his own show. Front and centre, if you
listened closely, he would lead listeners into the plots of movies such as Toy Story or
Ratatouille; or reveal some detail that the average consumer would never see in the blur
of the frames and visual melee on the screen.
Reuben has always been drawn towards animated characters and television
programs. When he was a preschooler, he was extremely interested in Thomas the Tank
Engine. As a young adult, his Thomas obsession morphed into Disney and Pixar movies,
characters, and merchandise. He could play the movies in his head, seemingly frame by
frame. He knew obscure details about each of them; he could repeat the dialogue from
every character in each movie; and he knew all about the merchandise. If fortune were to
strike Reuben, I’m sure he would acquire the ultimate Disney merchandise collection!
In addition to knowing all about the movies, Reuben also engaged in drawing the
characters from the movies. Initially his drawings were exact replications of the
characters caught in a still frame; however, after he became satisfied with his
reproduction, he might add embellishments or make slight changes to create his own
unique drawing. As a child, learning to print and draw had been a frustrating experience
for Reuben as his eyes picked out the differences between his crude lines, and the image
on the paper that he was trying to replicate. Many a ball of paper or torn worksheet or
upset moment occurred throughout this process during early intervention. Reuben’s
printing had now evolved to perfection, however. Each letter was precisely crafted; an
error was met with a swift erasure and correction as he leaned into his paper, mere inches

A STORIED LIFE

383

above the work. The day I visited Reuben at school, he was completing a Disney logo,
replacing the iconic castle with the Eiffel Tower in tribute to his current passion for the
movie Ratatouille, which was set in France.
Figure 21. Photocopy of a Hand Drawn, Modified Disney Logo by Reuben

Recalling the past. I had known Reuben for about fifteen years. I remember
vividly the day he arrived into my midst, at Vancouver Island Health’s Queen Alexandra
Centre for Children’s Health (QA), where he and his family had been referred to the
Autism Early Intervention Program. I’ve worked with many children over the years and
have completed hundreds of intake meetings, yet there are a few that have stuck in my
head; Reuben was one of those children. He has always been a big kid, but at age three he
was the same size as a kindergarten child. His intake was completed in a small family
room at the centre. I don’t remember why we used that room as it was not the usual space
we utilized. I suppose we might have been warned that a smaller room would be better, or

A STORIED LIFE

384

perhaps it was just something mundane like the usual space was being used for something
else that day. He was accompanied by his parents and met by me in my role as behaviour
analyst, together with the program’s occupational therapist, for his initial assessment.
Minimally verbal at the time, he was absolutely disinterested in the intake assessment
materials, walking on and through the toys wearing hiking boots that he sported in those
days to help prevent toe-walking. His intake was one of those infamous meetings that
clinicians chuckle about over the years. He was a mini destructive force of nature, his
loose curly afro, wispy around his head, bobbing as he moved like a “bull in a china
shop” through the small room, unhappy and impatient to be there—much to the distress
of his parents who tried in vain, alongside of us, to arouse his interest in the materials.
Reuben was enrolled and attended the Autism Early Intervention Program at QA until he
turned six and aged out of the service at the end of kindergarten.
New beginning. This time, however, as Reuben prepared to begin Grade 12, I
was entering into the midst of his life. Although I had been in regular contact with his
mom, as we were part of a shared group of friends, I only saw Reuben from time to time.
This research, however, afforded me the opportunity to return to get to know him again
12 years later, to pick up from where we had left off when he was six, except this time
with me outside of my role as a therapist with an objective view garnered from a
positivistic system. I was enthused about spending time with Reuben as a youth in
transition. How had he changed? What was important to him as a young adult? What lay
ahead for him? He still lived in Victoria; however, his family structure had changed. He
now lived with his mother Shelly, her partner Matt, and his older brother Malachi. His
mother Shelly was his best teacher, his biggest advocate, his cheerleader, and his rock–
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she had been his constant. His brother Malachi, a young man also living with Autism
Spectrum Disorder, was a close second: he was a protective, empathetic, understanding
older brother who always looked out for Reuben as he made his own path forward.
It was early July, and I was coming for a brief meeting with Shelly and Reuben in
their home to get the consent forms signed. Shelly met me at the door and invited me to
the kitchen table to review the papers. Reuben was in the den working on a Lego project;
he mentioned he was building a pizza truck as I stuck my head into say “hi” on the way
to the kitchen. I reviewed the papers with Shelly and afterwards we went to chat with
Reuben to obtain his consent to participate. He was okay with me telling a story about
him and he readily consented, printing his name with perfect precision on the line. By
that time, the pizza truck was assembled, it bore a tiny logo for “Pizza Planet.” Reuben
said “Pizza Planet” to me, holding out the creation for me to visually inspect. I was aware
that he was expectantly waiting for me to glean the importance of this small truck he had
created. When I didn’t react, other than to comment that it “looks good,” he added,
“Disney Pixar.” Still in the dark, I made eye contact with Shelly and she provided the
context for me. The Pizza Planet truck was from the movie Toy Story and has made a
cameo in every Disney movie since except the Incredibles. I know that “Easter eggs,” as
they are referred to in the industry—the inclusion of jokes or cleverly hidden items or
references in movies—occurred often, but I was surprised. I was unaware of that piece of
trivia, although I expected I would learn more as I spent more time with Reuben. Disney
had a reputation for putting Easter eggs into their movies to capture the imagination and
attention of their extreme fans. We made our exit from the small space and Shelly
chuckled, remarking “you got off easy, he could have told you where the truck appears in
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each movie.” I made a note of Reuben’s current interest in Disney Pixar movies; I would
need to brush up on them.
I smiled, thinking of my own son and the wealth of trivia stored in his brain by
date or number and his rolodex of music information. I reflected that our brains are
remarkable storage systems. It was fascinating to see how some individuals have a gift of
filing and recalling information, to gain expert status in something, to solve mathematical
equations quickly or learn languages, or still others to retrieve information in a unique
manner. I recalled Daniel Tammet, an individual with ASD, who was described as a
mathematical savant and a gifted linguist, as he can speak nine languages. His biography,
Born on a Blue Day (2007), described his synesthesia which had led to his mathematical
ability to recall number sequences and solve complex equations. He set the European
record for reciting the digits of pi (p) by repeating 22,514 digits in five hours and nine
minutes, which led to the creation of Pi Day (March 14th), the day he broke the record
(Watt, Strauss, & Rodrigues, 2010).
As I reflected more on Reuben’s interests, I recalled reading Dr. Temple
Grandin’s (2006) biography Thinking in Pictures: My Life with Autism. She was a
professor at the University of Colorado, in the department of Animal Science. In addition
to teaching, she designed humane animal slaughter facilities around the United States and
spoke all over the world as an expert and advocate for people living with a diagnosis of
ASD. In her book she talked about how she stored information as pictures or movies in
her head and that peoples’ speech triggered those images for her. As I thought again
about the Pizza Planet truck, I marveled at Reuben’s memory for detail, at how our brains
can be wired. Reuben, like Dr. Grandin, replayed life as images in his brain.
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In the quiet of my home office, I again reflected on neurodiversity, as I had done
so many times in the course of my writing. Disappointingly, I always seemed to be drawn
back to how some individuals were accepted or even celebrated for their differences,
while others were not. Even as I wrote this paragraph, Oliver Sack’s (1995) book, an
Anthropologist on Mars came to my forethought. In this book he presented seven stories
of individuals with “fascinating brains.” Dr. Grandin’s story was included in that book,
too. Why was there such interest in these seven individuals? Was it perhaps that in spite
of their neurodiversity, they had become members of mainstream society, accepted and
often excelling in their chosen field of study? Why does society continue to value and
celebrate what was often referred to as “overcoming a disability” or excelling “despite a
disability”? Why does it continue to be “inspirational” when an individual overcomes an
expectation that society has set? Why is not each individual’s life enough of a celebration
or at least enough to be equal? It was one of my hopes that, as I brought their stories
forward, youth in transition like Reuben could be seen and celebrated too, for the gifts
they bring.
Figure 22. A Rat from the Movie Ratatouille Drawn and Coloured by Reuben

Joining intervention. I chuckled to myself on the way to my first meeting with
Reuben. I reflected that it was somewhat ironic that I was joining Reuben, entering into
his midst for the first time during an intervention session, since our relationship began
this way fifteen years ago. Maybe, however, it was life coming full circle, a “do-over” or
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a “mulligan,” a chance for me to see Reuben without the lens of a clinician, to see
Reuben for himself. I had planned to tag along on an outing with Reuben and his
Behaviour Interventionist, Tim, in the community. Reuben had continued to receive
intervention services throughout his life, despite aging out of the provincial program
when he was six. Currently, the province of British Columbia provided a meager $6,000
a year to support intervention for school age children outside of school time. This usually
translated to supports about once a week. The plan today included walking for exercise
and then going to Subway to purchase dinner, ordering and paying independently, and if
there was time, going to the library. Of all the activities that I could have pondered as
possibilities to join Reuben in, walking would not have been on that list, quite possibly
never even considered. Reuben had a history of not being a fan of exercise, but over the
last couple years, he had embraced working out daily and eating in a healthier manner.
Reuben was tall; at age 17 he was about six feet, and it was likely he could grow a bit
more. He was built solidly now; however, in the past he would have been considered
overweight, in the range of obesity.
I wondered what had caused this change. I thought back and recalled a
conversation about Reuben being intensely afraid of getting older and dying, a fear that
had arisen from a comment his father had made about his weight and eating habits that
Reuben had internalized “to the nth degree.” The comment had occurred a few years ago;
had it maintained his drive for exercise and healthier eating all this time? Had he held
onto that fear, and allowed it to continue to shape his life? I marveled and at the same
time felt a wave of sadness. For much of the population, an initial “health scare” will
prompt a behaviour to begin, but over time, the immediacy wears off and a healthy
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lifestyle reverts back to one that is unhealthy again unless other factors have become
motivating, such as the gratification associated with accomplishing the activity or goal. I
hoped that he no longer carried the fear, that instead the behaviour was being maintained
by routine and enjoyment. I remembered that much work had been done to help Reuben
identify strategies that would prevent his early death, including changes to his diet and
exercise; thus began Reuben’s transformation.
Diet and exercise were something that were modeled at home. Because of the
positive effects on Reuben’s mental and physical health, Shelly supported Reuben’s
fitness by ensuring opportunities were built in to both his home and school routines. I met
Tim and Reuben at his house, and we loaded into Tim’s car to make the short 10-minute
drive over to the chip trail at the Henderson Recreation Centre. It was a hot day; Reuben
had his water bottle with him as we exited the car and headed towards the loop. The chip
trail loop was a popular running and walking trail, it was flat, which made it a favourite
of the elderly too. However, on this afternoon it was almost deserted. It was too early for
the after-work runners and walkers, and too hot for elderly people to make a choice to be
out there. Today our plan was to do four laps.
We set out on the trail, Reuben leading the way. He was quietly talking about
(scripting) YouTube videos in which someone revealed a product by videotaping and
describing the unwrapping and opening of the item; showing all of the parts and features.
He was gently gesturing; it was almost a mime as his voice was so quiet as he described
the unpackaging. While he ran the script in his head, he continued to move at a constant
rate around the loop: not fast enough to become out of breath or to raise the heart rate
substantially, but at a pace that was a relatively decent walking pace. I was so happy! I
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had anticipated meandering around the loop. I instantly recalled Reuben walking back
from kindergarten twelve years ago with his Behaviour Interventionist, Jess, wearing his
Thomas the Train backpack. He had to walk approximately five blocks, and it was a
steady, but gentle, uphill incline from his school to the centre. I recalled that in those days
he had a program to speed up his walking, as those five blocks could take him upwards of
an hour, a phenomenon that his parents experienced with him anytime they wanted to
take him out into the community. He would repeatedly take a couple steps and stop while
he engaged in intense scripting of television shows; he disappeared in those moments
unaware of where he was and what he was doing, arms flailing as he re-enacted the show
with his whole body. It would take more than one hundred prompts in the beginning to
keep him moving, to cover a distance that the other students could travel in ten minutes.
Today, I was going to walk four laps at a steady walking pace with this young man–I was
beaming.
We passed a “dogs must be on a leash” sign and Reuben addressed us for the first
time. “Tim, it’s safe, all dogs must be on leash.” I could hear Tim’s voice in Reuben’s
phrasing, it was obvious that Tim had reassured him about dogs as they had walked in the
past. Tim uttered a reassurance that the rule for this trail was that all dogs must be on a
leash; however, if one came along without a leash, he promised to make sure Reuben was
safe. Ah, Reuben’s fear of dogs, an old fight or flight response that had changed into a
mere intolerance. In the past, it used to cause Reuben extreme distress to be anywhere
near a dog, whether or not it was on a leash. Nowadays, his family home included a small
grey mongrel, Daisy that Matt brought with him into the home when they combined
households. At home, Daisy and Reuben had a mutual understanding–I won’t bother you
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if you don’t bother me. Tolerance was the name of the game. I asked him about Miss
Sue’s dog, Albert, a Jack Russell Terrier that was full of energy. Albert had been around
for about a decade, so Reuben had been exposed to him a lot. “Yes,” responded Reuben
to my query as to whether or not he liked Albert. Sue was a long-time family friend that
lived in Rueben’s complex. She had worked at the Queen Alexandra Autism Program
years ago, where she had met Reuben and Shelly. Shelly would later become a Behaviour
Interventionist in the Queen Alexandra Program too. All three of us had worked together
in the past, before the closure of the program a decade ago due to provincial cuts in
funding. Nowadays, Sue was more than a just a neighbour; she was an integral part of
Reuben’s life, providing overnight respite for Shelly one weekend a month and Friday
afternoon respite weekly as Reuben’s school dismissed early each Friday. This routine
was something Reuben looked forward to each week, and Sue too, enjoyed Reuben’s
company.
Figure 23. A Rat from the Movie Ratatouille Drawn and Coloured by Reuben

Are you scripting? “Are you scripting or are you telling me something?” queried
Sue.
“Scripting,” replied Reuben immediately.
“Oh, okay–I thought you were asking me a question,” responded Sue. It was the
end of September, a sunny fall day that would soon be squeezed out by the persistent rain
of a west coast winter. I was sitting in the back seat of Sue’s SUV. We were on our way
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to mini-golf and then lunch at A&W. I had arrived at Sue’s at the appointed hour of 11:00
AM. I made my way up the sidewalk to her front door which stood open, a testament to
our unusual autumn weather. Albert, tail wagging—in fact his whole pudgy body was
wagging—approached to be acknowledged and patted. Sue explained that like other
teenagers, Reuben had not been up for long and was still getting himself organized
upstairs. Sue went to check on him. “I’m excited,” I heard him say.
Sue responded, “Are you excited about going mini-golfing and for lunch with Liz
and I?”
“Yes,” was his enthusiastic response.
“Well then, finish getting ready.”
Reuben emerged, ready to go except for his shoes which he put on at the front
door, meticulously tying the gold-tipped laces as Sue reviewed the plan for the day.
“We’re going mini-golfing and then out for lunch. I will leave your bags here [indicating
his backpacks beside the door] and when we get back, you can pick them up and walk
home.” Reuben appeared as if he wasn’t listening, so Sue queried him.
“Mini-golf, lunch, then I get backpacks and home,” responded Reuben in his
usual economic communication style.
“You got it!” said Sue, and we made our way to the vehicle.
We were going to Blenkinsop mini-golf; this had been a favourite place for my
son when he was younger. All summer we’d play, honing our skills towards sinking the
ball with one stroke at each of the holes. It had probably been a decade since I had been
there. We wound our way along the roads towards our goal. Then my attention was
drawn back to the vehicle as Reuben’s scripting shifted to a question. “What is a side by
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side comparison?” he asked in a stilting voice. He had been reciting an unveiling video
that he had seen on YouTube that used the description side by side comparison.
Sue replied that she was “going to stop the car to better explain.” Safely parked,
she held up her hand beside his. She said, “This is a side by side comparison. We both
have a thumb. Where’s yours? [Reuben pointed.] We have fingers [they each wiggled
their fingers]. “My hand,” said Sue, “is not as smooth as yours.”
“It’s wrinkled,” replied Reuben.
“Yes, I suppose it is. It also has more veins too. This is a side by side
comparison.” Checking for comprehension, Sue asked, “What is a side by side
comparison?”
“Original and live action,” was Reuben’s response.
“No, it’s when you put two things beside each other and look for things that are
the same and different.”
Reuben began to echo Sue’s description on the heels of her utterance, “It’s put
two things beside,” he said.
Sue added, “…to see how they are the same and different.”
A quiet echo from Reuben: “See same and different.” Satisfied, Reuben returned
to his internal thoughts remembering his favourite YouTube videos, replaying them in his
head while speaking the lines… he was scripting again.
We pulled into the deserted parking lot and parked. Although it was sunny, it was
not particularly warm. We each collected a golf club and chose our favourite coloured
ball before we made our way to the first hole. Reuben had decided we were to keep score.
Reuben went first, and six strokes were recorded as three… ah, this was a great way to
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keep score! Sue announced the score with a flourish after play was completed at each
hole–we were always neck and neck with each other. As we played through the holes, I
was glad for the mercy of our benevolent scorekeeper as my play ranged from a hole in
one to eight strokes before I finally cheated and dragged the ball over to the cup with my
club. Reuben didn’t seem to mind; all’s fair in mini-golf play!
We completed the course in about 30 minutes, taking turns, sometimes playing
our balls through and other times waiting for each person to get their ball onto the green.
Our contrived scores indicated a close game near the finish; it would come down to the
final couple of holes. All three of us ended the game without putting the ball into the last
shot, a three-inch diameter opening at the top of an elevation that required us to putt
uphill. Our collective failure at this hole left us with a tie derived from Sue’s creative
math. There was group satisfaction with the outcome as we returned our clubs and
headed for the car to drive to one of Reuben’s favourite restaurants, A&W.
It was pretty busy when we arrived. Reuben stepped up to order for himself, first
greeting the young man behind the counter before he rattled off his order. “Fries, 5-strip
Chubby Chicken, 2 Baby Burgers, nothing on them, apple juice in a cup with plastic lid.”
Between the noise in the setting and speed of the order, which was delivered as one quick
chain of words, the clerk had missed most of what Reuben had requested. He sought
clarification from Sue and Reuben. Once the order was placed, Reuben went to find a
table for the three of us to sit. He had located one beside the window in the right corner of
the restaurant. He was scripting as I returned to the table with the drinks and got seated.
Reuben stopped scripting for a moment, looked at me, and requested, “kill the
fly.” Oh yes, insects were also something that continued to be distressing to Reuben.
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There was a slow, lazy fly bumping up against the window adjacent to our table. Its
robustness was likely gone from having been in this predicament for at least a day or two.
I swatted at it half-heartedly and it moved away from the window and our table, leaving
us momentarily at peace before it returned, which coincided with Sue’s arrival with
Reuben’s food order. “Kill the fly,” he asked again. Instead of swatting it away this time,
I complied, successfully squashing it between a napkin and the glass before collecting its
corpse in a napkin for disposal. Reuben was satisfied with this outcome and he settled
into the business of eating his fast food feast. Consuming one item from his order at a
time, rather than jumping between fries, the chicken, and the burgers, he appeared to be
savoring this lunch. He ate slowly, not wanting to talk (or script) while eating. Instead he
looked out the window while chewing bites. In that moment, life was pretty good.
Figure 24. A Rat from the Movie Ratatouille Drawn and Coloured by Reuben

