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Abstract

The purpose of this dissertation was to examine the physical activity (PA) participation of
adolescents with autism spectrum disorder (ASD) as they are reported to be less active than their
age-related peers. Driven by Norbert Elias’ Figurational Sociology, this study explored the lives
and perspectives of a group of adolescent boys with ASD, and examined how their PA
participation was mediated by wider social, cultural, institutional norms, values, and beliefs
(socio-cultural processes). The objective was to understand how the identified socio-cultural
processes interacted with bio-physical and psycho-behavioural processes to enhance, shape, and
curtail their participation. A critical qualitative study using a multi-method design was used
where 10 adolescent boys with ASD participated in two face-to-face interviews, and each created
a digital story. Findings of this study make three substantive contributions to the literature on PA
participation. First, data generated with participants added novel, rich, and in-depth descriptions
of PA participation, and preliminary insights into the daily lives of adolescents with ASD.
Second, in examining the daily lives of participants, findings highlight that PA was not merely a
behaviour determined at the level of the individual. The analysis illuminated how PA was shaped
by wider social values, norms and assumptions about ASD, and by practices, and interactions

within particular PA spaces. These socio-cultural processes in turn influenced the (conscious and



unconscious) choices and preferences made by participants in their particular social contexts, and
shaped their habitus toward PA (dis)engagement. Finally, socio-cultural processes do not exist,
or function in isolation. Rather, the study demonstrated how the interaction of bio-physical,
psycho-behavioural, and socio-cultural processes interact to enhance, shape and curtail PA
participation in numerous ways. These findings illuminate the complexity of PA participation,
add nuance to the understanding of (in)activity, and highlight the need to consider these
interdependent relationships when studying, conceptualizing and developing PA programs,

opportunities, and interventions.
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Chapter 1



1 My Interest in Studying Physical Activity
1.1 Introduction to the Study

My interest in studying physical activity (PA) among children and adolescents (henceforth
adolescents) commenced ten years ago when | was training to be a health and physical education
(HPE) teacher. Throughout my practice teaching placements, | noticed that some students
seemed to be more inclined to participate in HPE class, while other students seemed to be
disengaged, and did not actively participate. Despite attempting to use several teaching strategies
that were supposed to enhance engagement and participation with students who seemed
‘disinterested’, | really struggled to engage these particular students in my classes. These
challenges that | experienced however ignited an interest in research where | turned to the
scientific literature to seek out methods and strategies to enhance the engagement of these
students in my classes. While examining the literature, | learned that adolescent boys in Ontario
public schools were increasingly dropping out of HPE as soon as they were allowed to do so by
the institution. In some secondary schools in Ontario, rates of attrition between the 9™ and 10%"
grade of HPE class eclipsed 90% (Atkinson, 2014; Jachyra, 2013). Despite these high rates of
attrition, there was little research that examined what might be driving these boys toward
inactivity at school. This lack of research in turn served as the impetus of my master’s research
(See Jachyra & Gibson, 2016; Jachyra, 2016; Jachyra, 2014) which ethnographically

(See Jachyra, Atkinson, & Washiya, 2015; Jachyra, Atkinson & Gibson, 2014), examined how
behavioural, social and cultural processes (such as masculinity) shaped the enjoyment,

experience, and predilection of HPE participation among adolescent boys.

While conducting my master’s research which involved observing four senior HPE classes
between grades 6 and 8, | noticed that there were two groups of students across six HPE classes
who rarely participated. Curious to learn more, | asked the teacher of the classes why these
particular students were predominantly inactive in HPE. Much to my surprise, the teacher
responded saying “it’s because Of their autism, they’re just not interested in gym class. It’s just
not for them”. Although I did not know what to make of the teachers’ response, it prompted me
to look into PA participation among adolescents with autism spectrum disorder (ASD). While
sifting through the related literature, | was surprised to learn that adolescents with ASD were

reported to be predominantly inactive both in school and community based contexts (Bandini, et



al 2013; Pan & Frey, 2006), but there was little research that examined why they were highly
inactive. Concomitantly, there was almost no research that was conducted in Canada, and this
lack of research examining PA participation among adolescents with ASD served as the impetus
for this doctoral dissertation.

This dissertation is a study of PA participation among ten adolescent boys with ASD. The study
generated rich descriptions, novel theoretical insights, and new substantive knowledge regarding
physical (in) activity among adolescent boys with ASD. As will be illustrated throughout the
dissertation, adolescent boys with ASD were not naturally lazy, or simply drawn to sedentary
activities. Rather, the dissertation highlights that PA participation was shaped by the
interrelations of the everyday lives of adolescent boys with ASD, situated within their broader
temporal, political, social, and spatial contexts which they interact. This analysis of PA
participation among adolescents with ASD is an original contribution which heretofore has not

been described in the literature.

In this introductory chapter, | outline the research problem, and the aims of the research that
were addressed by this study. Next, I introduce the critical social science approach which
undergirded this study, and how this approach guided the selection of Norbert Elias’ Figurational
Sociology as the conceptual framework. After introducing these conceptual elements, I also
include a few notes regarding how | conceptualized ASD, and the use of language in the
dissertation. | conclude this chapter by outlining how the dissertation is organized, and provide a
brief outline of the chapters which follow.

1.2 The Research Problem

Research consistently suggests that PA participation for adolescents with ASD can contribute to
a number of positive physical, mental, and social benefits (Sowa & Meulenbroek, 2012). In this
vein, it has been suggested that PA participation can enhance strength and improve fitness
(Ketcheson, Hauck, & Ulrich, 2018), and facilitate participation in the community (Gregor et al.,
2018). Improvements in psychological well-being (Lang et al., 2010), and decreases in self-
injurious behaviour (Sowa & Meulenbroek, 2012) have also been noted in exercise intervention
studies. Despite these reported benefits, research suggests that adolescents with ASD often do
not meet PA guidelines that recommend 60 minutes of daily PA (Bandini et al., 2013).
Compared to their age related peers, adolescents with ASD are reported to be less physically



active, and tend to participate in fewer PA activities (McCoy, Jakicic & Gibbs, 2016). Their
inactivity however can potentially be problematic as they are positioned to miss out on some of
the aforementioned benefits. Despite increasing research examining physical (in)activity among
adolescents with ASD (Healy et al., 2018), and calls for research to enhance their participation

(McCoy, Jakicic & Gibbs, 2016), it remains unclear why they are predominantly inactive.

To date, much of the PA research has examined bio-physical (e.g. gross-motor skills, sensory
sensitivities) [MacDonald, Esposito, & Ulrich, 2011], and/or psycho-behavioural dimensions
(e.g. motivation) [Eversole et al., 2016] and how they influence PA participation. However,
qualitative investigations of PA participation have been a significantly neglected area of inquiry.
In this vein, little is known about the perceptions, meanings, attitudes and beliefs of PA
participation in the daily lives of adolescents with ASD. Directly engaging and conducting
qualitative research with adolescents however has the potential to generate new and rich insights
that might not be elicited using other robust methods, or by engaging only with proxy

stakeholders such as caregivers, teachers/coaches, and service providers.

Complicating the lack of qualitative research with adolescents, is a significant dearth of research
that has examined how PA participation is shaped beyond the level of individual impairments
and/or cognitive processes. With the majority of research examining how bio-physical and
psycho-behavioural processes shape participation, little is known about how wider social,
cultural, and political (hereafter socio-cultural processes) shape PA. Recognizing that PA
participation does not take place outside of wider socio-cultural processes in which adolescents
are immersed, there is a need for research to examine how broader social relations influence
participation. This knowledge gap is problematic as there also is very little research that has
considered how socio-cultural processes interweave with bio-physical and psycho-behavioural
processes to shape PA with adolescents, and particularly adolescents with ASD. Given that
socio-cultural processes do not exist independently from the lived bio-physical, affective,
cognitive, and existential dimensions of the body, there is a need for such an integrated

investigation.

To examine physical (in)activity among adolescents with ASD, this study was conducted with a
group of boys with ASD. | decided to conduct this research with boys only to build on my



master’s research which studied how masculinity shaped PA participation. Building on this
interest of my research program, this doctoral project extends my previous work to consider
these questions in relation to adolescents with ASD, and the multiple and intersecting forces
which shape their PA participation.

1.3 Research Aims

Given the knowledge gaps described above, a critical qualitative study was designed to:

1) Explore the attitudes, beliefs, conceptualizations, and experiences of PA participation

among adolescent boys with ASD, and to contribute detailed descriptions of their lives;

2) Draw on their subjective experiences to interpret how social, cultural, institutional, and

political processes (socio-cultural processes) mediate PA participation; and

3) Analyze how socio-cultural processes interact with bio-physical and

psycho-behavioural processes to enhance, shape, and curtail PA participation.

Although the three research aims are presented separately, each are interdependent, and build on
each other to contribute to the study of PA participation among adolescent boys with ASD. For
example by exploring participants’ perceptions, data generated was used to interpret how socio-
cultural processes mediate PA participation. Identified socio-cultural processes were in turn
analyzed to examine how these processes interacted with bio-physical and psycho-behavioural
processes. Given the explicit focus on examining social relations, and the interdependencies
across these processes, a critical social science approach was used to guide the aims of the study.

This critical approach is described below.

1.4 A Critical Approach to Examining Physical (In)activity

The study is undergirded by a critical social science approach (Eakin, Robertson, Poland, Coburn
& Edwards, 1996). Critical approaches acknowledge dialectical relationships between the
individual, situated within their economic, political and social contexts (Eakin et al., 1996). As
such, critical approaches posit that “practice and societal contexts determine what people think
and do and that they even shape what people imagine is possible” (Townsend, Cockburn, Letts,

Thibeault & Trenthan, 2007, p. 155). Critical approaches examine power relations, interrogate



the tacit and explicit assumptions and ideologies that undergird daily practices by examining
how the micro-level of the individual interacts with broader and macro-level political, economic,
and social context (Eakin et al., 1996) to shape daily lives. Critical approaches therefore are
explicitly concerned with identifying and addressing mechanisms of social exclusion (Eakin et
al., 1996), can be used as a tool to stimulate social change by obscuring the politics, vested
interests and issues of power in the scientific process (Duchan & Leahy, 2008), and offer
alternative approaches of inquiry and knowledge production (Gibson & Teachman, 2012). As a
result of this explicit focus on stimulating social change, identifying social conditions and
complex operations of power which shape the lives of human beings, critical approaches
inherently also have an ethical focus. The ethical dimensions of using a critical social science

approach in this study are discussed in Chapter 7.

A critical social science approach was employed in this study as it dovetailed with my interest in
examining how social relations (socio-cultural processes) at the macro-level, interacted with
forces at the micro-level (bio-physical and psycho-behavioural processes). A critical approach
was also used to interrogate what might be some of the multiple (and potential unintended)
effects of PA participation among adolescent boys with ASD. With the literature often
positioning PA as a potential panacea to attenuate ASD symptoms, or an elixir to improve
health/well-being given the reported benefits of PA (see Sowa & Meulenbroek, 2012), a critical
approach was used to problematize the putative goodness of physical activity.

To foreground this analysis, | drew on Norbert Elias’ Figurational Sociology. Elias’ conceptual
framework falls within the broad range of a critical social science approaches such that
Figurational Sociology offers conceptual tools to draw attention to the interdependent and
recursive relationships between the individual, and their larger social and political context.
Drawing on Elias’ concepts of figuration, hinge, and habitus, Elias’ conceptual tools were used
to move beyond merely describing participants’ experiences in PA as has been done in much of
the qualitative research to date (see Healy et al., 2013; Lamb, 2014; Arnell et al., 2018). In
conjunction with a critical lens and Elias’ conceptual tools, the analysis was oriented at
examining how individual (biological impairments, behaviours, perceptions, experiences) and
micro-level interpersonal processes, interact with, and are contoured by broader macro-level

(social, institutional, community, and public policy) processes. Examining these interrelations



therefore are tools to analyze the forces which enhance, shape, and curtail PA participation

among adolescent boys with ASD.

1.5 Conceptualizing Autism Spectrum Disorder

Across the academic landscape, ASD is a highly contested construct. In its most reductive
conceptualizations, ASD is positioned either from bio-medical or a neurodiversity perspective.
From a bio-medical perspective, ASD is conceptualized as a constellation of conditions that co-
occur with other disorders and disabilities (e.g., intellectual disability, attention hyperactivity
deficit disorder) (Anagnostou et al., 2014). With significant heterogeneity in presentations, ASD
as a medical condition contributes to impairments in: social communication and social
interaction, along with restricted, and repetitive patterns of behaviour, interests or activities
(American Psychiatric Association, 2013). Symptoms often are identified by clinicians during
early development, and are described as contributing to challenges impairments in social,
occupational and other areas of functioning, (American Psychiatric Association, 2013). As a
result of these impairments, medical treatments and interventions are aimed at alleviating the
identified impairments in an effort to “facilitate the acquisition of skills, remove barriers to

learning and improve functional skills and quality of life” (Anagnostou et al., 2014, p. 515).

In contrast to a bio-medical perspective, a neurodiversity approach argues that ASD represents
one form of human and brain variation. Challenging pathological conceptualizations of ASD, a
neurodiversity perspective argues that differences observed in the brain are natural forms of
neurological and human diversity where the brain is ‘wired differently’ (Lai et al., 2018), but is
not considered pathological in nature. Recognizing these differences, a neurodiversity
perspective argues that ASD is a way of being, thinking, acting, and feeling that is accompanied
by various strengths, differences, challenges, and identity formation and therefore should be
embraced. Rather than preventing and intervening through therapy, a neurodiversity paradigm
seeks to problematize negative conceptions of ASD as pathology, and to challenge social,
political, and cultural barriers which limit participation in daily life (den Houting, 2018).

Although I have outlined the two predominant reductive conceptualizations of ASD in
opposition, conceptualizing ASD from either as a bio-medical disorder or a form of neurological
variation does not acknowledge the interconnected biological, social, and cultural complexities.



Rather than pitting these two approaches in diametric opposition, | suggest there is a need to
move beyond reductive understandings of ASD and to understand the interdependencies of both
approaches. To take into the account the biological, psychological, and social complexity of
ASD described across these two approaches, in this dissertation, | propose that ASD cannot be
simply reduced to a disorder (bio-medical approach) or a human variant (neurodiversity
approach). Rather, | argue that ASD is a neurological condition with biological underpinnings
that are situated in, and buttressed by scientific, social, cultural, political, institutional, historical,
trajectories, practices, processes over time. Together, these biological, psychological, social and
cultural interrelationships shape how ASD is conceptualized, shape what we imagine is possible,
and produce social conditions which shape the everyday lives of individuals with ASD. In this
vein, | propose that the biological social, and cultural foundations of ASD are fundamentally
interconnected, and should be conceived as interdependent from the outset. Conceptualizing
ASD in this way not only moves closer toward a more holistic understanding of ASD which
heretofore has been missing from the literature, but also seeks to eliminate individual and social

barriers in an effort to enhance one’s participation and well-being in daily life.

1.6 Language and Terminology

Similar to the discordance regarding conceptualizations of ASD, language used to describe ASD
is also highly contested. In reviewing the literature, there is substantial disagreement regarding
how to describe individuals with ASD where both identity first, and person first language is often
used. Despite the often interchangeable use of the terms ‘autistic individual’ and ‘individual with
autism’ in the literature, there are important social, political, and ontological differences between
these conceptualizations. For example, the usage of identity first language (autistic individual)
posits ASD is not the result of a biological impairment as promulgated by the medical model of
disability. Informed by the social model of disability, the use of identity first language proposes
that disability generally, and in this case ASD specifically, is the result of particular social and

political conditions such as exclusion, prejudice and discrimination (Goodley, 2011).

In stark contrast, person-first language ‘individual with autism’ draws on an impairment based
conceptualization of the body in which impairment is the result of “real bodily variations”
(Thomas, 2004, p. 25). Rather than conceptualizing disability to be the result of oppression or
affliction (Hughes & Patterson, 1997) as proposed by an identity-first approach, person-first



language does not take into account the social conditions which produce disability (Tremain,
2005; Teachman, 2016). Drawing on the medical model of disability, disability and impairment
are conceptualized to be natural, and a result of bodily deficits (Thomas, 2004). As such, in this
formulation, ASD is conceptualized as a disorder as a result of impairments in

social/communication skills, and behaviours.

The lack of consensus regarding the use of terminology across the literature is highlighted by
Kenny et al (2016). Among a sample of autistic people, parents and professionals in the United
Kingdom, identity first language ‘autistic individual” was most highly endorsed among autistic
adults parents, and family members, and was least endorsed by professionals working in the field
(Kenny et al., 2015). On the other hand, person-first language (individual with autism) was most
endorsed by health-care professionals. Although I recognize that this one study is located in the
context of the United Kingdom and preferences likely differ across geographical regions, this
study highlights the discordance regarding language. Given the discussion above, | recognize
that there is no consensual way on how to optimally describe individuals with ASD. Recognizing
this complexity, in this dissertation, | utilize person-first language (adolescents with ASD) as this
was the preferred terminology selected by study participants. My rationale is to utilize language
that respects how study participants in this particular study self-identified. Importantly however,

| do not approach disability and impairment as dualistic concepts. Consistent with my bio-
psycho-social conceptualizations of ASD described above, | concur with Thomas (2004) and
recognize that disability and impairment are recursively interconnected, where biological
underpinnings of ASD are situated within and interact with broader socio-cultural processes.
Despite the usage of person-first language in this dissertation, | recognize that adolescents with

ASD are not a homogenous group.

1.7 Organization of the Dissertation

To conclude this introductory chapter, | outline the organization of the dissertation and provide a
brief overview of each chapter. The dissertation is partitioned into seven chapters, and uses a
hybrid paper-based monograph-dissertation format. For example, Chapter 4 which describes the
study methods is written in a monograph style, while Chapters Chapter 5 and 6 have been
prepared as two manuscripts with the aim to be published in academic peer-reviewed journals.

For each of these latter two manuscript chapters, an abstract is included, along with an
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explanation of the target journal, and the status of the paper in the peer-review process. Given the
use of a hybrid-paper format, there is some (inevitable) repetition in content across the
dissertation (such as introductory components of the manuscripts). To facilitate flow in the
dissertation, a brief explanatory preface precedes each of the paper-based chapters.

Following this introductory chapter, Chapter 2 explores, and synthesizes various literatures on
PA participation among adolescents with ASD. To further contextualize the study, the review
provides a brief overview of ASD, highlights the common co-occurring physical and mental
health challenges that have been described, and discusses the identified benefits of PA
participation. In reviewing the literature on PA participation, | discuss how PA is predominantly
conceptualized, and flesh out the substantive and theoretical knowledge gaps which served as the
impetus for this study. I then highlight how these knowledge gaps resonated with the critical
social science approach, and particularly Norbert Elias’ Figurational Sociology which served as

the conceptual framework for the study.

After outlining how my research serves as a point of departure to address these knowledge gaps,
| briefly review literature about the daily lives of adolescents with ASD, and highlight the little
research that has explored PA participation with adolescents with ASD directly. In doing so, |
highlight the value in directly conducting research with adolescents with ASD to (co)produce
new insights about PA participation. In closing this section, | highlight avenues for future

methodological developments.

In Chapter 3, I set out the conceptual framework that oriented the study of PA participation
among adolescent boys with ASD. Informed by Norbert Elias’ Figurational Sociology, | describe
Elias’ Figurational approach, his sensitizing concepts, and outline how they informed my study
of PA participation. Throughout the dissertation, | draw on the concept of the hinge as a lens to
examine how socio-cultural, bio-physical and psycho-behavioural processes interact to enhance,
shape, and curtail PA participation. Together, these conceptual tools and Elias’ Figurational
Sociology more broadly served as a lens to interpret the daily lives of adolescent boys with ASD,
and as a tool to examine how various bodily, and non-bodily processes interact together to shape
PA.
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In Chapter 4, | describe the study methodology, and methods that were employed in this study.
Drawing on a critical qualitative methodology, this chapter explains how data was co-
constructed with the ten adolescent boys, along with details explaining how the data were
analyzed. Throughout the chapter, I highlight how the combination of digital storytelling and two
semi-structured interviews conducted with each participant produced a rich and diverse data set
to address the research aims. To do so, | draw on a case example with a participant to
demonstrate the use of the methods, and argue that the use of these methods together generated
novel and innovative that would have not been generated if these methods were used in

isolation.

The findings of the study are presented in Chapter 5 and 6. In Chapter 5, the findings describe
the attitudes, beliefs, conceptualizations, and experiences of PA among 10 adolescent boys with
ASD. In providing detailed descriptions of their PA participation and insights into their lives, |
interpret their accounts to examine how broader socio-cultural processes shape their PA
participation. In doing so, this chapter addresses the first two aims of this study, and argues that
PA participation was shaped beyond individual level mediators which have commonly been

reported in the literature.

In Chapter 6, I build on, and extend the findings presented in Chapter 5 to address the third aim
of the study which served as the primary findings of my analysis. Drawing on Elias’ concept of
the hinge, | analyze how PA participation was shaped by the interweaving of bio-physical,
psycho-behavioural and socio-cultural processes. In doing so, | argue that PA participation is not
reducible to any one of these processes in isolation as has been predominantly conceptualized in
the literature. Rather, the interaction of these processes and interactions within particular
‘figurations’ shaped each participant’s habitus, and their predilections toward PA participation. |
close this chapter by suggesting that the findings of the study highlight the need for a more
nuanced understanding of PA participation which takes into account socio-cultural processes of

PA participation.

To conclude the dissertation, Chapter 7 summarizes the novel and original theoretical, and
substantive contributions of this dissertation. In doing so, | discuss the key findings of the study,
and highlight contributions for advancing theory and qualitative methods. After outlining these

contributions, I highlight opportunities for future research, and suggest potential implications of
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the research for children’s rehabilitation and the promotion of PA participation for adolescents
with ASD.

This dissertation is an amalgamation of my independent doctoral work which was completed
with the supervision, and guidance of my advisory committee. As such, throughout the
dissertation, | predominantly use the singular first person ‘I’. The only exception is in Chapter 5
where the manuscript that has been submitted for review, and where | shift from the singular first

person, to using the plural ‘we’ in order to acknowledge the contributions of my advisors.
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2  Background and Literature Review

2.1 Introduction

In this chapter, I contextualize the dissertation by providing an overview of the literature
regarding PA participation among adolescents with ASD. The review of literature examines the
current knowledge base, and also outlines how PA participation is predominantly
conceptualized. In reviewing the literature, | also identify substantive, theoretical, and
methodological knowledge gaps. Substantively, the review of literature highlights a paucity of
research that has examined how broader socio-cultural processes shape PA participation among
adolescents with ASD. With much of the research examining how bio-physical (e.g., gross-motor
skills) and psycho-behavioural (e.g., motivation) processes shape participation, little is known
how wider social, cultural, and political processes enhance, shape and curtail PA participation. |
suggest that there is a need for more critical research to examine how broader social relations
influence participation, and to interrogate what might be some of the multiple (and often
unintended) effects of PA participation for adolescents with ASD.

From a theoretical standpoint, the review of literature highlights a paucity of research that has
considered how bio-physical, psycho-behavioural, and socio-cultural processes interact to shape
PA participation. Although there is emerging work conducted in each domain (bio-physical,
psycho-behavioural, and socio-cultural), much of this work has been conducted in isolation
without considering how these processes interweave and interact together. Recognizing this
theoretical knowledge gap, I draw on Norbert Elias’ concept of the hinge (See Chapter 3) to
consider how these interdependent (bio-physical, psycho-behavioural, and socio-cultural)
processes enhance, shape, and curtail PA participation.

Third and finally, much of the research exploring the PA participation of adolescents with ASD
has been conducted with proxy adults such as caregivers, teachers, or coaches. Despite their
important contributions, there is limited research that has generated an in-depth examination of
the daily lives, views, and perspectives of PA participation from adolescents with ASD. With
research suggesting that the views of children and adolescents can differ from the perspectives of
adults (Grover, 2004; Gladstone et al., 2006; Teachman & Gibson, 2012), there is a need for

more research to be conducted with adolescents directly. Conducting research with adolescents
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with ASD has the potential to generate a more nuanced understanding of PA participation which

heretofore is missing from the literature.

Taking the substantive, theoretical, and methodological knowledge gaps together, | begin this
review of literature by providing a brief overview of ASD. Drawing on biomedical
conceptualizations of ASD, I highlight the core symptoms which have been used to diagnose and
characterize ASD, along with the common co-occurring physical and mental health conditions
that have been described in the literature. Following this introduction of ASD, | examine the
reported benefits of PA for adolescents in general, and discuss the additional benefits of PA
participation for adolescents with ASD to situate the dissertation. After discussing these reported
benefits, | present research to suggest that adolescents with ASD are predominantly inactive, and
given their reported lower levels of PA participation, | explore the various processes that curtail
their participation that have been identified in the research. Although I present each of the bio-
physical, psycho-behavioural and socio-cultural processes of PA participation in separate
sections, | do so deliberately to highlight how much of this research has been conducted in
isolation. By presenting how inactivity is predominantly conceptualized and researched in the
literature, I then draw on Norbert Elias’ concept of the hinge to argue that these processes are
fundamentally interconnected to enhance, shape, and curtail PA participation among adolescents
with ASD.

As will become apparent below, the extant literature has outlined the many benefits of PA
participation and positioned PA in an overwhelming positive light. While PA has been
championed to improve health and well-being, and attenuate ASD symptoms, there is a dearth of
research that has problematized the putative goodness of PA as a health intervention. As such,
there is a noticeable lack of literature that has interrogated the taken for granted ways of
conceptualizing PA as an elixir to health, well-being and development. There is a need then to
interrogate what might be some of the multiple (and often unintended) effects, or debilitating
aspects of PA participation for adolescents with ASD, alongside the potential benefits. Doing so
requires a conceptual framing, such as my critical social science approach that can accommodate

this interrogation.

After reviewing the literature regarding PA participation and highlighting the substantive and

theoretical knowledge gaps, the second part of the chapter provides brief insights into the daily
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lives of adolescents with ASD. In reviewing this literature, 1 highlight the paucity of PA research
that has been conducted with adolescents with ASD, and suggest further work in this area. 1
conclude the chapter by summarizing knowledge gaps, and reiterating the problems this research

sought to address.

2.2 Biomedical Descriptions of Autism Spectrum Disorder

2.2.1 What is Autism Spectrum Disorder

In the biomedical sciences, ASD is conceptualized as a neurodevelopmental disorder which
impacts development across the lifespan (Howlin & Magiati, 2017). With onset in utero,
(Zwaigenbaum et al., 2005), research suggests that ASD has strong genetic aetiologies (Tick et
al., 2016), and is influenced by the interplay of genetic and environmental factors (Mandy & Lai,
2016). In Canada, ASD is the most commonly identified developmental disorder (Government of
Canada, 2018), where 1 in 66 Canadian children have been diagnosed with ASD. There is a
preponderance of diagnoses among boys, where boys are approximately four times more likely
to be diagnosed with ASD than girls (Government of Canada, 2018).

From a diagnostic standpoint, ASD is characterized by impairments in social interactions and
social-communication, along with displaying repetitive and stereotyped behaviours, interactions,
or activities (American Psychiatric Association, 2013). Although ASD is used as an umbrella
term to capture these impairments, the number and severity of ASD symptoms are highly
variable, and can be different for each individual. Given this high variability, there are varying
impacts on language, behaviour, health, cognitive abilities, social, communication skills (among
others), and trajectories over time (Szatmari et al., 2015). In addition to these ‘core impairments’,
a number of co-occurring developmental challenges and characteristics experienced by
individuals with ASD have also been noted. As such, research suggests that common co-
occurring developmental conditions can include (but are not limited to): intellectual disability,
and cognitive deficits, genetic anomalies (Richards et al., 2015), attention-deficit/hyperactivity
disorder, learning disorders (Lundstrom et al., 2015), tic disorders, aggression, short attention
span, tantruming, and impulsivity (Patel & Cutis, 2007). Similar to the heterogeneous nature of
ASD symptoms, there also are varying impacts on physical and mental health experienced by
individuals with ASD, and these varying health impacts are described below.
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2.2.2 Co-occurring Physical and Mental Health Conditions

Research suggests that individuals with ASD have a higher probability of experiencing
developmental, physical, and psychiatric health conditions (Davignon et al., 2018, Kohane et al.,
2012, Muskens et al., 2017, Soke et al., 2018, Weiss et al., 2018) compared to the general
population. In relation to physical health, adolescents with ASD experience a higher prevalence
of co-occurring physical conditions such as epilepsy (Bolton et al., 2011), immunological
conditions (such as atopy), and gastrointestinal (constipation) conditions compared to their peers
(Muskens et al., 2017). Often commencing in childhood and persisting throughout the life course
(Matson, 2016), Levy (2018) highlights that children with ASD can also experience higher rates
of eating difficulties, and sleep problems when compared to children with other developmental

delays and age related peers.

In addition to physical health challenges, mental health challenges have also been widely
described in the literature. Anxiety disorders appear to be the one of the most common
psychiatric disorders among adolescents with ASD. In this vein, van Steensel et al’s (2011)
meta-analysis on the prevalence of anxiety disorders highlights that 39.6% of participants (mean
ages between 4.2 and 16.3 years) included in the study sample had at least one diagnosed co-
morbid anxiety disorder. In addition to the high prevalence of anxiety disorders, attention
hyperactive disorder, self-injurious behaviour, phobias, irritability, suicidal risk, mood disorders
(such as depression), obsessive compulsive disorder, eating disorders, and psychotic disorders

(Howes et al., 2018; Lai et al., 2014) have been described as possible co-occurring conditions.

In light of the high preponderance of developmental, medical, and psychiatric health conditions
described above, Hirvikoski’s (2016) Swedish cohort study found that individuals with ASD
were at increased risks for specific-cause mortality. As the largest study of mortality and ASD to
date, Hirvikoski et al (2016) note that individuals with ASD were at increased risks for diseases
of the nervous, circulatory, respiratory and digestive systems, along with mental, and behavioural
disorders. The increased risks for specific-cause mortality were tied to a 2.5 fold increased risk
for all-cause mortality, and individuals in Hirvikoski’s study on average died 16 years earlier
compared to the generation population (Hirvikoski et al., 2016). Problematically, individuals
with ASD with an accompanying intellectual or learning disability who were included in the

study sample died on average 30 years earlier compared to the general population (Hirvikoski et
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al., 2016). The high degree of co-occurring developmental, physical, and psychiatric conditions
and co-morbidities highlight the need for preventative and primary care efforts to address health
challenges experienced by individuals with ASD, and to reduce premature mortality. Given that
individuals with ASD appear to be less active than their age-related peers throughout the
lifespan, PA has been (uncritically) championed as a ‘modifiable’ risk factor that can enhance
the health and well-being of adolescents with ASD (Healy et al., 2018). It is to this discussion

that | now turn.

2.3 Physical Activity

2.3.1 Benefits of PA participation

Physical activity can be conceptualized as any bodily movement that expends energy (Caspersen,
Powell, & Christenson 1985). PA can include various forms of movement such as arts-based,
play, active transport, physical fitness and exercise (Jachyra & Gibson, 2016), and can be both
structured (sports, organized programs) and unstructured (going for a walk, free play) in nature
(Campos et al., 2019). Across the PA literature, research suggests that participation for
adolescents is consistently associated with a range of positive physical, social and mental health
outcomes (Poitras et al, 2016). In a review, Tremblay et al., (2016) note that adolescents who
achieve a minimum of 60 minutes of moderate to vigorous PA each day are more likely to
experience improvements in motor competence (Barnett et al., 2016); metabolic health (such as
blood pressure, blood glucose, insulin, triglycerides) (Saunders et al., 2016; Kuzik et al., 2017),
bone health (bone mineral density and content) (Poitras et al., 2016); brain and mental health
(cognitive functioning, self-esteem, anxiety, depression (Biddle & Assare, 2011; Lubans et al
2016; Korczak, 2017); and health related ‘quality of life’(measures of physical, mental, social
and emotional health ) quality of life (Sampasa-Kanyiga et al., 2017; Tsiros et al, 2017). In
addition, research suggests that higher levels of PA participation have been associated with
academic achievement (math, reading, and writing scores on standardized tests) (Faught et al.,
2017; Faught et al., 2017; Haapala et al., 2017). Adolescents with higher levels of PA are said to
be more likely to develop positive peer relationships, learn new skills and movement patterns,

and develop increased predilections for PA participation during adulthood (Utay & Utay, 2005).

The small amount of PA research conducted with adolescents with ASD suggests that

participation in PA has some potential additional benefits. For example, PA participation can
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contribute to the facilitation of schedules/routines, experiences of fun (Potvin, 2013), along with
providing opportunities to participate in recreational activities (Potvin, 2013). Furthermore, PA
participation has also been associated with enhancing overall fitness and aerobic capacity,
improving motor control, reductions in stress and anxiety, and enhancing psychological well-
being (Lochbaum & Crews, 2003). Improvements in attention, cognitive flexibility, executive
functioning, socio-emotional behavior, and communication skills have also been identified
(Redquest, 2018).

In addition to these psycho-behavioural benefits, participation in PA also has been reported to
have a positive impact on ASD symptoms. In exercise intervention research, decreases in self-
injurious and (Sowa & Meuleunbroek, 2012) maladaptive behaviour (Elliot et al, 1994), along
with reductions in repetitive/stereotyped behaviour (such as rocking and hand flapping) have
been reported (Healy et al., 2018). Research has demonstrated that symptomatic benefits were
most pronounced immediately following a bout of activity (Lang et al., 2010) such as jogging
(Rosenthal-Malek & Mitchell, 1997), horseback riding (Gabriels et al., 2015), and martial arts
(Bahrami et al. 2016). There is no consensus in the literature regarding the frequency, type,
duration, and intensity of activity that might have the greatest impact on ASD symptoms
(Schmitz Olin et al., 2017). Despite these reported benefits in the literature, it is unclear why

adolescents with ASD are predominantly inactive.

2.3.2 Physical Inactivity among Adolescents with ASD

Research suggests that children and adolescents with ASD are predominantly inactive (Healy,
Haegele, Grenier and Garcia, 2017; Pan and Frey, 2006), and tend to become even less active
during adolescence (MacDonald, Esposito, & Ulrich, 2011). Compared to their age related peers,
adolescents with ASD often participate in fewer activities (Potvin et al., 2013), are less likely to
be involved in a sport club (McCoy et al. 2016), and spend less time participating in PA (Bandini
et al., 2013). In a study of adolescents in the United States, McCoy et al (2016) found that
adolescents with ASD were 60% less likely to participate in PA, and 74% less likely to
participate in an organized sport (McCoy et al., 2016) compared to their age related peers. Given
their lower levels of PA participation (Healy et al., 2017; Pan et al., 2016), children and
adolescents seldom meet recommended guidelines of 60 minutes of moderate, to vigorous PA

daily (Bandini et al. 2013). Their inactivity however may be problematic as they are positioned
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to potentially miss out on the social and emotional pleasures that have been associated with PA
(Phoenix & Orr, 2014), or the physical and mental health benefits. Recognizing their lower
levels of PA participation, there are increasing calls for research to understand why adolescents
with ASD are predominantly inactive.

Despite increasing calls to enhance PA participation among adolescents with ASD (Healy et al.,
2018; McCoy et al., 2016), Campos et al (2019) note that physical (in)activity is incredibly
complex and influenced by individual, environmental, and systemic processes. In this vein, a
range of bio-physical (e.g, gross-motor skills), psycho-behavioural (e.g., motivation) and socio-
cultural (e.g., limited availability of PA programs) processes have been identified in the literature

to shape participation, and each are explored in detail below.

| present each of the bio-physical, psycho-behavioural and socio-cultural processes as separate
categories, to highlight how inactivity is predominantly conceptualized in the literature. Despite
presenting these processes in isolation, | recognize they are fundamentally interconnected.
Indeed a primary purpose of my doctoral work was to investigate these interconnections.
However, there is little previous work that has considered how bio-physical, psycho-behavioural
and socio-cultural processes interact to support or constrain PA among adolescents with ASD.
Recognizing this substantive and theoretical gap, | drew on Norbert Elias’ concept of the hinge
in the research to examine how biological, psychological and social forces interweave to

enhance, shape and curtail PA participation among adolescents with ASD.

2.4 Bio-physical, Psycho-behavioural and Socio-cultural processes which
shape PA

2.4.1 Bio-physical Processes: Motor and Sensory Challenges

Across the literature, bio-physical processes such as impairments in motor skills have been
reported as significant barriers to PA participation (Must et al., 2015). While motor disturbances
are not considered ‘core’ ASD symptoms, research increasingly suggests that motor impairments
are relatively common among adolescents with ASD. For example, in their study examining the
prevalence of motor impairment among a cohort of 154 adolescents with ASD, Ming et al (2007)
highlighted that 51% of adolescents with ASD in their sample exhibited hypotonia (low muscle

tone), and 34% of participants also exhibited motor apraxia (difficulty executing motor
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movements). Toe walking (19%), gross-motor delay (9%), and reduced ankle mobility were also
identified (Ming et al., 2007). As a result of higher rates of motor impairment among adolescents
with ASD, Ozonoff et al (2008) proposes that adolescents with ASD may experience challenges
with motor development. Challenges with motor impairments among adolescents with ASD in
turn contribute to greater deficits in catching and balancing skills (Ament et al., 2015) when
compared to age related peers, and children with attention deficit hyperactivity disorder
(ADHD). While motoric impairments alone do not determine PA participation, they can
contribute to delays in acquiring fundamental movement skills such as catching, running,
throwing, and jumping (Redquest, 2018). These delays are reported to negatively impact PA
participation as these fundamental movement skills undergird many physical activities (Lloyd et
al., 2013).

Whereas challenges with gross-motor skills have been identified to curtail PA, research also
suggests that sensory sensitivities can adversely impact participation (Ghaziuddin, 2002). In the
context of PA, sensory features such as hyper (heightened sensitivities or aversive reactions to
stimuli) or hypo (such as reduced or absent reactions to stimuli) reactivity to noise, lights,
temperature, smell, and touch often present in PA environments have been reported to make
participation difficult (Srinivasan et al., 2014). Stanish et al (2015) note that sensory sensitivities
can make PA feel like an overwhelming experience for some adolescents with ASD.

