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Abstract

Play is children’s primary occupation, and all children have the right to play. Despite this,
children with physical disabilities are often described as playing less than their typically
developing peers. Play is a complex concept to define and remains insufficiently

researched for children with high levels of physical disability due to Cerebral Palsy.

This thesis used Interpretative Phenomenological Analysis to explore the experience of
play for six children age 6-11 with high levels of physical disability due to Cerebral Palsy.
Each child participated in three in-depth interviews about their play experience. Most of
these interviews initially involved the child choosing to show the researcher a play activity
which was videoed for 5-10 minutes. The videos, together with drawings created with
the researcher, were used within the interviews to gain greater depth of discussion.

Interviews were then transcribed and analysed in line with the methodology.

The findings suggested that making choices and controlling play was important for the
participants; this occurred through a facilitated sense of independence, and a sense of
self as strong and successful. Sometimes the children chose to make compromises
when playing, at other times they were forced to compromise in an activity, which
prevented play being experienced. Children participated in play differently to their
typically developing peers through seeing their disability as part of themselves;
participating through watching play; experiencing extreme emotions; and seeing
themselves without a physical disability in their imaginary play. Finally, children

connected with others in play through the use of their communication skills and humour.

Discussion of the findings suggested a new concept of ‘vista play’ in which children
embodied their helper and perceived independence in play, despite physical support.
Recommendations follow to further explore ‘vista play’ as a concept, and the extended
view of embodiment which includes people as well as objects. Further research is also
recommended to explore children’s sense of ‘being’ and identity negotiation which
occurred in play between themselves with a disability and an imagined self without a
disability. Participating in ‘doing’ play was part of children ‘becoming’ themselves and
negotiating this identity. Children sensed ‘belonging’ as part of a social group in play
through using communication skills and humour; these skills appeared to be drawn upon

more than the participant’s typically developing peers.

It is recommended that parents and professionals recognise the experience of play for

children with high levels of physical disability as captured in this research.
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Definitions of key terms

Agency is the sense an individual has of being the author of their own actions and
having the capacity to act.

Being is the true essence of oneself that makes one distinctive from others.

Becoming is closely linked to the development of identity and a sense of self; itis a
process which occurs through doing and being which enables individuals to grasp
more of their potential.

Belonging is about the connectedness of others which provides context to the
experience of occupation.

Choice within play is demonstrated by a child’s motivation to choose an activity.

Control within play suggests that the process and objective of the play is controlled
by the player.

Dasein means ‘being there’ or ‘being in the world’. Human being’s nature is always
located ‘there’ within a meaningful context.

Doing is described as the way that individuals engage in purposeful action
throughout their everyday life.

Embodiment is the experience of the world through the body we perceive it in.
Encounters with an experience can be affective, moral, embodied and interpersonal.
Individuals seen as embodied agents in the world influenced by objects, relationships
and language.

Freedom in play is also described as internal reality, it is the concept that the players
reality is suspended, and play is directed by their own rules and wishes.

Intentionality is an experience of conscious expression which is always of
something. Intentionality refers to the relationship between conscious process and
object of thought.

Lifeworld is the social world in which an individual’s life is based from which they
base their context and meaning.

Person-in-context suggests that knowledge is generated and meaning understood
through interaction between a person and object within their social context.

Phenomenology is the lived experience of a particular phenomenon.

Play is an activity which is characterised by its freedom, choice and control within a
frame of play cues.

Resilience is an individual's ability to successfully adapt to life tasks in the face of
social disadvantage or highly adverse conditions.

Self-efficacy reflects confidence in the ability to exert control over one's own
motivation, behaviour, and social environment.

Spatiality is defined as an individual's lived space; the environment around
someone which changes their perception of their experience.
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1. Introduction

This thesis is presented in partial fulfilment of the requirements of the University
of Brighton for the degree of Doctor of Philosophy. This chapter provides an
overview of the research study, the topic of play, and definitions of key terms
used throughout this thesis. A reflexive account of my experience as an
occupational therapist and the influence of this on my research project is
included. A summary and overview of the chapters contributing to this thesis is

outlined.

1.1. Overview

All children have the right to play (UNICEF 1989) and play is widely recognised
as a primary occupation for all children (Chiarello et al. 2006). Despite this,
children with physical disabilities are often described as playing less than their
typically developing peers (Okimoto et al. 2000, Whittingham et al. 2010). Little
research to date has asked children with significant physical disabilities about
their experience of play. This study aimed to explore the experience of play of 6-
12 year olds with significant physical disability, due to Cerebral Palsy. The
research has contributed to a greater understanding of the meaning of play for
these children. Interpretative Phenomenological Analysis was the methodology

used.

Children age 6-12 were invited to participate through posters, and newsletters at
The London Bobath Centre; The Bobath Centre Wales; The London Centre for
Cerebral Palsy; and 1Voice: which are all charities working with children who
have Cerebral Palsy. Therapists and staff were permitted to sign post families to
the study information; snowball sampling through families and professionals who
had heard about the study took place. The researcher met and carried out three
interviews with each child. In most sessions the child chose to participate in a
play activity for up to 10 minutes which was videoed by the researcher. Following
this, the child participated in an interview to prompt a deeper discussion of the
play experience; this included playing back and discussing the video recorded at
the start. The children could also choose to show the researcher toys or photos
of themselves playing and had the opportunity to draw a picture with the
researcher to help them talk about their experience. Most children in the study
had limited or dysarthric speech and therefore some used Augmentative and

Alternative Communication devices to help communication. Video recording of
12



each child’s interview allowed their words, and any additional signs and gestures

they used, to be fully captured, transcribed, and understood for analysis.

The findings of this research have outlined the experience of play for the six
participating children. This has led to an understanding of the way in which they
make choices and control their play; the way they play differently to their peers;
and the way they connect with others in play. Children were seen to participate
in play through ‘vista play’ a term developed within this thesis which describes a
facilitated independence in which children perceive their play as independent
despite having physical support. This provided a new view of embodiment which
occurred to the extent that children not only embodied equipment, such as their
wheelchairs, but also embodied their helpers as a part of their play. Furthermore,
children were found to experience a contention within their lifeworld between
themselves with their disability as integral to their being, and themselves without
a disability in their imaginary play. This raised interesting debate as to the extent
of normalisation and adaptation to disability which occurs for children within play.
Children were observed to participate in play through watching others, an
experience which challenged the concept of active participation for children with

disabilities.

This thesis highlights several new insights into the experience of play for children
with high levels of physical disability. Several areas for further research have
been raised, together with practical implementations and means by which the

research informs occupational therapy practice.

1.2. Key terms

1.2.1. Children and childhood
A Child is defined as an individual who is under the age of 18 (UNICEF 1989).
The United Nations rights for the child suggest that every child has the
freedom to express their thoughts, and their point of view should be respected
(UNICEF 1989). Following the ‘Convention of the Rights of the Child’ in which
the UNICEF (1989) guidelines were developed, there has been an increased
awareness of the importance of child perspectives in research (Woodhead
2006). Kehily (2009) suggests that childhood studies, which focus on
childhood experience and perspective, are a growing and important area of

research. It is considered that: culture, society, representation of family, and
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experience, will all influence an individual’s childhood (Kehily 2009). The
child’s voice is suggested to be key to conducting research, with the
recognition that children are social actors within their own right (Kellet 2005).
Researchers such as Harcourt (2011) are actively recognising this through
exploring children’s lived experiences of their social world and contrasting
this to adult perspectives. Although research involving children has existed
for several years, it is in more recent years that the young child’s perspective
of their own experience is argued to be ‘the most crucial starting point for
policy and practice.” (Woodhead 2006, p34).

1.2.2. Disability
Disability is defined as ‘a physical or mental impairment that has a
‘substantial’ and ‘long-term’ negative effect on the ability to do normal daily
activities’ (Equality Act 2010, c. 15, part 2, 6(1)). Children with disabilities are
often under researched and underrepresented within research (Connors &
Stalker 2007). Goodley & Runswick-Cole (2010) have argued for an
increased inclusion of children with disabilities in research projects. The
disabled children’s childhood studies approach is presented by Curran and
Runswick-Cole (2014) and represents a distinct area of study within a global
context which focuses on representing the voice of the child or young person
with a disability. The approach draws upon, but is distinctly different from,
both disability studies and childhood studies in three ways: the child is viewed
as an able participant; the child’s voice and experience is central; the focus
is away from the ‘norm’ (Curran & Runswick-Cole 2014). This thesis follows
a disabled children’s childhood studies approach that seeks to gain the
experience of children with Cerebral Palsy with regards to their play. A social
model of disability is recognised in which an individual’'s experience is
influenced by the social, attitudinal and physical environments around them
(Lawlor et al. 2006); for children with Cerebral Palsy, environment is thought
to have a significant impact on participation (Lawlor et al. 2006). The social
environment and context of each child’s life were therefore essential

considerations for this research.

1.2.3. Cerebral Palsy
Cerebral Palsy is defined as a group of disorders of movement or posture

and motor function which is due to a non-progressive lesion or abnormality in
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the developing brain (Surveillance of CP in Europe (SCPE 2000). Cerebral
Palsy is a permanent condition thought to occur in 2-3 children per 1000 live
births (SCPE 2000). Individuals with Cerebral Palsy are likely to need medical
intervention and therapy input throughout their lives (National Institute for
Health and Care Excellence, 2014). Although research for children with
Cerebral Palsy exists it is significantly limited for children who particularly
have very high levels of physical disability; researchers argue that further
research should take place with this population of children (Powrie et al.
2015, Imms et al. 2017).

The Gross Motor Function Classification System (GMFCS), Manual Ability
Classification System (MACS) and Communication Function Classification
System (CFCS) are used to describe levels of functioning for children with
Cerebral Palsy (Cooley Hidecker et al. 2012). The levels range from one to
five: levels IV and V on the GMFCS and MACS indicate that children may
use powered mobility and be able to manipulate a limited number of objects
in adapted environments (Eliasson et al. 2006, Palisano et al. 2007). The
CFCS also ranges from one to five: levels | and Il in the CFCS suggest that
children can send and receive information with familiar and unfamiliar

partners but occasionally needed extra time (Cooley Hidecker et al. 2012).

1.2.4. Play
Play is often referred to as a multidimensional and complex concept which is
difficult to define, and varies according to the perspective of the individual
(Neumann 1971, Reilly 1974, Mclnnes et al. 2009). Neumann (1971)
discusses ‘the problem of play’ and describes how child development;
education; the function of play; and the benefits of play; have all driven
varying play definitions. Play can be seen as an activity defined by its
freedom, choice and control (Sheridan et al. 2011). Freedom within play, also
described as internal reality, is the concept that the players’ external reality
is suspended, and play is directed by their own rules and wishes (Schiller
1795). Choice within play is closely linked to the child’s motivation (Bundy
2012). Sheridan et al. (2011) focused on spontaneous play and suggested
that children have a natural drive towards play. Internal control suggests that
the process and objective of the play is controlled by the player (Nuemann

1971). Parten (1932) argued that internal control can also be experienced
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through cooperative control which is when an individual chooses to share

their play with others.

The characteristics of freedom, choice and control are used by several play
researchers, within educational and health fields, as a basis for their definition
of play (Bundy 2012, Howard 2002, Neumann 1971, Sheridan et al. 2011).
Bundy (2012) argues that definitions of play will slightly vary according to the
aspect of play, five play aspects are given: the players approach to play
(playfulness), the environment of play, the play activities, the play skills, and
the motivation to play. Bundy (2012) suggests that play is defined by a
combination of freedom, choice and control, all within a ‘frame’ of play. This
frame gives others cues that an activity is play, for example, a child crawling
and barking is giving cues that they are playing being a dog (Bundy 2012).
Within this thesis play is recognised as a complex concept which is
understood according to the perspective of the player (Neumann 1971) and
is broadly defined by an activity where a child has freedom, choice and

control.

1.3. Chapter summary and thesis overview

1.3.1. Chapter 2: Literature review

The discussion provided within chapter two outlines the research literature
and justification of the research project. A critical appraisal of play theory and
research studies contributing to the current understanding of play for children
with physical disabilities is presented. The research question and aims of the

study are presented at the end of this chapter.

1.3.2. Chapter 3: Methodology

This chapter presents the methodology for the research project. The
theoretical and philosophical perspectives are presented including a
discussion of the ontology and epistemology underpinning the research.
Interpretative Phenomenological Analysis is the overall methodology for this

project and an outline of this is presented within this chapter.

1.3.3. Chapter 4: Methods
The methods chapter presents a detailed account of the data collection

process as informed by the methodology. It includes discussion of the use of
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advocates to inform the research, and a reflection on the pilot interview

process and how this informed the method for future participants.

1.3.4. Chapter 5: Findings

The findings chapter provides a detailed overview of the participant data and
the analysis process. The researcher’s interpretations of the participant data
are explored through the themes and subthemes which are outlined. The
findings suggest that children experience making choices and controlling
their play through: a facilitated independence involving embodiment of a
helper; a sense of self as strong and successful; and in choosing or having
to compromise. Children were seen to participate differently to their peers:
their disability became a part of their self; they engaged in play through
watching; extreme emotions were played out; and they experienced a new
spatiality in their play through an imagined self without disability. Children
were seen to connect with others in play: they used humour to enable

connection; and use their voice to be heard.

1.3.5. Chapter 6: Discussion

The discussion chapter provides detailed consideration of the findings in
relation to research theory and literature. The discussion outlines the
occupation of play for children with high levels of physical disability in relation
to their doing, being, becoming and belonging (Wilcock 2007). Children were
seen to participate in doing through a new kind of play termed vista play in
which they embodied their helper and perceived physical support as
independence. Discussion around children’s negotiation of their identity and
the fluctuation they experience in their lifeworld between their ‘disabled self’
and ‘imagined self without a physical disability’ is presented. The process of
becoming an occupational being in relation to play is discussed; this involves
a synthesis of literature understanding means by which individuals can
participate in activity. Finally, literature discussing the concept of belonging
in relation to children with high levels of physical disability will be commented

on in relation to the study’s findings.

1.3.6. Chapter 7: Conclusions
The conclusions highlight the contributions to knowledge and the implications
that this has for both practice and further research. Children were seen to

experience a fluctuating lifeworld and it is recommended that parents and
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professionals enable children the opportunity to express their imagined self
and to negotiate their identity as their disabled self. A discussion of how
improving component skills and recognising children’s ability to play by
watching occurs in relation to children’s becoming in play. The importance of
the embodied unit and recognition of the experience of vista play is discussed
in relation to children’s doing. Finally, conclusions are drawn in relation to
children’s sense of belonging within their play and the importance of parents
and professionals providing strategies for connection and focusing on
opportunities for belonging. These implications for practice are then
summarised in terms of further research. Limitations of the study are

discussed and final conclusions are drawn.

