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Abstract

The aim of this thesis is to explore how children with disabilities experience their
participation in extracurricular physical activities. The thesis closes a gap in literature by
contributing an in-depth year-long collection of lived experiences of extracurricular physical
activities which was developed alongside children with disabilities in London Ontario.
Knowledge was created alongside 10 children with disabilities by utilizing an ethnographic
methodology. Multi-site ethnography was adapted for each participant’s needs and
communication methods. The methodology contributes to literature by a creative adaptation
to interviewing children and having a flexible approach to methods which was chosen by the
children themselves.

The thesis answers what inclusion looks like as a lived experience in extracurricular
physical activity environments, along with how adults and children create opportunities and
constraints for children’s recognized participation. The analysis identified that there is a gap
in understanding between literature of participation and inclusion and children with
disabilities knowledge and preferences. Additionally, findings indicate that children with
disabilities that communicate non-verbally experience inclusion differently than children with
disabilities who communicate verbally. The knowledge created builds on literature of various
attitudes and beliefs of children with disabilities by providing a further in-depth connection to
lived experience, participation and inclusion opportunities.

The thesis concludes by emphasizing a flexible approach to creating knowledge
alongside children with disabilities, and more specifically advocating for more inclusion of
children who communicate non-verbally in research. The thesis suggests an emphasis for
continuous communication to understand changing perceptions of participation and inclusion
from the perspectives of children themselves and how it is shaped by the surrounding

environment and interactions.
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Lay Summary

The thesis focuses on the experiences of children with disabilities in extracurricular
physical activity environments, specifically regarding their participation and inclusion. There
were 11 physical activity environments, some examples include, horseback riding, hockey,
skiing, swimming, lawn bowling and baseball. For data gathering a multi-site ethnography
was used relying on observations, interviews and fieldnotes.

Through the experiences of 10 children with disabilities and their coaches, parents
and volunteers, key themes emerged around participation and inclusion. Ethnography
allowed for the discussion of the processes regarding choice, participation and inclusion in
relation to the experiences of children with disabilities in these extracurricular physical
activities.

Motivations of key participants, training and understandings of one another played a
role in the interactions that took place. It was observed that participation happens through a
process of negotiations. Based on the observations, interviews and fieldnotes, there are
findings that will have implications for training of coaches, provision of adaptations for
children in extracurricular physical activities, and the importance of listening to the children’s
voices.

The thesis gathered new data on the perspectives and understanding of implementing
inclusion. The various perspectives of the stakeholders did not always align, and the thesis
calls for inclusion to be defined by the participant who is experiencing inclusion or exclusion.
The thesis found that inclusion and exclusion can co-exist, and at the forefront of any
analysis should be the views of the person experiencing the inclusion or exclusion.

The underlying aim of the thesis is knowledge exchange, to bridge the gap between

theory and practice, by incorporating understandings of inclusion, participation and bringing
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children’s rights further into society. It is recognized that there may not be a one size fits all
approach towards inclusion and participation, and the emphasis should be on information
sharing techniques to improve relationships, based on mutual respect, with a common goal of

furthering a participation and inclusion agenda.
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Chapter One: Exploring Literature:
Participation Theories for Children and
Young People

1.1 Reflecting on my experiences that directed
me towards the thesis

The thesis takes an ethnographic approach to learning and understanding, alongside
children with disabilities about participation in extracurricular physical activities. Through
the various stages of the ethnography, reflexivity allowed me to question my position in the
knowledge creation process (Berger 2015, Rose 1997). Therefore, before the details of the
thesis begin, I will reflect on my own life experiences and introduce myself as I will be
situated in the ethnography. I consider this important as my life experiences invariably have
shaped my approach to this thesis and the motivations towards researching this topic.

The journey of my experiences in relation to this thesis began when I was 14 years
old having started to volunteer at a therapeutic horseback riding centre for people with
disabilities. I was a horseback rider myself and I needed volunteer hours to graduate high
school, I saw this as a great opportunity to do something I enjoyed and to be around horses. I
began at the centre as a volunteer, gradually progressing to coaching and earning national
certification for coaching therapeutic horseback riding in Canada. Through this process, and
in many different roles, I observed various was in which the environment of this
extracurricular physical activity choose to engage with children with disabilities. Starting as a
child myself at 14, I was perplexed at the difference in how coaches would talk to myself and
how they would talk to people with disabilities. As a volunteer I was tasked with supporting
the coaches, coaches would sometimes vent their frustrations about people with disabilities to

myself. I remember feeling uncomfortable when they would discuss positive or negative
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developments about people with disabilities with myself as I thought even as a child that the
person with a disability should be included in this conversation. My passion for improving
the connection between the coach and participant started, I pursued my certification in
coaching to hopefully start to close this gap. With over a decade of experience coaching, |
noticed that an accepted and encouraged top-down approach to the coaching of people with
disabilities was not effective for all. I observed that many coaches would leave people with
disabilities out of conversations about their goals for horseback riding, approaches to
inclusion and adaptability. The approach rarely encouraged the coach to seek the views of the
athlete regarding their experience which raised my curiosity about the process of
participation and inclusion. These early observations prompted me to my undergraduate
interest in childhood studies and social institutions and disability studies. As I started to learn
more about children’s rights, disability rights, and participation theories, I began making
links between the literature and practice. I noticed that often when discussing participation
and inclusion in extracurricular physical environments, the process and perspective of
children with disabilities was often missing. There was seemingly no desire to include
children with disabilities in the conversation about their participation and inclusion. When I
became a coach, I would sometimes encourage them to have conversations with their
students about their preferences for participation and inclusion, this was often met with a
push back as coaches positioned themselves as the experts. I was hoping that the research
could show opportunities for flexibility of coaches, volunteers, parents, and children with
disabilities and where inclusion and participation is working for all. I wanted to continue my
exploration and understanding about the gaps between theory and practice, in particular from
the perspective of children with disabilities which led me to a MSc in Childhood studies at

the University of Edinburgh, and further to this PhD thesis. Whilst I explored more academic
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theory, I became more interested in understanding what the lived experience of participation

and inclusion was.

1.2 Aims of the Chapter

The initial chapter provides an overview of the literature and theories that are linked to
the exploration of participation, specifically in childhood. The concept of participation is
frequently ill-defined, incorporating multiple meanings that result in a “variable construct”
(Percy-Smith and Thomas 2010a, p.357). The exploration will review participation through a
rights context, in literature, various theoretical models, and agency. The chapter will not offer
a single definition of participation, but instead offers differing opinions on what is currently
known about participation to understand key tensions and recurring themes.

The starting point for the discussion on the term participation will be through the UN
Convention on the Rights of the Child (UNCRC) (1989). The focus on participation rights to
begin is important as it influences the ‘new sociology of childhood’, which has had an impact
on literature, implementation, and research. The section will discuss key considerations and
tensions between the UNCRC and practice.

The chapter moves onto discuss participation models that have been prominent in
literature, offering different understandings of how participation is experienced amongst
children. The models provide insight into different viewpoints on how participation should be
labelled.

There will then be a discussion on children’s agency and the interplay of adult-child
relations. Children’s agency is often talked about in relation to participation and is important
in understanding why children may act. The section concludes with a discussion on lived

experiences and how the understanding has further developed this research study.
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Throughout the chapter I identify gaps and tensions in the literature and understandings of

participation that have guided the formation of the research questions.

1.3 Exploring, Implementing and
Understanding Participation (Approaches
to Participation?)

The purpose of this section is to develop an understanding of varying approaches to the
term participation and its impact on childhood. The focus will be on the United Nations
Convention on the Rights of the Child (1989), as it is widely cited in literature, and Canada
ratified the UNCRC in 1991. For context, I first explored what the UNCRC states regarding
participation, followed by the links between the UNCRC and literature, specifically when

discussing views of children.

1.3.1 Participation according to the UNCRC

The UNRC consists of fifty-four articles, and three Optional Protocols, that
encompass cultural, civil, economic and social rights (Hill and Tisdall 1997). The rights
surround four fundamental elements: best interests of the child, respect for children’s views,
non-discrimination and right to life and development (James and James 2012). Additionally,
these rights have been grouped by ‘3P’s’ which are participation in their community and in
their families, protection against abuse and neglect, and provision of basic needs (Alderson
2000).

The UNCRC introduced and recognized participation as a right (UNCRC 1989),
although the phrase ‘children’s participation’ is not in the text (Sinclair 2004). However,
children’s participation is not new and can be seen historically in different settings such as
schools, homes, communities, and work (UNICEF 2003, p.3). Article 12 of the UNCRC is

often cited in regards to children’s participation:
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2 “States parties shall assure to the child who is capable of forming
his or her own views the right to express those views freely in all
matters affecting the child, the views of the child being given due
weight in accordance with the age and maturity of the child.

3 For this purpose the child shall in particular be provided the
opportunity to be heard in any judicial and administrative
proceedings affecting the child, either directly or through a
representative or an appropriate body, in a manner consistent with
the procedural rules of national law.”

(UNCRC 1989, Article 12)

The specific requirement to ensure that children’s views are considered, was an
addition (Tisdall et al. 2014). The ‘participation right’ of the child is significant, as it is in
addition to the rights of protection that assures the welfare of the child (Quennerstedt 2010,
p.627), Furthermore, the convention states the importance of children’s perspectives and
stresses the need to consider when decisions are being made which affect their lives
(Krappmann 2010, p.512).

The UNCRC has been debated in the literature as some argue that participation was
not clearly defined (Tisdall 2014). In response, the United Nations General Assembly in 2009
clarified the definition of participation in relation to Article 12 of the UNCRC.

“This term has evolved and is now widely used to describe ongoing
processes, which include information sharing and dialogue between
children and adults based on mutual respect and in which children can
learn how their views and those of adults are taken into account and
shape the outcome of such processes.”

(UNCRC 2009, p.3)

The General Assembly comment presents a view of children as a subject rather than
an object needing help from adults (Freeman 2011). Cornwall and Coelho (2007) also
defined participation similarly as “...a process over time, animated by actors with their own
social and political projects” (Cornwall and Coelho 2007, p.10). The General Assembly’s

definition includes respect, learning, and dialogue adding to the importance placed on

participation.
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With the relevance of Article 12 of the UNCRC to children’s participation, it will be
cited regularly within this thesis. There are other articles of the UNCRC that support and
strengthen Article 12, such as Article 13 freedom of expression, Article 14 freedom of
thought, Article 15 freedom of association, and Article 17 the right to information (Flekkoy
and Kaufman 1997; UN Committee on the Rights of the Child 2009, Tisdall 2015b).
Furthermore, within the preamble the UNCRC states:

“everyone is entitled to all the rights and freedoms set forth therein,
without distinction of any kind, such as race, colour, sex, language,
religion, political or other opinion national or social origin, property,
birth or other status.”

(UNCRC 1989, preamble)

The preamble provides that the convention covers all children, which is an important
clarification, that all children have the same rights.

The UNCRC definition of participation is a good first step to understanding
participation; however, the UNCRC is “not something to preach, but something to analyse”

(Quennerstedt 2010, p.239) The following sections of the thesis will start an analysis on the

UNCRC through key themes and tensions.

1.3.2 Key Themes

One criticism of the UNCRC is that it ignores a child’s culture by being embedded in
an “abstract universalism”, meaning it incriminates certain cultures (Nieuwenhuys 2008, p.4).
This is problematic, because inclusion, from a rights perspective, can be described as every
citizen having the right to participate, and this right is community encompassing (Jerlinder
2010). For human rights to be contextually relevant, De Feyter (2007) suggests human rights
need to be contextual and localized through a bottom-up perspective that reflects the needs of
the local community. As well, children at this local level would ideally be able to be
impacted by the international implementation of rights from a rights based perspective

(Hanson and Nieuwenhuys 2012). The living rights concept is critical, as it takes into account
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this power dynamic, of a global perspective and a local concern, of what children’s rights
should be (Hanson and Nieuwenhuys 2012). It challenges the idea that children are rights
holders (Hanson et al. 2016) and are granted agency because of universal international
institutions, which ignores their experiences of exercising their rights prior to knowledge of
rights (Hanson and Nieuwenhuys 2012). As seen through living rights, the UNCRC can be
contradictory to specific cultures, traditions, and societies. It has been argued that the
UNCRC has emerged out of a Westernized, romanticized, developmental and paternalistic
view of childhood (McNamee 2016, Woodhead 2006). Westernized views of children can be
problematic, an example being child workers in the ‘Global South’ as the right to ‘protection
from labour’ may have serious consequences for children’s lives (Liebel 2008). Children may
then work illegally, or in unregulated work environments, as they may need or want to earn
(Wall 2016).

In relation to Article 12 of the UNCRC, it is worth noting the adults’ ability to
determine a child’s capability of forming their own views (Hanson 2012, p.63) and the
adults’ ability to define appropriate age and maturity (UNCRC 1989, p.5). The terms of age,
maturity, due weight, capability of forming their own views, and even what is deemed to be
matters that affect the child, can be the subject of debate by adults. “Age is frequently used as
a proxy for competence” (James and James 2012, p.30). This may be a false equivalence, as
competence can be linked to social experiences rather than a chronological age. It has been
suggested that competence could be seen as, “the ability, capacity or qualification to perform
a task, fulfil a function or to meet the requirements of a role to an acceptable standard”
(James and James 2012, p.29). There is a tension between the right to express a view in
decision making and the inclusion of a safeguarding caveat for maturity and age (Majstorovic
2014, Warming 2017). The UNCRC decision to leave the decision making power with adults

in regard to participation has sometimes been limiting, as adults continually underestimate
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children’s competencies (Lansdown 2005). Age discrimination laws have been implemented
for elderly populations, although for children there has not been a similar practice (Liebel
2014).

The UNCRC is written with a top-down rights based approach, which some adults
believe is reflecting an acceptable form of childhood (Frankel 2017). McNamee (2016) offers
the idea that inverting the way the UNCRC is written would offer a different perspective to

the rights. A visualization of this was created by Frankel which can be seen in Figure 1.

Protection
Provision

HAFticipasion Participation

Protection Provision

Figure 1 Visual of reconceptualizing the UNCRC (Frankel, 2017 p.253)

Figure 1 highlights that participation has been developed out of provision and
protection, reflecting adults’ control over child’s engagement in participation (Frankel 2017).
It has been suggested that participation is often approached in this top-down way (Malone
and Hartung 2010). In the development of the UNCRC, children had no involvement
(Wyness 2018). Top-down approaches to participation are often described more accurately as
‘consultation’ (Thomas 2007b). When moving participation to the top of the triangle,
children would be in a position of power to develop their protection and provision rights
offering a new starting point with children’s agency at the forefront (Frankel 2017). This is of
importance as protection and provision have defined participation and “enables a model in
which adults maintain control over the nature of children’s engagement in society” (Frankel
2017, p.254). Additionally, as children were previously excluded from human rights’

agendas, children having their own convention, is in itself reinforcing the differences
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between adults and children (Cockburn 2013). If the triangle was inverted, children would
have been involved in the development of the UNCRC.

“It is only by engaging with the child that we can overcome adult

assumptions about children’s best interests and start to engage with

children on a level that really starts to ask them what is in their best

interests and offers models through which this can be converted into

practice.”

(Frankel et al. 2015, p.43-44)

There is a gap noted between the Convention and practice (Blaisdell and Bolger 2020,

Freeman 2000, Konstantoni and Patsianta 2019), which includes the creation of the UNCRC

as during the creation, children were not involved. However, there are more implementation

tensions surrounding the UNCRC which will be discussed in the following section.

1.3.3 Key Tensions

Globally projects, have been developed to promote children’s participation (Percy-
Smith and Thomas 2010a). There have been numerous activities at local, national, and
international levels that facilitated children’s participation in the decision-making processes
(Tisdall et al. 2014). An emphasis has been placed on children’s collective decision making;
however, children’s participation as a concept also included individual decision making
(Cleophas and Assim 2015, Taylor et al. 2007, Tisdall 2015b). It has been argued that there is
a potential lack of reflection on children’s experiences:
“Participation is generally seen as ‘a good thing’, and different
participation projects are uncritically accepted as making a positive
contribution to the (undefined and assumed) purpose.”
(Cairns 2006, p.218)
The UNCRC is seen as implementing participation into children’s lives; however, “it
is far from being realised in our actions” (Pascal and Bertram 2009, p.261). One reason

children’s participation is viewed as being limited is when the discussion is based on just

“talking, thinking and deciding” (Alderson 2008, p.79). This limitation has been criticized, as
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it can leave out certain groups of children such as young children and children with
disabilities (Alderson 2008).

Ratifying the UNCRC makes it legally binding for the particular country; the
convention has been ratified by most countries, excluding the United States of America
(McNamee 2016, Thomas and Stoecklin 2018). Some see the overwhelming rate of
ratification being due to its lack of effective enforceability (Tisdall and Punch 2012). The
United Nations Committee on the Rights of the Child’s report (2012) on Canada’s progress
on implementation had various criticisms; it recognized the discrepancies between provincial
implementations and the call for federal guidelines and support (UN 2012, White 2014). It
noted a concern that children who contacted institutions for protection and promotion were
often unaware of the UNCRC (UN 2012). Finally, there was no mechanism for children to
voice their concerns when they felt their perspectives were not being considered (UN 2012).
Impact of the UNCRC is dependent on whether it is implemented into countries’ laws, how
legal systems are shaped, and the effort countries put into ensuring implementation (Lundy et
al. 2013). It has been argued that governments ratified the convention with little thought and
consideration given to ‘laws and practices’ that would be needed to implement (Freeman
1996, p.4).

In Canada, there was a lack of knowledge of children’s rights (Frankel et al. 2015),
which is another way to control the implementation in practice. This implementation can be
done when adults decide what rights are relevant and worthy of importance (Frankel 2017).
As seen by the discrepancies in Canada across provincial child advocate offices, there are
different views and priorities for engaging with children (White 2014).

According to the UNCRC, there is an obligation for adults to ensure the
implementation of children’s rights (Lansdown 2001), however, children are the subject of

the rights not an active contributor. The implementation of children’s participation rights has
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been seen as hard to implement (Tisdall 2015a). Children’s voices, although may have
legitimacy due to the UNCRC, have little or no effective power (Thomas and Stoecklin
2018). Participation can become problematic when children and young people are only
invited to share their views when it suits adults, organizations, and services rather than the
inclusion of their perspectives when it suits the children and young people (Percy-Smith
2010). Furthermore, the relationship between adults and children makes implementing rights
difficult to navigate. As an example, a child’s wish to exercise its right of freedom to religion
can be overridden by their community and parents.

Perspectives of the child are seen as important when discussing decisions about their
lives (Tisdall and Punch 2012). It is important to note a difference in ‘seeking views’ of
children and ‘the direct involvement of children in decision making’ (Hill et al. 2004). This is
echoed by Woodhead:

“Participation isn’t just about adults ‘allowing’ children to offer their
perspectives according to adults’ view of their ‘evolving capacities’,
their ‘age and maturity’ or their ‘best interests’”’

(Woodhead 2010, p.xxii)

Participation can perhaps be defined differently from the perspectives of a child and
adult. When thinking about participation, it should be seen in terms of how power is
exercised, rather than adults empowering children by ‘giving’ them power (Gallagher 2008).

The term ‘powerful self” refers to a situation where there is a realization of a lack of
power; there are opportunities to demonstrate it by negotiating and acting in their social space
(Bacon and Frankel 2014), leaving participation in the social process fluid, flexible and
unending. Another aspect is the public demonstration of agency; this ties in with children
needing to be heard and visible (Bacon and Frankel 2014). Although the models in section

1.2 of participation include children having direct participatory practices, one needs to reflect

about where the amplification of children’s voices is, as it ideally creates greater impact.
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Children’s rights scholars have been focused on the ‘implementation gap’ between the
UNCRC and practice while striving to close it (Reynaert et al. 2015). The current thesis is
also interested in the gaps and successes of implementation of participation in practice
specifically for children with disabilities. The UNCRC is often discussed in childhood studies
literature and impacts the field’s view of the child, which will be discussed in the following

section.

1.3.4 Impact of UNCRC on literatures conceptualization of
children

The concept of childhood throughout history has evolved and has resulted in changes
to laws, policies, social practices and how childhood is defined (James and James 2012).
Debates in the 1970s and 1980s started to question the views of children that were centred on
developmental and socialisation perspectives (Mayall 2012). The sociology of childhood then
emerged during the late 1980s and early 1990s, during the time of adoption of the UNCRC
(Mayall 2015). The “socially constructed child” depends on the child’s lifeworld; childhood
is not finite, it is variable, and it is shaped by the context of its historical, moral, social, and
political surroundings (James et al. 1998, p.27).

The view of children was changing to an understanding of children as social actors
rather than subjects (Sinclair 2004). A new paradigm was proposed for the subsequent study
of childhood, the key features outlined are:

1.“Childhood is understood as a social construction. As such it
provides an interpretive frame for contextualizing the early years of
human life. Childhood, as distinct from biological immaturity, is
neither a natural nor universal feature of human groups but appears
as a specific structural and cultural component of many societies.
2.Childhood is a variable of social analysis. It can never be entirely
divorced from other variables such as class, gender, or ethnicity.

Comparative and cross-cultural analysis reveals a variety of
childhoods rather than a single and universal phenomenon.
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3.Children’s social relationships and cultures are worthy of study in
their own right, independent of the perspective and concerns of
adults.

4.Children are and must be seen as active in the construction and
determination of their own social lives, the lives of those around
them and of the societies in which they live. Children are not just the
passive subjects of social structures and processes.

5.Ethnography is a particularly useful methodology for the study of
childhood. It allows a more direct voice and participation in the
production of sociological data than in usually possible through
experimental or survey styles of research.