Grade 12 – Bubbling under the surface. As I was driving over to Victoria (Vic)
High School to spend a few hours with Reuben at school, I was struck by how fortunate I
was to have the opportunity to be a part of his life as he completed his Grade 12 year. I
had been there for his transition into kindergarten and now I had the tremendous
opportunity to see him in his final year. Vic High was a behemoth school: a square, fourstorey brick building that towered over its surrounding neighbourhood. It is the oldest
public high school in the province of British Columbia. There were three prior iterations
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of Victoria High before the completed construction of this building. The first opened its
doors in 1876 and was constructed from logs. This year marked the 105th anniversary of
the school on its current site. It opened its doors at the beginning of WWI, and more than
five hundred students and teachers from the high school would fight in that war as part of
the Canadian Expeditionary Forces; eight-five would perish (Lee, 2014).
Victoria High was located in the Fernwood neighbourhood of the city, where it
had remained nestled within Victorian-era houses that complemented its architecture.
Although male and female students may enter through any door into the building, the
historic entrance signs for “girls” and “boys” still remained, along with the division of
bathrooms to each side of the original building. More recently, Vic High had had an
extension added to the main building which housed a newer gym and the industrial arts
programing such as woodworking and construction. Victoria High would be closed
during the 2020-2021 school year to undergo seismic upgrading and the 850 students
enrolled there would be moved to SJ Willis school for the year. Reuben would be
attending SJ Willis for a transition year, which had been labelled “college.” His brother
was attending college this year after graduating, so Reuben was asking about college, too.
The seismic upgrade was being undertaken with fortuitous timing, in that sense as
Reuben would experience a change of venue, and hopefully have some new experiences
as he entered his transition year.
I parked on a side street as there was no parking available in the small lots that
were adjacent to the school. It was mid-October and the fall rains had arrived with a
vengeance. I made my way to the main school building under heavy grey skies that
sucked up the light, making morning seem more like dusk. I was thankful the rain had
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relented for a few minutes. I entered through the new addition to the school, at which
time I determined I was as far away from the office as I could be! After asking a student
for directions, I was met at the office by Corey, Reuben’s one on one Educational
Assistant. Although Victoria was a fairly large city, it was small in many ways, and
Corey and I determined that we had met previously–about 10 years ago when working
with another youth in the community. Corey was a specialized EA, meaning he supported
students who had the potential to engage aggressively in the school setting. He had begun
working with Reuben two years ago and they had a great rapport. I arrived about 30
minutes into the school day. It was Friday, a short day at the school, with dismissal
occurring at 1:30 for the whole school population. As usual, Reuben would be picked up
by Sue fifteen minutes ahead of the final bell for their Friday afternoon respite.
Corey was one of those easy-going guys who at the same time was fully attuned
to Reuben’s moods and mannerisms. Last week there had been an incident at the school
when Reuben had become extremely upset and aggressive. Three staff had intervened to
ensure the safety of other students. The incident had arisen out of frustration that Reuben
had experienced related to his drawings, when he could not match what he saw in his
mind’s eye to what was occurring on the paper. Corey related that “usually you can see
him build and redirect him, but last week it came out of nowhere, suddenly he was
throwing the table.” Corey was constantly checking in with Reuben, reading his body
language and adjusting the day depending on what he saw. If Reuben was using his free
time to look up negative things on the internet, then this was an indicator of potential
trouble. If he was constantly erasing, it was again an indicator of concern. The word
intensity returned to my thoughts: Corey was constantly monitoring the intensity of
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Reuben’s actions and finding ways to return him to a more neutral level. It was
challenging for Reuben to be in the busy school environment, to be outside of his own
head and engaged with others; anxiety seemed to rule the day.
Although Disney was Reuben’s CI, his interest had been incorporated into
learning about bigger ideas that were collaterally related. For example, at that moment,
one of Rueben’s favourite movies was Ratatouille, about a rat that wanted to be a chef in
a Parisian restaurant but was abhorred by humans because he carried disease. Due to this
interest, Reuben had collected some interesting facts related to the plague and to how rats
had spread to Europe as stowaways on ships. He also knew about different types of rats.
Reuben narrated and depicted the spread of rats using a drawing of a sailing ship that he
had produced and an atlas to steer the ship through the ocean. He also related that there
were three places on Earth that had no rats: the north and south poles, and Alberta. I had
no idea that Alberta had an extensive rat control program that had begun in 1950s when
the first Norwegian rats were found on a farm near the Alberta-Saskatchewan border
(Government of Alberta, 2019). I always liked learning something new!
As I arrived at the school, Reuben had just transitioned into the resource room. He
had spent the first half hour of school alternating between looking at pictures on his
laptop and walking on the treadmill. The treadmill was an important aspect of Reuben’s
emotional regulation, each morning he started his day on the treadmill as a way to
transition into the setting. In addition, when he appeared to be agitated, Corey would
suggest they go use the treadmill or walk laps around the track. This semester, Reuben
was enrolled in two classes: Art and PE. During PE he used the treadmill instead of
participating with his class. Corey reported that next semester he would have a gym
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teacher that he really liked, who he had had before, so he participated more in her class.
En route from the office to the resource room, Corey related that their next block was an
individualized learning block in which Reuben worked on geography or math skills, both
of which he liked. Corey warned me that Reuben might refuse to participate; it was hard
to predict when he would engage and when he would become stuck. Today, Corey
related, he seemed to be “bubbling under the surface” and things could go either way.
Corey and I entered, and I greeted Reuben. He had his back to us, as his desk
faced away from the door and the other students. He was wearing yellow Stanley
industrial ear defenders to lower the auditory stimuli of the setting. He was wholly
engaged in looking at pictures on his laptop. He stopped and made eye contact, greeting
me by name when Corey said, “look who’s here.” Corey gave him a transition warning,
letting him know that in five minutes it would be time to close the laptop and do some
math or geography.
Reuben was looking at images related to the movie Ratatouille. He said, “I need
French music.”
Corey quipped, “All I know is ‘Frere Jacques’; you can look up French music at
your next break.”
Reuben agreed with an amiable “okay”; however, that did not guarantee the
transition would go smoothly. When the bell rang, Corey let him know it was time to
close the laptop, which he did immediately. Simultaneously, Corey asked whether he
wanted to do math or geography, to which Reuben responded questioningly, “One page
of geography or two, it’s short day?” Corey assured him they would do one page only,
and then he could have some computer time.
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A photocopied world geography sheet was provided for Reuben, and Corey asked
him to put his name on it. “And date,” added Reuben.
“Sure,” responded Corey amiably. Sometimes this was a quick task, but not today.
Reuben drew each character in his name with searing precision. He could be a master
calligrapher–his precision with font and pencil/paper drawing was amazing. Corey
recognized this as a potential warning sign and offered to scribe the answers for Reuben.
“Red and green,” stated Reuben.
“You can mark the paper after with the red and green,” reassured Corey. Reuben
visibly settled, knowing that his ritual could occur. After the sheet was finished, Reuben
needed to cross out, with a perfect “X,” the number for each question using a red pencil
crayon, and then write in all capital letters underneath using a green pencil crayon, “ALL
PASSED” with a large checkmark and a happy face. I used the word “needed”
deliberately in the sentence above, as interrupted rituals such as this would evoke severe
problematic behaviour as the compulsion to complete this practice to quell his anxiety
was intense.
They began the exercise with Corey asking Reuben the first question about oceans
that surround Canada. Reuben got two of three oceans correct. When Corey gave the
feedback that his third answer was incorrect, Reuben leaned into the map, his foot
moving furiously up and down showing his anxiety and agitation. Corey immediately
prompted the correct answer by pointing to the Arctic Ocean, relief washed over Reuben
as he named the ocean, his foot coming to a stop.
Corey said to Reuben, “How about after we finish this sheet, we go show Liz the
track? We can do one lap.”
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Reuben echoed, “Okay, one lap,” and they moved to the second question.
Downwards they went through the sheet; sometimes Reuben responded quickly, but other
times, Corey supported him to find the correct answer. The worksheet completed, Corey
told Reuben they could go for one lap at the track and then come back to the classroom
and have “free time on the computer to look at pictures.” Reuben agreed, and we headed
outside into the lightly sprinkling rain.
As we walked, I asked Corey about Reuben’s graduation and transition year, or
“Grade 13” year. Reuben, perhaps listening to our conversation, began to engage in large
movements associated with his scripting. He threw back his head and then thrusted his
whole body forward, forefingers on both hands erect pointing upwards, arms outstretched
as if he’s conducting music, his vocalizations are inaudible, a bare whisper in stark
contrast to his body. We were on the third corner of the track, and immediately Corey
suggested we go to the gym so he could “show Liz the treadmill,” as it was apparent that
Reuben was agitated. “We can set the timer for five minutes,” said Corey on the way.
“I’ll set it on my phone because the treadmill starts at 10 minutes.”
“Five minutes,” echoed Reuben, momentarily returned to the here and now,
amiable, the intense scripting having diminished as we came around the last corner of the
track.
We made our way to the old gym. It did not appear to be a standard sized
gymnasium, as we entered from the mezzanine. We were met with excited shouts as the
door opened, gazing over the safety bar. Students were playing dodge ball using brightly
coloured foam balls. They flew in disarray across the expanse below, bouncing off
students and up into the mezzanine where a small collection was left unretrieved. The
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mezzanine encircled the gym. Judging from its appearance, it likely once hosted students
viewing games below with seating on two steps. The lower step was narrower and
unhindered, allowing anyone to walk the perimeter above the fray below. A much wider,
second step, held the exercise equipment: treadmills, bikes and stair climbers all neatly
lined up along the wall. Reuben used the treadmill at the end of the line of equipment. To
the left of the treadmill was a small desk and two chairs which Reuben used during the
day when he needed a break away from the classroom. He was oblivious to the noise and
activity below. On the lower lip of the mezzanine, sportsmanship rules were painted in
neat black font against a yellow background, worded in the language of the early 1900s, a
legacy to the heritage of the school. Reuben led the way to the machine he used and
hopped on. He clipped the safety wire to his shirt and started the machine. Corey asked,
“three minutes or five minutes?”
Reuben said, “three minutes.”
Corey set the timer and afterwards stated, “Okay, then we’ll get your bag from
your locker for lunch, then pictures on the computer.” Reuben began to walk, focused on
this activity until the timer rang, his body quiet.
We left the gym to head for the classroom and Corey reminded Reuben of the
plan to pick up his bag on the way. Reuben acknowledged his statement saying “okay,”
and began again to engage in intense scripting, his body becoming animated by internal
forces. The intense and erratic movements reminded me of the Disney movie Fantasia
when Mickey Mouse, as the sorcerer’s apprentice, brought the brooms to life. Reuben’s
whole body moved, seeming of its own volition, responding to internal stimuli, he lunged
forward, precariously maintaining balance, alternating with throwing his head back.
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Corey, like the sorcerer returning to witness the bedlam, gained control, abruptly
stopping the mad dance by redirecting him with a simple question: “Do you have Subway
for lunch today?” Like magic, the dervish was contained, but Corey was on alert.
“Reuben, when we get to the class, you should have your medication and a drink of water
before the laptop.”
“Okay,” came as a gentle response, like a chastised apprentice. We rounded the
corner, entered the classroom, and Reuben went straight to his desk, which faced the
windows, giving him a view of the track and expansive green of the school property.
He immediately opened his lunch bag, retrieving a baggie of pills. He consumed a
green apple flavoured gummy, its scent filled the room as he chewed. I suspected that this
was a compounded medication. Corey reminded him to take his pills, to which Reuben
replied sharply, “gummy first.”
“Okay, that sounds good,” was Corey’s calm response. Once the gummy was
gone and its remnants picked from his teeth with his finger, he swallowed the remaining
tablets and capsules from the bag. “Great,” responded Corey, “you can use the laptop
until lunch.” Reuben opened the laptop and shut down some windows that had been left
open previously. Corey asked, “do you want to find French music?” remembering his
earlier wish.
“Don’t talk questions to me,” stated Reuben. We both noted the tone and waited
for Reuben to find what he was looking for, curious to see what would satisfy him in this
moment. Google images opened to signs: “do not enter,” “caution,” “radioactivity.”
Message received: we heeded the warning, too.
In an aside to me, Corey said, “The things Reuben looks up are often indicative of
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his mood.” Reuben stopped scrolling on “I love explosives” written as “I [heart icon]
explosives.” He lingered on this picture and Corey interrupted him reminding him about
the discussion they’d had with “mama” (Shelly) about looking at “good and not good”
pictures and what was expected at school. Corey asked, “Are you looking at good or not
good pictures?”
Reuben responded, “Signs.”
Corey tried again: “Are these good signs or not good signs?”
“I looking at signs,” said Reuben again, his foot bouncing, his body turned
slightly away from Corey.
“Remember, we look at pictures that make us feel happy.” Reuben was not
acknowledging that the images he brought up might be unexpected in the school setting,
but he scrolled onto other images before asking Corey about a shape of one of the signs.
“What shape is this?” questioned Reuben, holding up his thumb and pointer finger
to create a diamond.
“Diamond,” responded Corey.
“Do you know how to spell it?” Reuben asked, “How do you spell it?”
Corey gave him the letters one at a time as Reuben typed them in, and up came
benign looking diamond shaped vehicle WIMIS signs, colour coded to depict whatever
chemical concoctions were inside the truck. Corey relaxed back into this chair and
reminded Reuben that the bell would be going soon for lunch. “When the bell rings it’s
time to put the laptop away for lunch.”
“Okay” responded Reuben. The bell rang and Reuben immediately closed the
laptop. “I wash my hands,” he stated as he got up to cross the hall to the bathroom.
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Reuben returned and retrieved the atlas from his bin on the way to his table, unzipped his
backpack and pulled out his paper Subway bag from which he unpacked a twelve-inch
submarine sandwich, a small bag of sour cream ripple chips, a drink box of apple juice,
and two cookies. He unwrapped the foot long ham sandwich on white bread: no cheese,
no condiments and no veggies–just ham and bread–and he dug in as he flipped the atlas
open, landing on Europe. The medications were beginning to work, his body was calming
and together with Subway for lunch, Reuben settled in.
Corey had left us with Cecil, while he went to have his own lunch break. At the
end of lunch, Reuben and Cecil packed up his drawings to carry to the art room. Reuben
had determined that he would complete his logo (Figure 21) that incorporated the Eiffel
tower instead of the iconic Disney castle, and then trace it on the light table once it was
done. This allowed him to bring definition to the lines he had chosen with finality while
eliminating the traces left behind. We entered the art room and Reuben settled himself
beside the bank of three computers. Cecil settled in beside him. Other students were
immersed in setting up their easels, bringing out large pieces of paper on which each was
recreating an image, with lines and shading bringing these recreations to life. There was a
lot of talent in this group.
Reuben settled in immediately. He was intent on seamlessly merging the castle as
the pinnacle to the drawing, while retaining the lower castle structure. He was focused,
his body bent forward at the waist, his chest resting on the edge of the table while he
scrutinized his drawing, eyes affixed mere inches above his drawing. Cecil had settled in
beside him, working on his own creation. They worked in companionable silence until
Corey’s return, at which time Cecil bade Reuben good-bye, breaking his concentration
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for a minute as he acknowledged his leaving. With forty-five minutes of the class gone,
Reuben finally declared, “there, it’s done.”
Corey praised his work, asking if he would like to begin to trace it on the light
table or “leave that for a Monday job.”
“Monday job,” replied Reuben, “let’s photocopy.” We gathered our belongings
and made our way to the photocopier room.
On the way Corey updated or reminded Reuben of the afternoon’s activities.
“After we photocopy, we’ll say good-bye to Liz and then go to do the treadmill at the
gym.”
“Okay,” was Reuben’s simple response. Reuben made three copies and gave one
to me. We walked together to the exit that would bring me out closest to my vehicle, as
the rain had commenced in earnest. We said our good-byes and I left feeling happy that
Reuben had such a tremendously attuned educational assistant. I know from experience
that sometimes finding an educational assistant that simply “gets” a child could be the
difference between success and failure in the school system. I remembered back to
Robert’s school experience, silently thanking the universe that there had been some
people that “got” him back then, too.
Figure 25. A Rat from the Movie Ratatouille Drawn and Coloured by Reuben

Planning for the future. For a third visit with Reuben, it was a sunny fall day in
Victoria, a rarity. The break in the rain offered a sense of renewal and the community
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seemed more active today. I had settled into the Little June coffee shop ahead of
Reuben’s PATH meeting at Victoria High. Located on a corner in the heart of Fernwood,
the inside of the shop was bustling. Outside too, the community was alive as well. There
were groups of moms pushing baby strollers, people walking their dogs unhurriedly and
clusters of young men sitting on benches in the pedestrian area next to the Belfry Theatre,
just outside the school grounds. Cyclists were rushing by dressed as if they are expecting
the weather to suddenly change. In Victoria in winter, that was not an unfair hunch,
despite any assurances from the weatherman: any minute the unusual weather we were
experiencing today could revert back to our usual winter fair, thus rain gear remained at
the ready. I too felt buoyed up by the change; it was easy to appreciate the brilliance of
the leaves. There was a flamboyant, elderly man out front of the coffee shop crafting
enormous bubbles. He waved a long bubble wand that he clasped in his gnarled,
bejeweled hand. He used broad fluid arching motions to create bubble snakes as he pulled
the wand through the air, they lasted only seconds before they became detached from the
wand simultaneously separating into a half a dozen large bubbles that were carried off in
the breeze down Gladstone Street. Iridescent and shimmering, I wondered what
motivated him to do this unexpected action, as it seemed he performed solely for himself.
The hopefulness of the sunshine combined with the whimsy of the bubbles ahead
of Reuben’s PATH meeting seemed appropriate. A PATH is a visual planning tool
developed in the 1990s to facilitate inclusion of adults with developmental disabilities as
deinstitutionalization occurred. For the first time, the voices of adults with developmental
disabilities were brought forward through this process. Although it had an intended
outcome of facilitating inclusion, research had indicated that that goal has not occurred.
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Moreover, there were some concerns with regards to adaptive preference with the use of
the PATH in its current form. Nonetheless, it has continued to be a commonly used tool
to plan for an individual’s life moving forward. According to Heyne and Anderson
(2016), a PATH was designed to answer the following questions:
1.

Future vision: What would a good life look like for you or your loved one?

2.

Now: What is your life like now?

3.

Enroll connections: Who will you need to assist you with your vision?

4.

Keeping strong: What supports will you need to keep your plan on track?

5.

Short-term goals: What do you want to achieve in the next 3-6 months?

6.

First steps: What will your first steps be following your PATH meeting?

I heard about Reuben’s PATH meeting when I was visiting the school so I
reached out to Shelly to see if I could come, to which she graciously and enthusiastically
replied, “absolutely.” I wondered if she was nervous about the meeting. I recalled
Robert’s PATH meeting when he was 16, in Grade 10. We hosted the meeting at our
house; his participation was sporadic. He literally ran through the meeting space
periodically and shouted out things he wanted to do with his life. Many seemed based on
his understanding of adult life gleaned from the television program The Big Bang Theory.
His anxiety had prevented him from participating in a more traditional manner (calm and
seated). I wondered now about the influence of his anxiety coupled with adaptive
preference–at the time, the concept of adaptive preference was not on my radar–PATH
was and continued to be a tool that was utilized widely within the disabilities and
education fields. PATH seemed like a great tool, despite his actual participation style.
The calm reciprocal depiction in the training videos for PATH was not what we
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experienced. We dubbed and referred to his participatory style as “buzz and shout” for
years following the event. Nonetheless, we exited with somewhat of a plan… we at least
had some goals for the next few years, even if they were not clearly grounded in values,
even if they didn’t truly reflect his desires. I wondered if Reuben would participate in his
PATH meeting. His fear of getting older and the stress of talking about the future would
likely preclude his participation, but I would have to wait and see.
PATH participation! I was parked a few blocks away and made my way over to
the school with a feeling of positive anticipation. I checked in at the office and made my
way to room 208, the resource room. I arrived ten minutes ahead of the scheduled start of
the meeting. Reuben was seated at his desk looking out the window, an EA was keeping
him company as Corey was having lunch, and there were no other students in the room.
Reuben greeted me and returned to looking at Binford Tool logos on his laptop. Binford
Tools was a fictional tool company first introduced on the sitcom Home Improvement
starring Tim Allen. Disney’s creators picked it up, and it too became an Easter egg found
in the Toy Story movies. Being first to arrive, I picked a location at the table and set up
my recorder to wait for the others.
The rest of Reuben’s team assembled shortly after me, including his Behaviour
Analyst, Lexie; his mom, Shelly; his Speech-Language Pathologist, Camille; his EA,
Corey; as well as the Integration Support Teacher. A facilitator and illustrator arrived to
set up the paper and orient the group. Reuben joined the group, choosing a chair beside
me. Corey seated himself on Reuben’s right. Like many individuals with cognitive and
language impairments, he was strongly oriented to the present (Booth & Booth, 1996);
Reuben was a young man that lived in the here and now. He had very little ability to
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forecast forward to imagine his life in some other way. Although he anticipated fun
events that he had done in the past—for example, his family had gone camping at Tighna-mara Resort in Parksville for two weeks each summer, staying in the same cabin each
year—new events elicited anxiety for Reuben and therefore, required significant levels of
planning to be successful. I waited to see how his PATH would unfold. The facilitator
opened the meeting:
So Reuben, I’m going to be asking you a couple of questions, and really what we
want to know is, what does a perfect day look like for you? So, think about, when
you wake up in the morning, and then you carry on with your day, what does a
perfect day look like for you?
Reuben paused. “A perfect day?” he queried. “It probably is a good day,” he said
definitively. Reuben was making eye contact with the facilitator, he was engaged! This
was no small feat; to sit at a table with seven other people and talk about what you
wanted to do with your life could be daunting. I wondered if he had been prepped other
than knowing he was coming to a meeting. I wondered if there had been time spent
asking about what he might want to do when school (and college) was finished. I
wondered if he could picture his life as an adult as different than his life now. Had there
been any conversation about day programs or supported living environments? As the
meeting unfolded, however, it didn’t appear that these topics were on the agenda for
discussion. Instead, the PATH focused on the next year at school only, which was
generally the purpose of an IEP meeting rather than a PATH, but I remained quiet,
watching the process unfurl to become a transition year planning meeting.
Here and now. As the meeting progressed it was evident that Reuben was
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responding in the here and now. “What’s your favourite thing?” asked the facilitator.
“My favourite thing is to go on the treadmill,” responded Reuben.
“Okay,” responded the facilitator with a bit of disbelief in his voice, “get some
exercise on the treadmill. What else would you do?”
“I like do some drawing and do some desk work in school,” Reuben responded
with some finality and pride as he named what he currently did at school. The facilitator
continued to try to tease some responses from Reuben as he struggled and circled back to
the things that he was familiar with.
As the facilitator tried to expand and draw out more, Corey was the first to draw
attention to the quality of Reuben’s responses. “Some of this is sounding like answers
that he thinks we want to hear,” he said. No doubt, as the first hour of the meeting passed,
Reuben’s foot began to bounce, and he would respond with his upper lip pulled tight
across his teeth making his speech difficult to understand, his voice dropping off as he
responded, a sign that he was unsure about what to say and slightly anxious about it.
The PATH meeting lasted an hour and a half, during which time Reuben
participated to the best of his ability, and to that end it was a success! Unfortunately, it
yielded a plan that looked remarkably similar to this year’s schedule, with the exception
that next year, Reuben would ride the school bus instead of being dropped off and picked
up by Shelly. Maybe that was enough for Reuben, the sameness of his routine in a new
setting would help with his anxiety, but what about stretching him a little bit? My
buoyancy had dissipated by the end of the meeting and as I exited through the main doors
of the building, I noted too that the sunshine was gone, the grey autumn sky had returned,
and adaptive preference had definitely won the day. I stopped away from the building
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under a big maple tree and reflected. I found that I was comforted by the thought that
Reuben had successfully participated, setting aside his love of Disney to be present with
the group… and a bit of delight seeped into my system. He was actually quite awesome!
A Narrative Account of Raelene – Conducting Her Own Life
Raelene, age 21, or Rae, as she preferred to be called, lived in Victoria, British
Columbia with her parents, Craig and Laurie-Anne, and her younger sister Linnea. As a
child Rae was given diagnoses of Down syndrome and Generalized Anxiety; however, as
a teenager, she received a tertiary diagnosis of Autism Spectrum Disorder. According to
Kent, Evans, Paul, and Sharp (1999), the rate of Down syndrome and Autism appearing
together is “at least 7%” (p. 153). Early school-age children with Down syndrome often
“present with increased vulnerabilities in terms of deficits in social relatedness, selfimmersed, repetitive stereotypical behaviours” (National Down Syndrome Society, 2019,
para. 5), leading to a diagnosis of a pervasive developmental delay such as ASD. Rae’s
mother, Laurie-Anne, described the reception of the diagnosis by Rae as “excited,” since
it “meant she’d be more like her cousin,” whom she adored. Rae’s sister met the
diagnosis with complete nonchalance. According to Laurie-Anne, “she looked up from
the device and said, ‘Well, I don’t know what the big deal is, she’s the same now as she
was at breakfast.’” So true, from the mouth of babes. What does a diagnosis really mean?
How does it change a person’s day to day being? It doesn’t.
Rae’s day to day ways of being were greatly impacted by her mental health.
Youth and young adults with Down syndrome have an “increased vulnerability” to
generalized anxiety and obsessive compulsive behaviours (National Down Syndrome
Society, 2019, para. 7). Rae was living with a diagnosis of anxiety, which was managed