1.4. Reflexive account

At the start of this research | was aware of the influence | would have on the
shape it would take. My understanding of the world and my being within it has an
impact upon my decision making. | am a Christian and therefore my worldview is
that | believe God’s love extends to everyone and he sees value in everyone.
This has a strong influence in my life and the way that | respond to others; my
perspective is to always see potential rather than limitations. | feel that my
Christian worldview complements the understanding | have gained as a children’s
occupational therapist; my role is to see potential in the children that | am working
with and enable the children and their parents to see this potential too, then
support them to work towards it. This perspective has influenced my exploration
of children’s experiences within the study. | was also influenced by my Masters
research (Graham et al. 2014, Graham et al. 2015) in which | explored parents’
understandings of play for their children with Cerebral Palsy. The Masters study
highlighted some interesting points which led me to want to explore play further
from the child’s perspective. One such point being the view that parents had of
their children’s play suggesting that they participated in play more than appears
to be represented within the research literature. | was most challenged by the
finding which suggested that children could participate in play vicariously by
watching their peers; this is something that | wanted to explore with children from
their own perspective. Within my everyday practice | saw that motivation to play
enabled children to more easily engage and participate in activity; within my

Master’s research parents suggested that children’s therapy was at times seen
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as play. As part of the current research | was therefore interested to see whether
children mentioned their therapy as a part of their play or whether this was outside

of their play experience.

| was further led to the current study because of the mismatch that | saw between
occupational therapy philosophy which places importance on client-centred
intervention, and occupational therapy practice with regards to the occupation of
play. | knew that children experience play as a primary occupation and that this
is something of great importance to them; yet within practice play appeared to
seldom be an occupation of focus. Play as an activity within practice appeared to
be used as a means to an end, rather than as an activity which has therapeutic
value in and of itself. In some instances the focus of my occupational therapy
colleagues appeared to be on ‘work’ and achieving functional activities and goals
in a highly structured manner with very little opportunity for play. Considering the
value of play as an occupation | felt disconcerted as to the lack of awareness of

the importance of play among some of my occupational therapy colleagues.

Whilst disseminating my Master’s research around play | found that practitioners
often commented that play was missed within assessment or goal setting, and
this commonly focused upon washing, dressing, eating, positioning, and writing.
Discussion with children’s therapists would suggest that service constraints, and
sometimes parents, demand a functional goal that involves the child achieving
something concrete. This ignores an understanding that engagement in play has
developmental benefits for all children, and stands in contrast to the philosophy
underpinning practice. Occupational therapists would always view their practice
as client-centred and would aim to involve children within the therapy process.
Yet, if play is recognised as a primary occupation, it appears problematic that
conversation with other therapists suggests children are not commonly asked
about their play. Although occupational therapists are aware of the benefits of
primary and meaningful occupations such as play, play appears to often be
overlooked within practice. It is for this reason that | aimed to gain an
understanding of play from the child’s perspective in order that occupational
therapists can deepen their understanding of the meaning of play to each child,

and then successfully use this within the occupational therapy process.

Although sometimes appearing to miss the value of play for play’s sake, it was

within practice that | experienced colleagues interacting and playing with children
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who had high levels of physical disability. On several occasions | observed
children appearing to be fully participating in a play activity alongside a therapist.
| think | have encountered some of the most playful, engaged and fun-loving
children in my occupational therapy work. For me this strongly challenged the
perspective of the literature which appears to suggest that children with significant
physical disabilities cannot participate in play as much as their typically
developing peers. | could recognise that some therapists had a natural ability to
engage with a child in play and that this level of skill could create a picture which
perhaps looked more playful than it was experienced. However, it was the child’'s
motivation and ability to play which stood out for me when observing these
interactions. The observation of the sheer joy and fun experienced by children
when they participated in play was sometimes not recognised by parents and
other therapists. The lack of recognition of children’s ability to play and participate
in activity both within the literature and in practice led to a frustration | felt which

motived me to want to explore children’s perspectives further.

| was motivated to engage in this research both as an individual, and as an
occupational therapist, because of the value | place on every individual child and
their perspective. | found that | wanted to resist the literature’s summary that
children with disabilities cannot play well and need to be taught. | was encouraged
by the presence of Disabled Children’s Childhood Studies (Curran & Runswick-
Cole 2014) as an approach which places the child and their experience at the
forefront of research. | care about the perspective of children with high levels of
physical disability and therefore aimed to capture and represent each child’s own
experience of play. | wanted to be able to share this experience with therapists,
parents, teachers, peers, and those who interact with each child in their everyday

lives.
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2. Literature review

2.1. Introduction

This chapter provides a background to the research project through a critical
review of the literature. Definitions and perspectives influencing the
understanding of play are discussed. The rationale for researching the
experience of play for children with high levels of physical disability due to

Cerebral Palsy is argued below.

The following literature review is divided into sections. The search strategy is
discussed initially, followed by a discussion of play as a multifaceted concept; this
includes different theoretical perspectives of play, discussion of play definitions,
and the distinction between play and leisure. Play is a recognised primary
occupation for children and this is discussed within the fourth section. The
experience of play for typically developing children and play for children with
disabilities are outlined within the following two sections. The use of play within
therapy and the importance of play to occupational therapy are discussed within
the penultimate section. The final section draws together the gaps of knowledge
evident within the literature review and provides the research question and aims
of the research, concluding with a reflexive account of the literature review

process.

2.2. Search strategy

The databases MEDLINE, PsychINFO, CINAHL, EMBASE, and OVID were
searched in order to find relevant literature in relation to this review. Manual
searching of the works of key authors, text books, and journals was also used in
order to gain all relevant information for this review. Play is a complex concept
which is difficult to define (Reilly 1974), in order to capture all the studies related
to play the search terms ‘play’ or ‘playthings’ or ‘leisure’ or ‘recreation’ were used.
In order to capture the experience of children with Cerebral Palsy ‘physical
disabilities’, ‘Cerebral Palsy’, and ‘disability’ were used. The terms ‘experience’
and ‘perception’ were used to search for articles related to children’s experiences

of play.

Literature was screened according to its title and abstract in order to ascertain its
relevance to the review; this was then synthesised with other relevant sources in

order to understand each topic relating to play for children with Cerebral Palsy.
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The quality of the literature used within this review was assessed using Pluye et
al. (2011) Mixed Methods Appraisal tool which allows for the critical appraisal of
both qualitative, quantitative and mixed methods studies. Only English sources

were used due to lack of translation services being available.

2.3. Play — a multifaceted concept

As discussed previously (Chapter 1) play is found to be a multidimensional
concept which can vary according to the perspective of the individual (Mclnnes
et al. 2009). Play is broadly defined as an activity encompassing: freedom, choice
and control; also referred to as internal reality, intrinsic motivation and internal
locus of control (Bundy 2012, Howard 2002, Neumann 1971, Sheridan et al.
2011). In 1971 Neumann carried out a systematic review of theory and literature
contributing to definitions of play. Neumann (1971, p.5) discussed ‘the problem
of play’ in reference to the difficulty of forming a consensus of what play is and
how it is defined. Few researchers provide an explanation for the difficulties in
reaching a consensus; although publishing a long time ago, Neumann (1971)
provides a useful explanation which can be used as a framework to explore the
research literature. Neumann (1971) suggests that four perspectives of play lead
to different nuances and emphases within play theory: theories of the cause and
purpose of play; early childhood education; play alongside child development;
and play as an emotional, social, cognitive and creative function (Neumann
1971). The following section will critically examine the variation in play definitions
and theory through discussing key sources as summarised in figure 1. The
definitions and theory are discussed based on Neumann’s (1971) perspectives
with an additional perspective of occupational therapy and play. This is essential
to consider as this research is being undertaken from an occupational therapy
perspective. Following this a review of play-based assessments, the concept of
playfulness, and the differences between play and leisure, will also be discussed
within this section before summarising the working definition of play used for the

purposes of this thesis.
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Theory of the cause

Early childhood
and purpose of play

Education

Froebel (1826) child centred
approach, physically active play, free
play, positive for learning.

Montessori (1870-1952) prepared
environment, absorbent mind of
children up to age 3 learning through
playing in their environment.

McMillan (1860-1931) Active
learning, Play as a means of
expression and application of
knowledge and understanding.

Reiley (1974) Play as a primary
occupation and premise for learning.

Sylva et al. (2004), Bruce (2011) Free
flow play (different to structured
play) necessary for learning.

Figure 1 Theories and perspectives of play

Development stages
of play

Parten (1932) 2-5yrs unoccupied,
solitary, onlooker, parallel,
associative and cooperative play
types.

Piaget (1951) 0-2yrs Sensory-motor
(practice play). 2-7yrs Pre-operational
(symbolic play). 7-11yrs concrete
operational (games with rules).11-16yrs
Formal operational.

Isaacs (1933) psychoanalytical approach.
Play providing the opportunity for fantasy,
emotional, imaginative development and
self expression.

Erikson (1950) emotional development O-
1yrs exploration body and senses, 1-2yrs
microspheric cause and effect, 3yrs+
macrospheric play influencing others.

Sheridan et al. (2011) spontaneous
play- Freedom, choice and control.

Play definitions-
emotional, social,
cognitive, creative

functions

Huizinga (1944) Play is a free
absorbing activity, outside of
'ordinary' life, not serious and with
no profit.

Vygotsky (ca. 1930-1934) Play is an
activity desired by the child, uses
imagination and has rules.

Rubin (1983) Play is intrinsically

motivated, not focused on end-

product, non-literal, free from
external rules, actively engaged in.

Gray (2013) Play is self chosen,
intrinsically motivated, with mental
rules, imaginative, alert and active.

Occupational therapy
and play

Reiley (1974) Play as a primary
occupation and premis for learning.

Ferland (1997) Motor disability can

restrict play but play can help meet

functional outcomes. Ludic model-
interest, attitude, action.

Children with disabilities seen as
playing less than typically developing
peers (Okimoto et al. 2000, Chiarello

et al. 2006).

Kangas et al. (2012) Autistic children are
seen to play in ways including
sensorimotor play, imitation play.
repeatitve play (Eisele & Howard 2012).

Playful introduction of powered

mobility leads to higher levels of
sucess in children with physical
disabilities (Langmead 2012).

Buchanan & Giovacco Johnson

(2009) play and quality of life needs

to be explored further.

Bundy (2012)- balance: internal

control, intrinsic choice, and free
suspension of reality= play.

ORIGINAL IN COLOUR



2.3.1. Theory of the cause and purpose of play

Play is a concept which has existed throughout history. This has been
highlighted by theorists such as Cohen (2006) and Frost (2010) who have
explored play in the ancient world. Play artefacts such as dolls, rattles,
images of children engaging in physical play and ball games have been
found in countries such as Greece, Rome, China, Peru and Egypt (Cohen
2006, Frost 2010). Early philosophers such as Plato and Aristotle
discussed play as a part of child development; both argued that children
needed the opportunity to play and experience life before focusing on
study and learning (Frost 2010). Initially recorded as discussed in the 5%
and 4" Century BC (Frost 2010), the early presence of play within history
would suggest that there is an innate existence of play which continues to

be observed across time, culture and species.

The idea of children having a natural instinct to play was introduced by
Schiller (1795), a philosopher who wrote letters about ethics and
aesthetics. Schiller's 27t letter (1795) discusses the idea of play as an
innate expression of freedom which occurs both in animals and humans.
Schiller's argument, combined with the thinking of Spencer (1873), a
sociologist, and Groos (1895), a biologist, have been summarised in the
theory that the cause of play is surplus energy which leads to creativity
(cited in Henricks 2015). Other theorists such as Lazarus stand in contrast
to the idea of play being surplus energy, and have suggested that play is
a way in which individuals can conserve energy (Wood 2012). This
highlights one of many tensions that exist within the debate about play;
theorists have argued play to be on opposing ends of a spectrum, both as

a surplus energy and as a way of conserving and regaining energy.

There appears to be a general consensus, of both early philosophers and
occupational therapy and education researchers, that children in particular
have an inner drive to engage within play (Schiller 1795, Bundy 2012,
Howard 2002, Neumann 1971, Sheridan et al. 2011). The purpose or
cause of this drive to play continues to be debated and discussed within a
range of spheres including education, psychology and therapy. The

importance of recognising and allowing individuals to act on their inner
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drive to play is reflected within the United Nations rights for the child, that
states: every child has a right to play (UNICEF 1989).

2.3.2. Early childhood education

Educational perspectives of play have developed through history as
children have been observed to engage more readily in education and
learning through play (Wood 2012). Froebel, an educationalist, suggested
that the child-centred educational approach, where children had the
opportunity for physically active and directed play, had a positive impact
on children’s participation in learning and their ability to achieve
educational goals (Froebel 1826). Following Froebel’s educational work,
the Montessori school of thought began to develop in 1889 when Dr
Montessori ran her first school (Wood 2012). The Montessori approach
started with the combination of everyday activities such as self-care;
cleaning and tidying; the development of gross motor skills; and the
opportunity to play (Wood 2012). The current approach of the Montessori
method focuses on the inner drive of the child to participate in activities
which allow them to develop and learn; the presence of the teacher is as
a silent observer and guide rather than active director; the environment is
set up in order that the child has the opportunity to learn (Montessori
2008). This is considered an approach which allows children to learn more
effectively through the use of play and child-led activity (Montessori 2008).
Despite the continued presence of schools and pre-schools using this
approach, there appears to be limited current research providing evidence

for its success.

Several other early years teachers and researchers have promoted the
benefits of play within the classroom. The McMillan sisters founded
outdoor nurseries in 1911 for early childhood education in the United
Kingdom, and theorised that outdoor free play was a means of expression
and allowed application of knowledge and understanding (Knight 2013).
This was argued to be a successful approach (Knight 2013). The
crossover between play and education by early educational theorists
suggested that play was a fundamental and unavoidable aspect of

educational settings (Knight 2013, Montessori 2008).
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Following the development of both Montessori and nursery schools, Reilly
(1974), an occupational therapist, argued that play is a primary occupation
and therefore the premise of learning for all children. Reilly (1974)
suggested that children were driven to play by a curiosity which enabled
learning through a process of exploratory, competency, and achievement
behaviours within play. The achievement behaviour of play and learning
was focused around external competition and structure (Reilly 1974). More
recently, this understanding of play for learning has developed to focus
upon play without structure for children’s learning (Sylva et al. 2004, Bruce
2011). Despite this, the use of educational toys and items such as toy
letters are recommended within early childhood education policy to
encourage children in play which develops their learning (Sylva et al.
2004).

The research and theory presented above emphasises the focus on play
within education practice and policy for children across the last few
centuries. Although play was previously seen as a structured activity to
promote educational achievement (Froebel 1826, Montessori 2008); more
recent schools of thought suggest that exploratory learning and free play
are more beneficial to children’s cognitive development (Bruce 2011).
Researchers such as Janet Moyles, a play and early years consultant,
continue to contribute to play theory and literature within the field of
education. ‘The excellence of play’ edited by Moyles (2010) promotes the
‘central role of playful learning and teaching worldwide’ (Scott 2010, xvii).
Play therefore appears to continue to have a central role within educational
theory and literature in terms of its influence of children’s learning,

particularly in early years settings.

2.3.3. Developmental stages of play

The links between children’s play and general development have been
referred to by developmental theorists (Parten 1932, Piaget 1951, Isaacs
1933, Erikson 1950). It is clear that much of the literature surrounding the
concept of play is based within development theory. Early theorists such
as Parten (1932) discussed different types of social participation in play:
Parten discussed solitary, onlooker, parallel, associative, and co-operative

play types. This suggests a child participates in play on their own, through
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watching, through playing alongside others, and then through playing with
others (Parten 1932). Children are thought to be able to participate in play
not just through internal control but through co-operative control (Parten
1932). Parten’s theory particularly around co-operative control may
suggest that children with physical disabilities who cannot physically
control play may be able to control their play through the co-operation of a

playmate.