Importantly, whereas gross-motor and sensory issues have been described to shape PA
experiences and choices, there is a growing body of literature suggesting that psycho-behavioural

processes also shape PA.

2.4.2 Psycho-Behavioural Processes

In psycho-behavioural approaches to PA participation, research suggests that adolescents with
ASD are less likely to be active if they lack motivation (Stanish et al. 2015), or have low
perceived motor skill competence (Loprinzi et al. 2015). By extension, adolescents with ASD are
less likely to be active if they possess a low enjoyment of PA (Eversole et al. 2016), or have a
disinterest in PA (Obrunsnikova & Cavalier, 2011). Arnell and colleagues (2018) propose that
sustainable PA participation for adolescents with ASD is contingent on meeting each of the
following five conditions: competence and confidence, motivation, adjustment to external

demands, predictability and freedom of choice. Although Arnell’s model goes some way in
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identifying the psycho-behavioural processes which shape participation, simply conceptualizing
PA to be shaped by these intrinsic factors presents a reductive understanding of PA. For
example, the concepts of motivation or freedom of choice are presented as intrinsic factors that
psychologically ‘reside’ within an individual. However, conceptualizing psycho-behavioural
processes in this way does not take into account how one’s motivation, or intentional choices are
produced. In this vein, (in) activity is not merely an individual, intrinsic ‘choice’ based on
volition or motivation alone as widely promulgated in psycho-behavioural understandings of PA
participation. Given this critique of psycho-behavioural approaches generally, and Arnell’s and
colleagues model specifically, this dissertation draws attention to, and problematizes how, PA
‘choices’ are predominantly conceptualized, and calls on more critical research to interrogate
how individual preferences and behaviours (to be physically active) are shaped by broader social,
political, and cultural structures and processes. As argued throughout the dissertation,
conceptualizing PA in these processual terms moves beyond a static and reductive understanding
of PA, and opens up conditions of possibility to consider how PA participation is shaped beyond

the level of the individual.

2.4.3 Parental and Family Processes

Parents have been identified as important stakeholders in shaping PA participation for their
children (Fuemmeler, Anderson, & Masse, 2011). From enrolling their children in programs, to
transporting children to PA activities, parents play a key role in providing and promoting PA
opportunities for their children (Sallis, Proschaska & Taylor, 2000). While parents play a vital
role in shaping PA participation, the additional demands often associated with raising a child
with ASD (Nicholas et al, 2016) can influence PA participation. For example, parents of children
with ASD describe time constraints (Gregor et al., 2018). Furthermore, the need for supervision
of their children while participating in PA, a fear of child injury, challenges with attention,
hyperactivity, and learning problems (Must et al., 2015) and increased parental stress from
behavioural challenges (LaVesser et al., 2011) all have been described in the literature as
dissuading parents from enrolling their children in PA activities.

Notably, with much of the PA research among adolescents with ASD focusing on the bio-
physical and psycho-behavioural mediators of PA participation, there has been much less

research that has considered the influence of socio-cultural processes. The identified gaps in the
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PA literature highlight the need then to explore how PA is shaped by wider socio-cultural

processes. These processes are discussed below.

2.4.4 Socio-Cultural Processes

Across the literature, research suggests that there are few PA opportunities in the community for
adolescents with ASD (Obrusnikova & Cavalier, 2011). The paucity of PA programs is
amplified during adolescence when there are even fewer programs and opportunities available
(Healy et al., 2018). Limited availability of PA opportunities can be problematic. Sallis et al’s
(2000) review of correlates of physical activity of adolescents without ASD highlights that
limited availability of physical and community programs can dissuade participation. Although
the reasons for the lack availability of programs for adolescents with ASD is likely manifold,
Must et al (2015) note that teachers and coaches may not possess the requisite knowledge,
training and skills on how to adapt PA for adolescents with ASD. Furthermore, a lack of time for
PA has also been identified where in one study, parents devoted significant amounts of time and
financial resources to support therapeutic goals (Gregor et al., 2018)

Despite limited training and knowledge among coaches and community service providers, a
nascent body of critical research argues that inactivity among adolescents with ASD is shaped by
‘deficit-based’ approaches that are pervasive in PA settings. In sport and PA contexts, Townsend
(2018) notes that activities and coaching practices are predominantly underpinned by implicit
bio-medical logics which position inactivity of adolescents with ASD as the result of individual
impairments. As such Townsend (2018) argues that impairment-based adaptions reproduce
normative assumptions of human development where bodies are expected to move in particular
ways. While these impairment/deficit based practices are likely well intentioned, Townsend et al
(2017) note that these practices nevertheless can create a “false ideology of inclusion”
(Townsend et al., 2017, p. 1) that perpetuates exclusion as coaches may overly focus on teaching
skills to improve/normalize individual impairments. As such, Townsend argues that rather than
focusing on adapting PA activities to meet impairment needs, broader circumstances such as
social, cultural, and individual barriers must be addressed first in order to facilitate participation
(Townsend, 2018).

Although the socio-cultural processes described above serves as a valuable point of departure in

understanding the social issues that shape PA participation, much of this research has also been
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conducted without taking into account how socio-cultural processes interweave with bio-physical
and psycho-behavioural processes. Given that socio-cultural processes do not exist
independently from the lived physical, affective, cognitive, and existential dimensions of the
body, there is a need for research to consider how these interconnections shape participation. As
argued throughout the dissertation and drawing on Elias’ concept of the hinge, conceptualizing
PA participation in this way offers a new opportunity to examine how physical (in)activity is
shaped by the simultaneous interweaving of bio-physical, psycho-behavioural, and social
processes. This work is especially pertinent given the lack of research that has been conducted

among adolescents with ASD, and it is to this discussion that | now turn.

2.5 Lives of Adolescents with ASD

I now provide a brief review of the empirical research that has described the everyday lives and
recreation participation of adolescents with ASD. | review this literature to further contextualize
the dissertation, and to highlight the paucity of research that has been conducted with adolescents
with ASD generally, and the lack of research examining their perspectives, experiences, and

habits of PA participation specifically.

With regards to activities of daily living, adolescents with ASD are described as having small
social networks that they interact with. As such, adolescents with ASD are said to predominantly
interact with close family members (Solish et al., 2010) where they tend to engage in more social
activities with older adults and their parents than with friends and age-related peers. Adolescents
with ASD are described to have fewer friends than children with psychiatric diagnoses
(Bastiaansen, Koot, Ferdinand & Verhulst, 2004), age related peers (Koning & Magill-Evans,
2001), and children with intellectual disabilities (Solish et al., 2010). Fewer friendships described
among children with ASD can also persist into adolescence where Orsmond et al (2004) note

that half of their study participants reported having no relationships with peers.

Research suggests that adolescents with ASD engage in fewer social and recreational activities
than their age related peers (Solish et al., 2010). In a cross-sectional study drawing on a national
sample in the United States, Lee and colleagues (2008) highlight that children aged 3-17 years
were less likely to participate in community services, religious services, and organized activities
compared to age related peers, and to children with ADHD. Additionally, children with ASD

have been found to participate in fewer recreational and social activities compared to their age
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related peers, peers with intellectual disabilities, and have been described as disengaged from
school activities (Solish et al., 2010). In this vein, adolescents with ASD are also less likely to

participate on school sports teams and other school-based activities (Potvin, 2013).

Whereas the brief review of literature above provides preliminary insights into the lives of
adolescents with ASD, there is a dearth of research that has included the perspectives and
experiences of adolescents with ASD. To date, research has included the proxy perspectives of
siblings, teachers, caregivers and health-care providers, but there remains a paucity of research
conducted directly with adolescents with ASD regarding their daily lives, practices, and habits.
Not only is there little research conducted with adolescents, there is even less research that has
examined their PA participation from their perspective. However directly engaging with
adolescents with ASD has the potential to generate rich insights regarding physical (in)activity as
adolescents’ perspectives likely differ from the perspectives of adults and caregivers (Grover,
2004; Gladstone et al., 2006; Teachman & Gibson, 2012). To this end there is a need to engage
adolescents with ASD in research that investigates their lives, preferences, and choices. Drawing
on the new sociology of childhood where adolescents are conceptualized as experts of their own
lives and experiences (Brady, Lowe, & Lauritzen, 2015; James, Jenks, & Prout, 1998; Matthews,
2007), it is imperative to directly engage them in research as it has the potential to (co)produce

new insights about PA participation (Jachyra, Atkinson & Bandiera, 2015).

2.6 Summary of Chapter and Conclusion

In this chapter, | provided a brief review of the extant literature related to biomedical
conceptualizations of ASD, processes involved in shaping PA participation, and some
preliminary insights into the lives of adolescents with ASD. In the first part of the chapter, |
discussed research promoting the benefits of PA participation generally, and reported benefits of
PA participation for children with ASD specifically. To examine why adolescents with ASD are
predominantly inactive, | then discussed the multi-level bio-physical, psycho-behavioural and
socio-cultural processes that have been identified in the literature in shaping PA participation.
With much of the research to date focusing on the bio-physical and psycho-behavioural
processes which position inactivity to be an issue situated at the level of the individual, the
review identified a substantive lack of research looking at socio-cultural processes and their

influence on PA. Given this lack of research, | suggest that there is a need for more critical
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research to examine how social relations intersect with bio-physical and psycho-behavioural
processes to shape PA participation. The critical qualitative methodology, and critical social
science approach which undergirds this research situates PA participation as not merely a
behaviour determined at the level of the individual. Rather, PA participation is situated within

broader social relationships and processes.

In reviewing the various bio-physical, psycho-behavioural and socio-cultural processes which
shape PA participation, the review of literature also identified a theoretical knowledge gap. As
such, there has been little work that has theorized how these processes are interconnected and
shape PA participation among adolescents with ASD. With a lack of research in this area, | draw
on Norbert Elias’ Figurational Sociology, and his concept of the hinge throughout the
dissertation to propose that socio-cultural processes do not exist independently from the lived
physical, affective, cognitive, and existential dimensions of the body. In the chapters that follow,
| argue and demonstrate how PA participation is shaped by the simultaneous interweaving of
bio-physical, psycho-behavioural, and social processes. Approaching PA in this way serves as a
point of departure to conceptualizing PA participation in a more holistic manner which
heretofore has not been described in the literature.

In the second part of this chapter, | reviewed the limited research investigating the lives and
experiences of adolescents with ASD. Despite these few studies conducted predominantly from
the perspectives of adults such as caregivers and teachers as proxies, there remains an overall
paucity of research describing the lives, practices, experiences, and understandings of the world
from the perspectives of adolescents with ASD. Furthermore, there is incredibly limited research
that has examined adolescents’ perspectives of PA participation. Given these knowledge gaps,
there is a need then to directly engage adolescents with ASD in research in an effort to generate a
more in-depth and nuanced understanding of physical (in)activity. In the chapters that follow, I
describe my research and how it attended to the knowledge gaps and issues identified above, and
| explore how socio-cultural processes enhanced, shaped and curtailed PA participation for a

group of adolescent boys with ASD.
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3 Conceptual Framework

3.1 Norbert Elias and Figurational Sociology

Norbert Elias (1897-1990) is widely respected as one of the greatest sociologists of the 20"
century (Depealteau & Landini, 2013). Although Elias’ work was not recognized en masse until
the English version (re)print of his 1939 magnum opus The Civilizing Process in 1978, Elias is
recognized with establishing Figurational Sociology. Figurational (or processed based) sociology
involves conceptualizing research questions processually. Moving beyond static concepts (such
as structure and agency) and conceptual distinctions that are isolated from one another
(individual and society), Elias sought to altogether dissolve ‘falsely’ dichotomized
understandings of human beings as problems. As such, he argued that any unit of investigation
(such as human beings) cannot be analyzed in isolation. Nor should a unit of investigation be
conceptualized stagnantly, or statically, where one does not acknowledge the evolving nature of
temporality, and the role of time. Rather one must situate human beings within a long-term
perspective to examine how interdependent social, historical, psychological, biological, and
institutional processes shape human beings (including their affective, physical, existential, and
cognitive dimensions). For Elias, the goal of sociology therefore resides in understanding
individuals and society in relational pluralities and processes, where the researcher examines the
fluid interrelationships and interdependencies of a particular unit of investigation. In this vein,
Elias argued for the need to examine how people are recursively oriented, and deeply bonded
with one another by understanding how macro and micro forces of life interact together. To think
otherwise without understanding interrelationships, Elias argued, would hinder our
understanding of human beings, and human relationships. Figurational sociology therefore is
wholly relational and radically processual in nature (Dunning & Hughes, 2013). As described
below, this approach fundamentally influenced Elias’ research interests, and in particular
influenced his corpus of research which was oriented at understanding who, and what humans

beings are, and how they came to be.

Elias argued that human beings are at the centre of interrelationships with individuals, groups,
and broader social processes. Starting with the premise that people are recursively oriented, and
deeply bonded with one another, Elias drew on this Figurational approach to examine how

intricate webs of individual and group interdependencies/relationships shape power, behaviour,
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emotions, social order, understandings of death, and knowledge over time (Williams, 2017). This
approach in turn influenced his work on: the historical development of individual identities and
habitus emanating from self-discipline or becoming ‘civilized’; the role of state formations in the
development of individuals both socially and psychologically; sport, art, and leisure studies; an
examination how social scientific knowledge is (re)produced; how communities are formulated,;
the dynamics which shape national identity-formation; the changing nature of violence in society
over time; understandings of ageing and dying; and the evolution of manners (Williams, 2017).
Whereas Elias’ work has not received the same degree of exposure and uptake compared to other
contemporary sociologists such as Michel Foucault, or Pierre Bourdieu, Elias’ Figurational
approach has been taken up across numerous disciplines such as: sociology, psychology,
education, political science, global and globalization studies, history, the sociology of sport, and

physical cultural studies.

In this chapter, I introduce key aspects of Elias’ Figurational Sociology and its relevance for
examining how social and behavioural dimensions shape PA participation among adolescent
boys with autism spectrum disorder. In what follows, I begin by outlining Elias’ Figurational
approach, and define key concepts as they relate to this study: figuration, hinge and habitus. |
outline how each concept aligns with the study aims, and highlight how the concepts and

overarching Figurational approach grounded the research.

3.2 Elias’ Figurational Approach

Although Elias opposed laying down fixed sets of doctrines which risked dogmatizing
Figurational Sociology, he outlined five overarching concepts which characterize Figurational
approaches. Elias’ concepts challenged structuralist and functionalist understandings of social
life, and were developed to move beyond some of the ‘false’ dichotomies and dualisms which
pervaded sociology during Elias’ time such as: the macro and micro, structure and agency,
determinism and freedom, nature and nurture, the synchronic and diachronic, and the individual
and society. Although I present each of these five overarching concepts separately, it is important
to note that they are fundamentally interrelated, and are conceptual tools developed to facilitate

the analysis of social life, human beings, and societies (Goudsblom, 1977).
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1)  Conceptualizing Research Problems and Questions in Processual Terms

The first sensitising concept is that Figurationalists always conceptualize research
problems/questions in processual terms. Elias argued a need to understand human societies and
human beings in a processual manner. A processual understanding of bodies, lived experiences,
and human beings, for example, recognizes that humans are circumscribed and linked by similar
processes such as being born, maturing, and dying. Understanding human beings and
conceptualizing research problems in this way also involves moving beyond the tendency to
reduce processes to static states, which Elias called ‘process-reduction’ (Elias, 2018). For
example, human history, is often divided into time periods such as The Middle Ages, the
Renaissance and the Enlightenment with emerging human, societal and technological
developments specific to each period. Characterizing human history in this way however reduces
society to timeless states and static conditions, and therefore assumes subjects, objects, and
processes have distinct finite starting and end points. Rather than focusing on starting and end
points, thinking processually however requires us to recognize that human societies consist of
long-term processes of development, rather than isolated and compartmentalized periods of time
(Atkinson, 2018). To this end, a Figurational approach investigates continuous social
interrelationships and processes, instead of approaching and conceptualizing history emanating
from sequences of static events. As outlined by Elias, approaching human beings and objects in
medias res (residing in the middle of things) opens up new conditions of possibility in thinking
and seeing human beings and the world:

Our languages are constructed in such a way that we can often only express constant
movement or constant change in ways which imply that it has the character of an isolated
object at rest, then, almost as an afterthought, adding a verb which expresses the fact that
the thing with this character is now changing. ...We say, the wind is blowing’, as if the
wind were separate from its blowing, as if a wind could exist which did not blow.... The
reduction of processes to static conditions, we shall call ‘process’ reduction’ for short
(Elias, 1978b, p. 112).

In the context of this study, a processual approach guided me to move beyond dichotomized
conceptualizations of ASD as either a biological disorder, or a social construction. Rather, a

processual understanding considers how particular biological, social, cultural, political,
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historical, scientific interrelationships, and processes together have come to shape how ASD has
been conceptualized, diagnosed, and addressed over time. A processual approach is employed to
consider together how these biological and socio-cultural interrelationships are fundamentally
interconnected from the outset, and interact together to bring ASD to life, shape how ASD is
conceptualized, and generate conditions of possibility which shape the everyday lives of
individuals with ASD.

2) A Focus on Relations, Rather than States

The emphasis on process is related to the second concept of Figurational Sociology where there
is a focus on relations rather than states. For example, when thinking about the concept of power,
a relational understanding highlights that power is not an entity (whether perceived or real) that
groups, persons or institutions possess to a lesser or greater degree. A relational understanding of
power moves beyond static conceptualizations of power which assume that power is exerted
from the structures of society (Williams, 2017). Elias argues that power relations are omni-
present, and exist in ever-changing balances or ratios between human beings. Given that power is
relational and not static, Gibson (2015) argues that power is situated within a triad of what Elias
calls ‘basic controls’ such that power is enacted “over nature, including natural functioning of
organisms as enabled by advances in technology and sciences; over interpersonal relationships,
through social institutions and institutional processes, and over ourselves as individuals, through
learning processes of self-restraint in relations to drives and desire” (p. 56, emphasis in original).
Power therefore is relational, omni-present, and shapes the lives of human beings in multiple

ways.
3) Interdependencies of Human Beings

A relational understanding of human societies and human beings contribute to the third concept,
the interdependency of all human beings. At its core, Figurational Sociology examines how
people are intimately connected through a multiplicity of interdependent and dynamic bonds
(Elias, 1970; Murphy et al, 2000). In this vein, Figurational approaches argue that all humans are
located within social relations, or what Elias called figurations (defined below) that they form
with others. It is here that Elias argued that individuals do not possess an ‘autonomous identity’

with which they interact with one another to relate to an entity often referred to as society.



32

Rather, humans are social to the core and as a result, exist in and through relations with other
human beings. Consistent with his focus on process, Elias argued that the interdependent nature
of human action within a figuration is not deterministically fixed. As such, interdependencies can
be both enabling and constraining, and may not be overt or obvious, especially in a globalized
world with billions of people. Whether at a global, or local level, all individuals evolve in and are
significantly shaped by these interdependencies with each other (Elias, 1939). These relations
therefore contribute to the construction of the ‘habitus’, or what Elias often called ‘second

nature’.
4) Interdependencies are not Static or Fixed

The fourth concept highlights that these recursive and mutually co-constituting processes,
relationships, and interdependencies are not static, deterministic, or fixed. Nor are they
(pre)determined in any way. Acknowledging temporality and challenging structural-functional
and methodological-individualist understandings of the social world, Elias argued that all
figurations, social relationships and social structures are always in flux, such that
interdependencies are constantly and endlessly evolving. The processual and fluxing nature of
figurations therefore have effects on the social relationships therein. Some of these changes in
social relationships and social structures are rapid, ephemeral and superficial, while other
changes are slower but more enduring. Conceptualizing human beings and human societies in
this way requires us to recognize that human societies consist of long-term processes of
development and change. These changes however are largely unplanned and unforeseen (Jarvie
and Maguire, 1994; Dunning, 1999)

5) Human and Societal Trajectories are Largely Unforeseen and Unplanned

For Elias, changes in interrelationships whether at the level of the individual (what Elias called
psychogenesis), or society (sociogenesis) do not simply occur randomly. Rather, as posited by
the fifth concept, interrelationships follow trajectories that are largely unforeseen and unplanned.
While human beings engage in intentional action within societies, the outcome of these
intentional actions when combined with other humans are unplanned. These (largely unplanned)
trajectories in turn shape the development of human beings which take place within figurations.

Drawing on these actions, the task for researchers resides in analyzing and explaining how
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intentional individual actions interweave with unintended patterns of social life which occur over

both short and long periods of time (Jarvie and Maguire, 1994; Dunning, 1999).

3.2.1 Figuration: Rethinking Structure and Agency

The concept of figuration is central to the Figurational approach, and was created by Elias as an
alternative to prevailing dualistic concepts (such as structure and agency) and deterministic
approaches which assumed social structures merely impose themselves onto human beings. To
this end, Elias argued that assuming individuals exist independently from social structures was
grossly misleading. Tellingly, he argued that social structures, society, and institutions do not
exist independently from the people who constitute them. As a result, he suggested that human
beings and societies should never be conceptualized as self-contained, isolated, self-determining,
and ‘closed’ (homo clausus) from other people, society and structures. In an effort to move
beyond thinking about human beings in static and compartmentalized ways (Mennell &
Goudsblom, 1998), Elias argued that the body and the self, along with the subject and object are
not separate entities. Rather, human beings should be understood in relational pluralities such
that all human beings are bonded in, and through dynamic, open, and malleable (homines aperti)
webs of interdependence. Interdependencies may not be overt or obvious, but they are always

omni-present.

A banal example of the interdependent nature of everyday life is the act of driving a car. At the
surface, each driver is exercising their agency and merely driving on their own accord without
the influence of others. However, each driver is also dependent on the others to follow the rules
of the road and not crash into another driver. Another example of interdependency is a baby’s
birth and development. Their interdependencies are biological, in as much as they are social. For
instance, the baby’s development depends on interdependent biological and social processes
(Elias, 1978a). Biological growth cannot occur without a figuration/set of contingencies that
includes at least one adult to provide the necessities of life. Social development occurs different
with different biological realities such as the absence or presence of disease. Absence or
presence of disease has both social and biological vectors that interact across time and space. The
interdependencies of the baby and the adult are irreducible such that they both are bonded in a

relationship from the very beginning. These interdependencies not only characterize human life
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from birth, to death, but the explicit focus on interdependence undergirds the concept of

figuration as discussed below.

Elias developed the concept of figuration to underscore how human beings contribute to, and are
shaped by webs of complex, interdependent, social relationships. The combination of individual
and group interdependencies coagulate to form figurations which are complex and entangled
webs/networks of relations (Atkinson, 2012). For Elias, the concept of figuration is “a simple
conceptual tool to loosen this social constraint to speak and think as if the individual and the
society were antagonistic as well as different” (Elias, 1978, p, 130). The concept of figuration
therefore highlights that society and human life are embedded within a loose structure, and
situated with a system of relations involving mutually oriented and interdependent people. In this
vein, human beings are not “isolated individual ‘actors’ who variously ‘interact’ with other
individuals, groups, organisations or social institutions” (Dunning and Hughes, 2013, p. 52). Nor
is a society merely a ‘thing’, an isolated ‘entity’, or an external structure imposing itself onto
individual human beings. Rather, the lynchpin of the concept of figuration is such that it
“invokes the individual, agency, society, social change, power, and structure simultaneously, but
purposely without being reducible to any of these components” (Dunning & Hughes, 2013, p.
52). In this conceptualization, human beings possess some degree of autonomy and certain
freedoms as agents, however, these freedoms are generated, and can only be expressed within the
broader structure of social relations which afford certain conditions of possibility. Elias
eloquently states:

The network of interdependencies among human beings is what binds them together.
Such interdependencies are the nexus of what is here called the figuration, a structure of
mutually oriented and dependent people. Since people are more or less dependent on each
other, first by nature, and then by social learning, through education, socialisation, and
socially generated reciprocal needs, they exist, one might venture to say, only as

pluralities, only in figurations (Elias, 1978a, p. 214).

Importantly, a figuration exists anywhere where there is a social connection, and an
interdependency of any sort (Atkinson, 2012). As such, the concept of figuration is amenable to
groups of individuals of various sizes (two people or five thousand), along with varying degrees

of interdependence. The inter-and socially connected nature of human life runs the life course as
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human beings are born into sets of interrelationships (figurations), develop within them, to an
extent shape their dynamics, structure, and help create them, and then die within the
interdependent ties they share with others (Jarvie and Maguire, 1994; Dunning, 1999). Even if a
member of a figuration dies, the figuration lives on and is subject to change as long as there is
one interdependency of any sort. Figurations for example can include the military, a state, a city,
a family, economy, political context, a school, students in a classroom, a workplace, a

community (Atkinson, 2012), or a group playing poker (Landini, 2013).

In the context of this study, adolescent boys with ASD are a part of, and interact with, several
figurations. For example, boys with ASD are a part of the autism figuration as their symptoms
group them together with a clinical diagnosis of ASD. Their diagnostic label in turn shapes their
lives and trajectories as their diagnosis provides access to interact with other figurations such as
accessing healthcare (therapy), school-based services (educational support), and social
expectations of what an adolescent boy with ASD can or cannot do. In addition to this autism
figuration, boys are also a part of their family figurations, along with HPE and PA figurations.
Although each of these figurations have unique structure, logics, practices, and dynamic tension
balances (power), they are fundamentally linked and interconnected as boys interact with these

figurations daily, often superseding their conscious control.

To explain the concept of figuration, Elias often used dance, a chess game, or a soccer match
(Elias & Dunning, 1986) as analogies to help conceptualize how states, cities, and or families are
figurations. I draw on the soccer match analogy. A soccer match does not exist unless there are
two teams participating, and the participation of each team enables the presence of the match.
Notably, when engaged in the match, the teams are concurrently and concomitantly in
cooperation with each other (needing each other to win the match), but also in conflict with one
another as opponents. As both teams seek to win the match, they can only do so within the
broader structure they participate in (the rules of the game). The use of a soccer match as an
analogy enables Elias to jettison the duality between the individual/society and agency/structure
as both teams have the autonomy to engage within the game, but only within the confines which
make the match possible (Elias & Dunning, 1986). When engaged in the objective to score in
order to win the game, the teams are constantly moving, and adjusting their movements in space
to reflect the movements of teammates and their opponents. These continual adjustments made

by both teams highlight that figurations are subject to constant change. Just as the soccer players
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(small figurations) are always moving at some points more quickly and at other points more
slowly, this constant process of movement highlights that all figurations (including societies)
have a structure, yet are constantly in flux, dynamic, and processual in nature (Elias & Dunning,
1986). The constant changes highlighted in the soccer match are representative of changes in
human life, whether large or small, all figurations are constantly evolving, and are shaped by

tensile and dynamic power relations between individual people and social groups.

For Elias, figurations are organized as a result of dynamic, processual and fluctuating operations
of power. Power is the binding factor between interdependent people and within figurations, and
is universally present. It is present in all human relationships, is relational, and contributes to
social order. To this end, one is not simply powerful or powerless. Nor is power simply a
substance that is merely up for grabs between dominant and less dominant individuals. Power
therefore is not a static entity, but rather power is expressed in ratios (or power balances) where
power ratios are at a minimum bipolar, and often multipolar. The bipolar and multipolar nature
of power emanates from the interdependence between social groups and individual people.
Given that power ratios are not equal, power can be both simultaneously enabling and
constraining (Elias & Scotson, 1994) with multiple effects. Elias remarks:

From the day of its birth, a baby has power over its parents, not just the parents over the
baby. At least the baby has power over them as long as they attach...value to it. If not, it
loses its power... Equally, bi-polar is the balance between a slave and his [sic] master.
The master has power over his slave, but the slave also has power over his master, in
proportion to his function for the master-his master’s dependence on him. In relationships
between parents and infants, masters and slaves, power chances are distributed very
unevenly. But whether the...differentials are large or small, balances of power are always
present wherever there is a functional interdependence between people... Power is not an
amulet possessed by one person and not by another; it is a structural characteristic of a

relationship of all human relationships (Elias 1978b, p. 74-75).

As illustrated above, the processual network of power balances within figurations are beyond the
control of a single individual or any group in particular (Elias & Schréter, 1991a; Jarvie &
Maguire, 1994). Given that power is fully relational within figurations, the intentional actions of

one individual, and intentional interactions emanating from many individuals can generate
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multiple effects (Elias & Schroter, 1991a). Changes in figurations are perhaps best described in
Elias’ magnum opus The Civilizing Process (1939), where he illustrates how standards regarding
violence, sexual behaviour, and table manners change over time. He suggests that, although the
individual ‘I’ identity is never more powerful than the collective autonomy of the ‘we’ identity
(Evans & Crust, 2015), the intended actions of a few individuals may generate unforeseen or
unintended outcomes for the many situated within the figuration. As noted by Elias, “underlying
all intended interactions of human beings is their unintended interdependence” (Elias, 2001b, p.
143) which in turn generates and establishes a (social) order that of which is significantly
stronger than the individuals who constitute it. As | introduced above, power balances and
relationships are not static, and they can change over time. Social order and relationships
therefore are not fixed or predetermined as actions in the past have the potential to influence the

present just as much as contemporary actions.

In the context of this study, the concept of figuration was a valuable point of departure to
examine PA participation among adolescent boys with ASD for several reasons. First, | drew on
the concept of figuration to examine how participants were bonded and socially connected with
each other through their participation in both ASD and PA figurations. By examining their
interdependencies and their relationship with others (including their peers in PA contexts), the
concept of figuration enabled me to explore how participants in this study were positioned as
‘the established’ or ‘the outsiders, and to understand how this impacted their PA participation.
Secondly, the concept of figuration and Elias’ other concepts were employed to emphasize the
processual nature of participants’ relationships, and to explore how power relations with others
in their figurations enhanced, shaped, and curtailed their daily lives, and PA. By taking a
Figurational and temporal understanding of PA, | explore how interdependent power
relationships both enabled and constrained their participation over time. Thirdly, | drew on the
concept of figuration to query how family figurations both within and beyond the PA context
shaped their everyday lives and PA participation. Figuration guided the analysis of how familial

values, norms, traditions, cultural rites shaped their participation throughout their lives.

3.2.2 Hinge: Bridging the Nature and Nurture Divide

Informed by his training in medicine, philosophy and psychology, Elias sought to combine his

interests in the biological body and society into a singular, yet concatenated understanding of
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human beings (Atkinson, 2012). Lamenting academic disciplines which dissected the body into
individualized units of study (such as history and sociology, or psychology and biology), Elias’
sought to transcend (artificial) disciplinary boundaries to generate a ‘menschenwissenschaft’
(Reicher, Hayt, Garcia & Dolan, 2018); that is, a bio-psycho-social study of ‘human science’.
His efforts to generate a bio-psycho-social study of human science was also motivated by the
dismissal of biological understandings of bodies within sociology during his time. Atkinson
(2018) notes that these trends persist wherein sociologists “frequently struggle with the place of
biology, human instincts, drives, or geneotypic and phenotypic natures in social theory on
embodiment” (p. 292). Elias’ efforts to generate a bio-psycho-social study of human beings also
emanated from his critique of how nature and nurture were (and still are) frequently
dichotomized such that “nature is usually understood to mean something which will remain
unaltered, something beyond change. One unique aspect of humanity is that human beings are in
certain ways changeable by nature” (Elias 1978b, p. 107). In this vein, Elias drew on biological
and social approaches in an effort to connect “human nature with society” (Elias, 1987b, p. 348).
By infusing biology into sociology, Elias argued that such an approach generated a more ‘reality
congruent’ knowledge about social reality (Elias, 2009) compared to other approaches. Elias

argued:

Every investigation that considers only the consciousness of men (sic), their reason, or
ideas, while disregarding the structure of drives, the direction and form of human affects
and passions, can be from the outset of only limited value... A real understanding, even
of the changes of ideas and forms of cognitions, can be gained only if one takes into
account the changes of human interdependencies in conjunction with the structure of
conduct and, in fact, the whole fabric of men’s personality at a given stage of social

development (Elias, 1994, p. 486).

Not only was his bio-psycho-social study of human science bold, innovative (Atkinson, 2018),
and sought to move beyond dichotomies such as the corporeal body and society, Elias’ approach
sought to bridge the pervasive nature (biology) and nurture (learning and socialization) divide
through his concept of the hinge. The concept of the hinge proposes that social and biological
aspects of human beings are situated within a recursive, interconnected, and interdependent
relationship. Instead of approaching social, physical and psychological (existential, cognitive,

affective) dimensions of human beings as separate entities, the hinge proposes that natural
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(biological) and social processes are fundamentally and deeply entangled from the outset. As a
result of this entanglement, Elias argued that social processes and biological evolution are

intimately connected structural processes where learned and unlearned traits come together:

That there are different degrees of [bodily plasticity] is of the greatest importance
especially for understanding the civilizing process. Here one sees most clearly the
interplay of automatic and intentional self-steering. Automatic are the more animalistic
drives and affects such as hate, jealousy, or whatever it may be. Intentional is the self-
regulation of drives and affects, which we call learned ‘self-control’. Human beings have
by nature- more than any other creature- the ability to restrain or to modify their drive
impulses according to the situation in question. The civilizing process is based on this
ability (Elias, 2018, p. 285).

By connecting human nature (biology) with society, Elias’ sought to highlight how social
processes (society) and learned individual dispositions (human-self) blend with (unlearned)
biological aspects (nature) to shape human conduct and humanly existence in everyday life. In
this context, learned processes refer to social practices, learned behaviours, dispositions. On the
other hand, unlearned processes include the anatomical make up of bodies, and the autonomic
physiological functioning of the human body such as breathing. An example regarding the
interaction of the learned and unlearned is highlighted through breathing. Human beings do not
learn how to increase their respiration rate when they engage in physical activity (Gibson, 2015).
While we can learn to control their breathing, increased inspiration and subsequent increases in
respiratory volume during physical activity are modulated by unlearned, physiological, bodily
processes. The inextricable relationship between the learned and unlearned aspects of the body is
highlighted by Serres (1986) who eloquently outlines the presence, yet absence, of conscious
bodily processes:

(There is background noise from our biological processes: we are submerged to our
neck, to our eyes, to our hair, in a furiously raging ocean. We are the voice of this
hurricane, this thermal howl, and we do not even know it. It exists but it goes
unperceived. The attempt to understand this blindness, this deafness, or, as is often said,

this unconsciousness thus seems of value to me. We have eyes in order not to see
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ourselves, ears in order not to hear ourselves. The observer observes nothing, or almost

nothing.

Another example highlighting the interaction of the learned and unlearned (hinge) is verbal
communication. To generate verbal speech, biological/anatomical structures and physiological
functions must be present, interact, and operate concomitantly. As a result of the functioning of
these biological structures and processes, speech is generated. In the same vein however, verbal
speech is only useful and meaningful if a child is able to learn how to use anatomical structures,
learns a shared language, and learns how to integrate into social conventions governing verbal
communication. It is only through learning that speech becomes of value given when speech is
integrated into broader social values system(s) where verbal speech is privileged to a higher
degree than others forms of (non-verbal) communication (see Teachman, 2016). It is only
through the interaction of the learned and unlearned (hinge) that verbal communication is
possible. The inextricable relationship of the hinge is echoed by anthropologist Clifford Gertz
who comments, “our capacity to speak is surely innate, our capacity to speak English is surely
cultural” (1973, p.50). The purpose in highlighting the breathing and speech examples is not to
argue whether the learned or unlearned is more important than the other. Rather, these examples
highlight that learned and unlearned aspects of life always are fundamentally linked. This
recursive relationship regarding biological maturation and social development through learning

is further explained by Elias as he remarks:

But this overall process, which is entirely automatic and self-steering, includes levels and
layers which are less automatic—layers of self-control grounded not in a pre-determined
biological mechanism, but in the absorption of knowledge through learning. We have a
tongue, lips, mouth muscles and vocal cords, but at best the most rudimentary innate
patterns of their coordination. Only animalic sounds of groaning come out of human
beings if they do not learn from other human beings to coordinate all these muscles,
tongue, palate, vocal chord muscles and so on, so that they utter an articulated language
which is comprehensible to other human beings. This is a learned form of self-
control...Thus, within this framework of the broad unlearned self-control of the human
process, there is wide scope for learned and extremely flexible self-control, which is

shaped and facilitated by interaction with other human beings, and which is designed by
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nature for this social integration—because, without it, the organs, tongue, vocal chords,

or whatever would remain unused (Elias, 2018, p. 283).

While nature and nurture cannot exist in separation and are always fundamentally linked, the
degrees of linkages widely vary. As such, some of linkages of the hinge are tightly closed, while
others are more widely open. For example, physiological functions such as breathing and
digestion are largely autonomic and unlearned process. These bodily processes reflect the more
tightly closed linkage of the hinge primarily relying on biology given that breathing and
digestion can be regulated by human beings only to a small degree. On the other hand, Elias
argues that drives, emotions, and sexuality are biological in nature but, through learning, these
processes can be tamed through self-regulation. As a mix of both intentional and unintentional
social processes, this self-regulation in turn reflects the more widely open linkages of the hinge
where these learned aspects are more powerful than the unlearned bases of drives, emotions and
sexuality. Notably, although biological makeup in human beings provides the conditions of
possibility for learning and social development, Elias argues that learned behaviours ‘trump’
biological process. The unparalleled ability to learn emanating from the social aspects of human
life is one of the hallmarks which characterizes and differentiates human beings from other
species. For Elias, human practices, interactions, and behaviour are the concomitant result of
learning and not merely as a result of biological impulses. In this vein, Elias argues that the

learned features of human life are positioned in this way in order to enable survival:

(S)tarting from the postulate that humans not only can but must learn in order to become
fully human I have clarified the problem of the hinge. The biological propensity of
humans for learning provides the answer. Without the changeability as well as the factual
changes of what can and what has to be learned, without changes in knowledge including
language changes, social development would not be possible. The biological dominance
gained by learned forms of conduct links irreversible evolution to reversible
development. Learned knowledge can be forgotten. The large human potential for forms
of orientation and communication acquired through learning which is part of human
nature also constitutes the hinge between nature and society, nature and culture, and in

consequence between natural and social science (Elias, 1987b, p. 351).
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Although the concept of the hinge is somewhat buried in Elias’ corpus of scholarship, the hinge
is at the core of his examination of state formation/the civilizing process (Elias, 1978a), manners
(Elias, 2000), emotions (1987a), the development of the habitus (Elias 1991, 1996), and death
(Elias, 1985). Perhaps the most poignant illustrations of the concept of the hinge were revealed
in Elias” work on state formation/the civilizing process (Elias, 1978a), emotions (1987a), and
death (1985). In his magnum opus The Civilizing Process, Elias cleverly illustrates how self-
restraint emerges as an unlearned biological drive, but also is contoured socially throughout
history and time that are constantly evolving. As democratic environments increasingly were
pacified, centralised through monarchies, and became increasingly interdependent between the
1400s-1800s, Elias highlights how forms of social organization shape individual habituses. It is
here that he argues that the inherent biological processes for self-regulation interact with learned
mechanisms of self-control which emerge at different points in history.