A STORIED LIFE

413

with medication and antecedent strategies; however, at times it could still be very
debilitating as obsessive thoughts would cause Rae to act irrationally or with extreme
singlemindedness. Routines were very important to Rae, thus major transitions or life
changes could be difficult. Laurie-Anne said, “we see how she wakes up each morning,”
adjusting her day depending on how her daughter is doing.
Rae is a year younger than my son. As children, they attended the same
elementary school, in Cordova Bay, but were never in the same classroom despite the
existence of many split grade classes. Due to the contractual language of the BC
Teachers’ Federation, schools are required to distribute students with special needs so
that no one classroom teacher has too many. Plus, both Rae and Robert had one on one
support, so perhaps three adults in one classroom would be a bit overwhelming. Cordova
Bay was a small school, so despite not being in the same class, all the students knew one
another. Robert and Rae spent five years together, but when it came time for the middle
school transition, their school careers separated. We chose for Robert to attend a middle
school outside of our catchment in Sidney, and Rae transitioned with her peers the
following year to her neighbourhood school of Bayside Middle School and then to
Claremont. Despite this parting, they have remembered each other fondly; their paths
have continued to cross through adult programs and serendipity within the community.
Thinking forward and backward. As I re-entered Rae’s life, I couldn’t help but
think back to elementary school. As a parent, I would see Rae at the school, her dark hair
disheveled within minutes of her arrival as she got into the business of being a kid. She
was a firecracker then, as she is now, a streak of mischievousness and fun. Rae knew her
mind then as she does now, and she would often exercise it. Rae had consistent support
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from one primary educational assistant, Cathy, throughout her time at Cordova Bay. Now
that Rae was a young adult, Cathy was still involved in her life providing respite care and
supports. I chuckled to myself as I remembered back how Cathy used to get her exercise
as Rae never missed the goings-on anywhere in the school community, and sometimes,
she was at the centre of it! As I re-entered Rae’s life, I wondered if that same intensity
was still present. Did she still seek to fulfil her wants with little heed for any
repercussions?
Self-advocacy, conformity, and mental health. When I thought about selfadvocacy, even before I began this dissertation, and Rae became a participant, an image
of Rae would come immediately into my head, as she had always been a strong selfadvocate. I remember her working in the hall at Cordova Bay school where a quiet work
area had been established outside of the classroom for her and Cathy to use as needed.
One of most vivid memories of Rae that I recollected from her elementary school days
occurred as I was exiting Robert’s classroom one morning. Having dropped something
off, I saw Cathy as she patiently explained the itinerary for the day with a visual support
while Rae alternately protested and negotiated. I, and other parents in the busy morning
time of the school, passed by, taking in the scene, drawing our own conclusions. I wonder
what other parents were thinking. Was there tolerance? Was there judgement? I feel
tension when I think about Rae’s behaviour from the lens of self-advocacy versus that of
non-conformity. I feel tension knowing Rae’s mental health challenges now and having
witnessed her opposition as a child. Since she was little, she has always vocalized what
she has wanted with a ferocious intensity, her brown eyes flashing behind the oft
smudged lenses of her glasses, daring the other person to deny the request or force an
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issue that was not on her agenda. Cathy, never daunted in her role despite mixed results,
would steadfastly try to negotiate her desires into the schedule to keep Rae participating
in the classroom routines as much as possible.
Conformity within the school system is demanded, and while Rae needed a less
distracting place to work, I also wondered if the hallway was selected for the moments of
disruption (or eruption). It seemed to my objective, positivistic eyes as a parent, in which
functioning within the parameters of the school’s rules and regimes was paramount, that
Rae’s world was dominated by her desire to engage in and do the things she wanted to
do, a stubbornness. When I think about that word, however, it has a connotation of
deliberateness behind it. I wonder now how much of Rae’s stubbornness was her simply
trying to manage her own world? Kinder phrasing that helps others better understand the
potential internal struggles that Rae negotiated might be “sticky thinking.” In Rae’s
world, thoughts have come obsessively, requiring action on her part to alleviate the
feelings. In a child, obsessive behaviours looks vastly different than an adult’s; it’s okay
as a child to love the Wiggles or as a youth to be a fan of a rock group–every teenage girl
is “in love” with a musician or actor in her teen years. The development of an intense
interest in a topic is also a common trait in youth with ASD. Obsessive thinking,
however, is one step further. Perhaps these early elementary days were a foreshadowing?
Regardless, Cathy steered and tempered her fervency, helping Rae engage with the
curriculum to learn new skills, while also trying to honour her intense desires in a way
that was safe and “acceptable” within the school system.
As I continued to reflect on my early thoughts of Rae as a child, the tension once
again gathered as I reflected on the labels that systems or society have assigned with a
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kind of casual coolness, a laissez faire consignment to the categories of stubbornness or
impulsivity, both of which are considered traits that must be broken. To be strong-willed
is to be defiant in a system. Rae’s mother has spent countless hours advocating for
understanding of her daughter’s needs in the school system, and to some extent in the
adult world too. I reflected back on my first conversation with Laurie-Anne in which she
told me about Rae’s Autism Spectrum Disorder diagnosis. She said, “it helped confirm
things.” While Rae’s sister was correct that “she’s the same now as she was at breakfast,”
in the eyes of society, she was not. Perhaps, then, the new diagnosis could bring
empathy? Would it yield a provision that allowed others to forgive Rae’s differences in
the light of this diagnosis?
For Rae’s mom, it helped reaffirm her need for ongoing advocacy and greater
understanding. “Middle school was horrible,” was Laurie-Anne’s summary of Rae’s life
after Cordova Bay Elementary. Tales of her time there, told by her mother, painted a
picture of torment and deliberate acts of injustice on the part of the school administration
as Rae struggled to manage her anxiety in the complexity of a middle school environment
with inconsistent support. “High school was difficult too, as her anxiety was out of
control.” I wondered again how much a label given to an individual allowed others
permission to do nothing–to say to a family or an individual: fix your child (or yourself),
and then you’re welcome here if you can fit in. Slee’s (2011) words kept haunting me.
Unless a learner can fit in, the student may be “consigned to the ranks of the surplus
population” as a student whose education is “worth less than the regular children whose
education is disturbed and threatened by the presence of [a] disabled child” (Slee, 2011,
p. 43).
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Rae’s self-advocacy in the pursuit of her desires had persisted over time.
Although the intensity of her pursuit has waxed and waned with the ups and downs of her
mental health, she had continued to vocalize and pursue the life she wants to live. There
have been points at which Rae has bumped up against her parents and the system as she
continued to learn to navigate social rules. Some of her interactions have been very
unsuccessful, so much so, that I winced at the imagined pain my brain created, which I
presumed she and her family felt, as I pictured myself in their position. As I re-entered
Rae’s life, although I was struck by how hard some of those lessons were, they were all a
part of growing up, negotiating intimacy, break-ups, the push back of youth wanting
independence, but perhaps not safely being able to claim it. These were the usual points
of tension between youth and their parents; however, they were intensified in Rae’s life.
Settling into young adulthood. It was early September and I was meeting Rae
and her mom Laurie-Anne at their house to sign consent forms and begin to get to know
Rae as an adult. They had moved since elementary school and now lived on a large
property in a more secluded, wooded area on the Saanich Peninsula. I had to creep along
the road to spot their address before I began my ascent to the top of their driveway. It
wound and climbed, which caused me to wonder how they managed to get up and down
the drive in the winter. The driveway emerged onto a fairly flat parking area at the top,
near the garage. Their house was large, and its design fit into the wooded landscape of
arbutus trees and cedars rather than having the appearance that the land was shaped for
the house. There was no lawn nor carefully manicured flower beds; the house was
embedded in the nature of the west coast. Like everywhere else in the province, Victoria
was experiencing a dry summer, and yellow leaves littered the ground, which was also
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punctuated with dried grasses and other vegetation that had fallen victim to the drought.
Given my summer experiences so far driving through the fire areas, I wondered for a
minute about the risk of fire there: it was a long way down to driveway to the nearest fire
hydrant, could fire trucks even make the climb up? I let that thought go as I parked and
rang the bell at the front door. I could hear the family dogs, Shilo and Happy, but they did
not emerge as Laurie-Anne answered the door. As I entered the house, I could see their
toys and leashes, wall decorations that proclaimed this home as a place where dogs lived,
thus I expected their hair to be present! I have a dog myself, so I was well acquainted
with dog fur getting on my clothes, and this was not a worry for me. Not having been
greeted by the dogs, I inquired and learned that they had been secluded in anticipation of
my arrival.
I removed my shoes as I took in the house. A foyer opened into a large open
concept home, living room to the right, kitchen to the left with hallways heading off to
other areas. We passed through the kitchen and entered into the “teen space,” a smaller
comfortable area off the kitchen which Rae referred to as “the dragon cave.” The girls
used this space to hang out and watch TV or game, explained Laurie-Anne.
They either have tunes on in here or we have the TV on—then we don’t have to
hear any of their colourful language. They can move stuff around, and play ping
pong, and they can plug in their various devices.
In addition, its proximity to the main living space allowed unobtrusive monitoring as it
was open to the rest of the house, which provided a way to give Rae space for selfdirection, yet ensure that she was still okay. Laurie-Anne ensured I was settled, and then
left to let Rae know I was there. Arriving back together, I became aware that I had
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interrupted Rae’s movie as she arrived with her popcorn to the teen space. Laurie-Anne
and Rae seated themselves together on the sofa. Rae had on shorts and a T-shirt; it was a
warm fall day. Her nails were immaculately manicured, sporting a sparkling shade of
purple. I had placed my recorder on the coffee table between us, turning it on to record
our conversation for later transcription. I reviewed the consent information with them
before each of them signed the document. Consent forms completed, my goal for the day
was to get caught up on Rae’s life, to put together some of the fragments of our
crisscrossed lives and begin to weave a narrative of Rae as a youth in transition.
Moving though time like a melody. Our lives are constantly moving forward,
although we can look backwards and forecast forward, developing a conception of the
future. However, despite our ability to engage in conception of the future and retention of
the past, we are only ever in the now, a single point in time and space, a single note. The
three-dimensional narrative inquiry space—place, interaction, and continuity—is always
present in narrative inquiry, although the point of focus may shift. Each action and
experience in the now was influenced by the actions and experiences of the past; each
action and experience now will influence our narratives going forward. As Carr (1986)
reminds us, we “live through” our lives, we do not encounter events, we are active
agents, we “effect the future” (p. 34). As I reflected on Rae’s narrative, and began to
embark on putting the words to paper, shifting from my field text to my research text, I
reread the transcripts of our meeting and my notebook scribbles. I was summoned to
reflect on a statement that Laurie-Anne had made in which she likened herself to being
the “conductor” of Rae’s life.
I used the word summoned purposefully in the final sentence above, and as I
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reflected, the following questions came to mind: What is the role of the conductor? Does
the conductor control and choose the music? Does the conductor set the tempo? Can
anyone of us actually conduct someone else’s life? My general inclination was “no,” that
once a child leaves the dependency of infancy, their actions are autonomous. As parents
in relationship with children we can influence their narratives, but I don’t believe we can
control them. Besides, my experience of Rae was that she marched to the beat of her own
drum regardless of the conductor’s tempo or song choice. Regardless, for twenty-one
years, Laurie-Anne had spent incredible amounts of time trying to orchestrate her
daughter’s life: trying to create opportunities for experiences, build independence,
manage her mental health, and ensure her safety. Rae has a strong personality, LaurieAnne related, when explaining that she was tired. With fatigue from years of advocacy,
fatigue from years of worry, Laurie-Anne related that she would like to pass off the
responsibility to someone else when Rae turned twenty-five. I wondered if perhaps by
then Rae would orchestrate her own life, with the assistance of someone else, rather than
following along the conductor as the master of the symphony.
Laurie-Anne’s analogy of conducting Rae’s life, coordinating the mental health
supports (string section), adult services (the woodwinds), or skills for independence (the
brass), continued to resonate. I wondered if it was possible to coordinate all of the
sections to create melody in someone else’s life. Again, I pictured Rae as the foundation,
the percussion, she may keep the beat, facilitating song, or when “her mental health was
fluctuating,” she might destroy it. Melody, like our storied lives, unfolds in moments.
Each note in the moment is influenced by the chain of notes that preceded it; music flows
across time. Our lives are not a series of staccato notes: quick, pulsed sound, intermittent,
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independent of one another. Rather, our lives move across landscapes, there are
crescendos, points of gathering intensity where our experiences lead to glorious triumphal
sound, a full orchestra playing together, or our actions may lead to one small sound, the
decrescendo or a quiet piccolo for instance. In these instances, we may be re-examining
our next steps, learning from our past, determining what could change to add new voices
or instruments to our melody. When I meet a new participant and begin the process of
forming a relationship, I want to be introduced to the richness of their life, to hear the
melody of their life. To continue this metaphor, entering into the midst of Rae’s life, I
had set out to join her orchestra, perhaps only as a minor player, but to record her
soundtrack, to be present as she composed.
What do I hear? Rae was sitting cross-legged on the sofa, at ease as they began
to get me caught up on her life. That summer had marked a lot of changes for Rae, as she
completed the South Island Distance Education School (SIDES) transition program for
young adults who had finished Grade 12 and had a transition year at their schools, but
who had not yet turned 21 nor completed their Dogwood Graduation Certificate. This
summer Rae had participated in a program called PODS (People Outside Doing Stuff)
through Lifetime Networds, which had come to an end. She would be transitioning into a
new program, Options for Independent Living, at Garth Homer part-time, together with
two days of programming at Lifetime Networks. Change can be difficult for Rae,
eliciting high degrees of anxiety. Laurie-Anne mentioned they were working hard to try
to manage her anxiety, engaging in activities such as working out in their in-home gym.
This was a common activity for Rae and her dad, and Rae was proud of her level of
fitness. Rae also had a part-time volunteer job at the Cridge Centre, a large non-profit
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daycare in Victoria that she had had for several years. She worked there three hours a
week, shredding and doing other tasks in the office.
Rae seemed to be absorbing the conversation rather than participating in it. She
interjected a curse here or there, followed by an apology and a mischievous smile and the
excuse that “just my sister watch Dead Pool,” a movie with a lot of foul language.
“Michael,” Rae suddenly stated, drawing my full attention. Michael was Rae’s
boyfriend. “Maybe a boyfriend?” Rae inquired.
Laurie-Anne reassured Rae that she would have her phone call with Michael at
“precisely 5 o’clock” as she re-directed the conversation. I was surprised that the topic
was steered away from her boyfriend to an inconsequential topic of Rae’s spa day in
Parksville. At age 21, boyfriends were an important part of a young woman’s life. I was
curious in the moment, but let the conversation roll out. I could come back to the topic
later, as it was obviously important to Rae. Unbeknownst to me in that moment however,
Rae’s anxiety and obsessive thinking manifested as increased talk about her boyfriend
and sex.
It was only a minute or two before the topic returned to Michael, whom she met at
SIDES. I asked about her teacher Elaine, whom I knew from the school district and Rae
responded, “she was rough on my relationship.”
“No,” interjected Laurie-Anne, “she wanted to make sure that your behaviour was
appropriate during class time, right? And she was very clear about what was appropriate
at school.”
I smiled and let out a chuckle, while I added, “sometimes there are group rules.”
Laurie-Anne’s expression changed to that of ruefulness as she gazed at Rae.
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“We’re having lots of discussions about PDAs, aren’t we?”
Rae nodded her head in ascension, “Yeah, public displays of affection.” Then she
added, “and TMI [too much information)].”
“TMI?” I queried, “Do you sometimes do TMI?”
Laurie-Anne added to the conversation with a somewhat rhetorical question: “It’s
been a source of some… I was going to say consternation, but it’s been the source of
some problems, hasn’t it? It caused some problems to program. It’s made a lot of people
uncomfortable, hasn’t it?” Rae simply nodded, looking at her nails as she grasped more
popcorn.
Balance, boyfriends and conflicting values. “Michael is not allowed in my room.
Not unless we’re married,” said Rae.
“Is he someone you want to marry in the future?” I queried.
“Yeah and forever. He wants to have kids. And he wants to be a drama professor,
stuff like that.”
“How about you?”
“Yes, son or daughter,” replied Rae.
Laurie-Anne interjected, “And that’s why both families are keeping you guys out
of the bedroom. You were trying to make a baby at his house.”
“Hmm,” I responded, “I’d do some planning before that happens; looking after a
baby is a lot of work when you’re 21.”
Looking at her mom, Rae continued, “That’s why we’d be living with you guys.”
Laurie-Anne looked chagrined, and responded, “Well no, you will not be living
with us. We don’t want you living here forever. I know you want to live somewhere
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else.” Rae conceded that she wanted to move out, but not right now and Laurie-Anne
agreed that she had to look after herself first. “We’re working towards you being able to
do what you need to do so you can live on your own. Right? Learning how to cook and
learning how to get around on HandyDART, right?” Rae again nodded, fingering more
popcorn.
TMI and PDA. Greater levels of complexity arose as we continued our
conversation. The concept of “dignity of risk” floated up into the background of my
brain, a concept that had been examined with other participants in my research. As Rae’s
story unfolded, I wondered about this. Is Rae pushing for space?
“Rae is not safe on her own on the bus,” began Laurie-Anne.
“Because of cougars and bears,” interjected Rae. Cougars and bears in the yard
are a feature of living in Victoria’s more secluded properties.
“Rae shares a lot of information with people,” confided Laurie-Anne.
“A lot of inappropriate information,” added Rae. Concerns about Rae getting off
the bus with a stranger were also present, as well as her buying things for people.
I asked, “If you were worried about someone, would you want to try to help
them?”
“Of course, sometimes, yeah,” Rae responded, “especially if you are homeless
like the people I rode with.” Laurie-Anne explained that giving away money or items was
not the greatest concern for Rae’s safety, however:
On the one hand you want her to have more independence and more experiences,
but you know how vulnerable she is. In high school, her line to a number of
people from middle-aged men at a restaurant at a table beside us, where she’d
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move over was, “Let’s go lie down and have sex.” You’re just worried that she’s
going to meet the wrong person that’s going to take her up on that.
Laurie-Anne summarized “boyfriend, versus random guy on the bus” while gesturing a
scale with her hands. Rae was seeking the experience with anyone, without understanding
the risk. I thought about the messages portrayed in soap operas or television shows of
men picking up women or vice versa, where they return to some apartment or other and
engage in a sexual act, then thank each other in the morning and go their separate ways.
The complexities of emotion and relationship were missing in these portrayals. In this
depiction, a biological need is fulfilled, the woman rising, full make-up in place from the
night before, sliding into her jeans. Dignity of risk… safety from victimization is critical,
especially for a young woman who does not understand the risk.
Intensity. Rae has always had an intense streak to her nature in which she will
grab onto an idea and hold tight, pursuing it with crafty covert actions if opportunity
arises or conversely, using force of will. Rae’s mental health had exacerbated this trait,
such that some thoughts become obsessive. Over the last year, Rae had posed some
challenges to both families with her boyfriend as they navigated the waters of dating and
sexual behaviours. Laurie-Anne stated, “We do not want Rae getting pregnant. There’s
birth control in place, but it’s not infallible.” This is true, there is no contraception that is
100% effective. Abstinence is the only method with that success rate, but I wondered if
that was reasonable. Laurie-Anne continued:
If Michael doesn’t do just as she wants, she threatens to break up with him. It’s
been pretty volatile, and if you’re not in a stable and secure relationship, our
perspective is that they shouldn’t be in the bedroom trying to make a baby... Rae
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has been quite aggressive about it. To the point of them being unclothed and
yelling at Cathy [Michael’s mom] to get out of Michael’s bedroom so that they
could in fact have sex and make a baby, and Cathy was standing her ground
saying, “No, that is not happening.”
As I thought about Rae and all the other young adults with and without disabilities
that I know who are in relationships, or not, yet engaging in sexual activity, I was
confident that the purpose of their sexual activity was not solely to procreate. I wondered
how the biological desire for sexual intercourse became linked to having a baby for Rae,
was it something she learned in a relationship class over the years: when you have sex,
you create a baby? I wondered if Rae was seeking sexual experiences like other young
women as a learning experience, a need, and if babies were the result, then she was
willing to roll with that outcome? More wonders unfolded as I thought about this
situation and its layers of complexity. The probability of having a baby was extremely
low, and the risk could be further diminished with the use of a condom, so if that worry
was set aside, what did the landscape now look like? I have a son; did that influence my
way of thinking? What about the possibility of exploitation? What about labels from
peers… “she’s a slut.” It’s easy to attach shame if we harken back to the moral standards
of our Victorian heritage, and men were not as vulnerable to this phenomenon as females.
My head was spinning as I puzzled over this situation.
Separation. Rae and Michael’s inability to “manage being at program together”
had resulted in them having to attend separate activities within Lifetime Networks.
Laurie-Anne recalled:
They disrupted both programs that way. They got a lot of feedback from a lot of
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peers, a lot of staff and they locked themselves in bathrooms, but they did a lot of
stuff out in the open that made a lot of people uncomfortable… But at this
moment from our perspective and from Lifetime Network’s perspective it is
probably not a good plan to have them in program together.
Separation. An image of Romeo and Juliet entered unbidden into my head.
Romeo and Juliet were kept apart by their parents because of their names, the result of a
long-standing feud. I felt a sense of tension. I wondered again what was keeping Rae and
Michael apart? I was trying not to put my Behaviour Analyst hat on. I have helped