Several developmental theorists provide varying stages of play that
children are thought to progress through. Piaget (1951), following a series
of experiments and observation of children, suggested that children
engage in sensory-motor practice play; pre-operational symbolic play;
concrete operational play of games with rules; and then formal operational
play as they progress into adolescence. Piaget (1951) based many of his
observations of play stages upon his three children; the use of such a small
sample which is limited in variation, together with potential bias as a
parent, brings to question the reliability of Piaget's play stages. Despite
this, the research, which focused primarily on the development of
cognition, provides a helpful insight into progression through play stages
as a part of children’s learning (Piaget 1951). Isaacs (1933), in contrast,
suggested a psychoanalytical approach to play in which play is argued to
provide the opportunity for fantasy and the development of emotion,
imagination and self-expression. This continues to highlight the complexity
of play and the variation that occurs from the perspective of different

individuals and theorists.

Within the 1960s and 70s development theories challenged the set
progression through stages argued by psychologists such as Piaget and
moved towards a more broad approach. Erikson (1950) focussed upon
emotional development suggesting that children participate in exploration
of the body and senses, cause and effect and then play which influences
others. Mary Sheridan, a developmental paediatrician, suggested in 1977
that the development of play is less rigid than suggested by previous
theorists and summarised play as an activity in which children have
freedom, choice and control (Sheridan et al. 2011). Sheridan particularly

emphasised children’s spontaneous play and drive to engage in play
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activities. Observations of children’s spontaneous play led to a record of
play activities children appear to participate in at different ages (Sheridan
et al. 2011). Sheridan was interested in the development of children with
disabilities and therefore observed play in order to note differences
between children who were typically developing and those who had
disabilities. Sheridan’s focus on observing play is limiting in terms of
defining and understanding play as it is based upon her own perspective
as a theorist and researcher rather than the perspective of the children.
Although observation can enable some understanding of play as a concept
for each child it is also essential to consider the child’s perspective in
defining play (Kellet 2005). The research exploring children’s own

perspectives of play is discussed later within this chapter (2.5.2, 2.6.5).

In 1950 Erikson published ‘Childhood and society’ writing from the fields
of psychoanalysis and human development. Erikson was both a clinician
and an academic; his theory portrays the multiple influences through
thoughts, bodies, and social interactions which enable the development of
identity (Erikson 1950). Erikson discusses this in the context of play. Within
Erikson’s (1959) book ‘Identity and the lifecycle’, the development of the
ego, sense of self, is discussed in more detail. Erikson (1959) suggests
that the development of ego identity is about creating an awareness of
ones ‘selfsameness’ (p22). This selfsameness is understood as a
consistency and recognition across time of one’s individual characteristics
which make up oneself and mean that one is always seen as the same
person (Erikson 1959). This can occur through practicing role play and

learning to understand play in relation to others (Erikson, 1950).

The theorists discussed within this section: Parten, Piaget, Isaacs, Erikson
and Sheridan all made significant contributions to child development
literature and the understanding of play that is current within practice
(Parham & Fazio 2008). It is clear, however, that each definition and
understanding is shaped and influenced by the setting or perspective of
the theorists. The need for an understandable definition of play and various

attempts to do this are discussed below.
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2.3.4. Play definitions

Several authors have made attempts to define the concept of play in order
that this can be more easily understood (Reilly 1974). Huizinga (1944)
suggested that play is a free activity which absorbs the player, it occurs
outside of ‘ordinary’ life, it is not serious and there is no profit. Vygotsky
(ca. 1930-1934) defines play as an activity which is desired by the child,
has rules and makes use of imagination. Rubin et al. (1983) places a
similar emphasis on the child’s desire to play, suggesting that children are
intrinsically motivated to participate in a play activity, the focus is not on an
end product and it is free from external rules. Similar definitions are offered
by more recent researchers such as Gray (2013) who suggests that play
is self-chosen, intrinsically motivated and that the child is an alert and
active participant who makes use of mental rules and imagination within

the activity.

2.3.5. Occupational therapy and play theory

Occupational therapists using play in their practice have contributed to the
development of play theory. Mary Reilly wrote ‘Play as exploratory
learning’ in 1974 as discussed above; this is a valuable contribution to the
field as it addresses many aspects of the development of play and the
difficulties in definition. Reilly’s (1974) approach is however, based upon
learning and therefore the focus is that a child with a disability needs to
have their play facilitated in order to learn and develop. In order to broaden
the approach to play within occupational therapy, away from an emphasis
purely on development and learning, Ferland (1997) developed the Ludic
Model. This model takes a biopsychosocial approach to play and has a
focus upon the concept of pleasure during play activity suggesting that: an
interaction between interest, attitude and action shapes a play activity,
leading to pleasure in action, and capacity to act, which in turn enhances
autonomy and wellbeing (Ferland 1997). This model suggests that an
attitude of pleasure and interest in an activity, in which a child leads or
directs its acting out, constitutes play (Ferland 1997). For example, within
practice, a child choosing to play with their favourite toy, laughing and
demonstrating pleasure when the therapists manipulates it as directed by

their gaze, could be defined as play.
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Since the development of Reilly’s theory and the Ludic model of play
occupational therapists have conducted research to assess and
understand participation in play for children with disabilities (Chiarello et
al. 2006). The literature appears to overwhelmingly suggest that children
with disabilities cannot participate in play as much as their typically
developing peers and need intervention to improve play skills (Okimoto et
al. 2000, Chiarello et al. 2006, Imms 2008, Imms et al. 2017). The
emphasis within the literature is that the higher the level of physical
disability the less children experience participation (Imms 2008, Imms et
al. 2017). Chiarello et al. (2006) used the Test of Playfulness, an
observation based play assessment, to observe the extent of play
occurring in video recorded parent-child interactions and suggested that
levels of playfulness for the children with physical disabilities were below
the average norms for the scale. Despite seemingly conclusive results it is
important to note that a small study population was used and the research

is based upon an observational tool.

As seen within the discussion above, play experience depends upon the
perspective of the player, it is therefore difficult to adequately capture this
experience without asking the players perspective. Similar studies have
hypothesised that limited playfulness for children with disabilities may be
due to poor parent-child interactions (Okimoto et al. 2000). Again, children
with disabilities were seen to have lower playfulness scores than their
typically developing peers; following intervention, either with
neurodevelopmental treatment or mother-child interaction education; the
mother-child dyads who had disabilities were found to have improved test
of playfulness scores (Okimoto et al. 2000). Okimoto et al. (2000)
concluded that the goal of enabling children to express their inherent
playfulness may be best met through parent-child interaction intervention.
The findings would suggest that the Test of Playfulness captures a
particular type of play experience that is improved by parent-child
interaction intervention. There is no sound evidence that suggests this is

causally linked to each child’s experience of play. It is therefore important
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to ensure that play from the perspective of the child is adequately explored

before it is defined and used as a measurement.

Some occupational therapy researchers seem to have expanded upon the
traditional perspective of play and what it means for children with
disabilities. Researchers such as Kangas et al. (2012) and Eisele &
Howard (2012) have suggested that children with autism can play through
sensorimotor and repetitive play. Several researchers have explored the
introduction of powered mobility to enable children with physical
disabilities to access exploratory play (Langmead 2012, Sonday &
Gretschel 2016). The opportunity to participate in play has been
highlighted as an essential everyday activity for children with disabilities; it
is recognised that further research is needed to understand the experience
of play for these children (Buchanan & Giovacco Johnson 2009). As
discussed by Dunford and Bannigan (2011) it is recognised that
participation of children with disabilities is difficult to measure and needs
to be further explored. In additional to this, Canadian occupational therapy
guidelines based on literature, clinical practice and theory, discuss
occupational engagement, suggesting that an individual can be fully
engaged and participating within an activity despite limited performance
(Polatakjo et al. 2007). It is therefore possible that children with high levels
of physical disability can participate and engage within an activity such as
play despite limited physical performance. This would suggest that the
experience of play for such children is likely to be difficult to observe as an
outsider and therefore hard to capture and measure within observational

studies.

More recently, Anita Bundy, an occupational therapist and researcher, has
developed a model which she suggests captures the essence of play
(Bundy 2012). Play is described as a balance of internal control, intrinsic
choice and free suspension of reality, all within the ‘frame’ of play (Bundy
2012). Bundy’s model of play is presented within a scale (figure 2): the
extent to which an activity has internal control, choice and freedom and
the frame of the activity determines whether the balance tips and it can be

defined as play. Within the occupational therapy field, Bundy’s definition
31



of play, which informs the Test of Playfulness, is often discussed and used
within practice. Occupational therapists understand play to be an
important everyday occupation; various play based assessments and
interventions are used within the field with the aim to improve children’s
play skills (Stagnitti & Unsworth 2000).

/ 1‘
/ / Nonplay

Figure 2 Elements of play. Taken from: Bundy, A. (2012). Children at play: can | play, too? In: Lane, S.J. & Bundy, A.C.
(eds.) Kids Can Be Kids: A Childhood Occupations Approach. Philadelphia: F.A. Davis Company, pp. 28-43.

2.3.6. Play assessments

Play assessments such as: the test of playfulness (TOPs) (Skard & Bundy
2008), the Revised Knox Preschool Play Scale (RKPPS) (Knox 2008), and
the Child Initiated Pretend Play Assessment (ChIPPA) (Stagnitti 2007)
have all been developed by occupational therapists. These assessments
aim to capture and assess a child’s ability to play. The focus of each
assessment is slightly different. The TOPs assessment aims to observe
the characteristics of a child’s play based on Bundy’s model of playfulness
and the extent, intensity and skill with which these are carried out (Skard
& Bundy 2008). The ChIPPA aims to assess children’s ability to engage in
both pretend and symbolic play (Stagnitti 2007). The RKPPS is helpful in
enabling therapists to observe and assess development levels through

free play; it has been validated for children with disabilities (Knox 2008).

Although each assessment has been standardised and validity and
reliability assessed, it is possible that they are not measuring what was
originally intended. Children with physical disabilities often score low in
play assessments such as the TOPs (Okimoto et al. 2000) and the ChIPPA
(Pfeifer et al. 2011). An early study by Harkness & Bundy (2001) found
that children with physical disabilities and typical cognition had similar

scores to their typically developing peers in the TOPs; the fit between the
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2.3.7.

scores however was not statistically significant and the children with
disabilities were often observed in a more supportive environment. They
suggested that some differences were found between children with
Cerebral Palsy and their typically developing peers in terms of lower
scores on remaining engaged, and higher scores in clowning and joking
(Harkness & Bundy 2001).

Harkness and Bundy (2001) provide a useful insight into the ability of the
TOPs to capture playfulness for children with physical disabilities without
gaining a low score. This concurs with observation in practice which would
suggest that children with disabilities do have the ability to participate in
play. It would appear that the physical nature of each assessment with the
need for children to manipulate and interact with objects or direct others
and demonstrate their play can provide a false picture of the child’s ability
to play. Indeed, within Harkness and Bundy’s (2001) study some children
with physical disabilities scored lower than their typically developing peers.
Poor scores within such assessments are intended to prompt therapists to
provide intervention to support the development of play skills (Bundy
2012). However, it may be that if the assessments are not actually
measuring a direct experience of play children are being taught skills, or
being told they need to improve their play skills unnecessarily. The
challenge for children with physical disabilities is that their play is not
always as observable as it may be for their typically developing peers, this

was an area which needed to be addressed within research.

Playfulness

Both Howard (2002), an academic in the field of psychology and
education, and Pollock et al. (1997), an academic and occupational
therapist, define playfulness as an attitude or approach which makes an
activity feel like play. Bundy (2012) an occupational therapist, and lead
researcher within the field of play and occupational therapy, concurs that
playfulness is about the approach to play and therefore playfulness is
dependent upon the child’s internal control, intrinsic motivation,

suspension of reality and ability to frame the activity as play.
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2.3.8.

There are five aspects of play which are discussed within the literature:
approach, skills, environment, activities, motivation (Bundy 2012). Play is
a combination of all of the five aspects whereas playfulness purely focuses

upon how a child approaches play.

Play and leisure as separate concepts

The International Classification of Functioning, Disability and Health:
Children and Youth version (ICF-CY) (World Health Organisation, 2007)
identifies play as an important part of a child’s leisure activities. Play,
leisure and recreation are all concepts which have a degree of overlap,
however, it is important to understand and define each of these. Clear
definition of concepts enables clarity within the research process
particularly when exploring a specific phenomenon. Play is typically
marked out as an internally motivated behaviour which can occur during
both work and leisure often observed by having a lack of structure (Mclean
& Hurd 2011). Leisure is defined as time separate from work and self-care
and can involve a variety of activities such as reflection, relaxation or
spiritual experiences as well as organised activity (Mclean & Hurd 2011).
A recent systematic literature review by Powrie et al. (2015) has explored
the experience of leisure for children with physical disabilities. The focus
on leisure participation, rather than directly play participation, creates
limited transferability to the current research. Despite this, Powrie et al.
(2015, p.993) suggest that ‘fun’, ‘freedom’, ‘fulfilment’ and ‘friendship’ were
important components of the meaning of leisure and it is anticipated that
there may be some similarities to the meaning of play. Recreation is
typically seen as a voluntary activity which occurs during leisure time, such
as playing football with a team (Mclean & Hurd 2011). This research
project is focused upon children’s experiences of play; within the search
strategy the terms ‘leisure’ and ‘recreation’ have been used to ensure all
potential articles are included, however these have then been screened in

order to assess their relevance to play.

2.3.9. Defining play
In summary, following a literature review and exploration of the variety of

play definitions, the concept of play used within the rest of this research is
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defined as: an activity in which an individual has freedom, choice and

control which is framed by play cues.

2.4. Play as an occupation

2.4.1. Occupation

People are occupational beings; occupation is defined as the activities that
people both choose to do and have to do out of necessity (Wilcock 2007);
it is intrinsically linked to an individual’s health and well-being (Wilock
2007, Hinojosa & Blount 2014). Wilcock (2007), both an occupational
therapist and occupational science researcher, has suggested that the
concepts of doing, being, belonging and becoming are all part of the
experience of occupation which enables health. Occupational therapists
aim to use a client-centred approach to understand, utilise and enable
clients to participate in meaningful occupation that will enable
development in health and well-being (College of Occupational Therapists
(COT) 2010). Participation in meaningful activities often occurs within play

and leisure based occupations for children (Dunford et al. 2016).

2.4.2. Play as a primary occupation

Play is thought to be a primary occupation for children (Stagnitti 2004,
Chiarello et al. 2006, Brooks & Dunford 2014) and is therefore considered
by children’s occupational therapists as an indicator of health and
wellness (Chandler 1997). Lester & Russel (2008) support this in
suggesting that play as part of a child’s everyday life promotes a sense of
mastery and motivation. The importance of play as a primary occupation
is highlighted by its inclusion in the ICF (WHO 2007). Furthermore, the
United Nations convention of the rights for the child, article 31 states that
every child has the right to play (UNICEF 1989). In addition, the United
Nations published General Comment on article 31 in 2013; this
emphasised the importance of the right to play as a core aspect of all
children’s participation. Play is therefore an essential consideration for
children’s occupational therapists who are concerned with meaningful

occupations for their clients.
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2.5. Play for typically developing children

Play is widely known to have developmental benefits for all children (Ginsburg
2007, Mclnnes et al. 2009, Brooks & Dunford 2014). The developmental benefits
of play will be discussed in the next section before exploring the experience of
play for typically developing children. Several studies, predominantly in the
education field, have researched play from the perspective of typically developing
children (King 1979, Wing 1995, Howard 2002, Howard et al. 2006, Rogers &
Evans 2006, Gmitrova et al. 2009, Berkhout et al. 2013, King & Howard 2014)

these are summarised in figure 3 (p.44).

2.5.1. Developmental benefits

Throughout history theorists and researchers as early as Plato have
suggested that play is an essential component of healthy child
development (Frost 2010). The developmental benefits of play are often
cited within the research literature (Childress 2011, Fisher 2008, Ginsburg
2007, Mclnnes et al. 2009).