6.Childhood is a phenomenon in relation to which the double
hermeneutic of the social sciences in acutely present. That is to say,
to proclaim a new paradigm of childhood sociology is also to engage
in and respond to the process of reconstructing childhood in
society.”

(James and Prout 1997, p.8)

Notions that children were ‘developing’, ‘incompetent’, and their childhood being
‘universal’ were all critiqued through the ‘new’ paradigm (Woodhead 2009). The paradigm
was seen as a “step forward”, as children were being viewed as competent social actors
(Vandenbroeck and Bouverne-de Bie 2006). The answer to the question of what a child is,
requires an interdisciplinary approach; the answer is dependent on a contextual understanding
of the cultural, societal, historical, and theoretical positions (McNamee 2016). Childhood
experienced across time is impacted by social class, race, gender, ethnicity and disability
(Konstantoni and Emejulu 2017). It is useful to understand in full the features of the new
paradigm of childhood studies, as the thesis is rooted in the understanding of children as
social actors (Sinclair 2004). The paradigm shift changes how research was conducted in
childhood studies, as it was shifting away from previous understandings of childhood (Tisdall
and Punch 2012). It offers a context in which to examine everyday interactions, engaging
with the structural impact and the understandings of how meanings are created (Frankel
2017).

The new paradigm of childhood studies views children as social actors. A summary of

how children are conceptualized is shown below:
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“Children as Welfare Dependants

- Children are Dependants

- Children are incompetent and vulnerable

- Children need care, protection and control

- Children’s childhoods are determined by adults
Children as Young Citizens

- Children are People

- Children have strengths and competencies

- Children need recognition, respect and participation
- Children influence their own childhoods”

(Neale and Flowerdew 2007, p.26) Also discussed in Neale (2002)

The above notes offer an understanding of childhood from a different perspective, one
which understands children as dependents and one which views children as young citizens.
An important difference in perspectives should be noted, the welfare model of children’s
experience is being applied rather than children taking part. The shift of thinking of children
has emerged “within a mutual interdependence, recognition and respect for children and their
views and experiences” (Fitzgerald et al. 2010, p.300). Children’s citizenship takes into
account the cultural and social negotiations children experience (Warming 2017). Children as
citizens incorporates the viewpoint that children should be entitled to equal rights to adults
(Hanson 2012). Importance has been placed on the active roles of participation and
negotiation through which children assert their citizenship (Cockburn 2013). Previously,
views of children were shaped by adults; the shift recognizes that children can also be
“shaping the way in which their community functions” (Miller 2000, p.28). However,
children’s citizenship has been criticized, as only being accepted when adults are able to
control it (Frankel 2017).

The incorporation of the views of children builds on the idea that children create
meaning in their lives and can shape their experiences. The term co-participant has been
suggested for children by Frankel. Co-participant has been defined as “not only the

acknowledgment of children as social agents but also actively create opportunities for their

participation including change making activities with adults” (Frankel 2018, p.166).
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Children’s competence goes beyond the opportunities ‘given’ to them by adults but is about
children being actively engaged. Children are a part of shaping structures, practices, and
surroundings (Frankel 2017). A social actor has been understood as children being “active in
the construction of their own lives, the lives of those around them and of the societies in
which they live” (James and Prout 1990, p.8). The two terms (co-participant and social actor)
are very similar as children are seen to change and construct their surroundings; co-
participant, however, includes working with adults, as an equal partner, as a next step for

action in the co-production of meaning.

1.3.5 Section Summary

This section of the chapter provided an overview of the UNCRC in relation to
“participation rights.” The overview cited key examples from the UNCRC to understand the
meanings suggested for participation rights. The section continued with themes and tensions
of the UNCRC in implementation and literature. Key themes included the UNCRC being
written from a top-down approach, adult and child relations and the impact on participation.
Themes identified in childhood studies literature started with the ‘new’ paradigm of
childhood emerging. Additionally, this chapter begins to position children in this thesis as co-
participants whose participation impacts their surroundings.

As such, the considerations of this thesis are: (1) a critical examination of ‘good’
participation practices, (2) an examination to further understanding how participation is
conceptualized, (3) an exploration of gaps between rights and practice, and (4) an
examination of the relationships between adults and children. The chapter will continue with

a discussion of childhood studies literature to further explore the considerations of the thesis.
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1.4 Models of Participation

The following section will discuss different approaches and models of children’s
participation from literature. A critical examination of each will attempt to highlight gaps in
understandings surrounding identifying and labelling different levels of participation.
Approaches that will be discussed are; Hart’s Ladder of Participation (1992), Treseder’s
Degrees of Participation (1997), Cornwall and Coelho (2007) Participatory Sphere, Sheir’s
Levels of Participation (2001), White (1996) and Wall’s (2008) ideas on where to start
participation, and Lundy’s (2007) Four Elements to Participation. Although this is a
comprehensive review of a range of participation theories, with various perspectives that are

worth discussing, the thesis has not explored all participation theories.

1.4.1 Climbing the Ladder

In 1992, Hart’s Ladder of Participation emerged; he adapted his ladder from
Arnstein’s 1969 citizen participation ladder, as this was a useful starting point for thinking
about children and young people’s participation. The ladder was designed to be a tool for
children’s participation in community development; however, it has also been noted as a
useful tool for looking at children’s impact in a variety of decision-making processes (James

and James 2012). Hart’s Ladder of Participation can be seen in Figure 2 below.
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Figure 2 Hart's Ladder of Participation (Hart, 1992, p.8)

The bottom three rungs are meant to represent what participation is not
(“manipulation, decoration, and tokenism”) and the top five rungs are meant to represent
degrees of participation (“assigned but informed, consulted and informed, adult-initiated
shared decisions with children, child-initiated and directed, and child-initiated shared
decisions with adults”) (Hart 1992, p.8). Tokenism is problematic when children and young

people participate in collective decision-making, as it is not sustainable, and it has limited
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impact (Tisdall 2017). Hart cautions that the ladder is not “a simple measuring stick of the
quality of any programme” (Hart 1992, p.11). An example of viewing it as such, is a criticism
that suggests changing the highest rung of the ladder to ‘children in charge’ (Melton 1993).
This is also echoed through Franklin’s work with the ladder, as her version changes the order
as well as placing of children in charge at the top while removing lower rungs to add “adults
rule, and adults rule kindly” (Franklin 1997, p.53). Although these criticisms or suggestions
might seem valid, for children to participate fully, they need to be in charge without adults.
Part of Hart’s reflections later on suggests that having children in charge, as the highest rung,
may not be correct, because it is appropriate sometimes to invite others into the decision
making as matters may also affect them as fellow citizens (Hart 2008). With the general
comments on participation from the UN General Assembly including “information-sharing
and dialogue between children and adults based on mutual respect” (UNCRC 2009, p.3), this
supports Hart’s perspective. Hart recognizes that people have used the ladder as a
comprehensive tool rather than what he meant it to be, a metaphor and a jumping off point
for individual reflection (Hart 2008). The ladder becomes problematic, because taken
literally, it suggests the highest rungs are superior to others, which is not always the case,
especially across different settings and cultures (Hart 2008). The suggestion instead is to
communicate these options of participation to children to stimulate a discussion (Hart 2008).
Taking Hart’s Ladder of Participation to open one’s mind about participation results in this
tool becoming useful. However, if using this tool becomes the only source of information
about participation, it becomes problematic, as it is doubtful there can be a hierarchy of
participation that is relevant across all settings. If adults are not engaging in a dialogue with
children about participation and deciding for them based on a model, it defeats the purpose of

participation.
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Within literature there has been an emphasis on children participating collectively in
decision making, and Hart’s Ladder incorporates individual and collective decision making.
However, models of participation that are limited to “talking, thinking and deciding” exclude
some groups such as young children (Alderson 2008), children with disabilities (Martin and
Franklin 2010), and children with mental health issues (Dadich 2010).

The Ladder is to be utilized by organizations and adults to gain a greater
understanding of participation. Critiques of a top-down approach have been discussed in the
previous section sometimes seen as consultation (Thomas 2007b), however, on the Ladder,
consultation is labelled as non-participation. Hart recognizes at the top of the Ladder, there is
an opportunity for children and adults to work alongside each other which aligns with the

‘new’ paradigm of childhood.

1.4.2 Removing the Foundation

Following from Hart’s Ladder of Participation, Treseder (1997) reframed the
understanding of the ladder to further promote participation. He suggests five degrees of

participation being laid out in a circular format which includes: child-initiated, shared

1. Assigned but Informed
Adults decide on the project and children
volunteer for it. The children understand the
project, they know who decided to involve them
and why. Adults respect young people’s views.

3. Adult-initiated,
shared decisions
with children
Adults have the initial idea, but
young people are involved in
every step of the planning and
implementation. Not only are
their views considered, but

2. Consulted and
informed
The project is designed and
run by adults, but children are
consulted. They have a full
understanding of the process
and their opinions are taken

Degrees of
participation

seriously. children are also involved in
taking the decisions.
4. Child-initiated, shared 5. Child-initiated and
decisions with adults directed
Children have the ideas, set up projects and Young people have the initial idea and
come to adults for advice, discussion and decide how the project is to be carried out.
support. The adults do not direct, but offer Adults are available but do not take charge.

their expertise for young people to consider.

Figure 3 Degrees of Participation (Treseder, 1997, p.7)



35

decisions with adults, consulted and informed, assigned but informed, adult-initiated shared
decisions with children, and child-initiated and directed (Treseder 1997, p.7). The model can
be seen in Figure 3.

Treseder’s work is an adaptation of Hart’s Ladder and his ideas surrounding
participation. Treseder has developed a manual for the promotion of involving children and
young people in decision-making. The idea for placing these degrees in a circular layout was
to transform the ladder proposed by Hart from a hierarchal ranking and a step procedure to a
discussion about what is best in a particular circumstance. Treseder suggests that child-
initiated is not the best form of participation in every circumstance, thereby modelling
different types of participation as equal (Treseder 1997). The lowest rungs were also removed
from the ladder, and the promotion of the levels of participation are meant to ensure that
practitioners do not feel that they have failed if they do not reach the highest rung (Treseder
1997). Decision-makers need to be willing to share some responsibility with children and
young people for this process of participation to create change (Treseder 1997). The bottom
rungs of the participation ladder were removed (as they are not actually participation), and it
is important to note that these methods could be used without the realization that they are not
participatory.

For a successful project, decisions need to be made at the start about when and how
children and young people will be involved in the decision-making processes (Treseder
1997). The idea of the circular format was to show that these forms of participation are equal,
although different practices of children’s participation (Treseder 1997). To break down
barriers of participation, Treseder suggests reflecting upon: ensuring real access to decision
making, awareness of potential negative attitudes, changing work practices to limit negative
attitudes, providing real access to information, and ensuring financial resources (Treseder

1997, p.28).
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1.4.3 Stepping Stones
The section will now offer a participation model that is different from Hart’s Ladder,
Sheir’s model of participation. Sheir (2001) offers another model of participation that has

five levels and fifteen questions in a logical order for the planning stages of incorporating

participation, as seen in Figure 4.
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Figure 4 Levels of Participation (Sheir, 2001, p.107)

The levels include: “children are listened to, children are supported in expressing their
views, children’s views are taken into account, children are involved in the decision-making
processes, and children share power and responsibility for decision-making” (Sheir 2001,
p.107). At each one of these levels, there are questions to help the reader reflect on their
participation planning and practice. To stimulate this reflection, the questions help to analyse

how committed a person is to participate through a series of questions about “opening,
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opportunity and obligation” (Sheir 2001, p.110). These questions address: opening (at the
beginning of each stage when or if a person is ready to commit to participation at that level),
opportunity (including the development of new procedures, training, gathering of resources
and knowledge), and obligation (operation at this level by policy, and obligation of staff). It
is interesting to note here that adults have the choice to include children, rather than asking if
children are ready. This is a common experience within participation that hierarchical
constraints can block or hinder children’s choices on participation (Baraldi and Cockburn
2018). Adults do not always know what is best when it comes to children’s participation
(Lansdown 2006,2010). To encourage participation, children should be seen as entitled to
equal participation opportunities and being a part of decision-making processes (Bjerke
2011).

A major difference between Sheir and Hart’s participation model is that Sheir has
nothing equivalent to the three bottom non-participation rungs of Hart’s Ladder. Within
Sheir’s model, there is a clear indication of meeting the requirements of the UNCRC (after
level 3 and what is beyond). It is different to Hart’s model in that it is not as rigid a placement
of where participation practices lie. As Sheir’s model is something that individuals or
organizations can reflect upon, look back at, re-evaluate, and strive to towards the next
question or level of participation. For children to be included in the decision-making stages,
individuals need to be reflecting on the role of the child. They need to be perceiving children
as experts, knowledge creators and co-producers of knowledge (Tisdall 2017) to understand
the current hierarchy of knowledge production. At the end of each level, it asks if there is a
policy in place to sustain that level of participation in decision making. The following section

will explore participation from a bottom-up perspective.

1.4.4 Gap of Voices



39

Although theorized in a democratic arena, this emergence of space is relevant for
empowerment from the bottom-up perspective of participation to include a diversity of
interests (Cornwall and Coelho 2007). A “participatory sphere” emerged in 2007 through the
work of Cornwall and Coelho to empower people to participate, as they saw a gap between
“normative expectations and empirical realities” (Cornwall and Coelho 2007, p.5). The
participatory sphere is attempting to fill this gap by inclusion and voice representation
(2007). In a democracy sense, the ideal result would be to improve public policy through
citizens and states communicating and negotiating effectively (2007). This bottom up
approach allows for the implementation across various settings, forms of power and cultures
(Gaventa 2007). The relationship of this participatory sphere with the government and civil
society is only partial, because they are outside of the formal political institutions and as well
as outside of everyday life (Cornwall and Coelho 2007). Commonalities such as ideas,
beliefs, social networks, and prejudices may be shared by the state actors within the
participatory sphere (Heller 2001). These heterogeneous actors (state, civil society, and
others) negotiate and communicate looking at constraints at local and political levels to
facilitate an action by opening areas of decision-making and creating spaces in which people
can take part in political life (Cornwall and Coelho 2007).

Physical space is not the only thing that children and young people need to participate
in effectively, young people need space to develop the skills in addition to ongoing support
(Donoghue et al. 2002). “Children’s ability to participate is limited to clearly defined social
spaces, most of which are policed and regulated by adults” (James and James 2008, p.92).
These spaces of power, in which various practices and exercises of power may silence certain
actors or exclude them from these spaces entirely (Gaventa 2005). People produce spaces, they
are not pre-existing, and spaces can shape people rather than spaces being neutral (Gallagher

2006).
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In order for marginalized and excluded populations to participate, they need more

than an invitation; they need to recognize themselves as citizens and be aware of what their

participation is going to be promoted as
Human Rights in Light of Children

(Cornwall 2004). Children and young

people can be disempowered before they

bottom-up top-down
participation protection
rights rights

participate, because they have a smaller

network of knowledge than adults, and

developmental

g r;’ivg’;'[‘s’" accessible materials may be filled with

j Treseder 1997). Child i
Figure 5 Human Rights in Light of Children Jargon (Treseder ). Children are in

(Wall, 2008, p.540) need of their own space to ensure their

voices are not overruled by adults (Cornwall 2008). It is not only about having collaboration
between children and adults but also having an environment where children and young
people feel comfortable participating with and alongside adults (Wyness 2013).

Participatory spheres should be open to anyone wanting to participate; however, there
is a risk that citizens who participate may not be able to fully identify with the questions at
hand (such as middle class people attending a process on poverty) (Cornwall and Coelho
2007). There is a danger in respect of creating these ‘invited spaces’ that they will be
embedded with the power of the people who have created them (Cornwall 2002), although
these spaces can also be where citizens assert their rights and just not passively accept the

space by adapting to engage effectively (Cornwall and Coelho, 2007).

1.4.5 Where to Start, From the Bottom or the Top?

Rights need to be re-thought through a perspective of responsibility to one another,

not necessarily about agency, autonomy or entitlement (Wall 2008). Wall (2008)
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characterizes participation rights from a bottom- up perspective, versus a top down
(protection rights) or developmental (provision), see Figure 5.

The bottom-up approach implies that views of the people at the bottom of the power
structure are to be considered in decision-making, as they are the people affected, while top
down implies the imposition of decisions on the lower structure without considering the
views of the affected people. Children’s rights cannot be simplified to one right alone, as they
are all intertwined with one another (Wall, 2008). The model is in a circle to reflect the
responsibility to one another, which is a cycle of “both passive responsiveness and active
responding” (Wall, 2008, p.16). It is inclusive of children in the way they are able to engage
and shape their networks and social worlds (Wall, 2008).

When looking at top-down and bottom-up interests in relation to participation,
Hanson and Nieuwenhuys (2012) stress that there is a circular process of children’s rights
with changing and unforeseen circumstances that cannot be translated into a top-down or
bottom up activity.

White (1996) provides four forms and functions of participation by looking at the
relationships, of the different actors involved, as top-down and bottom-up participation does
not always match up neatly. The four forms that White includes are: “nominal participation”
(less powerful people want to be involved, top-down actors want legitimization for
decisions), “instrumental participation” (community members are involved, however the cost
is on them), “representative participation” (top-down actors have more effective results,
bottom-up members have a ‘voice’ in decisions), and “transformation participation” (both
participants aim for empowerment) (White 1996). Participation interests from these

categories can be seen in Figure 6.
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Form Top-Down Bottom-Up Function
Nominal Legitimation Inclusion Display
Instrumental Efficiency Cost Means
Representative Sustainability Leverage Voice
Transformative Empowerment Empowerment Means/End

Figure 6 Interests in Participation (White, 1996, p.7)

Different forms of participation are shown in line with their related interests.
Participation is a power dynamic through a negotiation and construction of interests which
has potential to challenge patterns of power, or to reproduce existing ones (White, 2008).
Participation rights unlike protection policies can challenge power relationships (Tisdall
2017). Shifting participation in Figure 6 shows that interests can move from being cost
effective, which does not challenge power relaitonships, to one where empowerment is the
goal. White suggests that participation needs to be discussed in respect to the desired ways to
participate, not just about enabling people to participate (White 1996). The knowledge
exchange between children and adults is important for participatory practices to work and to
respect everyone’s input needs to be demonstrated, as voice does not equate to inclusion or
an outcome (Percy-Smith 2006). To solve the problem of just enabling people to participate,
transformative participation would be the ideal, as it brings both parties together empowering
one another. However, it leaves a lot of room for different implementations to reach this, and
it does not include a piece to be reflexive about the process. Although it is important to be
aware of where a participatory practice may fall, this does not go far enough to ensure

constant improvement and implementation.

1.4.6 Participation Elements
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To conceptualize Article 12 of the UNCRC, Lundy (2007) presents four elements for
impact: space, voice, audience, and influence (Lundy, 2007, p.933). The elements can be
found in Figure 7 as being intertwined with children’s rights. The model is showing elements
that are interrelated and overlapping and can only be fully understood when it is in relation to

other elements of the

UNCRC (Lundy, 2007).

Right to
express
a view

“Space - Children must be

Article 2
Non-
Discrimination

Article 13
Right to

Information
Article 12
Article 5
] Right to Guidance
Right to
have views \ Audience
given due
weight

from Adults
Article 19

Right to be Safe

given the opportunity to

Article 3

express a view; voice -
Best Interests

children must be

facilitated to express their

views, audience - the

Figure 7 The Lundy Model of Participation (Lundy, 2007, p.932) view must be listened to
and influence - the view

must be acted upon, as appropriate” (italics added, Lundy 2007, p.933). It is still being
argued that for meaningful participation, children need to be visible and their voices need to
be heard (Frankel et al. 2015). Voice has been critiqued further that there is a need to have a
presence within society (Moosa-Mitha 2005). Lundy recognizes that a criticism of Article 12
is that it is easy for adults to not only listen to children, but to also take their views seriously
(Lundy 2007). Conceptualizing participation in this way means that children may through
participation decide the issues, at some point children’s views may be the most relevant and
erase the assumption that adults should always have input in a decision (Lundy, 2007). As a
good practice, it is important that adults give children feedback about what role their voice
played in decision-making (Lundy, 2007). This practice would include children, because it

would show them how their voice and audience assisted in making changes in participation
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more sustainable, because it would feedback into creating a space that encourages children to
participate.

It is important to note that space in practice can also be restricting, as seen through
forbidding spaces, such as staff rooms or floors being blocked off (Gallacher 2005).
Additionally, children are sometimes required to “be in the right place at the right time”
(Harden 2012), leaving children’s space to participate and engage as sectioned off time.
Sometimes space for children with disabilities is inaccessible and it has been mentioned in
literature that space perhaps should include technology, as it opens potential for expression
and perspectives of children with disabilities rather than a focus on voice (Lankshear and
Knobel 2011).

In Lundy’s model there is no attempt for children to ‘prove’ their capabilities, or
autonomy which is adhering to the UNCRC preamble, that all children are included. There is
an understanding of a process of participation that is built on communication and interactions
(Lundy 2007). However, a piece missing is learning participation, a process of enquiry that
would make improvements or changes to the participation process itself (Percy-Smith 2018).
The lack of reflection in the model from children may challenge the understanding of it being
a ‘good thing’ (Cairns 2006). As enforceability is lacking (Tisdall and Punch 2012), it is
important to include children’s feedback on the participation experience itself for

improvements and to ensure implementation expectations are being met.

1.4.7 Section Summary

This section of the Chapter discussed different participation models on how one may
understand and conceptualize participation. The models discussed were Hart’s Ladder of
Participation (1992), Treseder’s Degrees of Participation (1997), Cornwall and Coelho

(2007) Participatory Sphere, Sheir’s Levels of Participation (2001), White (1996) and Wall’s
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(2008) ideas on where to start participation, and Lundy’s (2007) Four Elements to
Participation.