One of the most explicit statements on the hinge is located within Elias’ 1987a essay, On Human
Beings and their Emotions: A Process-Sociological Analysis. The thesis of Elias’ theoretical
argument is such that unlearned aspects of human knowledge and ‘biological hardware’ provides
the conditions of possibility for learning and social development. Learning however can only
occur in the presence of social organization. Given that learned knowledge is only possible as a
result of unlearned human traits, characteristics, and biological hardware, Elias notes then that
humans must combine biological hardware with learning in order to survive (1987a). These
themes are reinforced by Elias’ recently released lecture on ‘rediscovering’ the body (2018)
where he further explicates the recursive relationship between the social, physical, and

psychological aspects of human beings.

Finally, in The Loneliness of the Dying (1985), Elias highlights how biological and social aspects
of ageing, death, and the social rituals of death interact together. While human beings die more
hygienically than ever before as a result of institutionalized routines such as palliative care
treatment, hospices, and predictable death rituals, Elias argues that participating in
institutionalized routines “provide a social framework for the situation of dying” (p. 24). This
death framework not only shapes death to be devoid of any feeling and meaning, but also is
reflective of one’s social and cultural location. Thus as Elias argues, death in developed and
highly individualistic societies reflect social isolation throughout the life course where “one dies

alone matches the accentuation in this period that one lives alone” (Elias, 1985, p.48). In as much
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as natural death is an unlearned, biological process, death is equally contoured socially and

reflective of broader social conditions.

In the context of this study, | drew on the concept of the hinge to examine how individual
dispositions, biology, and social processes meet and blend to shape PA participation among
adolescent boys with ASD. With much of the research on PA among individuals with ASD
focusing on individual biological (e.g gross-motor impairments) and psychological forces (e,g
motivation), the hinge provided a conceptual point of departure to examine how PA participation
is further contoured by broader biological social and cultural norms, values, beliefs, and
assumptions. By exploring the learned and unlearned experiences and perceptions of PA, the
hinge was used to interrogate how participation was enhanced, shaped, and curtailed by present

and past relations, attitudes, perceptions, and PA experiences.

3.2.3 Habitus

Throughout his corpus of research, Elias was interested in understanding how learned and
unlearned aspects of the body and society shaped the individual and society. In particular, he was
interested in understanding how biological, social, and psychological elements of life interweave
to shape human beings, both in daily life, and throughout the life course. The impetus to
understand human beings across a variety of dimensions not only was congruent with his bio-
psycho-social approach described above, but also emanated from his rejection of dichotomizing

the body and society into separate entities. Elias remarked:

“the structures of the body and human psyche, the structures of human society, and the
structures of human history are indissolubly complementary and can only be studied in
conjunction with one another. They do not exist and move in reality with the degree of
isolation assumed by current body research. They form, with other structures, the subject

matter of a single human science” (Elias, 1991, p. 36).

To highlight and study the interconnections of the bio-psycho-social, Elias drew on the concept
of the habitus. Jettisoning the subject-object dichotomy, the habitus, or Elias” more frequent use
of the term ‘second nature’, are schemes of perception and a mode of orientation that guide
thought, perception, tastes, preference, performances, action, and (inter)action within the social

world (Atkinson, 2012). For Elias, the habitus is social in as much as it is biological such that
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dispositions are created through interdependent processes of sociogenesis and psychogenesis.
Sociogenesis entails the internalization of social norms and cultural practices through
participation and experiences in the social world. Psychogenesis includes psychological
dispositions and personality structures of each individual. The combination sociogenesis,
psychogenesis, biological processes, and experiences in the social world through socialization
generate dispositions which guide and shape behaviours, habits, and ways of understanding the
world. In tandem with the concepts of figuration and the hinge, the concept of habitus highlights
how the psychological and the social are interconnected and become internalized. Elias (1991)

explained:

The make-up, the social habitus of individuals, forms as it were, the soil from which
grow the personal characteristics through which an individual differs from other members
of his society. In this way something grows out of the common language which the
individual shares with other and which is certainly a component of his social habitus-a
more or less individual style, what might be called an unmistakable individual

handwriting that grows of the social script (p. 63).

Elias argued that development of one’s habitus commences at birth, and these dispositions
become incredibly deeply habituated such that “memory of the learning process has been
forgotten or repressed” (Mennell, 2013, p. 6). Given that dispositions are deeply seated, the
habitus often is beneath the level of conscious awareness and control (Jarvie & Maguire, 1994).
As a result, schemes of perceptions emanating from the habitus become self-steering apparatuses
(Elias, 1994) such that these ways of knowing and making sense of the world when immersed in
daily practices appear to be natural and are taken for granted. Although the habitus is a heuristic,
a mode of perception and orientation in which social actors make sense of their (inter) actions
within the social world, the habitus is not fixed, linear, or irreversible. Nor is one’s habitus
circumscribed. In this vein, the habitus is durable, but not eternal, such that one’s habitus evolves
throughout the life course, and is specific to one’s position(s), participation and interaction(s)
within figurations. Thus while one’s past experiences may contour perceptions and influence
behaviour, the habitus is constructed within an individual’s position within a figurations such
that power balances and norms situated within the figuration concomitantly and concurrently
influence the habitus (Jarvie & Maguire, 1994).
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While the habitus operates at the level of the individual as described above, Elias demonstrated
how larger figurations such as social class or interactions within particular groups also shape the
development of one’s habitus. In his study of The Civilizing Process, Elias poignantly highlights
how the tastes, interests, and modes of perception of the social elite from the upper classes
differed from individuals from lower social strata. From differing forms of entertainment such as
interests and understandings of art, through clothing, comportment and deportment as markers of
social distinction, Elias highlights how one’s social position distinctly has an indelible impact in
shaping one’s habitus. As Mennell (1992) remarks, the habitus is composed of a particular “level
of personality characteristics which individuals share in common with fellow members of their

social groups (Mennell, 1992, p. 30).

Not only does social position (such as social class) influence one’s habitus, Elias also identified
how ‘external’ sociogenetic processes and ‘internal’ psychogenetic processes (Van Krieken,
2014) are interdependent, interconnected, and fundamentally shape the habitus. As such, Elias
traces how personality structures and social changes are fundamentally linked, and
interdependent. Tracing how social standards evolved since the Middle Ages in European
societies in the Civilizing Process, Elias highlights how changes within society, contributed to
broader changes at the level of the individual. For example, court circles (particularly courts of
absolute monarchs) initially developed stricter control of impulses and emotions as part of the
process of civilization (Jarvie & Maguire, 1994). As society increasingly became pacified with
decreasing violence among individuals, the stricter control of impulses once limited to court
circles permeated down the social scale. The changes in the control of impulses and expectations
of exercising ‘autonomic self-restraint’ were internalized by the majority of members of urban

industrialized societies over time (Jarvie & Maguire, 1994).

In this study, Elias’ concept of habitus served as a valuable conceptual tool to examine PA
participation among adolescent boys with ASD in my research. In conjunction with the concept
of the hinge, | drew on the concept of habitus to unpack how human and PA experiences are
mediated through socialization processes (sociogenesis) to shape an individual agent
(psychogenesis). In this vein, the concept of habitus served as a conceptual foray to examine how
individual dispositions interconnected with biological underpinnings, and broader macro and
micro level practices to shape personality structures which enhanced, shaped and curtailed PA.

By attending to the macro (state formation, norms, values, assumptions) and micro (habitus and
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conscience formation) features of their lives, I drew on the concept of habitus to interrogate how
short and long term socialization processes, conscious and unconscious acting, individual
actions/interpretations, social constraints, along with planned and unplanned social developments
interweave to shape PA among adolescent boys with ASD. The concept of the habitus, was an
important conceptual tool to bridge the purported ‘macro/micro gap’ in sociological theory
(Mennell, 2018) offering a “historical social psychology” (Elias, 2012b, p. 449) that is at once
was psychogenetic and sociogenetic (Mennell, 2018).

3.2.4 Human Emotions, Pleasure and Leisure

Throughout his corpus of research, Elias argued that emotions, and one’s expression of emotions
are key constituting elements which define and differentiate human beings from other species.
Situated within the concept of the hinge, Elias argues that emotions have both learned and
unlearned components. In this vein, emotions bind human beings together first by nature as all
human beings are born with emotions, and secondly through social learning as human beings
learn to interrelate emotionally (Elias & Dunning, 1986; Jarvie & Maguire, 1994; Maguire,
2005). Whereas emotions are a central component of the human experience in all aspects of life
and eloquently outlined in his essay On Human Beings and their Emotions: A Process-
Sociological Analysis (Elias, 1987b), emotions also are fundamentally interrelated and a central
component of sport, PA and leisure activities. In their examination of fox hunting, early forms of
modern soccer, and cricket, Elias and Dunning (1986) in their book the Quest for Excitement
argue that sport and leisure activities have taken up new meanings and social functions in
modern societies. As societies increasingly became pacified over time, Elias and Dunning (1986)
argued that societies have had become relatively unexciting places. As part of this process of
civilization, changes in these levels of excitement coupled with an increased emphasis separating
life from work have contributed to a greater emphasis on moving beyond “the routinization that a

civilizing process engenders” (Elias & Dunning, 1986, p. 16).

Leisure activities in the ‘spare-time spectrum’ such as sport therefore serve a key social function
as sport has inherited a new role to counter life from being too dull or boring. Theorized to be a
site which elicits “pleasurable and de-routinizing emotional arousal” (Dunning, 1999, p. 3), sport
can be a form of pleasurable excitement and provides an outlet to experience emotions that are

generally repressed and avoided in everyday life such as anger, fear, anxiety, pleasure, and
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sadness (Elias & Dunning, 1986). For example, Mierzwinski and colleagues (2014) highlight
how women who participated in mixed martial arts (MMA) emphasized that highly civilized and
disciplined routines of daily life are temporarily jettisoned. For these particular women,
Mierzwinski et al (2014) highlight that the mental physical, emotional and psychological aspects
of MMA which are absent from other features of daily life, elicited mimetic pleasure, joy, and
fear. The intersection of emotion and sport are also highlighted by Atkinson’s (2013) study of
parkour, and Throsby’s (2013) work on marathon swimming as they outline how sport can
provide a quest for excitement by offering a “controlled decontrolling of emotions” where sport
has the potential to enable participants to temporarily escape reality, and venture into the
imaginary. It is here that sport elicits emotional arousal and provides a temporary opportunity to
experience a quest for excitement where social habits and self-restraint are loosened. Whereas
some sports and activities generate pleasure, other activities such as greyhound racing (Atkinson
& Young, 2005), and American Football (Maguire, 1993) have been shown to generate
apprehension, hatred, intimidation, uncertainty, feelings of victory, and the threat of defeat. By
generating tensions and embodied emotions that would likely otherwise not be created or
avoided in everyday life, participating in sport and leisure activities therefore can be key
components in the formations on one’s identity (Maguire, 1991) as individuals navigate the

social world.

In the context of this study, examining the role of emotions, leisure practices, and Figurational
concept of the spare-time spectrum (Jarvie & Maguire, 1994) served as a point of departure in
examining participants’ expressed thoughts, motivations, embodied emotions, and pleasure
taking part in PA. With much of the research on pleasure examines risk, thrill and extreme sport
(Pringle, 2009), exploring the role of pleasure and the spare-time spectrum provided an
opportunity to explore this generally unexplored landscape by analyzing the role, pleasures, and
meaning of PA in the lives of adolescent boys with ASD. Adopting this approach elicited the
opportunity to examine the interconnections between emotions, PA, and boys with ASD which
heretofore have not been described in the literature. The negative emotions that can be associated
with PA are discussed in Chapter 5 and 6.
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3.2.5 Alignment with Study Aims

Elias’ conceptual framework aligns with the study aims in the following ways. First, the study
aims to contribute new knowledge regarding the subjective experiences, understandings, and
meanings of PA participation among adolescents with ASD. The data generated with participants
highlights the activities, relationships, routines, activities and conditions which contribute to their
PA participation, and their everyday lives. The data were analyzed to examine how figurations
and social relations interact to shape PA practices. The second aim of this study was to examine
how PA is influenced beyond the level of individual physical impairments (gross-motor deficits,
sensory factors). Drawing on the concept of figuration, hinge and habitus, this work examined
how biological aspects of ASD and PA participation intersect with and are contoured socially.
Rather than assuming that participation in PA was putatively biological or social, the concepts of
the hinge and habitus provide theoretical tools to examine how the biological and sociological
aspects of PA participation are interconnected and fundamentally linked. Drawing on a
Figurational perspective was a point of departure to think about and analyze the data
processually where significance was placed on understanding how changing configurations of
power in participants’ relationships shaped PA participation. Adopting this approach allowed me
to theorize how PA was shaped over time, and to consider how PA was mediated by broader

socialization processes.

3.2.6 Conclusion

In this chapter, I have outlined Elias’ conceptual tools of figuration, habitus and hinge, and have
explained how these tools afford analyses of PA participation among a group of adolescent boys
with ASD. In doing so, I outlined how Elias’ Figurational Sociology guided my investigation of
PA participation as shaped by broader socio-cultural processes beyond the level of individual
impairments. In conjunction with a critical lens and Elias’ conceptual tools of figuration and
habitus, the analysis was oriented at examining how individual (behaviours, perceptions,
experiences) and micro-level interpersonal factors, interact with, and are contoured by broader

macro-level (social, institutional, community, and public policy) forces.

Building on Elias’ concepts of figuration and habitus, I drew on Elias’ concept of the hinge to
examine how the identified socio-cultural processes interacted with bio-physical and psycho-

behavioural processes to shape PA. Not only did the concept of the hinge serve as a valuable
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resource to guide my analysis, but it was also a unique application of this concept in research
with adolescents with ASD. In the next chapter, | describe the study methodology, and methods

that were employed in this study.



Chapter 4

50
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4 Study Methodology and Methods

Across the health and social sciences, there has been a significant proliferation of autism
research in the past 10 years (Pelicano et al., 2013), with a particular increase in qualitative
research (Depape & Lindsay, 2016). From research exploring how caregivers navigate healthcare
support systems (Gentles et al., 2019), to research examining how healthcare practitioners such
as physiotherapists can potentially enhance PA participation among adolescents with ASD
(Campos et al., 2019), qualitative inquiry is increasingly gaining traction. Nevertheless, much of
the research focused on adolescents with ASD to date has been conducted with adults, such as
caregivers, teachers, and healthcare providers (Depape & Linsday, 2016). Despite calls to
include the perspectives of individuals with ASD in research (Bolte 2014), there have been few
related studies (Depape & Lindsay, 2016), and even less research conducted with adolescents
(Jachyra et al., 2018). Given that the views of adolescents can differ from the proxy perspectives
of adults (Grover, 2004; Gladstone et al., 2006; Teachman & Gibson, 2012), including
adolescents with ASD in research is important to develop a more nuanced understanding of their
everyday lives and needs. Collaborating with adolescents opens new possibilities to expand
understandings of their daily lives, and has the potential to generate new insights regarding their

PA participation that otherwise might not be generated with other stakeholders.

Although there are likely multiple reasons for the paucity of qualitative research conducted with
adolescents with ASD, one contributing reason is the lack of description, development, and
guidance regarding the selection of methods that might be optimally suited to their needs.
Participating in research using traditional methods, such as an in-depth face-to-face semi-
structured interview, may be difficult for adolescents with ASD who can experience challenges
with verbal communication, and with grasping and responding to social cues (Harrington et al.,
2014). Despite preliminary insights suggesting the avoidance of figurative language (Ellis, 2018)
and the use of pictures to facilitate communication during individual interviews (Humphrey &
Lewis, 2008), there has been little work that has explicated research processes and
methodological decisions when working with adolescents with ASD (Ellis, 2017). As a result,
there is a lack of well-described strategies, approaches, and/or reflexive accounts regarding how
qualitative data were co-produced. Nor has there been work describing methods and approaches

that may be adopted to facilitate working with adolescents with ASD (Jachyra et al., 2019).
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Given these knowledge gaps, this chapter serves as a point of departure to address these
knowledge gaps by describing the qualitative methodology and methods implemented in the
study. To address the study aims, | combined digital storytelling (DS) and multiple in person,
semi-structured face-to-face interviews to optimize the engagement of adolescents with ASD,
and co-produce in-depth data. I highlight the procedures, strategies, and my own learning

developed during the study.
Methodology and Methods

Consistent with the critical social science approach which framed the study, a critical qualitative
methodology was deployed. Critical qualitative inquiry is rooted in exposing and critiquing
power relations and the various forms of obvious and systematized discrimination which operate
in daily life (Garoian & Gaudelius, 2008). With a commitment to questioning assumptions and
the taken for granted, critical inquiry interrogates rationalist truth claims and grand narratives,
and also questions conceptual and theoretical bases of knowledge and methods (Denzin, 2017).
As a result, critical inquiry is interpretive in nature which recognizes that ‘reality’ and science
are mediated by human interpretation and meaning, socio-political processes, language,
discourses, institutions and social-structures, and positionality of the researcher (Denzin, 2017).

Informed by this critical qualitative methodology, a multi-method critical qualitative study was
designed that included two face-to-face interviews and the creation of a digital story with each
participant. The first interview was designed to explain the study, build rapport with each
participant, and talk through the processes for creating digital stories. Following this
introductory interview, digital stories were then created with each participant over the course of
three facilitated workshops. The second interview occurred after the digital stories were created.
Using the participant’s digital story to ground discussions, this interview explored the
participant’s conceptualizations of PA, their attitudes, beliefs and experiences related to PA
participation. | also generated observational fieldnotes during all interviews and digital
storytelling workshops to document the research process, my reflections, and initial analytical
impressions. Before describing the study procedures in detail, 1 first introduce digital storytelling
as a methodology and discuss the rationale for its use in the study.
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Digital Storytelling:

Digital Storytelling (DS) was initially developed by the Centre for Digital Storytelling in
Berkeley, California during the 1990s to mobilize the individual voices and stories of ‘ordinary’
people (Bundon & Smith, 2017). DS often takes place in a structured, workshop-based format
and draws on multi-media content (text, music, images, video, and artwork) and digital tools
(video editing software, digital cameras, computers) to produce short visual narratives known as
digital stories (Vivienne, 2011). Digital stories often range from two to four minutes in duration
(Bundon & Smith, 2017), and a central component of DS is sharing the stories with others for
further dissemination. As such, it is not uncommon for stories to be shared with members of the
workshop, with family and friends, and digitally through electronic media such as the internet or
a DVD.

While DS is a relatively new research method in the field of health studies (Lal et al., 2015), it is
increasingly gaining traction (Gladstone & Stasiulis, 2017) and has been deployed in numerous
ways. For example, in arts-based health research and community-based participatory research
frameworks, researchers have deployed digital stories as a tool to bring the voices of individuals
to the fore (Gubrium, 2009). Additionally, DS has been deployed as a research method in
studies examining mental health practices (Baker et al, 2015), and experiences of illness (Willis

et al, 2014). Others have employed DS as a knowledge translation tool (Ferrarri et al., 2015).

In the context of this study, DS was selected as a method to generate an in-depth understanding
of adolescents’ daily lives, their practices, experiences, and meanings of PA participation.
Furthermore, DS was strategically selected to facilitate rapport building with study participants.
In my experience conducting qualitative research with adolescents with ASD developing rapport
can be challenging, especially if generating data with participants during a single encounter.
Recognizing this challenge, I sought a method that was structured with multiple participant
interactions that enabled data to build from previous interactions. In this vein, DS was selected as
a research tool given that multiple and sustained engagements with participants over time
presented increased potential to establish trust and rapport, while also creating rich data in a safe

and enjoyable manner.
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Not only did I seek a method that would help establish rapport over time, 1 also sought a multi-
modal method that would support the wide-ranging communication needs and abilities of
adolescents with ASD. Given that digital stories inherently include both verbal and non-verbal
forms of communication, DS was optimally suited to participant needs as there can be high
variability in verbal proficiency among adolescents with ASD. Finally, DS was selected as an
elicitation method to facilitate discussion during subsequent interviews. By creating a digital
story, | hoped that adolescents would be more inclined to share their PA experiences by
reflecting on their experiences of creating the story, and using the story content as a resource to

support our discussions.
Study Participants

The study was approved by the University of Toronto Health Sciences Research Ethics Board,
and the hospital ethics board where the study was conducted (See Appendix 1). Recruitment
criteria were as follows: a) had a diagnosis of ASD as per Diagnostic and Statistical Manual of
Mental Disorders (5" ed., DSM-5 2013) criteria, supported by the Autism Diagnostic
Observation Schedule (Lord et al., 2012); b) were aged 12-19 years; ¢) demonstrated verbal
proficiency in English; d) were capable of allowing turn-taking and discussion of experiences;
and e) demonstrated capacity to independently provide consent to participate in the study.
Participants were recruited from a large Canadian children’s hospital in southern Ontario.
Adolescent boys with ASD aged 12-19 years were specifically recruited as research suggests that
children with ASD become even less active during adolescence (Pan et al., 2011). Although
there are no standardized rules regarding sample size in qualitative research (Smith &
McGannon, 2018), | sought to recruit between 8-10 boys to develop a detailed, contextualized,

and in-depth examination of PA participation among adolescents.

Recruitment proceeded as follows. Prospective participants were identified through a clinical
database from the children’s hospital (See Appendix 2). Adolescent boys who met the study
criteria received a study invitation package in the mail (See Appendix 2), and were asked to mail
back a form indicating their interest in the study (See Appendix 3). After returning their
expression of interest (Appendix 4), prospective participants then were screened during a phone
call to assess suitability to participate by revisiting study including criteria. Prospective

participants who met the study inclusion criteria were invited to participate in an in-person
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meeting to review the study, and to assess capacity to consent (See Appendix 5) in order to
participate in the study. Prior to meeting with each participant, adolescent boys received an
electronic picture storybook (Appendix 6) which outlined: the details of the study, nature of their
participation, potential risks/benefits, duration of involvement, along with information regarding
the sequence of events that would take place during the in-person meeting. Storybooks have
previously been used in research with adolescents with ASD to convey study information, and
outline the nature of events to make the research experience more predictable where possible
(Kuoch & Mirenda, 2003). The study storybook included a photo of me, along with some

biographical information in an effort to facilitate rapport building.

During the first meeting, consent to participate in the study was sought (See Appendix 7).
Consent was informed by a relational framework whereby consent was not conceptualised as a
static process limited to decision-making moments (Carnevale, Teachman, & Boggosian, 2017).
Rather, consent was conceptualized to be processual in nature as an on-going engagement such
that consent was re-evaluated throughout the study through verbal ‘check ins’ and observation of
non-verbal cues (See Appendix 5). This process was repeated until 10 adolescent boys with ASD

were recruited.
Study Methods: Integrating Interviews and Digital Storytelling

In what follows, | explain each method that was used and how it was deployed in the study to co-
produce data with study participants. Interviews were conducted prior to and following the
creation of digital stories. All interviews were conducted with participants at a location of their
choosing. Eight participants were interviewed in their home, and two participants were
interviewed at the children’s hospital. In an effort to optimize participation, adolescent boys had
the option of including their parents in the interview. In total, 2/10 parents (all mothers) were

present during the first interview, and one mother was present during both interviews.
Interview One:

The first interview was conducted during the initial in-person meeting. This first meeting sought
to learn about each participant’s communication preferences for the interviews (See Appendix 8
for interview guide). Participants were encouraged to communicate in ways that best suited

them, including communicating through alternate means such as the use of pictures, drawings,
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and or props. Despite offering a variety of communication options, participants primarily used
verbal communication, and at times used props or pictures to help illustrate, and explain a point
they were making. The interview also focused on learning about participants’ daily routines,
participation in daily structured/unstructured activities, and mapping their engagements with
social settings, spaces and places. Given the propensity for some individuals with ASD to
interpret questions literally, participants were encouraged to tell stories regarding their thoughts
and conceptualizations of PA. Utilising this storytelling strategy not only provided more depth
and nuance, but also prepared participants to become comfortable with storytelling as a central
component of the DS workshops. Some participants told stories which described their previous
PA engagements, while other participants told stories which described how PA sounds like,

looks like, and feels like when they were asked to think about it.

The interviews unearthed restricted and repetitive interests for some participants. Restricted and
repetitive interests are associated with ASD where an individual might have obsessions or strong
interests in a particular topic, or display ritualistic/habitual patterns of behaviour such as fiddling
(APA, 2013). In this vein, some participants highlighted their expertise of e.g., reptiles,
mammals, airplanes, history of World Wars, and video games such as Fortnite. One participant
outlined every public transit route in the City of Toronto. Interestingly, when speaking about
their particular areas of interests, four participations quizzed my related knowledge of their
particular interest. When | (frequently) had little knowledge in these areas, participants
suggested that they should ‘teach’ me more, and continued teaching me about their particular
area of interest. While it was difficult at times to redirect participants to the interview discussion
at hand, learning about their special interests also helped build rapport with participants
throughout the study, and also served as a topic of discussion during subsequent interactions.
Following each interview, detailed field notes were written immediately (See Appendix 9). As an
analytic device, the notes detailed my interpretations of tone, posture, body language, what was
said, but also what was unsaid, and the nature of interactions with participants. Finally, the notes
also included my preliminary analytical thoughts, which then were amalgamated into a narrative

summary written for each participant.
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Digital Storytelling Workshops

At the end of the first interview participants were loaned an encrypted digital video camera for
14 days (longer if needed) in order to take pictures and videos featuring their conceptualizations,
participation, and experiences in PA. To facilitate generation of digital data, participants received
written suggestions (see Appendix 10) for taking photographs and videos, and were also
encouraged to use visual digital media from their existing personal archive. Before ending the
first visit, the general itinerary, for the first digital storytelling workshop was reviewed to help
participants prepare. Once digital data was generated, the camera was retrieved from each
participant, their data downloaded onto a secure server, and then made available to them at the

workshops.

The workshops took place at Digital Storytelling Toronto and were designed with two expert
storytelling facilitators. Prior to the workshops, | met with the facilitators on two occasions to
review the aims of the study, discuss any potential challenges or suggestions for working with
study participants, and to help plan the workshops. Given the varying needs and abilities of
participants, meeting with the facilitators was invaluable as we sought to ensure the workshops
would be highly participatory, fun, and most importantly, allowed participants to work at their
own pace. Consistent with the codified process originally developed by the Centre for Digital
Storytelling in California, digital stories were created through a series of workshops. Although
digital stories are typically created during three-to-four consecutive days of workshops so that
participants can fully absorb the workshop experience (Gubrium, 2009), I modified the
traditional workshop structure to allow for breaks, given the large time commitment required to
create the digital stories. We held three, bi-weekly, workshops over a period of 6 weeks in May-

June 2017. Each workshop was 5 hours in duration (10am-3pm) with multiple breaks included.

The first workshop commenced with a storytelling circle to facilitate introductions among study
participants and workshop facilitators. During this time, workshop participants and facilitators
participated in a name game, and were each asked to share a story about themselves. Storytelling
circles are an integral component of DS workshops as they seek to develop group cohesion, and
seek to teach workshop participants how to show and tell stories (Gubrium, 2009). With the goal
of developing individual and group confidence, storytelling circles are designed to be safe and

comfortable where participants share stories, thoughts, and ideas, and also receive feedback from
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peers, and facilitators (Gubrium, 2009). During the storytelling circle, participants watched a few
sample digital stories, and also learned about the seven elements of digital storytelling (see
Figure 1) which guide participants to create effective and engaging stories. The first workshop
culminated with a brainstorming session where participants browsed through their digital data

(pictures/videos) and began conceptualizing the story they sought to tell.

Figure 1: Seven Elements of Digital Storytelling (see Gladstone & Stasiulis, 2017).

1. Point of view What do you want to say?

2. Dramatic question (story structure) How can you say it best?

3. Emotional content Helping your audience care.

4. Voice Only you can tell your story.

5. Soundtrack Add music and other auditory elements for impact.
6. Economy Keep it simple when it comes to words & images.
7. Pacing Give viewers time to take in the story.

During the second workshop, participants created a visual storyboard which outlined the
pictures/videos to be included in the digital story. Drawing on the seven digital story elements
outlined in Figure 1, participants also wrote a script to accompany the visual aspects of the story.
Several draft scripts were written as needed. Reflecting the heterogeneity of ASD, some
adolescents were highly independent, while others required assistance with conceptualizing and
constructing the storyboard, help with script writing, and technical assistance with the software.
The degree of assistance varied between participants, and producing the digital story was also a
site and source of contention at times. For example, during the storyboard creation, one

participant, Daniel (all names are pseudonyms), really struggled with conceptualizing and
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expressing his vision of the digital story. Despite the facilitator’s efforts in working with him to
guide the process, Daniel became agitated and frustrated, suggesting that the ideas proposed by
the facilitator did not match the interests and vision of his story. Standing up from his seat, and
raising his voice, he walked out of the room. While Daniel and | eventually re-joined the

workshop after taking a break, this interaction highlights the importance of flexible approaches,

ongoing support, and rapport building for my participants.

For the third and final workshop, participants assembled and edited their digital story. To do so,
participants created and then added a voice-over recording to narrate the story, and some
included music and sound effects to accompany the story. Using computer software (Windows
Movie Maker and Adobe Premiere), they worked with facilitators to edit the digital story and

ensure the voice-over narration was synchronized with the digital content of the story.

There was great variation in the content of the digital stories. Some participants included their
family members in the story, while others featured only the participant-storyteller. Some stories
featured favourite PA activities, while other participants highlighted how their physical
impairments such as joint hyper-laxity, or asthma, at times curtailed their PA participation. Once
all digital stories were completed, the workshop concluded with a screening of all stories with all

participants in the storytelling circle.

During the workshops, my role was fluid, and varied greatly where | took on multiple positions.
For example, at times | was on the periphery and simply observed interactions among
participants the workshop facilitators, and the space. At other times, | directly interacted with
participants throughout the workshops, facilitated the creation of their storyboards, and assisted
with editing the digital stories. Not only did I shift between these two roles during each
workshop, other times | was forced to draw on my status as an authoritative adult to resolve
conflicts between participants. For instance, on one occasion, | asked a participant to stop
humming and moving around in his chair as it was irritating other participants around him. On
another occasion, | accompanied and tried to calm down a participant who walked out of the
digital storytelling session when another study participant sat at the computer he had used during
the first workshop. Despite my best efforts to anticipate potential challenges during each
workshop, and provided needed supports, adapting to the unpredictable demands, needs, and

interactions that arose was of upmost importance.



60

Interview Two

A second interview was conducted with each participant following the creation of digital stories.
Prior to each interview, | previewed each digital story to help individualize the interview guide to
each participant and develop preliminary points of discussion. To begin, each interview
commenced by asking participants to discuss their thoughts and experiences of creating a digital
story (See Appendix 11). This introductory question worked to ease participants into the
interview (Kvale, 1996) and was notably successful with six participants whose tone of voice
transitioned from an initial quiver to a more relaxed tenor. All adolescents expressed excitement
about creating digital stories, and the majority of participants (7/10) identified that they learned a
new skills such as understanding what makes a good story, and how to use audio, visual, and
video editing software. Other participants (especially the three oldest boys) highlighted that they
already had working knowledge of how to create movies and digital stories, but it was

nevertheless “cool to meet some new kids, and put these skills to use” (Allan).

Following this introductory discussion, the digital story was watched with each participant (and
their parent if present). After doing so, participants were asked to describe the meaning and
background of the digital story, along with the message they sought to convey. The discussion
also included asking participants about their motivations, intentions, and decisions for including
particular photos, video, and audio in the digital story. When discussing their decision-making
process, | also asked if there was any significance attached to particular images, objects, topics,
or narrative devices and probed for additional details. For example, if participants included PA
activities in their digital story, they were asked to describe the place where PA activities took
place. Asking such probing questions not only generated further discussion about their PA
experience, but also provided significant contextual details about what their daily lives looked
like, sounded like, and felt like. Integrating the digital story into the interview therefore not only
served as an elicitation technique to help participants illustrate a point they were making, but also
stimulated further discussion regarding their attitudes, beliefs, conceptualizations, and
experiences of PA participation. The integration of these methods produced rich data. The digital
stories not only complimented the interview data that was generated, it informed the interviews
and revealed complexity, contradiction and insights into the daily lives of adolescents with ASD
that would likely have not been gleaned by only interviewing participants, or only creating

digital stories.
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Integrated Data Analyses

Data generation and analysis were conducted concurrently to explore new insights, questions,
and developments as data generation proceeded (Green & Thorougood, 2014). Analysis was
completed in consultation with my advisors through formal meetings and informal discussions.
With interdisciplinary expertise in critical disability studies, intellectual disability, qualitative
methodology, digital storytelling, autism research, mental health and neurology, these multiple
meetings helped refine conceptual categories, and facilitated the identification of patterns and
interpretations of the data. The data for analysis consisted of:

e Verbatim interview transcripts from two face-to-face interviews (n=20)

e 10 digital stories

e All observational field notes generated during the interviews and digital storytelling.
workshops. In total, 23 field notes were written (20 generated from interviews and 3
generated from the digital storytelling workshops). When all field notes were combined,
there were 109 pages of field notes.

e 10 narrative summaries written for each participant. Each narrative summary was
approximately 16 pages long, and consisted of write-ups of the analyses. These narrative
summaries facilitated the fleshing out of concepts, thoughts, patterns, and contradictions
from each individual participant. Narrative summaries served as the bases of the analyses
and allowed me to document how the analyses were taking shape, documenting concepts,
along with thoughts and ideas. Analytical insights gleaned from the field notes and
multiple viewings of the digital stories were included in a narrative summary written for
each participant.

Data analysis was driven by techniques described by Miles and Huberman (1994) that included a
flexible coding system, and an analytic guide (see Appendix 12). The analytic guide was
composed of a set of sensitizing concepts derived from the research questions, aims of the study,
overarching critical social science approach, and Norbert Elias’ Figurational Sociology. The
analysis was performed in two phases, and the analytical guide was revised accordingly during
each phase. Phase One of the analysis satisfied the first aim of the study which was to explore
adolescents’ attitudes, beliefs, conceptualizations, and experiences of PA participation. Phase
Two of the analysis was driven theoretically, and drew on Norbert Elias’ Figurational Sociology
to examine how broader micro and macro level interactions (socio-cultural processes) shape PA,
and to examine how bio-physical, psycho-behavioural, and socio-cultural process interweave to

shape participation. The analysis is presented in two sections to help illustrate this phased
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approach. Nevertheless | recognize that the phases of analysis were fundamentally

interconnected and inseparable.
Phase One

Analysis commenced by viewing the digital stories created by each participant. Although there is
little consensus if, and, how digital stories should be analyzed for research purposes (Gubrium,
2009), digital stories were approached as analyzable events that reflect participants’ internalized
perceptions, and in turn representations, of their positions in, and understandings of, the social
world. Analysis of digital stories were driven by Gibson’s (2005) procedures for analyzing video

accounts. The following questions were asked while watching the digital stories:

What audience is the digital story directed to? How are identities being portrayed by
participants? Who was involved in directing the video, and what does this reveal about
the participant and/or his relationship? What role(s) does the participant express or
perform? What was not included in the digital story, and why? (adapted from Gibson,
2005).

As part of the analytic process, digital stories were re-watched several times, and | was interested
in exploring participant conceptualizations and perspectives of PA, along with gaining further
insights into their daily lives and presentation of self in the digital story. Reflections in response
to my questions and interests were elicited in a narrative summary written for each participant.
To add further context, depth, breadth and nuance of the interpretations of the digital stories, my
three detailed field notes from each of the digital storytelling workshops were re-read when
reflecting on the analytic questions. Analytical insights gleaned from the field notes and multiple

viewings were included in a narrative summary written for each participant.

Following the analysis of digital stories, interview transcripts and field notes from the two
interviews were read multiple times. While reading the transcripts and field notes, segments of
data were coded. As an analytical tool, coding was used to simply, reduce, and manage the data,
and also used as a heuristic device (Seidel & Kelle, 1995) to interact with, open up, and think
about the data in different ways (Coffey & Atkinson, 1996, p. 29). Initial coding explored
experiences; frequency, location of activities; type of participation; beliefs and representations of

PA; structure of their daily lives; family supports and participation, and participants’
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participation in individual, and/or group based activities and settings. After this initial coding,
codes were grouped into categories with central themes, and integrated into the narrative
summaries written for each participant following the analysis of digital storytelling. The
generation of these narrative summaries helped advance the first aim of the study, which
described adolescents’ attitudes, beliefs, conceptualizations and experiences of PA participation,

and to contribute detailed descriptions of their lives.
Phase Two

The second phase of analysis was centred on analyzing how wider socio-cultural processes
shaped participation (second aim of the study), and to theorize how these social-cultural
processes intersected with bio-physical, psycho-behavioural processes to shape PA participation.
Analysis continued by reading each narrative summary to identify preliminary patterns,
contradictions, and postulations. Analysis was driven by the Eliasian conceptual framework to
explore how PA was positioned within the broader social, political and cultural spheres which
shape daily lived contingencies. As such, the following questions were asked when reading each

narrative summary:

e How do learned (socio-cultural process, psycho-behavioural processes) and unlearned
(bio-physical processes) processes shape PA participation for this participant?

e What is the nature of the relationship between socio-cultural process, psycho-
behavioural, and bio-physical processes?

e How is PA positioned, valued, accommodated, and/or resisted in the context of daily life?