Experimental studies such as those by Mclnnes et al. (2009) found that
children were able to complete a jigsaw puzzle significantly faster in playful
conditions compared to restricted conditions alongside an adult. The
conditions were based upon research by Howard (2002) where children
reported an activity felt more like work if it was at a table and an adult was
present. Mclnnes et al. (2009) therefore created the playful condition as
completing the puzzle on the floor and without an adult present. This study
is helpful in providing some evidence as to the benefit of play in enabling
problem solving skills in completing the puzzle. Despite this, there are
some limitations within the research, such as the possible influence of the
presence of the adult researcher in measuring the puzzle completion.
There is a need for further experimental studies that aim to capture the

benefits of participation in activities which the children report as playful.

A further research-based study used surveys with mothers and child
development professionals to explore types of play and its developmental
benefits (Fisher 2008). Child development professionals tended to deem
unstructured activities as playful and structured activities as much less
playful; mothers, on the other hand, were more likely to deem both

structured and unstructured activities as playful (Fisher 2008). Children
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are often reported to see an activity as less playful when an adult is present
(Howard 2002); within free play children are also recognised to have more
control over their own actions (Ginsburg & Runswick-Cole). When
considered in relation to the definition of play as an activity of freedom,
choice and control (Sheridan et al. 2011, Bundy 2012) it would appear that
the research discussed above suggests less structured play is more
beneficial to development. As health professionals have a need to be
aware of the evidence base (Bennett & Bennett 2000) it is possible that
they have a broader perception of the research above and therefore an
alternative view to parents. Where parents perhaps do not have the
knowledge presented within the literature they may tend to prefer or
equally value structured play activities as these are easier to define and

implement with their children.

Although some research studies exist (Fisher 2008, Mclnnes et al. 2009),
much research discussing the developmental benefits of play is based
upon opinion (Ginsburg 2007, Whitebread 2012). Although opinion based
information does not have ensured validity (Bennett & Bennett 2000), the
combination of expert and parent opinion should not be taken lightly. This
is reflected within guidelines for evidence based practice which have
suggested that a combination of experimental research, clinical reasoning

and expert opinion lead to best practice (Bennett & Bennett 2000).

Researchers and policy makers within the field of play have reviewed the
literature and developmental benefits of play (Ginsburg 2007, Goldstein
2012, Whitebread 2012). Ginsburg'’s (2007) article, written in collaboration
with several psychologists, and based upon a review of the literature,
suggests that play enables creativity, mastery, healthy brain development,

social skills, problem solving, and learning. This is supported by Goldstein

‘Every child has a right to play’ (UNICEF 1989)

‘Identifying play as one of the fundamental forms of human relating
keeps alive the prospect of understanding the importance of
transformative, consuming activities in the human quest for self-
realization. Play is not trivial endeavour. It is necessary for
comprehending what we can be and what we can do.’

(Henricks 2015, p15)

Box 1 Summaries of the necessity of play
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(2012) who discusses benefits of play in terms of neurological
development; reduction of stress and promotion of joy; increased empathy
and sharing; and increased co-ordination and motor skills. Furthermore,
Whitebread (2012) discusses the correlations between development and
playfulness in mammals, the benefits of play in developing language and
the purpose of play for self-regulation. In addition to this, theorists such as
Henricks (2015) suggest that play is distinctive in children’s development
of their sense of self. These researchers argue that when children have
the space and opportunity to play they are able to engage in problem
solving, negotiate conflict, practice adult roles, and express themselves in
a way that is not possible within other activities (Ginsburg 2007, Henricks
2015).

There is overwhelming evidence that play is beneficial to children’s social,
emotional, cognitive and physical development (Brooks & Dunford 2014,
Fisher et al. 2008, Ginsburg et al. 2007, Goldstein 2012, Henricks 2015,
Whitebread 2012, box 1). Play is recognised as beneficial for children both
with and without disabilites (UNICEF 1989). All young children
participating in play often need individualised scaffolding support to play
(Jung & Recchia 2013); this can enable the children a greater sense of
participation. There appears to be few research studies which translate the
benefits of participation in play directly to children with disabilities, which
do not have a focus on specific play intervention. However, reviews such
as that by Childress (2011) suggest that collaborative play is beneficial for
all disabled children. This together with the United Nations right for every
child to play (UNICEF 1989), leads to the assumption that the benefits of

play will be applicable to all children.

2.5.2. Children’s experience

The studies listed in figure 3 (p.44) all explore the experience of play for
typically developing children. Children emphasised the importance of play
being an activity chosen by themselves (King 1979, Wing 1995). One
aspect of choosing the activity was that children often reported
participation without an adult present as more playful (King 1979, Howard
2002, Howard et al. 2006). This is supported by findings of Rogers and

Evans (2006) who observed that children became frustrated when an adult
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tried to end the play or move them from the play situation. This appears to
reflect children’s need for control over their play activity; another possible
example of this is that children find an activity more playful when it occurs
not sitting at a table (Wing 1995, Howard 2002). This is supported by the
combination of both observational and interview methods used in the
above studies which enabled the children to express their experience and
understanding of play. Each child’s desire to gain a sense of choice and
control over play concurs with play theory which suggests that internal
motivation to participate and internal control strongly influence a child’s

understanding of an activity as play (Sheridan et al. 2011, Bundy 2012).

Rogers and Evan’s (2006) found that children had a clear idea of what was
real and what was pretend when participating in role play; children are
often observed to participate in pretend play of everyday tasks such as
household play (Gmitrova et al. 2009). Although based within different
cultures and using different methods both studies provide support for each
other in the presence of pretend play. This is further supported by the idea
of play as a suspension of reality, which is widely discussed within play
theory, and freedom for children to express themselves outside of this
reality (Skard & Bundy 2010).

Within studies exploring children’s experience of play, children reported
that they play a lot (Ceglowski & Bacigalupa 2007); this supports the widely
accepted view that play is a primary occupation for children (Goldstein
2012). Several kinds of play were mentioned across the studies looking at
children’s experience: art and games play (Berkhout et al. 2013); pretend
play (Rogers & Evans 2006); reading and storytelling (Ceglowski &
Bacigalupa 2007); object play (King & Howard 2014); and physically active
play (Barnett 2013). The emphasis on active play for some children
(Barnett 2013) is likely to differ for children with physical disabilities and
will therefore be important to explore. All of the above studies have
different approaches to understanding children’s experience of play;
although some used conversation with children to gain their understanding
(Rogers & Evans 2006, Ceglowski & Bacigalupa 2007), they have some

limitations. Ceglowski & Bacigalupa (2007) were focusing on experiences
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of day care rather than experiences of play and therefore it is unclear as
to the extent to which children’s discussion captured their play experience.
Rogers & Evans (2006) ethnographic study was based within the school
environment; this was a limiting factor as being at school, where the focus
is often on ‘work’, may have influenced how children talked about play.
Further to this, interviews with children were based on informal
conversation, therefore, children may not have had the focus or time that
a formal interview set up may provide to fully discuss their experience of
play. Despite this, the combination of studies, across different settings and
cultures, reflects the diversity of play experience and possibility of the

experience of different kinds of play for all children.

Play was often associated with positive effect; in several of the studies
children reported play as fun and enjoyable (Wing 1995, Barnett 2013).
Participating in activities alongside or with another child were considered
by the children to be part of play, this reflected parallel and cooperative
play types (Howard et al. 2006). Turnbull & Jenvey (2006) found that 9-12
year olds experienced pretend play when it occurred with props and at
least one other player. Although this is based on observation and not
discussion with children about their experience, it would appear that the
presence of friends or peers is important to children’s participation in play.
This is currently not widely explored within the literature and further
research to ascertain the influence and necessity of others within play
experience would be beneficial. This research should use a combination
of research methods, such as both observation and interviews, in order

that children’s experience can be accurately captured.

A variety of methods have been used for these studies; some are based
upon observation (Berkhot et al. 2013, Turnbull & Jenvey 2006, Gmitrova
et al. 2009); some interview (Barnett 2013, Howard 2002, Howard et al.
2006); some play diaries (King & Howard 2014); and some a combination
of the above (King 1979, Wing 1995, Rogers & Evans 2006).
Methodologies such as play diaries and questionnaires have been used to
collate children’s self-reports of play (King & Howard 2014, Turnbull &

Jenvey 2006). However, the use of tick boxes and small open response
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spaces provided surface level data without the opportunity for further
questioning which may have allowed for a greater depth of understanding
of the child’s perspective of play. The most rigorous studies in gaining an
understanding of children’s experience of play appear to use a
combination of observation and interview in order to collect data (King
1979, Wing 1995, Rogers & Evans 2006). Within these studies the
opportunity to reflect on and discuss with the children play activities, which
were also observed, enabled a greater understanding of children’s play.
The understanding of play as an activity allowing freedom, choice, and
control (Sheridan et al. 2011) is closely reflected in children’s descriptions

of their experience of play within research.

2.5.3. A work-play dichotomy

A small number of studies have looked at typically developing children’s
experience and understanding of play, predominantly from an educational
perspective (King 1979, Wing 1995, Howard 2002, Howard et al. 2006,
Rogers & Evans 2006, Gmitrova et al. 2009, Barnett 2013, King & Howard
2014). Although it is important to consider the presence and use of play
within an educational setting it appears that most studies became focused

on a discussion of whether an activity was considered play or work.

Howard (2002) and Howard et al. (2006) used the activity apperception
story procedure in order to give children the opportunity to sort
photographs into categories of play and work, and learning or not-learning.
Although this is helpful in determining children’s contrasting view of play
and work; it provides limited understanding of children’s experience of free
play. Through creating a work-play dichotomy the definition of play
becomes the opposite of work; play, however, can be considered a more
complex concept. Wing (1995), when interviewing children, found some
described the concepts of work and play as merged; in addition, some
activities that the teachers described as play, the children discussed as
work. It is possible that this is because of the presence of an adult (Howard
et al. 2006); or the influence of the school environment on each child’s
experience (Roger & Evans 2006). Furthermore, as described by Sheridan
et al. (2011), children’s play activities, such as building lego, could be seen

by an onlooker as serious or work-based, even when they are described
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by the child as play. This illustrates that the concepts of play and work can
overlap. Therefore, in order to consider an in-depth understanding of

experience of play, a work-play dichotomy is not helpful.

2.6. Play for children with disabilities

Several researchers and theorists have suggested that any given play experience
varies according to the perspective of the player (Bundy 2012, Mclnnes et al.
2009, Chandler 1997). It is therefore important to consider that play for children
with disabilities may look different to the play of their typically developing peers.
Some researchers support this in suggesting that children with disabilities may
experience play differently (Goodley & Runswick-Cole 2010, Graham et al. 2015).
A systematic literature review by the current researcher considering the
perspective of children and young people with physical disabilities and their
experience of play has been published in the Child: Health, Care and
Development Journal (Graham et al. 2017f appendix 1 [enclosed with
permission]). This provides a summary and critique of current research exploring
the experience of play for children with disabilities. The following section will
discuss studies focusing on this experience both from the child’s perspective and
from the perspective of parents, health care providers and researchers. These

are summarised in figure 4, page 45.

2.6.1. Retrospective studies

It is recognised that it may not always be possible to ask children about
their experience due to age or level of disability. Researchers such as
Sandberg et al. (2004 ) attempted to use a retrospective method to explore
the experience of play through interviewing adults with disabilities.
Sandberg et al. (2004) found two themes across their 15 participants; that
play was seen as both participation and exclusion. The participants
discussed barriers to play which led to their exclusion from activities, but
also peer adjustment and self-adjustment to play which enabled their
participation (Sandberg et al. 2004). The experience of the adults
participating in this study appears to have both positive and negative
connotations for play which would be helpful for health care professionals
and carers to consider for children with disabilities. All adults participating
in the study appeared to value their play experiences and were able to
discuss play across a variety of environments and situations (Sandberg et
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al. 2004). It is important to note that as social interaction and culture
changes over time, the retrospective experience of play may be far from
the experience of a disabled child living in today’s society and culture. It is
possible that the increased emphasis on the International Classification of
Functioning (WHO 2007) and the focus on participation has shifted the
experience of children with disabilities as they participate in play today.
Although Sandberg et al.’s study (2004) provides some helpful insight into
the multidimensional concept of play, it is difficult to capture the true nature
of play through a memory of it. Leisure studies literature indicates that
adults have difficulty in accurately remembering childhood events and
experiences when participating in retrospective studies (Snelgrove &
Havitz 2010). It therefore appears that retrospective studies can only

provide a limited understanding of disabled children’s experience of play.
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King (1979)

* Kindergarten children
in 4 classrooms

* Observation of
classroom activities
and then interviews
about activities

* Children appeared to
distinguish between
work and play.

* Work involved the
teacher

* Play was chosen by
the child and
undirected by the
teacher.

o Further research
needs to further
explore children's
definition of play in
relation to
participation in
school.

Wing (1995)

* 28 Kindergarten and
first and second
grade children

* Observation and in-
depth interviews

* Children
distinguished
between work and
play

* Play activities were

considered fun,

something you 'can’
do, chosen by the
child and often not
sitting down.

Work activities were

considered as

something you 'have
to', often with the
teacher present, and
requiring effort.

Reading and writing

were often seen as

work.

Further research

would look at what

happens if the
teachers become co-
players and co-
investigators within
the classroom.

Howard (2002)

¢ 111 children aged 3-
6yrs across 6 sites

* Activity Apperception
Story Procedure
(AASP)

e Children sorted 26
photos into
play/work and
learning/not learning.

e Children then were

asked to re-

categorise and
explain their choice
for a smaller number
of photos.

Presence of an adult,

space and constraint

(e.g. at a table or on

the floor) and type of

activity (e.g. blocks or
maths book)
influenced children's
choice of work or
play.

* Based on pilot study
where 28 children
were asked what
they were doing in a
classroom setting.

* Some unexpected
definitions were used
to explain pictures
e.g.'playis
pretending', 'toys are
not work' level of
choice and level of
difficulty.

* There was an
association between
being in school and
needing to work.

 Further research
should look at
characteristics of
activities which may
provoke feelings of
playfulness.

Howard, Jenvey, Hill
(2006)

92 children aged 4-
6yrs in Australia
Completion of the
AASP as in Howard
(2002)

Photos sorted into
'play/ not play' and
as a seperate
condition 'learning/
not-learning'
Children associated
teacher absence,
parallel and
cooperative activity
with play.

Children had no
significant social cues
that they used to
indentify learning/
not learning
Contrast in results to
Howard (2002) is
suggested to be due
to culture difference
in early years
education approach.
Further research
needs to identify
cues used by children
to categorise
activities which may
provide more
opportunity to
research the
developmental
potential of play.

Turnbull & Jenvey
(2006)

* 98 children age 9-12
and 38 adults.

* Watched 10 videos
and ticked criteria
categorising
behaviour

* Aim was to look at
pretend play vs.
activity play

* Pretend play was

seen to have the

following
criteria:non-
literality,
communication and
intimacy, use of toys
or props and the
presence or more
than one player

Further research

could test wether

these stand for
pretend play

Suggests that 9-12 yr

olds have the

capacity to categorise
play.

Figure 3 What do typically developing children think about play? A summary of research

Rogers & Evans (2006)

* 144 children
participated in a year
long ethnographic
study of children's
role play in school.
Data collection
included partipant
observation, focus
group discussion,
photos, informal
conversation with
children, children's
drawing and role play
scenarios.