The participation models generally looked at ‘talking, thinking and deciding’ in
regard to participation that may leave out children with disabilities (Martin and Franklin
2010), which is of importance for this thesis. Additionally, models were developed by adults
leaving children out of a participatory process. Furthermore, there is an addition needed for
feedback for children to discuss potential changes to their participation processes.

The section is highlighting a need for further understanding of (1) children’s agency, (2)
relationships between adults and children, (3) the interplay of participation and agency, and
(4) what does participation look like in the everyday context. The gaps of understanding will

be explored in the next section of this Chapter.

1.5 Unpacking children’s lived participation
experiences

The following section will unpack the role children have in participation as a lived
reality. The section will start with the understanding of the relationship between adults and
children. The following is a discussion on agency, as the term is important to understand
within childhood studies, and for a full understanding of participation. The section will then

conclude with key themes that have shaped the research questions.

1.5.1 Relationships between adults and children

In 1994, Qvortrup theorized two different ways children were being viewed as a result
of a social construction of childhood either as a “human being” or a “human becoming”
(Qvortrup 1994, p.2).

“...adulthood is regarded as the goal and end-point of individual
development or perhaps even the very meaning of a person’s



46

childhood. They are however revealing for the maybe unintended
message, which seems to indicate that children are not members or
at least not integrated members of society. This attitude, while
perceiving childhood as a moratorium and a preparatory phase, thus
confirms postulates about children as “naturally” incompetent and
incapable.”

(Qvortrup 1994, p.2)

Adults, defined as beings, place them as competent providers and in control
(Qvortrup, 1994). Where children, as becomings, are “less than fully human, unfinished or
incomplete” (Jenks 1996, p.10). Adults are seen as a ‘finished’ being which is often
associated with autonomy (Arneil 2012, Mayall 2015). This interpretation of human
becomings can be seen through a developmental psychology lens; a blank slate being filled
by society with a sense of children needing to adhere to the social norms or to be at risk of
being labelled deviant (McNamee 2016). Children are seen as a future being and not yet
rational (McNamee, 2016). The becoming period of life is protected and ideally free from
adult responsibilities (Bjerke, 2011), so children can play and enjoy this period of life (Aitken
et al. 2007).

Socialization theory, as described by Waksler, “leaves out both what children are
doing when others are socializing them, and when others are not. It neglects the worlds that
children design by themselves for themselves” (Waksler 1991, p.21). This exclusion of
children from adulthood leaves a divide between children and adults showcasing children as
different and enabling the power divide (Frankel 2017). Contradicting the notion of human
becomings as a concept has been due to children being “not simply the product of universal
biological and social processes, but are active participants in their social worlds and in those
of adults” (James and James 2004, p.24). The belief that adults may know best in comparison

to children is a hierarchal belief that creates a barrier to children’s participation (Lansdown

2006,2010).
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To transition effectively, society should not base competence on age or as being a
‘complete’ human, but rather it should be about seeing all humans (adults and children) as
being fundamentally incomplete and dependent (Lee 2001, Prout 2005). Adulthood should
not be assumed to be stable, rather it can be changed, adapted and flexible (Lee 2001, Prout
2011). Instead of separating adults and children with adjectives, such as knowledgeable and
developing, one can view all humans as both human beings and becomings (Bacon and
Frankel 2014, Invernizzi and Williams 2008). Humans are better viewed as both beings and
becomings working together as collaborators and partners in a co-construction of change to
the dominant societal structures (Frankel 2017); this creates a meaningful space encouraging
participation (Cornwall and Coelho 2007).

Participation in social structures therefore varies “and reflects ambiguities as well as
uncertainties of what it means to be a child citizen [...] moving on a line from being equal to
being different” (Kjorholt and Lidén 2004, p.64). Viewing children as differently equal,
responsible beings when participating responsibly in society (decision-making, trusted to be
unaccompanied) allows them to improve their power, status and autonomy (Bjerke 2011).
When children do things responsibly (maturely with trust), they are able to access more
responsibility in their lives, such as being home alone and choosing when to do chores (Such
and Walker 2004). When children demonstrate their capacity through being responsible, they
are able to participate in their community (Lister 2008). When not presented opportunities to
show that they are responsible beings, it leads to further exclusion from being able to
participate in “doing responsible things” (Bjerke 2011), and learning opportunities to develop
competencies (James and James 2012). Acting responsibly and being self-reliant can be seen
as a construction of agency by utilizing power and knowledge (Smith 2012), it increases the
“participating child’ which instead of it being liberating, can become a reason for adults to

justify more surveillance (Smith 2012).
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The relationship between adults and children is complex, as how they navigate
participating together is influenced with the wider context. Politics of communities and
neighbourhoods, social norms, and different views of children all influence how adults and
children interact (Percy-Smith 2006). Participation literature has left adults out, as it is argued
that children create their own practices and spaces (Mannion 2007). However, it is argued
that understanding these complex relationships is important for fully comprehending the
implications for children’s participation (Mannion 2007). It is important to understand the
different roles adults and children have in participatory processes for a full picture of the
children’s worlds (Wyness 2015). The relationship between adults and children is imperative
to unpack and continue to reflect upon. To further the understanding, the next section will

discuss structures and children’s agency and their parts to play within these relationships.

1.5.2 Agency

The current chapter highlights participation understandings, which is consistent with
the sociology of childhood, as it has been a topic of importance for a long time (James and
Prout 1990). Similar importance has been placed on children’s agency (James et al. 1998),
which is different than participation, it is assumed to be exercised by children when they are
participating (James and James 2004, Wyness 2015). However in childhood studies, it is
often treated as needing limited explanation, as it is a characteristic of humans (Prout 2005).
Agency can be looked at as children’s ability to act autonomously from their surrounding
structures (James and James 2008) focused on their capabilities and influences on the
surrounding environments (Oswell 2013). This view on agency suggests that children are
able to act in a way that is not determined by adults (Baraldi 2014). The term agency has
been critiqued and highly promoted in childhood studies which this current section will start

to unpack.
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‘The age of children’s agency’ has been of high importance on policy agendas in the
twentieth century (Oswell 2016). Agency has been seen as a role that children have as social
actors (James and James 2008). Research looking at children’s agency and participation on
Western societies has been focused in institutional settings (examples; Thomas 2007b,
Wyness 2009). It is worth noting that other contexts have been explored such as with sports
teams (Cockburn, 2017), domestic violence in family settings (Katz 2015) and new global
society settings (Clemensen 2016, Percy-Smith and Thomas 2010a).

‘Simple agency’ can be thought of as a basic level of children’s actions that they can
modify and change sequences of events (Giddens 1984). This view of agency can be seen in
the context of children’s participation is subordinated to the authority of adults, where
hierarchical social order is present, and there is a level of cooperation (André and Godin
2014, Clemensen 2016). Cooperation with the power structures theorizes children as
accepting the status quo rather than showing the availability of action opportunities or
choices to make change (Baraldi and Cockburn 2018). It has been argued that children’s
participation within interactions with their surroundings, and as well as with adults and peers,
will change future interactions as they navigate various relationships and power structures
(Hutchby 2007). Additionally, it has been difficult to fully label agency within interactions,
as sometimes it can be observed as children’s involvement in asking questions or it may be
minimal signals in their environments (Muftee 2015).

Participation and agency in childhood studies often go hand in hand. As agency can
be used to critically look at whether participation is authentic, by looking at access, whether
children have been a part of the decision-making processes and practices which may or may
not be driven by children’s interests (Wyness 2018). Additionally, this critical look can
review the options children have available to participate. Children’s agency can be based on

the availability of choices for action, which could then perhaps offer different action
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opportunities (Baraldi 2014). Availability of choices of action, individual’s judgement to act,
and the choices one makes to act can be ways to observe agency (Baraldi 2014,2015, Bjerke
2011, James 2009, James and James 2008, Percy-Smith 2010). Children’s active participation
can be described as children practising agency rather than just having a voice (Amadasi and
Ievese 2018, Iervese and Baraldi 2014). This view then suggests that agency can be a
transformational view of participation (Mayall 2002). In relation to research, children’s
participation in decision making is ideal rather than children’s consultation (Clark and Percy-
Smith 2006, Hill et al. 2004, Percy-Smith 2006). Children’s agency within the decision-
making process is a direct link to participation (Baraldi and Cockburn 2018).

The first theory of agency that will be discussed is the Continuum of Agency showing
a range of actions that may be requested, forced, automatic or self-initiated. Degrees of
agency have been discussed on a continuum as: no agency, little agency, ‘secret’ agency, and
‘public’ agency (Bell et al. 2007). First, no agency can be described as having no choice in a
matter and being forced to act. Second, little agency is where there is little choice, and one is
acting on the basis to survive. Third, secret agency is acting to resist adult control subtly.
Finally, public agency is acting alongside adults. The Continuum of Agency also notes that
agency is experienced differently by whom and where they are and what they are doing (Bell
et al. 2007). Moreover, their agency can change throughout the continuum depending on
different contexts (Robson et al. 2007).

Understanding agency on a continuum is also discussed in the understanding of thick
and thin agency (Klocker 2007). Thick agency would be understood as having the ability to
act through a range of options, and ‘thinned’ is often looked at in everyday contexts which
have little options to act as they are in restrictive settings (Klocker 2007). Thick agency has
been implied that there is participation in social change (Baraldi and Cockburn 2018).

Agency is looked at through ‘structures, contexts, and relationships that can act as dynamic
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‘thinners’ or ‘thickeners’ of ‘individuals’ agency, by constraining or expanding their range of
viable choices (Klocker 2007). A thinning of agency can be in relation to poverty, gender,
and lack of opportunities. Ansell (2009) discusses how children are limited with their agency
combining this with thick and thin agency, thin would be at a macro level (policies) and thick
agency could be seen at local levels (Tisdall and Punch 2012). However, agency can still be
present, as children can “actively negotiate the expectations and power relations that surround
them” (Klocker 2007, p.85).

In childhood studies, it has been noted that looking only at individual agency is
problematic (examples; Frankel 2017, Gallagher and Gallacher 2008, Tisdall 2012), as
childhood is complex. Agency is often discussed alongside understandings of competence,
instead of understanding the complex network of actors and shifting relationships (Oswell
2013). Agency is shaped through relationships, as it is negotiated through constraints and
opportunities (Leonard 2016) emphasizing the process rather than outcomes (Valentine
2011). Similarly, a difference has been highlights as an actor “is someone who does
something; the agent is someone who does something with other people” (James 2011, p.41).
Children and adults alike do not escape ‘structural constraints’ (Bluebond-Langner and
Korbin 2007). Through this resistance, children can gain power over adults by creating
possibilities, powering themselves (self-respect) and powering by acting in a group as a
process of empowerment (Samman and Santos 2009). However, as has been argued, children
are able to move between hierarches and boundaries (James and Prout 1995), to do this, they
use ‘strategic flexibility’ (Bacon and Frankel 2014). Children use strategic actions in their
everyday lives by engaging with power structures through navigating complex and multi-
layered relationships sometimes gaining identity, power and capital (Frankel 2017).
Therefore, there is a need to understand agency further through the context of children’s

environments.
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1.5.3 Contextual Agency

The previous subsection discussion of agency suggests the need for further exploration
on how the structure, social, cultural, and environmental factors affect children’s agency.
The exploration of agency in childhood studies is often reliant on individual notions of
“authentic choice of self-direction action” (Valentine 2011, p.348). Further the “isolated
human individual” who is showing “individual agency” is missing the larger context (Oswell
2013, p.50). The identification of agency can be “by positioning children in their own
contexts and looking at the micro level of peer interactions” (Vanderbroek and Bouverne-de
Bie 2006, p.128). This viewpoint has become a “point of departure for many contemporary
studies of children’s everyday lives” (James 2009, p.11). Additional arguments suggest that
agency is also “dynamic and constantly shifting” (Robson et al. 2007, p.135) and a more in-
depth understanding is needed.

It has been argued that agency, as a term in childhood studies, often offers a
minimalist definition as ‘to act purposively’ and further that the focus is on individuals’
choices and actions (Valentine 2011, p.349). Similarly, this is viewed as ‘isolated human
individual’ and therefore is ‘individualized agency’ (Oswell 2013, p.50). A different view of
agency is offered that instead of discussing agency, as the individual acting or labelling it as
such, looking at it more relationally.

“thinking about agency, not as located within the individual child
faced against social structure, but as itself distributed across a
network of agents of actors, both human and non-human.”
(Oswell 2013, p.69)

The approach to understand agency as between groups and individuals that are
interdependent is comparable to others (examples; Burkitt 2016, Konstantoni 2012, Moosa-
Mitha 2005). The term agency has been seen as problematic when describing children as

independent social actors (Gallagher and Gallacher 2008). In the field of sociology,
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children’s agency is discussed in the context of the significance of diverse experiences
(Morrow 2006). It has also been noted that there has been a tendency to generalize and group
childhood experiences such as being ‘all boys’ or ‘all girls’ (Morrow 2006). Children’s
participation has been modelled in different forms and are associated with ‘lived’ social
relations (Percy-Smith 2010). It has been clear that agency and participation needs to be
observed in children’s social and cultural lives (Baraldi and Cockburn 2018). Additionally,
children’s actions, power, and negotiation of meanings in the lived contexts of social
relations can show participation as agency (Baraldi and Cockburn 2018).

First, when promoting children’s agency, it is important to recognize adults are
“facilitators rather than technicians” additionally “both children and adults are co-
constructors of knowledge and expertise” (Hill et al. 2004, p.84). Taking children’s views
into account requires a dialogue which is based on “mutual interdependence, recognition and
respect for children and their views and experiences * (Fitzgerald et al. 2010, p.300). It is
important to understand the adults’ role in how they are constraining or enabling children’s
differing expressions of agency, as this impacts their everyday lives (Leonard 2016). As often
adults run and develop organizations, the structure of activities are important to acknowledge
as there are perhaps practices and assessments that may hinder or enable children’s right to
make choices and participate in their environments (Baraldi and Cockburn 2018). It is
perhaps important for children’s agency to be recognized in a rights-based approach, as a way
of looking at how children affirm and achieve specific rights that go beyond an agency and
protection divide (Alanen 2009). Unavoidable components of social life are hierarchical
constraints and structures that block children’s participation and choices of action (Baraldi
and Cockburn 2018). Blocking children’s choices for action may hinder their ability to make
a greater social change within their environments.

Second, it is important to view children’s’ experiences as being a part of an
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interaction of social context within specific environments, prior experiences, and children’s
life history (Valsiner 1998). Children’s interpretations, purposes and meanings of their
actions should be analysed in different social contexts (Kumpulainen and Ouakrim-Soivio
2019). As children are embedded in generational relationships and social positions that “all
offer different opportunities and constraints for children to act and, in doing so, exercise their
agency” (James 2009, p.43). However, it has been argued that the term agent could be used
as well:

“The term agent suggests a further dimension: negotiation with

others, with the effect that the interaction makes a difference —to a

relationship or to a decision, to the workings of a set of social

assumptions or constraints.”

(Mayall 2002, p.21)

James further argues that “there are any number of understandings, ambiguities and
difficulties that children need to resolve and interpret on the way” making agency therefore
“what it means to act” (James 2009, p.41). There is a downside to viewing children this way,
in that participation can then become over-regulated and put pressure on children (Hartas
2008). Due to this pressure on children to participate, a choice should always be available, if
children choose not to assert their agency, or to participate (Tisdall and Punch 2012), and
there are measures in place to ensure truly voluntary participation (Hill 2006). Tisdall and
Punch (2012) go on to question this view of children as being agents, because it replaces
seeing children as vulnerable, and what then happens to those vulnerable populations. An
example used, shows tensions of poverty, and government structure through child soldiers, if
children were agents able to construct their lives (James and Prout 1990) and have the ability
to push back against power structures (Frankel 2017) should they be responsible for
committing violent acts? This analysis leaves agency as a double-edged sword for children.

When children assert their agency, there are “... circumstances in which children’s agency is

perceived as negative, challenging or problematic” (Tisdall and Punch 2012, p.258).
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Additionally, children can exercise their agency “by actively using their resources and abilities in
their relations with others in both positive and negative ways” (Bjerke 2011, p.94). Similarly,
there is attention needed for when participation becomes challenging, such as when different
voices collide, and how young people are being responded to, so as to ensure effectiveness of
conveying young people’s realities (Percy-Smith 2006).

By examining the literature, children’s agency needs to be viewed and conceptualized
through a relational understanding of participation. Agency is produced through different
environments and social relations which is ever changing and can be expressed in various
ways. Therefore, there is starting to be a development of the idea that children’s’ lives need

to be explored through their lived experiences to fully understand their participation.

1.5.4 Lived experience

The following subsection will suggest understanding participation as a negotiated and
lived experience for children which can include children’s agency, relationships, social and
cultural contexts. Childhood is not a fixed concept; children’s rights should also not be a
fixed concept, as they are constantly changing, incomplete and being reinvented, they should
be ‘lived’ (Hanson and Nieuwenhuys 2012), by making the most of their daily living
situation. Through active engagement and confronting challenges faced, they created living
rights even before laws are implemented (Hanson and Nieuwenhuys, 2012). These lived
realities and practices of rights means that they are experienced and realized by people well
before national and international laws, therefore, the experience of rights is alive (Hanson and
Nieugenhuys, 2012). When children are viewed as expressing agency, this becomes a lived
citizenship where children are viewed as citizens (James 2011); this fits with the view that
children are social actors, as children shape their rights in their social worlds (Hanson and
Nieuwenhuys 2012). These social practices that children shape in their worlds through action

become their living rights (Hanson and Nieuwenhuys, 2012). The instability of right and
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wrong exists through practices and lived experiences, which can be translated into law; these
translations are not always free from political and legal deliberations (Nieuwenhuys et al.
2016). From this position, children are viewed as actors, as they “can make their own lives
rather than have their lives made for them” (Freeman 2007a, p.8). A living rights example
showing universal rights do not always reflect specific contexts is street children who have
been vocal about not wanting to be “rescued” taking actions such as marches asking for safe
conditions, not the banishment (Nieuwenhuys et al. 2016). This perspective is showing how
children’s rights are being experienced and received on the ground and how children are
being challenged (Vandenhole 2012). Disagreements will happen, as the rights are alive, and
should not be seen as a weakness (Nieuwenhuys et al. 2016). Social movements are
visualizations of children being critical of current practices to challenge who is excluded
from the making of laws and practices (Nieuwenhuys 2009).

Another relevant position in support of living rights is the concept of “children’s rights
from below” (Liebel 2012, p.14), which also positions children as social actors transforming
their social worlds. “Rights thought up and formulated by children themselves have a more
direct and concrete connection to their lives and their ideas of a just and equitable existence”
(Liebel 2012, p.14). Rights can only exist through people and people construct their rights for
a social purpose that is a reflection of the relationships between agency, actors and structures
(Stammers 2012). There is an understanding that there is variations of children’s lives and
how different experiences can be interpreted and explored. Therefore, a different viewpoint
to understand rights is perhaps

“an imperfect compromise negotiated at a certain moment in time
and in specific contexts by individuals representing different local
and organizational interests and possessing different kinds of

knowledge, skills and power.”
(Hanson and Nieuwenhuys 2012, p.10)
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Exploring children’s’ rights at a local level and how they are actually practised and
negotiated can give a greater understanding (Desmet et al. 2015, Reynaert et al. 2015). It is
important for researchers to study different views of stakeholders such as parents, children
and other key personal to develop a multifaceted view of participation (Reynaert et al. 2015).
The living rights perspective aims to develop a “thick understanding” of children’s
experiences and lived realities (Desmet et al. 2015, p.419). This understanding can create a
complex interweaving recognition of community, relationships, responsibilities and rights
(Abebe 2013).

Lived childhood takes into account intersectionality of their experiences such as
through social class, ethnicity, gender and disability (Baraldi and Cockburn 2018). Children
may be categorised into one of these groups, however, lived experience takes into account all
of the individuals cultural, social and personal identities (Baraldi and Cockburn 2018). These
identities are ‘multiple and shifting positions’ (Kustatscher et al. 2015) and this perhaps
affects children’s lived participation experiences. There is a need for a greater understanding
of children’s identities in interactions (Connolly and Morrow 2006), and in understanding
exclusionary and inclusionary practices (Devine and Kelly 2006). People are constructing
their realities, engaging with meaning-making through social interactions, lived experiences
and understandings (Lincoln and Guba 2000). Ensuring context is incorporated through the
understanding of the process of participation will create a more in-depth understanding.
Participation can be understood as through children’s ‘lived’ social relations (Percy-Smith
and Thomas 2010b) showing children’s meaning negotiations, the complexities of day to day
life and their process of power and action (Davis and Smith 2012). The thesis is interested in
understanding this ‘lived’ participation experience, to do so it required the unpacking of

participation relationships, outcomes, structures and aims (Davis and Smith 2012, p.59).
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1.5.5 Section Summary

The current section aim was to explore gaps in understanding of children’s agency, child
and adult relationships, and what participation looks like in everyday contexts. The section
looked to expand the often-minimalist definition of agency to a relational understanding
taking into account the entire setting followed by the analysis of lived childhoods taking into
account the ‘real’ lives of children (Baraldi and Cockburn 2018). Lived realities can give
insight to the diverse development of voice, agency, participation, everyday interactions,
practices, and relationships.

The importance of the section for the thesis is to understand agency, lived experiences
and adult-child relationships to further explore the topics in the field. Lived experience of
children’s everyday practices will allow for an in-depth analysis that incorporates all aspects

of the participation processes.