parents set up safe parameters for their adult children to engage in sexual activity. There
were simple rules: it had to be consensual. It had to be in one or the other’s home
bedroom, not in a common area of the house or apartment and not out in the community.
A condom should be used in addition to other birth control. It should be enjoyable for
both people, if it’s not then you stop or change what you’re doing. My mind disappeared
down that rabbit hole… posing more questions… what about other alternative behaviours
that could meet her needs. I stopped. I reminded myself of my role as a narrative inquirer:
As narrative inquirers, we do not try to get outside of stories. We linger in the
complex layers of the intertwined and interwoven stories. It is within the stories,
within experience, where we can engage in the inquiries that will help us
understand the lives of people and the worlds they and we live within. (Clandinan,
Caine, Lessard, & Huber, 2016, p. 20)
Reorienting myself to the then and there, to my role alongside Rae’s narrative, I thought
maybe Rae’s relationship could be re-storied into a happier outcome, although I think it
was too much to hope for a happily ever after. There are not many 21-year-olds that find
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lasting love in their first relationship, but perhaps a relationship that was satisfying to
both of them was a place to start.
Friends and activities. Although Rae needed her down time as a way to find
balance, she related that she enjoyed being out in the community and engaging with other
people. Her family worked hard to make sure she had a “range of friends and a range of
activities” in addition to her relationship with Michael. Rae thrived on structure and
knowing what’s happening when. Rae was working out daily as part of a routine that
adults do.
“People go and they work out. So you can work out with dad, you can work out
with sister, you can work out with mom. You can work out with friends, Christina. It’s
just something at adults do.”
I queried if it’s a “hook” for Rae to buy into things that other “adults do,” or to
take responsibility for things when she knows it’s “an adult thing to do.” I wondered if
there was understanding and ownership associated with that language.
Laurie-Anne responded, “between sometimes and mostly.” Laurie-Anne
continued with her thought. “We had to stop using those terms for a while,” as Rae
became “too anxious” and “shutdown.” Not long ago, Rae began to take medication for
her anxiety which seemed to help as her mother related that she was rubbing patches of
her hair off or rubbing it into knots. “As much as I hate medication, just quality of life, no
one wants to be stuck in the feeling that goes with that anxiety,” related Laurie-Anne.
Rae was learning about being an adult and engaging in things adults do such as
participating in a fitness routine and going out into the community with friends, both
steps in the right direction.
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It was early December, a dark wet fall evening and I was meeting Rae and her
support worker for dinner at Baan Thai, a local Thai food restaurant in Broadmead. It has
been in its location for at least seven or eight years, so the food must have been good.
Other restaurants in the same complex, and previously in the same location, had come
and gone. It was obviously not the ambiance of the setting that drew in customers,
though. There were no booths left, so I was seated at a table in the middle of the
restaurant, not quite next to the kitchen door, but definitely not the best seats within the
limited space of the restaurant. It was furnished simply, faux wood laminate tables,
simple wooden chairs, lantern decorations. There was the din of the kitchen preparing
food that was passed out through the half wall when it was ready. Sounds of pans, frying
food, and called orders were overlaid with ambient music, a series of soft rock and pop
tunes. I settled in a had a look at the menu while I waited. It was busy when I arrived,
getting there ahead of Rae and Christina. Christina was a staff person at the teen group
Rae attended through Victoria Association for Community Living, and they had stayed
connected. Now, Christina takes Rae out for respite activities. They meet for dinner, a
workout, and then hang out together. Sometimes she would also facilitate a girl’s night
out with Rae’s friends from school and program.
Rae arrived, hunched against the rain in her pink ski jacket. Entering the
restaurant, she shook off some of the droplets. I introduced myself to Christina and we
settled down. This restaurant was one of Rae’s favourites; she came here with friends and
support staff, so she was familiar with the menu. Blessedly, the menu had photos
alongside the names of items and a bit of a brief description. I was not familiar enough
with the names of various items to know what I wanted; thus, I perused the menu,
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looking for the mini-icons of chili peppers and something that didn’t have a rice or
noodle base. I liked my Thai food spicy – the spicier the better– and I wanted veggies;
those were my parameters for a successful dinner out. I settled on a dish, and we placed
our orders then we turned our attention to getting caught up. I had had not seen Rae since
September. She had settled into the new routines of her day programs now that SIDES
was over: two days at Garth Homer Society, and two days at Lifetime Networks, plus a
day at the Cridge.
I opened with a general question about how things were going, and Rae leaned in
conspiratorially and said, “I have a new boyfriend, Cody.” I was surprised, as she had
been with Michael for well over a year. I guess my surprise registered on my face, or
perhaps wonder, but before I could ask what happened, she added, “I dumped him.”
I uttered a statement that was a bit obvious, “So, you’re not sad that you’re not
with him anymore, that’s good.”
“No, I dumped him,” she reiterated. “Cody’s better, he’s taller.”
I smiled… I didn’t have a response to this other than to agree. I knew Cody, and
he was indeed tall. I added, “He’s a nice guy.”
Rae readily agreed as she related to me that they met at Garth Homer where
they’re part of the same program. “I’m happier with him,” she stated. I was glad for her
as I believed that each person should learn from previous relationships (either friendships
or romantic relationships) that didn’t work out and move forward with optimism.
Rae’s thoughts suddenly shifted from men to music. Her attention was caught by
a song on the radio; she mentioned that she had been to see Hedley in Victoria. I had
been there too, with my son. As Katy Perry began to play, Rae asked, “How is Robert?”
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The song had triggered a memory for Rae in relation to Robert and I, prompting the
question. We had been seated next to Rae and Laurie-Anne at the concert in Vancouver,
completely by chance–we must have ordered our tickets almost simultaneously. It was an
odd probability that two families from Victoria who knew one another would end up
seated next to each other in an enormous stadium in Vancouver after independently
ordering tickets–serendipity! I related that Robert was well, and he had an exam coming
up the next week for the end of semester, so he was a bit nervous, but otherwise he was
good. Rae seemed satisfied, and the topic shifted again as Rae and Christina settled their
evening plans and discussed the potential of getting together with Lara and some other
individuals for a girls’ night. No firm plans materialized as our meals arrived and Rae
settled into eat.
- A break in time Sometimes, life gets in the way, and Rae and I did not connect again for many
months after our Thai dinner. Life circumstances had conspired against Rae and her
family, and Rae was struggling with her mental health with far more bad days than good.
We agreed to wait and see if things improved and to examine at that time whether or not
Rae wanted to become re-involved. In September of 2019, I reached out again. Rae was
in a better space and she wanted to continue to participate.
Returning. It was a year later, early October, and I was going to hang out with
Rae at Garth Homer where she participated in the Options for Independent Living
Program on Tuesdays and Thursdays. We had arranged that I’d join her for lunch and the
drama program. I arrived at the building that houses the program and parked on the street
just ahead of lunch time. It was located a couple of minutes away from the main Darwin
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Street facility. Upon entering, I was struck by a feeling of warmth and welcoming that
seemed to fill the air. The entrance brought me into the main space. To my right was an
office where I checked in, and to my left was a large open area, furnished with a couple
of large rectangular tables that would seat at least a dozen people around them, and two
smaller round tables. Off the main room was a smaller work area and down the hall I
could see a computer lab. There were a half a dozen individuals engaged in various tasks,
and buckets of pencil crayons were set on the tables, providing vivid bursts of colour
spaced across the table, like a floral arrangement.
There was a sense of community among the individuals who were present as they
excitedly discussed their new fall schedules and what they’d be doing with their days.
Unlike some programs I’ve visited, where each individual was doing their own thing
without regard for others, this program was different: there were interactions between the
individuals, a genuine comradery. On the wall, in contrast to the calm muted colour
palette of the room, were brilliant posters of the “five pillars” that described the values of
the program: self, service, community, academics, and body and health. Each poster was
illustrated, depicting the intent of the program for individuals with less literacy. There
was a full bank of windows along one wall which filled the room with natural light. It
was not a sunny day; instead, the clouds diffused the sunlight that was trying to
breakthrough between showers. The weatherman had described today’s forecast as
“unsettled,” and indeed that was how it had been. Mother Nature did not seem to be able
to make up her mind.
Rae had not yet arrived back from her work experience at the SPCA’s Wild Arc
Program which rehabilitated injured wild animals. This work experience was part of
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Rae’s leadership program, a way of giving back to the community through volunteerism
that capitalized on her love of animals. Rae went to this work setting with one other
participant. Together they sorted food for some of the animals. Wild Arc grows meal
worms to feed to various species. Rae and her workmate’s job was to sort through the
mealworm habitat of sawdust and pull out the mature meal worms, leaving the immature
white larvae behind to mature and reproduce. A video of Rae working showed her
concentration, as she sorted and picked up individual worms with her tweezers and put
them into the collecting dish. The mass of wiggling life depicted in the video was a bit of
a deterrent to our upcoming lunch and I was suddenly glad to have only witnessed this
work via video footage.
As I waited, several individuals introduced themselves to me. I knew a couple of
the others through my son’s Friday Night Friendship group that is comprised of ten
individuals with Autism Spectrum Disorder who get together through their own volition
and organization, planning three to four months of activities that occur every other Friday
night. I spotted Cody, Rae’s boyfriend, or at least he was last time I’d seen her a year ago.
He’s an awesome young man, but I’d have to wait for an update from Rae. I settled in at
one of the round tables, as Rae would be arriving at any minute.
Lunch updates. In she came, and when she spotted me, she smiled and greeted
me enthusiastically and let me know she was just going to get her lunch and wash her
hands. A few minutes later, she returned and came to sit at the small round table. I asked
if she wanted to sit at the bigger table with her friends and she said, “I’m not allowed to
sit with Cody anymore at program.” Indeed, Cody was actively looking for someone to
sit next to, which seemed to be an easy task for him. This was obviously a recent change
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as some of the other individuals asked why Rae and Cody were not sitting together as one
sought another participant through invitation and the other declared the new rule aloud.
My heart sank a little bit for Rae. I surmised that there must have been an incident at
Garth Homer, similar to that at Lifetime Networks or perhaps Rae’s intensity within the
relationship had become overwhelming. In any case, as Cody stated, “My key worker
said it would be better if we didn’t sit together anymore at program.”
Rae unpacked her lunch and settled in with me, leaning in and whispering “We’re
not together anymore. I’m blocked from his Facebook.” This was not the setting to
inquire further as to what had happened, given the proximity of her peers and their
obvious curiosity as to why there had been a change. However, without Rae’s
explanation, my brain began to create plausible reasons given her history that may have
led to this outcome. I had to stop and draw myself back to the present. Rae was looking
longingly at him. She called out to him about his lunch and he amiably responded to her,
there was no grudge, no avoidance on his part. She watched with a dull edge of jealousy
as another participant sat down beside him and she whispered, “They’re gonna be
boyfriend and girlfriend.” Based on body language, I didn’t concur, but as one woman to
another, I also didn’t counter her claim. Instead, I thought I’d give her this moment to
practice reconciling her feelings. Regardless of whether or not these innocuous lunch
buddies were to become a couple, her relationship was over, and it was going to take time
for her feelings to subside. Step 1 – begin to be okay seeing him with other women. I
hoped she was learning from these experiences.
Rae settled in for lunch and we exchanged some general niceties. She asked about
Robert and I asked about her sister. Rae reported that “she’s in grade 12 this year” as she
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consumed what appeared to be a cheesy pasta dish. Rae also told me that one of her dogs
had died over the summer. “Happy died, just Shilo’s left,” she revealed.
I remarked, “I’m sorry for your loss. Happy was a nice dog. I would be sad if my
dog passed away.”
I received “yup” in response and she continued with her lunch, eating her
vegetables with dip. She seemed resolved to the loss of Happy which had occurred in the
summer. She didn’t appear to need to discuss it further to find peace as some people do
through further reminiscence of a loss. I waited to see if she would add any thoughts;
however, she continued with her lunch, so I shifted the topic, I asked about drama as I
would be tagging along to that part of Rae’s day this afternoon.
Rae became animated as she said they were putting together a production of The
Jungle Book. “I’m King Louie,” Rae proudly stated. I was intrigued, so I asked if they
would be putting on a production of this for the public, which Rae affirmed would be
occurring at the end of October. I made a note to get the date and time so I could see the
final version. We finished eating our lunch which was punctuated by bits of conversation
as we got caught up in each other’s lives, I felt like we were settling in together; it was an
easy comradery.
Lunch was thirty minutes long, after which we headed over to the main building
for drama. I was taking my own car while Rae was going over with Carla, a staff person,
and two other individuals who were participating in drama, too. The drama program was
in the auditorium at the main Garth Homer building, an old church that had been
converted into a centre to support adults with developmental disabilities. Garth Homer
Society is a non-profit, legacy program in Victoria, one of the few remaining agencies
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that has global funding from the province to support its programming. As one of the
oldest programs in Victoria, Garth Homer has services that span the needs of the
community: residential supports, employment programs, community inclusion, and
geriatric supports. Moreover, unlike many agencies, they would work with individuals of
all abilities and needs. I was lucky as I arrived, as I found a parking spot on the property
in one of the visitor stalls, a small miracle that surprised the staff. I made my way into the
building and signed in at the front desk where I received a lanyard with a tag that
announced my unfamiliar presence as a visitor.
Unlike the modern décor of the Options Program, the main facility revealed its
age. The auditorium was painted a greying yellow hue. The floor was covered in 12- inch
laminate tiles. Unlike the home of the Options program, this building had more of an
institutional feeling, as it had not been renovated in decades. There was a large folding
wall that separated the cafeteria and cooking area from the rest of the space. A stage was
centered prominently at the front of the room, surfaced in red indoor/outdoor carpet.
Examining the room more closely, I began to suspect that the stage was originally the
diocese back in the day, as there were three steps up to reach the platform across the
whole front of the raised area; stages typically have a flat front with one stairway on
each side of the stage. The room had windows, high up along the roof line, letting in
some natural light, but not allowing people the distraction of looking outside: further
proof that this space had likely been the chapel. Chairs were arranged in a large circle,
maybe twenty-five or so in total with several gaps for individuals who use wheelchairs
for mobility. This was a big program. The production was being funded through a grant
from the BC Arts Council and was being produced in liaison with Skam Theatre. As I
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entered and settled in, I was greeted by Amira, whose optimism and enthusiasm were
contagious. A second instructor, Heather, was also present, her demeanor much more
subdued than her colleague’s. Recording equipment was set up to the side of the room
and a microphone on a stand stood ready. Today, the participants would be recording the
background jungle sounds for the performance.
Rae had settled herself cross-legged on one of the chairs in the circle. She
surveyed the surroundings, sipping tea from her thermal cup, looking regal like the
character she would be portraying in the play. She didn’t speak to or acknowledge other
participants as they found their way to the group; instead she seemed to absorb the scene
around her, watching her peers, but not participating in the banter. I too was seated in the
circle; however, my novelty and my badge proclaiming me to be a visitor were met with
curiosity and some of the individuals came over to introduce themselves and to ask what
I was doing there. I responded by introducing myself and saying I was there for the
drama class. The room filled as the actors and support staff made their way into the fray,
there was general excitement as people noticed the recording equipment and the
microphone.
By ten minutes after one o’clock the majority of the seats were full and Amina
announced that, as usual, the class would be opened by each individual stating their name
and saying how they felt with a corresponding movement. Rae and I were seated at about
the halfway mark, when my turn came, I stated I was feeling “great” with an upwards,
hurray style movement of my arms which was then imitated by the group. Rae said she
was feeling “dance-y” as she wiggled her hips in her seat, evoking a ripple of movement
across the room. The movement continued around the room, until the last participant had
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greeted the group. With the check-in completed, Amina explained the procedure for the
day’s class. Small groups and individuals would come up and record their sounds while
the rest of us waited quietly.
“Quiet in the jungle!” rang out, and we all hushed as four individuals made their
impressions of bird sounds into the microphone. The sounds were played back to the
delight of those listening. Clapping and laughter ensued after each round. Some
participants bowed, others gave the audience a “dab” (sideways dance gesture in which
your arms are raised parallel at eye level to the side of your body so that one is straight
and the other bent at the elbow across your forehead). With encouragement from Carla,
Rae participated in some of the group sounds before going up to record her individual
sounds as the character King Louie. Although not present in Rudyard Kipling’s original
work, King Louie, an orangutan, was heavily featured in the Disney version of the movie.
Rae approached the microphone to create a roar of anger, which she nailed on the first
trial, a look of pleasure and satisfaction on her face as she finished her other sound effects
and returned to her seat. When the initial activity was announced, I had an internal
reaction of “oh, no, this is not going to be enjoyable for the majority of the group that was
left waiting”; however, I was proven very wrong. Each participant’s attempt at various
sounds was cheered and applauded, and each, almost immediate, playback of the sound
was met with laughter and admiration. Each participant patiently supported the others.
They were in this together. It was an incredible afternoon.
The big day. I had originally planned to see the Jungle Book production at the
end of October; however, that performance was held only for other Garth Homer
participants. Instead, I would have to wait until December to see the production. I was
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disappointed, having just witnessed the enthusiasm of the group, but nonetheless, I put it
into my calendar. Finally, the day arrived, and I made my way to the main Garth Homer
building. Upon entry into the building, I took my position at the end of the audience lineup awaiting the opening of the doors. A minute or two later they were opened with a
flourish and we were invited into the auditorium. Seating was set up “in the round,” thus
the audience surrounded the watering hole created by blue fabric on the floor. The
lighting was dim, like the floor of a jungle under a thick canopy of trees, creating an
ambience to get the theatre-goers ready for the experience.
I took in the full auditorium with a glance. Three rings of seating existed: a circle
of “stumps” (buckets) for those audience members who wanted to sit up close to the
action, and two other circles. I spied Rae in her King Louie costume, so I sat opposite to
her to be sure to be able to see her. In the last eight weeks, Rae had undergone a
medication change to better manage her anxiety and obsessive thoughts, and her mom
had related that she was finally in a consistently good place. The chairs filled and more
were added to accommodate the audience as it swelled. There was no behind the stage
with the set-up of this theatre, so each of the actors could be seen as we waited for the
opening of the play. Their outfits were varied, consisting of a combination of puppetry,
props, or minimalist costumes that gave audience members enough of a hint to be able to
guess what animal was being depicted, but also an opportunity for imagination. Rae’s
King Louie costume was attached to the front of her body, King Louie’s head, a papiermâché monkey face, sat at shoulder height. Rae’s hands were placed in gloves at the end
of his stuffed arms and his feet were fastened to the top of her feet. As she moved, King
Louie moved too, a life-size puppet. There was a buzz of anticipation as the actors took
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their places. Finally, a few minutes after the appointed hour of commencement, the
reimagined Jungle Book commenced as the song Circle of Life from the Disney movie
Lion King began and the actors playing birds started to soar across the stage and sing.
Mowgli emerged as the storyteller sharing the plot line of the play as the actors
moved in and out of the scene. The pre-recorded sound effects were masterfully
interspersed within the dialogue. The squawk of the jungle birds echoed as the actors
playing the birds flapped their wings. The actor playing the frog was nestled down at the
watering hole on a stump, as the croaking occurred, he raised his frog puppets. Rae made
her entry as she approached the wolf, looking for help for the other monkeys who were
trapped. She led the way around the theatre, wolves in tow, to help free them. Rae was
smiling as she made her way, her voice booming in the room as her pre-recorded
dialogue was played. The act ended with the victorious freeing of the monkeys and Rae
as King Louie partied with the other animals as the song Welcome to the Jungle by Guns
n’ Roses played, and the actors sang. Act Two, which is customarily shorter than Act
One, took place in Antarctica, as the animals met and made new friends on their
adventure which culminated with the emergence of the California Raisins who happily
followed the animals back to the warmer climate of the jungle. The play concluded with a
dance party to Marvin Gaye’s song I Heard it Through the Grapevine. Applause
abounded for this reimagined story as the actors bowed from the side of the auditorium.
The play was a chance for Rae to shine, to lead in her role. The play marked her first few
tentative steps towards taking her life by the helm - guiding it, instead of it guiding her.
Triumph!
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Figure 26. Rae as King Louie

Quantitative Data
The next section of this chapter on findings contains the outcomes of the
quantitative analysis of the transcripts with the youth and parent.. The transcribed
interviews were coded using the code book provided in Appendix 1. Theory derived
codes from Nussbaum’s Capabilities Approach were utilized along side codes derived
from the Ministry of Education’s category code for individuals with intellectual
disabilities. The results are summarized in the following section.
Frequencies. Once the coding process was completed, the counts (frequencies)
were calculated for each code and a total count was determined for Capabilities and
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Ministry codes. Table 3 summarizes the frequency of responses for parents and youth in
transition for each of the categories within the codebook that was utilized to analyze the
transcripts.