Data was transcribed
and field notes
underwent
systematic content
analysis.

Children were
between aged 4 and
5yrs. They had a
clear idea of what
was 'pretend' and
‘real' in terms of role
play.

Freindships with
other children were
important in their
play

Children were
frustrated and found
it difficult when
adults wanted to
finish the play or
remove them from
the situation.

A multi-method
approach allowed
children's views to be
captured.

Children's active
involvement in
classroom
environment and
participation could
be gained from
further research as to
their play.
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Ceglowski &
Bacigalupa (2007)

¢ 104 children in

America aged 1-18yrs

participated in

interviews and the
opportunity to draw
about their day care
experience.

Pre-school children

often commented

that they 'play a lot'

e Older children aged
7/8 commented less
about play and
discussed caregivers
having 'baby toys'

* Interviews included
asking about what
the child did/ did not
like about day care.

* Reading and story
telling were
important for pre-
school children.

* Discussion over the
extent of television
watching.

Gmitrova, Podhajecka
& Gmitrov (2009)

* 123 kindergarten
children aged 3-6
years participating in
free-play at school in
Slovakia.

* Observed as to type
of play that they
were participating in-
pretend play/
construction play/
dramatic play.

* Children were most
likely to particpate in
household pretend
play.

* Teacher directed play
should help teach
children more self-
sustained creative
pretend play.

Barnett (2013)

* development of a
play scale for school
age children 8-10yrs
47 children helped to
examine a draft of
the scale

25 items that
underwent factor
analysis and were
seen to be valid and
reliable as a measure
of play

Items which children
identified as
characteristics of play
inlcuded 'l like to be
active', ' | get
involved in what i'm
doing', 'l enjoy time
off school', 'l enjoy
being alone'

Berkhout , Bakkers ,
Hoekman & Goorhuis
Brouwer (2013)

* 877 children aged 4-
6yrs in the
Netherlands.

* Free play time
underwent viedo
analysis.

 Different play types
were categorised.
Make believe play
and arts and games
ere observed most in
this age group.

* Pretend play was
observed to take
time to engage in.

King and Howard
(2014)

* 22 children in
afterschool clubs
(age 6-11yrs)

* Play detective diary
(self report free play
questionnaire) tick
boxes and space for
drawing/ writing.

o Children percieved
more choice when
playing alone.

* Object play was most
popular

e Further research
would benefit from
looking at factors
influencing choice.
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Pollock et

al. (1997)

e Interviews of 20
13-18 yr olds
with and
without
disabilities. 10
with physical
disabilities (CP,
Spinal Bifida
and Juvenille
arthritis)

e Highest level of
disability was
participant in
powered chair.
All able to
communicate
vocally.

eThemes
surrounding the
nature of play,
environmental
barriers and
supports and
personal
factors.

*Play was seen
as fun,
enjoyable,
relaxsing and
something you
do not have to
do. This was
discussed in
relation to
work.

eSome barriers
to participation
and choice: it
usually was not
me who chose
because if | ever
did get
someone to
play with, |
usually said ‘Ok,
you’re playing
with me, that’s
good enough,
like, you
choose.’

e Further
research needs
to look at the
emerging
concepts of
play.

Nabors &
Badawi (1997)

®Observation of
3-5yr olds in the
playground, 45
typically
developing and
19 children with
special needs (
3 of whom had
CP)

*Snap shot
observations of
the childrens
play for 10
seconds- play
was then
categorised into
playing alone
(included
parallel play),
playing with a
teacher, and
playing
cooperatively
with peers

e Children with
special needs
were found to
engage in more
alone and
teacher play
and less
cooperative
play than
typically
developing
peers.

e Ethnographic
research would
be useful to
look at why
children with
additional
needs engage in
less cooperative
play.

e Strategies to
improve social
skills need to be
developed.

Buchanan &
Cooney (2000)

eToddlers 30-32
months

eHome
environment

e Case study (3
children)

e Imaginative play
acted out by
care giver.

eVideo
observation of
mother- child
interaction.
Played back and
discussed with
mother.

o Child with
Cerebral Palsy
was able to
participate in
peer interaction
and play
through
communication
with his mother
who could
support a
dramatic play
scenario.

*Play can depend
upon context,
children may be
able to more
readily play in a
familiar home
environment.

Tamm & Skar Sandberg et
(2000) al. (2004)

e Interview/
observation of 5
girls and 5 boys
aged 6-12yrs
with physical
disabilities
dependent
upon walking
aids.

e Children's
accounts
indicated a
model of three
types of play:
Play with
friends, play
alone, play with
adults.

o Child indicated
they were
active players
when watching
play.

eFurther
research needs
to look at the
way children
feel they are
participating in
play as an
onlooker.
Further
research also
needs to
expand upon
the population
investigated.

¢ Opportunities
to initiate play
and choose
playmates need
to be valued
and
encouraged.

15 Adults aged
25-76 with
visual
disabilities,
motor
disabilities, or
Asperger
syndrome.

e Individuals were
interviewed
about their past
play
experiences.

¢ Personal, social
and
environmental
components
influenced
participation or
exlusion in/
from play.

e For individuals
with physical
disabilities play
that involved
movement was
important.

e Adults/
assistants could
interfere with
play and
become a
barrier not
facilitator.

ePlayisa
multidimension
al concept, play
described by
participants
contrasts to
play focusing on
development
and learning.

Figure 4 What do children with disabilities think about play? A summary of research

e Qualitative pilot

study about the
use of a virtual
musical
instrument for
children with
CP.

¢ 6 children aged
5.5-10yrs
participated all

had at least one

voluntary
movement.

e Case study
approach-
music therapy
sessions
videoed and
notes
transcribed.

eIncreased
visual, auditory,
kinesthetic and
self awareness

e Improved
opportunity for
actice
participation in
play

Kramer
(2009)

*Observation of
2 children with
CP within a free
play situation in
a classroom/
playground

*Both children
with a high level
of physical
disability- both
unable to stand
unaided, one
unable to sit
unaided. both
able to move
around floor.

*45 minute
observation of
non-verbal
social
interaction.

e Interaction was
mostly aimed at
the teacher or
an adult.
Children used
eye contact,
gesture,
verbalisations,
posture and
touch most.

e Indicates that
children with CP
can engage in
free play

e Further
research needs
to address play
in different
environments
and the benefit
of interactice
play
opportunities
such as dance/
movement
therapy.

Nind et al.

(2010)

*Observation of
3 4yrold
children with
learning
disabilities
within different
environments.

*Observations
videoed and
then coded and
qualitatively
analysed
according to
factors such as
touch, gaze,
facial
expression,
body
orientation.

o Children's
enviornment
has an impact
upon their
social
participation
within activity

*The child's voice
and experience
is important to
consider within
a social model
of disability.
This 'voice' may
be seen through
observation
within social
context and
environment.

Matthews &
Rix (2013)

e Ethnographic
study of early
intervention
with two
children with
Downs
Syndrome
across 5
months.

e Looking at child
agency, play
and creativity as
supported and
developed by
parents and
professionals.

* Several
interviews with
family and
professionals.
Photos taken of
children playing
and accounts
writen in first
person of each
child's play.

¢ Children were
seen to have
increased
agency and
choice of
activities
dependant on
context.
Instruction and
led play
decreased child
agency

* Reconceptualisi
ng everyday
play activities
could help
foster creativity
and develop
child agency.
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2.6.2. Play deprivation

Some researchers have suggested that children with disabilities face play
deprivation as a secondary disability and this can have a negative impact
upon their health and wellbeing (Missiuna & Pollock 1991). Two levels of
deprivation are discussed. Firstly, direct deprivation and inability to
participate in an activity because of a sensory motor impairment; for
example, a child who is blind would be unable to participate in play with
lights and visual play (Missiuna & Pollock 1991). Secondly, play
deprivation and secondary disabilities in social, emotional and
psychological functioning as a result of the experience of disability
(Missiuna & Pollock 1991).

It is suggested that children with physical disabilities are more likely to
spend time in self-care and passive activities and therefore have less time
for play (Missiuna & Pollock 1991). This is supported by a review of
participation of children with Cerebral Palsy which suggests that although
children do participate in play they also often experience exclusion (Imms
2008). Social exclusion and bullying is reported by children with Cerebral
Palsy to be experienced in the school setting (Lindsay & McPherson
2012). Children with physical disabilities are less able to independently
mobilise towards a play activity, for example, they may be unable to go to
the park independently or fetch a toy (Missiuna & Pollock 1991). This is
emphasised by the United Nations General Comment 17 (2013) on the
rights of the child, which suggests that children with disabilities are one of
the populations of children at risk of not being facilitated in their right to
play. Missiuna and Pollock (1991) summarised barriers to play for children
with physical disabilities as: limitations imposed by caregivers, physical
and personal limitations of the child, environmental barriers, and social
barriers. It is suggested that occupational therapists have a role in enabling
children to have greater opportunity to participate in free play and

supporting parents in this (Missiuna & Pollock 1991).

Missiuna & Pollock (1991) provide a helpful overview of the potential
barriers that occupational therapists can recognise for children with

physical disabilities facing play deprivation. There are some limitations to



the article in that it is a combination of opinion and research literature
which limits its trustworthiness. The article was written over 25 years ago
and few researchers have specifically addressed play deprivation for
children with physical disabilities more recently. It is more than likely that
some of the barriers discussed within the article will have changed with
societies increasing awareness of disabilities and move towards a social
model of disability (Curran 2013). It is possible that children with disabilities
do not face play deprivation and an inability to play as argued by Missiuna
& Pollock (1991); but rather their play experience is different to the

experience of other children.

2.6.3. Observing play

An alternative method of understanding the experience of play for children
with disabilities is through observation (Nabors & Badawi 1997, Buchanan
& Cooney 2000, Kramer 2009, Nind et al. 2010), this provides the
opportunity to explore children’s play when they may not have the
necessary language to communicate their experience. Nabors and Badawi
(1997) and Kramer (2009) both observed children within an educational
setting and found that children often sought out teacher support in their
play. Research also suggests that play for children with disabilities varies
according to their environment (Buchanan & Cooney 2000, Nind et al.
2010). In an education setting, two children with Cerebral Palsy were seen
to use vocalisations and communication through gaze to participate in play
(Kramer 2009). Buchanan & Cooney (2000) observed that a pre-school
child with Cerebral Palsy could participate in dramatic play with the support
of his mother. The above studies suggest a range of participation
experiences for children with disabilities in play (Buchanan & Conney
2000, Kramer 2009).

A variety of observational methodologies were used within the above
studies to observe and analyse children’s play. Nabors and Badawi (1997)
used a snapshot and checklist observation method which allowed for long
observation periods but limit depth of data collection. In contrast, Kramer
(2009) carried out detailed observation and analysis of the behaviours,
vocalisations and social communication between two children. The use of

a close, in-depth method led to a rich account of interaction between two
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children with Cerebral Palsy (Kramer 2009). This would suggest that in-
depth observation may enable researchers to more readily capture the

experience of play for the children they are observing.

Observation methods have both benefits and limitations in terms of
capturing the play experience of children with disabilities. One benefit of
using observation is that it provides the opportunity to develop some
understanding of the play experience of children who are unable to
communicate to researchers. Observation can be carried out within a
child’s natural setting and may give a more accurate picture of a child’s
participation than if they are using recall. Nind et al. (2010), in following the
social model of disability, attempted to portray the voice of the children
with disabilities in their study through using first person to describe
observations. Although the first-person account within Nind et al.’s (2010)
study was based on recorded observations this provided a limited
representation of the child’'s perspective as it did not consider the
experience of the child themselves. The primary limitation of observation
in that the child’s experience can only be captured through the lenses of
the researcher who interprets the data. This provides some insight into
children’s play experience but it is important to explore other methods

which may provide more scope to capture the child’s opinion.

Other researchers have used a combination of qualitative methods
including observation and note taking of therapy or intervention sessions
(Ahonen-Eerikainen et al. 2008, Matthews & Rix 2013). These studies
suggest that both music therapy (Ahonen-Eerikainen et al. 2008); and
practice of play activities (Matthews & Rix 2013) improved the play skills
and ability to participate for children with disabilities. Although the studies
describe enhanced play, the focus is upon experience of intervention

rather than experience of play.

2.6.4. Disabled Children’s Childhood Studies

Further research is needed to explore the experience of play for children
with disabilities; this is currently only addressed in a small number of
studies (Buchanan and Giovacco Johnson 2009). The disabled children’s
childhood studies approach is a recognised field based upon a social

model of disability, children are seen as active participants and capturing
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their experience is essential (Curran 2013). Within this approach children
are recognised not by their impairments but in their participation (Curran
& Runswick-cole 2014). The difficulty within the field in relation to play, is
that it is challenging to find a method which will capture the experience of

play from a child’s perspective.

Buchanan and Giovacco Johnson (2009) use the traditional
psychoeducational research paradigm and contrast this with the more
recent childhood studies paradigm. Buchanan and Giovacco Johnson
(2009) discuss their findings within the context of a multiple case study in
which videoed play episodes of three toddlers with disabilities, and
interviews with their mothers, were analysed. The psychoeducational
research paradigm focuses on education and development of children and
therefore would interpret the study’s findings with a focus on the
engagement in free play similar to typically developing peers: toddlers
within the study demonstrated an ability to engage in exploratory,
manipulative and functional play as well as pretend play (Buchanan &
Giovacco Johnson 2009). Mothers were able to facilitate their child’s play
and follow their lead; one child with Cerebral Palsy was seen to engage in
substitute typical pretend play by using symbolic and song play through
signing to his mother (Buchanan & Giovacco Johnson (2009). The
researchers argue that this paradigm neglects some perspectives of play,
namely, the child’s experience. The childhood studies paradigm focuses
on the everyday world of the child and aims to improve their quality of life
(Curran & Runswick-Cole 2014). Buchanan & Giovacco Johnson (2009)
provide a contrast by presenting their findings from this perspective,
suggesting that children were imaginative and competent players, they
often had complexity in their play similar to typically developing peers, but
would sometimes need adult facilitation to follow their lead. The contrast
between the paradigms demonstrated here highlights the importance of
the researcher perspective and the influence this has upon the findings.
This thesis concurs with the disabled childhood studies paradigm in which
the focus is on the lifeworld and experience of the child (Curran &
Runswick-Cole 2014). Further discussion of the researcher perspective,

theory, and philosophy of this research is discussed in chapter 3.
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2.6.5. The experience of play of children with physical disabilities

Within the literature there are a limited number of studies which directly
capture the experience of play of children with physical disabilities (Burke
2012, Egilson & Traustadottir 2009, Gcaza & Lorenzo 2008, Miller & Reid
2003, Mundhenke et al. 2010, Pollock et al. 1997, Ripat & Becker 2012,
Schiariti et al. 2014, Skar 2002, Sonday & Gretschel 2016, Spencer-
Cavaliere & Watkinson 2010, Tamm & Skar 2000, Young et al. 2007).
These studies often only make brief mentions of play from the perspective
of the child, often referring briefly to the experience of play as part of a
wider discussion of experience of their disability, school, mobility aids or
playground use. The studies therefore have limited transferability to the
experience of play for children with physical disabilities but are discussed
and synthesised further within the systematic review published by the
researcher (Graham et al. 2017f, appendix 1). This section will therefore
primarily discuss the only two research studies which entirely aimed to
explore the experience of play for children with physical disabilities
(Pollock et al. 1997, Tamm & Skar 2000).