Following the analysis of each narrative summary, they were compared and contrasted with the
narrative summaries of all the study participants in a cross-case analysis. The purpose of this
cross-case analysis was to seek new ways of seeing and analyzing the data, take the data in
unexpected and fertile directions (Smith, 2016), to examine depth, breadth and nuances, and to
stimulate theoretical curiosity. Multiple analytical cycles of the cross-case analysis were
conducted to identify patterns and recurring relationships between concepts. Exceptions (or
negative cases) (Phoenix & Orr, 2017) which contradicted the plotline of the study findings were
employed as a form of methodological multiplicity to examine what potentially was being
omitted. The use of exceptions in the analysis in turn provides an opportunity for further analytic
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insight, added depth/breadth to the analysis. The combination of the analytic process described
above generated two overarching themes which encapsulated the study findings. These themes
are outlined in Chapter 5 and 6. In Chapter 5, the results describe the attitudes, beliefs,
conceptualizations, and experiences of PA among 10 adolescent boys with ASD. In providing
detailed descriptions of their PA participation and insights into their lives, | interpret their
accounts to examine how broader socio-cultural processes shape their PA participation. In doing
so, this chapter addresses the first two aims of this study, and argues that PA participation was
shaped beyond individual level mediators which have commonly been reported in the literature.

In Chapter 6, I build on, and extend the findings presented in Chapter 5 to address the third aim
of the study which served as the primary findings of my analysis. Drawing on Elias’ concept of
the hinge, | analyze how PA participation was shaped by the interweaving of bio-physical,
psycho-behavioural and socio-cultural processes. In doing so, | argue that PA participation is not
reducible to any one of these processes in isolation. Rather, the interaction of these processes and
interactions within particular ‘figurations’ shaped each participant’s habitus, and their

predilections toward PA participation.
Research Rigour:

In this study, a variety of procedural and analytic strategies were used to enhance study rigour. In
terms of procedural rigour, | conducted all data generation with study participants. Conducting
data generation in this way provided deep immersion in the data, and enabled me to gain close
familiarity not only to outputs (such interview transcripts and the final digital stories) but all the
processes, interactions, body gestures, sensory experiences that are integral to the data and its
interpretations. Furthermore, working closely with participants over time enabled me to develop
individual rapport and trust which allowed for a deeper engagement, and provided the ability to
customize methods and strategies with each participant as required. This deeper engagement in

turn provided valuable insights for subsequent data generation with other participants.

In addition to these strategies, procedural rigour was enhanced by using expert facilitators to lead
the digital storytelling workshops, and by allowing the inclusion of parents during the interview,
to support participants who were uncomfortable on their own. To further enhance the procedural

rigour of the study, I also held regular meetings with my supervisor, and my program advisory
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committee throughout the research process. Regular meetings with my advisory team facilitated
the identification, and resolution of challenges encountered throughout the research process.
Finally, data generation and preliminary analyses were conducted concurrently in an effort to
explore new insights, questions, and developments as data generation proceeded.

To maximize analytical rigour, | engaged in a process of ‘crystallization’ (Tracy, 2010). As a
part of ‘crystallization’, | drew on multiple forms of data (interview transcripts, fieldnotes, and
narrative summaries) which reflected multiple perspectives and aided me in producing layered
multi-dimensional interpretations. In addition, multiple iterative cycles of analysis were
employed where data were compared and contrasted to discern patterns and ambiguities. It was
evident that the digital stories, field notes, and narrative summaries complemented and
illuminated the interview data, revealing contradictions, complexity, and insights in ways that
interviews alone would not. Furthermore, analytical rigour was maximized by articulating a
theoretical framework that informed all aspects of study design, data generation, analysis and
representations. By focusing on the multiple and intersecting bio-physical, psycho-behavioural,
and socio-cultural processes which shaped PA participation, the study produced theoretical and
practical insights that have implications beyond this specific inquiry. Finally, analytical rigour
was maximized throughout analysis as | met with my supervisor, and the program advisory
committee to further flesh out the study findings. These analysis meetings in turn helped
strengthen the depth and breadth of my interpretations, stimulated theoretical curiously, and
helped analyze the data in unexpected and fertile directions. With diverse expertise in childhood
neurology, autism research, qualitative methodology, digital storytelling, intellectual disability,
occupational therapy, and critical disability studies, the expertise of the research team facilitated

and strengthened the analysis.
Case Example

In what follows, | present an example from one of the study participants (Daniel) to illustrate the
types of data that were generated, how these data were integrated into the analyses, and how the

combination of the two methods was complimentary in nature. Both interviews were conducted

in Daniel’s home, and his mother was present for the first interview. At the time of the research,
Daniel was 13 years old and was in grade 8. He was an only child, lived with his mother, and

spent his weekends with his father. In his digital story, Daniel predominantly included photos of
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sports such as basketball, swimming, and weight lifting. He also included a few photos of
himself alone, his mom, and his most recent birthday celebration. As part of the voice over of his
digital story, Daniel included some biographical information such as his name, age, and the city
he lives in. Throughout his digital story, Daniel accentuated that he ‘loves swimming’, and that

swimming was an integral part of his life and his identity.

Daniel’s participation in the study accentuated the value of including two interviews. Although |
did not anticipate this scenario with Daniel as described below, the study was designed with two
interviews in an effort to build rapport with participants over time. During the first interview,
Daniel lay down on the sofa in the living room of the apartment, raised up his hand and showed
his middle finger. Rather than reacting negatively, | asked Daniel if he was still interested in
learning more about the study. After he reaffirmed his interest, | joined Daniel on the sofa with
his mother to continue to discuss the study. Within a few minutes of our discussion, he stood up
and repeatedly jumped onto and off the sofa. Although I thought of pausing the interview to ask
Daniel to sit down and ‘focus’ on our discussion, I decided not intervene as Daniel was fully
immersed in the discussion whilst jumping. Whereas Daniel’s behaviours can potentially be
interpreted as ‘distracting’ or ‘attention seeking’, Daniel expressed that he was very nervous to
speak to me because he thought I was “the mean doctor” that Daniel had encountered at the
children’s rehabilitation hospital. Although I was simply misrecognized, this experience also
taught me that Daniel used movement (such as jumping) as a coping mechanism to try to manage
stressful situations. With this knowledge in mind, | designed the second interview so that Daniel
was not seated, but instead encouraged him to walk and pace as he was talking. This small
adaption which 1 first learned during my time studying to be a health and physical education
teacher was immensely fruitful for the second interview where Daniel appeared to be much more
relaxed, calm, and comfortable. Designing the study with two interviews therefore was of central
importance as the first interview facilitated rapport building, learning strategies regarding what
might best engage participants, and learning how to negotiate potentially challenging situations

such as described with Daniel.

The integration of interviews and digital stories served as a valuable data elicitation technique
where the digital stories helped reveal nuance and contradictions in the accounts that might not
have otherwise been surfaced using digital stories or interviews in isolation. For example,

although Daniel highlighted in his first interview that he ‘adored’ the sport of basketball, his



67

digital story only included his participation in swimming. In his digital story, Daniel featured
himself swimming competitively against his peers, discussed the satisfaction of winning, and
also included images of him just frolicking in the pool. At the surface, it may appear that Daniel
simply enjoyed swimming more than he enjoyed basketball. Our discussion during the second
interview however highlighted otherwise, and provided further insights. When asked why he
chose to predominantly represent swimming in his digital story, Daniel explained that swimming
was his “safe space” and he experienced frequent derision and physical bullying when he played
basketball. From being forcefully shoved, to someone throwing a basketball at him, basketball
was marred with negative experiences and Daniel noted in the interview that he did not want to
relive those experiences by including basketball in his digital story. Not only did this example
reveal contradiction in his account, | drew on this contradiction as an analytic opportunity for
insight, and mobilized Gibson’s (2005) analytic questions into action as part of the analysis.
When watching this particular segment of Daniel’s digital story, I asked “How is Daniel’s
identity being portrayed and why is it being portrayed in this way” in an effort to move beyond
interpreting his contradiction at face value. In doing so, this question prompted me to consider
how socio-cultural processes (bullying experiences) interacted with bio-physical (sensory
pleasures of swimming), psycho-behavioural (satisfaction of winning) processes to shape his PA.
By asking how Daniel’s identity was being portrayed in the digital story, this particular question
enabled me to examine how swimming for Daniel was more than just an activity that allowed
him to have fun competing with others, or having fun playing on his surf board. Rather
swimming also was a space where he sought tranquility, refuge and pleasure, especially when
life at times was perceived to be overwhelming as a result of his previous experiences

participating in basketball.

The combination of digital storytelling and interviews therefore was an effective tool to gain
further in-depth insights. Similar to Gladstone & Stasilius (2017) who used digital storytelling,
along with Bagnoli (2009) and Gibson et al (2013) who used visual methods, this case study
example with Daniel highlights how the use of visual methods can be a valuable resource to
approach difficult or sensitive topics. In what follows, | reflect on the methods and processes that

were deployed in the study.
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Reflections on the Methods

The study design and concurrent integration of methods had three major strengths. Firstly,
designing the study to include two interviews was incredibly valuable. Much of the interview
research with individuals with ASD has used single interviews (See Healy et al., 2013; Arnell et
al., 2018). As highlighted above, including two interviews provided a more detailed and nuanced
understanding of participant daily lives and daily routines, along with developing a more
contextualized understanding of their attitudes perspectives and conceptualizations of PA
participation. As illustrated in the case study with Daniel, the first interview laid a crucial
foundation to establish trust and rapport, provided an opportunity to clarify the purposes of the
research, and helped to determine communication and collaboration preferences. The second
interview built on this rapport to develop a more detailed and nuanced understanding of PA

participation, and was useful with all participants.

Secondly, the combination of interview and digital stories provided a method for participants to
convey their thoughts through multiple mediums where images, music, a story and the voice
narration convey meanings and experiences that might not be otherwise surfaced in an interview.
The combination of these two methods also generated nuanced data regarding the socio-cultural
processes which mediated PA. As illustrated in the case example above, at the surface it
appeared that Daniel simply participated in swimming as he enjoyed the activity. Analysis of his
combined accounts however highlight that his habitus was oriented toward participating in
swimming given his previous bullying experiences while playing basketball. These socio-
cultural processes in turn shaped his participation in numerous ways. This apparent contradiction
not only was a key analytical moment, but also highlights how PA participation was situated
within, and contoured by the larger social, cultural, and material contexts of everyday life.
Similar insights were surfaced across the analyses. The combination of these methods
concurrently facilitated a deeper examination of participant narratives, and likely would have not

been achieve if these methods were used in isolation.

The third strength lies in the adaptability of the interview methods, and particularly providing
participants with the choice to include a parent as part of their interviews. Including parents at
times facilitated deeper and more nuanced descriptions of the adolescent’s life. In addition, for

some participants (2/10), including their parents seemed to contribute to comfort and moral
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support, especially during the first interview, even if parents did not verbally contribute to the
interview. Including parents as communication partners (2/10) was also helpful for some
participants as parents facilitated the recall of life events, and/or prompted their child to share
certain experiences. The conversations initiated by parents often commenced with phraseology
such as: “Tell Patrick about the time when”, or “Remember when you”, or “What activities did
you do last week”. Some participants included a parent during the first interview but not second.
It was variable but the flexibility was really important to ease participants, and facilitate trust.
Although it is important to acknowledge that including parents in the interview shapes the data
produced in multiple ways through social and structural relations that are at play (child/parent
relations), it does so no more or less than other, perhaps less obvious contextual differences
between interviews (e.g. immediate events preceding the interview, emotional state, time of day).
Including parents in the study was a valuable resource, and the flexibility inherent with this
approach enabled the tailoring of the methods to the needs, strengths, and preferences of

participants.

Despite the many strengths of the study’s methodological approach, there were at least two
limitations. The first limitation revolves around the potential challenges with gaining access to
particular social spaces, and or policies which prohibit photography and video recordings for
digital storytelling. For example, one participant was interested in taking photos and videos of
himself during his one-to-one swimming lessons to show a new physical activity he was
learning. Despite obtaining consent from the instructor to be included in the data, pool policies

prohibited all digital pictures and recordings.

Secondly, some participants described feeling pressured to present themselves in ways in that
produced the ‘right’ kind of data (for a similar discussion, see Gibson et al., 2013). Although a
list of suggestions was distributed to participants, some adolescent boys expressed experiencing
great difficulty at times with deciding what to include. Rather than trying to control the types and
quality of data that were generated by the participants, | drew on these occurrences to query how
larger social, cultural, and political processes shaped their selection of photos and videos, and
also interrogated how others that were not included, or even unthinkable.

Integrating interviews and digital stories not only enabled me to address the aims of the study,

but also provided new methodological insights. To my knowledge, this is the first study to use
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digital storytelling among adolescents with ASD, and the first study to modify and integrate both
approaches as a part of a singular design. This innovative methodology and design opened up
new possibilities for adolescents to express themselves, generating in-depth and multi-faceted
data. This approach not only was a foray to gain deeper insights into understanding PA
participation among this group of boys, but also elicited nuanced and detailed data about their

daily lives.



Chapter 5

71



72

Preface to Chapter 5

In this chapter (a manuscript), the study address the first two aims of the study. The first aim
sought to explore the attitudes, beliefs, conceptualizations, and experiences of PA participation
among adolescents with ASD, and contribute detailed descriptions of their lives. The second aim
sought to interpret the described perceptions and experiences to examine how social, cultural,
institutional, and political processes (socio-cultural processes) mediate PA participation. Framed
within a critical social science approach, | draw on ten participant accounts to demonstrate how
dispositions to be physically active were mediated by broader social, spatial, temporal, and
political structures and processes over time. Throughout the analysis, | demonstrate how the
interaction of individual dispositions and broader socio-cultural processes in turn enhanced,

shaped and curtailed PA participation for these ten adolescent boys.

At the time the dissertation was written, this paper was submitted to the journal “Autism: The
International Journal of Research and Practice” as part of the special issue in Autism and
Physical Health. Autism is peer-reviewed, interdisciplinary journal focusing on improving the
quality of life for individual with autism or autism-related disorders. This manuscript includes all

members of the research team.



73

5 Physical Activity Participation among Adolescent Boys with Autism
Spectrum Disorder

Manuscript Abstract

Adolescents with autism spectrum disorders (ASD) are less physically active compared to their
age related peers. Despite the many benefits of physical activity (PA), little is known why they
are predominantly inactive. To date, there is a paucity of research that has included adolescent’s
perspectives, and little is known about how wider social, systemic, and policy forces shape PA.
The purpose of this study was to explore the perceptions, meanings, and role of PA in the lives of
adolescent boys with ASD, and draw on their experiences to examine how social and

behavioural processes shaped their participation. Ten adolescent boys with ASD created
individual digital stories (similar to a YouTube video), and partook in two interviews. Data was
analyzed thematically, and informed by a critical social science approach. Findings highlight that
bullying, challenges in community programs, and the prioritization of therapeutic interventions
limited participation. Participation was maximized when PA generated meaning, purpose, a
sense of identity, and affective pleasures. Study findings illuminate the complexity of PA
participation which heretofore have not been described in the literature. Findings suggest
potential value in promoting the affective pleasures of movement, along with facilitating social

and systemic pathways to enhance PA participation.

Key words: autism spectrum disorder; physical activity; adolescents; qualitative research
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Introduction:

Research consistently suggests that physical activity (PA) participation for children and
adolescents with autism spectrum disorders (ASD) can present a number of physical,
psychological, and social benefits. In this vein, research on PA interventions suggest that PA can
improve motor skills (Ketcheson, Hauck &, Ulrich, 2017) and motor control (Sowa and
Meulenbroek, 2012), enhance aerobic capacity, and overall fitness (Lang et al., 2010).
Furthermore, PA has also been demonstrated to reduce maladaptive (Elliott et al., 1994) and
stereotypic/self-stimulating behaviours (Sorensen & Zarrett, 2014), and decrease self-injurious
behaviour (Sowa & Meulenbroek, 2012). Lochbaum & Crews (2003) note that PA can also
contribute toward psychological well-being with observed reductions in stress and anxiety.
Finally, PA has been associated with improving social and communication skills (Dillon et al.,
2016), adaptive functioning (Redquest, 2019), along with facilitating inclusion in the community
(Gregor et al., 2018).

Despite the many benefits of PA, research suggests that children with ASD are predominantly
inactive (Healy et al., 2017; Pan et al., 2016), and they often do not meet recommended daily
guidelines (Bandini et al. 2013) of 60 minutes of PA. Problematically, research suggests that
children with ASD become even less active during adolescence (Pitchford et al., 2013) where a
sample of adolescents with ASD in the United States were 60% less likely to participate in PA
(McCoy et al., 2016). Compared to their age-related peers, this sample of participants was also
74% less likely to participate in an organized sport (McCoy et al., 2016). Although physical
inactivity in isolation does not automatically confer poor health, research suggests that inactivity
can potentially contribute to negative physical and mental health outcomes across the lifespan
(Humphreys et al., 2014) such as obesity, cardiovascular disease (Biddle & Asare, 2011),
diabetes, musculoskeletal disorders, anxiety, and depression (Jansen & LeBlanc, 2010). The
higher prevalence and onset of physical and mental health challenges have important
ramifications as preliminary research suggests that adults with ASD are at increased risks to die
prematurely compared to the general population (see Hirvikoski et al., 2016; Mandell, 2018).
Given that PA participation is a modifiable risk factor that can potentially influence physical
health outcomes (Healy et al., 2018), there is a need to understand why adolescents with ASD

are predominantly inactive, and understand how to facilitate their participation.
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To date, much of the PA research among adolescents with ASD has focused on quantitative PA
measurement, and has studied the characteristic impairments of ASD that influence PA
(MacDonald, Esposito, & Ulrich, 2011). To this end, research has predominantly focused on
examining how somato-motor (balance, gait, postural stability, joint flexibility) and behavioural
(motivation, perceived skill competence, interest, hyperactivity, difficulties with rules)
dimensions influence PA (Eversole et al., 2016; Loprinzi et al., 2015; Ostfeld-Etzion et al.,
2016). While the aforementioned research is important in its aims of enhancing PA, qualitative
investigations of adolescents’ perceptions toward PA is a significantly neglected area of inquiry.
Yet, there is a pressing need for this research. Much of the PA research includes the perspectives
of caregivers, teachers/coaches and service providers. Despite some preliminary qualitative work
(see Healy et al., 2013; Lamb, 2014; Arnell et al., 2018), there is limited research that has
generated an in-depth examination of their daily lives, and PA experiences from their own
perspectives. As such, little is known about the role, meanings, and forces which shape PA
participation for adolescents with ASD. However directly engaging adolescents with ASD has
the potential to generate rich insights regarding how to facilitate PA through the design of
interventions, programs, supports, and policies that are reflective of their lives, needs, and

abilities.

Not only is there a lack of research that has engaged adolescents with ASD, there is also is a
paucity of research that has examined how PA is influenced beyond the level of individual
physical impairments (gross-motor deficits, sensory factors). Apart from our own preliminary
work (Campos et al., 2019; Gregor et al., 2018), there is a dearth of research that has critically
theorized and examined how broader systems level social, cultural, community, and public
policy forces (hereafter socio-cultural processes) influence PA. Examining how socio-cultural
processes shape participation however can elicit novel and original insights to understand how
wider social forces interact with biological and psychological dimensions to shape PA
participation among adolescents with ASD. Since PA participation among adolescents with
ASD is complex and requires addressing barriers at individual, environmental, and systemic
levels (Campos et al., 2019), there is a need for this work which heretofore has not yet been

described in the literature.

The purpose of this qualitative study was to explore 1) the attitudes, beliefs, conceptualizations,

and experiences of PA participation among adolescents with ASD, and contribute detailed
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descriptions of their lives, and 2) draw on their subjective experiences to interpret how social,

cultural, institutional, and political processes (socio-cultural processes) mediate PA participation.
Conceptual Framework:

The study utilized a qualitative design and was driven by a critical social science approach.
Critical approaches examine the interplay between personal and environmental factors,
examining how individual (behaviours, perceptions, experiences) and micro-level interpersonal
factors (social networks) are contoured by broader macro-level (social, institutional, community,
and public policy) forces. In this vein, critical approaches acknowledge interdependent recursive
relationships between the micro and macro level (Eakin et al., 1996).This dialectical approach
seeks to examine how social structures, and social norms influence people’s daily lives, what
people think and do, and what they imagine is possible (Kincheloe & McLaren 2005). A critical
approach was adopted in this study to move beyond merely describing the barriers and
facilitators of participation (Yamamoto et al., 2018). By adopting a critical approach, we sought
to examine how micro-level, or individual PA perceptions/experiences interconnect with macro-

level social structures, values, beliefs at the social systems level to shape PA participation.
Study Design
Sampling and Recruitment

The research described in this article is a part of a series of studies exploring how to best support
PA participation by directly working with adolescents, caregivers (Gregor et al., 2018), and
healthcare providers (Campos et al., 2019). In this study, adolescent boys with ASD were
recruited from a major urban Canadian city. Boys were invited to participate in the study if they:
a) had a diagnosis of ASD as per Diagnostic and Statistical Manual of Mental Disorders (5™ ed.,
DSM-5 2013) criteria, supported by the Autism Diagnostic Observation Schedule (Lord et al.,
2012); b) were aged 12-19 years; c) demonstrated verbal proficiency in English; d) were capable
of allowing turn-taking and discussion of experiences; and e) demonstrated capacity to
independently provide consent to participate in the study. Only boys were included in this study
given our interest in understanding how masculinity shapes PA participation. To ensure
eligibility, all interested participants were initially screened with their caregiver through a

telephone conversation. Suitability to participate was re-assessed during the first in-person
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meeting. Informed consent was sought from the participant if they met the study inclusion
criteria, and agreed to participate. The research study was approved by the Research Ethics
Board at the hospital where recruitment took place, and the associated university health sciences
research ethics board.

Methodology and Methods

In total, 10 adolescent boys (See Table 1 for participant characteristics on page 102) participated
in the study. The primary author had extensive experience conducting qualitative research
among adolescents with ASD, and conducted all data generation in an effort to facilitate rapport
building with participants which enhanced the rigour of the study (Smith & McGannon, 2018).
Each participant created a digital story, and participated in two face-to-face semi-structured
interviews (for an in-depth description of research methods, Chapter 4). Digital storytelling was
originally developed by the Centre for Digital Storytelling in Berkley, California in an effort to
mobilize the (often marginalized) voices and stories of ‘ordinary people’ (Bundon & Smith,
2017). Since its development in the 1990s, digital storytelling has been transformed into a
participatory research methodology that combines first-person audio narration, music, video
clips, artwork, photographs, text, and drawings to create short, evocative and engaging stories
(Gladstone & Staslius, 2017). Drawing on participants’ perspectives, digital storytelling has
been used as a method of data generation, as a knowledge translation tool (see Ferrarri et al.,
2015), and has been used as a medium to engage with difficult or sensitive health-related
research topics (see Ferrarri et al., 2015).

Digital storytelling in this study was strategically selected in this study for several reasons.
Firstly, it provided participants with a mode of expression (in the form of a visual medium) that
creatively highlighted their everyday lives, meanings, practices to highlight their PA experiences.
Secondly, given the highly participatory nature of creating digital stories, digital storytelling was
selected as we sought to provide participants with an opportunity to potentially develop new
strengths, interests, insights, and skills. Thirdly, digital storytelling was selected as a tool to
provide the research team with a form of analyzable data. Fourth and finally, digital storytelling
was selected as a tool to build rapport with study participants as in our experiences conducting
qualitative research among adolescents with ASD, developing rapport can be challenging for

both the study participant, and the researcher. In creating a digital story, we hoped that the
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multiple interactions during the sessions would help build rapport with participants, and thus

facilitate the creation of rich data in a safe and enjoyable manner.

In this study, digital stories were two to three minutes in duration, and were created during three
workshops which were 6 hours in duration each (18 hours total). Digital stories were created at a
digital storytelling centre, and were guided by digital storytelling facilitators. Following each
workshop, detailed field notes were written by the primary author. These field notes articulated
the interactions observed among participants, workshop facilitators, and the researcher which in
turn added more depth, breath, context, and nuance to the observed interactions. These field

notes also were used to guide analysis of the digital stories.

In addition to creating digital stories, each participant engaged in two face-to-face qualitative
interviews (n= 20 interviews) prior to, and after producing the digital stories. Participants were
interviewed as a location of their choosing, and had the option of including their parents in the
interview in an effort to optimize participation. In total, 2/10 parents (all mothers) were present
during the first interview, one parent during both interviews, and the remainder of participants
(8/10) were interviewed independently. The first interview with each participant was designed to
build rapport, and to learn about the intricacies of their everyday lives both within, and beyond
the PA context. Questions were guided by a semi-structured interview guide which was designed
to elicit discussion about daily and weekly routines, interests in activities/hobbies (which often
revealed their restricted interests), including their PA interests and experiences (or lack thereof).
Interviews were 45-60 minutes in duration, and all interviews were conducted by the primary
author. Field notes were immediately written following each interview to detail the interview
setting; tone of language, interactions with participants. Reflexive notes were also written which

highlighted initial impressions, conjectures, and analyses.

The second interview was conducted after the creation of digital stories. The digital story was
reviewed together to facilitation discussion of the story content. Interviews were 90-120 minutes
in duration, and commenced by watching the digital story created by each participant.
Participants were then asked to describe why they included particular images/videos in the
digital story, along with discussing the personal meaning(s) of the digital story. This
interviewing approach served as an elicitation technique to generate rich discussions about

perceptions, meanings, role, and of PA. Whereas each method generated novel and original
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insights into PA participation, combining these methods revealed complexity, contradiction and
insights into the daily lives of adolescents with ASD that would likely have not been gleaned by
solely interviewing participants alone. The combination of digital stories and interviews in turn

enabled an in-depth analysis of how interdependent macro-level and micro-level forces

interacted to enhance, shape, and curtail PA participation.
Data Analysis:

All qualitative data (verbatim interview transcripts [n=20], digital stories [n=10], field notes
from each interview [n=20] and field notes from each digital story [n=3] workshop) were
analyzed thematically. Analysis was driven by techniques described by Miles and Huberman
(1994). Analysis was led by the primary author (who was a doctoral candidate and a former
physical education teacher), and supported by the research team who possessed expertise in:
childhood neurology, autism research, qualitative methodology, intellectual disability,
occupational therapy, and critical disability studies. To guide analysis, and analytic guide was
used. The analytic guide was derived from the research questions, aims of the study, and the

overarching critical social science approach.

Analysis commenced by viewing each digital story created by participants. Digital stories were
re-watched several times, and analysis of the digital stories was guided by Gibson’s (2005)
procedures for analyzing video accounts to help examine how each digital story was constructed.
Five analytic questions were used to gain a better understanding of participant’s daily lives both

within, and beyond PA.

What audience is the digital story directed to? How are identities being portrayed by
participants? Who was involved in directing the video, and what does this reveal about
the participant and/or his relationship? What role(s) does the participant express or
perform? What was not included in the digital story, and why? (Gibson, 2005).

When reflecting on these analytic questions posed above, field notes from the three digital
storytelling workshops also were read several times to add more context, depth, and breadth to
the process of data analysis and interpretation. Preliminary thoughts from analysis of the digital
stories and field notes were included in a narrative summary written for each participant. After
analyzing the digital stories, interview transcripts from the two interviews, and field notes from

each interview were read multiple times to develop a sense of the whole (Sandelowski, 1995).
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While reading the transcripts and field notes for each participant, codes were used to analyze the:
frequency, location of activities, type of PA participation; beliefs, and representations of PA;
structure of their daily lives; family interactions; and whether they participated in group based, or
independent settings. Codes generated from each participant were clustered together to create
larger thematic categories. Overarching thematic categories were then integrated into the
individual narrative summaries written during analysis of digital stories. Narrative summaries
written during analysis of digital stories and interviews described the perceptions, meanings, and
role of PA for each participant, which informed the first purpose of the study.

To analyze how socio-cultural processes enhanced, shaped and curtailed PA participation
(second purpose of the study), analysis continued by noting patterns, contradictions and
postulations within each participant summary. Narrative summaries then were compared and
contrasted with the other participants (cross-analysis) to provide new ways of seeing and
analyzing the data and to take data in fertile and unexpected directions (Smith, 2016). Multiple
cross-analysis cycles were conducted to identify recurring patterns, contradictions and
relationships to examine how macro and micro level interactions shaped PA participation.
Analysis was considered complete when the two main themes were established.

Results:

The analysis generated two overarching themes: learning to be inactive, and the pleasures of
movement. Learning to be inactive highlights how exclusion and bullying, challenges in
community programs, and how the prioritization of therapeutic interventions curtailed PA
participation. Whereas these socio-cultural processes dissuaded participation, the second theme
illustrates the forces that enhanced participation. Pleasures of movement illustrates how family
identity, affective dimensions of PA, and PA as a quest for excitement increased predilection for
participation. Each theme and related subthemes are described in detail below. Taken together,
these two themes illustrate the nuance and complexity of participation among adolescent boys
with ASD. To protect the identity of participants, all names presented in the paper are

pseudonyms selected by participants.
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Learning to be inactive
Exclusion and Bullying

Narratives of exclusion and bullying recurrently came to the fore in participant interviews. For
seven participants, exclusion and bullying predominantly occurred in school based health and
physical education class (HPE), and was most pervasive in secondary school (14-18 years of
age). Across the accounts were stories of both covert and overt forms of exclusion. Covert forms
of exclusion were subtle in nature such as being selected last by their peers when teams were
being formed for class scrimmages. On the other hand, overt exclusion relegated boys to the
sidelines of HPE. At times, peers would preclude their participation by substituting boys with
ASD for another player, or they would not be substituted into activities at all. Not only did covert
and overt forms of exclusion limit participation, exclusion was tied into physical forms of
bullying. Seven boys described being deliberately hit in the face or groin when playing
dodgeball, or being deliberately tripped when participating in class warm up activities. Other
forms of physical bullying included being body checked to the ground when playing ball hockey,
or forcefully shoved out of the way whilst trying to compete for the ball while playing sports
such as basketball and soccer. Although teachers often intervened and reminded peers that
physical body contact was prohibited, relief from bullying was generally temporary, as bullying
was a recurring issue and took take place in subsequent classes. Given these repeated
experiences, perhaps it is unsurprising that boys described feeling as if they were proverbial
outsiders in class, and at times felt that they did not belong in HPE. Highlighting the impacts of

exclusion and bullying, Guido noted:

I am usually one of the last guys in the draft and chosen last, never in my life been chosen
first. What’s worse than that is getting hit in the face during dodgeball or getting sacked
(hit in the groin). Teachers tell them (peers) to aim below the waist, but they do what they
want anyway. It’s hard to like gym when you feel like an alien on the wrong planet, like
you feel as if you do not belong in gym class.
Physical bullying was often accompanied by verbal taunting, belittlement, and jeers. Although
the magnitude and frequency of verbal bullying in HPE varied across participants, seven
participants noted that jeers occurred mostly frequently when there were no teachers in the
immediate surroundings. Boys were often derided about their (in)ability to execute physical

skills and drills in HPE. Derision at times was relatively subtle where Allan recalled one of his
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peers laughing at him and saying that he “throws like a girl, and plays soccer with two left feet”.
Other times however, derision was much more poignant, and was especially pronounced if boys
made a performance error that contributed to their team losing an activity. With recollections of
HPE experiences from boys suggesting that there was an emphasis accorded to competition,
winning, and excellence in physical skills, HPE at times served as a breeding ground for taunting
and belittlement. Recollecting a time when he did not score a goal on an empty net and
contributed to his team losing in the final game of the class soccer tournament, Romeo’s
narrative highlights how boys who did not fit into these traditional HPE systemic structures and

social dynamics experienced bullying.

One of the guys came up to me and said that I’m a retard, and a waste of space and am
good for nothing. All because I did not score.

Importantly, the data suggests that repeated exclusion, bullying, and derision negatively
impacted the enjoyment and experience of HPE. Across the seven participant accounts, boys
described a distaste toward HPE. To avoid exclusion, bullying and derision, Romeo and Guido
remarked that at times they would deliberately forget their HPE uniforms when the bullying was
“really bad” (Jas) during the previous class. Moreover, Miguel that he would book meetings with
his guidance counsellor and special education teacher in order to avoid HPE class. Loathing
HPE, Miguel and Guido described that at times when the bullying was no longer bearable, they
had meltdowns before school in order to avoid HPE. Exclusion and bullying therefore not only
limited opportunities to be active, but also had debilitating impacts in other aspects of their daily
lives. Lamenting his HPE experiences, and highlighting the impact of bullying on engagement,
Allan noted:

It’s hard to enjoy being active when you’re always being picked on. You just learn to
hate activity. Like there is no point in going to class if all | get out of it is getting hurt.
My parents used to doubt me that gym was that bad, until they realized after a meltdown |
had that even just the word gym gives me chills down my spine.

Whereas a debilitating social climate in HPE negatively impacted participation, as illustrated
below, the interaction of broader macro-level social forces (such as availability of programs
interacted) with micro-level processes (such as instructional approaches used in community-

based PA activities) also contributed to inactivity.
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Challenges in Community Programs

In discussing their PA participation from childhood to adolescence, boys described difficulty
locating adapted or integrated community-based activities that were responsive to their needs and
abilities. Although there was a broad availability of PA activities in their communities, the
structure, design, and instructional methods employed at times dissuaded participation. For
example, four participants described that PA activities predominantly focused on executing
repetitive skills and drills. Given this approach, they described that they were often bored and
disengaged, as they spent more time waiting in line to perform the skill, than time engaged in the
activity. In addition to the use of autocratic coaching styles emphasizing skills and drills, the
predominant use of verbal instructional strategies added an additional layer of complexity for
participants. Across the accounts, participants described difficulty comprehending large amounts
of verbal instructions shared at one time. Without breaking down the requisite movement
patterns into a series of progressions, some boys experienced “information overload” (Miguel)
and had a very difficult time understanding, assembling, and then translating instructions into
movement patterns. When activities and methods of instruction were not adapted accordingly,
PA was perceived to be “overwhelming” (Jas), and “stressful” (Malcolm). The combination of
these forces in turn dissuaded participation, and it was not uncommon for caregivers to withdraw
boys from activities altogether given these difficulties. Highlighting how these contingencies

shaped his participation Jas noted:

When | was a kid and did t-ball, the coach told me to keep my eye on the ball, so I put my
eye on the ball. Turns out, that’s not what he meant. I find activity overwhelming
sometimes because there is so much new info, so much to remember, all at the same time.
It’s hard to find an activity and a place where I am comfortable with the activity, the
teachers and can understand what they want me to do. | keep trying new activities, but
keep quitting because they don’t work for me.

Limited availability of PA programs was further complicated by policies from some service
providers which mandated personal support workers (PSW) (such as siblings, parents, or hired
professionals such as behaviour therapists, or recreation therapists) to accompany adolescents.
While such policies at the surface may seek to improve and facilitate integration in PA activities,
they also had unintended effects of precluding some participants from PA altogether. For
example, despite locating an activity they were interested in, three boys were withdrawn from the

activity by the service provider as they were unable to secure a PSW to accompany them. For
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these particular boys, macro level forces (policy) interacted with micro level (individual
preferences) to curtail participation. Although limited community opportunities and policy
considerations dissuaded PA, participation was also shaped by a recursive relationship between
family values, and the prioritization of therapeutic interventions. It is to this discussion that we

now turn.
Prioritization of Therapeutic Interventions

Across the accounts, adolescent boys highlighted that living with ASD presented unique
strengths, opportunities, challenges, and additional activities such as participating in therapeutic
interventions. In recollecting their childhoods, adolescent boys noted that they had spent a
substantial amount of their time during engaged in therapeutic interventions. From behaviour and
occupational therapy, through to speech language pathology, participants described that their
families (re) directed substantial amounts of their time and resources toward therapy during
childhood. For six participants, therapy was ascribed social and familial priority as participating
in therapeutic interventions took precedence over other life activities including PA. For example,
Jas, Allan, Seper and Daniel noted that they missed organized PA activities to attend therapy.
Other participants noted that they were late, or left PA activities early in order to maximize the
amount of time engaged in therapy. The accounts suggest that PA was not merely an individual
based behaviour. Rather, individual dispositions interconnected with broader social determinants
and family contexts where caregivers were tasked with negotiating competing demands, family
interests, and values. Capturing this complexity, Miguel remarked:

As a kid, I did a lot of therapy, but not a lot of physical activity. Sometimes we would
plan to do active things, but then my mom would tell me that the OT (occupational
therapist) was coming. So then physical activity like always was just pushed off to the
side. Not like once or twice, like all the time. It seemed like there never was enough time

to do active things because therapy always got in the way and was more important.

With a predominant focus on intervention during childhood, there often was less time to develop
sustained PA interests, habits, and patterns of participation. Given these time constraints, there
was little consistency in their participation. Six participants described that participation entailed

many starts, stops and diversions as they often were withdrawn from PA to accommodate
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therapy. Highlighting the multiple (and sometimes unintended) effects of privileging formal

therapies, Guido’s quote illustrates the complexity of inactivity:

My parents put me in swimming, basketball, soccer, and t-ball. | would start activities for
a few weeks but then they pulled me out as soon as they got me off the therapy waitlist. |
never really developed an interest in anything, never really had the time or a chance to do
so. Now, | am too afraid to try new things.