1.6 Chapter One Conclusion

The current chapter has discussed children’s participation according to the UN
Convention on the Rights of the Child (1989) followed by participation theories. Participation
generally has been seen as ‘good’ through policy, literature, and research. As seen in the first
section of the chapter, there are implementation gaps between theory and practice. The
UNCRC had impacts on the literature and how children are conceptualized. The section starts
to discuss the idea of living rights, as a criticism of the UNCRC which has been written from
a top-down perspective. Additionally, the way in which children are viewed and
conceptualized has an impact on how children participate in terms of opportunities and
constraints. It is important for the thesis to understand different views, as in the field there

will be varying views of children at play.
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In discussions surrounding participation theory, I illustrated that children’s perspectives
were not consulted when developing the participation models. The models show what is and
what is not participation. Furthermore, some include aspects that are needed in order for
participation to take place. The discussion built on the participation ideals from the previous
section and gave overviews of models that strive to achieve participation alongside children.
The models highlight the importance for children’s perspectives on participation, and my
thesis will utilize the models as a starting point for understanding children’s participation.
The last section of the current chapter discussed the relationship between adults and children.
Children’s agency was discussed simply and then more in-depth to understand how
children’s agency can be relational. The importance was demonstrated by looking at the
whole picture of children’s actions to understand their position, aims and wishes. The section
finished with a discussion of lived experience and the importance of context which is
everchanging and renegotiated between children, adults, and structures. Lived experiences for
the thesis will offer an interpretation of children’s participation and how it is negotiated in
everyday contexts through power, and relationships.

The following chapter will explore the topics of disability models and inclusion. The
various disability study models will highlight key themes, tensions, and gaps. Inclusion will
also be explored through different definitions, including the understanding of inclusion in
relation to the environment of physical activity. The chapter will also link the topics of

disability and inclusion to the Canadian context.
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Chapter Two: An Overview of
Disability and Inclusion - Key
Considerations

2.1 Introduction

This chapter aims to explore key themes, gaps and tensions in which this thesis may
contribute towards a further the understanding of disability. Disability can be understood
through various approaches such as the medical, social, human rights and social relational
along with other models. The chapter will begin with an overview of some disability models
whilst highlighting key debates in the field. The various disability models discussed provide
an overview of contrasting views and objectives to begin to understand the vast differences in
perspectives. In the first section, the UN Convention on the Rights of Persons with
Disabilities (UNCRPD 2007), will be discussed to make links between theory and policy.

The chapter will then discuss the implications of the context in which this thesis takes
place. The section will identify considerations of being a child with a disability in a Canadian
context and in an extracurricular physical activity context. The context has an impact on the
construction of how the knowledge is created throughout this thesis.

The last section of this chapter will provide a discussion of inclusion from various
perspectives, including tensions in definitions of what inclusion means in sport environments,
the delivery of inclusion, social justice and social inclusion. The overview of inclusion will
highlight key considerations of this thesis.

The chapter will conclude by identifying key considerations taken from the literature

that have shaped the research questions of this thesis.
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2.2 Approaches to Understand Disability

‘Models’ of disability have shaped human rights for people with disability, disability
studies and disability politics over the past 40 years (Lawson and Beckett 2021). The
objective of this section is to develop approaches and understandings in respect of the models
of disability. The main models discussed will be the medical, social, human rights, social
relative and relational and critical models of disability. By exploring the contrasting
theoretical frameworks of disability, the thesis will attempt to address the different
understandings of social and individual consequences of disability, what should be done and

where disability originates (Smart 2009).

2.2.1 Medical Model of Disability

The medical model of disability is important to discuss, because historically, within
the fields of research, disability has been categorized and described through the medical
model of disability (Smith and Perrier 2014a). Disability viewed through a biological
understanding has been a dominant view in such fields as rehabilitation and health care
(Hammell 2006). Additionally, within schools, the medical model is engrained through the
provision of classification and identification (Benson 2014) and medical explanations and
resolutions of difference are often embraced by schools and parents (O’Connell 2016).

The medical model focuses on the individual’s impairment as a defect which needs to
be changed with an emphasis on society’s desire for diagnosis and treatment (Oliver 1996).
The focus is on the limitations of the body with disability being typically defined by the
impairment (Fitzgerald 2012). Impairment becomes the defining feature of the individual
(Goodley 2011c) which places the burden of the impairment on the individual, and it is the

duty of the individual to conform and adapt to society.
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Within the medical model, disability is seen as something needing intervention and
fixing, which is a way to other somebody; the disability is seen as a construction deviating
from the norm (DePauw 1997, Smith and Perrier 2014a,b). Medical views of an individual’s
body can invalidate them when their body does not conform (Loja et al. 2013); they are then
seen as deviant, inferior and abnormal (Campbell 2008).

The individualization of disability is framed by the medical model as “significant
bodily and/or cognitive variation from those who meet the cultural expectation of embodied
normality” (Thomas 2004, p.28). People with physical and mental impairments can be
viewed as not ‘normal’, and less than ideal, which leads to negative stigmatization (Goffman
1963). The negative stigmatization may result in a preconceived view that these children are
difficult to communicate with, unknowing, dependant and vulnerable (Richards and Clark
2018). Additionally, this view may leave individuals in a powerless position to separate their
identity from this negative perspective (Davis 1995).

The construction of disability through the medical model historically has been
described narrowly, as it is seen as a personal limitation and a biological malfunction (Imrie
2004). Other models have argued that the medical model ignores the lived experience of
impairment and the individuals’ perspective (Owens 2015). There is a gap in the medical
model, as it leaves the social world and lived experiences of people with disabilities
unchallenged (Smith and Perrier 2014b). This knowledge gap results in the medical model
lacking information outside of the medical field.

Oliver (1983) suggests when introducing the medical (or the individual) and social
models of disability, the individual model should not be abandoned, because it may add to a
comprehensive understanding of disability. The suggestion is that the social model may offer

a framework that is more all-encompassing where everything happening to people with
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disabilities may be explained or understood (Oliver 1983). To close the gap on

understanding of the social world, the social model of disability will be discussed next.

2.2.2 Social Model of Disability

In literature, the social model is often cited as one of the two key models of disability
which have emerged through discourse, the medical and social models of disability (Goodley
2011c). The social model can be seen as the opposite of the medical model (Ayling 2018).
The main shift from the medical model, where the focus is placed on the ‘deviant, personal
tragedy’ of the individual’s body, is to an emphasis on the disabling environment through the
social model of disability (Oliver 2013, Oliver and Barnes 2012). Disability, through the
social model of disability, is seen as a societal responsibility, not a personal one (Oliver
1990,2013, Shakespeare 2006b, Shakespeare and Watson 2001). The social model makes a
distinction between ‘impairments’ which are biologically determined and ‘disabilities’ which

occur due to exclusionary practices and discrimination (Oliver 1996, Shakespeare 2006b).

The British social model originated in the 1970s through the British disabled people’s
movement (Campbell and Oliver 1996). The approach distinguishes between impairment
(biological) and disability (social); here disability is a result of the environment, which

restricts people using barriers placed in their way (Berg et al. 2015).

The United Kingdom (UK) and United States of America (US) views’ of the social
model stress that disability is a social construction (Hahn 2001). In the UK, the view is that
there is an emphasis on ‘oppression’ which highlights conceptual orientation and political
economy, whilst in contrast the US addresses these similar problems by looking into
discrimination in laws and through the legal system (Hahn 2001). North America is more
concerned with issues of “psychology, identity, personal affirmations and moral

development” where the UK is concerned with the issues surrounding “equality in political
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and material participation” (Meekosha 2004, p.722). The US social model is challenged when
trying to add individual experience of impairment, the political struggle becomes diluted
resulting in a greater struggle to overcome barriers in society (Oliver 2001). In contrast, the
UK model looks at a ‘risk-management’ state which is designed to prevent problems rather
than trying to compensate for them afterwards (Giddens 1998). Through this social model,
the difficulties and barriers (social and physical), restrict participation in society by policy
and cultural processes (Barnes and Mercer 2006,2010, Oliver 2009). However, it is argued
that whilst reducing the view of barriers to social ones, the social model may run a similar
risk as the medical model, by reducing impairment to individual characteristics (Watson
2012). Experiences of children with disabilities cannot be the sole analysis of environmental
and social barriers (Watson 2012).

As the social model views disability as a social construct (Oliver 1996,2013), which is
not too dissimilar to the social construct argued for childhood. The social model, “... ‘speaks’
from the standpoint of disabled people and therefore voices an opinion that has, throughout
modernity, been silenced by the paternalism of a non-dis-abled culture” (Patterson and
Hughes 2000, p.35). Children and adults with disabilities are connected in the ways that they
are marginalized and disempowered. Children and adults with disabilities are not solicited for
their views on things that affect their lives due to a paternalistic society (Richards 2018).

Oliver (1996) argues the social model has the power to “transform consciousness” by
the connection of professional practice to personal experience. This research aims to do just
that, by connecting the extra-curricular inclusive environments to the understanding of
participation for young people with disabilities. One of the arguments against the social
model is its failure to address the realities of impairment, such as illness, body pain and
dysfunction (Degener 2016, Martin 2013). It ignores the cultural dimensions of disability by

using a limited view of structural disablism (Reeve 2004). By focusing on the social model,
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researchers are eliminating the restrictiveness of the medical model allowing for exploration
beyond the structural oppression of disability. It has been argued that the social model fails to
recognize that impairments may also directly disable people (Shakespeare 2013). The
impairment itself is perhaps also socially constructed as determined by a bodily difference
(French and Swain 2001). Social identities are not easy to define and are complex, although
society may label individuals as being ‘disabled’, they may not feel that way.

Beckett and Campbell (2015) suggest understanding the social model as a
‘oppositional device’ through

“Foucault’s genealogical approach understood as description of that
which needs to be resisted and the social model understood as a
description of a process which needs to be resisted: disablement.”
(Beckett and Campbell 2015, p.272)

The approach is suggested because the social model is repeating similar goals and
styles of practice. However, how people with disabilities are resisting practices of
disablement, and how this repeating needs to be explored (Beckett and Campbell 2015).
Through resistance practices people with disabilities are engaging in producing subjectivity
(Proust 2000), and through collective creative forces regulating norms (Campbell 2013,
Ewald 1990). Foucault rejects transcendental analysis and instead discusses ‘ideas’ described
as a co-production of knowledge and the process of subjectivation (Beckett and Campbell
2015).

“If there was no resistance, there would be no power relations (...) it
would simply be a matter of obedience (...) So resistance comes
first, and resistance remains superior to the forces of the process.”
(Foucault 1996, p.625)
Resistance is not just refusal, it can be transformative (Beckett and Campbell 2015).

The social model allows for the understanding of barriers, and challenges ableist society by

asking questions about life conditions (Campbell 2009). Applying the oppositional device to
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further the model in understanding the present, how being with others is (re)produced, and
acknowledging injustices to come (Beckett and Campbell 2015).
“Would rest upon an understanding of knowledge as something
practiced in mundane and specific situations and power as diffused
throughout society, being relational rather than centred only on the

organs of the state.”
(Beckett and Campbell 2015, p.273)

The medical model and the UK social model may not be able to capture the full
complexity of disability, as these perspectives offer a limited window in how to examine the
lives of children with disabilities (Berg et al. 2015). The social model showcases the divide of
people who are, and who are not disabled (Shakespeare 2006b). There is a complex interplay
between society and individuals which is not limited to the cause of difficulties or
impairment (Traustadottir and Smith 2015). The social model should be seen as a tool (Oliver

2013) that has challenges, discriminations and marginalization(s) (Owens 2015).

2.2.3 United Nations Convention on the Rights of Persons
with Disability
The social model has been acknowledged to have played a role in how the United

Nations Convention on the Rights of Persons with Disability (UNCRPD 2007) was
developed (Lawson and Beckett 2021). The UNCRPD was adopted by the United Nations in
2007 and was ratified in 2010 by Canada. This convention contains a 25 paragraph preamble
and 50 separate articles. The signatories to the convention undertake to promote and monitor
the rights for people with disabilities. The introduction of the UNCRPD was met with
enthusiasm, resulting in one of the most widely ratified conventions (Kaiser 2013). The
preamble of the UNCRPD defines disability in paragraph 5.

“Recognizing that disability is an evolving concept and that

disability results from the interaction between persons with

impairments and attitudinal and environmental barriers that hinders

their full and effective participation in society on an equal basis with
others.”
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(UNCRPD 2007, Preamble)

The UNCRPD approach acknowledges disability as a social construct, as it is created
when societal barriers interact with impairment (Degener 2016). The UNCRPD approach to
disability is similar to the social model of disability and the understanding that disability is
different from impairment (Lawson and Beckett 2021). However, within literature it has been
noted that there is continual confusion between disability and impairment (French and
Kayess 2008).

It has been argued that the UNCRPD will help with the implementation of equal
rights, promote an inclusive environment, and raise the importance of disability in politics
(Bickenbach 2009). The most important achievement of the UNCRPD may be that there has
been a step towards the encouragement of equal participation (Bickenbach 2009). The
UNCRPD reflects the importance of the rights of people with disabilities to participate in
decisions that affect them and for this reason has been cited as “one of the most progressive
developments in human rights law provided by the UNCRPD” (Stein and Lord 2010, p.698).
The requirement is shown in the preamble to the convention:

“Persons with disabilities should have the opportunity to be actively
involved in decision making processes about polices and programs,
including those directly concerning them.”

(UNCRPD 2007, Preamble)

The requirement continues in article 4(3):

“Closely consult with and actively involve persons with disabilities,
including children with disabilities, through their representative
organizations when developing and implementing policies and

legislation concerning persons with disabilities.”
(UNCRPD 2007, Article 4(3))

However, others believe that although this is an important advancement, the goals of
the UNCRPD are far from being met, as there are gaps between policy, and what happens in
practice and what is being monitored (Groce et al. 2011). This gap is due to three challenges:

(1) a lack of effective policies for implementing the UNCRPD; (2) a gap between national
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policies and local community practice; and (3) policymakers not having the desire for full
implementation (Groce et al. 2011). Additionally, the convention is complicated to interpret
causing the implementation to be uneven (Aldersey and Turnbull 2011). Challenges of the
convention are not unique to the UNCRPD, many UN conventions face similar issues
(Hoffman et al. 2016).

In Canada some critics have noted that “there is a gap between this vision [of the
UNCRPD] and the lived experience of Canadians with disabilities” (Kerzner 2011, p.4).
Perhaps this gap is related to the inconsistent nature of implementation of the UNCRPD’s
goal of equality and autonomy for persons with disabilities in decision-making (Wildeman
2013). Substitute decision making is a practice where a representative or a guardian decides
or gives consent when a person with a disability is deemed to lack capacity (Caivano 2015),
contrasting to supported decision-making, where friends, allies, or family help with
communication and decision-making whilst assuming the person with a disability has
capacity (Hoffman et al. 2016). Article 12 states that “persons with disabilities enjoy legal
capacity on an equal basis with others in all aspects of life” (UNCRPD 2007, Article 12).
Canada has a specific reservation for Article 12, to protect the substitute decision making
(Wildeman 2013). In practice, substitute decision making has resulted in a lack of respect for
people with disabilities and negative implications for achieving equality (Hoffman et al.
2016). As it may not be possible for an individual to obtain rights which are under the
UNCRPD due to legal capacity requirements (Arstein-Kerslake 2017). Legal capacity
recognizes the right that a human being has that they can make decisions for themselves
(O’Donnell and O’Mahony 2017, Quinn 2010). In practice, this disregard is seen in the
Province of Ontario’s Substitute Decisions Act (Government of Ontario 1992), as an
example, when persons who seem to lack capacity, there will be a third person appointed to

make decisions (Bach and Kerzner 2010). It has been noted by academics that this practice
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does not consider people who have fluctuating capacity in decision making (Cera et al. 2017).
This practice is possible because of the UNCRPD’s ‘deceptively simple language’; this
permits each country to interpret the meaning, and in so doing, denying people with
disabilities autonomy in decision making (Caivano 2015). As shown in this Ontario Act,
Canadian implementation is inconsistent as the responsibility for upholding the UNCRPD
principles are at the provincial level, not federal (Walker 2013). In the Canadian federal
system, the provincial jurisdictions are responsible for: healthcare, support services,
education programs and accessibility (Walker 2013), although some responsibilities under the
UNCRPD such as provisions of goods, services, employment, (Canadian Human Rights Act,
1985), interpreters in judicial proceedings, tax credits (Government Canada 2014b), and
aboriginals affairs fall under federal law (Hoffman et al. 2016). There are often battles
between the federal and provincial governments over who has jurisdiction which complicates
issues when changes are needed (Hoffman et al. 2016). In Chapter Three (Methodology) of
this thesis, there will be discussed decisions about consent, thesis methodology, and the data
analysis. Therefore, it is important to recognize the autonomy and capacity of children with
disabilities; this should become a main priority in practice, rather than deferring to parents

and caregivers.

2.2.4 Human Rights Model of Disability

The human rights and social model of disability have been utilized synonymously
(Kanter 2003), however, have also been presented to contrast each other (Degener
2016,2017, Stein and Stein 2007). A definition of the human rights model is:

“The human rights model focuses on the inherent dignity of the
human being and subsequently, but only if necessary, on the
person’s medical characteristics. It places the individual centre stage
in all decisions affecting him/her and, most importantly, locates the
main ‘problem’ outside the person and in society.”

(Quinn and Degener 2002, p.13)
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The human rights model highlights disability as a society constructed concept, similar
to the social model; it is society’s responsibility to remedy exclusion on the basis of disability
(Stein and Stein 2007). The human rights model builds on the social model, as the human
rights model is interested in key elements of procedures, practice and policy (Lawson and
Beckett 2021).

Degener (2016) outlines six differences between the social model of disability and the
human rights model of disability. Degener outlines these differences as seen below:

1. “Disability is a social construct, but human rights do not require a
certain health or body status.

2. Human rights are more than anti-discrimination.

Impairment is to be recognized as human variation.

4. Multiple discrimination and layers of identity are to be

acknowledged.

Prevention policy can be human rights sensitive.

6. Poverty and disability are interrelated but there is a roadmap for
change.”
(Degener 2016, p.3-13)

W
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First, human rights are unconditional rights (Degener 2016); the human rights model
is applicable to everybody who is experiencing a denial of rights (Lawson and Beckett 2021).
In the preamble of the UNCRPD, the rights are affirmed for all people with disabilities
(2007). The human rights model extends the social model’s concern with relations in society
(Oliver 1996) and into anti-discrimination legislation and civil rights (Degener 2016).

Second, the human rights model of disability would extend the anti-discrimination
policy and encompass human rights, political, civil, social, cultural and economic (Degener
2016), with the understanding that people with disabilities are right-holders that perhaps need
support. An example is in Article 30 of the UNCRPD (2007), the right to participation in
recreation, sport and leisure with access to support information in accessible formats.

Degener’s third proposition is:

“the social model of disability neglects the fact that disabled persons
might have to deal with pain, deterioration of quality of life, and
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early death due to impairment (...) the human rights model of
disability acknowledges these life circumstances and demands them
to be considered when social justice theories are developed.”
(Degener 2016, p.6)

However, Oliver, an advocate and founder of the social model, denies that pain has
been disregarded and rather:
“(...) it has been a pragmatic attempt to identify and address issues
that can be changed through collective action rather than

professional and medical treatment”
(Oliver 1996, p.42)

Fourth, there is value in diversity identity; it allows space for cultural and minority
identification. A disability factor may be a congenital or an acquired impairment which
results in unique experiences. Women have criticized disability studies for excluding other
features of identity (Fine and Asch 1997, Morris 1991, Thompson 1997) and people of colour
with disability (Bell 2011). The reflection of different identity features are acknowledged in
the UNCRPD (2007) in the preamble to the convention including gender, race, religion,
language, ethnic, political, social origin, indigenous and age. Support for participation in
impairment related culture is recognized: “specific culture and cultural identity, including
sign languages and deaf culture” (UNCRPD 2007 Article 24).

Fifth, in public health policy, prevention of impairment has been criticized, as it can
be seen as discriminatory or stigmatizing (Oliver 1996). It has been noted that impairment
prevention policy for people with disabilities may be needed, and it is not all bad
(Shakespeare 2014). Although the UNCRPD does not discuss primary prevention, it
suggests secondary prevention to “prevent further disabilities including among children and
older persons” (UNCRPD 2007 Article 25(b)).

Finally, there is a link between disability and poverty (Oliver 1996). The human rights
approach suggests that people with disabilities are rights-holders and should have a say in

how resources are distributed (Degener 2016). There is a need for people with disabilities to
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have access to equal and active participation in programs and development strategies to
mitigate the discrimination on people with disabilities (Degener 2016).

The human rights model of disability adds to the social model, the models are both
valuable for achieving participation, inclusion, equality, dignity and quality of life for people
with disabilities (Lawson and Beckett 2021). However, the various models of disability have
been deemed confusing rather than helpful (Oliver 2009). The human rights model values
human beings with rights to be included in the community, education, family life and leisure,
with value placed on their preferences and choices (Lawson and Beckett 2021). The social
model is a model exploring disability, and the human rights model is exploring disability

policy resulting in the two models being complementary (Lawson and Beckett 2021).