‘I think ’'m a normal kid, | just happen to have a disability’.
(Shikako- Thomas et al. 2009, p825)

Box 2 Quote from an adolescent with Cerebral Palsy

Quotes from participants in other research studies, such as in Shikako-
Thomas et al.’s (2009) study, shown in box 2 above highlight that children
with Cerebral Palsy can often see their participation in activities such as
play as the same as their typically developing peers. Research has
emphasised that adolescents with Cerebral Palsy value spending time
with friends and choosing the activities they participate in (Shikako-
Thomas et al. 2013). Although in general research reports that children
with disabilities like to be like their friends, close examination of the
research studies discussed below enables a broader understanding of the
experience of play for children with  Cerebral Palsy.
Pollock et al. (1997) carried out semi-structured interviews with 10 young
people with physical disabilities in order to gain an understanding of their
experience of play. It was suggested that play is a fun, enjoyable and

relaxing activity that you do not have to participate in (Pollock et al. 1997).
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This suggests that for some adolescents with disabilities play experience
is closely linked to the play of typically developing children. Despite this,
Pollock et al. (1997) also highlighted within their study some differences in
the play experience for children with disabilities. Some barriers to play
were reported by adolescents with physical disabilities: they discussed not
being able to physically access the playground or play environments; they
also discussed social isolation and allowing others to choose the game
because they had been given the opportunity to join in (Pollock et al.
1997). This study therefore provides a helpful insight into the experience
of some adolescents with physical disabilities. One limitation of Pollock et
al.’s (1997) study is that it is carried out with older adolescents who often
referred back to play experiences as children. It is possible that that their
current experience may have influenced how they perceived their play as
they reflected on it. Despite this, interviews of adolescents both with and
without a disability enabled some comparison of experience to occur which
still provides a helpful insight into the experience of play for children.
Further to this, the methods used were rigorous and are clearly outlined
within the article (Pollock et al. 1997, figure 4, page 45) — thus improving

its trustworthiness.

In addition to Pollock et al.’s (1997) study, one other study has looked at
the experience of play from the perspective of children with physical
disabilities. Tamm & Skar (2000) used a combination of observation and
interview in order to gain a greater depth of understanding of play from the
perspective of children. Tamm & Skar (2000) observed and interviewed 10
children with Spina Bifida, Cerebral Palsy, or Polio, the children were age
6-12 years and used walking aids such as crutches or walking frames,
some of the children used wheelchairs. Tamm & Skar (2000) chose to use
children who could communicate verbally in order to allow for an in-depth
discussion and interview to yield sufficient data for analysis. The themes
summarised in the findings included: play with friends, solitary play, and
play with an adult. Children expressed positive emotions about the
opportunity to participate in play, even though it was often on the terms of
others (Tamm & Skar 2000); this reflects a similar finding in Pollock et al.’s

(1997) study suggesting the possibility of experiencing play with adults for
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children with disabilities is an important area to consider. The opportunity
to play alone was both described in terms of social isolation and as
voluntary solitude (Tamm & Skar 2000). Play with adults as an
additiofriend was common particularly when children had an adult as a
support for them (Tamm & Skar 2000). This is important to consider in light
of the expression of play experience by typically developing children where
the presence of an adult made an activity feel like it was not play (King
1979, Howard 2002, Howard et al. 2006). This grounded theoretical
research appears to have taken a rigorous and trustworthy approach that
has led to the development of a theory about the play of children with
disabilities. The focus of Tamm & Skar’s (2000) discussion remains upon
limitations each child experienced in play due to their disability, rather than
alternative ways of playing. Further research is therefore needed to
explore the experience of play from the perspective of children with high
levels of disability, rather than focusing on situations where they could not

play, or faced limitations.

It appears clear that although there are similarities in the play experience
of typically developing children and children with disabilities, there are
areas in which the play of children with disabilities is different and needs
to be explored further. This includes the possibility of ‘onlooker play’ which
is described by children within Tamm & Skar's (2000) study as
participation in play through observing. This is supported by the idea of
‘vicarious play’ suggested by Graham et al. (2014) following interviews
with parents about the experience of play for children with Cerebral Palsy
perceive more barriers to play and social isolation than their typically
developing peers (Pollock et al. 1997, Tamm & Skar 2000). The above
areas are all unique to children with physical disabilities in their experience
of play and require further exploration as to their impact on play as a

primary occupation.

2.7. Play in therapy

Play is often used by occupational therapists as an opportunity to achieve therapy

goals and outcomes with children who have disabilities (Missiuna & Pollock

1991). Play is used both as a means for carrying out therapy or as a therapy goal

and area to improve (Missiuna & Pollock 1991); participation is often a goal within
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therapy (Imms 2008). The links between play and therapy will be summarised

and discussed in this section.

2.7.1. Intervention to improve play skills

Several researchers, in recognising play as a primary occupation, have
aimed to develop play skills for children with physical disabilities (Chiarello
et al. 2006, Ahonen-Eerikainen et al. 2008, Ryalls et al. 2016, figure 4,
page 45). Interventions such as: music therapy (Ahonen-Eerikainen et al.
2008); early intervention and practice of play skills (Matthews & Rix 2013);
neurodevelopmental approaches (Okimoto et al. 2000); motor intervention
to improve sitting skills (Ryalls et al. 2016); and coaching in parent-child
interaction (Okimoto et al. 2000); have all been found to improve the play
skills of children with physical disabilities. Although the methods within
each of the above studies were rigorously carried out they are all based
upon the premise that children with physical disabilities cannot participate
in play to the extent of their typically developing peers. It is beneficial to
children to be able to improve in their skills, however, it is also essential
that the experience of play is captured and understood from the child’s
perspective (Mclnnes et al. 2009). This will enable researchers and
parents to understand the areas in which children may like to learn new
play skills and areas in which their unique experience of play should be

more readily realised.

Provision of equipment, such as computer based technologies, can be one
aspect of therapy intervention used to enable play for children with
disabilities. Chantry and Dunford (2010) reviewed research literature
discussing computer use for children with disabilities, finding that use of
technology enabled: new opportunities to engage in play, autonomous and
independent free play, increased playfulness, and more opportunities for
social interaction. Further research was recommended in order to
ascertain the impact of such technologies on children’s participation
(Chantry & Dunford 2010). This research therefore also considered the
impact of technology provision on the experience of play for children with

high levels of physical disability due to Cerebral Palsy.
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2.7.2. Therapeutic engagement

There are several benefits to using play and promoting play within therapy
which are often utilised by occupational therapists (Missiuna & Pollock
1991). Play is a known primary occupation for children (Chiarello et al.
2006), and the use of everyday activities for the use of home therapy
programmes is promoted for children within occupational therapy (Novak
2011, Brooks & Dunford 2014). Novak (2011) suggested that the use of
everyday activities, such as play, enabled improved outcomes in home
programmes for children. Within occupational therapy there is a wide
recognition that everyday activities are an important part of home
programmes (Dunbar 2007, Wolf et al. 2015). As an everyday activity, play
can therefore be seen to promote good outcomes for home programmes.

Within therapy sessions play is often used to build rapport with children
(Robinson 2011, Brooks & Dunford 2014). Play activities are seen to help
children to feel motivated to participate within therapy (Csikszentmihalyi
1975, Majnemer et al. 2010). The concept of ‘flow’ as originally developed
by Csikszentmihalyi (1975) is defined as an experience that individuals
have during an activity which is at is optimum when there are high
opportunities for action or challenge, matched with the individual’s level of
skill and capacity (Csikszentmihalyi & LeFevre 1989). In 1971
Csikszentmihalyi and Bennett published an article proposing an
exploratory model of play. Play was understood to be an action which
generates an action appropriate to the individual’s skill level and therefore
a flow from one moment to another is experienced during play
(Csikszentmihalyi & Bennett 1971). The idea of flow within a play
experience may help to explain its success in improving therapeutic
engagement with children. Within an occupational therapy setting this is
implemented through therapists grading an activity to make it harder or
easier in order that it is at an appropriate level in which the child can
experience flow in their play (Hutton 2008).

2.7.3. Play in therapy

With the heightened focus on children’s achievement in the 215t century,
play appears to be promoted as purposed primarily for development
benefits (Whitebread, 2012). Goodley and Runswick-Cole (2010) have
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argued for the ‘emancipation’ of play suggesting that true play is only
experienced as separate from therapy or education. Clinical experience,
therapist and parent opinion disagree, suggesting that children with
disabilities may experience a greater level of play during therapy (Bundy
2012, Graham et al. 2014). This is further supported by a recognition that
play is often an integral part of motivation and a child-led approach within
therapy (Hutton 2008). It is therefore important to consider the concepts of
play and therapy from the perspective of children with disabilities to

understand their experience.

2.8. Gaps of knowledge

The present review highlights the complexities of understanding play and the
impact that it has on the lives of children with physical disabilities. Further study
of the emerging concepts of play is needed particularly for individuals with
physical disabilities (Tamm & Skar 2000). Children are seen as active agents in
constructing their own lives and identities and are therefore pivotal to a research
process within a disabled children’s childhood studies paradigm (Curran 2013).
Research exploring children’s perceptions and definitions of play is minimal
particularly for children with disabilities, however, this has been highlighted as an

area for development (Buchanan & Giovacco Johnson 2009).

The research discussed above has suggested that children with physical
disabilities have unique play experiences which would be valuable to capture and
expand upon in future research (Pollock et al. 1997, Tamm and Skar 2000).
Significant gaps were found within the research literature exploring the
experience of play for children with physical disabilities. Both Pollock et al. (1997)
and Tamm & Skar (2000) included children and young people with a range of
physical disabilities but did not include children using alternative forms of
communication or with high levels of physical disability. Further research aiming
to understand play from the perspective of children with high levels of physical
disability due to Cerebral Palsy will allow therapists to exercise a client-centred
approach with a group widely seen by occupational therapists. This group is seen
to be often missing from research and needs to be included (Imms et al. 2017).
The ability to consider occupation from the perspective of the client is considered
vital for occupational therapy practice (College of Occupational Therapists (COT)
2010).
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Children at levels IV and V on the Gross Motor Function Classification System,
who use wheelchairs and need support for all of their everyday activities (Cooley
Hidecker et al. 2012), have been found to be the most ‘at risk’ of play deprivation,
having the least play activities described in a mail based survey of 93 children
with Cerebral Palsy (Malkaw 2009). A more recent study supported this, finding
that following completion of questionnaires about play participation, children
functioning at GMFCS IV/V reported more activities they could not participate in
but would like to than their peers with lower GMFCS levels and better physical
skills (Imms et al. 2017). Malkaw (2009) argues that therapists should therefore
focus their attention towards participation in play for children with this level of
disability. The current research therefore aims to study a population not
addressed in Tamm & Skar’s (2000) research by exploring the perspectives of
play of children aged 6-12 years who are functioning at GMFCS and MACS levels
IV and V and have CFCS levels | and Il. Cooley Hidecker et al. (2012) suggest
that participation in relation to the International Classification of Functioning
should be researched in relation to children in different levels of functioning within
the above scales. Play is seen as a primary occupation for children within the ICF
(WHO 2007). Children with CFCS levels | and Il will have the ability to
communicate to the researcher who will be an unfamiliar conversation partner,
this will allow the opportunity to truly reflect each child’s perspective within a

qualitative study building upon Tamm & Skar’s (2000) work.

2.9. Research question and aims

There are significant gaps within the research literature surrounding the
experience of play for children with high levels of physical disability due to
Cerebral Palsy. This research therefore poses the following question ‘How do 6-
12 year olds with high levels of physical disability due to Cerebral Palsy
experience play?’. This will be addressed through the following three aims:

1) To understand how children explain their experience of play in relation
to their Cerebral Palsy

2) To contribute to a deeper understanding of what play means for
children with Cerebral Palsy

3) To consider possible occupational therapy practice implications
following a greater understanding of play for the study population.
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It was anticipated that the findings of this study would contribute to occupational
therapy practice in terms of being able to understand children’s experience of
play. The findings will also enable further education of parents and other
professionals as to how they can recognise and promote play in a way that is

meaningful to children with high levels of physical disability due to Cerebral Palsy.

2.10. Summary

This chapter has provided a critical review of the literature which justifies the
importance of this project. Play is defined within this thesis as an activity in which
an individual experiences freedom, choice and control within a frame of play cues.
Children with disabilities are regularly described as playing less than their
typically developing peers (Whittingham et al. 2010). Some researchers have
argued that they do not play less but rather play differently to their peers (Graham
et al. 2015). There appears to be some recognition in the literature that children
with Cerebral Palsy may experience play differently to their typically developing
peers (Pollock et al. 1997, Tamm & Skar 2000, Graham et al. 2014, Graham et
al. 2015). Children with high levels of physical disability such as those at GMFCS
IV and V are considered the most ‘at risk’ of play deprivation (Malkaw 2009). To
date, no research has been found exploring the experience of play for this
population. In light of the childhood studies approach it is important to ascertain
play from the perspective of the child with physical disabilities, to understand how
their right to play (UNICEF, Article 31, 1989) can be realised, and they can
participate in the everyday occupation of play (Chiarello et al. 2006), in a way that
is meaningful to them. This project therefore aimed to understand the experience
of play for 6-12 year olds with high levels of physical disability due to Cerebral
Palsy. This has enabled a deeper understanding of play as an important and

primary occupation which will be helpful to both parents and professionals.

2.11. Reflexive account

As an occupational therapist my primary concern is with the occupation of the
client group | am working with. As | am working with children, the occupation of
play is something that | utilise and aim to support children with on a regular basis.
Play is a concept that at the start of my PhD | felt | had a good grasp of in terms
of its definition and its application to children with disabilities. | had experience of
playing with children as an occupational therapist; outside of work with family
friends; and in remembering my own play as a child. | had created a personal
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framework of play in which | felt | could easily observe and recognise a play
activity through the joy that it created in a child. However, as | started to explore
the literature and read the varying research and theory related to play as part of
my PhD | found that my view and understanding of play was challenged. The
literature challenged my view that play can always be observed in the appearance
of joy (Sheridan et al. 2011). Serious play was a concept that | was aware of in
my observation of children but it was not originally something that would have
been a part of my play definition. The research literature challenged my concept

of play being a known and understandable entity.

| wanted to cover a wide breadth of literature as part of my literature review and
| tried to combine research papers and theories from a wide range of disciplines.
This led to some difficulties in synthesising research and creating a coherent
argument. The more | read, the more | realised the extent to which the definition
of play varies according to every individual’s perspective and therefore cannot be
easily captured or summarised. Several research titles help to capture the
complexities and confusion that exploring the topic of play can involve: ‘the
ambiguity of play’ (Sutton-Smith 2006); ‘the cobweb of play’ (Riley 1974); and
‘The problem of play’ (Neumann 1971). These titles mirror my own experience of
ambiguity in the processes of exploring the literature. It was like going through a
tunnel which on stepping inside the plethora of literature confused the view of the
endpoint and understanding play. On coming through the tunnel | found | had a
new understanding of the wide range of literature, contributing to the body of
knowledge about play. | found a new contentment in holding all the varying
understandings and theories at once with the overarching view that play definition
would vary according to the perspective of the player (Mclnnes et al. 2009). In
order to capture the vast and varying perspectives of theory and literature within
this review | went through several iterations of trying to map this out in a visual
summary. | found that the best way was to initially capture theory and definitions
of play and then to separately explore experience of play from the perspective of
children and young people both with and without a disability.

| attempted creations of timelines and summarising graphics but | found that with
each attempt it was difficult to adequately capture and summarise the information.
| then re-looked at the work of Neumann (1971) whose first chapter is aptly titled

‘the problem of play’. It was through Neumann’s (1971) suggested framework that
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| found a solution to summarising the theories influencing the definitions of play.
Writing as an occupational therapist and from an occupational therapy
perspective | was eager to be able to capture occupational therapist’s theories
and influences on the development of defining and understanding play. | therefore
added a fifth section to Neumann’s framework ‘occupational therapy and play’.
This enabled a summary which | felt provided a fuller picture of varying theories
and perspectives of play within the literature. This graphic (figure 1) enabled a
summary of my understanding of play and the combination of literature

contributing to it.

| was aware that play cannot be researched without starting with a definition of it.
As the literature points to every individual having their own perspective of play
and as play is the primary occupation of children it therefore seemed essential
that the literature review had a focus on literature exploring children’s experience
of play. | summarised this literature through creating summaries of articles which
explored the experience of play from the point of view of typically developing
children and the point of view of children with disabilities. This enabled me to
organise and process my thoughts and therefore create a clear argument within

the review.