Table 3.
Frequency of Theory Driven Codes by Category
Classification or Code

Frequency
of Parent
Codes

Percent

Frequency of
Youth Codes

Percent

Theory Driven–Capabilities Approach
Bodily Health–Positive

60

7%

33

4.1%

Bodily Health—Negative

24

2.8%

7

0.9%

Bodily Integrity—Safety

12

1.4%

6

0.7%

Bodily Integrity—Sex

16

1.9%

31

3.8%

Senses Imagination & Thought

160

18.6%

163

20.1%

Emotions

58

6.7%

18

2.2%

Practical Reason

179

20.8%

170

20.2%

Affiliation—Outreach

181

21.1%

186

23%

Other

4

0.5%

9

1.1%

Play

136

15.8%

133

16.4%

Control over Environment–
Material

29

3.4%

54

6.7%

TOTAL Count

859

100%

810

100%

55

N/A

18

N/A

Theory Driven – Negatives
Self Determination Removed
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Theory Driven—Diagnosis
Biomedical

46

N/A

19

N/A

Life Skills—positive

37

33.0%

10

35.7%

Life Skills—negative

18

16.1%

2

7.1%

Social Skills–positive

22

19.6%

10

35.7%

Social Skills—negative

7

6.3%

3

10.7%

Victimization

28

25%

3

10.7%

TOTAL Count

112

100%

28

100%

Theory Driven–Ministry of Education

Figure 27. Frequency of Theory Driven Capabilities Codes
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Visual inspection of the data indicated that the mode of the Capabilities codes for
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both youth and their parents was Affiliation Outreach.
Figure 28. Frequency of Theory Driven Ministry Codes
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Visual inspection of the data indicated that the mode of the Ministry of Education codes
was Positive Life Skills for parents, and a dual mode of Social Skills and Life Skills
positive for youth, both with a count of ten.
Inter-rater reliability. Calculation of inter-rater reliability (IRR) was an
important component of establishing validity of the codebook and the data that resulted
from it. The inter-rater reliability for this coded data ranged between 89% and 96%. A
total of 23% of the transcripts (four of seventeen) were included in the IRR process. To
determine the IRR of the data, the total number of codes that did not agree with my rating
were deducted from the total of codes in each transcript. The percentage of agreements
was then calculated from the total number of codes in agreement. To determine the
overall IRR, the total sum of all the codes in agreement was divided by the total sum of
all of the codes calculated. The mean percentage of agreement in inter-rater reliability
was 399 of 433 codes, or 92%.
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Table 4.
Inter-Rater Reliability Data
Percentage

1

Number of Codes in
Agreement
98/105

2

102/115

89%

3

103/113

91%

4

96/100

96%

Transcript

93%

CAN code tests of relationship. To determine if there was a relationship between
any of the CAN codes, a Chi-squared test was completed between the comparisons listed
in Table 5. Other comparisons were not made due to insufficient frequency counts within
the coded domains. The research hypothesis stated that the two variables may be related.