The theme learning to be inactive highlights that PA participation was a multi-faceted and
complex issue. As illustrated by the subthemes exclusion and bullying, challenges in community-
based PA, and the prioritization of therapy over activities, PA participation was shaped by socio-
cultural processes interconnected at the macro and micro level. Whereas the socio-cultural
processes described above dissuaded participation, the analysis suggest that the pleasures of
movement drew boys toward PA. It is to this second theme that we now turn.

The Pleasures of Movement
Family Identity:

Similar to the ways in which familial prioritizations of therapy influenced participation, family
identities played an important role in shaping PA interests, habits, and patterns of participation.
By identity, we mean the shared habits, values, and preferences of a family in relation to activity.
Family identity in turn shaped how families devoted their time, efforts and resources such as
engaging in PA. Some boys in the study noted that their parents, siblings and family unit did not
engage in PA during their leisure time. Jas for example noted that he does not come from a
“sporty family” as his family spent much of their leisure time attending museums, learning about
history, and learning about ancient artifacts. Whether it was spending time with the family at
home, cooking, or attending music, theatre, or the arts, some boys and their families devoted
their leisure time to pursuits other than PA.

Whereas some participants and their families engaged in non-active pursuits, for others PA
participation was an integral component of family life. For these particular boys, PA was a
central component of their family life, and was a part of the social fabric of their family identity.
From participating in weekly family activities such as walks to the park, and family bike rides,
through to hiring personal support workers in community settings, some families invested

significant time and resources to facilitate PA participation. Perhaps unsurprisingly, boys from
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families who valorized PA adopted and reproduced self-identity as ‘physically active’. A
physically active self-identity was a resource used to make sense of their lives, interactions with
others, and with the world. For example, four boys took pride in being physically active and
noted that PA contributed to a sense of responsibility (such as taking neighbourhood dogs for a
walk to the dog park. When analyzing participant’s accounts, boys who were active also were
praised by teachers, families, and peers alike. For three boys, participation in PA also elicited
social status, and they used this social status to distinguish themselves from other adolescents
with ASD who were not physically active. In his digital story, Mark for example featured four
photos of himself without his shirt on, and included one photo in which he flexed his arm, chest,
and abdominal muscles. When asked in his interview about his decision to include those photos,
Mark's narrative illustrates how these self-representations and a physically active identity were
central to his sense of self, and facilitated participation.

| tried to show that kids with autism also can be fit and active. | work hard for this body
and its something that I am damn proud of. Plus, I am known as the muscle guy at school,
around my family and my friend. You might as well flaunt it if you have it. Keeping this
body is what keeps brining me back to doing active things.

Affective Pleasures of Movement

In analyzing perceptions and experiences of PA, the concept of pleasure recurrently came to the
fore and was multi-dimensional in nature. On the one hand, pleasure elicited the affective
dimensions of PA participation. Affect and pleasure were not dichotomous, but fundamentally
interconnected as boys noted that PA participation elicited a sense of joy, amusement, and made
them “feel alive” (Miguel). When individual abilities aligned with social environments that met
their needs, PA contributed to a spirit of fun and elicited a sense of connectedness and belonging.
For five boys, these affective dimensions contributed to both immediate and prolonged
gratification and shaped dispositions toward activity as they sought to (re)create these
experiences in subsequent PA engagements. The interconnected nature of PA, and emotions, was

illustrative in Allan’s account:
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I had nothing until I found swimming. | felt like a complete misfit. When | found
swimming that all changed. Swimming gives me a focus that I’ve never had, it is fun and
it feels so good having the water on my skin. | feel tired after swimming, but that feeling
also is what gets me coming back to the pool.

Further to these affective dimensions, PA also created an aura of exciting significance and served
as a controlled form of emotional release. For some boys, PA provided an outlet from their
relatively predictable, structured, repetitive, and prescriptive lives which often featured attending
school, completing school/homework, and then doing it “all over again, the next day” (Seper).
Although some boys found solace and comfort in structure and routine, the controlled
decontrolling of emotions elicited by PA attracted boys toward participation. Participation in PA
enabled boys to temporarily disengage from the monotony of everyday life, and was particularly
experienced in non-sport activities such as going for walks, participating in cultural rites, and or
completing home/garden work. For these particular boys, PA offered temporary freedom from
the mundane features of daily life, and enabled them to (re)create their lives in other, and some
times, more exciting ways. Seper’s narrative highlights how PA was shaped by the interaction of
affect and broader macro (daily structures such as attending school) and micro (affect and

pleasure) level forces:

| do the same thing every single day. Being active is the only time where | feel free. Free
from always been told what to do, how to do it, when to do it. Free from teachers,
therapists, and parents telling me how to live my life. Free from doing the same routine of
school, home, doing homework, being a loner, getting beat up. Going for walks with my
dog gets me to my happy place. Being active just allows me to be, me.

Not only did affective dimensions invite and incite participation, the affective pleasures of
movement also contributed to management of externally imposed life rhythms that at times were
anxiety producing or overwhelming. For some boys, PA provided a dedicated time and space to
detach from difficult features of life such as broader experiences of bullying, or isolation. For
three boys in particular, PA was an outlet to “take a break from pretending to be normal”
(Daniel) in social situations as they drew on coping strategies and techniques to camouflage what
they perceived to be ‘abnormal behaviours’. Whereas boys described that the success of
pretending to be normal was physically and emotionally exhausting, PA provided an opportunity
to loosen habits of self-restraint and a temporary space to move beyond normative social
expectations. Although detachment from these features of life was fleeting, PA provided a sense

of tranquility that at times was absent in other aspects of their lives. These aspects of PA drew
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boys closer to participation. Participation in PA therefore not only included physical aspects,
which influenced participation, but also included psychological ones which helped maintain
well-being. Highlighting how emotions and pleasures of movement shaped his participation,
Daniel said:

| try so hard and spend so much time and energy trying to fit in to be normal. I can’t help
myself from rocking back and forth, or times when I start banging my head against the
wall. I’ve tried mindfulness, deep breathing and behaviour therapy to find some calm in
my life but none of those worked. Doing taekwondo allows me to be me, and even if |
start rocking or head banging, I don’t feel like I am always being judged by people
because they just get it.

As illustrated across the two key themes, PA participation was enhanced, shaped, and curtailed
through interdependent macro and micro level forces. These interdependent socio-cultural

processes shaped PA in numerous ways, and illustrate the complexity of participation.
Discussion:

Our analysis demonstrates that adolescent boys with ASD had both negative and positive
experiences in PA. Their experiences and nature of participation was shaped by interdependent
relationships between individual (pleasure, emotions), family (values, prioritization of therapy,
identity), and social forces (bullying, availability of programs, policy). Jettisoning static and
monolithic conceptualizations of (in) activity, the findings suggest that PA participation was not
merely an individual behaviour determined by cognitive forces such as volition, motivation, or
self-efficacy. Rather, PA was shaped relationally, such that interdependent relationships between
biological, psychological, and socio-cultural processes interact to enhance, shape, and or curtail
participation. This relational understanding illustrates the unique complexity of PA participation
for adolescents with ASD, which heretofore has not been described in the literature. In addition
to calls for research and interventions oriented at enhancing biological and psychological
dimensions of PA (Lloyd et al., 2013), the findings suggest that efforts at the social and systemic
level are also required to enhance participation. Findings of this study serve as a point of
departure in mapping out possible ways forward on how to enhance PA participation among

adolescent boys with ASD.

Our exploration of PA participation among adolescent boys with ASD revealed that exclusion

and bullying (especially in HPE class) was rampant and a shared experience. Despite the large
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corpus of research studying bullying among children and adolescents with ASD (see Morton et
al., 2019; Maiano et al., 2015), research on exclusion and bullying in PA curiously have been
absent. Apart from two studies that briefly identified bullying in PA (Healey et al., 2013;
Avyzoglou et al., 2015), bullying has been overlooked as a mechanism that can shape PA
participation. The findings however highlight that repeated exclusion and bullying experiences
can have a deleterious impact on the enjoyment and experience of PA. Whereas exclusion and
bullying dissuaded PA participation in the short term, research among adults without ASD
suggests that negative experiences such as bullying can potentially dissuade predilection to be
active during adulthood (Ladwig et al., 2018). Although associations between negative
experiences and decreased participation in adulthood appear to be modest, our findings suggest
that there is a need to minimize bullying in an effort to potentially enhance the enjoyment and
experience of PA participation.

In addition to policy (Cappadocia et al, 2012), universal bullying prevention programs (Pepler et
al., 2006), and intervention efforts from adults (Frankel et al., 2010), we suggest that efforts at
the level of pedagogy are also needed given the rampant descriptions of bullying in school based
HPE class. Given that boys with ASD were often bullied about their physical (in) abilities to
perform PA skills, and drills, we suggest that there is a need to move beyond traditional HPE
pedagogies which predominantly focus on technical skills, reproducing isolated drills, and
participating in class scrimmages (Hopper, Butler, & Storey, 2009). For example, a possible
alternative model for HPE in potentially decreasing bullying, and enhancing HPE participation
for adolescents with ASD is adventure based learning (ABL). ABL utilizes highly structured
physical activities coupled with periods of reflection (debrief) to promote social and personal
development. Drawing on cooperative activities, ABL seeks to develop interpersonal and
intrapersonal relationship skills to build an ethic of care and a sense of community among
students and teachers (Stuhr et al., 2018). ABL may also be well-suited to needs of children with
ASD as it provides high amounts of opportunities to participate in PA at their own skill level and
pace, without incessant pressure of competition and winning. With very preliminary research
suggesting that ABL can potentially decrease bullying in HPE (Battey & Ebbeck, 2013), further

exploration of ABL among adolescents with ASD is warranted.

A lack of community programs, challenges with instructional methods, and policy issues also

curtailed PA participation. Consistent with Ayvazoglu et al., (2015), our findings suggest that
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there were difficulties locating PA opportunities that were responsive to the diverse needs and
abilities of children with ASD. Whether it was difficulties adapting and explaining activities to
the diverse needs of participants, or policies mandating external support workers, study findings
suggest that adolescent boys with ASD were not only drawn to sedentary activities as has been
reported in previous research (Obrusnikova & Miccinello, 2012). Rather, individual needs,
preferences and abilities interacted with broader socio-cultural processes (instructional methods,
policy) to curtail participation. In light of research suggesting that children with ASD participate
in fewer recreation programs than their peers (Solish et al., 2010), our study highlights the need
for training and policy efforts implemented to potentially enhance their participation. With a
noticeable gap in training resources for community service providers, one immediate resource
that can be of value is the Canucks Autism Network (Canucks Autism Network, 2017). Drawing
on research evidence and principles of applied behavioural analysis, CAN provides autism
awareness training for recreation leaders, tip sheets regarding rapport building, conversation tool
Kits, crisis management, and motivation strategies. All of these resources are online, and free of
charge, and serve as a point of departure in building capacity to increase access to community
PA activities. In addition to community training resources, our findings suggest that work at the
level of policy is also required. In this vein, we suggest that further work is needed to develop
funding mechanisms to support PA, recreation activities, and access to clinicians to enhance
gross motor skills. Supporting and recognizing PA as a valuable pursuit at the level of policy can
be a part of a holistic approach to facilitate physical health and well-being across the lifespan.

The findings highlight that PA was also shaped by family dynamics, values, and identities. The
qualitative methodology employed in this study elicited the complexity of participation, which
has not been described in the literature. Whereas previous research suggests that familial forces
such as parental education, employment, family income, family size/number of siblings influence
PA, (Jones et al., 2018), our findings highlight that these familial variables and physical (in)
activity did not exist in isolation. Rather, PA participation was shaped relationally, such that
raising a child with ASD was shaped by interdependent macro and micro level relationships.
From competing family interests such as prioritizing therapy (macro level), through to family
identity (e.g. ‘sporty family’) (micro level), these novel findings highlight how negotiating the
multiple demands of raising a child ASD shaped PA in multiple ways. Importantly, our findings

also identify how privileging therapeutic interventions over other aspects of life such as
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participating in PA, had multiple, and sometimes unintended effects. In our study, families often
valorized therapeutic interventions where PA was often substituted for more time engaged in
therapy. The predominant focus on intervention during childhood however adversely impacted
PA for some boys, as there was less time and exposure to develop sustained PA interests, habits,
and patterns of participation. Our intent is not to criticize parents for prioritizing therapeutic
interventions over PA, nor to downplay the widely documented benefits of various therapeutic
interventions for children with ASD (Lai et al., 2018). Rather, the findings prompt us to reflect
on, and bring attention to thinking how we can maximize therapeutic, developmental, and health
outcomes without losing sight of other aspects of life such as PA participation. Taken together,
our study findings suggest that there is a need to reflect how therapeutic interventions can
potentially be balanced with other aspects of life in order to support the physical health and

development of the ‘whole’ person.

The pleasures and affective dimensions of movement centrally influenced PA. In addition to the
cognitive (motivation) and bio-physical forces (gross-motor impairments) which have been
described in the literature, our findings highlight that the pleasures of movement shaped
participation. From generating meaning and identity, through to experiencing emotional
pleasures, the findings add nuance to the literature as the pleasurable and affective dimensions of
PA have not been discussed in the literature among individuals with ASD. Although that the
concept of pleasure is under-researched and under-theorized in PA (Phoenix & Orr, 2014) and
health related research more broadly (Coveney & Bunton, 2003), the affective dimensions of PA
elicited in this study highlighted new ways of thinking about PA promotion for adolescents with
ASD. Whereas the literature often cites the physical dimensions and benefits of PA
(cardiovascular disease, diabetes, obesity) which are important, findings suggest there may be
merit in also promoting the emotional pleasures of movement. In addition to promoting the
physical health benefits of PA, promoting fun, joy, tranquility, satisfaction, and participation in
all forms of physical activity (unstructured activities such as going for walks, cultural rights, and
not just sport related activities) can be a tool to promote the pleasures of movement. Given that
the pleasurable and affective dimensions of PA have largely have been absent from PA
promotion/policy efforts (Phoenix & Orr, 2014), we argue that it is also important to recognize
and promote affective pleasures of PA alongside physical health and functional outcomes. We

also suggest that perhaps we conceptualize participation in PA as a pleasurable end in and of
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itself, where PA where can elicit the dimension of the human experience such as experiencing
freedom, creativity, spontaneity, adventure and risk. In this vein, we suggest that physical
activity prescription and promotion not only should attend to the physical health benefits of
participation, but also take into socio-cultural circumstances and affective dimensions in an

effort to promote and enhance PA participation among adolescents with ASD.
Limitations and Future Directions:

Despite the many strengths of this research, study limitations present opportunities for future
research. First, the study sample was limited to the perspectives and experiences of adolescent
boys with ASD. In light of emerging research suggesting that girls with ASD are underdiagnosed
and underrepresented in the ASD literature (Lai et al., 2011), future work needs to include girls
and women to understand potential gender differences. Conducting this work is crucial to
understand how to optimize their participation in PA. Second, the sample only included
participants who possessed verbal conversational skills (albeit in a wide range). Future research
with non-verbal adolescents, along with enhancing ethno-cultural diversity (age, socio-economic
status) is needed to examine how to best support their needs. Thirdly and finally, our findings
suggest that future research is needed to explore if ABL would be an amenable pedagogy to
teach HPE and PA for children and adolescents with ASD.

Conclusion

This study examined the perspectives, meanings, and experiences of PA, along with the socio-
cultural processes which enhance, shape and curtail PA participation for adolescent boys with
ASD. With a paucity of knowledge in this area, study findings provide an innovative and original
contribution to the understanding of physical (in)activity among adolescents boys with ASD. The
findings illuminate the complexity of PA, and highlight the need to identify pathways at social

and systemic levels to facilitate participation.



Table 1:

Participant Characteristics

Name Age | Self-described Physical | PA Frequency
Activity Status per week
1.  Manuel
15 Highly active 3-4 times/week
2. Malcolm
18 Predominantly inactive | 1-2 times/week
3. Mark
17 Highly active 5-6 times/week
4.  Allan
12 Predominantly inactive | 0-2 times/week
5. Seper
14 Highly active 3-4 times/week
6. Daniel
13 Highly active 3-4 times/week
7. Miguel
18 Predominantly inactive | 1-2 times/week
8. Jas
12 Predominantly inactive | 0-2 times/week
9. Guido
15 Predominantly inactive | 0-2 times/week
10. Romeo
13 Predominantly inactive | 1-2 times/week
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Preface to Chapter 6

In Chapter 6 (a manuscript), | address the third aim of the study which analyzed how socio-
cultural processes interact with bio-physical and psycho-behavioural processes to enhance,
shape, and curtail PA participation. In the manuscript, | draw on examples from three
participants to highlight how the internalization of risk, and anxiety not only had bio-physical
and psycho-behavioural dimensions, but also were concurrently shaped socio-culturally.
Drawing on Elias’ concepts of figuration, habitus, and hinge, | highlight how these processes
interacted within an interdependent relationship. Throughout the paper, | argue that the
interrelationships of these processes in turn enhanced, shaped, and curtailed PA participation for

adolescents with ASD in this study.

This manuscript will be submitted to the journal “Social Science and Medicine”. This is an
international and interdisciplinary journal which publishes sociological articles on all aspects of
social science and health. The journal endeavors to inform current research, policy and practice

in all areas relevant to social scientists, health practitioners and policy makers.



96

6 Physical (In)activity Among Adolescent Boys with Autism Spectrum Disorder
Manuscript Abstract:

Despite the many benefits of physical activity participation (PA), adolescents with autism
spectrum disorder (ASD) consistently have been reported to be less physically active compared
to their age related peers. Little is known however why they are predominantly inactive, and how
their PA activity is shaped by wider social, systemic, cultural, and policy processes (socio-
cultural processes). The purpose of this study was to examine how socio-cultural process shape
PA, and examine how socio-cultural process interact with bio-physical and psycho-behavioural
processes to enhance or curtail participation. Ten adolescent boys with ASD were interviewed
twice, and each created a digital story. The study was undergirded by a critical social science
approach, and analysis was driven with Nobert Elias’ concepts of figurations, hinge, and habitus.
Findings suggest that PA participation was not merely an individual behaviour determined by
bio-physical or psycho-behavioural forces in isolation. From the internalization of discourses of
risk and pedagogies centred on normalizing human movement, through to the bio-psycho-social
production of emotions and the valorization of particular masculinities, PA participation
reflected the social conditions that were placed upon participants. Findings suggest that PA
participation cannot be separated from the complex web of interdependencies between socio-
cultural, bio-physical and psycho-behavioural processes. This work draws attention to the socio-
cultural processes that mediate PA participation which heretofore have not been discussed in the
literature.

Keywords: autism spectrum disorder; physical activity; Norbert Elias; adolescents
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Introduction:

Despite the reported positive mental, physical, and social outcomes of physical activity (PA)
participation (Poitras et al, 2016), research consistently suggests that children and adolescents
(hereafter adolescents) with autism spectrum disorder (ASD) are less physically active compared
to their age-related peers (Healy, Haegele, Grenier & Garcia, 2017; Pan and Frey, 2006). For
example, a sample of adolescents with ASD in the United States were 60% less likely to
participate in PA, and 74% less likely to participate in an organized sport (McCoy et al., 2016).
Although there are increasing calls to enhance PA participation among adolescents with ASD
(Healy et al., 2018; McCoy et al., 2016), it remains unclear why they are predominantly inactive.
To date, research examining (in)activity among adolescents with ASD has focused on the bio-
physical and psycho-behavioural dimensions that shape their participation (Campos et al., 2019).
From a bio-physical standpoint, adolescents with ASD are said to be less likely to be active if
they experience gross-motor impairments, delays in acquiring fundamental motor skills, and or
sensory sensitivities (Redquest, 2019). Psycho-behaviourally, research suggests that adolescents
are less likely to be active if they lack motivation, have low perceived motor skill competence
(Loprinzi et al. 2015), or have a disinterest in PA (Eversole et al. 2016). Despite the research
examining physical (in)activity among adolescents with ASD, there is a paucity of research that
has examined how PA participation is shaped beyond the level of individual. To this end, little is
known how broader social, cultural, and political processes mediate PA participation (hereafter
socio-cultural processes). Furthermore, there also is very little research that has considered how
these socio-cultural processes interweave with bio-physical and psycho-behavioural processes to
shape PA. Rather, much of the research to date has examined each of these processes in
isolation. Given that socio-cultural processes do not exist independently from the lived physical,
affective, cognitive, and existential dimensions of the body, there is a need for research to
consider how these processes interact to shape PA, and to generate a more nuanced

understanding of physical (in)activity.

To address these knowledge gaps, a critical qualitative study was designed to 1) examine the
socio-cultural processes enhance, shape and or curtail PA participation among adolescents with
ASD, and 2) analyze how these socio-cultural processes intersect with bio-physical and psycho-

behavioural processes to enhance, shape, and curtail PA. In what follows, the paper begins with a
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brief overview of Norbert Elias’ Figurational Sociology, and I explain how his concepts of
figurations, hinge and habitus guided my analysis. I then describe the study, and demonstrate
how the internalization of risk, and bio-psycho-social experiences of anxiety interact to enhance,
shape and curtail PA participation. | conclude this paper by suggesting a need to critically reflect

on how PA participation is promoted among adolescents with ASD.

Norbert Elias and Figurational Sociology

Consistent with the critical qualitative methodology and critical approach which undergirded my
study, I drew on Norbert Elias’ Figurational Sociology to explore how PA was shaped by
broader socio-cultural processes, and to examine how physical (in)activity is shaped by the
simultaneous interweaving of bio-physical, psycho-behavioural, and social processes.
Figurational (or process based) sociology involves understanding individuals and society in
relational pluralities. In this vein, Elias proposed that any unit of investigation (such as human
beings) cannot be understood or analyzed in isolation (Elias, 1978a). Rather one must situate
human beings within a long-term perspective to examine how interdependent social, historical,
psychological, biological, and institutional processes shape their affective, physical, existential,
and cognitive dimensions. For Elias, the goal of sociology resides in understanding individuals
and society in relational pluralities, and processes, where the researcher examines the fluid
interrelationships and interdependencies of a particular unit of investigation (Elias, 1987a). To
guide the analyses of these interdependencies, Elias developed the concepts of figuration, hinge,

and habitus.

The concept of figuration bridges the structure and agency divide to highlight how humans are
embedded a system of (not necessarily equal) relations involving mutually oriented and
interdependent people. A figuration exists anywhere where there is a social connection, or an
interdependency of any sort. Entangled webs and networks of group and individual
interdependencies (Atkinson, 2012) come together to form figurations. The inter- and socially
connected nature of human life runs the life course as human beings are born into sets of
interrelationships (figurations), develop within them, to an extent shape their dynamics,
structure, and help create them, and then die within the interdependent ties they share with others
(Jarvie & Maguire, 1994; Dunning, 1999). Examples of a figuration include: the military, a

state, a city, a family, economy, a political context, a school, students in a classroom, a
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workplace, a community (Atkinson, 2012). In this study, adolescent boys with ASD are a part of,
and interacted with, several figurations. For example, boys with ASD were a part of the autism
figuration as their related symptoms grouped them together with a clinical diagnosis of ASD.
Their diagnostic label in turn shaped their lives and trajectories as it provided access to support
embedded in other figurations such as healthcare (therapy), and school-based services
(educational support). In addition to this autism figuration, boys were also a part of their family
figurations, health and physical education class figurations, and PA figurations. Although each of
these figurations have a unique structure, logics, practices, and are influenced by systems of

power relations.

The concept of figuration is closely connected to the concept of the hinge which also has an
explicit focus on interdependencies. Bridging the nature and nurture divide, the concept of the
hinge proposes that social and biological aspects of human beings are situated within a recursive,
interconnected, and interdependent relationship. Instead of approaching social, physical and
psychological (existential, cognitive, affective) dimensions of human beings as separate entities,
the hinge proposes that natural (biological) and social processes are fundamentally and deeply
entangled. By connecting human nature (biology) with society, Elias’ sought to highlight how
social processes (society) and learned individual dispositions (human-self) blend with
(unlearned) biological aspects (nature) to shape human conduct and human existence in everyday
life which he called the habitus.

The habitus involves schemes of perception, and or a mode of orientation that guides thought,
perception, tastes, preference, performances, action, and (inter)action within the social world.
The development of one’s habitus commences at birth, and these dispositions become deeply
habituated (Jarvie & Maguire, 1994). Given that dispositions are deeply seated, the habitus is
most often beneath the level of conscious awareness and control (Jarvie & Maguire, 1994). The
habitus is a heuristic, a mode of perception and orientation in which human beings make sense of
their (inter) actions within the social world. As illustrated in the findings below, these conceptual
tools guided the analyses to examine how PA participation was shaped by broader socio-cultural
processes, and the simultaneous interweaving of bio-physical, psycho-behavioural, and social

processes.
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Methods

Using a critical qualitative methodology (Denzin, 2017), data was generated with 10 adolescent
boys with ASD (aged 12-19) who each created a digital story, and participated in two face-to-
face interviews. The combination of these methods generated multiple forms of data to examine
how subjective experiences interacted with broader social, cultural and political processes to
shape PA participation. Adolescent boys with ASD were recruited from a children’s hospital in a
major urban Canadian city. Only boys were included in this study as part of a program of
research investigating how masculinities shape PA participation (see Jachyra, 2016; Jachyra &
Gibson, 2016). Boys with ASD were invited to participate in this study if they: a) had a diagnosis
of ASD as per Diagnostic and Statistical Manual of Mental Disorders (5" ed., DSM-5 2013)
criteria, supported by the Autism Diagnostic Observation Schedule (Lord et al., 2012); b) were
aged 12-19 years; c) demonstrated verbal proficiency in English; d) were capable of allowing
turn-taking and discussion of experiences; and e) demonstrated capacity to independently
provide consent to participate in the study. Research ethics approval was obtained from the
Research Ethics Boards at the hospital where the research took place, and the associated

university.

A novel qualitative methodology employing digital storytelling and semi-structured interviews
was used. Two interviews were conducted with each participant at a location of their choosing.
The first interview sought to build rapport with study participants, explain the details of the
study, and to discuss the process of creating digital stories. Next, digital stories were created over
the course of three workshops conducted with expert digital story facilitators. Digital stories are
short videos, often two to four minutes in duration (Bundon & Smith, 2017) and draw on multi-
media content (text, music, images, video, and artwork) and digital tools (video editing software,
digital cameras, computers) to produce short visual narratives. Digital storytelling was
strategically selected in an effort to build rapport and generate rich data as the workshops
provided multiple opportunities to interact with participants. Digital storytelling was also
selected as it aligned with the study’s critical approach which posits that individuals cannot be
expected to explain their habitus, that is, how social structures interweave with biological
capacities to produce dispositions which shape their daily practices. Finally, a second interview
was conducted after the digital storytelling workshops. Digital stories were integrated into the

second interview in an effort to stimulate further discussion regarding participants’ attitudes,
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beliefs, conceptualizations and experiences of PA participation. Finally, observational fieldnotes
were generated during all interviews, and the three workshops. These notes documented the

research process, my reflections and initial analysis of the data.

Analysis of the data was driven by techniques described by Miles and Huberman (1994) that
included the creation of an analytic guide and a flexible coding system consistent with the study
purposes and the Eliasian conceptual framework. Narrative summaries were written for each
participant by integrating participants’ digital stories, interview accounts, and observational field
notes. Following the analysis of each narrative summary, the summaries were compared and
contrasted with other participants (cross-analysis) in an effort to seek new ways of seeing and

analyzing the data, and to take the data in fertile and unexpected directions (Smith, 2016).

Results of the Analysis

The analysis of digital stories and interviews generates an in-depth understanding of how socio-
cultural processes shape PA participation among adolescent boys with ASD. Drawing on Elias’
concepts of the hinge, habitus and figuration, | draw on examples from three participants to
highlight that PA participation was not merely an individual behaviour determined by cognitive
forces such as volition, motivation, or self-efficacy. From the internalization of discourses of risk
and pedagogies centred on normalizing human movement, through to the bio-psycho-social
production of emotions and the valorization of particular masculinities, PA participation
reflected the social conditions that were placed upon participants. Together, the interaction of
these processes and interactions within particular figurations shaped one’s habitus, and
participant’s predilections toward PA participation. Findings suggest that PA participation
cannot be separated from the complex web of interdependencies between socio-cultural, bio-
physical and psycho-behavioural processes. To further contextualize the analysis in the sections
below, I first provide further information about the adolescent boys who participated in this

study.

In the study, all participants had a diagnosis of ASD, were aged 12-19 years, and all boys lived at
home with at least one parent. At the time of the research, eight boys were in high school, and
two were in senior years of elementary school (grade eight). Across participants, there was wide
variability in PA participation. Generally the boys can be divided into one of two groups. Based
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on their self-descriptions, one group was ‘highly active’ where four boys noted that they
participated in PA activities 3-5 times per week. On the other hand, the other group of six boys
were predominantly inactive, participating in structured PA activities between 0-2 days per
week. Notably, all boys described experiences participating in community-based PA activities,
and all had the shared experience of being enrolled in school based health and physical education
(HPE) class. For the eight participants who were in high school, only one continued to take HPE

class after a mandatory year of enrollment.

At the time of the research, one participant was engaged in paid part-time work, one participant
was a volunteer at a local church, and one participant volunteered at a pet shelter. In what
follows below, | draw on these contextual details to sketch out how PA was shaped by socio-
cultural processes and the interaction of these processes with bio-physical and psycho-

behavioural processes.

Socio-Cultural Production and Internalization of Risk

In this study, PA participation was not merely driven by ones physical skills in PA, or motivation
to be active. Rather, PA was enhanced, shaped, and curtailed by the interaction of socio-cultural
(social, norms, assumptions, and practices), bio-physical, and psycho-behavioural processes
interacting together within PA figurations. Although these interdependencies were omni-present
among participants, the interactions of these bio-psycho-social interdependencies and their
impacts on PA participation were particularly evident in Allan’s account. For Allan, PA
participation was shaped by his daily life living with Ehlers-Danlos syndrome (bio-physical), but
also mediated by wider socio-cultural processes in which he was immersed. At the time of the
study, Allan was 18 years old. In addition to his ASD diagnosis, he was diagnosed with Ehlers-
Danlos syndrome at age six, a hereditary disorder that typically increases in severity throughout
the life-course. Ehlers-Danlos syndrome contributes to weak connective tissues, weak muscle
tone, and hypermobility of joints. Hypermobility of joints in particular can be a concern as it
increases risks for dislocation, falls, and injury. Allan experienced hypermobility in his knees,
ankles, and elbows and at the age of 12 years, dislocated his knee while playing soccer with his
friends. To illustrate his hypermobility and how it impacted his daily life and PA participation,

Allan included the photo below of his elbow in his digital story.
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Although Allan’s hypermobility had a bio-physical basis and limited his PA participation as he
had an increased risk for injury and dislocation, his participation in PA was also contoured socio-
culturally through his interactions with family, rehabilitation professionals, and the logics of
practice within each of these figurations. Across the accounts, Allan described that he was
predominantly inactive throughout his life. Despite expressing an interest in sport and PA, in his
digital story, Allan noted that his “interests to become a pro athlete was a pipe dream as soon as |
got that diagnosis”. Throughout his life, rehabilitation professionals and physicians advised that
he engage in low weight-bearing PA activities such as activities in the water, elliptical running,
or using free-weights, but to avoid “sports with any body contact as it increased risk for injury”.
Recommendations from rehabilitation professionals were internalized and reproduced by his
parents. From explaining to Allan that participating in PA was “just too dangerous” throughout
his life, through to enrolling him in “less risky” activities such as arts, crafts, music, reading, and
film as recommended by rehabilitation professionals, the discourse of risk was present in all
aspects of Allan’s life. Messages of risk, hypervigilance, and mitigation strategies also carried
over to the school context as teachers were aware of his increased risk for dislocation and injury.
Whether it was walking up the stairs, or playing outdoors during recesses, Allan recounted that
his teachers warned him daily “to always be careful”. Although these precautions from Allan’s
parents, rehabilitation professionals and teachers were well intentioned to minimize his potential
risk of injury, consistent messaging to avoid potential injury within these figurations had
multiple (and perhaps unintended) effects, and shaped his PA habitus. Given the constant
surveillance and potential for injury, Allan internalized these structural, social and cultural
discourses regarding the omnipresent risk for injury, and the need for ‘inactivity'. As such, he
noted that he constantly worried about dislocations. Although Allan identified that rehabilitation

professionals encouraged him participate in PA as is one of the best treatments for Ehlers-Danlos
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syndrome, Allan’s internalization of socio-cultural processes which positioned PA as “dangerous

and to be avoided at all costs”, generated dispositions to avoid PA participation.

Exercise is good for me, but I got to be careful because I can get hurt. All my life
everyone has told me to be careful so that I don’t end up in hospital. Even now as almost
an adult, my parents and physio remind me to avoid exercise if I can so that I don’t

dislocate my knee again.

Given that the habitus is located within the individual, ones habitus embodies structural, social
and cultural discourses that become internalized over time (Elias, 1939). As illustrated in the
quote above, Allan’s PA participation was not merely the result of a lack of motivation, or an
individual preference. Rather his bio-physical risks for injury and dislocation interacted with
broader socio-cultural processes described above (the hinge), and together, formed dispositions
and preferences to dissuade PA participation. Although the habitus is malleable and subject to
change over time, it produces enduring particular patterns of thoughts, behaviour and actions to
guide (inter)actions within the social world. A habitus oriented away from PA for Allan was
deeply seated and reinforced when Allan dislocated his knee. Although Allan noted that his knee
dislocation was “freak accident”, it contributed to a fear of subsequent dislocations. As such this
knee injury contributed to strengthening a fear of PA altogether. This fear and (hyper) vigilance
of his knees was articulated in his digital story where he included a photo of a knee in a brace
(pictured below). The potential risk for injury and subsequent dislocations in turn shaped his
schemes of perception toward a habitus of avoiding PA as he internalized that being cautious
about his knees and avoiding PA would be the best option to prevent another knee dislocation. In

highlighting his conceptualizations of PA, Allan narrated his digital story in the following way:

The dislocation confined me to crutches and braces for months, and even basic actions
such as going downstairs became a task. When I recovered, I wasn’t quite the same. I lost

the ability to run and | needed to be more cautious of my knees.
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Allan’s repeated emphasis on taking his “hyperlaxity more seriously” and being “more cautious
of my knees” carried over into school based HPE class, and impacted his participation. Psycho-
behavioural processes such as his fear of dislocation and internalization of risk was amplified
after he had a few “close calls” with peers during HPE class. Although body contact was
prohibited, Allan was body-checked to the ground while playing ball-hockey with his peers on
two occasions, and was routinely name called as “soft” and “weak”. HPE was a hostile
environment for boys like Allan who did not measure up and reproduce traditional markers of
masculinity where athleticism, strength, competitiveness and aggressiveness were valorized by
peers. These close calls as Allan called it however had a negative impact on his HPE
participation as he developed a “paralyzing fear of dislocating his knee again”. Given these
socio-cultural conditions, and psycho-behavioural internalization of fear, Allan was often
relegated to the sidelines of HPE as he described that preferred to “watch and not participate”.
What seems to be a rational choice at the surface to “watch and not participate” in fact is the
deeply seated nature of the habitus where the paralyzing fear of injury is more than just a rational
calculation of risks and benefits. Rather, it suggests a deeper and embodied emotional (psycho-
behavioural) aversion that now equates PA with harm, produces (unconscious) choices of
avoidance, and dispositions in which PA is internalized as an activity that ‘is not for the likes of
me’. As articulated in his quote below, these particular experiences shaped Allan’s habitus

toward inactivity.

After getting nailed [body checked] a few times, | decided it was best not to get in the
way of the jocks in the class. It was best for me to just sit out and hang out on my own in
class, then to put myself in a spot where I can get hurt again. I can’t take anymore

chances, | have to be careful.
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Allan’s quotation above reveals a particular understanding of masculine power hierarchies at his
school, along with his particular place within these figurations. These internalized
understandings interact with the biological risks of harm (bio-physical processes), paralyzing
fear (psycho-behavioural processes) his experience of pain and disability, and multiple
injunctions to ‘stay safe’ (socio-cultural processes) from the adults that surround him. Together,

each of these processes interact and produces a habitus of avoidance for Allan.

Anxiety and Emotions

For adolescent boys in this study, the propensity to be active not only was mediated by one’s
physical capabilities, but also mediated by socio-cultural dimensions (social, norms,
assumptions, and practices) within PA figurations. Across the accounts were multiple examples
of these processes in relation to the interdependencies between physical activity and emotions.
Although these interdependencies were present among all study participants, these
interdependencies and their impacts on PA participation were particularly evident in the accounts
of Jas and Mark who both lived with a clinical diagnosis of anxiety.

Jas was 14 years old and was the eldest child in a family of three children. Despite his
self-described low levels of PA participation, across his data, Jas spent a significant amount of
time outlining the benefits of PA participation. From explaining that “exercise keeps you
healthy” to “exercise can make you happy”, Jas went to great lengths to explain the benefits of
PA during his interviews. The benefits of PA participation were also expressed in his digital
story where he included a photo of his daily step count data and remarked that “you need at least
10,000 steps per day”. The health promoting benefits of PA were also expressed by Jas at the end
of his digital story as he stated: “Everyone should do exercise, it is good thing and helps people

get fit. I want to do it more often”.
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Despite his internalized knowledge regarding the benefits of PA, analysis of Jas’s accounts
highlight that cognitive forces alone did not shape his participation. Although not explicitly
stated by Jas, his clinical diagnosis of anxiety can be seen to have had a profound impact on his
PA participation. Jas’s experiences of anxiety in PA however were not merely bio-physical in
nature, but rather were also contoured socio-culturally in structured PA figurations such as team
sports. With a predominant focus on instilling repetitive, predictable and normalized movement
patterns inculcated through skills and drills, Jas described PA to be an “overwhelming
experience” as his physical abilities did not align with normalized movement patterns that were
expected. For example, in describing his PA experiences, Jas spent much of his time worrying if
he was “failing at exercise”. From worrying whether he correctly executed movement patterns,
to worrying if he would “screw up” if his peers passed the ball to him when playing sports such
as basketball, hockey or soccer, PA was an anxiety provoking experience. For Jas, the focus on
inculcating repetitive, predictable, and normalized movements in PA figurations was anxiety
producing, and was subsequently internalized which emanated from his repeated failure in PA.
A repeated sense of failure was reproduced in the school context as Jas tried out for five school
teams/activities, but was never selected. Repeated failure across these figurations however had a
debilitating impact on his PA participation. Rather than making him ‘happy’ as highlighted in his
quote above, the socio-cultural processes described above interacted with the bio-physical and
psycho-behavioural aspects of anxiety via the hinge in a feedback loop to exacerbate his
underlying anxiety. In this vein, Jas described that he often commenced PA with feelings of
tension, and often ended participation with head and muscle aches. Participation in PA for Jas
was an overwhelming and exhausting experience, and generated a habitus toward PA avoidance
in structured PA figurations. In highlighting the hidden emotional labour, associated with PA

participation, Jas noted:

I just find exercise so stressful especially in gym class. I get there and I don’t want to be
there. I am there and then I just shut down because it’s just too much. All I worry about it
is if I am doing things right and who is judging me. I leave with muscle pain and a
headache. | think it’s just better if I don’t go.