My understanding of play as a concept, and my leaning to provide and enable
play opportunities for all children, impacted my reaction to the literature that |
read. | found that, particularly when reading studies that focused on children with
disabilities not being able to play as much as their typically developing peers, |
felt a sense of injustice that the child’s perspective had not been accounted for. |
think this initially led to a level of criticism where | tended to critique these articles
to a greater extent than perhaps reasonable. On re-reading and editing this
chapter | have reflected on my perspective and endeavoured to provide a fair

analysis of such articles.

It took me several months to process and understand the motivation of the
researchers who have varying perspectives of the play for children with
disabilities, particularly those who focus on barriers to play rather than ability to
play. There were threads within play literature in which | shared a view with the
majority, if not all researchers, such as the thread that every child has a right to
play. Despite this, there were other focuses within play research in which |

appeared to take a different view and perspective. In some ways my research
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runs along a similar theme to researchers such as Goodley & Runswick-Cole
(2010) who emphasised the importance of play for plays sake. However, there
remains an emphasis within Goodley & Runswick-Cole’s (2010) work on the
barriers to play for children with disabilities. It was the focus on the barriers to
play and the reasons why children cannot participate that | found a challenge in
light of the perspective that every child has a right to play. Through the process
of reading, coming back to this literature and conversing with researchers in the
field at conferences such as the International Play Association Conference (Sept
2017), | found that | gained a deeper understanding of this view point. | could
more readily realise that the focus on barriers to play and adaptations needed to
play came from a motivation to enable all children to be able to experience play.
As someone wanting to enable all children to be recognised in their experience
to play | realised that my voice, in representing the voices of the children |
interviewed, does not directly contradict other research, but adds to it in providing
a deeper understanding of experience from the point of view of children
themselves. | also realised that some of the studies, even when specifically
focused on barriers, do provide a valid and important expression of children’s
views which need to be represented. | felt confident that the combination of
literature which challenges societal barriers to play, and literature which
discusses children’s ability to participate in play, will contribute to a shift in policy
and practice for children and young people with high levels of physical disability
and their families. | was therefore pleased to be able to be adding to the body of

literature which represents the child’s voice and experience.

My completion of a systematic literature review addressing the meaning of play
for children and young people with physical disabilities (Graham et al. 2017f) gave
me great confidence in the need for further research addressing the experience
of play for children with physical disabilities. | found the process of completing the
systematic review one that was both challenging and rewarding. It was
challenging in the sense of the large number of articles to screen and process,
but rewarding in that the thematic synthesis of the applicable sections within each
article led to a better understanding of play for children with physical disabilities.
It was the first systematic literature review which | had undertaken for journal
publication and therefore it felt important that that method was particularly

rigorous and thorough. | attempted submission to two journals before it was
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successfully accepted within Child: Health, Care and Development. This process
was frustrating but enabled me to develop my research skills. | learnt that |
needed to be able to adequately define the concept of play, particularly to be able
to define it as separate from other concepts which can be viewed as similar such
as recreation and leisure. This led to the decision to clarify my terms within this
literature review in order to make this separation clear. | also learnt about the
need for academic rigour in the systematic review process. | spent a great deal
of time following the PRISMA review process and critically appraising relevant
articles. At the point of the third submission following comments from previous
reviewers | decided to bring in a fourth author in order that the screening, critical
appraisal and synthesis process could be carried out by two authors
independently and then compared. Although it was frustrating to start again with
the screened list of articles | found that the process taught me the benefit of a
second independent individual in analysing and reviewing articles. The process
of talking the review process through and deciding upon themes and subthemes
provided a fresh insight to the article which had not been present in previous
iterations. This contributed to my process of writing this chapter as it enabled me
to critically appraise and synthesise literature to a greater extent and also to be
able to view it from an alternative perspective. These research skills were positive
to my journey as a researcher and my ability to be able to re-create a high quality

review in the future.

| felt that the breadth of sources that | was able to look at and think through as
part of this literature review has been helpful in the formation of a broad
understanding of the concept of play. | felt that this clearly highlighted the need
for play to be explored, particularly within the context of children with disabilities.
Although unsurprising, it was disappointing that there was a significant lack of
literature which purely focuses on play and the child’s perspective of play. Whilst
minimal within populations of typically developing children, there were very few
and no recent studies looking at the experience of play for children with high
levels of physical disability. This realisation came with both frustration and hope:
frustration that the study population were so under represented within the
research literature; and hope that this thesis could provide a helpful contribution
to the field in terms of understanding and promoting the experience of children

with high levels of physical disability due to Cerebral Palsy.
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3. Methodology

3.1. Introduction

Congruency between methodology, methods and research topic is essential for
designing rigorous research (Stanley & Nayar 2014). This chapter discusses the
minimal hermeneutic realist ontology, constructionist epistemology and the
interpretivist theoretical perspective and paradigm in which this thesis is
positioned. The aforementioned are congruent with Interpretive
Phenomenological Analysis as a methodology: this has informed the interview
methods used to explore children’s experience of play which are detailed in
chapter 4. It is influenced by three philosophies of knowledge: phenomenology,
hermeneutics and idiography (Smith et al. 2009). The philosophical and
theoretical perspectives underpinning this research are discussed within the

following chapter.

A visual demonstration of the perspectives underpinning the research can be
seen in figure 5. This is based upon Crotty’s (2003) suggestion of a scaffolding
for developing a congruent research study design through four elements:
epistemology, theoretical perspective, methodology and methods. Crotty (2003)
suggests the philosophical perspective underpinning each of these elements
starts with the research question or problem. In this case the problem was that in
practicing as an occupational therapist | often observed children with high levels
of physical disabilities appearing to be engaged in play; however, this stood in
contrast to the literature suggesting that children with physical disabilities cannot
play as much as their typically developing peers (Imms 2008, Whittingham et al.
2010). | wanted to be able to capture the children’s experience of play so their
perspective is represented within research. This problem enabled me to think and
explore the philosophical and theoretical concepts underpinning my research
question. Within figure 5 | have added my ontological perspective which
complements my epistemology and can be considered alongside this in the
scaffolding approach (Crotty 2003). Within research, the ontology, epistemology
and methodology are considered essential components which underpin the
design and method of a particular study (Duncan & Nicol 2004). The following
chapter will discuss each aspect of philosophy and theory underpinning the

research methodology. The methods will be discussed in chapter 4.
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Ontology- Minimal
Hermeneutic realist

Epistemology-
Social
Constructionism

Theoretical
perspective-
Interpretivism

Methodology-IPA

Methods-
Interviews, visual
methods

*One reality in the world but this is understood and its nature is recognised
within individual contexts. (Heidegger's perspective of reality as described
by Larkin et al. 2006).

eThe study findings represent children's experiences of the reality of play
for them.

eKnowledge is constructed and influenced by society and our interactions
with others (Crotty 2003). The focus is on the person-in-context (Larkin et
al. 2006).

eWithin this study an understanding of the meaning of play for children
with Cerebral Palsy was constructed through the participants account and
interaction with the researcher within their own context.

eThe study is based on interpretation of the meaning of a phenomenon
(Finlay & Ballinger 2006).

oThis study presents interpretations of the meaning of play to each of the
research participants.

eInterpretative Phenomenological Analysis (IPA) aims to understand and
interpret the meaning of a lived experience of a particular phenomena
(Smith & Osborne 2015).

*This study aimed to understand the meaning of the experience of play for
6-12 year olds with high levels of disability due to Cerebral Palsy.

eIn-depth semi structured interviews were used to explore the experience
of play for children with Cerebral Palsy.

eVisual methods such as the use of video recordings of the children playing,
photos and favourite toys were used to elicit greater in depth discussion.

Figure 5 An outline of the perspectives underpinning the study.
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3.2. Ontology: Minimal hermeneutic realist

Ontology is the study of being, what is real, and the nature of reality (Fletcher
2016, van de Erve 2006). It is made up of the Greek word ‘ontos’ meaning being,
and ‘logos’ meaning study (van de Erve 2006). This thesis is underpinned by a
minimal hermeneutic realist ontology which suggests that one reality exists but
there are multiple interpretations of this reality which are dependent on the
individual making the interpretation (Larkin et al. 2006). This ontological
perspective originated with Heidegger (1927) and has since been discussed by
Larkin et al. (2006) in relation to Interpretive Phenomenological Analysis (IPA)
(Box 3). This suggests that play is a real phenomenon which exists within the
world but can be interpreted differently by varying individuals. Being able to
understand each individual's perspective of play helps to build a greater picture
of the whole reality of play for children with high levels of physical disability due
to Cerebral Palsy. This ontology is appropriate for play research as the concept
of play varies according to individual perspective and circumstance (Mclnnes et
al. 2009). The following section will discuss the minimal hermeneutic realist

stance within ontological philosophy and its relevance to this thesis.

‘It must be stated that the entity as an entity is ‘in itself’ and
independent of any apprehension of it; accordingly, the being of the
entity is found only in encounter and can be explained, made
understandable, only from the phenomenal exhibition and
interpretation of the structure of encounter.’

(Heidegger 1925, p217)

‘The minimal hermeneutic realist duly recognizes that certain
‘things’ exist and would have existed even if humans had not (and
that these ‘things’ are real), but that the very question of this
separate existence (and hence questions about the nature of
their reality) can only arise because we are here to ask the
question.’

(Larkin et al. 2006, p107- emphasis within original quote)

Box 3 The question of ontology- a minimal hermeneutic realist perspective

The ontological perspective of a researcher will influence the manner in which
they conduct their research and base their claims; it therefore must be considered

as part of the research process (Gray 2009). Within this research, the minimal
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hermeneutic realist perspective meant it was recognised that each individual
would have a differing interpretation of play, and this would also be influenced by
the researchers own interpretations. The recognition of this ontological
perspective within IPA as a methodology led to specific considerations within the
method (chapter 4). This included the use of a reflexive diary to be aware of my
own varying interpretations as a researcher (Larkin et al. 2006); and the close
inductive approach of analysis for each participant before analysing all the

interviews as a whole (Smith et al. 2009).

The history of ontology allowed a broader understanding of its influence on the
research process. Traditionally a realist approach to research was undertaken by
early researchers; this assumes that cause and effect are absolute and there is
one reality, and one interpretation of the world through which being is understood
and based (Finlay & Ballinger 2006). This is more commonly linked to a positivist
approach. Realist approaches contrast to a relativist approach which suggests
that diverse interpretation and realities are possible, and that no one reality exists
(Finlay & Ballinger 2006). This is more commonly linked to an interpretivist
approach. The current research took a view that combines the two perspectives
in stating that play is a real phenomenon which exists and is tangible within the
world and each individuals interaction with it, yet different individuals may have
differing perspectives of the reality of play. This is labelled as a ‘minimal
hermeneutic approach’ which originates from Heidegger’s ideas of the essence
of reality (Larkin et al. 2006).

The contrasting perspectives of relativism and realism originated within ancient
Greece and the philosophy of becoming and being (Gray 2009). Heraclitus
(c.535-c.4758c) introduced the idea of becoming focusing on chaos,
formlessness and the changing and emerging nature of the world; this developed
into the western philosophy of relativism (cited in Gray 2009). Parmenides
(c.515-c.4458c) emphasised being and an unchanging reality in the world; this
has led to the western philosophy of realism (cited in Gray 2009). Within more
recent philosophy the idea of subtle or critical realism has emerged, these have

subtle differences but are based upon similar principles of reality (Maxwell 2012).

Maxwell (2012) argued that core similarities between the various types of realism
present an ontology for qualitative research which can stand alongside

interpretivism. In 1992, Hammersley, an ethnographic researcher, introduced the
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idea of multiple possible viewpoints of one reality which remained a reality
independent of the claims made about it and coined this subtle realism. The idea
of one reality with multiple viewpoints of this reality is similar to the concept of
minimal hermeneutic realism which is used as the ontology for the present
research. Similarities between this approach and both subtle and critical realism
are clear: all argue that one single view of reality is not possible, and therefore
reality is seen according to multiple viewpoints (Maxwell, 2012). Despite this,
differences between these approaches, such as the use of slightly different terms
within different disciplines, and the slight variation in position on the scale
between realism and relativism, meant that the minimal hermeneutic realist
approach was adapted here, as this is consistent with IPA as a methodology
(Larkin et al. 2006).

3.3. Epistemology: Social Constructionism

Epistemology explores the theory of knowledge and how we gain understanding
(Finlay & Ballinger 2006). Social constructionism is the epistemological
perspective informing this research study. This reflects the interaction between
the researcher and the person-in-context which is considered a vital part of IPA
(Larkin et al. 2006). Smith et al. (2009) described social constructionism as the
interpretation of meaning through the interaction between the researcher and a
particular participant in their particular context. IPA aims for interpretation which
is grounded in, but goes beyond, the participants description of their experience
(Smith et al. 2009). Thus, epistemologically, this study constructed the meaning
of play through the interaction between the researcher and each participant and
their data within the social context in which their play experience was based.
Furthermore, this is supported by the social model of disability which recognises
the impact and influence of social interaction upon meaning and experience for

individuals with disabilities (Lawlor et al. 2006).

Epistemology allows researchers to define the construction of knowledge and
provides criteria to justify that this is knowledge (Petty et al. 2012).
Constructionism is concerned with the making of meaning which is reliant upon
interaction between object and subject (Crotty 2003). Social constructionism has
more of a focus on the social context of the situation. Crotty (2003) describes
social constructionism as the view that all meaningful reality is socially
constructed and therefore meaning is constructed through the interaction of a
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subject and an object in a social context. It contrasts from constructivism which

focuses on a cognitive approach to the constructing meaning (Raskin 2002).

Constructionism holds together the opposing views of objectivity and subjectivity
by suggesting that the world is ‘always already there’ (Heidegger 1927, Merleau-
Ponty 1945) and meaning is constructed through interaction with the world (Crotty
2003). Within the field of phenomenology intentionality refers to the relationship
between conscious processes, and the object of thought; it suggests that an
experience or conscious expression is always of something (Smith et al. 2009).
The construction of meaning is always related to the ‘aboutness’ of the object in
question (Crotty 2003). Intentionality suggests that the subject and object are
always interlinked in terms of being understood and having meaning (Crotty
2003). Within social constructionism, used within the current research, and
commonly used within IPA research, the recognition that we are ‘always already
there’ (Heidegger 1927) means that the making of meaning always occurs in the

social context of the world around us (Larkin et al. 2006).