Table 5.
Statistical Data Chi Squared Results
Comparison

Comparison

Significance at
p <0.05

Parent and Youth Practical
Reasoning

Parent and Youth Senses,
Imagination and Thinking

No significance – variables
are independent

Parent and Youth Practical
Reasoning

Parent and Youth Affiliation

No significance – variables
are independent

Parent and Youth Affiliation

Parent and Youth Senses,
Imagination and Thinking

No significance – variables
are independent

Total Bodily Integrity

Total Victimization

No significance – variables
are independent

Total CAN

Total Ministry of Education

p = .00001 – difference is
significant
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Chapter Five
Discussion
Introduction
Self-advocates, families, and caregivers of youth with developmental disabilities
have been urging change within our provincial institutions. It is clear that a
medical/deficit model does not reflect the identity of youth in transition; however, no
alternative to this model has been proposed for use within our school systems. It is clear
from the qualitative and quantitative findings, that an alternate model is needed which
offers a holistic foundation to supporting youth with developmental disabilities.
Moreover, political models such as the Social Model are insufficient as they shift the
focus of conversation without resolution or acknowledgement of the needs of the
individual. A model that addresses the political, sociological, and biological needs of
each or any person such as Nussbaum’s Capabilities Approach to Human Development is
needed. It is applicable to all humans, removing the emphasis on labeling the individual
(medical/deficit), while addressing the shortcomings of the SM by presenting a holistic
view of the youth in transition that is responsive to their realities and aspirations. In
response to my primary research question, it is clear from the results of this research that
there is a need for change and that Nussbaum’s Capabilities Approach to Human
Development offers a superior way to envision the lives of individuals with
developmental disabilities than the current medical/deficit model. This discussion chapter
of this dissertation will examine in detail the research questions posed in the introduction
by drawing the findings of the interviews with youth and their parents together with the
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existing literature to demonstrate the need for change.
Unpacking Narratives
Although each lived story unfolded differently, common threads became clear as
attention was given to each of the narratives in response to each of my research questions.
This dissertation used mixed methods to glean information from parents and the youth in
transition in response to the research questions; therefore, the discussion reflects the
outcome of all of the data. To honour the narrative accounts of the youth in transition, I
first discuss the threads found within the research texts by completing the qualitative
analysis of the narratives using traditional narrative inquiry themes, before discussing the
quantitative aspects of the data and finally drawing together all of the findings. It should
be noted again that narrative inquiry differs from more traditional analysis and
interpretation of living stories. The qualitative portion of this discussion may appear
unusual to readers who apply different methodologies to their work. Within narrative
inquiry, “tensions, bumping places, and temporal threads” are the most commonly used
analytic tools; therefore, they will be applied here (Clandinin, 2013, p. 171).
Furthermore, in keeping with the traditions of narrative inquiry, it is important to
remind readers of the agency of each of the participants. Each narrative represents each
individual’s knowledge; thus, there was ontological independence between each story. It
was therefore key to allow themes to emerge and to draw together the threads, rather than
seeking an amalgamation or interpretation of their combined lived experience. Moreover,
it was equally critical to attend to each participant’s storytelling within their unique threedimensional narrative space, without attempting to mold the story to answer a specific
research question. Rather, it was important to allow their lived story to emerge. By
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focusing on the threads within the narratives, with an analysis related to temporal events,
bumping places and tensions, the individuality of each participant was preserved, which
drew me back to Greene’s (1995) work:
To see things or people small, one chooses to see from a detached point of view,
to watch behaviours from the perspective of a system, to be concerned with trends
and tendencies rather than intentionality and concreteness of everyday life. To see
things or people big, one must resist viewing other human beings as mere
objects… One must see from the point of view of the participant in the midst of
what is happening if one is to be privy to the plans people make, the initiatives
they take, the uncertainties they face. (p. 10)
To this end, as I analyzed the narratives, questions or wonders arose with regards to the
research questions and in relation to my justifications for research. Each of these wonders
or tensions was explored as threads within the narratives and are presented below in
support of my research findings.
Revisiting Justifications
Lastly, before I begin to discuss the threads within the narratives, it is pertinent to
revisit my justifications for research as they influenced the outcome of the research.
Narrative inquiry is a highly relational qualitative research method which required me, as
the researcher, to identify my personal, practical, and social justifications for research at
the outset of the process. While many published texts do not include the composed
autobiographical narrative inquiry that arises as a result of this process, the nature of a
dissertation requires its inclusion. Readers are therefore not required to “read between the
lines” to discern these influences (Clandinin, 2013, p. 171). Thus, I will briefly remind
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readers of my justifications and of the influences of them on the data presented and the
discussion that arose as a result.
I made my justifications for research evident within chapter one of this
dissertation, as they influenced the three-dimensional narrative inquiry space that was
created. The lived story of an individual is shaped by the people within the threedimensional narrative inquiry space; we are storied in relationship with others. I allowed
the individuals’ stories to unfold; however, my presence in their lives and the reason for
my presence in their lives (the role of a researcher) and my justifications for research
undoubtedly influenced the story we created together. For example, as was evident in the
narratives created with the participants, I experienced tensions as my personal
justifications for research were “breeched” as I described my valuing of the voice of the
individual. Moreover, with regards to my practical justifications for research, which
influenced what I attended to in the space, I wondered about the ways in which goals
were selected for individuals with developmental disabilities and how to maximize their
potential. Often these justifications were a source of tension and bumping places. I
wondered about the impact of school and community on opportunities for experiences, all
of which are reflected in the stories told. Lastly, social and theoretical justifications
which were centered around social action arose within the narratives, particularly Sam’s,
with the ultimate goal that the voices of youth in transition and their families could be
heard to minimize social injustice.
The Need for Systemic Change: Threads
My primary research question wondered if the knowledge gained from the
narratives of youth with developmental disabilities offered an impetus for change from
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the medical/deficit model to a holistic approach, as they moved into adult services. From
the outset of the research, a sense of tension was created when I reflected on the need for
families and individuals to identify within the medical/deficit model in order to
participate within my research. Immediately, this medical/deficit framework set the stage
for our interactions, as it was reviewed with participants as part of the consent process.
Overtly, I entered into their midst asking if they met the criteria for participation. As I
thought about this in relation to the lived stories of my research participants, I began to
wonder about the potential influence of this stated requirement, however unavoidable. I
was aware of this potential priming effect. I was careful when meeting with the youth in
transition not to ask about their label, other than to confirm eligibility with the parent or
guardian who was present. My intent in not asking was to approach their lived
experiences as members of their communities, influenced by the opportunities, cultures
and experiences available there. Despite this, the model was “in the air,” so to speak,
simply by having obtained their consent for participation. As I began my analysis of the
narratives with attention to the medical/deficit model, three threads emerged.
Attention to the Medical/Deficit Model
Within the literature review, two predominant categories were presented with
regards to the creation of disability as a constructed process: the social model and the
medical/deficit model. The social model of disability, “focuses on the disability as a
relationship between people with impairment and a discriminatory society: disability is
defined as the outcome of disabling barriers imposed by environmental or policy
interventions” (Shakespeare, 1994, p. 97). The medical/deficit model is a form of social
stratification in which disability is presented as a category of being. The medical/deficit
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model has its foundations in a variety of social processes that were discussed in the
literature review. In summary, it was forged on the classification of identifiable
differences through the categorization of impairment, a process that is now entrenched
within our social systems.
As I began to pay attention to the impact of the medical/deficit model within the
narratives, looking for temporal threads, bumping places and tensions, examples
abounded. As I looked more deeply at the differences and similarities in the lived stories,
the following questions or wonders drove the first part of my analysis: first, who
disclosed their impairment? I began to wonder why some individuals disclosed, revealing
a label given to them under a medical/deficit model, while others did not, and more
importantly, did it make a difference in their narratives? Second, was there a relationship
between disclosure and having a “disability identity” as defined by Oliver (1996)? Third,
was there an impact on the identity-making and self-determination of the youth in
transition based on their impairment and their experiences within their communities?
Of the ten participants, one, Sam, named his impairment within conversation with
me. Two others, Joseph and Casey, alluded to their disabilities obliquely without naming
them. The remaining seven participants did not refer to their disability themselves;
instead, their diagnoses were disclosed by their parents during our initial conversations.
Despite nondisclosure, “bumping places” had occurred for them; therefore, I considered
these individuals to have an assigned label. With regards to these wonders, three threads
emerged within the composed narratives that reflected the impact of named, unnamed
(oblique), and assigned (given) categorization within the medical/deficit model, which
will be discussed below.
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Thread 1: A Storied Life Impacted by Named Impairment
Sam was the only participant to name his impairment. He had acknowledged his
diagnosis of Autism Spectrum Disorder as a distinct disability identity (amongst his other
ways of being) as he shared that he was a “person with ASD, a gamer, and a nerd.” The
“politics of identity” have come to the forefront over the last few decades as postmodernist thinking grapples with topics of social class, gender, sexuality, race, and
disability. According to Somers (1994), the “‘politics of identity’ all share the common
feature of being constituted by people who previously felt marginalized from dominant
political channels and more mainstream social movements” (p. 610). Sam, having
experienced failure in the school system, claimed his impairment and his eccentricities
without apology: “if people don’t like me, they can suck it up, they don’t have to hang out
with me if they don’t like me.” Sam was unapologetic, squarely placing a lack of
acceptance at the feet of society, eschewing the need for personal change. Sam’s
narrative originated from a tension with the medical/deficit model as he began school,
and was now framed squarely within the social model of disability as he strove for
acceptance through self-advocacy. He was focused on the vehement advocacy of
acceptance of all individuals, the elimination of segregated programs, and the removal of
barriers to inclusion.
Sam’s story unfolded temporally as he identified touchstones for his experience
along his plotline that has led to his current self. The answer to the question “who am I?”
has evolved. Sam, like many individuals with developmental disabilities, unsuccessfully
navigated the school system’s hegemony in kindergarten. Sam’s non-conformity to the
institution of school was apparent from the beginning and was not tolerated, creating a
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situation in which Sam felt neither welcome, nor safe. This experience created an initial
impression for Sam about himself in relation to school and its required conformity, which
left him feeling like “there was something wrong with me.” According to Slee (2011),
within schools, a tiered system has been established for those who were identified as
impaired, and those who later join tiers as difficult or failing students. Sam, who was not
identified at the time of his entry into the system, was placed quickly into the tier of
difficult student and treated accordingly by an institution which seeks to shape all
students into the expected norms. Sadly, Slee (2011) describes the school experience for
many children as a “daily experience of humiliation and pain” (p. 12), a description that
fit Sam’s early school experience until he left the system.
A lack of social conformity with the school system, a system which prides itself
on tradition, habits, practices, and organizational preferences leads to exclusion for many
students with developmental disabilities. Thomas and Loxley (2007) confirmed this
hypothesis in their research which showed that a school’s need for order becomes
pathologized to yield a student’s label. Indeed, in Sam’s early encounter, he was assigned
a negative identity based on his apparent differences and his failure to adjust to the
system. According to Shakespeare (1994), the medical approach sees a deficit as situated
within the individual, and therefore has a “focus on the need for adjustment” (p. 98) on
the part of the individual with impairment. This is reinforced by special education
models. Moreover, Shakespeare (1994) warned of the danger of children being “othered,”
as the “language of special educational needs serves to remind the ordinary or regular
teacher–the teacher of ordinary or regular children–that s/he can look away from the
exceptional child” (p. 43).
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With this in mind, we can trace the temporal development of Sam’s advocacy
through several touch points. The roots of his advocacy grew out of an extremely
negative experience in early elementary school that occurred as a result of his impairment
and the differences that were evident between him and his peers in that social setting. As
a result of this experience, Sam was removed from school and home-schooled. His early
experiences were therefore a result of being identified as different (an artifact of the
medical/deficit model). Thankfully, our identities are neither fixed nor stagnant, and there
is continued evolution of our self-identity (Giddens, 1991). In relationship with his
mother, Sam was re-storied from a person who was unsuccessful in a school setting due
to difference and non-conformity, to a person who was unsuccessful due to a lack of
understanding and accommodation. She sought to develop a story in which diversity was
acceptable. Sam is from a small town and as a result there are fewer people with
developmental disabilities in his community than in larger communities. According to
Giddens (1991), identity-making is created in relationship with others, and while his
mother sought to foster a new plotline for his story, one in which Sam’s disability was
not a negative aspect of his way of being, this twist of plot was not cemented until six
years later.
In 2017, Sam attended the Disability Pride parade, at age 11, an event he recalled
with fervor as he related the empowering moment in which he realized he could be proud
of whom he was as a person with impairment as he celebrated the commonality of this
part of his identity with others. Finally, Sam was able to disrupt the story given to him in
the school system, and truly begin to see his identity through another lens as he adopted
the viewpoint of the social model of disability, in which his differences were not
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negative, but were the result instead of oppressive social relations. Hughes and Paterson
(1997) identify the social model as a shift from a biomedical agenda to emancipatory
politics, a plot that was reflected in Sam’s alter ego Zedric in his parallel Dungeons and
Dragons story. Sam’s encounter with other people with disabilities created the catalyst
for his social advocacy; he focused his attention on “the possibilities for changing
society, empowering disabled people and promoting self-understanding” (Shakespeare,
1994, p. 98). Finally, two years after this revelation, as he has become a young teenager,
Sam has taken a leadership role to speak about acceptance at the Inclusion BC
Conference in Victoria. Sam’s experiences as a youth with developmental disabilities led
him to claim a disability identity as part of his story. He continues to engage in
experiences that influence his identity-making, strengthening his story as a member of his
community as he re-stories his lack of conformity in traditional social institutions.
Sam was the only participant to name his impairment, to claim it as part of his
identity-making. The temporal threads of Sam’s story depicted his evolution from outcast
to advocate. While Sam’s narrative was one of empowerment, the impact of negative
school experiences was felt by many of the individuals. Casey too, left the school system,
selecting instead to be homeschooled, Rae left for a time and then returned. Joseph was
taught that he was powerless by the institutions established to help him learn. Each of
their lives were impacted by their label; however, unlike Sam, their disabilities were
unnamed or given, threads which will be examined next.
Thread 2: A Storied Life Impacted by an Unnamed Label of Disabilities
“Aren’t you going to watch me?” asked Casey as she moved off a hundred yards
ahead of us as her teacher and I meandered behind, talking. Casey was implying the need
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for constant, vigilant observation in case she should have a seizure. “I’m not like
everybody else,” said Joseph similarly, leaning in almost conspiratorially to tell me he
required significant supports to be successful. Both alluded to their disabilities without
naming them. Both of them have created an identity that has been heavily influenced by
the medical/deficit model. Examination of commonality and variance between Joseph
and Casey’s narratives yielded divergent stories. The first was a narrative of tremendous
personal growth, as Joseph exited the low expectations of the school system while being
bolstered by his family to take on new experiences and create an identity as a person who
is able to be successful independently. The other was a story of slower progress as
Casey’s medical identity shaped her life within sameness and safety.
Florian and McLaughlin (2008) raised concerns regarding lowered expectations
and social marginalization of students who were categorized as impaired. At the
beginning of our time together, Joseph was extremely timid and limited in his
experiences within the community. Phrases such as “learned helplessness” and “lack of
expectations” were used by his family to describe their perception of school and its
impact on Joseph. Joseph, like all of the participants in my research, did not have specific
transition goals within his IEP in Grades 10-12 as required by the Ministry of Education
(Government of British Columbia, 2016). His sister described her frustration with seeing
him “being led around” all day. A story of tension arose for Agnus and Melody who
viewed Joseph’s life as being hindered by the school system and community’s lack of
expectations.
Leaving behind a biographical legacy. The changes in Joseph’s self-identity
over the course of our year together were truly astonishing. Joseph’s time in the school
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system, compounded by the death of his biological mother, created what Giddens (1991)
would refer to as Joseph’s “biography” (p. 53). Joseph accepted his ascribed identity as
an individual with a developmental disability who was helpless without a support worker.
Unfortunately, low expectations that society perpetuates often leads youth with
developmental disabilities to “rarely leave school with a clear picture of what they are
capable of contributing towards community life” (Murugami, 2009, p. 5). He had been
storied by his school and community to believe in his helplessness, as that had been his
way of being for years. Moving away from the limits of his old community and the labels
and expectations of that setting was extremely anxiety provoking for Joseph. Looking
back at the plotline of Joseph’s story, each triumph was preceded by Joseph explaining to
me why he could not do something. “I am not the kind of person who…” was a common
starting phrase. “I’m not like the kind of person that can do everything on my own and
stuff like that. I’m not like that,” stated Joseph early in our first meeting as he explained
his need for a “coworker.” Agnus’ calm response was always “you’ll have the support
you need” as she steadily set about adding new chapters to Joseph’s biography, chapters
in which he could see himself as able.
Keeping to this metaphor to unpack the temporal thread of Joseph’s life, Chapter
1 began as he found himself at college as part of the group, without a one on one support
worker. Joseph’s class at the college had one assistant and one instructor for the whole
group of students, an enormous difference from his one on one support during his
previous fourteen years of school. Not only was he at college, but in Chapter 2, he had
learned to ride the bus to get there on his own. Each of Joseph’s initial phrases of
explanation that reiterated his inability slowly became “My mom said…” referring to
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Agnus’ influence on Joseph’s re-storying of himself in relationship to her and his
community, as each new chapter depicted his abilities. “My mom said that I’m fine riding
the bus; of course I’d prefer if she drove me, but I’m fine.” Each success strengthened his
new storyline as a capable, independent individual. Joseph was able to see himself as
more and more able to incur experiences independently. With each opportunity and with
encouragement to take on more responsibilities for himself over our fourteen months
together, Joseph left behind the legacy of the school system that had established an
identity for him as an individual with a disability who is the kind of person who needs
support, to be the kind of person who can learn to access his community and participate
independently. In Chapter 3 he expanded his social activities as he joined Special
Olympics and began to attend programming at the Kootenay Society for Community
Living, where he engaged in social activities with peers. Finally, in Chapter 4, Joseph
began part time work. Joseph will continue to add new chapters to his story as each new
experience adds to his identity-making; indeed, his identity has changed from that of a
person with a developmental disability to become: a student, an independent young man,
a friend, and an employee.
Living in the pages of the biography. Casey, like Joseph, had referred to her
diagnosis obliquely, questioning Tammy and me about our vigilance as we walked
outside in Tammy’s yard. Casey’s narrative unfolded very differently than those of the
other nine participants, in the sense that there was an extraordinary emphasis on her
medical diagnosis and medical history. Casey’s family focused on her past as a way of
explaining her current way of being. The trauma of almost losing the life of their child
had left a deep impact on Casey’s family, and the fear that it could potentially still occur
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had resulted in the development of what I described as a “cocoon” within her narrative.
Fear had shaped her whole family’s way of being to create protection, safety, and
comfort, seemingly at the expense of much. Casey’s medical diagnosis had led to lower
expectations, not as a result of the school system, but as a result of her family’s worry;
her biographical legacy was being perpetuated, and new chapters were yet to emerge as
Casey’s family waited for a new direction or passion to be revealed by God.
Casey’s complex medical history had led her to be homeschooled in a tailored
environment that was extremely supportive, quiet, and structured. Murugami (2009)
raised concerns regarding the self-actualization of individuals with developmental
disabilities, stating that “too often, decisions are made and activities selected for them”
(p.3). Moreover, Casey’s low tolerance for frustration meant that her teacher had
developed an amazing ability to shape her skills. Shaping is a slow, gradual process of
increasing expectations, some of which had taken years to develop. Although a legitimate
concern, her health was always at the forefront of every decision, including Casey’s
choices for herself, as she seemed hyper attuned to her body and its reactions. Casey did
not push back, demanding independence and autonomy as a young woman; in fact her
responses were almost the opposite, seeking constant support and lowered stimulation
and sameness.
Again, Murugami (2009) draws attention to the concerns associated with identitymaking under these circumstances. “It is difficult for persons with disabilities to cope
with and overcome limitations, practical and emotional, that are caused by disabilities
without acquiring knowledge and gaining experience in confronting obstacles”
(Murugami, 2009, p. 3). Casey did not weather occasional mental or physical discomfort
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to push through. Instead, for example, when faced with pain from menstruation, she
would refuse to participate in exercise or when faced with a challenging task such as the
production of written work, she would become upset until the expectation was removed.
Moreover, Casey’s skills developed in one setting, Tammy’s home, where she
participated in her homeschool program, but did not transfer to home easily: it could be
years before Casey would take on a learned responsibility at home that she did routinely
at Tammy’s. Diet, too, was seen as separate. At Tammy’s she would eat what was
presented, but at home would refuse to eat certain foods, requiring her parents to prepare
different items for her. Casey seemed complacent to move through a life that had been
framed for her–a story given, a story told, and a story reinforced first and foremost as a
person with a medical diagnosis.
Thread 3: A Storied Life Impacted by a Given Label of Disability
Most of the youths in transition made no reference to their own disabilities; rather,
the disclosure of their diagnosis was provided by their parents. Given the nature of this
research and the requirement for CLBC eligibility to participate, it was inevitable that
parents would name their child’s disability. Interestingly, however, the shape of the
narratives that were composed with each youth in transition took on very different forms,
tending to focus on the parts of the lives of the individual that they themselves valued
most; for these youth there was an emphasis on self-determination and autonomy and on
identity-making through experience. Wehmeyer’s (1998) definition of self-determination,
echoed by Vansteenkiste et al.’s (2008) definition of autonomy, refers to the volitional
regulation of one’s life—a life in which the individual’s desires cause change. The period
of adolescence is a bumping place for all youth as they seek to develop autonomy. It was
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therefore expected that bumping places would occur for youth in transition too; however,
with the lens of this thread focused on the medical/deficit model, the added complexity of
their disability and its impact on autonomy was evident, particularly with regards to selfdetermination.
The self-determination of individuals with developmental disabilities is often not
considered by educators, community supports, and family, as institutional parameters,
societal barriers, and familial worries often supersede the individual’s desires and
opportunities to engage in various experiences. As a result, skill development
(capabilities) may be hampered, leading to decreased opportunities (functionings), less
choice, and disadvantage through the silencing of voice. Despite not naming their
disabilities, each of the participants had stories of bumping places within school and
home life as a result of their given label as a person with disability and lack of attention
to self-determination and autonomy. Moreover, some individuals experienced points of
tension within the community as their observed disability impacted the opportunity for
experiences and identity-making as employees and friends.
Bumping places in schools. Youth in transition spend substantial parts of their
day in a school settings: locations which are supposed to provide experiences that lead to
learning. Dewey (1938) stated that it was the responsibility of teachers “that they not only
be aware of the general principle of shaping of actual experience by environing
conditions, but that they also recognize in the concrete what surroundings are conducive
to having experiences that lead to growth” (p. 40). For many youth in transition not
affected by overt exclusion, the creep of “lowered expectations” (Florian & McLaughlin,
2008) created bumping places and tensions within the school system. One parent, for
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example, stated: “despite a well-intentioned support teacher, who just was not organized
enough to follow through on all the things...there was so much stuff from the IEPs that
was never followed through on.” Without someone fostering opportunities to engage in
new experiences, school can quickly become a place where students spend time without
learning.
Sam encountered overt discrimination within the school system, as did Aviv.
Within Aviv’s story as an emerging folk artist, she related her encounter with overt
discrimination in her high school dance class when her teacher, who assumed she would
not perform well, removed her dance from the final performance. In addition to this
experience of overt discrimination, Aviv also experienced lower expectations, as seen in
the default to colouring as a way to fill her day. Miki, Aviv’s mother, routinely lamented
that she wished that the school—and later, her adult support setting—would encourage
Aviv’s speech rather than letting her sit quietly and colour, despite colouring being a
preference.
Mental health challenges, especially when combined with other disabilities, are
poorly tolerated in the school system as the gap in conformity is often wider. Rae’s
middle school and high school life as a student was very challenging. Rae’s mother
related how school was unable to support her to participate fully outside of the resource
room due to staffing constraints:
That entire resource room, the staff, everybody, was on edge. It was just horrid.
So, they did make a number of changes and I precluded Rae from being in that
room at all. And they didn't have the staff, necessary, to support that.
As a result, Rae started to attend school part time instead, and finally she took time off
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entirely:
I withdrew her for a while. We have to have calm. I have to get her settled enough
'cause she didn't wanna be having meltdowns at school and having the kids see
that. And I had talked ... her counselor was in agreement, her doctor was in
agreement.
Rae returned for grades 11 and 12 and was able to finish off her time in the public school
before transitioning to the South Island Distance Education School for two years of
transition programming as part of her adult services.
Lowered expectations were common within the school system and were
experienced by Ben, Joseph, and Connor. Ben, whose life was following his documented
PATH, experienced lower expectations with regards to his lack of participation in
classroom routines in his early elementary years, before his mother transferred him to
another school. Moreover, his placement in Communications 11 and 12 courses, rather
than supporting his upgrading of English, which he was doing at the college, also
reflected lower expectations for him within the school system. Joseph’s sister related her
concerns about the low expectations at school in her description, “they really coasted him
along, they could have pushed him, even a little bit.” Finally, Connor’s mom related that
his first year in school in Kelowna was “a wash… [he] spent a lot of time walking the
hallways with his assistants, not a lot of time in class.”
The special education system leads to a range of outcomes for youth with
developmental disabilities: exclusion, discrimination, and lowered expectations in
comparison to their same age peers. The wider the gap in conformity, the greater the
probability that school will not be a successful environment for a student with disabilities.
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None of the families of participants in my research had transition goals as part of their
IEP in Grades 10 to 12. Many schools, however, recognize that some planning must
occur to assist in transitioning youth to adult services. The PATH is a common tool used
for that purpose.
Tensions with the PATH. A PATH is a type of person-centered planning.
PATH, or Planning Alternative Tomorrows with Hope, is a Canadian-developed planning
system that is widely used in the school system and adult services programming to
identify goals for individuals with developmental disabilities (Pearpoint, O’Brien, &
Forest, 1993). Moreover, the intent of the process is to improve the self-determination of
the individual, by hearing their voice. Furthermore, a PATH commonly examines areas
of development that are related to aspects of the individual’s environment, such as
housing, as well as employment and life skills. For youth in transition, the PATH often
does not utilize a values-based, holistic view of the individual, and therefore there is a
danger that not all capabilities and functionings needed to foster the best version of each
individual will be considered, let alone occur. Until there is a revision of the PATH
process, there will continue to be “bumping places” and tensions, such as those that arose
for Ben and Reuben in particular. For most of the other participants, the PATH was
completed and then simply set aside.
One of the concerns about the use of a PATH is the development of well-being
adaptive preferences or justice adaptive preferences. Most of the participants, including
Aviv, had completed a PATH as part of their transition; however, for many of the
individuals, their families identified the PATH as unhelpful in their transition and thus it
was set aside. It was common to hear “we did one, but the school did not implement
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anything.” Almost none of the youth in transition had IEP goals related to their
transitions in Grades 10 to 12. Ben was the exception with his PATH. His document had
become an outline for his life at age nineteen. Ben was experiencing tension with his
mother as he yearned to live independently or at least away from home. Completion of
courses to upgrade his schooling were too challenging for Ben as he struggled to obtain
the support he needed to be successful in that setting without help advocating for his
needs. Even the identification of what skills he needed to be successful at college was a
gap, such as the need to do homework and study outside of school time, as these were
things he had not learned in high school. As a result of the lack of support at college, Ben
was in danger of developing a well-being adaptive preference. Begon (2014) defined
well-being adaptive preference as a preference that develops “irrationally,” as it does not
reflect the person’s best interest (p. 246). A well-being adaptive preference occurs when
an individual is unsuccessful at something; they adjust their expectations, usually by
lowering them. Ben’s lack of success at college without supports was placing him at risk
of developing a well-being adaptive preference in which he no longer pursued his goal of
further education.
Reuben’s school had planned a transition year that was developed from his PATH
meeting. However, unfortunately, the transition year was not designed to stretch Reuben;
rather, it was maintenance of the status quo. Reuben’s PATH was a classic justice
adaptive preference situation. Entwistle and Watt (2013) warned of the creation of a
PATH in which there is “unreflective emphasis on preferences” that leads the PATH to
be detached from “what is ethically significant” (p. 31). Reuben’s capabilities were not
considered within his PATH; rather, the PATH facilitator focused on Reuben’s
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preferences, which were a reiteration of his current day. By focusing solely on Reuben’s
preferences, potential experiences were precluded from consideration, which limited his
ability to develop new capabilities and functionings.
While the use of a person-centered planning tool has possibilities for long-term
planning, the current model is not working. The danger of well-being or justice adaptive
preferences occurring, the lack of integration of the PATH goals into experiences at home
and school, and the lack of considering a broader set of capabilities within the PATH and
their corresponding functionings, lead to fewer experiences and opportunities for learning
for youth with developmental disabilities.
Bumping places in community. Adolescent identity-making is focused on
“identifying occupational interests and vocational pathways, understanding sex roles and
interpersonal relationships” (Zimmer-Gemback & Petherick, 2006, p. 167). Youth in
transition who did not name their disability (claim them as part of their identity)
demonstrated bumping places in the community with regards to employment
opportunities and friendships. Bumping places in community may occur through
interactions of the individual with potential or current employers, peers, and strangers.
Although employment of adults with developmental disabilities have been an area
of focus in British Columbia’s provincial government’s mandate, students with
disabilities “often leave high school without the skills, experiences, and supports that lead
to meaningful employment” (Carter, Austin, & Trainor, 2011, p. 50). There are predictors
of success, including having held a paid, community-based job while still in high school,
as well as “more independence in self-care, higher social skills, more household
responsibilities during adolescence, and higher parent expectations related to future
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work” (Carter et al., 2011, p. 50). Without IEP or family-based transition goals related to
employment and employment-related skills, the opportunities for paid employment
diminish, creating bumping places in community.
Bumping places in the community were exemplified by Connor as he struggled
with both interpersonal relationships and vocational skills. His attempts to find paid
employment were hampered when the work he was doing at the cabinetry shop was not
honoured with remuneration. Connor also experienced tension with his peers at Special
Olympics due to his communication style and stereotypic utterances that created a space
in which he was not welcomed by his peers. In contrast, Grayce had many champions
working to help her create the life she envisioned for herself; thus tensions and bumping
places for Grayce in the community were milder, although still present. Grayce identified
that it was “hard to get the school to accept my certificate,” to create a carved
employment position for her as an EA Assistant. Grayce’s positivity and strong social
skills, however, may have been the difference in her success compared to Connor’s.
Bumping places at home. Zhang (2005) examined the impact of parental
expectations on the development of self-determination within the home. She concluded
that parents of children with disabilities provided fewer opportunities to their children to
make choices and decisions, and to engage in trial and error activities and goal setting
than children without disabilities in the same family (Zhang, 2005). Moreover, her
research revealed that parents of children with developmental disabilities were less likely
to involve them in household chores and encourage community involvement, especially if
they had met with resistance from the youth with developmental disabilities in the form
of undesired behaviours (Zhang, 2005). The narratives of the youths in transition revealed
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a variety of tensions and bumping places at home that impacted self-determination.
Casey’s family had very little expectation that the skills for independent living
that she acquired at Tammy’s home be demonstrated in the family home as generalization
to home could take years given that Casey would often refuse to try at home. Moreover,
Lynn experienced tension with her mother Jan as she pushed back against taking on more
responsibilities and independence in her home. Jan tried to build Lynn’s independence
without disclosing her own illness. Perhaps of all of the stories, the greatest point of
tension was within Rae’s story. Rae was a young woman who wanted to have a sexual
relationship. There were tremendous complexities within her story, yet as a 22-year-old
woman, she had been told she could not engage in intercourse until she was married.
Lyons (2015) concept of “dignity of risk” was unfortunately not employed (para 1).
Within a framework that incorporated, dignity of risk, Rae and her partner could have
been taught how to engage in a sexual relationship safely and respectfully. Instead,
significant safeguards were in place to prevent opportunities for a sexual relationship
between them.
Summary of first three themes. The first three threads examined the impact of
the medical/deficit model with regards to its impact of a disability identity that was
named, unnamed, or given. The medical/deficit model impacts the self-determination and
autonomy of individuals by lowering the expectations of individuals with developmental
disabilities. Moreover, discrimination and exclusion may also occur as a result of the
individual’s disability and the gap that occurs between expected social norms and the
individual’s behaviour. The narratives demonstrated tensions, bumping places, and
temporal threads related to disadvantages created by the use of a medical/deficit model.
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Although this model pervades our systems, the narratives of youth in transition reflected
much more optimism with regards to ways of being. Oppression was rarely a theme that
was expressed by individuals; rather, they sought to build their lives through experiences.
Thread 4 of the narratives, therefore, examines identity-making through supported
experiences and Thread 5 offers the hope of an alternative model. While threads one
through three focused on the narratives of the participants, threads four and five weave
together both qualitative and quantitative findings.
Thread 4: Attention to Identity-Making Via Supported Experiences
According to Clandinin and Connelly (2000), narrative inquirers seek to
understand experiences narratively by attending to how participants are engaged in living,
telling, retelling, and reliving their lives within a particular social and cultural context in
relationship to others. Identity is composed or made, thus the term identity-making has
been utilized within this dissertation and is understood as the following:
Identity is a storied life composition, a story to live by. Stories to live by are shaped
in places and lived in places. They are live in actions, in relationships with others,
in language, including silences, in gaps and vacancies, inconsistencies and
discontinuities. (Clandinin & Huber, 2002, pp. 161-162)
Identity-making occurs as a result of experience; therefore, institutional, community, and
familial interactions influence identity-making. The previous three threads examined the
influence of the medical/deficit model on the opportunities for experience and identitymaking. This thread examined the influences on identity-making within the narratives in
relation to supportive experiences that occurred that fostered identity-making. The stories
of youths in transition are both personal narratives of experience, reflecting their life
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history, and social, reflecting the context within which they live (Clandinin & Huber,
2002, p. 161). According to Dewey (1938), key supportive individuals who play a role in
educating others do so within objective conditions: “the total social set-up of the
situations in which a person is engaged” (p. 45). Key supportive individuals adjust the
social environment to create suitable learning environments (Dewey, 1938, p. 45). All of
the individuals had examples of supportive people in their lives that had created suitable
learning environments for them allowing for the development of their identity.
Supportive community members and staff. “Narrative understandings of
knowledge and context are linked to identity” (Clandinin & Huber, 2002, p. 161). The
storied lives of youths in transition provide illustrations of their identity-making. Because
a storied life is composed in relationship to others, drawing together threads within the
narratives in which supportive individuals played a role in provision of experiences was
important to consider with regards to identity-making. Grayce was perhaps the best
example of an individual who had been provided with opportunities for experiences with
supporters that had led to a very storied life. Girl Guides and the opportunity to earn her
Duke of Edinburgh awards were facilitated by Bonnie, or the “absolutely, truly amazing
Bonnie” as described by Jan, Grayce’s mother. Casey’s teacher, Tammy, also provided
experiences for Casey that led to learning. Although they are generalized slowly to other
aspects of her life, the experiences have shown Casey that she can successfully learn new
things. Similarly, Corey’s support of Reuben in the school setting facilitated his success,
through his continual monitoring of Reuben’s emotional state. Exclusion from the school
system and thus from the opportunities for experiences found in that social setting, occurs
quickly when a student engages in aggression. Corey’s support and monitoring of Reuben
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enabled his participation in experiences at school.
Supportive families. Although parents pose bumping places for youth in
transition, they are also most often key supportive individuals in the lives of their
children. While there were different foci in the narratives, with the role of some parents
more apparent than others, all of the families that participated in this research have
played important supportive roles for their children, even if they are not specifically
mentioned within the narrative; simply initiating participation in this research created an
experience for the youth in transition. Aviv’s mother Miki has facilitated Aviv’s
acceptance into the community as a folk artist by setting up showings of her work,
completing the applications for shows, and ensuring that Aviv’s work was highlighted at
local artisan shows and fairs. Sam’s mother was also an incredibly supportive individual
in Sam’s life, facilitating his involvement in Inclusion BC activities which allowed him
the experience of the Disability Pride parade, a pivotal moment for identity-making for
Sam. Joseph’s step-mother Agnus has played a critical role in encouraging him to engage
in new experiences as well. Lisa’s faith has fostered belief and resilience in her daughter
Casey. Lynn and Grayce’s mother, Jan, has given the girls the gift of travel as an
experience. Seeing new places and meeting new people is of interest to Grayce, yet
anxiety provoking for Lynn; however, despite her trepidation, she is open to traveling
with her mother. In addition, as an educational assistant with years of experience teaching
youth with developmental disabilities, Jan has fostered the development of independence
in her daughters. Connor’s mother, too, works to facilitate social experiences for him in
Special Olympics, making an effort to bring him to events, volunteering on the board and
going the “extra mile” to ensure he can be seen recognizing the accomplishments of his
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peers by meeting the plane to welcome home his fellow competitors.
Improving Identity-Making Opportunities
The medical/deficit model hampers the identity-making of youth in transition by
lowering expectations and preventing opportunities for experiences that are meaningful to
the individual. Youth with developmental disabilities often require the support of others
to pursue self-determination, yet the worry still exists that the individual may not be
aware of opportunities or that well-being or justice adaptive preferences may occur.
Many of the youth in transition have been supported by others to engage in opportunities
for identity-making through participation in meaningful experiences, but which
experiences are meaningful to the individual? How are the experiences chosen? How are
justice adaptive and well-being adaptive preferences avoided? How is self-determination
conceptualized and developed for youth in transition? If a medical/deficit model of
disability is inadequate for goal setting, what other models may be appropriate?
Narrative inquiry as a phenomenon and methodology offers a unique opportunity
to focus attention on the ontological dimensions of each individual’s narrative. By
focusing on the ontological aspect of narrative inquiry, each participant’s voice may be
recognized as an individual agent who knows their own experiences, an individual who
may through their own “voice” offer a perspective on the need for change. This
individual focus prevents researchers, educators, and service providers from
collectivizing the experience of the individuals. It allows a holistic approach to goal
setting and support for youth in transition; a broadening of opportunities for identitymaking. Perhaps there has been reluctance to change as there is no clear alternative that
may be acceptable to everyone. Nussbaum’s Capabilities Approach to Human
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Development, however, may be the answer to that conundrum, as who could argue
against a model that seeks to empower every person to be the best version of themselves?
Indeed, CAN proved to be a viable alternative to the medical/deficit model.
In addition to looking for common threads within the narratives of each of the
youth, seventeen raw transcripts of interviews were coded using CAN and Ministry of
Education domains as defined in the codebook (Appendix 1). The results of the frequency
of the codes are summarized in Table 3. The frequency of the codes provides a clear
observation of the disparity in identity-making opportunities when the medical/deficit
model seen in the Ministry of Education codes is used, versus CAN. The next section of
this discussion examines the quantitative and qualitative data in support of an alternative
method of goal setting: Nussbaum’s Capabilities Approach to Human Development.
Ministry of Education. In 2017, British Columbia’s Ministry of Education began
to implement the “new curriculum” that emphasized experiential learning. The Ministry
of Education (2017) made changes in an attempt to modernize the education system so
that students could succeed in the 21st Century. Unfortunately, shifts in the IEP process of
students with disability was not considered for meaningful change; instead, the Ministry
of Education (2016), for the purposes of IEP planning and funding, continued to require
that IEP goals support the areas of deficit associated with an individual’s given diagnosis.
For youth with intellectual disabilities, the primary areas included: development of life
skills, development of social skills, and avoidance of victimization – three domains in
comparison to the ten seen within CAN.
Table 3 reveals the frequency of codes seen within the Ministry domains. Parents
of youth in transition commented infrequently on the life skills and social skills their