2.2.5 Social Relative and Relations Model

The social model divides impairment and disability; however, the Social Relative
(Nordic Model) and Relations model sees impairment and disability as interacting
(Traustadottir and Egilson 2009), This model sees impairment and disability on a continuum
posing a relationship between the environment and the individual through interaction or an
exchange (Owens 2015). The understanding of disability in the Nordic model has its focus on
the interplay of the societal surroundings and the person through interactions between “the
individual and the socio-cultural, physical, political and institutional aspects of the
environment” (Berg et al. 2015, p.21). The Nordic approach may have a similar
understanding to disability as the United Nations Convention on the Rights of Persons with
Disabilities (2007). Thomas (2007a) argues that disability studies should:

“engage both with social structure (order) and social agency (action)
and should therefore accommodate analyses of social relations and
social forces that construct, produce, institutionalise, enact and
perform disability and disablism. The /ived experience of both

disablism and impairment should have its place.”
(Thomas 2007a, p.181-182)
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Illness and impairment are portrayed as separate in the UK social model of disability,
thereby perhaps neglecting the social relational nature of illness and impairment (Owens
2015). The social relationship between people expands the knowledge of impairment and
disablism (Smith and Bundon 2018, Thomas 2007a). People can experience multiple forms
of social oppression including indirect, direct and structural disablism (Smith and Bundon
2018). The model incorporates lived experiences of people with disabilities, exploring social
oppression, wellbeing and impairment whilst understanding the body as social, cultural and
biological (Smith and Bundon 2018).

The understanding of disability in the Nordic model has its focus on the interplay of
illness and impairment. The Nordic relational approach may sometimes explain experiences
of people with disabilities better (Mallett and Runswick-Cole 2014). This model understands
disability through three main assumptions:

1. “Disability is a person-environment mismatch that occurs because the
environment is not adapted to accommodate the whole range of
people;,

2. Disability is situational or contextual thus specific impairments can
become disabling or not due to concrete situations and

3. Disability is relative, as the cut-off point in impairment based
definitions of disability to some extent arbitrary.”

(Berg et al. 2015, p.22, Gustavsson et al. 2005, T@ssebro 2004)

An individual may be ‘impaired’, but they may not receive a diagnosis of ‘illness’
until later on or the individual may have an ‘illness’ for an extended time before they receive
a diagnosis which may be defined as an ‘impairment’ (Charmaz 2010). Similarly, in the
human rights model, disability did not require a health status (Degener 2016).

The Nordic model explores the relationship of interactions and exchanges between
people with disabilities and their environments (Owens 2015). Some interactions may

include: societal attitudes, cultural constructions of disability, oppression, classification,

impairment effects, opportunities and access, and well-being (Breslin et al. 2017). There is an
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understanding that barriers to participation can include individual barriers such as lack of
time and physical strength, social barriers which can be seen in the social model of disability,
and societal assumption of disability can play a role in how an individual behaves (Breslin et
al. 2017). The model accounts for internalized (negative feelings of oneself) and external
(access) forms of oppression (Thomas 1999).

Impairment effects are described as impairment directly affecting the restriction of
activity for a person living with impairment (Smith and Bundon 2018). Restriction of activity
can also be due to social oppression undermining participation (Thomas 2007a). An example
being a person with a disability experiencing pain due to their impairment, and a coach
disregarding the impairment effects to ‘push through’ or leave the team (Beacom and
Brittain 2018, Smith and Sparkes 2008, Wendell 1996).

A gap of knowledge noted for this thesis to explore is within disability physical
activity research, coaches’ learning has been explored in isolation from their participants’
(Culver and Duarte 2014, Culver et al. 2012), specifically from the athletes perspective
(Culver and Werthner 2018, Townsend et al. 2015) . Coaches have been shown to have
knowledge as an able-bodied coach or athlete (Bloom et al. 2012, Cregan et al. 2007). The
complex interactions between the coach and athlete shape the experience of participation
through a relational process (Allan et al. 2019). Social-relational understandings of how
coaches’ shape experience in physical activity is important and the thesis will explore the
effects coaches’ actions and words have on participants’ (Shirazipour et al. 2017).

The social relative model has been seen as complicated when used for analysis
(Owens 2015, Smith 2013a,b), although it has been found useful when applying with other
disability approaches (Smith 2013a,b). Martin (2013) specifically calls for more discussion
linking the social relative model and physical activity, as it highlights the complexities of

impairment, disability and disablism (Goodley and Runswick-Cole 2015, Martin 2013). The
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exploration of lived experiences of children with disabilities participating in physical
activities to produce understandings of wellbeing, impairment and social oppression in

relation to internal and external relational factors will close a knowledge gap.

2.2.6 Critical Model of Disability

The critical model of disability is the next and final theoretical model to be discussed.
The critical model of disability emerged in the mid 2000s which aimed to produce
accountable action(s) addressing inequalities (examples include; Flynn 2017, Goodley
2012,2014,2016, Goodley et al. 2019, Mallett and Runswick-Cole 2014, Moeller 2015, Peers
2017, Slater 2015). The critical model has an emphasis on understanding the complex
cultural, economic and social conditions that underpin the experience of exclusion for people
with disabilities (Runswick-Cole and Goodley 2016). Importance is placed on an individual’s
own subjective experience and how that then connects to the wider understandings of social
meanings, cultural and political discourse (Milton 2014).

The field of critical disability studies is interested in action to destabilize ideas
surrounding disability whilst acknowledging power dynamics and questioning how
assumptions are created (Vehmas and Watson 2014). Beliefs and assumptions of disability
are reflected in policies, practices and actions, that if questioned and exposed, would create a
possibility for action toward change (Eakin et al. 1996). In doing this, there is an exposing of
how people with disabilities are marginalized and excluded in everyday life (Curran and
Runswick-Cole 2013). The importance of this questioning is to recognize that there is a norm
of power and privilege towards people without disabilities in cultural, political and social
environments (Campbell 2009, Goodley 2014).

Not only is the understanding of how people with disabilities are excluded, the

understanding of multiple identities (examples may include: ethnicity, gender, race,
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sex/sexuality, class, age and disability) and the process of multiple exclusion processes
important to explore (Crenshaw 1991, Moodley and Graham 2015). In navigating various
identities, Goodley asserts that the purpose of critical disability studies is “to start with
disability but never end with it: disability is the space from which to think through a host of
political, theoretical and practical issues that are relevant for all” (Goodley 2016, p.157). An
aim of critical disability studies is perhaps emancipation (Meekosha and Shuttleworth 2009)
rather than a narrow focus on disability (Campbell 2009). However, it is argued that
“disability obtains its meaning through its relationship to the Other” (Campbell 1999, p.77),
and through ableist practices, ‘able’ bodies are preferred and deemed ‘normal’.

There has been a call for a focus on the interdisciplinary nature of disability
(Annamma et al. 2019, Castrodale 2019, Y oshizaki-Gibbons 2019). The significance of this
can be seen in the following explanation:

“Critical disability studies uses the tools of disciplines that at first
sight seem to have nothing to do with disability, including
philosophy and anthropology, history and sociology, ethnology and
archaeology, literary studies and linguistics, medica studies and
religious studies. They have opened new worlds of knowledge that
have changed our understanding of dis/ability.”

(Waldschmidt 2019, p.71)

Dis/ability is split as disability/ability, always reliant on each other, and although
people with disabilities are often compared to what they lack, ability should be at the
forefront (Goodley et al. 2019). In addition to critical disability studies being an
interdisciplinary field, there is a reflexive and self-critical component to navigate multiple
components of experience (Goodley et al. 2019). It has been highlighted that some studies
have minimized understanding of impairments without an understanding of impacts to the
body and mind leaving out psychological and physiological realities (Shakespeare 2013).

Furthermore, people with disabilities who lack a diagnosis are perhaps excluded from critical

disability studies which “both reflects and reinforces their marginalised position in a variety
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of forms” (Holt 2016, p.148). The importance for this thesis is to be aware and understand

the lived experience of children with disability from an interdisciplinary perspective.

2.2.'7 Defining Disability

The previous subsections in this chapter discussed different ways to theorize
disability. There have been attempts to define disability, although attempting to define the
true meaning of disability can be at times a problematic and confusing task (Thomas 2014).
This section will compare and contrast a few definitions of disability to highlight a gap in the
universal understanding, including the United Nation Convention on the Rights of Persons
with Disability (2007), International Classification of Functioning Disability and Health
(2001), and definitions found within disability studies literature.

First, the United Nations Convention on the Rights of Persons with Disability (2007)
understands disability as an interaction between people with impairments and environmental
and attitudinal barriers that hinder full participation in society (UNCRPD 2007, preamble).
The definition is also comparable to the Nordic model where impairment evolved and is
context specific (Berg et al. 2015) and the social model of disability (Oliver, 1996).
Furthermore, the UNCRPD definition has similar goals to the human rights model of
disability as it strives to address key elements such as policy, procedures and practice
(Lawson & Beckett, 2021). However, the UNCRPD definition of disability contrasts with the
medical model understanding of disability.

Second, the International Classification of Functioning, Disability and Health (ICF)
(2001) takes a different approach to the UNCRPD (2007). The terms ‘impairment’ and
‘disability’ have been defined in different ways. ‘Impairment’ defined by the International
Classification of Functioning (ICF) refers to “problems in body function and structure as a

significant deviation or loss”; the body structure is defined as “anatomical parts of the body
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such as organs, limbs and their components” and the bodily function is stated as “the
physiological functions of body systems (including psychological functions)” (ICF 2001,
p.9). The definition of impairment is similar to the definition of disability as seen through the
medical model in subsection 2.2.1, above. Similarly, in Canada disability can be defined as
“any severe and prolonged condition that inhibits a person from performing normal and
routine daily activities” (Government of Canada 2014a, p.1). Through definitions such as
this, disability highlights a ‘deficit” where there is an implied sense of ‘normal’ for
individuals into which people with disabilities do not fit. This is the category of different that
often people with disabilities are identified as (Harris and Roulstone 2011).
However, it has been argued that disability encompasses much more, including

barriers as seen in the following definition:

“... disability is always the combination of a certain set of physical

or mental attributes, in a particular physical environment, within a

specified social relationship, played out within a broader cultural and

political context, which combines to create the experience of

disability for any individual or group of individuals.”
(Shakespeare 2006a, p.58)

Similarly, Thomas (2012a) further argues that:

“the social imposition of avoidable restrictions on the life activities,
aspirations and psycho-emotional well-being of people categorized
as ‘impaired’ by those deemed ‘normal’”’

(Thomas 2012a, p.211)

The above definitions found within disability literature fall in line more with the
UNCRPD (UNCRPD 2007) definition than the ICF (2001). The definitions go further by
including that definitions and experience of disability can vary across institutions and
agencies (Laudan and Lorprest 2012), which is in line with social relation theories of
disability. There is also a recognition that there is significant diversity to the disability

experiences across domains such as physical, psychological and cognitive impairments

(Susman 1994). Although there is literature that cautions neither the social nor medical model
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of disability are absolute, the applications of each model can be used to describe disability
(Shakespeare 2006a).

To understand social agency, structure, forces and relations that construct and produce
disability, there is a need for the understanding of lived experience (Thomas 2007a). The
definition of disability is diverse and varies; it can be argued that the full understanding of
disability experiences is dependent on the individual’s philosophical view (Michailakis
2003). Impairment can affect individuals in different ways; therefore, it is important to note
that disability is not a homogenous group and it may be experienced differently by adults and
children (Sherry 2016). Importance should be placed on the individual’s subjective
experience which complements critical disability theory (Runswick-Cole and Goodley 2016).
It should be noted that children with disabilities were not consulted in the creation of these
definitions. This thesis will aim to understand what disability means for the participants in
this study to further knowledge by adding the voices of children with disabilities and

therefore, I will not necessarily be adhering to any definition of disability.

2.2.8 Approaches to Understand Disability - Section
Summary

The aim of the section is to understand different theories of disability and the
implications that they have on the individual and society. The medical model, social model,
Nordic model and critical models of disability were discussed, including a comparing and
contrasting of several definitions of disability. The analysis of the disability theories and
models in this chapter have shown that there is a gap in the universal understanding of
disability. This gap has significant implications for this thesis, as during the research, there
may be different perspectives and experiences.

The chapter started with the medical model of disability which has a focus on the

individual’s impairment and how they can change to fit into society. The social model
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followed with a contrasting view that society is the one that needs to change to include
people with disabilities. The Nordic model of disability was then discussed adding that
disability is an evolving concept which can be experienced differently across various contexts
(Berg et al. 2015). Critical disability studies were then discussed, and an emphasis was placed
on individual experiences and how it is connected to wider cultural, political and social
meanings (Milton 2014).

Then there was an exploration on the definitions of disability and the difference
between impairment and disability. International definitions of disability from the UNCRPD
(2007) and ICF (2001) were discussed and linked to the disability models. The section argued
that disability is diverse in experiences and understandings, and experiences should be
explored from the individual’s viewpoint (Michailakis 2003).

To summarize, the section developed an understanding of disability theories and
definitions which helped to develop the research questions of this thesis. Children with
disabilities’ perspectives were left out in the creation of these theories and definitions; these
perspectives should be included as seen through participation rights in Chapter One. Key
considerations for the thesis are: (1) factors that contribute to disability formation through
lived experience; (2) power relationships; and (3) tensions when various perspectives co-
exist. Additionally, it is important to explore if the theories discussed are still relevant
through lived realities or if a more updated understanding is needed. The following section of

this chapter will discuss the context in which these models will be explored.

2.3 Context

The aim of the following section is intended to develop an understanding of the
context within which the data collection has taken place. The section will begin by linking

childhood studies and disability studies, followed by a discussion of the Canadian context
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and an exploration of the different understandings of the term ‘voice’, as it relates to children
with disabilities. Finally, this section will explore the context of physical activity for children

with disabilities.

2.3.1 Childhood Disability

Childhood can be viewed as a life stage, where children move through and develop
from vulnerable and immature on the way to adulthood (Boggis 2018a). Children who do not
progress through these stages are often seen as ‘atypical’ (Boggis 2018a). Children with
disabilities often experience increased surveillance from adults denying them the ability to
develop the attributes of competence and agency (Richards et al. 2016). The view of children
as dependent on adults and vulnerable is often similar to the view of people with disabilities
(Priestley 1998). Contrasting to discussions in Chapter One, children in childhood studies are
being recognized as being active participants, and having agency (James and James 2004).

A child with disabilities is often characterized with a single term as being a ‘disabled
child’ or a ‘child’ rather than a child with agency and individuality (Boggis 2018a). Social
categorization has been argued to be flawed as a “focus on group membership, instead of
personal qualities” (Jones et al. 2014, p.28). Embracing a simplistic view of individuals and
diversity perhaps has “consequences for the identity formation of young people”
(Papatheodorou 2007, p.43-44). The categorization of children with disabilities is common,
as there is often a focus on “identification, categorisation” and then suggestions to “repair”
children with disabilities (Penketh 2014, p.1487). As a consequence, children with disabilities
are viewed as inferior to able-bodied children which “distances one group from another, sets
up barriers of ‘them’ and ‘us’ and serves to undermine notions of community and
togetherness” (Greene, 1991 in Cassidy and Jackson 2005, p.446). An alternative would be to

view children with disabilities as diverse. Diversity is a celebration of “difference” and
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acceptance incorporates diverse people in different groups such as disability, lifestyle, age,
race, social class and gender (Ayling 2018).

Research of children with disabilities has found that children with disabilities have
been shown to have fewer friendships, are less accepted and have lower self-esteem than
peers without disabilities (Koster et al. 2009, Koster et al. 2010). Additionally, children with
intellectual disabilities experience less social support, more social isolation and weaker social
networks in comparison to children with physical disabilities (Lippold and Burns 2009). In
context specific research, children with disabilities participating in physical education have
been shown to be recipients of bullying and negative peer interactions (Fitzgerald 2005,
Goodwin and Watkinson 2000, Haegele and Sutherland 2015, Healy et al. 2013, Moola et al.
2011). A research study in Canada found that children with disabilities felt that having
friends, the feeling of being a legitimate participant and a fun activity were the most
important factors in the development of self-worth and feeling included (Spencer-Cavaliere
and Watkinson 2010). For children with disabilities, having friends was found to decrease
their feelings of being lonely, improve feelings of self-worth and enhance independence
(Goodwin and Staples 2005, Price and D’Eloia 2018). Children with communication or
speech impairments were found to participate in fewer activities outside of school with
friends than other impairment types (Raghavendra et al. 2011). It has been noted that
inclusive physical education can increase social interactions between children with and
without disabilities leading to potential friendship (Bloom et al. 2009). Although the focus of
the research is not negative experiences of children with disabilities, the thesis recognizes
that children with disabilities may experience some negative interactions during the research
process.

It has been acknowledged in the academic community that there is often a passive

acceptance that children with disabilities are victims of bullying (Mepham 2010). “Indeed,
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bullying can be represented as one of the means by which children with impairments or
particular needs become “disabled”” (Chatzitheochari et al. 2014, p.4). Bullying has been
suggested in qualitative accounts of children with disabilities to be an unwelcomed daily
experience (Connors and Stalker 2002, Liddiard et al. 2018, Norwich and Kelly 2004). When
children with disabilities are labeled as ‘different’ or ‘special’ the ‘othering’ language can
lead to further social exclusion, because they are being viewed ‘with strangeness’ (Stevenson
2008). A suggestion has been to replace negative connotation language such as ‘special
needs’ (Martin 2011), as in an educational context it leads to exclusionary practices (Hodge
and Runswick-Cole 2009). Instead of the words ‘needs’ and ‘rights’ could be used (Sayers
2018). The word ‘rights’ is important, as it values the rightsholder and identifies that the
individual is entitled to rights, respect and dignity (Freeman 2007b, Sayers 2018).

It has been suggested that “disabled children should first and foremost be viewed as
children” (Berg et al. 2015, p.27). Rather than viewing children with disabilities through
medical concepts which previously took preference, there is an emphasis to prioritize
childhood concepts (McLaughlin et al. 2008, Runswick-Cole et al. 2018b). The previous
medical view in research resulted in little attention to the lives of children with disabilities, as
they are often excluded from “the expectations, opportunities and aspirations afforded to the
so-called typically developing children” (Goodley et al. 2015, p.6). Additionally, research has
been preoccupied with the presumption of dependency, service use, impairment and
vulnerability (Avery 1999, Curran 2010). Furthermore, parent and professional voices have
been the focus while the voices of children with disabilities have been frequently excluded
(Berg et al. 2015). Recently there has been an increase in research involving the perspectives
and views of children and youth with disabilities to enhance the understanding of their

experiences and lives (Examples: Allan et al. 2019, Brien 2018, Einarsdottir 2007, Phelan
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and Kinsella 2013, Shirazipour et al. 2017, Stalker 2012, Whitburn 2016, Wickenden 2018,

Ytterhus 2012).

2.3.2 Canadian Context

The current thesis will conduct research in a Canadian context, specifically the City of
London, Ontario and surrounding area. During the 1970s and 1980s, people with disabilities
in Canada were represented in law and statutes expressing that they were entitled to the same
rights as all other people (Tardif-Willams et al. 2009). In 1982, equal rights were enshrined in
the Charter of Rights and Freedoms which included equal rights for people with physical or
mental impairments (Tardif-Willams et al. 2009). Prior to recognition of equal rights,
children with disabilities were often educated under a separate curriculum, and often in
different schools away from non-disabled populations (Weber and Bennett 2004). There was
a push to ‘mainstream’ children with disabilities into schools, but success was questionable,
as the children with disabilities were “in their neighborhood school, but not really of it”
(Weber and Bennett 2004, p.14). Specific criticisms noted that children with disabilities were
in segregated classrooms and experienced isolation from non-disabled students.

The Government of Canada has created the Accessible Canada Act (ACA)
(Government of Canada2019) which aims to protect rights and dignity of people with
disabilities, to ensure full inclusion and citizenship. The ACA came into force in 2019 with a
vision of a barrier-free Canada by 2040 through identifying, preventing and removing
barriers. However, with the last national data set of Canadian Participation and Activity
Limitation Survey being in 2006, there is no recent national quantification of barriers. This
2006 survey concluded that amongst children under the age of 15, 10.9% had a disability
(Statistics Canada2006b). Children in Canada have experienced inequalities such as unequal

access to education, healthcare and social services (Green et al. 2005, WHO 2011). It has also
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been found that children with disabilities participate less in social leisure activities within
their community in comparison to children without disabilities (Engel-Yeger et al. 2009).
More specifically, for children with disabilities, participation in various leisure activities gets
even more reduced as they get older (Law et al. 2006, Majnemer et al. 2008, Shikako-
Thomas et al. 2012).

The Policy on Sport for Persons with a Disability was created with the vision of
people with disabilities being able to have access to full participation at “all levels and in all
forms, to the extent of their abilities and interests” whilst contributing to “social inclusion
through these activities” (Heritage Canada 2006a, p.2). Participation has been deemed
important in sport as “children acquire skills and competencies, achieve physical and mental
health, and develop a sense of meaning and purpose in life” (Standing Senate Committee on
Human Rights 2012, p.6). With 4.4 million Canadians having a disability, one study
estimates that 3 percent of these individuals are participating in organized and regular
physical activities (Heritage Canada 2006a). Some barriers noted were: a lack of accessible
programs, a lack of information about sporting opportunities, the costs for transportation and
equipment, attitudinal barriers and a lack of people who knew how to assist people with
disabilities in sport (Heritage Canada 2006a). In addition, in Canada “37 percent of children
and youth with disabilities never take part in organized physical activities compared to just
10 percent amongst those without disabilities” (Geoffery et al. 2016, p.128). Therefore, it is
important to understand the perspectives of children with disabilities regarding their own
participation, in an effort to perhaps contribute to the understanding of this participation gap.