Not only did challenges with adapting to normalizing movement patterns contribute to the
overwhelming nature of PA and dissuaded participation, negative interactions with peers also
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shaped his habitus toward disengagement. As with the example of Allan presented above,
recounting his experiences, Jas noted that he was subject to frequent taunting and belittlement.
Verbal jeers were most pronounced in school based HPE, and often revolved around his lack of
skill and lack of traditional markers of masculinity. When asked to describe the nature of verbal
jeers during the second interview, Jas recalled being repeatedly told that he “played sports like a
girl”, was “a sissy” and ““a fat-ass”. In an effort to resist stereotypical notions of masculinity, Jas
attempted to talk to his peers about the history of war as a way to gain masculine status.
However, there was little room to negotiate this alternate masculinity as a proverbial outsider
(lack of masculine status) to this established group (hegemonic forms of masculinity). Equally
problematic as the verbal jeers about his physical abilities were jeers about his repetitive
behaviours. Given the anxiety producing nature of PA described above by Jas, at times Jas would
shred paper, pace, or repeat phrases to himself aloud. These behaviours however were specific
expressions of the biological propensities of ASD in response to broader socio-cultural
conditions where Jas was stigmatized and recalled being called a “retard”, freak”, or “alien”.
This derision and bullying from peers heighted Jas’s anxiety further, and worked to generate
dispositions away from PA participation in team or group activities. This analysis again
highlights the hinge where the bio-physical components of anxiety, and ASD interacted with
socio-cultural processes of experienced failure and bullying to produce PA participation. When

asked if he was interested in pursuing PA again, Jas noted:

Being active is just not for me. I’ve tried it. Don’t like it. Get made fun of all the time.
Called all these horrible things I told you. I don’t see the point in doing exercise,
especially in since I just fail at all these things. | feel horrible after and feel like I am

going to be anxious always.

Whereas PA was anxiety producing and shaped a habitus that shaped PA participation as ‘just
not for me’, similar socio-cultural processes drew Mark into participation. At the time of the
research, Mark was 18 years old and had been highly active for most of his life. From doing sit-
ups before bedtime as a child as a way to calm himself down as a child, to trying several sports
such as soccer, swimming, cycling, and running, Mark was predominantly physically active
throughout his life. At the time of the research, Mark participated in boxing where he would

complete two technical session of boxing (punching) per week, and two days of physical fitness
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conditioning. Mark’s digital story recounted his boxing experiences where he labelled his story
“Revenge in the Ring” in which he outlined his boxing routine, and his goal of seeking revenge

on an appointing after losing to him in a sparring match.

In contrast to Jas’s experiences of PA described above, Mark’s accounts suggest that he utilized
boxing as a tool to curtail his anxiety. For Mark, boxing was an outlet from the anxieties of
everyday life and seemingly mundane tasks such as making decisions about what clothing to
wear, or what food to eat. Across his accounts, the bio-physical, sensory components of boxing
were described as calming. In this vein, Mark highlighted that he enjoyed the feeling of
“exhaustion, and sweat on his skin”, sound of “punching the bag”, smell of the “chalk on his
hands when punching the bag”, and the reverberations of his “feet hitting the ground”. For Mark,
boxing and training elicited bio-physical sensory pleasures such as feelings of excitement. These
bio-physical sensory features elicited a sensory connection between the activity, the individual,

and their environment, and drew Mark into PA. He noted:

There is no better feeling than punching the shit out of the bag. Just letting it all out. I am
always exhausted after boxing, but it’s the best thing because it is my outlet and helps me
calm down in so many ways. It’s like my drug, I need it so that I don’t explode when my

anxiety is bad. I love all the different feelings it brings.

Whereas Mark’s quote highlights the calming bio-physical dimensions of boxing, bio-physical
components also interacted with broader socio-cultural processes to shape his PA habitus and
enhanced his participation. For example, Mark’s enjoyment of PA afforded him particular social

and cultural resources as a result of his fit, strong and muscular body as Mark was often met with
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praise for his body, and was known as the “muscly guy” among his family and friends. His body
morphology in turn afforded a particular social status which was reinforced in PA environments
which value fit-active bodies, which in turn produced dispositions or preferences to participate in
PA. The privileging of his body and subscription to traditional markers of masculinity were
reproduced in his digital story as he included four photos of his muscles, and two of which he
was shirtless, and was flexing his muscles. To this end, while the sensory and emotional
components of PA drew him into participation and helped alleviate his anxiety, Mark’s habitus
was also shaped by these socio-cultural processes which contributed to feelings of what Mark
called “success”. Although feelings of success can elicit a psycho-behavioural response, feelings
of success are only produced and shared within wider social values such as traditional markers of
masculinity. As illustrated in Mark’s quote, ‘flaunting’ his body suggests that it is a valorized
and masculinized body that is rewarded socio-culturally through flaunting. These socio-cultural
conditions in turn produce dispositions to continually maintain a particular body shape, and
highlight how the interactions of bio-physical and socio-cultural processes meet and blend

together.

In my digital story, | tried to show that kids with autism also can be fit and active. | work
hard for this body and its something that I am damn proud of. Plus, I am known as the
muscle guy at school, around my family and my friend. You might as well flaunt it if you

have it. Keeping this body is what keeps brining me back to doing active things.

Despite underlying anxiety for Jas and Mark, their PA participation differed greatly. Although
the socio-cultural, bio-physical, and psycho-behavioural mechanisms of anxiety are the same, PA
participation was shaped by participant-specific ASD related symptoms, rules and figurations at
play in each case. As such, PA participation was shaped through the hinge, and the formation of
the habitus.

Discussion

Drawing on Elias’ Figurational Sociology, the analysis of participants’ accounts delivers two
novel and original contributions to the literature regarding physical (in)activity participation

among a group of adolescent boys with ASD. First, this study illuminates how socio-cultural

processes shape PA participation. With much of the research to date suggesting that adolescents
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with ASD are predominantly inactive as a result of decrements in gross-motor skills (Ming et al.,
2007), and or a lack of motivation (Loprinzi et al. 2015), this research draws attention to
consider how socio-cultural processes shape participation. The findings suggest that PA
participation was not merely an individual behaviour determined by cognitive forces such as
volition, motivation, or self-efficacy. Rather, the analysis illuminates how socio-cultural
processes enhance, shape, and curtail PA participation in particular ways. These socio-cultural
process in turn entailed the internalization of discourses of risk and pedagogies centred on
normalizing human movement, valorization of particular masculinities, and interactions of bio-
psycho-social elements of emotions. PA participation therefore reflected the social conditions
that were placed upon participants. These broader socio-cultural processes in turn add nuance to
the literature and suggest that adolescent boys with ASD in this study were not simply or
‘naturally’ lazy or merely have a preference for sedentary activities as has been described
previously in the literature (Healy, 2018). Rather, PA participation was shaped by collective,
socio-cultural processes which had multiple (and sometimes unintended) effects. The socio-
cultural processes identified in the findings highlight the relational nature of PA, which
heretofore has been missing from the ASD research literature.

A second contribution of the study draws attention to the complexity of PA participation. In this
research, | drew on Elias’ concept of the figuration, hinge, and habitus from three participants to
illustrate how socio-cultural processes interacted with bio-physical and psycho-behavioural
process to shape PA. The analysis demonstrated how the internalization of risk and experiences
of anxiety not only had bio-physical and psycho-behavioural dimensions, but were shaped socio-
culturally. For example, socio-cultural processes shaped the expression and experience of
anxiety in PA settings. As the first study to examine these interconnections, findings demonstrate
how PA participation cannot be separated from the complex web of interdependencies and socio-
cultural relations. Physical (in)activity is not reducible to any one of these processes but rather
they are interconnected from the outset, and work together to shape the habitus of individuals
with ASD.

Given the little research that has explored these interconnections, findings of this study serve as a
point of departure to re-consider current efforts aimed at increasing PA. To date, much of the
efforts have sought to increase participation through programs using behavioural strategies
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(Bassette et al., 2018), and by enhancing gross-motor skills (Redquest, 2019). While research
efforts in these domains are important, there has been little work that has sought to address
broader socio-cultural processes as a vehicle to potentially enhance PA participation. Given this
limited research, findings suggest that there is a need to consider broader socio-cultural issues
from the outset when designing PA programs and opportunities. In this vein, | suggest there is a
need to move beyond the use of predominant sport and rehabilitation based frameworks centre
on repetitive skills, drills and scrimmages. As such, | argue there is a need to attend to the
broader socio-cultural processes which focus on what a child can do, rather than what they can’t
do. By coaching the “athlete, and not the disability” (Townsend, 2017, p. 130), there are new

conditions of possibility to re-imagine PA for adolescents with ASD.

Despite the potential value of designing PA programs and interventions within a particular
developmental framework used in traditional sport and PA contexts (Pusharenko, 2019), findings
highlight the need to also develop programs specific to the needs and preferences of adolescent
and family circumstances. As highlighted in the study findings, the interaction of bio-physical,
psycho-behavioural and socio-cultural processes produced different choices and preferences
among participants. Given this diversity of interdependent processes among participants, there is
a need for programs to offer high levels of flexibility in how activities are conceptualized,
offered, and delivered in an effort to meet the heterogeneous needs of adolescents. As such, in
addition to promoting and offering sport related PA opportunities, findings suggest potential
benefit in also promoting non-sport activities that can be implemented by families such as:
going for a walk, completing home/garden work, live action-role playing, dancing, climbing,
yoga, tai-chi, individual fitness, Zumba, stretching, or martial arts. Broadening our
conceptualizations of PA to move beyond sport has the potential to meet the diverse needs and

circumstances of adolescents with ASD, and their families.
Conclusion

In this paper, | have applied Elias’ concepts of figuration, hinge, and habitus to examine the lives
and PA participation of a group of boys with ASD. By adopting these Eliasian concepts, the
study provided new insights into adolescent’s choices, but also the socio-cultural processes, and
social relations which enhance, shape and curtail PA participation. To date, little research has

examined how socio-cultural processes shape participation, and even less research that has
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examined how socio-cultural processes intersect with bio-physical and psycho-behavioural
processes to shape PA. Given this limited research, there is a need for more research that
examines the broader social and material processes that directly influence PA participation, and
the daily lives of children with ASD. In developing a novel qualitative methodology which
facilitated the optimization of data generated with participants, and interpreting the accounts of

adolescents in relation to their social, political, and cultural contexts, this study serves as a point

of departure to address these gaps.

Table 2: Participant Characteristics

Name Age | Self-described Physical | PA Frequency
Activity Status per week
1. Manuel

15 Highly active 3-4 times/week
2. Malcolm

18 Predominantly inactive | 1-2 times/week
3. Mark

17 Highly active 5-6 times/week
4.  Allan

12 Predominantly inactive | 0-2 times/week
5. Seper

14 Highly active 3-4 times/week
6. Daniel

13 Highly active 3-4 times/week
7. Miguel

18 Predominantly inactive | 1-2 times/week
8. Jas

12 Predominantly inactive | 0-2 times/week
9. Guido

15 Predominantly inactive | 0-2 times/week
10. Romeo

13 Predominantly inactive | 1-2 times/week
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7. Discussion and Implications

7.1 Summary of Key Contributions

This dissertation makes six key contributions to the fields of rehabilitation science, ASD
research, and qualitative methods. The first four contributions are substantive, the fifth
contribution is theoretical, and the sixth contribution highlights advancements in qualitative

method. Each contribution is summarized below.

1. This study added novel and rich data by engaging adolescent boys with ASD in
describing their lives and circumstances (See Chapter 5 & 6). This is an important
contribution to the literature because as noted in Chapter 2, there has been a paucity of
research that has been conducted directly with adolescents with ASD. Knowledge of the
attitudes, beliefs, perceptions and experiences of PA has the potential to guide the design
of interventions, programs, supports, and policies that are reflective of their lives, needs,
and abilities. This research contributes new knowledge to this area, and serves as a point
of departure to address this knowledge gap.

2. Study findings highlight that PA was not merely a behaviour determined by the
individual. As illustrated in Chapter 5 and 6, my analysis illuminated how PA was shaped
by wider social values, norms and assumptions about ASD, as well as practices, and
interactions within particular social spaces. The socio-cultural processes in turn
influenced the (conscious and unconscious) choices and preferences of participants in
their particular social contexts, and daily lives. These socio-cultural processes in turn
shaped PA participation in numerous ways, and shaped one’s habitus toward PA

(dis)engagement.

3. The study highlights that socio-cultural processes do not exist, or function in isolation.
Conceptually driven with Norbert Elias’ concept of the hinge, the interaction of bio-
physical, psycho-behavioural, and socio-cultural processes interacted to enhance, shape
and curtail participation in numerous ways. Drawing on examples regarding the
internalization of risk, and the bio-psycho-social manifestations of anxiety, my analysis

demonstrates that PA participation among adolescents with ASD is highly complex, and
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cannot be reduced to understanding anyone of these processes in isolation. In this vein,
this study adds nuance to the literature and suggests a need to consider these
interdependent relationships when studying, conceptualizing and developing PA

programs, opportunities, and interventions.

. Whereas the study illuminated some of the benefits of PA participation, findings also
suggest that PA can have multiple, and sometimes unintended, effects. Whereas some
participants thrived in PA, others also experienced profound bullying, exclusion and
stigma with PA spaces. These experiences in these particular social conditions shaped a
habitus toward PA disengagement for some boys. Given these findings, this study draws
attention to the need to consider, and critically interrogate, what might be some of the
unintended effects when promoting PA among adolescents with ASD. Despite the many
benefits of PA participation, there is also a need to consider potential harms. Findings of
this study invite us to think critically about PA participation, rather than unreflexively

extolling its positive virtues.

. Theoretically, this study adds to the application of Nobert Elias’ Figurational Sociology.
To my knowledge, this is the first study to employ a Figurational approach in ASD
research, and also it is the first study to apply the concept of the hinge in relation to PA
participation among individuals with ASD. With a unique application of the concept of
the hinge, the study highlights how bio-physical, psycho-behavioural and socio-cultural
processes interacted together to enhance, shape and curtail PA participation. Further

details about this particular contribution are outlined in section 7.2.1.

Finally, my work contributes to advancing qualitative methodology. With a lack of
research that has described potential strategies and techniques that might be suited to the
diverse needs of adolescents with ASD, this dissertation adds new insights regarding
adaptive methods that integrate semi-structured interviews and digital stories that might
be suitable for adolescents with ASD. Contributing to critical qualitative inquiry, this
study highlights how the combination of these methods were complimentary in nature,
facilitated participation, facilitated rapport building, and generated high quality data.
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Having summarized these main contributions of the research, | now discuss in more detail 1) the

theoretical contributions of this study, and 2) implications for rehabilitation science and beyond.

7.2 Implications of the Research

7.2.1 Theoretical Implications

As noted, this dissertation contributes to Norbert Elias’ Figurational Sociology in a new direction
by applying his concepts in ASD research. To my knowledge, there is no previous research that
has used Elias’ conceptual tools to gain insights into the lives of individuals with ASD. Applying
Elias’ concepts in this research illustrates the relational aspects of PA participation which

heretofore have not been described in the literature.

Whereas PA participation among adolescents with ASD has predominantly been conceptualized
as individually motivated (Townsend, 2018), Elias’ sensitizing concepts bring attention to how
PA is shaped by multiple interacting forces, and not solely at the level of the individual, or at the
level of the family. For example, whereas a lack of time has been identified to negatively impact
PA participation (Must et al., 2015), analysis driven with Elias’ conceptual tools highlighted that
‘a lack of time’ was not merely an individual choice made by adolescent boys or their families.
Rather, this lack of time was contextualized and shaped by broader socio-cultural processes
where therapeutic interventions were prioritized, and accorded greater social value than PA
participation. The predominant focus and valorization of intervention during childhood however
adversely impacted PA for some boys, as there was less time and exposure to develop sustained
PA interests, habits, and patterns of participation. Elias’ sensitizing concepts therefore served as
a resource to examine how to move beyond individual level theorizations of (in)activity to
examine how participation was shaped by broader temporal, political, social, and spatial
processes such as the prioritization of therapeutic interventions. By adopting a deep relational
perspective, Elias’ conceptual tools helped illuminate that PA participation is the product of
associations between interdependent human beings, and non-human ‘transactors’ such as social
norms, values, and assumptions. Findings of this study suggest that it is insufficient to simply ask
adolescents with ASD why they are inactive or to describe their habits, patterns and interests
without examining and interpreting the dynamic social fields (figurations) in which adolescents

with ASD are immersed. Such a relational analysis of PA is the first of its kind in the literature.
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In addition to bringing attention to theorizing the socio-cultural and relational dimensions of PA,
deploying Elias’ Figurational Sociology also generated a new application of his concept of the
hinge. Although the concept of the hinge has been used in the physical cultural studies to
describe, for example, the sensuality of sweat (Atkinson, 2018), discourses of aging (Evans et al.,
2015), and retired servicemen’s experiences of ageing bodies (Williams et al., 2017), this is the
first study to explicitly examine how the hinge mediated PA participation. In the context of this
study, I drew on the concept of the hinge to move beyond merely examining the ‘experiences’ of
PA participation. While there are increasing calls for research to examine the experiences of
individuals with ASD (Bolte, 2014), | would argue that this concept is uncritically used, and is
not adequately theorized. In most iterations, ‘experience’ does not take into account how history,
temporality, social practice, and the interactions between bodily and non-bodily forces. Driven
with Elias’s concept of the hinge, findings illuminate how experiences of PA participation were
driven by the interrelations of bio-physical, psycho-behavioural, and socio-cultural process of
participation. Furthermore, simply researching the experiences of adolescents with ASD without
using a robust theoretical approach such as Elias’ concept of the hinge reinforces the splicing of
the body into separate categories of mind, body and the social. In keeping with Elias’ rejection of
dichotomizing the body and society into separate entities, my employment of the concept of the
hinge worked to reveal the interrelationships between an individual’s social position, their bodily
potentialities, and dispositions developed over time. The result of this robust and theoretical
analysis suggests that physical (in)activity cannot be reduced to any one of these
interrelationships in isolation. Rather, | have argued and demonstrated that PA participation is
produced as a result of these interconnections which are developed over time, and arise through
one’s emplacement in the social world. In doing so, the use of Elias’s conceptual tools helped

identify the complexity of PA participation among adolescent boys with ASD.

This dissertation therefore elicits a theoretically-informed and a novel contribution to studying
PA participation research and that to my knowledge, is the first to employ Elias’ concept of the
hinge in this direction. I look forward to further refining my theorization of PA participation and
am | interested to explore how the concept of the hinge can serve as a conceptual tool to examine
the interconnections between physical activity and mental health among adolescents with ASD

as part of my broader program of research.
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7.2.2 Substantive Implications

In this section, | draw on the study findings to discuss implications of this study for research,
practice, and PA promotion. As argued throughout this dissertation, participant ‘choices’ to be
active or not were shaped via the habitus, where the internalization of broader social structures,
norms, assumptions and beliefs intersected with bodily potentialities to enhance, shape, and
curtail PA participation in numerous ways. Recognizing these interdependencies identified in the
study, I join a growing body of researchers (see Edwards et al., 2014; Gibson; 2016; Hammell,
2006; Teachman, 2016) calling for the need to move beyond a restrictive focus on individual
level processes to consider the wider forces that shape health and PA participation. In an effort to
generate a more detailed and nuanced understanding of PA, | suggest there is a need to not only
attend to the socio-cultural process which shape ability and disability, but to also consider how

bodily and non-bodily processes interact together.

Drawing on Elias’ Figurational Sociology, | suggest that there is a need for rehabilitation, along
with school and community contexts to move beyond a homo clausus understanding of PA
participation in which human beings are conceptualized as self-contained, self-determining, and
‘closed’ from other people, society and structures. Rather, | suggest there is a need to consider
how human beings are understood in homines aperti (relational pluralities) to not only recognize
the role of society and social structures, but to also acknowledge the interdependencies between
socio-cultural, bio-physical and psycho-behavioural processes. To move toward a homines aperti
understanding of PA participation, I draw on Margarit Shildrick’s (2005) idea of an ‘ethic of
openness’. Consistent with my critical Eliasian approach, an ethic of openness does not refer to
mainstream conceptualizations of ethics such as ethical judgement, ethical reasoning, or
procedural research ethics. Rather, Shildrick’s ethic of openness is a critical approach that seeks
to challenge predominant ways of knowing and thinking, avoiding stasis, and generating new
possibilities for practice (Shildrick, 1997). An ethic of openness is an ethic of doubt (Gibson,
2016) in that it can be used as a tool or a lens to examine the effects of practices and seeks to
rethink and reimagine predominant conceptual orientations. By thinking against the grain in
rehabilitation, an ethic of openness recognizes the multiple intersecting “psychological, social,
material, historical, and discursive mediators of practice” (Gibson, 2016, p.140). By accepting

uncertainty, and challenging assumptions, such an approach resists closure and is not fixed in
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any way. A critical ethic of openness generates creative ways to rethink PA promotion, and
potentially enhance PA participation among adolescents with ASD. Three specific examples are

provided below.
Re-framing PA Participation

Across the study findings, much of participants’ PA participation predominantly involved
structured sport-based activities in HPE class, and in the community. While PA participation in
structured team sport based activities worked well for some participants, for others, participating
in team and sport based PA was debilitating. Given these study findings, | suggest the need to
provide alternative’ forms of PA and unstructured activities among adolescents with ASD in
school and community based settings. Thinking against the grain, there may be merit in
promoting non-sport activities such as going for a walk, completing home/garden work, live
action-role playing, dancing, climbing, yoga, tai-chi, individual fitness, Zumba, stretching, or
martial arts. These are all ways to potentially draw adolescents with ASD (and their families)
into activity. To clarify, | am not suggesting that we abandon sport-based PA activities
altogether. Rather, | suggest that a variety of traditional and alternative PA options in community
and school-based contexts should be promoted and presented to families and adolescents with
ASD in an effort to promote participation throughout the life course. Re-thinking and broadening
our conceptualizations of PA and moving beyond traditional sport-based conceptualizations of
PA which reign supreme in school and community based settings has the potential to support the
needs and interests of adolescents with ASD, and their families. One model that might

potentially be of value is adventure based learning (ABL).

Moving beyond traditional pedagogies which predominantly focus on technical skills, ABL
utilizes highly structured physical activities coupled with periods of reflection (debrief) to
promote social and personal development. Drawing on cooperative PA activities, ABL seeks to
develop interpersonal and intrapersonal relationship skills to build a sense of community among
students and teachers (Stuhr et al., 2018). ABL may be well-suited to needs of some adolescents
with ASD as it provides high amounts of opportunities to participate in PA at their own skill
level, pace, and without incessant pressure of competition and winning. Given this approach,
ABL may also be well-suited as activities can be individualized, and tailored to the needs of each

participant. Apart from one study examining ABL among adolescents with ASD in an
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intervention context (see Zachor et al., 2017), | suggest there is value in conducting further
research in this area. Below, | illustrate an example of ABL in action, and draw on a recreational
program | developed for adolescents with ASD. This particular example builds on the study
findings which demonstrated how the interaction of bio-physical, psycho-behavioural and socio-
cultural processes produced different choices and preferences among participants, and therefore,
PA participation cannot be reduced to a one-size-fits all approach. Driven by an ethic of
openness, the example highlights how individualization of activities is an open approach in
which there is a high level of flexibility in how the game is played, and that there are no set of
physical or social outcomes which drive the program. Rather, the program is designed to support

adolescents with ASD with their particular needs and abilities at this point in time.

The Extraordinary Youth Council is a program, free of charge for adolescents aged 12-19 years
with developmental disabilities such ASD. The program is organized as a drop-in program to
acknowledge complexity in everyday life for some participants, and to reduce pressures to attend
weekly. The program is three hours in duration, and participants meet every Friday evening to
engage in both unstructured and structured activities such as various forms of PA, arts and crafts,
socializing with peers, gain cooking experience, volunteering in the community, and
participating in community events. One of the most popular activities is the game: Giants,
Wizards and Elves. The game involves two teams and three characters: giants, wizards, and
elves. Participants act out the following roles: giant-participants stand on their tippy toes and
raise their arms up like a giant; wizards: wave fingers as casting a spell; elves: crouched down. In
this game, giants beat elves, elves beat wizards and wizards beat giants. Teams quickly strategize
to determine which character they will use. Teams then meet together at the centre and after
counting up to three, each team acts out their character. As teams act out these characters, the
losing team must run back to their ‘safe zone” while the other team chases them and tries to tag
the opposing members to bring the characters into their team. If both teams show the same
character, no one wins, and the countdown is repeated. Integrating the principles of ABL, a brief
period of reflection is held to discuss the game, and participants then continue with the other
elements of the program.
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Re-conceptualizing PA Participation: Pleasure and Affect

Across the literature, PA has been predominantly positioned as a “modifiable risk factor that can
affect health outcomes” (Healy et al., 2018, p. 818) among adolescents with ASD. As such,
much of the PA promotion has centred on highlighting the physical health benefits of PA.
Despite researching highlighting the potential of PA to decrease risks of heart disease, diabetes,
and depression (Sowa & Meulenbrook, 2012), merely conceptualizing PA to prevent, manage,
and intervene in aspects of health de-emphasizes the socio-cultural, embodied, and affective
dimensions of PA that were highlighted by study participants. Although the pleasurable and
affective dimensions of PA largely have been absent from PA promotion/policy efforts (Phoenix
& Orr, 2014), an ethic of openness prompts us to re-think PA promotion efforts which have
predominantly focused on the health dimensions associated with PA. In this vein, | suggest that
PA promotion not only attend to the individual level physical health benefits of PA, but to also
promote fun, joy, tranquility, satisfaction, freedom, creativity, spontaneity, and adventure that
can be associated with various forms of PA. Moving beyond conceptualizations of PA as a health
outcome oriented activity has the potential to promote PA to be a pleasurable end in and of itself
which can be associated with free expression, pleasure, and emotion. Conceptualizing PA in this
way draws attention to the relational dimensions of movement identified in this study where bio-
physical, psycho-behavioural, and socio-cultural interact together to shape PA participation. To
clarify, I am not suggesting that promoting the health benefits of PA participation is entirely
problematic. Remaining open to PA in numerous ways however also values PA as a form of
expression and indulgence, luxury and creativity, as well as rest and repose (Nichols et al, 2018).
These alternative potentialities often are not readily discussed in the literature. Considering how
bio-physical, psycho-behavioural, and socio-cultural processes interact together to shape the
emotional pleasures of movement, has the potential to support the development of the ‘whole’

person.
Redressing PA Participation

While the benefits of PA are consistently presented across the literature, this study however also
highlighted some of the multiple and negative effects of participation. From physical, emotional,
and verbal bullying experiences, to significant distress experienced by some adolescent boys, this

research highlighted some of the (unintended) other consequences of PA participation. Given
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these effects, findings of this study prompt us to reflect on the putative goodness of PA as always
and necessarily beneficial. Rather than simply extolling the positive virtues of PA (Abramsky et
al., 2018), | suggest that there is a need to interrogate whether the harms that can be associated
with PA, outweigh some of the benefits of participation, how so, for who and in what contexts or
circumstances. Despite calls for research to examine how to enhance PA participation (Healy et
al, 2018), findings of this study prompt us to reflect whether we should honor the preferences of
some adolescents with ASD who potentially prefer to be inactive. As illustrated in this study,
adolescent boys who were inactive were not naturally lazy, or predominantly drawn to sedentary
based activities. Rather, there were multiple reasons for their in(activity), and were highly
complex in nature. As such, the point is for stakeholders involved in the field of PA promotion
and participation to understand this complexity, and to work with adolescents to identify
activities that they may enjoy, rather than trying to fit adolescents with ASD into a particular
mold of PA participation. As a result, this study draws attention to consider the importance of
letting go of PA promotion efforts where needed without considering their inactivity to be the

result of a moral failure of the child, their parents, teachers or healthcare professionals.

To move toward letting go of these fixed and deterministic ways of PA promotion, I suggest that
there is a need to adopt an ethic of openness when thinking about physical (in)activity among
adolescents with ASD. Adopting an ethic of openness prompts us to interrogate the seemingly
mundane, quotidian and obvious benefits of PA participation, and to redress assumptions about
physical (in)activity. By letting go of predetermined notions of the right and the good, an ethic of
openness serves as a point of departure in interrogating whose interests are being served, whose
interests are being marginalized, which socio-cultural processes are making things possible, and
what is being denied. Openness therefore is a commitment to work with people where they are at
in a non-judgmental supportive way to recognize that not everyone might engage with PA, or
may do so at some times in their lives and not others. In doing so, not only is there the potential
to increase PA participation, but to also respect the interests, needs and values of adolescents

with ASD and their families in a non-judgmental manner.

7.2.3 Research Considerations and Future Research

In this section, I highlight some of the study considerations, and also discuss avenues for future

research. Before delving into these considerations, it is important to recognize that mine is a
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particular interpretation of the data that was co-constructed with a group of adolescent boys with
ASD. Although I have sought to produce a rigorous representation that adds to the knowledge
base, | recognize that this work is one possible interpretation. As such, other researchers, and the
use of other theoretical frameworks in turn would have produced different interpretations. For
example, my work could have drawn on Pierre Bourdieu’s theory of practice to examine how
particular social spaces (concept of field) interact with social values (concept of capital) to
produce PA participation choices (concept of habitus). Although similarities between Elias and
Bourdieu have been noted (see Depealteau, 2013) through their similar concepts of habitus and
social space, the advantage of drawing on Elias’ Figurational Sociology was that Elias” work
took into account how bodily (bio-physical) and non-bodily potentialities interact together. The
emphasis and interdependencies between bio-psycho-social aspects of life draw attention to the
complexity of PA participation that would have arguably been missed through Bourdieu’s more
‘deterministic’ approach (Depealteau, 2013) to understanding social life. Therefore, Norbert

Elias’ Figurational Sociology was well suited for the purposes of this research.

As part of my broader program of research, | was initially interested in exploring how
masculinity shaped PA participation among adolescent boys with ASD. While | briefly illustrate
how masculinity shaped PA participation among participants in the study findings located in
Chapter 6, | did not conduct a robust analysis of gender effects as this would have required a
study on its own, and would have been a separate doctoral dissertation. Furthermore, despite the
merits and values on conducting a robust gender analysis, conducting such an analysis would
have taken the analysis away from the central aims of this study. Although a robust gender
analysis was not included as part of this dissertation research, future research examining how
gender mediates PA can provide further insights in understanding how socio-cultural processes
shape PA participation among adolescent boys with ASD. | intend to conduct this research as
part of my post-doctoral studies given my interest in examining the interconnections between PA

participation and mental health among adolescents with ASD.

Despite the many strengths and contributions of this research, this study is limited by its in-depth
examination of a localized group of adolescent boys with ASD, from one particular context.
Although this in-depth analysis sacrificed a broader investigation which may differ across
different contexts, this in-depth analysis nevertheless emphasises the details of the processes

which shape PA participation among adolescent boys with ASD. As such, | would expect that
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these broader bio-psycho-socio-cultural processes would operate in similar ways across
Westernized, industrialised contexts. As a result of these contingencies, it may be suggested that
the study generates stronger theoretical, than practical implications of this research. However,
given the little research that has examined how bodily and non-bodily processes interact together
to shape PA participation among adolescent boys with ASD, this study is a rigorously produced,
and theoretically informed analysis that draws on rich data to explains the processes of PA
participation. To this end, this work elicits a novel, original, and valuable contribution to further

advance inquiry and investigation in this area.

The study has important implications for future research. An important extension of this study
would be to explore PA participation across the life course of people with ASD. As such,
research examining PA participation among adolescents into adulthood is of central importance
as there is scant research that has examined PA in adults. Furthermore, future work is needed in
the area of mental health and PA participation. Despite research highlighting that PA can
enhance mental health among adolescents with ASD, working with participants in this study
revealed high levels of anxiety, fear and apprehension in this population. However, little work
has considered how PA participation and mental health are interconnected. Given this paucity of
research, | am interested in examining how bio-physical, psycho-behavioural and socio-cultural

processes interact together to shape the mental health of adolescents with ASD.

In relation to PA practices specifically, findings of this research highlight potential value to
examine how teaching and coaching practices can be conducive to the needs of adolescents with
ASD. Based on my own experiences and illustrated in Chapter 5 and Chapter 7, there may be
merit in examining how adventure based learning might be suitable to move beyond the

dominant sport based pedagogies in school. More research in this domain is required.

Finally, my work could be extended by exploring PA participation among families as a whole.
For participants who included their parents in the interviews, parents were often very eager to
share their insights with me. From my interactions with parents, they had important insights to

share, and it was clear to me that they thought of these issues before.
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7.3 Conclusion

This dissertation provides important information regarding the PA participation of adolescents
with ASD, and generated a understanding of physical (in)activity. As highlighted throughout the
study, inactivity among these particular participants was not because they were naturally
inactive, or drawn to sedentary activities as has been reported in the literature. Rather,
participants generated a habitus of participation based on their interactions within various
figurations such PA, family, school and the clinic. Informed by Elias’ concept of the hinge, I've
suggested that PA should not be reduced merely to bio-physical, psycho-behavioural or socio-
cultural processes in isolation. To move beyond a reductive understanding of physical
(in)activity among adolescents with ASD, | argue there is a need to consider the complexity of
participation and consider the how bio-psycho-social interconnections interact to shape PA.
Doing so provides a more nuanced understanding of PA participation which frames how PA is
conceptualized, deployed, and implemented among adolescents with ASD.



127

References
Abramsky, H., Taggio, L., Robitaille, M., Kosemetzky, P, Kaur, P., Foster, H., Bergeron, M, Gibson,

B.E, & Jachyra, P. (2018). Patient experiences of an online platform for home exercise program
prescription. Physiotherapy Canada, 70 (2), 171-178.

Ament, K., Megjia, A., Buhlman, R., Erklin, S., Caffo, B., Mostoksky, S., & Wodka, E. (2015).
Evidence for specificity for motor impairments in catching and balance in children with autism.
Journal of Autism and Developmental Disorders, 45(3), 742-751.

American Psychiatric Association (2013). Diagnostic and Statistical Manual of Mental
Disorders, 5th edition (DSM-5). American Psychiatric Publishing, Inc: Washington, DC.

Anagnstou, E., Zwaigenbaum, L., Szatmari, P, Fombonne,E... & Scherer, S. (2014). Autism
spectrum disorder: advances in evidenced-based practice. Canadian Medical Association Journal,
186 (7), 509-519.

Arnell, S., Jerlinder, K., & Lundqvist, L-O. (2018). Perceptions of physical activity participation
among adolescents with autism spectrum disorders: A conceptual model of participation. Journal
of Autism and Developmental Disorders, 48, 1792-1802.

Atkinson, M., & Young, K. (2005). Resevoir dogs: Greyhound racing, mimesis, and sports-
related violence. International Review for the Sociology of Sport. 40 (3), 335-356.

Atkinson, M. (2012). Norbert Elias and the body. In: B.S. Turner (eds.) The Routledge
Handbook of the Body. Routledge. 49-61. London: Routledge.

Atkinson, M. (2013). Norbert Elias: the quest for excitement in parkour. In CJ Pike & Beams, S
(Eds), Outdoor adventure and social theory (p.55-64).

Atkinson, M. (2014). Schoolboys, physical education and bullying: ‘Hey, leave those kids
alone!’. In L. F. Monaghan & M. Atkinson (Eds.), Challenging myths of masculinity:
Understanding physical cultures (p. 133-151). Dorchester: Ashgate.



128

Atkinson M. (2018). Elias’s Contribution to the Sociology of the Body: The Rediscovery of
the Hinge. In: Haut J., Dolan P., Reicher D., Sanchez Garcia R. (eds) Excitement Processes.

Norbert Elias’s unpublished works on sports, leisure, body, culture. Springer VS, Wiesbaden.

Ayvazoglu, N. R., Kozub, F. M., Butera, G., and Murray, M. J. (2015). Determinants and
challenges in physical activity participation in families with children with high functioning
autism spectrum disorders from a family systems perspective. Research in Developmental
Disabilities, 47, 93-105.

Baker NA, Willinsky C, & Boydell KM. (2015). Just say know: engaging adolescents to explore
the link between cannabis and psychosis using creative methods. World Cul Psychiat Res Rev.
10 (3/4):201-220.

Bandini, L. G., Gleason, J., Curtin, C., Lividini, K., Anderson, S. E., Cermak, S. A., et al. (2013).
Comparison of physical activity between children with autism spectrum disorders and typically
developing children. Autism, 17 (1), 44-54.

Bagnoli, A. (2009). Beyond the standard interview: The use of graphic elicitation and arts-based
methods. Qualitative Research, 9, 547-570.

Bahrami, R., Movahedi, A., Marandi, SM., & Sorensen, C. (2016). The effect of karate
techniques training on communication deficit of children with autism spectrum disorders.
Journal of Autism and Developmental Disorders, 46 (3), 978-986.