A STORIED LIFE

474

youth had learned at school. While some parents commented on missing skills, as seen in
the scoring of life-skills negative and social skills negative, the youths in transition rarely
commented on skills they had learned at school or skills that they were missing. When
they did talk about life skills, the most common skill mentioned by a youth was cooking
or baking skills followed by employment skills such as job interviewing or resume skills.
As mentioned, none of the youth in transition had transition IEP goals as part of
their educational programming in Grades 10 to 12. Some of the youths had attended or
were planning to attend an additional year of high school (Grade 13), although none of
them, with the exception of Ben, had specific goals associated with the extra year. Ben
was the exception as he participated in an employment skills transition program, rather
than returning as a student taking classes with peers. It is clear from the quantitative
analysis of the transcripts that the Ministry of Education codes, based on the deficits
associated with the individual’s diagnosis, do not reflect the identity the youths hold for
themselves and that the codes associated with CAN are reflective of the youth. The
frequencies of the codes will be discussed further in the discussion below.
Nussbaum’s Capabilities Approach to Human Development
As a normative framework, CAN assesses disadvantage by examining the social
arrangements that impact an individual’s opportunities to engage in various important
functionings (beings and doings) that lead to an improved quality of life. Based on Sen’s
(1992) work, Nussbaum (2006) proposed ten capabilities which may be thought of as a
set of vectors of functionings reflecting a person’s freedom to lead one type of life or
another. Wolff and de-Shalit (2013) find CAN “intuitively very powerful” (p. 38) as they
sought to assess the validity of the list both analytically and empirically using UK
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participants through the use of in-depth interviews, the results of which confirmed CAN’s
domains as applicable to Western culture, a first step towards its application within my
research. Both my primary research question and sub-question 5 inquired into the use of
CAN as an alternative to the medical/deficit model. As stated in the opening of the
discussion, CAN offered a superior opportunity for goal setting for youth in transition, as
the domains were reflected in both the qualitative and quantitative data.
Frequencies. Wolff and de-Shalit (2013) conducted in-depth interviews with
participants regarding Nussbaum’s capabilities categories to determine their validity
within Western culture as they arose in developing nations. I did not replicate their
method within my research, as the intent of my work was not to replicate their study by
interviewing individuals with disabilities about the applicability of the categories to their
lives. Instead, working from their assumption of applicability to a Western population, I
analyzed seventeen transcripts of interviews with youths and parents to determine if
Nussbaum’s capabilities were a useful alternative paradigm for youth in transition instead
of the Ministry of Education’s criteria for goal setting for youth with intellectual
disabilities. I hypothesized that there would be an increase in the number of codes
associated with CAN in comparison to the Ministry codes. Coding of the raw transcripts
yielded an eight-fold increase in CAN in comparison to Ministry codes in the parent data,
and a 27-fold increase for youth. There are more categories within CAN than the Ministry
codes, thus mathematically, there should be more CAN codes (twice as many since there
are twice as many CAN codes), but not an eight-fold or 27-fold difference. In addition,
statistical analysis of the difference between total CAN and Ministry codes yielded a pvalue of .0001, confirming there is a significant difference. This outcome indicates that
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both parents and youth think holistically rather than within the narrower parameters of
the medical/deficit model; indeed, the youths rarely thought of themselves within a
deficit model, given the total count of twenty-eight codes within this domain.
Affiliation and practical reasoning. Nussbaum discussed the architectonic roles
of affiliation and practical reasoning within her research. Thus, it would be expected that
these two categories would be the most prevalent. This was seen within the data, as both
affiliation and practical reasoning formed the mode and second highest frequency in the
data. It was hypothesized that there may be a relationship between some of the CAN
codes. Table 5 indicates the cross tabulations that were completed to determine if a
relationship existed. Each CAN domain was found to be independent of each other as no
statistically significant relationship was found between any of the tested variables.
Philosophically, Nussbaum believes all of the domains are autonomous in the sense that
we must at least consider each of them, which indicates that not all domains will be of
value to an individual at a given point in time; therefore, domains may shift in value
depending on the environment and circumstances of the individual. If there are changing
values of the domains, we would not expect to see a relationship between them–we
would expect independence. For example, if an individual’s housing suddenly becomes
insecure, then the domain related to bodily health may become more important and thus
be the focus of discussion by an individual.
Parent CAN codes versus youth CAN codes. As mentioned, the modes for parent
and youth CAN codes were consistent, indicating that they valued the same capability
domains. There were, however, some variations within several of the domains. Although
there is no statistical significance in between the scores (there was insufficient data for
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statistical analysis), visual analysis of the data indicated that parents worried more about
the safety of their youths than the youths did about themselves. Also, youths in transition
discussed wanting relationships and healthy sexuality more than their families, as seen in
the frequency of bodily integrity–sex scores. With regards to the bodily integrity–safety
score, this outcome was divided by gender, as parents of female youths worried about
sexual victimization while parents of male youths discussed worries related to bullying in
the community; the youths in transition, however, expressed few concerns themselves.
Victimization. Related to bodily integrity–safety, the Ministry of Education’s
Victimization domain identified specific worries related to safety, in particular to various
functionings that a youth may not have that might increase their risk. The frequency of
parent scores within this domain was nine times that of the frequency of youth codes.
Common concerns included giving money to people, trusting a stranger, not protecting
valuables in public (leaving things of value behind on a bus), being overly friendly, and
not being able to read the negative intentions of others. Although there were few youths
that fit this profile, if a youth were more apt to talk to people they did not know (they
were overly friendly), parents raised greater concerns around victimization than parents
whose youth did not engage with unknown people in public; for example, Sam’s mother
had concerns about this aspect of Sam’s nature, and was “thankful we live in a small
town so everyone knows him.”
Thread 5: Attention to Capabilities-Based Identity Making
To further support the primary research question and sub-question 5 regarding the
use of CAN instead of a medical/deficit model, in addition to the coded data of the
seventeen included transcripts, the narratives of all of the youth in transition were
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analyzed with attention to the CAN domains.
Life. The capability of life is defined as “being able to live to the end of a human
life of normal length; not dying prematurely” (Nussbaum, 2011, p. 34). This domain is
reflected most prominently in Casey’s lived experience, in which there is tremendous
focus on ensuring that she does not succumb to a premature death as the result of a
seizure. Although Aviv is diabetic, there was very little focus on the management of this
health concern by her family or by Aviv herself, who tests her own blood sugars and
injects her own insulin into the tissue of her stomach daily. Aviv was first and foremost
an artist; she may be an artist with diabetes, but this identity was not reflected in Aviv’s
portrayal of herself.
Bodily health. Bodily health is defined as “being able to have good health,
including reproductive health; to be adequately nourished; to have adequate shelter”
(Nussbaum, 2011, p. 34). Within the realm of bodily health is the consideration of
adequate shelter. Within my grouping of research participants, Grayce was the only
individual who was living on her own at the time of the research. As a CLBC supported
individual, she can pay market value for rent (which is typically far beyond the means of
someone living on PWD even with a part time job), live in HomeShare, or live in a
facilitated CLBC group home. Grayce was fortunate to have a very reasonable landlord
allowing her to live within her limited means paying rent. Bodily health is also reflected
in participants’ enrolment in sport or engagement in exercise routines. Special Olympics
was the most common activity for youth in transition; almost half of them participated
with the exception of Sam, Rae, Casey, and Reuben. Reuben worked out daily,
sometimes multiple times a day, walking on the treadmill or track. Rae, too, used daily
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exercise as a means of managing her mental and physical health by working out with her
family in their home gym. Casey engaged in stretching (yoga) activities each day to
improve her tone and flexibility. Finally, in addition to Special Olympics, Aviv was
involved in dance within the community.
Bodily integrity. Two of the research participants spoke with regards to bodily
integrity: Aviv and Rae. Bodily integrity is defined as “being able to move freely from
place to place; to be secure against violent assault, including sexual assault and domestic
violence; having opportunities for sexual satisfaction and for choice in matters of
reproduction” (Nussbaum, 2011, p. 34). Sexual satisfaction was raised by two
participants. Aviv, in a gentler sense, had a romantic interest in a young man in her
program, whom she was interested in dating. This presented as a “crush” and was
reciprocated by her person of interest. Aviv’s mom Miki tried to facilitate the
development of a relationship to honour her daughter’s desire, taking the two of them to
see a ballet on a date. Rae pursued her own romantic interests keenly and persistently as
she clearly presented her desire to have a sexual relationship with her boyfriend. She also
shared her desire to be a parent one day, when she was married. Joseph expressed some
worry regarding bullying in the community, as did Sam. None of the other participants
spoke of relationships nor of a worry regarding assault, abuse, or violence at the hands of
another person while in community; however, some of their parents expressed concerns.
Senses, imagination and thought. The fourth capability, senses, imagination and
thought, is defined as “being able to use the senses, to imagine, think, and reason”
(Nussbaum, 2011, p. 34). This domain was related to education and creativity that can be
fostered from the experiences and learning afforded an individual. Ben’s opportunity to
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graduate from high school and upgrade at college presented increased opportunities for
paid employment. Aviv’s folk art and Reuben’s Disney drawings emerged from their
fostered creativity. Grayce had the opportunity to work as an assistant EA in the school
system after earning her assistant ECE certification. Lynn and Grayce’s work within the
Girl Guide community to earn their Bronze and Silver Duke of Edinburgh awards,
respectively, also reflected this capability. Sam’s imagination was sparked by his
immersion into Dungeons and Dragons and his plethora of knowledge around obscure
gaming and science fiction topics. Joseph and Connor were attending adult special
education courses at their local college as they continued to develop their skills in literacy
and mathematics. Casey’s participation in the College of Transformation continued to
develop her academic skills, as well as her interest in writing. Lastly, Rae’s participation
in theatre was also representative of this domain.
Emotions. Love, grief, gratitude, and anger are but a few of our human emotions.
Nussbaum’s fifth capability of emotions is defined as “being able to have attachments to
things and people outside ourselves; to love those who love and care for us, to grieve at
their absence; in general to love, to grieve, to experience longing, gratitude, and justified
anger” (Nussbaum, 2011, p. 34). Love abounded within all of the lived experiences that
unfolded into narratives: love of family for each other, even when conflict occurred as a
youth in transition pushed for greater autonomy. Bumping places arose out of parental
worries and the desire to safeguard a child, even when the child was now a teen or adult,
but these bumping places arose out of love and the desire of a parent to protect their
child. While Joseph had experienced the grief of losing a parent, he had also been
supported through the experience and strengthened by his stepmother Agnus who
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honoured the memory of Joseph’s “angel mom,” but also set expectations for Joseph to
stretch and grow. Joseph also expressed gratitude to his step-mother daily and
consistently for all of the things she did for him each day by acknowledging and thanking
her.
Gratitude is a component of emotions that was mentioned in Nussbaum’s
definition. Special attention was given to gratitude in Wolff and de-Shalit’s (2013) work
with CAN. They determined that the ability to express gratitude and to give back to others
was a key aspect of the human experience, as one
needs to be a person who has feelings for others, and is able to express them in
appropriate ways. Being able to care for others is part of being a person, at least
under normal conditions and therefore part of one’s well-being. (p. 46)
Wolff and de-Shalit (2013) suggested that the importance of being able to show
gratitude was so critical that it should perhaps be separated out of the emotions domain of
CAN and added as its own domain: "doing good for others and being able to show
gratitude” (p. 47). Grayce and Lynn both volunteered to support community groups:
Grayce at Brownies and Lynne at Refuge, a program that is part of her church group.
Ben’s volunteering to be a public speaker to fundraise and gain support for Special
Olympics would also fit within this area of the emotions domain. While some youth
participated in volunteer work experience, I would consider that task to be different from
volunteering at a community-based activity to give back or expressing gratitude by doing
something nice for someone.
Practical reason. “A best day is a good day” reflected Reuben when asked about
how he viewed his life at his PATH meeting. An individual’s ability to reflect about their
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own life and what is good or bad about it comprises the capability of practical reason,
which is defined as “being able to form a conception of the good and to engage in critical
reflection about the planning of one’s life” (Nussbaum, 2011, p. 35). All of the
participants demonstrated practical reason with regards to conception of the good.
Joseph was perhaps one of the most self-reflective with regards to what was good in his
life from a lens of gratitude. He regularly voiced his gratitude for people and
opportunities both large and small within his life. Ben was perhaps the most articulate
with regards to planning his life in a step-by-step manner as reflected in his following of
his PATH.I In moments of lower anxiety, Rae could articulate the positive aspects of her
life which included her home, family, and dogs. Grayce, whose easy-going nature
touched many people in her community, also reflected on what was good in her life and
strove for further involvement in her community. Lynn’s love of the horse named Sitka
from therapeutic riding also reflected this capability; for Lynn, folding her life around
horses, and Sitka in particular, was a focal point of the best aspect of Lynn’s life in her
own opinion.
Affiliation. Friendships and social interactions are the cornerstone of capability
seven: affiliation which took many forms for the youth in transition. Affiliation is defined
as “(a) being able to live with and towards others, to recognize and show concern for
other human beings, to engage in various forms of social interaction; to be able to
imagine the situation of another and (b) having the social bases of self-respect and
nonhumiliation” Nussbaum, 2011, p. 35). Affiliation is therefore the intertwining of
gratitude, which was discussed within the emotions domain, as well as friendship and
social opportunities. Grayce—whom everyone seemed to know when we were out in the
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community—was the epitome of affiliation. Lynn had a friend at school with whom she
shared classes and ate her lunch. Church also provided a place of affiliation for Lynn and
Grayce. Sam was affiliated through his love of D&D and Magic the Gathering by finding
his place with others who shared this interest. Even as homeschoolers, Sam and Casey
each had opportunities to engage in small groups through fostered social skills groups.
Ben had his work community, Special Olympics, and friends he had made at camp and in
the community. Rae had fellowship through Garth Homer Society programming and
through social opportunities that her family fostered. Connor excelled at Special
Olympics as an athlete and had an affiliation with that setting, but not yet a friendship
group. Joseph had affiliation through college and Special Olympics. Affiliation through
volunteerism, as seen by Grayce’s involvement in Brownies and Lynne’s involvement in
Refuge and therapeutic riding, was also seen.
Other species. Other species, or “the concern for non-human animals, nature and
the environment” (Nussbaum, 2011, p. 35) was Nussbaum’s eight capability. Lynn’s care
of her assigned horse, Sitka, reflected this domain, while Rae’s love for her family’s dogs
was also indicative of this domain. None of the youth in transition included the
environment or nature in their narratives, perhaps because of their youth: recycling and
the environment are part of their way of being, so ingrained or expected as not worthy of
being mentioned? Regardless, none of the participants raised concerns about worries
about the environment.
Play. Play is Nussbaum’s ninth domain. It is defined as “being able to laugh, to
play, to enjoy recreational activities” (Nussbaum, 2011, p. 35). When I think about
recreational activities, Maslow hierarchy of needs comes to mind. It’s difficult for
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individuals to engage in Nussbaum’s capability of play when basic needs are not met.
When we think about addressing disadvantage, we often only concern ourselves with the
foundational aspects of life encompassed in bodily health, life, and bodily integrity for
example. Nussbaum, however, argues that we must consider play as well as these
foundations in order to ensure the best life possible for all individuals–all capabilities
must be considered. Play, or the enjoyment of recreational activities and engagement in
laughter, was seen in all individuals. Reuben’s opportunity to view logos and other
Disney/Pixar items on his laptop was clearly a source of joy and relaxation for him. Many
individuals looked forward to community activities with support staff, such as Casey who
enjoyed respite activities with another family, such as going camping. Casey also enjoyed
playing board games with her dad and with family friends as a source of play. Sam
played in the local symphony in the percussion section for enjoyment. Again,
engagement in Special Olympics occurred for many of the individuals who not only
participated for exercise and health, but for the social opportunities that arose in the
setting. Grayce’s volunteering at the King’s Hockey game not only gave back to the
community but also provided a source of joy for her as a fan.
Control over one’s environment. The tenth and final capability, control over
one’s environment, reflects two dimensions: “the right to participate in political life and
material [and] rights to seek work and hold property on an equal basis to others”
(Nussbaum, 2011, p. 35). This capability was interesting and since this study is occurring
within Canada, a protected right to vote when individuals turn 19 exists for everyone if
they register. The right to vote was not demonstrated in the thinking of any of the
individuals and I would be tempted to argue that it’s not within the day to day thinking of
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most Canadians. Sam discussed government with regards to wanting legislators to ensure
better inclusion of individuals with disabilities in Canada and within other countries when
we discussed inequality at more global levels. Of greater importance to many of the
youth was the area of employment within this domain. While individuals with
developmental disabilities have the right to seek employment, the ability to find
employment due to the need for accommodation is difficult. Connor’s inability to
translate his work at the cabinetry worksite into paid employment, Rae’s ongoing
volunteer work at the Cridge Centre that did not include pay and Aviv’s work at Sassy’s
restaurant that did not include remuneration are all examples of the challenges of
employment. Grayce, however, was able to secure a specialized position within the
school district that capitalized on her skills. Ben, also, had paid employment at Staples in
Cranbrook and Aviv was earning a living as an artist.
Summary of Threads Four and Five
The lived stories of youth in transition reflected the CAN domains. Meaningful
experiences provided to the youth have led to their formation of identities as athletes,
volunteers, employees, students, and friends. They have demonstrated self-determination
with regards to expanding areas of interest that were unique to each of them. While there
are additional opportunities for further growth, as there are for every human, CAN
provides a much more robust framework for the development of capabilities and their
related functionings than the medical/deficit model.
How Could CAN be Utilized
My fifth research sub-question asked how CAN could be included into our
systems if it was found to be a model that was superior to the medical/deficit model. As
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my research demonstrates its superiority with regards to identity-making and selfdetermination of youth in transition a variety of mechanisms for use of CAN become
apparent. The school system’s IEP development process yearns for a mechanism to grasp
in lieu of the use of SMART goals which are now discouraged. As experiential learning
becomes the focus in school systems, the incorporation of the ten central capabilities into
planning would better support the identification of helpful learning experiences for youth
in transition. Moreover, within the next phase, the transition to adult services, which is
supported through a person-centered planning process such as PATH, could be amended.
By amending the skill areas considered, this would decrease the risk of adaptive
preferences as all ten central capabilities would be considered. Lastly, Community Living
British Columbia, the crown corporation that oversees adult supports, could shift to
incorporate the Capabilities Approach in exchange for the medical/deficit model that is
central to the process of goal setting and funding within the Individual Support Plans.
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Chapter Six
Conclusion