In Canada there are specific barriers to physical activity such as the logistical
challenge of distance from facilities which results in parental choice of activity based on
“how far is too far” (Loitz and Spencer-Cavaliere 2013, p.1130). Additionally, weather is a

logistical barrier found especially during winter months when transportation becomes



86

difficult (Loitz and Spencer-Cavaliere 2013). It is more likely that children with disabilities
are living in poverty in comparison to their peers (Petrenchik 2008) which may result in
unmet needs and opportunities (Law et al. 2007, Petrenchik 2008). Parents of children with
disabilities have reported difficulty with accessing special education for their children
(Statistics Canada 2008b). Some children with disabilities require assistive technologys;
however, over half of the children do not have access to this technology due to barriers such
as costs (Statistics Canada 2008a).

Person-first language for ‘people with disabilities’ rather than ‘disabled people’
suggests that people should be first rather than their impairment (Lawson and Beckett 2021).
There is a divide between identity-first and person-first language, the goal is the same which
is to ensure access and rights for people with disability (Collier 2012, Davis 1995). Person
first language is used throughout policy in Canada such as the Accessible Canada Act
(Government of Canada2019), and The Policy on Sport for Persons with a Disability
(Heritage Canada2006a). A review of “people-first” language in Canadian society in 2001
identified the terminology as the dominant linguistic formulation (Eales et al. 2014,
Titchkosky 2001, Withers 2012). The thesis will use context specific person first language,

until directed by participant preferences.

2.3.3 Children’s Voices

In Chapter One, the emphasis was placed on ensuring children’s voices in matters are
heard that affect their lives. Engaging with the ‘voice’ of the child has been examined in
childhood studies literature (James 2007, Moran-Ellis 2010, Tisdall and Punch 2012). This is
a result of the stance that children are experts in their own lives and can contribute valuable
knowledge (Clark and Moss 2011). However, there has been an exclusion of children who do

not communicate verbally and perhaps a privileging to verbal communication (Tisdall 2012).
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Children’s ‘voices’ as positioned in research has been questioned, and a caution has
been placed on ensuring that linguistic, textual or verbal communication is not privileged
(Komulainen 2007). Non-normative voices such as actions and noises are perhaps more
revealing voices (Komulainen 2007, MacLure 2009, Rogers et al. 2005, Spyrou 2018, Tudge
and Hogan 2005). The approach was developed with an understanding that ‘voice’ is socially
constructed which results from social interactions (Komulainen 2007). Arguing that “ideals
of ‘normal’ and good communication that prefer rational, abstract thinking and actions,
discriminate between different groups of people even through the aims were to meet the
needs and individual rights of children” (Komulainen 2007, p.23). Komulainen (2007) draws
on the work of Bakhtin to suggest voice is co-constructed instead of fixed, clear, linear or
straight forward. This contrasts to the suggestion of ‘literal listening’ focusing on audible
communication (Schnoor 2012). Schnoor (2012) suggests that from a very young age,
children are able to communicate their needs and perspectives; children’s voices are present
rather than needing to be constructed.

The concept of children’s voices can be understood through spatial elements
(Mannion 2007), which suggest a wide lens when discussing children’s voices as adults’
intergenerational relationships with children, and different practices, contexts and cultures,
shape children’s voices. An example can be seen in highly structured schools where children
may choose to use more official voices to provide a ‘correct answer’ rather than how they
choose to interact in the neighbourhood or with their friends (Spyrou 2018). Voice is viewed
as being produced through social spaces and relations which should not be ignored (Mannion
2007). Haw (2008) states that “in different relationships different voices are articulated,
prioritized and privileged” (Haw 2008, p.195).

Similarly, children’s voices have been described as “evolving in dialogue with adults”

(Graham and Fitzgerald 2010, p.350), rather than the researcher ‘giving’ voice to children
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which is perhaps viewing children as objects. The process is a multidimensional construction
that is messy rather than the child voice being a fixed concept (Elden 2012). Extracting
quotes from children quickly to collect data for analysis perhaps does not produce meaningful
insights into children’s life worlds (James 2007, Spyrou 2018).

Warming has suggested that “some children’s voices and perspectives are heard and
recognized, while others are not even acknowledged” (Warming 2011, p.48). Children with
disabilities who are non-verbal or who experience communication difficulties have been
excluded from participating in research (Alderson and Morrow 2008). The non-voiced or
silent are often ignored and deemed to be non-data but should be viewed as purposeful,
meaningful and an aspect of voice (Mazzei 2003,2004,2007,2009). However, children who
are non-verbal may experience difficulty in self-advocating, as they may have been taught
instead of initiating conversations to respond to prompts (Potter and Whittaker 2011). This
emphasizes the importance of understanding space and relations of the construction of voice
(Mannion 2007).

Non-verbal communication is important: “respect for non-verbal forms of
communication including play.... through which very young children demonstrate
understanding, choices and preference” (UN Committee on the Rights of the Child 2009,
p.7). The approaches to voice and communication can be seen as an “interdependent and a
mediated coproduction between persons and, in some instances, technologies” (Teachman et
al. 2018, p.38). The production of voice is complicated and an entanglement of humans,
materials, linguistic, visual and oral dimensions (Elden 2012). It is important to note in
research that there is often a focus to clarify and confirm meanings from voice which requires
a performative aspect (Mazzei 2009). A different approach is to go beyond ‘voiced’ or verbal
language and explore the understanding that if one does not audibly voice their opinion,

perhaps they are communicating in a different way (Mazzei 2003,2009).
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Voices and competencies of children with disabilities have been questioned for
factors, such as presumed lack of maturity, communication clarity, and misconceptions
(Richards et al. 2015). Additionally, voices of children with disabilities have been excluded
because of the unconventionality of expression and adult’s perceptions of capacity (Boggis
2018c). Although the UNCRC suggests that children with disabilities should be heard, often
their social position regards them as vulnerable leaving them with a limited opportunity to be
heard (Thackray 2018). As an example, parents of children with disabilities may believe that
their child does “not have sufficient understanding or communication to take part, or they
would be too anxious to interact with a researcher” (McNeilly et al. 2015, p.270). Exclusion
of children with disabilities from research, and being reliant on parental perspectives, perhaps

means that the voices of children remain unheard (McNeilly et al. 2015, Meerwald 2013).

2.3.4 Sport

A gap in current literature exist as research to date on understanding participation in
sport by people with disabilities has often focused on physical education in school
(Examples, Coates 2012, Fitzgerald and Stride 2012, Healy et al. 2013, Moola et al. 2011, Qi
and Ha 2012, Reuker et al. 2016, Wang 2019). This thesis aims to start closing that gap by
focusing on physical activities outside of school.

Children with disabilities should have the same rights and opportunities to join
activities as their peers per Article 31 of the UNCRC (UNCRC 1989). People with
disabilities can experience social exclusion in sport (Kay and Collins 2014, Misener and
Darcy 2014, Spencer-Cavaliere and Kingsley 2015) as indicated by organized sports having a
lower participation rate for people with disabilities as compared to people without disabilities

(Finch 2001, Klenk et al. 2018, Si et al. 2017, Sotiriadou and Wicker 2014, Ullenhag et al.
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2012c). Barriers cited in literature for people with disabilities accessing physical activities
include:

(a) intrinsic barriers (lack of motivation, lack of energy);

(b) resources (cost, lack of knowledge of available programs); and

(c) structural barriers (accessibility and knowledgeable instructors).

(Adapted from, Bedini and Thomas 2012)

Additionally, other factors may be a lack of transportation, and not knowing how to
do an activity (Jackson and Scott 1999, Rimmer et al. 2010), staff training issues, policies and
procedures being out of date in the facility or community, equipment and information barriers
(Rimmer et al. 2004), limited inclusive sport groups (Howe and Kitchin 2014), and fear of
getting hurt or being teased (emotional and psychological barriers) (Moran and Block 2010).
Children with disabilities may experience more barriers due to parental fears or concerns
(Bedini and Thomas 2012). It has been argued that a main barrier for children to participate
in physical activities in misperceptions of what participation would entail from the participant
and service provider (Bedini and Thomas 2012).

Structured community programs for children with disabilities were found to promote
and develop attachments amongst children with similar impairments through their
participation (Willis et al. 2016) and similarly suggested by Parkyn and Coveney (2013) in
their research with boys diagnosed with muscular dystrophy, where in a familiar
environment, children of similar age and impairment reacted positively to skill and social
development. This finding may support the argument that children with disabilities, whilst
participating in segregated activities amongst other children with disabilities, perceive the
interactions as safe, comfortable and non-threatening (Goodwin et al. 2004). The increased
attachment to a disability community and skill building can result in the transfer of attitudes
and skills to other environments such as school and home (Willis et al. 2016).

In a community of sport, it was found that children with disabilities experienced great

pride when having success (Anderson 2009, Anderson et al. 2008, Heah et al. 2007, Lyons et
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al. 2009). These experiences have a positive effect on children’s activities by increasing their
sense of pride, activity choices, development of competence, persistence and overall
enjoyment (Anderson 2009). On the other hand, children with disabilities and adolescents
may try to separate themselves from the disability community to fit within society, whilst
denying their disability identity and adopting society’s negative attitudes towards people with
disabilities (Dunn and Burcaw 2013, Smart 2001, Tajfel and Turner 1979, Thornicroft et al.
2007).

Formal activities have been described as organised and structured, having goals or
rules directed by an instructor or coach which differs from informal activities with no or little
prior planning (King et al. 2006, King et al. 2003). Formal activities include clubs, groups,
skill-based activities, organized sports and organizations (King et al. 2009). Physical activity
can be organized or spontaneous (Jakobsson et al. 2019). Sport generally is an exercise by a
team or individual where there is a defined goal (Khan 2011). However, Suits (2007)
suggests various elements that are needed for sport. It is suggested that sporting games adhere
to rules and are goal-directed, the game requires skill, specifically physical skill, and sports
have a following becoming institutionalized (Suits 2007). Physical skill separates games such
as chess from a sporting game (Kobiela 2018). A contrasting view is that sport is defined by
rules only, as they are “embedded in overall theories or accounts of sport as a practice”
(Simon 2000, p.7). Rules perhaps make sport possible but agreeing to follow them is just as
important (Brittain 2018, Fraleigh 1984).

The Canadian Sport Policy (2012) sets out a framework for sport in Canada which
incorporates 5 goals:

1. “Introduction to sport: Canadians have the fundamental skills,
knowledge and attitudes to participate in organized and unorganized
sport.

2. Recreational sport: Canadians have the opportunity to participate in
sport for fun, health, social interaction and relaxation.
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3. Competitive sport: Canadians have the opportunity to systematically
improve and measure their performance against others in
competition in a safe and ethical manner.

4. High performance sport: Canadians are systematically achieving
world-class results at the highest levels of international competition
through fair and ethical means.

5. Sport for development: Sport is used as a tool for social and
economic development, and the promotion of positive values at
home and abroad.”

The Canadian Sport Policy, (Government of Canada, 2012s.2.1.1)

The policy for sport in Canada contrasts with literature such as having to be
institutionalized (Suits 2007), as sports can be unorganized. Additionally, there is not a
requirement of a game (Suits, 2007). The policy does seem to compare in the understanding
that there is a need for rules in sport (Fraleigh 1984, Simon 2000, Suits 2007). To understand

the different levels or categories of sport engagement potentially available a Sport Integration

Continuum presented by Winnick in (1987) is helpful, as shown in Figure 8 below.

1
Regular Sport

2
Regular Sport with Accommodation

3
Regular and Adapted Sport

Less

Restrictive 4

Adapted Sport Integrated

5
Adapted Sport Segregated

Figure 8 Sport Integration Continuum (Winnick, 1987, p.158)

1. Regular sport is where children with disabilities would participate without any
support alongside able-bodied participants.

2. Regular sport with accommodations is where a person with a visual
impairment horseback riding with ‘live letters’ whilst riding around the arena
while someone tells them where they are. A challenge may be to find
reasonable adjustments to the physical extracurricular activity for children
with disabilities to permit safe enjoyment (Pickering 2018).
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3. Regular and adapted sport is where there is flexibility for both able-bodied
participants and participants with disabilities to participate in sports, such as a
person with a visual impairment participating in goalball and ‘regular’
bowling.

4. Adapted sport integrated is looks like reverse integration where able-bodied
and people with disabilities participate in an adapted sport, such as sledge
hockey.

5. Adapted sport segregated is where people with disabilities separated from
able-bodied participants, such as in the Special Olympics.

Participation in disability sport has been described as being “about choice across a
continuum” (Misener and Darcy 2014, p.3). per the Inclusion Spectrum model seen below in

Figure 9.

A simple activity based on what the entire
group can do with little or no modifications

Open
Activity

Disability
Sport Activity

Everyone doed
the same
activity with

An individual
or group do a

purposefully | Separate INCLUSION Modified meodifications
planned Activity SPECTRUM Activity to challenge
different and support all
activity Activities based on aspects of abilities

disability sport can be included in all
approaches — reverse integratior

Parallel
Activity

Participants are grouped according to ability —
each do the same activity but at appropriate
levels

Figure 9 The Inclusion Spectrum Model (Misener & Darcy, 2014, p.3)

The Misener & Darcy model is similar to the Winnick model but with different
terminology. The models have evolved with people of disability being integrated and

included in mainstream sports (Howe and Kitchin 2014). Sport for people with disabilities is
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often segregated, as there is discrimination from mainstream sport (Jeanes et al. 2017, Patel
2015). When children with disabilities experience success in activities, there is perhaps a
positive effect which may contribute to overall enjoyment, choice of activity, and persistence
(Anderson 2009). An individual’s choice of physical activity is an important part of the
process, rather than selection of these activities by professionals (Kiuppis 2018). People with
disabilities choosing their own sport, how they want to participate and with whom should be
the goal (Misener 2014). Applying the UNCRC and the UNCRPD rights of children with
disabilities to have a say in matters that affect their lives, this should include which sport they
participate in and where on the inclusion spectrum they participate. This thesis will extend

this work in investigating the role choice has in physical activity for children with disabilities.

2.3.5 Context - Section Summary

This section of the chapter provided insights into the context in which this study will
take place. It has discussed the intersection of childhood and disability experiences and
highlighted tensions of exclusionary practices and lived experiences that participants perhaps
live through. Knowledge creation will be led by children’s experiences. Second, the Canadian
context was discussed including policies and research that has been conducted in Canada
providing a background knowledge of national goals and tensions discovered in research
findings. Barriers to participation were discussed, along with Canadian participation
considerations. Third, the concept of voice was discussed where themes were identified.

The understanding gained moves beyond participation of children in matters that
affect their lives and how voice is constructed. Voice was understood to be a construction
that is not a linear process, and where value should be on all communication rather than
preference to verbal communication. Finally, the context of sport was discussed through

different models defining integration, inclusion and segregation within physical activities.
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The thesis will expand research into physical activities that take place outside of a school
setting.

Considerations for this study can be identified as: (1) the construction of children’s
voice across different contexts; (2) relationships between children, adults and environments;
and (3) understanding of children’s agency and navigation through context. The next section

of the chapter will discuss definitions and theories of inclusion.

2.4 Inclusion

The aim of the current section is to establish key themes and gaps within inclusion
literature. Inclusion is a popular term widely used in practice, policies and international
discussions. The importance of this section is to highlight that people with disabilities can
face barriers to participation in society such as psychological, sociocultural and structural

(Halder 2008, Halder et al. 2017).

2.4.1 Defining Inclusion

The goal of full inclusion for people with disabilities has been disseminated through
international documents (UNCRPD 2007; ICF, 2001). People with disabilities in Western
society have been often regarded as a highly marginalised group (Hall 2005, Koh 2004,
Overmars-Marx et al. 2014, Pitonyak 2007). The term ‘inclusion’ is difficult to challenge, as
the term strives for an ideal acceptance of what is morally ‘right’ within society. The Western
world views inclusion as almost universally agreed upon as a goal that should be worked
towards.

The term inclusion is a primary focus and area of discussion in the field of education
(Kiuppis 2018). Inclusion is “about the participation of all children and young people and the

removal of all forms of exclusionary practice” (Len Barton, as quoted in Armstrong 2003,
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p.3). Allman (2013, p.1), criticizes the view of inclusion, as inclusion benefits those who
already included more than those who are in need of inclusion. The social model of disability
is represented in this definition, as it has the aim to remove barriers. A similar definition,
inclusion is where:

“special education programs are placed in general education classes

(also known as ‘integration’). For others, it is a process of

identifying, understanding and breaking down barriers to

participation and belonging often by addressing institutional factors

and work generally on school development. Inclusion is about the

quality of children’s experience; how they are helped to learn,

achieve and participate fully in the life of the school.”

(Devecchi 2014, p.955)

This philosophical approach believes in the capability of the individuals, and responds
to their needs appropriately (Farrell 2017). It has been argued that this approach is dependent
on the capabilities and understanding of those staff that work with children with disabilities
(Rioux 2014). Additionally, there is a need for staff to “appreciate the child, before the
difference” (Elvidge 2013, p.144), as contributions by children with disabilities in reality are
rarely valued (Qvortrup 1994).

Inclusion, in education has emerged as the opposite of special education (Thomas
2013). Although some education practices are perhaps labeled as inclusive, children with

disabilities may be separate from their peers without disabilities (Norwich 2014). The Figure

10 below is a visual example of inclusion, exclusion, segregation and integration.
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Exclusion Segregation Integration

Figure 10 Inclusion Diagram (DeBeco, 2016, p.46)

Figure 10 shows ‘exclusion’ as people with disabilities being separate, ‘integration’
people with disabilities are interacting with people without disabilities but are regrouped
together, and ‘segregation’ people with disabilities are separate from people without
disabilities but are grouped together (De Beco 2016). Integration of children is seen in
practice as being put into a pre-existing environment (Ainscow et al. 2006, Booth and
Ainscow 2002). A state of ‘perfect’ inclusion in education perhaps does not exist; however,
instead of identifying problems of children with disabilities, recognizing abilities, adapting to
all needs and embracing human differences (De Beco 2016).

Adults with disabilities define social inclusion as being able to participate on their
own terms and having the freedom to choose (Hammel et al. 2008). Inclusion is the idea that
people with disabilities feel valued, incorporated and welcomed into society without any
limitations (Price and D’Eloia 2018). This is similar to the definition as “a sense of
belonging, feeling respected, valued, feeling a level of supportive energy and commitment

from others so that you can do your best” (Miller and Katz 2002, p.7). However, notions of
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inclusion that are ‘warm and inviting’ overlook present and past lived experiences, as they
are future-orientated (Edwards et al. 2001).

It is fundamentally important that inclusion practices, inclusion lived experiences, and
the processes of inclusion are critically examined from the perspective of people with
disabilities (Spencer-Cavaliere and Watkinson 2010, Susinos 2007). It has been highlighted
that inclusion is ‘iridescent’ as it is “something that looks quite different depending on the
viewpoint of the observer” (Roulstone 2000, p.428). Rather than thinking of inclusion as a
unidirectional journey by disabled people toward mainstream contexts, these scholars and
researchers call for decentring inclusion so that “instead of being either included or excluded,
we are all, at once, both half in and half out” (Titchkosky 2011, p.21).

Critical scholars suggest that radically rethinking inclusion requires deconstructing
the normative centre from which exclusion processes are derived, where the normative is
naturalized, and the ‘other’ is named and excluded (Cook and Swain 2001, Slee and Graham
2008).

Other research with women living in poverty in the health sector demonstrated
inclusion is not experienced as a simple binary of inclusion or exclusion, nor is it stable or
necessarily desirable (Ponic and Frisby 2010). Instead, women said they experience
‘moments’ of inclusion that co-exist alongside experiences of exclusion. The women’s
account challenged portrayals of marginalized groups as passive recipients of inclusion
processes (Ponic and Frisby 2010). The process of inclusion included various elements such
as relational, psychosocial, organizational and participatory dimensions (Ponic and Frisby
2010). The process of inclusion cannot be oversimplified, as it incorporates active agents
participating (O’Reilly 2005), as the relationship of inclusion and exclusion is complex,

contradictory, and fluid (Labonte 2004, Ponic and Frisby 2010). In line with “people’s
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interpretations and their resulting actions must become the core subject of empirical

research” (Vobruba 2000, p.609).

2.4.2 Inclusion in Sport

Sport has the potential to foster opportunities for belonging and connection, whilst
engaging young people to perhaps lessen social exclusion (Kay and Collins 2014). The terms
‘disability’, ‘sport’ and ‘participation’ are often referred to when discussing inclusive
physical education (Coates and Vickerman 2010, Goodwin 2009). The term inclusion in
physical education is all encompassing covering all levels of access, participation and
achievement (Slee 2006).

Youth with disabilities often experienced sport in three common settings. First,
disability sport which is a segregated setting comprised of a homogenous setting with youth
with disabilities or a setting with children without disabilities (Goodwin and Peers 2012).
Second, integrated mainstream which includes youth with and without disabilities (Goodwin
and Peers 2012). Third, alternative settings which is perhaps reverse integration (Goodwin
and Peers 2012), although mainstream environments may attempt to promote inclusion,
exclusion and marginalization are more common (Spencer-Cavaliere et al. 2017). There has
been criticism towards segregated settings as inclusion values all participants (DePauw and
Doll-Tepper 2000). Segregated settings have reported findings of experiencing a sense of
belonging, learning new skills (Wynnyk and Spencer-Cavaliere 2013), developing an athletic
identity and developing relationships with their peers (Shapiro and Martin 2010). In regard to
youth sport, segregated settings are commonly practiced (Goodwin and Peers 2012).
Segregation is not the same as separation, segregation has the potential to be away from ablist
assumptions and values (Campbell 2008, Hodge and Runswick-Cole 2013). Unlike in school

settings where a professional will choose what a person with disabilities will be entitled to in
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regard to segregated, integrated or inclusive settings sport, segregation is perhaps about the
right of choice (Kiuppis 2018). The goals may include supporting people with disabilities in
making independent choices of where, how and with whom to participate (Misener 2014).