Barnett LM, Lai SK, Veldman SLC, Hardy LL, Cliff DP, Morgan PJ, Zask A, Lubans DR,
Shultz SP, Ridgers ND, Rush E, Brown HL, & Okely AD. (2016). Correlates of gross motor
competence in children and adolescents: a systematic review and meta-analysis. Sports
Medicine, 46(11), 1663-1688.

Bassette, L., Kulwicki, J., Dieringer, S., Zoder-Martell, K., & Heneisen, R. (2018). The use of a
multicomponent behavioural intervention to promote physical activity in adolescents with autism
spectrum disorders across inclusive community settings. Behavioural Analysis in Practice, 11, 4,
358-359.



129

Bastiaansen, D., Koot, H. M., Ferdinand, R. F., & Verhulst, F. C. (2004). Quality of life in
children with psychiatric disorders: Self-, parent, and clinician report. Journal of American
Academy of Child and Adolescent Psychiatry, 43(2), 221-230.

Battey, G & Ebbeck, V. (2013). A qualitative exploration of an experiential education bully

prevention curriculum. Journal of Experiential Education, 36, 3, 203-217.

Bhat, A.N., Landa, R. J., & Galloway, J. C. (2011). Current perspectives on motor functioning in
infants, children, and adults with autism spectrum disorders. Physical Therapy, 91(7), 1116-
1129.

Biddle SJ, & Asare M, (2011). Physical activity and mental health in children and adolescents: a
review of reviews. British Journal of Sports Medicine, 45(11), 886-895.

Bolte, S. (2014). The power of words: Is qualitative research as important as quantitative
research in the study of autism. Autism, 18 (2), 67-68.

Bolton, P. F., Carcani-Rathwell, I., Hutton, J., Goode, S., Howlin, P. & Rutter, M.
(2011).Epilepsy in autism: features and correlates. British Journal of Psychiatry, 198, 289-94.

Brady G, Lowe P, & Olin Lauritzen S. (2015). Connecting a sociology of childhood perspective
with the study of child health, illness and wellbeing: introduction. Sociology of Health and
IlIness, 37, 173-183.

Bundon, A. & Smith, B. (2016). From inspired to inspiring: Community-based research, digital
storytelling, and a networked Paralympic Movement. In S. Gair and A. van Luyn (Eds.). Sharing
Qualitative Research: Showing Lived Experiences and Community Narratives. Routledge.

Campos, C., Duck, M., McQuillan, R., Brazill, L., Malik, S., Hartman, L., McPherson AMC,
Gibson, BE.,& Jachyra, P. (2019). Exploring the role of physiotherapists in the care of children
with autism spectrum disorder. Physical & Occupational Therapy in Pediatrics, 39 (6), 614-628.

Cappadocia, C., Weiss, J., & Pepler, D. (2012). Bullying experiences among children and youth

with autism spectrum disorders. Journal of Autism and Developmental Disorders, 42, 266-277.



130

Canucks Autism Network (2017). Awareness and training. Available from:

https://www.canucksautism.ca/awareness-training/.

Carnevale, F., Teachman, G., & Boggosian, A. (2017). A relational ethics framework for
advancing practice with children with complex health care needs and their parents.
Comprehensive Child and Adolescent Nursing, 40(4), 268-284.

Caspersen, CJ. (1985). Physical activity, exercise, and physical fitness: definitions and
distinctions for health-related research. Public Health Reports. 100 (2), 126-131.

Coveney, J., & Bunton, R. (2003). In pursuit of the study of pleasure: Implications for health
research. Health, 7(2), 161-179.

Coffey, A. & Atkinson, P. ‘Varieties of data and varieties of analysis’, in Making Sense of
Qualitative Data, Sage, 1996. p 1-10.

Davignon, M. N., Qian, Y., Massolo, M. & Croen, L. A. (2018). Psychiatric and Medical
Conditions in Transition-Aged Individuals with ASD. Pediatrics 141, S335-S345.

Denzin, N. (2017). Critical qualitative inquiry. Qualitative Inquiry, 23 (1), 8-16.

Depape, AM, & Linsday, S. (2015). Lived experiences from the perspectives of individuals with
autism spectrum disorder: A qualitative metasynthesis. Focus of Autism and Other

Developmental Disabilities, 1-12.

Depealteau, F. & Landini, T. (2013). Norbert Elias and social theory. New York: Palgrave
MacMillan.

den Houting, J. (2018). Neurodiversity: An insiders perspective. Autism. Ahead of Print

Dillon S. R., Adams, D., Goudy, L., Bittner, M., & Mcnamara, S. (2016). Evaluating Exercise as
evidence-based practice for individuals with autism spectrum disorder. Frontiers in Public
Health, 7 (4), 290.


https://www.canucksautism.ca/awareness-training/

Domazet SL, Tarp J, Huang T, Gejl AK, Andersen LB, Froberg K, & Bugge A. (2016).
Associations of physical activity, sports participation and active commuting on mathematic

performance and inhibitory control in adolescents. PLoS One, 11(1):e01463109.

Duchan, J. F., & Leahy, M. M. (2008). Hearing the voices of people with communication

disabilities. International Journal of Language & Communication Disorders, 43(S1), 1-4
Dunning, E, & Hughes, J. (2013). Norbert Elias and modern sociology. Bloomsbury

Dunning, E. (1999) Sport matters. Sociological studies of sport, violence and
civilization. London: Routledge.

131

Eakin, J., Robertson, A., Poland, B., Coburn, D., & Edwards, R. (1996). Towards a critical social

science perspective on health promotion research. Health Promotion International. 11, 157-165.

Edwards, C. & Imrie, R. (2003). Disability and Bodies as Bearers of Value. Sociology, 37(2),
239-256.

Elias, N. (1970) What is sociology? New York: Columbia University Press.
Elias, N. (1939 [1978a]). The civilizing process. Oxford: Basil Blackwell.
Elias, N. (1978b). What is sociology? London: Hutchinson.

Elias, N. (1985) The loneliness of the dying. Oxford: Blackwell.

Elias, N. (1987a) Involvement and detachment. Oxford: Blackwell.

Elias, N. (1987b) On human beings and their emotions: a process-sociological essay. Theory,
Culture and Society, 4(2) 339-361.

Elias, N. (1991). The Society of Individuals. Oxford: Basil Blackwell.
Elias, N. 1994. The Civilizing Process. Oxford, UK: Basil Blackwell.
Elias, N. (1996). The Germans: Studies of Power Struggles and the Development of

Habitus in the Nineteenth and Twentieth Centuries. Oxford: Polity Press.



132

Elias, N. (2000). The civilizing process: Sociogenetic and psychogenetic investigations.
Oxford: Blackwell Publishers.

Elias, N. (2001b) The society of individuals. New York: Continuum International Publishing
Group.

Elias N (2009). Essays I: On the Sociology of Knowledge and the Sciences. Dublin: University
College Dublin Press.

Elias N (2012b) On the Process of Civilisation, Collected Works, vol. 3. Dublin: University
College Dublin Press.

Elias, N. (2018) The ‘Rediscovery’ of the Body. In: Haut J., Dolan P., Reicher D., Sanchez

Garcia R. (eds) Excitement Processes. Springer VS, Wiesbaden
Elias, N. & Dunning, E. (1986) Quest for excitement. Oxford: B. Blackwell.
Elias, N, & Kilminister R. (1991). The symbol theory. London: Sage.

Elias, N. & Schroter, M. (1991) The society of individuals. New York, NY: Continuum

International Publishing Group.

Elias, N. & Scotson, J. L. (1994) The established and the outsiders: a sociological enquiry into

community problems. London: Sage.

Ellingson, L. L. (2009). Engaging crystallization in qualitative research: An introduction.
Thousand Oaks, CA: Sage

Ellis, J. (2017). “Researching the Social Worlds of Autistic Children: An Exploration of how an
Understanding of Autistic Children’s Social Worlds is Best Achieved.” Children & Society 31
(1): 23-36.

Elliott, R. O., Jr., Dobbin, A. R., Rose, G. D., & Soper, H. V. (1994). Vigorous, aerobic exercise
versus general motor training activities: Effects on maladaptive and stereotypic behaviours of
adults with both autism and mental retardation. Journal of Autism and Developmental Disorders,
24(5), 565-576.



133

Evans, A. B. & Crust, L. (2015). Some of these people aren’t as fit as us ...’: experiencing the
ageing, physically active body in cardiac rehabilitation. Qualitative Research in Sport, Exercise
and Health, 7(1) 13-36.

Eversole, M., Collins, D. M., Karmarkar, A., Colton, L., Quinn, J. P., Karsbaek, R., et al. (2016).
Leisure activity enjoyment of children with autism spectrum disorders. Journal of Autism and

Developmental Disorders, 46, 10-20.

Faught EL, Ekwaru JP, Gleddie D, Storey KE, Asbridge M, & Veugelers PJ. (2017). The
combined impact of diet, physical activity, sleep and screen time on academic achievement: a
prospective study of elementary school students in Nova Scotia, Canada. International Journal
of Behaviour Nutrition and Physical Activity, 14(1), 29.

Faught EL, Gleddie D, Storey KE, Davison CM, & Veugelers PJ. (2017). Healthy lifestyle
behaviours are positively and independently associated with academic achievement: an analysis
of self-reported data from a nationally representative sample of Canadian early adolescents.
PLo0S One. 12(7):e0181938.

Ferrari M, Rice C, & McKenzie K. (2015) ACE pathways project: therapeutic catharsis in digital
storytelling. Psychiatric Services, 66(5), 556.

Fournier, K. A., Hass, C. J., Naik, S. K., Lodha, N., & Cauraugh, J. H. (2010). Motor
coordination in autism spectrum disorders: A synthesis and meta-analysis. Journal of Autism and
Developmental Disorders, 40(10), 1227-1240.

Frankel, F., Myatt, R., Whitham, C., Gorospe, C., & Laugeson, E. A. (2010). A controlled study
of parent-assisted Children’s Friendship Training with children having Autism Spectrum

Disorders. Journal of Autism and Developmental Disorders, 40, 827-842.

Fuemmeler, B., Anderson, CB, & Masse, L. (2011). Parent-child relationship of directly
measured physical activity. International Journal of Behavioural and Nutrition and Physical
Activity. 8, 17, PMC3062578



134

Gabriels, RL., Pan, Z., Dechant B., Agnew JA, Brim, N., & Mesibov, G. (2015). Randomized
controlled trial of therapeutic horseback riding in children and adolescents with autism spectrum
disorder. Journal of the American Academy of Child and Adolescent Psychiatry, 54 (4), 541-549.

Garoian, C. R., & Gaudelius, Y. M. (2008). Spectacle pedagogy: Art, politics and visual culture.
Albany: State University of New York Press.

Geertz, C. (1973). The Interpretation of Cultures New York: Basic Books.

Gentles, S., Nicholas, D., Jack, S., McKibbon, K, & Szatmari, P. (2019). Coming to understand
the child has autism: a process illustrating parents’ evolving readiness for engaging in care.

Autism. Ahead of Print

Gladstone B, & Staslius, E (2017). Digital storytelling method. Handbook of Research Methods
in Health Social Sciences. Springer: Singapore.

Gladstone BM, Boydell KM, & McKeever P. (2006). Recasting research into children’s
experiences of parental mental illness: beyond risk and resilience. Social Science and Medicine,
62, 2540-2550.

Ghaziuddin, M. (2002). Asperger syndrome: Associated psychiatric and medical conditions.
Focus on Autism and Other Developmental Disabilities, 17, 138-144.

Ghaziuddin, M. & Zafar, S. (2008) Psychiatric comorbidity of adults with autism spectrum
disorder. Clinical Neuropsychiatry, 5(1) 9-12.

Gibson, K. (2015). A witness to fitness: Contextualizing processes in exercise physiology.
Unpublished Doctoral Dissertation, University of Toronto, Canada.

Gibson, B.E (2016). Rehabilitation: a post-critical approach. Taylor & Francis: Boca Renton.

Gibson, BE. (2005). Co-producing video diaries: The presence of the “absent” researcher. The
International Journal of Qualitative Methods, 4(4).



135

Gibson, B. E., Mistry, B., Smith, B., Yoshida, K. K., Abbott, D., Lindsay, S., & Hamdani, Y.
(2013). The integrated use of audio diaries, photography, and interviews in research with

disabled young men. International Journal of Qualitative Methods, 12, 382-402.

Gibson, B. E., & Teachman, G. (2012). Critical approaches in physical therapy research:
Investigating the

symbolic value of walking. Physiotherapy Theory and Practice, 28, 474-484
Goodley, D. (2011). Disability studies: An interdisciplinary introduction. London: Sage

Goudsblom, J. (1977). Sociology in balance: A critical essay. New York: Columbia University

Press.

Government of Canada. (2018). Autism spectrum disorder among children and youth in Canada

2018. Retrieved from: https://www.canada.ca/en/public-health/services/publications/diseases-

conditions/infographic-autism-spectrum-disorder-children-youth-canada-2018.html

Gregor, S., Bruni, N., Grkinic, P., Schwartz, L., McDonald, A., Thille, P., ... Jachyra, P. (2018).
Parents’ perspectives of physical activity participation among Canadian adolescents with autism

spectrum disorder. Research in Autism Spectrum Disorders, 48, 53-62.

Grover S. (2004). Why won’t they listen to us?: on giving power and voice to children
participating in social research. Childhood. 11, 81-93.

Green, J., & Thorogood, N. (2014). Qualitative methods for health research (3rd ed.). Los
Angeles, CA: Sage.

Gubrium A. (2009). Digital storytelling: an emergent method for health promotion research and
practice. Health Promotion and Practice, 10(2), 186-191.

Hammell, K. W. (2006). Perspectives on disability and rehabilitation. Edinburgh: Elsevier

Haapala EA, Vaisto J, Lintu N, Westgate K, Ekelund U, Poikkeus AM, Brage S, & Lakka TA.
(2017). Physical activity and sedentary time in relation to academic achievement in children. J
Sci Med Sport. 20(6), 583-589.


https://www.canada.ca/en/public-health/services/publications/diseases-conditions/infographic-autism-spectrum-disorder-children-youth-canada-2018.html
https://www.canada.ca/en/public-health/services/publications/diseases-conditions/infographic-autism-spectrum-disorder-children-youth-canada-2018.html

136

Harrington, C., M. Foster, S. Rodger, and J. Ashburner. 2014. “Engaging Adolescents with
Autism Spectrum Disorder in Research Interviews.” British Journal of Learning Disabilities 42

(2): 153-161.

Healy, S. Msetfl, R, & Gallagher, S. (2013). ‘Happy and a bit nervous’: the experiences of
children with autism in physical education. British Journal of Learning Disabilities, 41, 3, 222-
228.

Healy, S., Nacario, A., Braithwaite, R. E., & Hopper, C. (2018). The effect of physical activity
interventions on youth with autism spectrum disorder: A meta-analysis. Autism Research, 11(6),
818-833.

Healy, S., Haegele, J. A., Grenier, M., & Garcia, J. M. (2017). Physical activity, screen-time
behavior, and obesity among 13-year olds in Ireland with and without autism spectrum disorder.
Journal of Autism and Developmental Disorders, 47(1), 49-57.

Howlin, P. & Magiati, I. (2017). Autism spectrum disorder: outmes in adulthood. Current
Opinion Psychiatry 30, 69-76.

Howes, O. D., Rogdaki, M., Findon, J. L., Wichers, R. H., Charman, T., King, B. H., Loth, E.,
McAlonan, G. M., McCracken, J. T., Parr, J. R., Povey, C., Santosh, P., Wallace, S., Simonoff,
E. & Murphy, D. G. (2018). Autism spectrum disorder: Consensus guidelines on assessment,
treatment and research from the British Association for Psychopharmacology. Journal of

Psychopharmacology, 32, 3-29.

Hopper, T., J. Butler, & B. Storey, eds. (2009). TGfU Simply Good Pedagogy: Understanding a
Complex Challenge. Ottawa, ON: PHE-Canada

Hirvikoski T, Mittendorfer-Rutz E, Boman M, et al. (2016). Premature mortality in autism
spectrum disorder. British Journal of Psychiatry 208(3), 232-238.

Humphrey, N & Lewis, S. (2008). “Make me normal”: the views and experiences of pupils on

the autistic spectrum in mainstream secondary schools. Autism 12(1): 23-46.

Humphreys BR, McLeod L., & Ruseski JE. (2014). Physical activity and health outcomes:

evidence from Canada. Health Economics 23(1), 33-54.



137

Hughes, B., & Paterson, K. (1997). The social model of disability and the disappearing body:
Towards a sociology of impairment. Disability & Society, 12, 325-340.

Jachyra, P, Renwick, R., Gladstone B., Anagnostou E., & Gibson, BE. (2020). Physical activity
participation among adolescents with autism spectrum disorder. Autism: The International
Journal of Research and Practice, ahead of print. DOI: 10.1177/1362361320949344

Jachyra, P., Anagnostou, E., Petta, C., Cosgrove, S., Chen, L., Capano, L., Molitisanti, L.,
Knibbe, TJ, & McPherson AC. (2019). “Girls don’t have big tummies™: The experiences of
weight-related discussions for children with autism spectrum disorders. Autism: The
International Journal of Research and Practice, 23 (5), 1096-1105.

Jachyra, P., Anagnostou, E., Petta, C., Cosgrove, S., Chen, L., Capano, L., Molitisanti, L.,
Knibbe, TJ, & McPherson AC. (2018). Weighty conversations: Caregivers’, children’s and
clinicians’ perspectives and experiences of discussing weight-related topics in healthcare
consultations. Autism Research, 11(11), 1500-1510.

Jachyra, P. (2016). Boys, bullying and participation in Health and Physical Education class.
Implications for health and well-being. Asia-Pacific Journal of Health, Sport and Physical
Education, 7, 2, 121-138.

Jachyra, P., & Gibson, B.E. (2016). Boys, transitions and physical (in)activity: exploring the socio-
behavioural mediators of participation. Physiotherapy Canada, 68 (1), 81-89.

Jachyra, P., & Fusco, C. (2016). The place of play: From playground to policy to classroom well-
being. Sport, Education and Society, 21(2), 217-238.

Jachyra, P., Atkinson, M. & Washiya, Y. (2015). “Who are you and what are you doing here”:
methodological considerations in ethnographic Health and Physical Education research.
Ethnography and Education, 10(2), 242-261.

Jachyra, P., Atkinson, M., & Bandiera, G. (2015). Urban cyclists’ perspectives on post-collision
behaviour change: A qualitative study. Elsevier Transportation Research Part F: Traffic Psychology
and Behaviour, 31(C), 133-145.



138

Jachyra, P., Atkinson, M., & Gibson, B.E. (2014). Gender performativity during interviews with
adolescent boys. Qualitative Research in Sport, Exercise and Health, 6(4), 568-582.

Jachyra. P. (2014). Exploring mechanisms of (dis)engagement in health and physical education

class with adolescent boys. Unpublished master’s dissertation, University of Toronto, Toronto,
ON.

Jachyra, P. (2013). Book Review. Michael Kehler and Michael Atkinson (eds.), Boys’ bodies:
speaking the unspoken. Sport, Education and Society, 18 (6), 842-846.

James A, Jenks C, & Prout A (1998). Theorizing childhood. London (UK): Polity Press.

James A, & Prout A. (1990). Constructing and reconstructing childhood: new directions in the

sociological study of childhood. Oxford (UK): Routledge.

Janssen, I., & LeBlanc, A. G. (2010). Systematic review of the health benefits of physical
activity and fitness in school-aged children and youth. International Journal of Behavioral
Nutrition and Physical Activity, 7:40.

Jones, R. A., Rinehart, N. J., Barnett, L. M., May, T., Mcgillivray, J. A., et al. (2018). Physical
activity, sedentary behavior and their correlates in children with autism spectrum disorder: A
systematic review. PloS ONE, 12, e0172482.

Jarvie, G. & Maguire, J. A. (1994). Sport and leisure in social thought. London: Taylor and

Francis.

Kenny, L., Hattersely, C., Molins, B., Buckley, C., Povey, C., & Pellicanno E. Which terms
should be used to described autism? Perspectives from the UK community. Autism, 20 (4), 442-
462.

Ketcheson, L., Hauck, J., & Ulrich D. (2017). The effects on an early motor skill intervention on
motor skills, levels of physical activity, and socialization in young children with autism spectrum
disorder: a pilot study. Autism, 21, (4), 481.492.



139

Kincheloe, J.L., & McLaren , P. (2005) Rethinking critical theory and qualitative research. In
Denzin NK and Lincoln YS (eds) Handbook of Qualitative Research, 3rd ed, pp 303-342.
Thousand Oaks: Sage.

Kohane, I. S., McMurry, A., Weber, G., MacFadden, D., Rappaport, L., Kunkel, L., Bickel, J.,
Wattanasin, N., Spence, S., Murphy, S. & Churchill, S. (2012). The co-morbidity burden of
children and young adults with autism spectrum disorders. PLoS ONE 7,e33224.

Koning, C., & Magill-Evans, J. (2001). Social and language skills in adolescent boys with
Asperger syndrome. Autism, 5(1), 23-36.

Korczak DJ, Madigan S, & Colasanto M. (2017) Children’s physical activity and depression: a
meta-analysis. Pediatrics, 139(4). pii: €20162266.

Kuoch, H., & P. Mirenda. 2003. “Social Story Interventions for Young Children with Autism
Spectrum Disorders.” Focus on Autism and Other Developmental Disabilities 18(4):219-227.

Kuzik N, Carson V, Andersen LB, Sardinha LB, Grontved A, Hansen BH, Ekelund U, &
International Children’s Accelerometry Database (ICAD) Collaborators. (2017). Physical
activity and sedentary time associations with metabolic health across weight statuses in children
and adolescents. Obesity, 25(10):1762-1769.

Kvale, S. (1996). InterViews: An introduction to qualitative research interviewing. Thousand
Oaks, CA: Sage.

Ladwig, M, Vazou, S.,& Ekkekakis, P. (2018). “My best memory is when I was done with it”:
PE memories are associated with adult sedentary behaviour. American College of Sports
Medicine. 3, 16, 120-129.

Lai MC, Lombardo MV, Pasco G, et al. (2011) A behavioral comparison of male and female

adults with high functioning autism spectrum conditions. PLoS One, 6, 6: e20835.

Lai, M. C., Lombardo, M. V. & Baron-Cohen, S. (2014). Autism. Lancet 383, 896-910.



140

Lai, MC., Anangnostou, E., Wiznitzer, M., Allison C., and Baron-Cohen, S. (2018). Evidence-
based support for people across the lifespan: Maximizing potential, minimizing barriers, and

optimizing the person-environment fit.

Lamb, P., Firbank D., & Aldous, D. (2016). Capturing the world of physical education through
the eyes of children with autism spectrum disorders. Sport, Education and Society, 21 (5), 698-
722.

Lal S, Donnelly C, & Shin J. (2015). Digital storytelling: an innovative tool for practice,
education, and research. Occupational Therapy Health Care, 29(1), 54-62.

Landini, T. (2013). Main principles of Elias’s sociology. Norbert Elias and Social Theory, Ed
Depealteau F, Landini T.

LaVesser P, & Berg C. (2011). Participation patterns in preschool children with an autism
spectrum disorder. OTJR: Occupation, Participation and Health, 31(1):33-39.

Lang, R., Koegel, L. K., Ashbaugh, K., Regester, A., Ence, W., & Smith, W. (2010). Physical
exercise and individuals with autism spectrum disorders: A systematic review. Research in
Autism Spectrum Disorders, 4(4), 565-576.

Lee, L.-C., Harrington, R. A., Louie, B. B., & Newschaffer, C. J. (2008). Children with autism:
Quality of life and parental concerns. Journal of Autism and Developmental Disorders, 38(6),
1147-1160.

Levy, S. E., Pinto-Martin, J. A., Bradley, C. B., Chittams, J., Johnson, S. L., Pandey, J., ... &
Kral, T. V. E. (2018). Relationship of weight outcomes, co-occurring conditions, and severity of

autism spectrum disorder in the study to explore early development. The Journal of Pediatrics.

Lloyd, M., MacDonald, M., & Lord, C. (2013). Motor skills of toddlers with autism spectrum
disorders. Autism, 17(2), 133-146.

Lochbaum, M., & Crews, D. (2003). Viability of cardiorespiratory and muscular strength
programs for the adolescent with autism. Journal of Evidenced-Based Complementary &
Alternative Medicine, 8(3), 225-233.



141

Loprinzi, P. D., Davis, R. E., & Fu, Y. C. (2015). Early motor skill competence as a mediator of
child and adult physical activity. Preventive Medicine Reports, 2, 833-838.

Lord C, Rutter M, Dilavore PC, et al. (2012) Autism Diagnostic Observation Schedule, Second
Edition (ADOS-2) Manual (Part 1): Modules 1-4. Torrance, CA: Western Psychological

Services.

Lundstrom, S., Reichenberg, A., Melke, J., Rastam, M., Kerekes, N., Lichtenstein, P.,Gillberg,
C. & Anckarsater, H. (2015). Autism spectrum disorders and coexisting disorders in a
nationwide Swedish twin study. Journal of Child Psychology and Psychiatry, 56, 702-10.

Lubans D, Richards J, Hillman C, Faulkner G, Beauchamp M, Nilsson, M, Kelly P, Smith J,
Raine L, & Biddle S. (2016). Physical activity for cognitive and mental health in youth: a
systematic review of mechanisms. Pediatrics, 138(3).

MacDonald, M., Esposito, P., & Ulrich, D. (2011). The physical activity patterns of children
with autism. BMC Research Notes, 4(1), 422.

Maguire, J. (1991). Towards a sociological theory of sport and the emotions: A
figurational perspective. International Review for the Sociology of Sport, 26(1) 25—
35.

Maguire, J. (1993) American football, British society, and global sport development.
In: E. G. Dunning, J. A. Maguire and R. E. Pearton (eds.) The sports process: A
comparative and developmental approach. Leeds, United Kingdom: Human
Kinetics, 207- 229

Maguire, J. (2005) Towards a sociological theory of sport and the emotions: a
process-sociological perspective. In: E. Dunning and C. Rojek (eds.) Sport and
leisure in the civilising process: Critique and counter-critique. London: Macmillan
Academic and Professional LTD, 96-120

Maiano C, Normand, C, Salvas M-C, Moullec, G., & Aime, A. (2015). Prevalence of school
bullying among youth with autism spectrum disorders: a systematic review and meta-analysis.
Autism Research, 9, (6), 601-615.



142

Mandell, D. (2018). Dying before their time: addressing premature mortality among autistic
people. Autism, 22, 3, 234-235.

Mandy, W. & Lai, M. C. (2016). Annual Research Review: The role of the environment in the
developmental psychopathology of autism spectrum condition. Journal of Child Psychology and
Psychiatry 57, 271-92.

Matthews SH. (2007). A window on the “new” sociology of childhood. Sociol Compass.1:322—
334.

Matson, J. L. (Ed.). (2016). Comorbid Conditions Among Children with Autism Spectrum

Disorders. Switzerland: Springer International Publishing.

Mennell, S. & Goudsblom, J. (1998) Introduction. In: N. Elias (eds.) On civilization, power and
knowledge. Chicago and London: Chicago University Press, 1-49.

Mennell, S. (1992) Norbert Elias. An introduction. Oxford: Blackwell

Mennell, S, (2018). Conclusion. In: Haut J., Dolan P., Reicher D., Sanchez Garcia R. (eds)

Excitement Processes. Norbert Elias’s unpublished works on sports, leisure, body, culture.

Springer VS, Wiesbaden.

Miles, M. B., & Huberman, A. M. (Eds.). (1994). Qualitative data analysis: An expanded
sourcebook (2nd ed.). Thousand Oaks, CA: Sage.

Milton, D.E. (2012). “So What Exactly is Autism? AET Competence Framework for the
Department of Education.” http://www.aettraininghubs.org.uk/wp-

content/uploads/2014/05/1 So-what-exactly-is-autism1.pdf.

McCoy, S. M., Jakicic, J. M., & Gibbs, B. B. (2016). Comparison of obesity, physical activity,
and sedentary behaviors between adolescents with autism spectrum disorders and without.
Journal of Autism and Developmental Disorders, 46(7), 2317-2326.

Mierzwinski, M., Velija, P. & Malcolm, D. (2014) Women's experiences in the

mixed martial arts: A quest for excitement? Sociology of Sport Journal, 31(1) 66-84.


http://www.aettraininghubs.org.uk/wp-content/uploads/2014/05/1_So-what-exactly-is-autism1.pdf
http://www.aettraininghubs.org.uk/wp-content/uploads/2014/05/1_So-what-exactly-is-autism1.pdf

143

Ming, X., Brimacombe, M., & Wagner GC. (2007). Prevalence of motor impairment in autism

spectrum disorders. Brain Development, 29, (9), 565-570.

Motron, H., Gills, J., Mattson, R., & Romanczyk, R. (2019). Conceptualizing bullying in
children with autism spectrum disorder: using a mixed model to differentiate behavior types and
identify predictors. Autism. Ahead of Print.

Must, A., Phillips, S., Curtin, C., & Bandini, L. G. (2015). Barriers to physical activity in
children with autism spectrum disorders: relationship to physical activity and screen time.
Journal of Physical Activity and Health, 12(4), 529-534.

Muskens, J. B., Velders, F. P. & Staal, W. G. (2017). Medical comorbidities in children and
adolescents with autism spectrum disorders and attention deficit hyperactivity disorders: a

systematic review. European Journal of Child and Adolescent Psychiatry 26, 1093-1103.

Murphy, P., Sheard, K. & Waddington, I. (2000) Figurational sociology and its application to
sport. In: J. Coakley and E. Dunning (eds.) Handbook of sports studies. London: Sage
Publications, 92-105.

Nahmias, AS., Pellecchia, M., Stahmer, AC., & Mandell, DS. (2019). Effectiveness of a
community-based early intervention for children with autism spectrum disorder: a meta-analysis.

Journal of Child Psychology and Psychiatry. Ahead of Print

Nicholas, D. B., Zwaigenbaum, L., Ing, S., MacCulloch, R., Roberts, W., McKeever, P., et al.
(2016). Live it to understand it. The experiences of mothers of children with autism spectrum
disorder. Qualitative Health Research, 26(7), 921-934.

Nichols, D., Jachyra, P., Fusco, C., Gibson, BE., & Setchell, J. (2018). Keep fit: Marginal ideas in
contemporary therapeutic exercise. Qualitative Research in Sport, Exercise and Health. Special
Issue: Exercise as Medicine, 10 (4), 400-411.

Obrusnikova, I., & Cavalier, A. R. (2011). Perceived barriers and facilitators of participation in
after-school physical activity by children with autism spectrum disorders. Journal of
Developmental and Physical Disabilities, 23, 195-211



144

Obrusnikova, 1, & Miccinello, D. L. (2012). Parent perceptions of factors influencing after-
school physical activity of children with autism spectrum disorders. Adapted Physical Activity
Quarterly, 29(1), 63-80.

Orsmond, G. I., Krauss, M. W., & Seltzer, M. M. (2004). Peer relationships and social and
recreational activities among adolescent and adults with autism. Journal of Autism and
Developmental Disorders, 34(3), 245-256.

Ostfeld-Etzion, S., Feldman, R., Hirschler-Guttenberg, Y., Laor, N., & Golan, O. (2016). Self-
regulated compliance in preschoolers with autism spectrum disorder: The role of temperament

and parental disciplinary style. Autism, 20 (7), 868-878.

Ozonoff, S., Young, GS., Greiss-Hess, L., Herrerra AM, Steele, J, Macari, S., Hepburn, S., &
Rogers SJ. (2008). Gross motor development, movement abnormalities, and early identification
of autism. Journal of Autism Developmental Disorders, 38 (4), 644-656.

Pan, C. Y., & Frey, G. C. (2006). Physical activity patterns in youth with autism spectrum
disorders. Journal of Autism Developmental Disorders, 36(5), 597-606.

Pan, C. Y., Tsai, C. L., Chu, C. H., Sung, M. C., Ma, W. Y., & Huang, C. Y. (2016). Objectively
measured physical activity and health-related physical fitness in secondary school-aged male

students with autism spectrum disorders. Physical Therapy, 96(4), 511-520.

Patel, K., & Cutis, L.T. (2007). A comprehensive approach to treating autism and attention
deficit hyperactivity disorder: A prepilot study. Journal of Alternative and Complementary
Medicine, 13, 1091-1098.

Pellicano L, Dinsmore A & Charman T. (2013). A Future Made Together: Shaping Autism

Research in the UK. London: Institute of Education.

Pepler, D. J. (2006). Bullying interventions: A binocular perspective. Journal of Canadian
Academy of Child & Adolescent Psychiatry, 15, 16-20.

Pitchford EA, MacDonald M, Hauck JL, et al. (2013). Activity participation among youth with

autism spectrum disorders. Research Quarterly for Exercise and Sport 84, A91-A92.



145

Phoenix, C, & Orr. N. (2014). Pleasure: A forgotten dimension of physical activity in older age.
Social Science and Medicine, 115, 94-102.

Phoenix, C., & Orr, N. (2017). Analysing exceptions within qualitative data: Promoting
analytical diversity to advance knowledge of ageing and physical activity. Qualitative Research
in Sport, Exercise and Health, 9(3), 271-284.

Poitras, V. J., Gray, C. E., Borghese, M. M., Carson, V., Chaput, J.-P., Janssen, I, ... &
Tremblay, M. S. (2016). Systematic review of the relationships between objectively measured
physical activity and health indicators in school-aged children and youth. Applied Physiology,
Nutrition, and Metabolism, 41(6 (Suppl. 3)), S197-S239.

Potvin, M. C., Snider, L., Prelock, P., Kehayia, E., & Wood-Dauphinee, S. (2013). Recreational
participation of children with High Functioning Autism. Journal of Autism and Developmental
Disorders, 43, 445-457.

Preece, D., & Jordan, R. (2010). Obtaining the views of children and young people with autism
spectrum disorder about their daily life and social care support. British Journal of Learning
Disabilities, 38 (1), 10-20.

Pringle, R. (2009). Defamiliarizing heavy-contact sports: A critical examination of

rugby, discipline, and pleasure. Sociology of Sport Journal, 26(2) 211-234.

Punch S. (2002). Research with children: the same or different from research with adults?
Childhood, 9, 321-341.

Pusharenko, K. (2019). Broadening the bandwidth on physical literacy: Perspectives from within
the context of disability. (Unpublished doctoral dissertation). University of Alberta, Edmonton,
Alberta, Canada.

Redquest, B. (2018). An in-depth analysis of the health and wellbeing of individuals with autism
spectrum disorder (Unpublished doctoral dissertation). Laurier University, Waterloo, Ontario,

Canada.



146

Reicher D., Haut J., Sanchez Garcia R., & Dolan P. (2018) Reconstructing Elias’s Work on
Leisure, Sports and the Body. In: Haut J., Dolan P., Reicher D., Sanchez Garcia R. (eds)
Excitement Processes. Springer VS, Wiesbaden

Richards, C., Jones, C., Groves, L., Moss, J. & Oliver, C. (2015). Prevalence of autism spectrum
disorder phenomenology in genetic disorders: a systematic review and meta-analysis. Lancet
Psychiatry 2, 909-16.

Rosenthal-Malek, A., & Mitchell, S. (1997). Brief report: The effects of exercise on the self-
stimulatory behaviors and positive responding of adolescents with autism, Journal of Autism and
Developmental Disorders, 27(2), 193-202.

Sallis, J. F., Prochaska, J. J., & Taylor, W. C. (2000). A review of correlates of physical activity
of children and adolescents. Medicine and Science in Sports and Exercise, 32, 963-975.

Sampasa-Kanyinga H, Standage M, Tremblay MS, Katzmarzyk PT, Hu G, Kuriyan R, Maher C,
Maia J, Olds T, Sarmiento OL, Tudor- Locke C, & Chaput JP. (2017). Associations between
meeting combinations of 24-h movement guidelines and health-related quality of life in children
from 12 countries. Public Health,153:16-24.

Sandelowski, M. (1995). Qualitative analysis: What it is and how to begin. Research in Nursing
and Health, 18, 371-375.

Saunders TJ, Gray CE, Poitras VJ, Chaput JP, Janssen |, Katzmarzyk PT, Olds T, Connor Gorber
S, Kho ME, Sampson M, Tremblay MS, & Carson V. (2016). Combinations of physical activity,
sedentary behaviour and sleep: relationships with health indicators in school-aged children and
youth. Appl Physiol Nutr Metab, 41(6 Suppl 3):5283-S293.

Seidel, J. & Kelle, U. (1995). Different functions of coding in the analysis of textual data.In U.
Kelle, (Ed) Computer-Aided qualitative Data Analysis: Theory, Methods and Practice (pp 52-61.

London, Sage.

Schmitz Olin, S., Mcfadden, B. A., Golem, D. L., Pellegrino, J. K., Walker, A. J., Sanders, D. J.,
& Arent, S. M. (2017). The effects of exercise dose on stereotypical behavior in children with
autism: Medicine & Science in Sports & Exercise, 49(5), 983-990.



147

Serres, M. (1986). Hermes: Literature, science, philosophy. Baltimore: Johns Hopkins

University Press.

Shildrick, M. (1997). Leaky bodies and boundaries: Feminism, postmodernism and (bio)ethics.
London, UK: Routledge.

Shildrick, M. (2005). Beyond the body of bioethics: Challenging the conventions. In Ethics of
the body: Postconvential Challenges, eds. M. Shildrick and R. Mykituik, p. 1-26. Cambridge:
MIT Press.

Smith, B., & McGannon, K. (2017). Developing rigor in qualitative research: Problems and
opportunities within sport and exercise psychology. International Review of Sport and Exercise
Psychology, 11, 101-121.

Smith, B & Sparkes, A. (2016). Routledge Handbook of Qualitative Research in Sport and
Exercise. New York: Routledge.

Soke, G. N., Maenner, M. J., Christensen, D., Kurzius-Spencer, M. & Schieve, L. A. (2018).
Prevalence of Co-occurring Medical and Behavioral Conditions/Symptoms Among 4- and 8-
Year-Old Children with Autism Spectrum Disorder in Selected Areas of the United States in
2010. Journal of Autism & Developmental Disorders 48, 2663-2676.