In this conclusion, I provide a brief overview of the research outcomes and
recommendations for implementation within British Columbia. In addition, I touch on the
need to rethink models of disability. Thirdly, I discuss the use of narrative inquiry in
retrospect with individuals with developmental disabilities. Fourthly, I outline the
theoretical contributions this dissertation makes to the theory and literature. Finally, I
identify limitations and propose further research suggestions to complete this chapter.
Brief Overview
This dissertation sought to respond to the following research question and subquestions. I wonder if (does) the knowledge gained from the narratives of youth with
developmental disabilities, aged 14 to 25, and their parents can offer the impetus for
systemic change, shifting from a medical/deficit model to a holistic approach to transition
goal setting from high school to adult services in British Columbia?
1. How do the experiences of youth with developmental disabilities affect their
identity-making?
2. How do provincial Individual Education Plans support the preparation of
youth with developmental disabilities for life after high school?
3. How does a deficits-based approach to service delivery in provincial
institutions affect the identity-making of youth with developmental disabilities
and their parents?
4. How does a deficits-based approach to service delivery in provincial
institutions affect the self-determination of youth with developmental
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disabilities?
5. If Nussbaum’s Capabilities Approach (CAN) offers an alternative framework
to the medical/deficit model, how can it be incorporated into policies
associated with school transition goal setting?
One might argue that the social change, realized by the influence of the Social
Model, from institutionalization of individuals with developmental disabilities to our
current “neglect” of individuals with disability in community is undoubtedly an
improvement in their quality of life. However, immediate, widespread supports are
needed within British Columbia to ensure the health, safety, and security of youth in
transition and thereby allow for an improved quality of life. The voices of individuals
with developmental disabilities must finally be heard and counted, and their experiences
recognized and supported as a catalyst for change. The last two decades have given rise
to a new generation of individuals with developmental disabilities, who have experienced
previously unprecedented levels of freedom, belonging, and participation, yet there are
still tremendous levels of inequality.
This dissertation offers the beginning evidence for such change, a foundation
upon which planning and decision making can occur that is based on the experiences of
youth in transition. O’Brien and O’Brien (1991) indicate that “more and more people
with developmental disabilities emerge as having the same desire to author their own
lives as anyone else does” (p. 7). The lived experiences and told stories of individuals
with developmental disabilities must therefore be honoured, as stories compose the lives
of each human. Utilizing narrative inquiry with youth in transition offered an opportunity
for social justice and equality; moreover, it offered a holistic view of the individual as
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valuable and capable:. We have the correct epistemological foundations and
methodology for change; we need now to put the wheels in motion and affect change for
youth in transition to overcome barriers to experience and knowing.
Stories tell us who we are, and—when our stories are those of oppression and
marginalization—who we can or cannot become. Our stories are created by our
experiences over time in diverse situations. Dewey (1938) drew our attention to the
importance of creating experiences in the present, in which “a person, young or old, gets
out of his present experience all that there is in it for him at the time in which he has it”
(p. 49). Moreover, he warned about trying to use the present to prepare for the future,
saying that “the ideal of using the present simply to get ready for the future contradicts
itself. It omits, and even shuts out the very conditions by which a person can be prepared
for his future” (p. 49).
Yet, with person-centered planning, Inclusive Education Plans, and Integrated
Service Plans, this is exactly what we do to individuals with developmental disabilities.
Arbitrary goal setting, demonstration of functionings, and focus on measures of the
youth’s performance—and improving those scores—dominate the supports of youth in
transition. The focus of education for individuals with developmental disabilities has
remained in the realm of special education, an “otherness” that is perpetuated by the
hegemony of our cultural and social systems. Changes to the British Columbia Ministry
of Education curriculum over the last three years have led to a shift in focus from the
mastery of facts, to an emphasis on inquiry and experience as the Ministry of Education
(2017) recognizes that “it’s critical that we modernize our education system (designed in
the last century), so students can succeed in the 21st Century” (para. 2). Ironically, or
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perhaps fortuitously, the changes occurring within our present-day education system are
those ideas presented in Dewey’s (1938) Experience and Education as the “new
education” (p. 20). Perhaps this shift also offers hope with regards to recognition of the
need to foster inquiry, reflection, and experience for all learners.
The emphasis on inquiry and experience for students enrolled in school outside of
the auspice of special education, has refocused our culture towards the importance of
experience to the development of learning and identity. This shift, in and of itself,
provides hope as there has been a movement away from the focus on achievement, and
therefore on corresponding achievement gaps, that places some learners into the realm of
special education. Rosiek (2013) stated that achievement gaps might be “better framed as
concerns about opportunity gaps, which would direct our attention away from the
behaviors of students and towards the institutional and cultural context in which they find
themselves” (p. 698). This reframing is consistent with Nussbaum’s Capabilities
Approach, focusing on lack of opportunity to develop capability, leading to decreased
opportunity to participate as fully as possible in society. Moreover, there is a risk that
individuals with developmental disabilities, even when provided with opportunities to
engage in meaningful learning opportunities, will not being able to learn alongside their
peers because “persons marked as unworthy are unlikely to feel good enough to pose the
questions in which learning begins, unlikely to experience whatever curriculum is
presented as relevant to their being in the world” (Greene, 1993, p. 212). How do we
honour diversity in a democratic society in the 21st century, just decades past
institutionalization and segregation? We need to set aside the medical/deficit model and
bolster the systemic changes precipitated by the Social Model, by including Nussbaum’s
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Capabilities Approach.
Rethinking Models of Disability
Models of disability have arisen as ways to identify the needs of individuals with
disabilities. The two primary models: medical/deficit and social model each have
limitations that inhibit the identity-making of individuals with developmental disabilities.
The medical/deficit model perpetuates oppression of individuals, as the categorization
dehumanizes them by removing agency and self-identity. Moreover, the medical/deficit
model is rooted in the othering of individuals with developmental disabilities, framing
them as abnormal or different, rather than recognizing the variation of mental and
physical differences within the human population.
In contrast the Social Model of disability arose as a way to counteract the
medical/deficit model. The SM is responsible for systemic changes; however, the largescale movement of individuals with developmental disabilities from institutions to
community-based supports has not yet afforded them equality within our society, nor is
that likely to occur without further social reform (Canadian Association for Community
Living, 2008). Individuals with developmental disabilities remain marginalized.
The Social Model continues to view people with disabilities as a homogenous group with
common points of oppression, indeed Shakespeare and Watson (2002) refer to the SM’s
disability first view as its “sacred cow,” an ideology which cannot be challenged and
which has now become its “main weakness” (p. 5). It lacks the mechanism to recognize
the individual, to see a person with disability within a wider context. Despite the
movement forward created by this model, it has left little room identity-making outside
the realm of disability.

A STORIED LIFE

492

The Nussbaum’s Capabilities Approach to Human Development, however,
addresses the limitations of the social model. Nussbaum (2011) begins with a universal
set of ten central capabilities that she has identified as critical to achieve an equality of
capability. CAN acknowledges the uniqueness of each person, including those with
disability. It provides space for people with and without disabilities to claim their unique
place and role. Moreover, it does not discount difference that comes from the experience
of impairment, nor oppression that occurs as a result of disability. Lastly, it opens a space
to question why individuals do not receive the critical resources they require to foster
these capabilities.
Recommendations for Change
Within the institutions that support youth in transition, (schools and adult
supports), the use of a medical/deficit model limits their opportunities for experiences
that lead to identity-making. Moreover, the short-sightedness of the medical/deficit model
excludes many factors that are required to develop self-determination and maximize
independence. On the other hand, the ten central capabilities of CAN, which were
examined in this dissertation, provide the foundation for each and every individual (with
or without a disability) to become a flourishing human being (Nussbaum, 2011).
Nussbaum’s Capabilities Approach to Human Development offers an alternative to
resolve long-standing debate around theoretical political dimensions of disability, as well
as a paradigm on which to frame goal setting.
The dissertation demonstrated that the use of the medical/deficit model
perpetuates disadvantage and discrimination. Moreover, the medical/deficit model does
not reflect the identity of the individuals whom it was designed to support. CAN better
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reflects the identity that individuals create for themselves. When we listen to the voices
of youth in transition, their storied lives unfold before us, depicting their hopes and
dreams as they story themselves in relationship with others and their community. The
adoption of CAN as a goal setting paradigm by our provincial institutions could yield
meaningful experiences for identity-making; for the creation of the best storied life for
each individual. CAN provides the needed framework upon which to modernize services
for youth in transition. To this end, I offer the following recommendations based on the
results of this dissertation, for changes to the systems utilized in our province.
1. As the BC Ministry of Education begins to transition to a new IEP format, all ten
central capabilities should be considered, with the inclusion of goal areas in
practical reasoning (self-determination), affiliation, emotions (in particular
expressing gratitude and giving back to others), and lastly, senses, imagination
and thought included in all circumstances.
2. The PATH process should be updated to reflect CAN categories to ensure that all
of a youth in transition’s functionings and capabilities are considered.
3. As part of their re-envisioning, Community Living British Columbia should
consider the incorporation of CAN central capabilities as goal areas for youth in
transition.
4. Individual Education Plans should parallel the province’s new curricular emphasis
on experiences. As part of the strategies section within the IEP, experiences
should be included to ensure meaningful learning opportunities for youth.
5. Individual Education Plans should include mandated transition goals for youth in
Grades 10 to 12. The goals should be selected from a person centered process
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such as a PATH; however, the method should be updated to reflect the ten central
capabilities.
Narrative Inquiry in Retrospect
I cannot imagine how this dissertation could have been completed using a
different methodology. From a practical perspective, the use of narrative inquiry as my
qualitative research methodology was ideal for working with individuals with
developmental disabilities as their participation in the research was not reliant on a
certain level of verbal communication. Instead, individuals co-composed their stories by
showing me things of interest to them; by taking me to visit places that were important to
them; and, by engaging in activities that they enjoyed. By entering into their space,
looking forwards and backwards, while thinking about myself in relation to them and
their environment, I was able to form a relationship which enabled the composition of
their narratives: the telling of their stories in their voices: the account of a life in
transition.
From a theoretical perspective, the use of narrative inquiry was empowering to
the individuals and their families. Some families revealed that they felt like their stories
were recognized and their knowledge affirmed for the first time. They expressed feelings
of catharsis and empowerment. For many, joy was shared and for others, worry as the
journey continues with some uncertainty. The individuals who made strides over our time
together, expressed pride and excitement in telling me about each of their new life
chapters. I remain in contact with many of them through social media as we continue to
share a relationship.
For me, as the researcher, the use of narrative inquiry enriched my life. I was
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granted the opportunity to witness and participate in the growth of ten youth and their
families which I view as a gift. Although I felt tension at times, each point of unease also
offered a place for reflection and growth, an opportunity to re-story myself.
Contributions to Theory and the Literature
There were four main theoretical contributions of this dissertation:
1.

To address the weaknesses of the transition process from high school to adult
support, the province released the Cross Ministry Transition Planning Protocol for
Youth with Special Needs (TPP) in 2009. It was hailed as an historic document at
that time as it promised a comprehensive transition planning methodology to
support the transition of youth to adult services. However, it has failed to provide
this. An outcome of this dissertation is the provision of the beginnings of a
previously lacking evidence base for the Transition Planning Protocol. The use of
CAN as the foundation of the Transition Planning Protocol would provide the
needed evidence-based framework.

2.

In addition, despite the updating of the BC Ministry of Education’s curriculum for
students in kindergarten through grade 12 to emphasize experience based learning,
special education services have continued on without change, held within the old
confines of the medical/deficit model. The importance of the use of CAN to support
the development of experience based IEP’s that foster meaningful opportunities for
identity-making has been demonstrated in this dissertation.

3.

With regards to new methodological and disciplinary knowledge, the completion of
this dissertation with individuals with developmental disabilities led to new
knowledge with regards to the lived experiences of youth in transition.
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Lastly, this research will be the first comprehensive narrative inquiry work with
individuals with developmental disabilities utilizing Clandinin and Connelly’s
methodology, thereby extending this research methodology into use with this
population.

Limitations and Proposed Further Research
There are three limitations to this dissertation research. To this end, I offer three
proposals for further research to explore each limitation.
1.

A potential limitation of this research is the generalizability to other provinces
within Canada as each province has its own unique, culture, education and adult
support system. Replication of this research within each province would determine
if CAN represents the identity that youth in transition compose for themselves in
other provinces.

2.

This research included rural and urban participants of different ethnic backgrounds
and socio-economic status with the exception of Indigenous peoples. The
generalizability to an Indigenous population would require further targeted research
to determine if there are factors that are unique to the intersectionality experienced
within these populations.

3.

This dissertation utilized participants who met the criteria of youth in transition
within the province of British Columbia. For this population, CAN was
demonstrated to be representative of the identity that individuals create for
themselves at this stage in their lives. However, a limitation of this research is that
CAN has not been explored with regards to the identity of a younger demographic;
therefore, the use of CAN in the development of IEP’s for younger children has not
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CAN is representative of a younger demographic, perhaps through a replication
with younger participants.
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Appendix 1: Code Book

Theory Driven Codes
Classification and
Code

Bodily Health (BH/BH+)

Bodily Integrity—
Safety (BIS)

Bodily Integrity—
Sex (BISX)

Senses, Imagination

Definition

Key Words

Theory Driven Codes: Capabilities Approach
Bodily health is defined as
Difficulty in: getting access to
negative or positive statements
equipment to enable engagement
related to food security and
in the community; management of
housing security. These are
chronic health such as diabetes;
negative or positive statements
access to prescriptions; ability to
about the needs that are difficult to afford food; use of food banks,
meet due to lack of money,
meal programs, housing security.
distance, or professional care such Homeshare: moving around,
as lack of doctors. Positive
choice, location. PWD access to
statements are rated under BH+
funding.
and refer to being supported to get
on wait lists for supports or access
to special programs that support
skill development around diet, etc.
(Nussbaum 2011—Access to
health care, nourishment, shelter)
Bodily integrity safety is
Feels safe at home, feels safe in
statements related to worries
community, knows about dating
around physical safety due to
safety, bullying, been made fun of
having a disability. Bodily
for a physical trait in the
integrity may include
community, has been taken
worries/fears/actual occurrences of advantage of financially, ignored
bullying, verbal abuse, physical
by caregivers/parents at home,
assault, neglect or sexual
sexually harassed by a person in
harassment or sexual assault.
the community, assaulted,
These are overt occurrences, as
expresses fear about being in
exclusion from a setting or event is community alone, takes
coded under Affiliation Exclusion precautions.
(AEX)
(Nussbaum 2011—Free from
assault or violence)
Defined as opportunities to have a Has or has had a boyfriend or
romantic partner or engage in
girlfriend, knows where to meet
sexual activities with whomever
people, has access to birth control
one likes. Includes LGBTQ.
(condoms or pill) or knows how to
Knowledge of birth control and
access it, has access/opportunity
prevention of sexually transmitted for sexual satisfaction (adults).
diseases. Knows where to obtain
Had sexual health class, has
information and access to
someone they can talk to about
condoms and birth control.
sexual concerns, LGBTQ, dating,
(Nussbaum, 2011—Opportunities
marriage, wants a family someday.
from sexual satisfaction and
choice in reproductive matters)
Senses, imagination and thought
Has basic literacy and numeracy;
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Emotions (EMO)

Practical Reasoning
(PR)
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refer to having had sufficient
support to learn basic literacy
(reading and writing) and math to
be able to maintain own record,
read for pleasure or need, support
employment. Opportunities to
engage in art, dance, music, drama
or other activities that use
imagination.
(Nussbaum 2011—Adequate
education, basic math and literacy,
using imagination and thought in
experiences of one’s own choice,
engaging in pleasurable
experiences)
Emotions refers to having a group
of people or person(s) that is
special in your life. Family, friend,
extended family - this person is
not paid to care for the individual,
but rather is involved out of love
for the person and the individual
loves them too. References to
feeling too anxious to go out and
meet people and be a part of the
community activities due to “too
many people” or “worry about
what others might thing of me”
unsure about “what to do”
(Nussbaum 2011—to love
someone who loves and cares for
us, grieve when they are absent,
not being hampered by fear or
anxiety (human association))
Practical reasoning refers to the
ability to make small decisions on
a day to day basis to big decisions
including planning and goal
setting and following through. PR
can involve the support of another
person to carry out the goal and
help in the goal setting. PR is the
same as self-direction. Participates
in goal setting at IEP or PSP
(adults). Knows about own
diagnosis and own needed
supports. PR also includes selfadvocacy.
(Nussbaum 2011—Ability to
engage in critical reflection about
planning for one’s life)

graduated with Dogwood; current
reading/writing ability does not
hamper other goals, enjoys music,
dance, art, sports or other
experiences in the community. Has
the opportunity to do things he/she
wants to do - go to concerts, go on
trips, etc. Feels like they’ve had
lots of experiences in their lives,
participation in field trips at
school, camp trips.

Talks about special people in their
life including family and good
friends. Talks about missing
people who have moved or are
away at school etc. Talks about
special friends from camp or other
settings such as respite.
Talks about not wanting to go
places where there’s too many
people. Noisy settings, busy
settings are overwhelming.
Worries about getting lost or not
knowing what to do and being
judged.

Engages in decision making, talks
about goal setting, weighs pros and
cons to doing something, makes
day to day decisions, has someone
to rely on for bigger decisions,
learns from mistakes, persists in
learning something new; talks
about dreams, knows strengths and
weaknesses, negotiates,
compromises, problem solves if
something didn’t go right.
Participates in own IEP/PSP and
knows own goals and progress
towards them. Thinks about future
goals and things they want to
accomplish. Able to advocate for
own wants and needs, questions
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Affiliation—outreach is defined as
involvement with others, showing
concern for others (empathy or
sympathy), volunteering to help
others less fortunate, participating
in community social groups,
having friends to do things with,
using social media to stay in
contact, texting or calling to stay
in contract with people.
Championed by someone in the
community or a special teacher
who took an interest.
(Nussbaum 2011—Showing
concern for others, engaging in
social interaction, empathy, being
treated as worthy by others, being
treated as equal to others, nondiscrimination)
Affiliation—exclusion is defined
as any situation in which the
individual was excluded from
participation in an event, activity,
class, course, or public social
group due to disability, overt
discrimination, person or situation
that led to disempowerment of the
individual.

Other species refers to concern for
living creatures such as the care of
a pet or love of animals. It also
includes stewardship of the
environment - need to recycle, no
littering, global warming. Respect
for nature and parks as important
spaces to leave untouched.
(Nussbaum 2011—Living with
concern for and in relation to other
species and nature)
Play refers to participation in
recreational activities that are
ongoing over a number of months.
Or hobbies that occur over the
year, for example hiking groups.

others about rules that might be
unfair or arbitrary.
Volunteers to help others, belongs
to social groups for people with
DD, has a friend that they do stuff
with, Facetimes, texts or calls
peers, talks about community
support from non-disabled peers,
championed by someone (a special
teacher for example); goes to
activities with non-disabled peers
(school dances), goes to social
activities for people with DD
(dances, Operation Trackshoes).
Social activities scored in this
category are not on-going such as
Special Olympics - those are
scored in “play.”

Not allowed to take a certain class
at school, not allowed to
participate in school trips, physical
barriers to wheelchair accessibility
prevented participation, judgment
by a non-disabled person about
ability of the individual led to
exclusion, thinking the person may
not be successful in a setting led to
exclusion, worrying about what
other people might think about the
person led to exclusion (not fear of
victimization - that is scored under
Bodily Integrity – safety).
Cares for pets, talks about
environmental concerns, recycling,
talks about nature, animals,
references enjoying being in
nature.

Has a variety of activities to
engage in other than TV and
electronics. Has season tickets to a
sporting activity or theatre or
symphony, Special Olympian,
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(Nussbaum 2011—Enjoyment of
recreational activities)

Control Over One’s
Environment—
Material (COM)

Self-Determination
Removed (SDR)

Control over one’s environment—
material is defined as the ability to
have employment that meets the
individual’s needs, being accepted
by coworkers and included in
activities with them such as Xmas
parties. Being recognized as
contributing and feeling valued
about employment. Having your
own place that you can decorate
the way you want, meets your
needs. This is different from
housing insecurity - moving
around frequently with little
choice in who one lives with - that
is scored as Bodily Health.
(Nussbaum 2011—Holding
property, seeking employment on
equal basis with others, working in
mutual recognition with
coworkers)
Negatives
Self-determination removed refers
to negative statements about
practical reasoning in which
someone else makes decisions on
behalf of the youth, lack of
participation in goal setting, lack
of awareness of needs, strengths
and weaknesses.
Evidence of choice making in a
situation was removed by another
person or institution.

Power2Be, engages in or plays in a
band, camping, fishing, hunting or
boating at least 4 times each
season
One off events such as concerts are
scored under SIT (Senses,
Imagination and Thought).
Lessons in music, art, etc. are also
captured in SIT.
Seeks employment, has a job,
work experience, going to school
to take a class to get a job,
welcomed by coworkers, engages
with coworkers outside of work,
boss calls them in regularly. Has
their own place (owned). If living
in Homeshare, is able to decorate
as they like it, has items needed,
has privacy. If at home, has room
the way they like it.

Negative statements about
engaging in decision making,
inability to goal set, doesn’t make
day to day decisions for things
such as clothes, lunch etc., has
someone to make all decisions,
caretaking stance, different
expectations from non-disabled
people or siblings, makes same
mistakes multiple times, no
persistence in learning something
new, no awareness of own
strengths and weaknesses, has
tantrums, refuses to do things, no
negotiation, no compromises - gets
upset if doesn’t get own way,
doesn’t problem solve if something
didn’t go right. Lack of
participation in own IEP/PSP.
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Happy in the here and now,
doesn’t want things to change.
Does things because they feel they
“have to” because “someone said.”
Theory Driven - Ministry of Education
Life skills are defined as teaching
Ability to dress oneself, travel in
of skills or demonstration of skills community on the bus, cook for
related to home care, community
oneself, handle money,
access and daily living.
housekeeping tasks, banking,
Parents/youth may make positive
saving money, making purchases.
or negative statements such as
what skills the individual
has/doesn’t have.
Victimization refers to: avoiding
victimization by knowing skills to
prevent/avoid victimization.

Victimization (VIC)

Social Skills
(SSK+/SSK-)

Social skills are defined as
teaching or demonstrating social
skills. Parent/youth may make
comments about existing or
missing social skills which will be
coded as positive or negative.

Knows who to trust (circles);
dating class, healthy sexuality
class, awareness of potential
dangers being out alone at night,
knows not to lend money or items
to people, has someone that they
can tell, knows about good secrets
and bad secrets.
Greetings, initiating conversations,
engaging in conversations (on
topic), able to talk about other
people’s interests, maintains
distance between self and others,
waits in line-ups, able to take turns
and wait for turn, able to ask for
things they want/need, asks
questions for clarification.