Facilitators and sport providers have been criticized for failing to translate inclusive
policy into practice (Fitzgerald et al. 2003). Coaches have a significant role in shaping sport
environments, to be inclusive or exclusive (Spencer-Cavaliere et al. 2017). Inclusive
practices facilitated by coaches were the result of authentic connections, expectations, views
of disability being competitive and adaptations and diversity (Spencer-Cavaliere et al. 2017).
Similarly, when people with disabilities were asked their preferred characteristics for a coach,
the answers included: trustworthy, patient, prepared to share ideas, good communicator and
listener, knowledgeable and flexible (Black 2011). Sports instructors can be seen as positive
role models for children with disabilities in formal sport activities (Willis et al. 2016).

Sport inclusion and exclusion can be represented on a spectrum, and exclusion can be
seen as a process of othering an individual (Macdonald et al. 2012). Inclusion when observed
may view children simply being put ‘in’ the game, which resulted in not always leading to
inclusion for the individual (Spencer-Cavaliere and Watkinson 2010). The representation that
sport is a level playing field is not accurate of the ways in which sport has the potential to
exclude (Evans and Bairner 2013). For example, children from lower income families
participate in less organised sport than children from higher income homes (Hylton and
Totten 2013, Kay and Collins 2014, Spencer-Cavaliere et al. 2017). Peers is another factor, as
children were found to interact with children with disabilities in social activities, but in
athletic and academic contexts it was less likely (Gasser et al. 2014). Children may base their
inclusive practices on how they perceive children with disabilities which may impact or

interfere with their activity (Diamond and Tu 2009).



101

2.4.3 Delivery of Inclusion

Inclusion as a pedagogical approach was presented in 1994 at the World Conference
on Special Needs Education in Salamanca as a promising new approach (UNESCO 1994).
Following the conference, there was a global movement of ‘Education for All” (UNESCO
2000). The movement believed in education not being segregated (O’Brien 2002), and all
children being a part of the school community regardless of ‘weaknesses’ (Judge 2003). The
attendance of all children in mainstream schools was stated to be an effective way to meet the
inclusive education goal and counteract discriminatory attitudes (Krischler et al. 2019). The
agenda of inclusion has been seen to be a political process (Allan 2008), which is often
pursued through a top-down approach (Coles and Hancock 2002), that is seen as a component
of government planning (Corbett 2001).

This movement called for ‘full” inclusion, arguing all students should be grouped with
their same-aged peers regardless of any differences. Full inclusion was set out as a basic
human right, and as morally superior to the provision of segregated classrooms within
mainstream schools. This stance on full inclusion was considered radical by many, and
continues to be vigorously debated in relation to which types of ‘placements’ are in the best
interests of disabled children (Tardif-Williams et al. 2009). The adoption of the inclusion
discourse attempts to conceal the exclusion of children with disabilities in special education
(Best et al. 2019). Some educators have advocated for ‘meaningful inclusion’ rather than ‘full
inclusion’ as children with disabilities although having access to the space of a mainstream
classrooms, do not necessarily achieve belonging, acceptance, interdependence or a sense of
community (Tardif-Williams et al. 2009). The mainstream schools that children with
disabilities were placed into were not designed for inclusion, and all-encompassing

provisions (Slee 2008).
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Inclusion practices have been criticized, for example, when attempting to implement a
standard one-size-fits all approach (Gordon 2006, Slee 2008, Warnock 2006). These
approaches increase pressure for children with disabilities to fit into the societal perception of
‘normal’ whilst promoting homogeneity (Valeo and Bunch 2004). The burden to ‘fit in’ is
perhaps causing harm, especially if children with disabilities are expected to fit into these
environments on their own (Cook and Swain 2001). Although children with disabilities may
be physically in mainstream social spaces, it does not automatically result in positive
interactions (Holt 2003, Milner and Kelly 2009). Instead, classrooms and schools should be
adapting to “meet the needs of all children” to begin the process of inclusion (Loreman et al.
2005, p.2). Additionally, there is limited choice for children with disabilities when being
obligated to fit into standardized procedures. Encountering inclusion as one of the “paradoxes
of forced choice” and “of freedom to do what is necessary”, so long as pupils “do exactly
what they are expected to do” (Zizek 2009,p.25). Here, inclusion is not located in choice, it is
not a human right, but rather is forced participation (Hodkinson 2011).

Generally, inclusion is a sought after ideal; however, in practice, it is sometimes
found that integration is taking place (Jahnukainen 2015). ‘Inclusion’ could be argued as
symbiotic, as it is presented by the show of children with disabilities being in attendance
(Hodkinson 2011). Over time the ideological commitment to inclusion became an
administration project (Zizek 2009). Definitions of inclusions that are broadly used in
literature continue to lack clarity (Armstrong et al. 2011, Nilhom and Géransson 2017).
Differing definitions are important to explore as different approaches to inclusion will result
in differing attitudes towards it (Kruse and Dedering 2018, Nilhom and Géransson 2017),
resulting in differing teaching behaviours (Fazio and Roskos-Ewoldsen 2005).

An approach to inclusive education has been suggested that emphasizes everyone has

access to quality education (Florian 2019), as a problem with equity is raised:
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(...) equity demands that differentiated approaches are needed to
accommodate individual differences between learners, such
approaches create problems when the inherent bias within bell curve
thinking produces and reinforces school structures that are designed
for ‘most’ students on the ground that something different can be
available to ‘some’.

(Florian 2019, p.695)

Florian (2019) argues the logic of special needs education is a process of repeating
exclusion, as it is targeting individual difference and treating them differently. Florian’s
‘rights-based notion of inclusion’ is reliant on teachers’ practices, decision making and shifts
of thinking to educate for all (Florian 2008,2019). The removal of difference by Florian has
been criticized, as it ignores positive features of diversity and identities (Ravenscroft et al.
2019). Further, the generic ‘education for all’ (Florian 2019), fails to engage with notions of
difference (Ravenscroft et al. 2019). Children with disabilities have been noted to provide
knowledge on the promotion of fairness, equity and restructuring learning environments
(Bizas et al. 2014, Deponio and Davis 2014, Ravenscroft et al. 2019), although Florian
(2019) suggests a rights-based approach. There is tremendous disregard of Article 12 of the
UNCRC and the UNCRPD preamble in which children and people with disabilities have a

right to participate in matters that affect their lives.

2.4 .4 Social Justice

The social justice movement believes that people who are oppressed have the right to
share the benefits of society and receive fair treatment on the premise of equality for
everyone, as a human right (Loewen and Pollard 2010, Longmore 2003, Miller 2001,
Waddington and Diller 2000). Social justice can be extended to all parts of life to ensure
opportunities are being fairly distributed (Cunningham and Lee 2019). Some of the various
issues social justice literature incorporates are racism, heterosexism, ableism, classism, agism

and sexism (Johnson 2006). Once injustice is recognized, there is a obligation to change
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towards ensuring equity (Toporek and Williams 2006). Social justice incorporates the
principles of social equality and meaningful roles in communities for everyone (Goodley and
Runswick-Cole 2014).

Social justice goals include inclusivity, fairness, equity and effective participation
(Pham and Molla 2019). There are different approaches to equality, and whether the focus
should be on opportunity, process or outcome (Riddell 2009). Equality as a term has been
used “to refer to the approach of treating people with fairness” (Arshad 2008, p.225). This
contrasts with the idea of ‘equal treatment’ (Arora 2005, p.6). Arshad continues to state that
offering

“equal access and rights but does not always take into consideration
the additional steps required to obtain, as far a s possible, equivalent
experiences that might allow for equal outcomes”

(Arshad 2008, p.225)

Understanding diversity, different requirements and various needs as equality results
in treating people with fairness (Arshad 2008), there are several challenges to equality for
people with disabilities, as problems may go beyond social oppression and exclusion (Badar
and Kauffman 2014a,b, Kauffman and Anastasiou 2011,2012,2013). Additionally, equality of
outcomes, access and the process of equality are changing (Valli et al. 1997). Sapon-Shevin
(2003) stated that “[b]y embracing inclusion as a model of social justice, we can create a
world fit for all of us” (Sapon-Shevin 2003, .p28). Social justice continues to challenge
practices and policies for fairness (Miller 2001).

A two-dimensional model of social justice has been called the status model (Fraser
1997). Fraser describes social justices playing out through cultural norms and social
institutions. Injustice happens when social actors are excluded or seen as unequal through
misrecognition or social interactions (Fraser 1997, p.107). Second, Fraser argues for

resources to be distributed fairly in a way to ensure individual voice and independence

(Fraser 1997, Fraser and Honneth 2003). The model calls for recognition of social actors, and
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distribution of resources that is equal with all needs met (Fraser 1997, Fraser and Honneth
2003). Research has excluded children with cognitive impairments, as researchers may not
have the skills or training to incorporate their views (Franklin and Sloper 2009). When
applying this to Fraser’s model, children are excluded and misrecognized into a lower status
position, resulting in inequalities and injustice.

Disability rights movements were able to identify access and attitudinal barriers
which are now described as a socio-political issue (Waddington and Diller 2000). The
understandings of social barriers were outlines in the social model of disability (Oliver 1990).
The social model of disability is comparable to the social justice understanding, as the aim is
to remove barriers. However, through the social model, if the barriers were removed, people
with impairments would no longer be disabled (Riddell 2009). Additionally,

“because of their unique social and personal needs and special
interests, many exceptional people become part of a cultural group
composed of individuals with similar exceptionalities. For some, this
cultural identity is by ascription; they have been labeled and forced
into enclaves by virtue of the residential institutions where they live.
Others may live in the same communities or even neighborhood by
their own choosing”

(Gollnick and Chinn 2013, p.174)

Difference in ability, race, language, gender, religion, ethnicity creates diversity
(Anatasiou and Keller 2014). Critical disability studies’ main concern is social justice for
people with disabilities and being inclusive from their perspective (Van Aswegen and

Shevlin 2019), which is frequently linked to political and moral transformation, justice and

power issues (Goodley 2014).

2.4.5 Social Inclusion

The term ‘social inclusion’ is mainly a subjective construct which is multifaceted
(Croucher and Le Boutilier 2010). Social inclusion has been explained as the opposite of

‘social exclusion’, specifically marginalization or stigmatization associated with groups
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which are based on, but not limited to, gender, race, disability, origin or socioeconomic status
(Koller et al. 2018). Social inclusion for children with disabilities often means dealing with
hurdles of economic, political and social barriers to achieve meaningful participation in
society (Hill et al. 2004). A definition offered for social inclusion from the UN states:

“social inclusion is defined as the process of improving the terms of

participation in society, particularly for people who are

disadvantaged, through enhancing opportunities, access to resources,

voice and respect for rights.”

(UN 2016, Leaving No One Behind Report, p.17)

A similar definition from the Commission of the European Communities states:

“social inclusion is a process which ensures that those at risk of

poverty and social exclusion gain the opportunities and resources

necessary to participate fully in economic, social, political and

cultural life and to enjoy a standard of living that is considered

normal in the society in which they live. It ensures that they have

greater participation in decision making which affects their lives and

access to their fundamental rights”

(European Commission 2003, p.9)

The second definition added that social inclusion should lead to an overall well-being
of an individual which is a basis for being a contributing and valued member of a society
(Masse et al. 2012, Murray and Greenberg 2006). Disability barriers through social inclusion
see the disabling being caused by the environment rather than the individual’s body (Purdue
2009), which is how the social model of disability views barriers. Understanding the process
of social inclusion acknowledges that attitudes and experiences change due to the setting that
they are experienced in (Fisher and Purcal 2017, Murfitt et al. 2018). Social inclusion is
acceptance of marginalized groups in various contexts, but it also explores how those
individuals experience and control their own involvement (Cobigo and Martin 2011,
Cummins and Lau 2003).

A study conducted that explored how adults with disabilities view social inclusion

described that there was not a specific definition, however social inclusion was referred to as

freedom to choose and being able to participate on their own terms (Hammel et al. 2008). A
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similar study found adults with disabilities saw social inclusion as being included beyond a
disability label, participating in activities, being employed, appropriate housing, reciprocal
relationships and receiving support (Cobigo and Martin 2011). Although these are views
from adults with disabilities, according to my search, I did not find any studies discussing
how specifically children with disabilities would define social inclusion, but if there are any,
they are few. Whereas there is research about children with disabilities experiencing social
exclusion which often cite reasons as lack of adaptation and lack of awareness (examples;
Hamilton 2005, Houghton and Taylor 2008, Humphrey and Symes 2010, Krull et al. 2014,
McPherson and Lindsay 2012, Pijl and Frostad 2010, Rotheram-Fuller et al. 2010).
Specifically, children with disabilities in Canada in integrated activity settings did not feel
included despite the promotion of social inclusion (Spencer-Cavaliere and Watkinson 2010).
Further research into the perspectives on inclusion in activity settings of children with
disabilities is important for the understanding of inclusion (Block 2007). Social inclusion has
been stated to be a critical component of physical activity for children with disabilities (Taub
and Greer 2000).

Impairment specific variables play a role in social inclusion and how children with
disabilities experience social inclusion (Kobal Grum and Senicar 2012). Children with
disabilities who have multiple impairments, and behavioural/emotional impairments
generally experienced more difficulties than children with impairments that were physical,
hearing, visual or speech (McCoy and Banks 2012). Other factors relating to social exclusion
that are child specific include shyness (Frederickson and Jones 2010), predicted aggression
(Kemp and Carter 2005, Odom et al. 2006), and social withdrawal (Odom et al. 2006). North
American studies show that social exclusion is experienced by children with disabilities more
than their peers (Hanvey 2001, Snowdon 2012). Peer relationships and participation in

activities in the community are valued by children with disabilities, although it is reported
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they have experienced low levels of social integration (Frazee 2003). Social integration and
close proximity of children with and without disabilities does not guarantee social inclusion

(Alant et al. 2017).

2.4.6 Inclusion - Section Summary

This section has discussed the concept of inclusion through the examination of
definitions, in the context of sport, delivery of inclusion, social justice and social inclusion.
People with disabilities are generally excluded from conversations about inclusion, despite an
emphasis on the need for people with disabilities’ views and experiences of inclusion and
exclusion. Inclusion is complex and is different depending on the viewpoint and experiences
of the observer. In the context of sport, various participation opportunities were discussed
including a spectrum of choice. The delivery of inclusion has been shown to need to move
past a ‘one size fits all” approach. Social justice in relation to inclusion was discussed as
striving for equality for everyone, by redistributing the resources, as inclusion is a human
right. Finally, social inclusion was discussed as it relates to economic, social, cultural and
political rights.

Key considerations to be explored are: (1) how children with disabilities view
inclusion; (2) how children with disabilities act within various segregated, integrated and
inclusive contexts; and (3) broader social and environmental factors. The key considerations

will shape the research questions for the thesis.

2.5 Chapter Two Conclusion

The chapter has provided an overview of disability models, the context of the thesis
and inclusion. The chapter started with an overview of disability models including the

medical, social, Nordic, and human rights models. Factors that were highlighted for the thesis
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were further exploration of factors contributing to the understanding of disability through
lived experiences, power relationships and the tensions of disability perspectives in practice.

The second section of the chapter discussed the context where the thesis takes place.
Canadian policy, terminology and barriers to participation were considered. The non-verbal
communication of children was understood as a non-linear construction and the context of
sport was considered. Key considerations were understanding the negotiation of contexts,
relationships of children, adults and environments and the construction of children’s voice in
various contexts.

The chapter closed with a section focused on inclusion, starting with various
definitions of inclusion. Inclusion is complex and the views and experiences of people with
disabilities are needed to co-construct further knowledge. Key considerations for the thesis
will explore relational factors, participatory actions or inactions, and the lived experience of
children with disabilities in physical activities.

The chapter identified key considerations taken from the literature that have shaped
the research questions for this thesis. The interplay of power, environment, participation,
policy, practice and relationships will be explored through lived experiences to (re)produce
meaning.

As a result of this review, research questions were developed alongside the review
from Chapter One. The following Chapter will illustrate the research methods utilized, ethical
considerations, and how the data was analyzed. Furthermore, the introduction of the
participants the research was conducted alongside of will occur. The Chapter will conclude

with a clear understanding of how the data was gathered.
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2.6 Literature Review Conclusion: Linking
Participation, Disability, and Inclusion
Models

The section aims to link models of participation, disability and inclusion to create a
clear understanding of the links between theories and their importance of these theories in
navigating the thesis. The various models are vital to understanding the full lived experience
of children with disabilities in extracurricular physical activities.

Hart’s model of participation (1992) is useful in understanding what would be labeled
participation and non-participation. The participation understanding is furthered by Lundy’s
elements of participation (2007) in exploring the various factors at play which could create
opportunities or constraints for participation such as audience, influence, voice and space. As
the participation models help label and guide participation forward in the research, agency
and strategic flexibility are important to acknowledge within these. The thesis will analyze
participation in various environments and seek to explore experiences of the agency
continuum and where agency experiences are thickened or thinned by their environment
(Klocker, 2007). Children with disabilities co-participate in their experiences whilst
navigating boundaries and hierarchies through strategic flexibility (Bacon & Frankel, 2014);
this will be important in the analysis of the process of inclusion and participation. Whilst
utilizing strategic actions, children with disabilities in their everyday lives can navigate
power structures and complex multi-layered relationships (Frankel, 2017). Exploring the
lived experiences of agency and strategic flexibility make for a rich understanding of
participation.

For this research, the importance of participation models is clear, especially in
relation to disability models. The medical model of disability is important for this thesis,

although has been critiqued when viewing people with disabilities through this model as
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abnormal or inferior (Campbell, 2008). For this thesis it is important in extracurricular
physical activities and in the research process to acknowledge that certain supports and
adaptations for some impairments are required. The medical model in extracurricular
physical activities has been shown to be important, as coaches need an understanding of what
supports and what adaptations are required. Additionally, parents and children felt more
comfortable if the coaches and organizations took the time to really understand their
impairments, abilities and limitations. Although the medical model does not show the whole
experience, it is an important piece to be acknowledged. Building onto the medical model
understandings of impairment, the Nordic model incorporates the lived experience of people
with disabilities and explores the exchanges and interactions between the environment and
people with disabilities (Owens, 2015). The models together assist in understanding
participation barriers such as social, physical strength, and assumptions others may have
about disability (Breslin et al., 2017); social barriers are also understood in the social model
of disability (Oliver, 1996). The understanding of other potential barriers to inclusion and

participation regarding disability experience is important and is acknowledged.

An understanding of inclusion as the “removal of all forms of exclusionary practice”
(Len Barton, as quoted in Armstrong, 2003, p.3) is also represented in the social model of
disability with the goal to remove all barriers (Oliver, 1996). Removing barriers is important
for the understanding of inclusion; however, it is important to understand what inclusion
experiences may look like in practice. DeBeco’s (2016) Inclusion Diagram is a visual
representation of inclusion, exclusion, segregation, and integration which can be found on
page 97 of the thesis; this will be helpful in labelling the various practices occurring. The
diagram clearly shows from an outside perspective what inclusion might be in relation to

people with disabilities. However, there is an important perspective being left out when
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discussing inclusion, people with disabilities. This missing perspective is highlighted by
participation understandings that children should be included in all matters that affect their
lives (Tisdall and Punch, 2012). The understanding will also seek to include the participation,
agency, choices, and strategic flexibility utilized by children with disabilities themselves to
navigate the inclusion opportunities and constraints.

The critical model of disability is important, as it will reframe the understanding of
knowledge alongside children with disabilities as it places the importance on the individual’s
experience (Runswick-Cole and Goodley, 2016). Placing the importance of understanding
from the participant viewpoint will reshape how participation and inclusion are understood.
Understanding the complexity of these interactions will be through an understanding of lived
experience where children are viewed as shaping practices, social worlds, and their rights
through their actions (Hanson and Nieuwenhuys, 2012). This understanding is important as
the process of participation and inclusion are navigated by children with disabilities and to
fully understand the individual social, cultural and personal identities (Baraldi and Cockburn,
2018). There is a vast amount of theoretical literature discussed in the first two chapters,
because the literature is important to understand the complexity of the lived experiences in

extracurricular physical activities.
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Chapter Three: Methodology and
Research Design

3.1 Introduction

The current chapter will discuss the ethnographic methodology that has been utilized
for this research study. To start, the chapter will discuss the research questions that will be
explored, following the key themes from Chapter One and Chapter Two. The chapter will
then begin with a general discussion surrounding children, and children with disabilities in
research.

There will then be a review of what is ethnography and why is it being used to answer
the specific research questions. In this chapter, there will be an in-depth look at how the
multi-site ethnography was conducted. The multi-site ethnography tool was utilized to
explore the lived experience of extracurricular activities which provided a thick description
of participation and inclusion. A thick description was achieved in the field as I actively
participated in the lives (Hammersley and Atkinson 2007) of children with disabilities in
extracurricular physical activities.

The chapter then shifts to understand the study process that will be described in detail
including discussions of recruitment, consent, rapport, and the data collection process. There
is a discussion on how knowledge was produced through the ethnographic approach. The
section will look at observations, fieldnotes, interviews, data validity and analysis. The
section will describe exactly where and how the data was produced for this thesis, including
an understanding of the different contexts and spaces that knowledge was created in. Through
this description the section provides reflexive accounts of how knowledge was produced.

The fourth section of the chapter is an introduction to the findings that looks at

participant group descriptions and research settings in general. Participants’ views on how
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they would prefer to be described is discussed. The section is followed by children’s
biographies, which discusses demographics and routines children have in the research
settings. Children’s biographies are important as they shape children’s lived experiences in
the data analysis which provides for an in-depth look into their lived realities. The chapter
then comments on what took place after data collection including feedback, dissemination
and reflection on the methods utilized. Finally, the chapter will conclude with an

understanding of how knowledge was produced for the purposes of this thesis.