Sorensen, C., & Zarrett, N. (2014). Benefits of physical activity for adolescents with autism
spectrum disorder: A comprehensive review. Review Journal of Autism and Developmental
Disorders, 1, 344-353

Sowa, M., & Meulenbroek, R. (2012). Effects of physical exercise on autism spectrum disorders:

A meta-analysis. Research in Autism Spectrum Disorders, 6(1), 46-57.

Solish, A., Perry, A., & Minnes, P. (2010). Participation of children with and without disabilities
in social, recreational and leisure activities. Journal of Applied Research in Intellectual
Disabilities, 23, 226-236.

Srinivasan, SM., Pescatello, LS., & Bhat AN. (2014). Current perspectives on physical activity
and exercise recommendations for children and adolescents with autism spectrum disorders.
Physical Therapy, 94 (6), 875-889.



148

Stanish, H., Curtin, C., Must, A., Phillips, S., Maslin, M., & Bandini, L. (2015). Enjoyment,
barriers, and beliefs about physical activity in adolescents with and without autism spectrum
disorder. Adapted Physical Activity Quarterly, 32 (4), 302-317.

Stuhr, P, De La Rosa, T, Samalot-Rivera, A, & Sutherland, S. (2018). The road less traveled in
elementary physical education: exploring human relationship skills in adventure-based learning.

Education Research International. 1-18.

Szatmari P, Georgiades S, Duku E, et al. (2015). Developmental trajectories of symptom
severity and adaptive functioning in an inception cohort of preschool children with autism
spectrum disorder. JAMA Psychiatry, 72(3):276-283.

Teachman, G. (2016). Interrogating inclusion: Critical research with disabled youth who use
augmentative and alternative communication. Unpublished Doctoral Dissertation, University of

Toronto, Canada.

Teachman G., Gibson BE. (2013). Children and youth with disabilities: innovative methods for

single qualitative interviews. Qualitative Health Research, 23:264-274.

Thomas, C. (2004). Disability and impairment. In J. Swain, S. French, C. Barnes & C. Thomas
(Eds.), Disabling barriers — enabling environments (2nd ed., pp.21-27). London: Sage.

Throsby, K. (2013). If I go in like a cranky sea lion, I come out like a smiling dolphin: Marathon

swimming and the unexpected pleasures of being a body in water. Feminist Review, 103(1) 5-22.

Tick, B., Bolton, P., Happe, F., Rutter, M. & Rijsdijk, F. (2016). Heritability of autism spectrum
disorders: a meta-analysis of twin studies. Journal of Child Psychology and Psychiatry 57, 585-
95.

Tracy, S. (2010). Qualitative quality: Eight “big-tent” criteria for excellent qualitative research.
Qualitative Inquiry, 16(10), 837-851.

Townsend, E. A., Cockburn, L., Letts, L., Thibeault, R., & Trentham, B. (2007). Enabling social
change. In E. A. Townsend, & H. J. Polatajko (Eds.), Enabling occupation Il: Advancing an
occupational therapy vision for health, well-being, and justice through occupation (pp. 153-
171). Ottawa: CAOT Publications ACE.



149

Townsend, R., Cushion, C., & Smith, B. (2018). A social relational analysis of an impairment-
specific mode of disability coach education. Qualitative Research in Sport, Exercise and Health,
10 (3), 346-361.

Townsend, R. (2017). Understanding coach learning in disability sport: A Bourdieusian
analysis. Unpublished Doctoral Dissertation, Loughborough University, Loughborough, United
Kingdom.

Tremblay, M. S., Carson, V., Chaput, J.-P., Connor Gorber, S., Dinh, T., Duggan, M., ... Zehr,
L. (2016). Canadian 24-hour movement guidelines for children and youth: An integration of
physical activity, sedentary behaviour, and sleep. Applied Physiology, Nutrition, and
Metabolism, 41(6 (Suppl. 3)), S311-S327.

Tremain, S. (Ed.). (2005). Foucault and the government of disability. Ann Arbor: University of
Michigan Press

Tsiros MD, Samaras MG, Coates AM, & Olds T. (2017). Use-of-time and health-related quality
of life in 10- to 13-year-old children: not all screen time or physical activity minutes are the
same. Quality of Life Research, 26(11), 3119-3129.

Utay, J., & Utay, C. (2005). Improving social skills: A training presentation to parents.
Education, 126(2), 251-258.

Varcin, K. J. & Jeste, S. S. (2017). The emergence of autism spectrum disorder: insights gained
from studies of brain and behaviour in high-risk infants. Current Opinion in Psychiatry 30, 85-
91.

Van Steensel, F., Bogels, S., & Perrin, S. (2011). Anxiety disorders in children and adolescents
with autism spectrum disorders: A meta-analysis. Clinical Child and Family Psychology Review,
14, 302-317.

Van Krieken, R. (2014) Norbert Elias and emotions in history. Passion, power and

Elias: Emotional styles and historical change. London: Routledge.

Vivienne S. (2011). Trans digital storytelling: everyday activism, mutable identity and the
problem of visibility. Gay Lesbian Issues Psychol Rev. 7, (1), 43-53.



150

Weiss, J. A, Isaacs, B., Diepstra, H., Wilton, A. S., Brown, H. K., McGarry, C. & Lunsky, Y.
(2018). Health Concerns and Health Service Utilization in a Population Cohort of Young Adults
with Autism Spectrum Disorder. Journal of Autism & Developmental Disorders 48, 36-44.

Willis N, Frewin L, Miller A, Dziwa C, Mavhu W, & Cowan F. (2014). My story — HIV positive
adolescents tell their story through film. Child Youth Serv Rev, 45:129-36.

White, S. W., Oswald, D., Ollendick, T., & Scahill, L. (2009). Anxiety in children and

adolescents with autism spectrum disorders. Clinical Psychology Review, 29(3), 216-229.

Williams, R. (2017). Physical activity, ageing and embodiment: The analysis of a figuration of
retired older men who previously served in the British Armed Forces. Unpublished Doctoral

Dissertation, University of Lincoln. Lincoln, United Kingdom.

Williams, R., Allen-Collinson, J., Evans, B, & Briggs, J. (2017). We may be falling apart but we
still keep going: retired servicemen’s experiences of their ageing bodies. Qualitative Research in
Sport Exercise and Health. 10 (2), 190-205).

Yamamoto, K., Johnstone, V., Haldane, C., Jaffrani, S., Condotta, L., Jachyra, P., Gibson, B.E., &
Yeung, (2018). Exploring the teaching and learning of cervical spine manipulation. Physiotherapy
Theory and Practice, 34, (2), 91-100.

Zahor, D., Vardi, S., Baron-Eitan, S., Broada-Mei, I., Ginossar, N., & Ben-ltzchak, E. (2016).
The effectiveness’ of an outdoor adventure programme for young children with autism spectrum

disorder: a controlled study. Developmental Medicine and Child Neurology, 5, (5), 500-556.

Zwaigenbaum, L., Bryson, S., Rogers, T., Roberts, W., Brian J., & Szatmari, P. (2005).
Behavioural manifestation of autism in the first year of life. International Journal of
Developmental Neuroscience, 23 (2-3), 143-152.



151

Appendices



152

Appendix 1: Study Approval

> Holland Bloorview
Holland Blcorview
. wpe . % 150 Kilgour Road
Kids Rehabilitation Hospital Toronto ON Canada M4G 1R8

T 416 425 6220
T 800 363 2440
F 416 425 6591
www.hollandbloorview.ca
A teaching hospital affiliated
Holland Bloorview Research Ethics Board bl B L
Ethics Approval Notification

The Holland Bloorview Research Ethics Board operates in compliance with the Tri-Council Policy Statement Ethical Conduct for
Research Involving Humans, the Ontario Personal Health Information Protection Act, 2004, ICH Good Clinical Practice Consolidated
Guideline E6, and Health Canada Part C Division 5 of the Food and Drug Regulations

Study Title: Exploring physical activity participation among Canadian adolescents diagnosed with Autism
Spectrum Disorder

File Number: 16-638

Principal Investigator: Barbara Gibson

Co-Investigators: Patrick Jachyra, Evdokia Anagnostou, Rebecca Renwick, Brenda Gladstone

Original Approval Date: August 5, 2016

Expiry Date: August 5, 2017

Review Type: Full Board

August 5, 2016
Dear Dr. Gibson,

The Holland Bloorview Research Ethics Board (REB) has reviewed the above named study. This was a full
board review. The board is granting ethics approval for a period of one year. The approval of this study
includes the following documents:

e Protocol (version dated July 27, 2016)

e TAHSN form received July 27, 2016

e Expression of Interest to Participate in Phase 2 (version dated July 27, 2016)

e Physical Activity Participation Questionnaire (version dated July 27, 2016)

e Demographic Questionnaire (version dated July 27, 2016)

e Cover Letter for DSS (version dated July 27, 2016)

¢ Informed Consent Form - Phase 1 DSS (version dated July 27, 2016)

e Cover Letter for POND (version dated July 27, 2016)

¢ Informed Consent Form - Phase 1 POND (version dated July 27, 2016)

o Invitation to Participate in Phase 2 (version dated July 27, 2016)

e Thank you and reminder survey follow-up Post-Card (version dated July 27, 2016)

e Telephone Script for Phase 2 - Study Invitation Phone Call One (version dated July 27,
2016)

e Social Story Outlining first meeting with Patrick (version dated July 27, 2016)

o Determination of Capacity to Consent Phase 2 (version dated July 27, 2016)

e Informed Consent Form - Phase 2 (version dated July 27, 2016)

o Sample Interview Guides - Visit One (version dated July 27, 2016)

e Suggestions for Taking Photos and Videos (version dated July 27, 2016)

e Interview Guide - Visit Two (version dated July 27, 2016)

e Outline for Interview Field Notes (version dated July 27, 2016)

o Initial Qualitative Data Analysis Guide (version dated July 27, 2016)

This study must be conducted in accordance with the description in the application and any
supplementary documents for which ethics approval has been granted. The REB needs to be notified of
any unanticipated or unintentional divergence or departures from the protocol through a “Protocol

A world of possibility




153

Deviation Form”. Any intentional changes to the protocol need be submitted through an "Amendment
Form” to the REB for approval before the changes are implemented, except where necessary to eliminate
immediate hazards to the participants.

Any adverse events that occur as a result of your study must be reported to the REB by submitting an
“Adverse Event/Unanticipated Problem Form”.

If the study is expected to continue beyond the new expiry date, you must request another renewal, at
least thirty days prior to the expiry date, by submitting an “Annual Renewal Form”. When the study is
completed or terminated, you need to submit a “Study Closure Form” to the REB.

Best wishes for the successful completion of your project.

Sincerely,

Stephen Ryan, PhD, PEng
Chair, Research Ethics Board
P: 416 425 6220 x3526
sryan@hollandbloorview.ca



@
[ UNIVERSITY OF

OFFICE : VICE-PRESIDENT,
;é TORONTO " RESEARCH AND INNOVATION
PROTOCOL REFERENCE # 33424

September 7, 2016

Dr. Barbara Gibson Mr. Patrick Jachyra
DEPT OF PHYSICAL THERAPY DEPT OF PHYSICAL THERAPY
FACULTY OF MEDICINE FACULTY OF MEDICINE

Dear Dr. Gibson and Mr. Patrick Jachyra,

Re: Administrative Approval of your research protocol entitled, "Exploring physical activity
participation among Canadian adolescents diagnosed with Autism Spectrum Disorder"

We are writing to advise you that the Office of Research Ethics (ORE) has granted administrative
approval to the above-named research protocol. The level of approval is based on the following role(s)
of the University of Toronto (University), as you have identified with your submission and administered
under the terms and conditions of the affiliation agreement between the University and the associated
TAHSN hospital:

L) Graduate Student research - hospital-based only
L] Storage or analysis of De-identified Personal Information (data)

This approval does not substitute for ethics approval, which has been obtained from your hospital
Research Ethics Board (REB). Please note that you do not need to submit Annual Renewals, Study
Completion Reports or Amendments to the ORE unless the involvement of the University changes so
that ethics review is required. Please contact the ORE to determine whether a particular change to the
University's involvement requires ethics review.

Best wishes for the successful completion of your research.

Yours sincerely,

Diisre-

Daniel Gyewu
REB Manager

Research Oversight and Compliance Office - Human Research Ethics Program
McMurrich Building, 12 Queen's Park Crescent West, 2nd Floor, Toronto, ON M5S 1S8 Canada
Tel: +1 416 946-3273 @ Fax: +1 416 946-5763 @ cthics.review(@utoronto.ca @ http://www.research.utoronto.ca/for-researchers-administrators/cthics/
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Appendix 2: Recruitment Details

Enhancing physical activity participation among youth with Autism Spectrum Disorder

Principal Investigator: Barbara Gibson, Senior Scientist, Bloorview Research Institute,
Toronto. 416-425-6220 ext 3342; bgibson@hollandbloorview.ca

Co-investigator and Primary Contact* for the study:
Patrick Jachyra, University of Toronto. 416-425-6220 ext; 3271 pjachyra@hollandbloorview.ca

* This study is being done by Patrick Jachyra as part of his PhD. He is supervised by four senior
researchers who make up the research team.

Additional Co-Investigators:

Evdokia Anagnostou, Holland Bloorview Kids Rehabilitation Hospital and University of
Toronto

Rebecca Renwick, Occupational Science and Occupational Therapy, University of Toronto

Brenda Gladstone, Dalla Lana School of Public Health, University of Toronto

What is this research study about?

You are being invited to participate in Phase 1 of this two part research study. Information about
Phase 2 of this study can also be found at the end of this letter.

The purpose of the study is to explore the physical activity experiences of adolescents diagnosed
with Autism Spectrum Disorder (ASD). Physical activity is any sort of movements you make
with your body. Physical activity can include gardening, walking, riding a bike, sports,
swimming, yoga, dancing, or fitness exercises such as lifting weights or jogging. Physical
activity can be something you do with a coach or a teacher, or it can be done on your own, with a
family member or a friend.

Adolescents with ASD tend to be less physically active than other kids their age which can affect
their health. We are interested in learning about the kinds of activities that adolescents like you
do and what things made it easier or harder for you to do them. Doing this research will help
improve physical activity programs, and will create better physical activity opportunities for
adolescents diagnosed with ASD.

Who is being invited and how will I be involved in this study?

We are inviting you to complete the survey that is included in this package. The survey is called
the Physical Activity Participation Questionnaire. Your parents/caregivers can help you complete
the survey. The questionnaire is to be completed when most convenient for you and does not
have to be completed in one sitting. In total, we are inviting 625 girls and boys ages 12-19 years
to participate in this study. It is important to that we hear from as many people as possible from
across Ontario to get an accurate idea of the activities adolescents like you enjoy.
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The survey asks questions about your physical activity. For example there are questions that ask
which physical activities interest you and where you complete these activities. There are no
‘right’ or ‘wrong’ answers.

In this mail package, you will find a stamped envelope you can use to return the survey. When
you are finished completing the survey, please put the survey into the stamped envelope and drop
off the envelope to any Canada Post mailbox. Please return the envelope with the survey inside
the envelope within 1 week of receiving this package. We will also mail you a post-card on two
occasions to remind you to mail back the survey.

Is it private?

The survey is anonymous. Your name will not be on the survey and no one will know the
answers you give. We will collect all the answers from participants and add them together. Only
these collected responses will be shared with others.

By returning the survey, you are indicating that you/your parent consent to participate in

in Phase 1 of this research study. If you have any questions, please contact Patrick at 416-425-
6220 ext 3271, or pjachyra@hollandbloorview.ca. If you have any questions about your rights as
a research participant or about the study, please contact the Holland Bloorview Research Ethics
Board Office at 416-425-6220 ext 3507.

If you decide to complete the survey, we thank you very much for your assistance. Your interest
and assistance in this study is greatly appreciated!
Sincerely,

Patrick Jachyra
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Appendix 3: Invitation to Participate in Research Phase 2

Invitation to Participate in Phase 2

In addition to completing the survey, we are seeking 10 adolescent boys between 12-19 years to

participate in Phase 2 of the study.

Phase 2 participants will engage in two face- to-face interviews and attend three workshops to
create a digital story about their physical activity preferences and experiences. A digital story is a
short video about you. You will create this digital story with our help.

Participants will receive a $50 dollar gift card, and a copy of the digital story they create in

acknowledgement of their participation.

To be eligible to participate in Phase 2 boys must meet the criteria here below:
e Bel2to19 yearsold
e Communicate verbally in English
e Comfortable to participate in a 60 minute verbal interview
e Live in the Greater Toronto Area
e Have experience using a video camera
e Have experience using a computer

e Can provide independent consent to be a part of the study

If you meet the criteria and are interested in participating in Phase 2, please complete the
information on the first page of the survey, and return it with the survey in the envelope.
Patrick will then contact you over the phone with further information and answer any questions
you may have. You can still choose not to participate after this phone call. If you agree to

participate in Phase 2 of this study, you also complete a consent form for Phase 2.

If you have any questions about the study, you may contact the study Coordinator Patrick
Jachyra at 416-425-6220 ext 3271 or pjachyra@hollandbloorview.ca.
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Thank you very much for your time and help. We look forward to hearing back from you. Your

interest and assistance in this study is greatly appreciated!

Appendix 4: Information Form to Participate in Research Phase 2

Information Form Phase 2

Study Title: Enhancing physical activity participation among youth with Autism Spectrum
Disorder

Principal Investigator: Barbara Gibson, Senior Scientist & Research Chair, Bloorview
Research Institute, Toronto.

Co-investigator and Primary Contact* for the study:
Patrick Jachyra, University of Toronto. 416-425-6220 ext 3271; pjachyra@hollandbloorview.ca

* This study is being done by Patrick Jachyra as part of his PhD. He is supervised by four senior
researchers who make up the research team.

Additional Co-Investigators:

Evdokia Anagnostou, Holland Bloorview Kids Rehabilitation Hospital and University of
Toronto

Rebecca Renwick, Occupational Science and Occupational Therapy, University of Toronto

Brenda Gladstone, Dalla Lana School of Public Health, University of Toronto

What is this study about?

The purpose of the study is to explore the physical activity experiences of adolescents diagnosed
with Autism Spectrum Disorder (ASD). Physical activity is any sort of movements you make
with your body. For example, physical activity can include gardening, walking, riding a bike, tai-
chi, sports, swimming, yoga, dancing, or fitness exercises such as lifting weights or jogging.
Physical activity can be something you do with a coach or a teacher, or it can be done on your
own. Some adolescents do physical activity with a family member or a friend.

Adolescents tend to be less physically active than other kids their age which can affect their
health. We are interested in learning about the kinds of activities that adolescents like you do,
and what things made it easier or harder for you to do them. Completing this research will help
improve programs and services, and create better physical activity opportunities for adolescents
that meet your preferences and abilities.

You are being invited to participate in Phase 2 of this study. The study will include twenty boys
and twenty girls diagnosed with ASD between the ages of 12-25 years.
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How will | be involved in this study?

In Phase 2, participants will create a digital story (similar to a YouTube video) about themselves
and the activities they do. A digital story is a video that you will create with our help. There are 5
components to the study: 2 interviews and 3 digital storytelling workshops.

The total time of participation is approximately 15-20 hours in Phase 2. Each component of the

study is explained below in detail. The chart below also provides you with an idea of what you

will be doing.

1. Participate in an introductory discussion:

Patrick Jachyra will meet with you and your parent/caregiver at a date and time that best works for
you. This meeting will allow you to get to know me, and for me to get to know you as well. This
meeting will take place at your home or any other location you would like. During this meeting, |
will provide you with more information about the study and answer any questions you may have.
You have the choice if you would like to participate in this study. If you agree to participate and
understand what the study is about, you will be asked to sign the consent form that is below.

After we discuss the details of the study, we will then have a chance to chat. | will ask you to
describe what sorts of activities you do during the week. | will also ask if you have any favorite
physical activities. You will also be able to ask me if | have any physical activities | enjoy. This
discussion will take about 1 hour. It will be recorded and written out later so we can remember
what you said. There will be plenty of time for you to take a break during the interview. You can
take as many breaks as you need.

2. Attend First digital storytelling workshop:
After | meet you, | will let you know a date and time to meet me and the other participants in the
study to attend the first digital storytelling workshop in downtown Toronto. During this workshop,
staff from the Digital Stories Toronto will explain how to create a digital story. Staff will also show
you examples of a digital story, and will explain how you will create your own. During the
workshop, Patrick and the Digital Stories Toronto staff will provide you with a guide that will give
you some ideas about what sorts of videos and photos you might want to include in your digital
story. The first workshop will be 3 hours long. There will be plenty of time for you to take a break
during the workshop as well. You can take as many breaks as you need. It is important to attend
all 3 digital storytelling workshops when they are scheduled.

After the first workshop Patrick will meet with you and lend you with a camera that can take both
videos and photos. You will have two weeks to take videos and photos of the places, activities, and
people as they relate to physical activity outside of school time. When you are done this part,
Patrick will collect the camera from you. He will bring your photos and videos to the next digital
storytelling workshop so that you can create your digital story.

3. Attend Second digital storytelling workshop:
During this second workshop, you will look through your videos and photos, and decide which
ones you would like to include in your digital story. The staff at Digital Story Telling Toronto will
help you write a script of your digital story. They will also record your voice reading the script.
Your voice will tell the person who is watching your video what is going on in the digital story. A
draft version of your digital story at the end of the second workshop will be created. This second
workshop will be 3 hours long. There will be plenty of time for you to take a break during the
workshop as well. You can take as many breaks as you need.

4. Attend Third digital storytelling workshop:
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During this final workshop, the Digital Storytelling Toronto staff will help you edit your digital
story. Your digital story will be around 2 to 3 minutes long. You can make your digital story
shorter than 2-3 minutes if you would like to. You will be able to keep a copy of your digital story
and use it however you like. This final workshop will be 3 hours long. There will be plenty of time
for you to take a break during the workshop as well. You can take as many breaks as you need.

5. Einal Meeting and Discussion with Patrick:
The second discussion will happen after the third and final digital storytelling workshop. The
discussion will take place at your home, or any other location you choose. We will first watch
your digital story together, and then discuss it. | will ask you gquestions about how you were
feeling when you took the videos and photos. | will also ask you to tell me about some of the
things you included in your story. When we are finished the interview, | will give you a $50
dollar gift certificate and a DVD copy of your digital story to thank you for participating in this
study. This final visit with you will be about 1 hour. There will be plenty of time for you to take a
break during the interview if you would like one.

1. Meet with Patrick.
Complete First
Interview. About 60
minutes long

2. Attend first workshop
to learn about Digital
StoryTelling. About 3

hours long

3. Take photos and
i videos of your physical
activity experiences

4. Attend second
workshop to begin to
create your digital story.
About 3 hours long

5. Attend third
workshop to finish your
digital story. About 3
hours long

6. Meet with Patrick to
complete second
discussion. About 60
minutes long

Will anyone know what | say or do in this study?

All information we collect about you and your family will be kept private. Your name will not be
used. Instead, | will ask you to choose a pretend name for yourself (a pseudonym) for the study.
This way, your identity will not be available to anyone. If you do not want to choose a pretend
name for the purposes of the study, | will choose one for you.

During our discussions, | will use a voice recorder to record the interviews. | will then transfer
the audio-recordings to a secure computer at Holland Bloorview Kids Rehabilitation Hospital.
The recording on the device will be written out word for word and then deleted from the voice
recorder to keep your information private. Only researchers who are a part of the project will
know what you said. No names or any other information that identifies you will be included in
any documents. All information we collect will be kept in a locked cabinet and on a secure server
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at the Bloorview Research Institute at Holland Bloorview Kids Rehabilitation Hospital. I will
delete all information seven years after the study ends. | will not make public anything that might
identify you or your family, unless legally required to do so.

During the digital storytelling sessions, we will do everything we can to keep your information
private. When study findings are published or publically presented for education purposes, your
name and identifying characteristics will not be used. | will take all necessary steps to protect
your identity. If you do not want to have your digital story used as a way to share the findings of
the study please put a checkmark in the NO box of the consent form. To help keep your
information private, Patrick will only provide the Digital Storytelling Toronto Staff your first
name. While I will work to keep all of your information private, it is important to understand that
your privacy is not guaranteed when working with the other adolescent girls and boys in this
study. It may be possible that some of the other study participants share information about
themselves with you. To minimize the sharing of information, Patrick and the Digital
Storytelling Toronto Staff will remind all study participants to keep information they learn about
others private.

Do | have to participate?

Taking part in this study is completely voluntary. Participating in this study will not affect the
care you receive from Holland Bloorview Kids Rehabilitation Hospital. You can change your
mind and stop participating in this study at any time. No one will be upset with this decision. If
you choose to withdraw from the study, you will be asked if you want all your data (interviews,
digital stories) to be removed from the study. If you choose to remove your data, it will be
destroyed.

What are the risks and benefits?

There are no direct benefits to participating in this study. If you become uncomfortable during
the discussions in your home or digital story making, then you can take a break or stop the
interview/digital story creation at any time you wish. There is a small chance you could become
upset when talking about some of the challenges of participating and or not participating in
physical activity. Time will be included in sessions to discuss any issues, and the interview will
be stopped if needed. If you become upset in the interview, we will stop the interview and ask
your parent/guardian, or someone else you choose, to join us to talk about your feelings. If
necessary, | will refer you to a social worker at Holland Bloorview Kids Rehabilitation Hospital.
By agreeing to participate in this study, you have not waived any rights to legal recourse in the
event of any research-related harms.

What if we have questions?

If you have any questions about the study, you may contact Patrick Jachyra at 416-425-6220 ext
3271, or pjachyra@hollandbloorview.ca. If you have any questions about your rights as a
research participant, please contact the Holland Bloorview Research Ethics Board Office at 416-
425-6220 ext 3507.

Thank you very much for your time and help.

Sincerely,
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Patrick Jachyra

Appendix 5: Capacity Assessment Guide
DETERMINATION OF CAPACITY TO CONSENT PHASE 2

Prior to seeking consent, Patrick Jachyra will determine if the adolescent is capable of providing
consent to participate in the study. This assessment will also be used in part to determine the
child’s ability to engage in study activities and what supports may be needed. Participants will be
reminded that we need to determine eligibility to participate by assessing their understanding of
the study. If they are assessed as incapable, they will be informed that they are ineligible and will
be directed to the Holland Bloorview Kids Rehabilitation Hospital website ‘participate in
research page’ for information on other active studies if they are interested. During the scheduled
appointment, Patrick Jachyra will engage in the following activities with the participant:
1. Introductions
2. Provide an overview of the visit
3. Review the information letter and study details in conversation with the child and
caregiver.
4. Encourage and answer all questions and re-explain any information that is not
Clear.

The following conversation will be used to asses capacity to consent along with the following
questions.
e Can you tell me what the study is about?
Who can be a part of this study?
Why do you think we are doing this study?
How will we keep your name private?
Who will know what you say?
Do you have to join the study?
Can you change your mind later about being part of the study?
Who can tell you more about the study if you have questions?

Note, an ‘incorrect’ answer will not necessarily be construed as incapacity but will cue the study
coordinator to re-explain and reassess. A final determination about capacity to consent will be
made by Patrick Jachyra.
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Appendix 6: Social Story Outlining first meeting with Patrick

Participating in Research about Physical Activity

Hello. My name is Patrick. I am a researcher from Holland Bloorview Kids Rehabilitation
Hospital. I am doing a study to learn how adolescents like you move and play in physical

activity.

Physical activity is any movement you make with your body. For example, physical activity can
include gardening, walking, riding a bike, sports, swimming, tai-chi, yoga, dancing, physical
fitness exercise such as lifting weights or jogging. Sometimes these movements make you hot,
sweaty and tired. Physical activity can be something you do with a coach or a teacher. Physical
activity can also be done by yourself. Some adolescents also do physical activity with a family

member, or a friend.
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In the next few weeks, | will be coming to your home to meet with you. This meeting will allow

you to get to know me better. The meeting will also allow me to get to know you better.
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When I come to visit you, | will ask questions to see if you understand what the study is about. If
you understand the study and would like to take part in the study, then I will ask you to sign an
informed consent form. If you change your mind during my visit and decide you do not want to
participate in the study, that is okay. No one at Holland Bloorview Kids Rehabilitation Hospital

or in your family will be upset or angry with you if you decide you do not want to participate.
You can stop being a part of the study at any time.

If you agree to be a part of the study, we will talk about which physical activities interest you.
We will also discuss what sorts of physical activities you are currently doing, have done in the
past or would like to do in the future. After talking about which physical activity you find
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interesting, we will talk about how you will create digital stories as part of this study. For more
detailed information about the study, please read the informed consent form | have sent to your
parent/guardian. If you have any questions before our meeting or about the study please call me
at 416-425-6220 ext; 3271 or email me at pjachyra@hollandbloorview.ca

Thank you for helping me with this study. I look forward to meeting with you and learning from

you.

Appendix 7: Consent Form Phase 2

Study Title: Enhancing physical activity participation among youth with Autism Spectrum

Disorder

By signing this form, we agree that:

1) Ihave read the information package dated [ ] and understand what this study is about.
All of my questions have been answered.

2) lunderstand the known risks and benefits of participating in this study.

3) lam free now, or in the future to ask questions about the study.

4) 1 understand that | may drop out of this study at any time for any reason.

5) I agree to participate in the study.

6) 1 would like to have my digital story used for future research purposes (please circle the yes or no

box).
Yes No
Participant’s Name (please print) Signature Date
I as the parent of (Print child’s name) support my child to

participate in this research study.

Parent’s Name (please print) Signature Date
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Investigator’s Name (please print) Signature Date

Version date: July 27, 2016 REB#: 16-638

Appendix 8: Interview 1-Sample Interview Guide

Visit One- Interview guide for a sample participant

Today, I’d like to get to know you a little bit. Together, you will also get to know me a little bit
better as well. We are going to talk about some of your favorite activities and physical activities
outside of school time.

Tell me about yourself

e Who is in your family? Probe re: extended family and friends, pets, caregivers?

e What kinds of things do you really like to do? Do you have any activities or interests that you
really like? What are you really good at? Which activities make you feel really good about
yourself?

What are some of the activities you do on a weekday and weekend? Ok, now let’s talk about

what a school day usually look like for you.

e  Probe getting up and ready for school, including timing, school location, transportation,
social and communication networks at school, classroom type, assistance/support at
school, fieldtrips, clubs or extracurricular activities, school peers/friends/helpers,
favourite/least favourite subjects, general accessibility issues

e  What do you usually do after school — typical evening routines and activities, with who,
where in home, tightly structured care routines vs. variable and relaxed, time for leisure

Now let’s think about a usual week — are there differences between the days of the week?
What about weekends? Tell me about some of the things you do on the weekends. What does it
look like for you.

What are some of your favorite physical activities at school, outside of school?
Do you do physical activities on your own, with friends, or as part of a team?
Where do you usually do physical activities?

When do you do physical activities? —Afterschool, on the weekend?

How often do you usually do physical activities?

After you finish doing physical activities, how do you usually feel?

Does anyone else in your family do physical activities?

What are the things that make enjoy physical activity?

What are some of the things that make not like physical activity?

Ask participant if they have any questions for Patrick about his favorite activities?
End with review of next session — Remind participant about attendance at digital story telling
workshop.
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Appendix 9: Outline for field note taking procedure

Exploring physical activity participation among Canadian adolescents diagnosed with

Autism Spectrum Disorder

Study Pseudonym: Date/Time:

Length of Interview:

Who was present?

Description of location and people:

Off tape Observations and non-verbal interactions:
Summary (primary issues/ themes):

Reflections on Process and Content (what worked well and what didn’t, what was going on):

New Issues (e.g., change wording or order of questions, any other issues):

Other:



168

Appendix 10: Suggestions for taking photos and videos

What you will do for two weeks:

Take videos and photos of the places, activities and people where you do physical activity
outside of school time. Physical activities are movements you create with your body and can be
done alone, in a group setting or in a team setting. Some examples include: swimming,
horseback riding, dancing, yoga, sports, gardening, walking, weightlifting, or martial arts.

What Videos/Photos should | take?

You can take the videos /photos yourself, or ask someone else to take them for you. But you
should decide what videos/photos to take. You can be the director and also put yourself in the
photos. It is up to you.

There are no right or wrong videos or photos we are looking for. All is welcome.

If you participate in organized physical activity/sport (being on a team or having lessons), please
also include those videos/photos.

If you do not participate in organized physical activity (being on a team or having lessons),
please include what sorts of things you do to be physically active.

Include activities that made you feel really good AND not so good about yourself.

You can include your own photos that you have taken before that tell important things about
your life.

Some Suggestions For Taking Videos/Photos:

The place where the physical activity or physical activities takes place such as your home,
recreation centre, friend’s home.

You doing the activity.

People such as friends, instructors, coaches, parents who are with you when doing physical
activities.

Videos and photos that shows how you imagine physical activity to look like, sound like, and
feel like.

Videos and photos that show what physical activity means to you and if it is important or not to
you.

How often should | take photos during the two weeks?

Try to take videos/photos at least once each time you do some sort of physical activity outside of
school time. For example, if you are doing things at home, at a relative’s house, or at a recreation
centre, then try to bring the camera and take photos in each those places.
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= Take videos/ photos that tell important things about YOU. A few videos/photos that tell about
you, your daily routines and the places and people that life will be better than a hundred photos
of everything you see.

= Think about taking 10 — 20 video clips and photos.

* IMPORTANT**

You NEED TO explain the study to anyone you want to include in your
videos/photographs and get their permission first. This includes teachers, coaches,

friends, family members. You can tell them that you are participating in a research

study to learn more about physical activity experiences among adolescents.

If they do not agree to be in the video/photo, please DO NOT include them in your
photo.

If anyone has any potential questions about with study, please provide them with

my business card and they can contact me.
CALL OR EMAIL ME IF YOU HAVE ANY QUESTIONS

Patrick Jachyra: (416) 425-6220 ext. 3271 /pjachyra@hollandbloorview.ca
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Appendix 11: Interview 2-Sample Interview Guide

Interview Guide for a Sample Participant

[individualized according to the digital story data generated by the participant]

. You took a lot of videos and photos inside and outside of your home when doing physical
activity.

e How did you choose which parts of your home you wanted to include in the film?

e How did you choose which photos you wanted to take inside of your home? Can you tell me
about your home?

. Can you tell me about the physical activity you did with your younger sister and her friend?

Was there anyone else with you?

e How often do you guys spend time together?

e What made you choose this physical activity?

e What made you do complete this activity with some friend and not alone?

e Imagine being back with your sister and her friend. Think about what if felt like. What
should the title be for this part of the digital story if you were to give it a title? [show
participant a couple of generic captioned photos of youth like the example below to explain

the concept if needed]

e What are some good things about the place, group or activity in the photo? What are some
‘not so good’ things that you feel?

e Do you do other activities together with these people? (what kinds of things and where)

. You included a long part of the digital story showing you doing yoga in a park alone. Can you
tell me about this part of the digital story?

e What made you choose yoga to show you being physically active?
e Where did you learn to do yoga?

e Why that particular park? What is in that surrounding environment that makes you
comfortable to do yoga there?

e Why yoga and not another activity such as hockey or walking your dog?
e How do you feel after doing yoga? Physically (relaxed) and emotionally (grounded)?

e What are some of things that encourage you do to yoga?
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What are some of the things that might get in the way of you doing yoga?
How does yoga fit in your daily life? When do you usually do it- before school, afterschool?
Is physical activity important to you? Why?

What does doing a physical activity like yoga give you that you cannot receive or achieve
when playing on the IPAD or a computer game?

If a friend asked you to suggest a physical activity to them, what would that be?

Do physical activities have to structured based on what a doctor told you like you said in the
digital story, or can it be more open where you create physical movements with your body?

ABOUT TAKING THE VIDEOS AND PHOTOS

How did you find making the digital stories? Probe: Hard, easy, fun, boring
Was this the first time you took videos/photos?

Did it make you think of those people, places or activities differently?

How did you decide to take the videos/photos you took?

Did anyone help you? How?

Did you do things or go places where you didn’t take photos (outside of your home)? What
were some of the reasons why you couldn’t/didn’t want to take some photos?

General questions

What or who is potentially missing?

Avre there ideas in these digital stories that you would want to share with other people? What
are the most important things that these digital stories tell about? How would you change the
story told in your digital story to make it better for YOU?

Avre there things in the digital story (or part of your life but not in the digital story) that you
wish you could change? Can you tell me about that?

Is there anything else that we haven’t talked about today that you think I should know about?
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Appendix 12: Qualitative Data Analysis Guide

This is an initial, not complete, listing of questions, topics and issues that will ‘asked’ of the
data during the coding of analysis.

1.

2.

10.

What are the everyday routines of these adolescents? What do they look like?

What are the material conditions of their everyday lives e.g. housing, modes of
transportation, school placement, socioeconomic status.

What are the ways that adolescents self-identify? Same, different, able/disabled, part of
which groups, outside of which groups. How do they describe themselves? How do they
relate to labels such as disabled, disordered, impaired, special needs? Do they identify with
‘mainstream’ physical activity or different stream?

Who is part of their social and physical activity networks, how often, in which settings?

How are adolescents exposed to physical activity? By whom: self-initiated, parents, teachers,
peers, therapists.

What sorts of physical activities are adolescents participating in?

Where do adolescents go to participate in physical activity, when and how often? Are these
activities individual, collective? Are physical activities recreational or competitive?

How do youth describe experiences of physical activity participation? What terms do they
use, do they enjoy or dislike physical activity? Why and how so? Are there specific places
where they enjoy or do not enjoy being physically active? What ambiguities or contradictions
are found in their interviews and digital stories.

Do adolescents diagnosed with ASD potentially prefer to be inactive, and is this okay?

How and where is power enacted in their everyday lives? By who, how do those in power
enable or constrain adolescents in physical activity? How do youth access and use power to
meet their goals, and or objectives.