3.2 Research Questions

The key themes that were identified through the literature review were used to develop a
broad aim for this research study which is to explore how children with disabilities navigate
their participation in extracurricular physical activities with an emphasis on their lived
experiences. The goal is to contribute to knowledge by providing a detailed understanding
and description of lived experiences of children with disabilities in extracurricular physical
activities.

To guide the exploration of the broad research aim, the following research questions were
developed:

Question 1: How do adults and children create opportunities and
constraints for children’s recognized participation?

Question 2: How do children with disabilities navigate (or live
through) the process of inclusion in extracurricular physical
activities?

The section will discuss the methodological approaches that were taken to answer the

research questions.
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3.3 Research Foundation

The following section will provide a general understanding of research with children
and children with disabilities. The section will then move into specifics about ethnography as

an approach to answering the research questions.

3.3.1 Research with Children

The view of children, as described in Chapter One, is of active participants in the
construction of their lives (James and Prout 1990, p.8) and children should be seen as co-
producers and creators of knowledge in an expert position (Tisdall 2017). As the first two
chapters concluded with this view of children, another ontology should be considered, as the
relationship between ‘researcher’ and ‘participant’ is desired to be more equal.

Throughout childhood studies’ literature there is a concern that researchers need to
ensure the children’s own perspectives are heard striving for “a more direct voice and
participation in the production of sociological data” (James and Prout 1997, p.8). Including
children’s voices within research challenged the way research was traditionally conducted for
children. Children’s knowledges was often excluded, as the children were considered
unreliable while the views of adults were considered reliable and included (Hogan 2005,
Punch 2002). This view of children left adults speaking on behalf of children (Christensen
and James 2008a), resulting in children as objects to study whilst their voices were excluded
from research (James and Prout 1997).

However, there has been a growing amount of literature discussing research with
children rather than research on children. As a result, there have been researchers that have
directly engaged with the ‘voice’ of the child (examples, James 2007, Moran-Ellis 2010,
Tisdall 2012, Tisdall and Punch 2012). Although there has been an increased inclusion of

children’s voices in research, there is still debate on how best to involve children’s
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perspectives. With the rise of participatory methodologies, it is important to note that
participatory methodologies may provide a route to “better knowledge, be more ethical and
more inclusive” (Tisdall 2015b, p.11). Additionally, the view that because they are children,
they need different methodologies perhaps should not be the automatic assumption (Thomson
2007). Punch (2002) argues that assuming creative methodologies are better comes with
built-in assumptions, such as children will enjoy participation, children lack attention span to
participate in other methodologies, and children are competent. Punch (2002) argues further:

“It is misleading to talk about ‘child’ and ‘adult’ research methods,

since the suitability of particular methods depends as much on the

research context as on the research subject’s stage in the life course.

The choice of methods not only depends on age, competence,

experience, preference and social status of the research subject but

also on the cultural environment and the physical setting, as well as

the research questions and the competencies of the researcher.”

(Punch 2002, p.338)

Similar arguments have been made against “prioritizing of methodologies” (Qvortrup
(Qvortrup 2008, p.67), while acknowledging that there is nothing exceptionally peculiar
regarding children that would require them to use a specific creative methodology (James,
2008, p.2). Qvortrup (2008) further argues that perhaps a variety of methods would help to
produce rich in-depth data. Although children’s voices are being included in research, it is
less common to find the same regarding children with disabilities. I will discuss data
collection methods for children with disabilities within this study, as part of the consideration

of the ethnographic approach. The next section will discuss children with disabilities in

research.

3.3.2 Research with Children with Disabilities

With recognition of children’s rights being on the rise, there has been a shift toward
recognizing that children should be actively participating in research (Veale 2005). However,

it has been argued that this has been a slower process when it comes to children with
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disabilities (Franklin and Sloper 2009, Sinclair and Franklin 2000). It has been argued that
just as children should be participating in research, so should children with disabilities
(Moran-Ellis 2010).

It has been argued that children with disabilities are still largely absent from academic
literature and research (Boggis 2018c, Davis and Watson 2002). Stalker’s (2012) research
continued highlighting the lack of children with disabilities and suggested that they may look
‘invisible’ in research or just be overlooked all together. This view can be summed up by
“research is an imperialist, disablist and heteronormative peculiarity of modernist knowledge
production” (Goodley and Runswick-Cole 2014, p.215). The voices of children with
disabilities are still being marginalised within the context of research (Franklin and Sloper
2009). These voices are being pushed to the sideline, with voices of professionals and
parents at the forefront (Connors and Stalker 2003). Additionally, these lived experiences
studies of children with disabilities are often in relation to evaluations and provisions of
programing (Abbott 2013). Therefore, stories about children with disabilities and their
experiences are not being told by the children; they are being told by service providers
(French and Swain 2001).

Increasingly, research is including the experiences and views of children with
disabilities (examples, Curran and Runswick-Cole 2013, Goodley 2011a, Goodley and
Runswick-Cole 2011a,2014, Wickenden 2011). Brunnberg (2005) used interviews
highlighting friendship constructions, Boggis (2011) showcased voices of those children who
used AACS (Augmentative and Alternative Communication Systems), and Davis and
scholars (2008) utilized ethnography to examine social structures and relationships.
Researchers have been encouraged to get creative with their methodologies to capture
experiences and voices of children with disabilities (Richards and Clark 2018). This PhD

thesis looks to ensure that the methods utilized best capture the experiences of children with
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disabilities whilst keeping in mind the lessons learned by the previous scholars. The thesis is
closing the gap of longitudinal research study by looking into the lived experiences of
children with disabilities in extracurricular physical activities. The following section will
continue the discussion on research with children with disabilities, however with the focus on

non-verbal children.

3.3.3 Research with non-verbal populations

Youth who live with both communication and physical impairments are among the
most excluded in disability research (Morris 2001b,2003, Whitehouse et al. 2009). With
some exceptions (examples, Batorowicz et al. 2014, Bennett 2011, Mitchell 2010, Rabiee et
al. 2005, Raghavendra et al. 2012, Simmons and Watson 2014, Wickenden 2011), there has
been minimal research done with this group. Youth with disabilities that utilized ACCS were
generally excluded from research due to assumptions that researchers would experience
difficulties in engaging with them (Morris 2003). Thus, there is a clear need to include this
population in research to fill the existing void. For children with communication impairment,
there were questions raised about how ‘voices’ are represented, especially in research
(Komulainen 2007). Komulainen states “ideals of normal and good communication that
prefer rational, abstract thinking and actions discriminate between different groups of people
even though the aims were to meet the needs and individual rights of children” (Komulainen
2007, p.23). Komulainen continues to argue against the privileging of communication that is
verbal, linguistic or textual. Her argument continues that voice is not an individual property,
it is a social construction resulting from social interaction. In this context, she places non-
verbal utterances and physical movements as perhaps even more important in an exchange
than words when previously these non-verbal communications would have been be
disqualified. Children and youth who use ACCS and non-verbal communication methods

were shown to have networks of communication partners, in most instances support workers
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and/or family. Alongside communication partners children and youth were developing unique
communication methods (Wickenden 2011). To tap into these non-verbal communication

patterns, ethnography has been seen to uncover meaning (Cunningham-Burley et al. 2008).

3.3.4 What is Ethnography?

Before discussing why ethnography was the best choice of amongst methodological
approaches for my research, it is important to know what an ethnography might look like.
Hammersley (2018) summarizes various definition of ethnography and suggests some key
features below:

e “Relatively long-term data collection process,

e Taking place in naturally occurring settings,

e Relying on participant observation or personal engagement more
generally,

e Employing a range of types of data

e Aimed at documenting what actually goes on

e Emphasis the significance of the meanings people give to objects,
including themselves in the course of their activities, in other worlds
culture and

e Holistic in focus.”
(Hammersley 2018, p.4)

Ethnography can be applied in a plethora of research settings; it is reflexive and
flexible regardless of discipline, topic or participant (Vine et al. 2018). The ethnographic
approach is non-linear and is often “flying by the seat of your pants” (Van Maanen 1988,
p-120). As ethnography is a ‘style’ which is a process of understanding social meanings and
activities in various contexts (Brewer 2000, p.11). “Ethnography is neither subjective nor
objective. It is interpretive, mediating two worlds through a third” (Agar 1986, p.19).
Additionally, through the process of the ethnographic research, researchers are a part of the
community as suggested by: “as researchers we cannot detach ourselves from the worlds we
study” (Konstantoni and Kustatscher 2016, p.224).

Knowledge creation through ethnography can be seen as:
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“Ethnography usually involves the researcher participating, overtly or
covertly in people’s daily lives for an extended period of time, watching
what happens, listening to what is said, and/or asking questions through
informal or formal interviews, collecting documents and artefacts- in fact,
gathering whatever data are available to throw light on issues that are
emerging focus of enquiry.”

(Hammersley and Atkinson 2007, p.3)

Ethnography, in relation to this thesis, is an overt process that engages with data
collecting as suggested by Hammersley and Atkinson (2007). Social worlds in which children
negotiate were studied by participating and observing everyday life (Emerson et al. 2011).
The ethnographic approach allows the research to ‘get right inside’ the lived realities of
children’s lives (Mason 2002, p.55). This is achieved through extensive time within the field
(Agar 2008, Creswell 2007, Hammersley and Atkinson 2007, Vine et al. 2018). The ‘thick
description’ created through the time spend in the field is important for this study, as it

provides a deep understanding of multiple meanings, and inter-related lived experiences

(Geertz 1973).

3.3.4 Why Ethnography?

The reasons why ethnography is an ideal methodology will now be discussed. The
four main reasons for choosing ethnography are its ability to tap into the non-verbal
communications, reflexive power relationships, the positioning of children in research
practices and the knowledge creation process. Ethnography allows for data collection
practices for all children with disabilities to answer research questions more fully.

First, ethnography’s ability to tap into non-verbal communications is well suited for
this research. Ethnography has been used for children with disabilities to help gain access to
communication techniques and children’s meanings of their diverse identities (Cunningham-
Burley et al. 2008). This access is notably more favorable for children who are non-verbal,
communicate in a way unknown to adults, or wish to communicate in non-verbal ways

(Boggis 2018c). As children with disabilities have the same right to expression, their ‘voices’
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should be heard (UN General Assembly, 2007, Article 7). Observations are ideal for children
who are non-verbal, as verbal and non-verbal actions can construct children’s cultures
(Corsaro 2005), by being able to observe different expressions, unspoken interests and non-
verbal skills (Almeida et al. 2017).

Second, ethnography allows the researcher to be reflexive about the power
relationships. Observation is able to dissect imbalances of power between participants and the
researcher (McNamee 2016), which is important as child participants are more vulnerable to
an unequal power relationship with adult researchers (Alderson and Goodey 1996). To
challenge these power relationships, the researcher can minimize their authority and listen to
children, so children feel comfortable in expressing their views (Hill 2006). One way of adult
researchers being reflexive about their power position in research can be seen through the
different roles they take in ethnography. ‘Observer as a participant’ is an example of an
ethnography role the researcher can take, although potentially distracting, this allows the
researcher to be integrated in the activity alongside the participant (Bogdewic 1999).
Another role the researcher can take is one of ‘not knowing” which allows child participants
to “explain what they do and why they do it” (Mukherji and Albon 2010, p.76). Ethnography
allows time for the researcher to be reflexive about what is and what is not working as their
role changes throughout data collection to best adapt to the environment. Often the researcher
can navigate ‘stormy waters’ by being flexible and adaptable to difficulties in maintaining
rapport with participants and gatekeepers (Scheer 2017). A ‘friend role’ involves not telling
on children if they misbehave; under the friend role, having children call the researcher by
their first name and using body language to be on the same level as children, may help
participants open up their experiences (Konstantoni 2010, p.92), while trying to maintain
clear boundaries of the relationship and keep rapport with gatekeepers and teachers (Scheer

2017).
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Following the ethnographic strength of being able to be reflexive on power
relationship between researcher and participant, the positioning of children in ethnographies
has another draw for this PhD thesis. Within ethnography children are positioned as:

“natives of these cultures ‘experts in their own lives’ while adult
researchers are outsiders, novices who need everything to be
explained to them.”

(Corsaro and Molinari 2000, p.7)

The position of children as experts through ethnography allows for them to be
“recognized as people” and as “research participants” rather than research subjects (James
2002, p.246). Children are in a position where their voice matters in adherence with the
UNCRC and UNCRPD. Finally, it is important that participants’ views are relied upon as
much as possible (Creswell and Poth 2018).

Ethnography requires the researcher to be reflexive which:

“changes the everyday relationships of research because it provides
countless possibilities for the ethnographer to provide his/her
respondents with the opportunity to question his/her analysis”
(Davis 2000, p.11)

Throughout the research process, the researcher can be positioned as a learner whilst
children are the experts. As a learner the researcher can shape their interpretations,
assumptions and questions with the participants. The knowledge that is created from
ethnography provides rich and descriptive accounts of how children understand and interpret
a variety of topics and how these understandings are developed (Corsaro 2011, Hagerman
2017).

The topic of the research study navigates experiences of children with disabilities in
extracurricular physical activities. As the research is positioning children with disabilities as
experts, they will be deciding the environment(s) of extracurricular activities that are

important to their experiences for the thesis. Multi-site ethnography will be discussed next to

provide a clearer picture on how knowledge will be created.
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3.3.5 Multi-site Ethnography

In 1995 George Marcus advocated for the Multi-Site Ethnography in his article
“Ethnography in/of the World System: The Emergence of Multi-Sited Ethnography” (Marcus
1995). The article discusses his observations of ethnographies that were breaking away from
individual sites and moving towards an understanding over time and space. Multi-site
ethnography has a focus on following people, associations, relationships and connections
across spaces (Falzon 2015,2016). A multi-site ethnography can be utilized when the social
phenomena that is the object of the study cannot be fully captured by a single site (Falzon
2015,2016, Marcus 1995). Multi-site ethnography was a response to suggestions that a single
site was insufficient or a partial perspective (Cook et al. 2009).

Multi-sited ethnographies are interested in “investigating the movement of people and
objects within the relevant social or transnational space” (Wolff 2015, p.63), and “multiple
fields of relations people work through and within their daily lives” (Gatt 2012, p.111), rather
than the traditional approach to ethnography of “being there” with in multi-site ethnography,
the researcher is “here and there” (Hannerz 2010), whilst mapping connections, relations and
associations (Marcus 1995). Ethnographers utilizing a multi-site ethnographic approach can
move between two or more spaces (Falzon 2015). Massey (2005) describes space as:

“space as the product of interrelations; as constituted through
interactions, from the immensity of the global to the intimately
tiny... we recognise space as always under construction”.
(Massey 2005, p.9)

The research is ‘multifaceted’, as it is not contained to one site, rather it begins to
understand complex social situations and networks (Horst 2015). Multi-site ethnography in
research can look like ‘shadowing’ research participants across the various spaces they

participate in (Czarniawska 2007). This is perhaps useful, as comparisons can be made

amongst different organizations (Bechky 2003, Smets et al. 2014, Smets et al. 2012). The
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lived experiences of participants in extracurricular physical activities are not limited to one
site, as there are various opportunities for participation, and participation across sites which
may be missed if the research was only limited to one site.

Multi-site ethnography has an endless number of possibilities and various paths for
researchers to follow; the researcher needs an understanding of how to structure what they
are following (Van Duijln 2020). “In multi-sited ethnography, *following’ (e.g. persons,
objects and events) is used as a device to structure fieldwork™” (Van Duijln 2020, p.281).
Marcus (1995) suggests in his article that there are six modes of following: “follow the
metaphor ... follow the plot, story or allegory, ... follow the life or biography ... follow the
conflict, .... follow the people .... follow the thing...” (Marcus 1995, p.90-94). The modes of
following attempt to guide and structure of the fieldworker’s research. First, following the
metaphor is understanding circulation and construction of the metaphor. Second, following
the plot suggests understanding the way in which it influences social memory. Third,
following of a biography perhaps takes a researcher across various social contexts. Fourth,
the understanding of conflict attempts to explore both sides. Fifth, following people is
specific to one person or following of people commonly seen in migration studies
(Czarniawska 2007). Finally, following a thing is perhaps following the implementations of a
report through organizations and departments (Harper 1998). Following of participants will
be implemented within this thesis, as they participate in their chosen extracurricular physical
activities. However, through following participants other ‘followings’ will be guided by the
participants’ emphasis on what is important to them.

A criticism of multi-site ethnography is the suggestion that there is perhaps a lack of
‘depth’ in the data (Wittel 2000). Lack of depth is discussed, due to the perceived lack of
time in the field, as the researcher spreads their time between sites which may result in not

being fully immersed in relationships in the field (Hage 2005). This is a concern, because the
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understanding of ethnography relies heavily on the time in the field to be fully immersed in
everyday life at the site, which perhaps is being limited with the additions of sites (Kenway
2015). Due to time spent between sites, it has been argued that there is less time to build
rapport with informants and gatekeepers, and difficulties in implementation when the
researchers needs multiple cultural and linguistic competencies. The criticism is that there is
perhaps a compromise in the ability to conduct in-depth and rich fieldwork; however, it is
argued that the understandings of people in the same community across various networks and
contexts provides richness (Horst 2015). It provides a ‘thick’ description of interplays of
relationships, networks, things, activities, people and meanings rather than individual nodes
(Horst 2015). Additionally, specific to the thesis, the extent of the observation time in the
field reached a saturation point of data. The time spent in the field was limited to participants’
preference, and in most cases I was present in the field the whole time that the activity was
taking place. As I was in the field for the full time the activities were occurring, it was not
possible to be in the field more.

Multi-site ethnography has challenges such as gaining access to multiple fields and
the need to negotiate continuously access in various sites (Van Duijln 2020). In relation to
this study, access to various sites was not an obstacle. Recruiting participants first and then
mutually requesting access to their chosen participation sites may have made the process less
challenging. Additional difficulties can be in relation to constructing quality data that is too
time consuming or expansive (Horst 2015). The data construction occurred over one-year and
although challenges occurred, the expansive data collected is very important for
understanding lived experiences.

To summarize, although there have been criticisms and challenges highlighted with
utilizing a multi-site ethnographic approach to data collection, it is the only methodological

approach that realistically could be utilized for this thesis. Due to the nature of extracurricular
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physical activities, and participation of children amongst these to gain a full and
comprehensive understanding of their lived experience, the multi-site ethnography is
essential. Furthermore, multi-site ethnography allows for flexibility to achieve greater
understanding and explore the bigger picture of participation in activities that are not reliant

on a single site and one community.

3.3.6 Ethnographic Limitations

In the previous subsection, ethnography’s strengths were discussed whereas the
current subsection discusses a few downfalls. These downfalls are first, the positivist view of
qualitative research as indicating that there is bias in making the research subjective, and
second as people with disabilities are not in the planning stages, they may be positioned in a
passive way.

First, knowledge created by ethnography through a positivist lens will be seen as
‘biased’, as it is not objective, although many ethnographers in the past have claimed falsely
that they have been neutral (Crapanzano 1986). An argument is that objectivity is not
possible, and through ethnography “something far greater is gained: understanding” (Khan
2011, p.202). Findings from ethnography are made through a process where researcher and
participant are both part of the knowledge creation (Way 1998). The interaction with
participants is the strength of ethnography, by understanding them, not just ‘objectively’
standing ‘outside’ to observe them like viewing a snow globe (Khan 2011, p.201). Although
from the positivist point of view, this would make data invalid as not objective, social
constructivists value the reliance on participant views (Creswell and Poth 2018).

Second, because research is not objective, it may be seen as not ‘scientific enough’, as
it is too subjective (Gilmore and Keeny 2014). There may be researcher biases, and a
disturbance of the setting (Carless and Douglas 2012). However, ethnography utilizes the tool

of reflexivity to negotiate relationships between the researcher and participant, and to
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question the analysis on comparisons and contrasting values placed on data (Boncori 2018).
An argument is that participants may stage their interactions. Ethnographic researchers need
to be prepared to argue that although their participants may have ‘staged or influenced’ the
observer, these observations still “reveal profound truths about social and or cultural
phenomena” (Monahan and Fisher 2010, p.358). The rich amount of data collected, and its
interpretation can be brought back to participants to ensure that these themes are relevant and
properly represented (Cunningham-Burley et al. 2008, Davis 2000).

Third, research agendas should be decided in consultation with people with
disabilities, instead of these people being passive subjects (Wickenden and Kembhavi-Tam
2014). Similarly, people with disabilities should ideally be involved in the planning and be
able to alter projects (Barnes 1992, Oliver 1992, Stone and Priestley 1996). People with
disabilities should be represented through their own perspectives (Oliver 1992). Because of
institutional review boards (IRB) and university requirements, minimal input from
participants is routine in the early research stages (Emmerich 2013, van den Hoonaard 2001).
Throughout an ethnography it can and has been argued, that children can change the course
of the project (Davis 2000). The constant reflexivity and re-understanding of the experience
and observation (Oakley 1994), can alter the agenda as the participant needs.

It may take time for researchers to understand the method of communication preferred
by children with disabilities (Davis et al. 2017), however, ethnography can invest time to
navigate their chosen communication methods, navigate their complex identities, their
changing and ongoing relationships, whilst viewing children’s capabilities to take action to
challenge stereotypes and access issues (Davis and Watson 2002, Davis et al. 2017).
However, before the ethnography starts there is discussion alongside participants needed to

establish communication preferences.
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3.3.7 Section Summary

The current section aimed to provide an understanding generally of research with
children, children with disabilities, and non-verbal children. The section then provided a
description of ethnography and why it is the methodology that was utilized for this thesis.