Berger and Luckmann (1967) wrote ‘The Social Construction of Reality’, which is
considered a seminal work within the field of constructionism (Burr 2015). Their
view of constructionism was closely linked to symbolic interactionism as founded
by Mead (1863-1931) and Blumer (1969), which argues that people construct
their own and others’ identities through social interactions with others (cited in
Burr 2015, Crotty 2003). Within the field of psychology, Gergen (1973) influenced
the development of social constructionism and argued that the social world is
always changing and therefore attempts to understand it are based in history and
aim to capture an understanding of the view of the world at the present time (cited
in Burr 2015). This was important to consider within this research which aimed to
capture the experience of play for children with high levels of physical disability
due to Cerebral Palsy. The researcher focused on each child within their social
context at the time of the interview in order to try and understand their lifeworld

and current experience of play.

The social constructionist perspective and the extent to which culture and
interaction influences the generation of knowledge has been discussed by IPA
researchers (Smith et al. 2009). Larkin et al. (2006) advocate an epistemology
which supports Heidegger's idea of a person-in-context where knowledge

generation occurs through interaction with context. Relatedness to the world
67



around us or to a particular phenomenon is considered a fundamental part of our
reality and therefore our development of knowledge (Larkin et al. 2006). This is
captured by Heidegger's concept of Dasein ‘Being there’ in which a human
being’s nature is always located ‘there’ within a meaningful context (Heidegger
1927). This has implications for reflexivity within research and particularly within
IPA studies which recognise the interaction of the researcher with the participant
in which meaning is shaped and constructed in tandem (Larkin et al. 2006).
Reflexivity involves a process of recording, questioning and reflecting upon pre-
conceived ideas and thoughts throughout the research process (Smith et al.
2009). Smith et al. (2009) suggest that in recognising the importance of context
in understanding the meaning of an experience, IPA researchers should
endeavour to understand the participant’s cultural context and the frame of
reference for each participant. This has implications for the study method, for
example, in starting the interview with the opportunity for each child to tell the

researcher about their social context for play.

The discussion of theory and research above suggests that social
constructionism is an appropriate epistemological perspective for IPA studies
(Larkin et al. 2006, Smith et al. 2009), and the current project. The construction
of meaning between the researcher and the participants within their context will
enable interpretation of the experience of play for children with high levels of

physical disability due to Cerebral Palsy.

3.4. Theoretical perspective: Interpretivist paradigm

The research followed an interpretivist theoretical perspective which aims to
explore and understand human and social reality; this provided a basis for the
research methodology (Crotty 2003). The interpretivist paradigm suggests that
perceptions and experience are produced by interactions between subject and
object and an individual’'s interpretations of these (Finlay & Ballinger 2006). It
stands in contrast to a positivist paradigm which focuses on objective knowledge
gained from an unbiased researcher (Finlay & Ballinger 2006). The interpretivist
paradigm is often contrasted to the positivist paradigm; these are generally but
not exclusively linked to qualitative and quantitative research respectively (Petty
et al. 2012). The following section considers the use of the interpretivist
perspective; the links between this and occupational therapy theory; and the way
this has informed the study methodology.
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The interpretivist paradigm aims to understand meaning that people find in the
world (Petty et al. 2012). It is grounded in the thinking of Max Weber (1864-1920)
who suggests that researchers are concerned with gaining understanding or
Verstehen (cited in Crotty 2003). Weber argues that interpretive research should
focus on the meaning of actions (cited in Crotty 2003). An interpretivist approach
cannot fully explain a causal relationship but it can provide an exploratory
understanding of a phenomenon (Bowling 2009). This view of interpretivism
suggests that the social world cannot be researched in the same way as the
natural world (Petty et al. 2012). As a paradigm, an interpretivist perspective

allows meaning to be both interpreted and explored.

The key concepts of the interpretivist paradigm can be seen to be closely linked
to occupational therapy philosophy. Occupational therapists value a client-
centred approach, which focuses on the individual and provides assessment and
intervention surrounding activities which are meaningful for each person
(Molineux 2004). This is also reflected within the disabled children’s childhood
studies approach on which this thesis is also based, which emphasises the
importance of the individual child’s account (Curran & Runswick-Cole 2014). It is
therefore necessary to explore, understand and interpret the experience of the
individual within occupational therapy research. Occupational therapists
recognise that health is closely linked to doing and being (Wilcock 2006). As an
occupational therapist the researcher has valued an individual approach which
allows children to express their preferences and considers the meaning of

occupation to them as individuals.

Interpretivism is often used to inform qualitative research approaches (Finlay &
Ballinger 2006). The interpretivist perspective underpins the present research in
its aim to explore and understand the meaning of play of children with high levels
of physical disability due to Cerebral Palsy. The interpretivist approach is
concurrent with a minimal hermeneutic realist ontological perspective, and a
social constructionist epistemological perspective, on which the present study

was based.

3.5. Methodology: Interpretive Phenomenological Analysis
Interpretive Phenomenological Analysis (IPA) was the chosen methodology for
this research project. As an approach, IPA aims to gain an insider perspective of

the meaning of experience of an individual situated within their lifeworld (Smith &
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Osborn 2015). IPA does not seek to find one single reality but aims to provide an
account of the participant’s experience of reality (Pringle et al. 2011). IPA
developed from the field of phenomenology concerned with the lived experience
of an individual with regards to a particular phenomenon (Dean et al. 2006). It is
based upon three principles: phenomenology, hermeneutics, and idiography
(Smith et al. 2009). The development of each of these principles and their

application to IPA will be discussed within this section.

3.5.1. Phenomenology

Phenomenology is a combination of the Greek words phenomenon and
logos; the word phenomenon can mean ‘show’ or ‘appear’ and the word
logos means study (Smith et al. 2009). Phenomenology is concerned with
the meaning of the reality of experience which appears when it is studied;
it is a philosophy which has influenced the development of IPA as a
methodology (Larkin et al. 2006). Phenomenology focuses on the ‘lived
experience’ of a particular phenomenon and has a particular emphasis on
discovering the essence at the heart of an experience (Creswell 2007).
Phenomenology has two main strands: descriptive phenomenology as
developed by Husserl (1927), and hermeneutic phenomenology as
developed by Heidegger (Smith et al. 2009). IPA which is used as the
methodology within this thesis is influenced by Heidegger’'s hermeneutic
phenomenology. Therefore, the following section will provide a brief
overview of descriptive phenomenology, before discussing hermeneutic
phenomenology and its relevance to IPA and this thesis which explores

the experience of play.

Descriptive phenomenology originated with the philosopher Husserl.
Husserl (1927) aimed to discover the essence of a phenomena; the very
substance of an experience which is a necessary and invariant part of it.
Husserl suggested that the essence of a phenomena could be discovered
because of intentionality; the idea that consciousness is always situated
around an action and is always referring to something, this means that a
phenomenon can be explored through conscious reflections of it (Smith et
al. 2009). Husserl suggested that phenomenological enquiry should start
with exploring meaning behind experience, any preconceptions should be

‘bracketed’ out of the researcher’s reality and interpretation in order to first
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look at the experience itself (Ashworth 2008). Husserl (1927) recognised
the influence of culture on shaping individual’s values and pre-conceptions
of phenomena, yet argued for separation from this influence in order to try
and understand the meaning of an experience specific to an individual
aside from the meaning system assumed (Smith et al. 2009). Husserl
originally developed his philosophy for phenomenology as a basis to
explain concepts with regards to arts, science and humanity with a greater
depth of rigour (Ashworth 2008). More recent researchers such as Giorgi
and Giorgi (2008) have developed a phenomenological approach based
on Husserl’s phenomenology. Giorgi and Giorgi (2008) suggest an
approach to phenomenology which aims to provide a general structure of
a phenomenon as a result of analysis. The focus on developing broad
description rather than deep interpretation within descriptive
phenomenology limits this approach in understanding the experience of
play for children with high levels of physical disability. The descriptive
phenomenology approach is strongly based within a realist ontology in
which it aims to identify one reality of a phenomenon (Finlay 2009); this
contrasts to the minimal hermeneutic realist perspective underpinning this
research. IPA’s focus on interpretation and idiography (Smith 2004), made
it more suitable for the small population participating in this research
project. Within IPA although the researcher should be aware of pre-
conceptions and ideas which are influencing their interpretation of the
data, these are not bracketed, rather become part of the analysis process
and gaining a greater understanding of what is being said (Smith et al.
2009).

IPA is based primarily upon a Heideggerian phenomenology, however
there are some important influences from Husserl’s philosophy which have
been considered within IPA as a methodology (Smith et al. 2009). The idea
of moving back to the things themselves is central to understanding the
way a particular phenomenon is related to and experienced as part of an
individual’s lifeworld (their everyday world and experience) (Smith et al.
2009). Husserl's aim was always to get to the very essence of an
experience; IPA aims to capture a particular experience for particular
people (Smith et al. 2009). IPA also draws upon the work of Sartre (1943)
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who suggested that existence precedes essence and that becoming is
an important part of forming meaning. Sartre’s work emphasises the
importance of an embodied, interpersonal, affective and moral nature of
encounter with a phenomenon (Smith et al. 2009). Within IPA, being able
to reflect and be attentive to our own pre-conceptions as researchers can
help further our understanding of the experience for the participant; this
explains the emphasis placed on reflexivity throughout the analysis
process (Smith et al. 2009).

Heidegger and Merleau-Ponty developed Husserl’s phenomenological
work and provide alternative lenses which have, in turn, influenced IPA
(Smith et al. 2009). Existential phenomenologists suggest that it is not
possible to bracket out conscious reflections of experience but rather
these experiences need to be explored within the context of the world
(Smith et al. 2009). Heidegger, a key interpretative phenomenologist,
introduced the concept of Dasein which is often referred to as the concept
of ‘being-in-the-world’ and focuses on the experience of the person in
context (Smith et al. 2009). Heidegger suggests individuals are intentional
actors within the world; his argument follows an existential perspective and
discusses how time is finite and how this influences our perception of
objects, relationships and language in our experience of ‘being-in-the-
world’ (Smith et al. 2009, p18). Within phenomenology the meaning of an
experience is closely interlinked with an individual’s everyday practice of it
(Van Manen 2007). Merleau-Ponty (1945), a phenomenological
philosopher influenced by both Husserl and Heidegger, focuses on
embodiment and the experience of the world through the body that we

perceive it in.

Embodiment is a concept discussed in depth by Merleau-Ponty (1945).
His book: ‘The phenomenology of perception’ describes embodiment as a
way of attributing meaning to an experience perceived through a sense of
self of ‘my body-in-the-world’ (Merleau-Ponty 1945, p164). The view of an
embodied self as being-in-the-world is common in phenomenology and
creates an ontological and epistemological understanding beyond a
subject- object divide (Leonard 1994). Individuals are viewed as embodied

beings interacting and intentionally living in social and physical contexts
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(Papadimitriou 2008); the body is seen as both subject and object in the
context of every individual's experience (Blanchard & @berg 2015). This
Heideggerian perspective contrasts from a Cartesian view of self in which
the self is seen as subject but in possession of a body as a functional
object which is external to self (Leonard 1994). This view of embodiment
fits well within a current biopsychosocial model of health in which

psychological and social context influences health (Leonard 1994).

IPA is influenced by Merleau-Ponty’s (1945) philosophy and recognises
that the body shapes our knowing of the world and our experience in it
(Smith et al. 2009). The idea of being in the world and within context is key
to the phenomenological perspective influencing IPA and this project. This
is congruent with the social constructionist epistemology, and recognises
that a child’s discussion of their experience of play must occur within the
context of their own experience, this is how meaning can be created and
understood with the researcher. As the study population was children with
physical disabilities, Merleau-Ponty’s philosophical ideas about
embodiment and the experience of the body within the world were
considered to be important. The outward experience of play is physically
different for children with physical disabilities and therefore the conscious

processing of their experience was interesting to explore.

Merleau-Ponty (1945) also suggests that it is possible to embody an object
so that it becomes an extended part of an individual’s experience of the
external boundaries of themselves. This is seen within disability research
where individuals can embody a wheelchair (Giulia et al. 2015,
Papadimitriou 2008, Sawadsri 2011). Giulia et al. (2015) carried out a
study exploring how the wheelchair as a full-body tool can extend the
peripersonal space — the space immediately around the body in which an
individual experiences their interactions with the world (Giulia et al. 2015).
Although Giulia et al. (2015) report some statistically significant extension
of the peripersonal space and therefore embodiment of equipment this
was further emphasised by subjective comments within their study. The
subjective experience of embodiment is reflected by researchers such as
Papadimitriou (2008) who discuss ‘becoming en-wheeled: the chair as an
extension of the self'. This is further supported by a Thai case study report
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of a wheelchair becoming an embodied part of life (Sawadsri 2011). The
recent research discussed above practically demonstrates Merleau-
Ponty’s (1945) theory of embodiment of tools and objects as an extension

of self.

IPA aims to interpret the experience of an individual who is an embodied
agent in the world influenced by objects, relationships and language
(Smith et al. 2009). Heiddegerian phenomenology provides an approach
to IPA which focuses upon the meaning of a particular experience within
a particular context for an individual (Smith et al. 2009). Gaining an
understanding of the meaning of an experience is key to those with a
phenomenological view point (Ashworth 2008). The use of IPA within this
research has allowed the exploration of the meaning of play to children
with high levels of physical disability as situated within their lifeworld. IPA
considers the meaning of the human lived experience and possible
embodied, cognitive-affective and existential domains of psychology which
may contribute to this (Smith et al. 2009).

3.5.2. Hermeneutics

Hermeneutics is the theory of interpretation; it initially developed with
regards to interpretation of biblical texts and has subsequently expanded
to interpretation of a broad range of texts and documents (Crotty 2003). In
1927 Heidegger wrote ‘Being in time’ which introduced the concept of
hermeneutic phenomenology. Heidegger (1927) focused upon the study
of ontology and being, for him being was explained by making sense of an
object in and of itself; this could only occur through a hermeneutic process
of interpreting the meaning which occurs when interacting with an object.
Heidegger (1927) describes Dasein as being occurring in cycle of
interpretation away from, and back towards, the original understanding of
a phenomena. Hermeneutics, as described by Heidegger, is closely drawn
upon within IPA (Smith et al. 2009); this will be discussed in this section.

Heidegger's work ‘being in time’ (1927) presents a clear argument for
hermeneutic phenomenology. Heidegger’s focus on the appearance of a
phenomenon to interpret is one which is drawn upon within IPA (Smith et
al. 2009). The idea that the thing itself is interpreted and made sense of is

essential to IPA (Smith et al. 2009). Heidegger (1927) recognises that the
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interpreter will bring their own experience to any interpretation; he refers
to this as the fore-structure. In contrast to Husserlian phenomenology
where experience is bracketed out; Heiddeger suggests an awareness of
one’s fore-structure should be used to prevent this from being an obstacle
to interpretation (Smith et al. 2009). Heidegger suggests that the
researcher should direct their phenomenological enquiry first to the object
of interpretation and then to the fore-structure; within IPA the complexity
of this process means that reflexivity on behalf of the researcher is key
(Smith et al. 2009).

Philosophers such as Gadamer (1960) have argued the influence of
history upon interpretation and the importance of bringing together the
past and the present in order to understand a phenomenon. Gadamer
(1960), building on Heiddeger’s ideas, contributes to the idea of reflexivity
through a process of interpretation and understanding one’s own fore-
structure (Smith et al. 2009). Gadamer (1960) emphasises a cycle of
moving between the thing itself, its interpretation, the development of fore-
structure and interpretation before moving back to the thing itself. The
engagement with the participant through the process of interpretation is
captured by the idea of the double hermeneutic (Smith & Osborn 2003);
in this study the researcher has made sense of the participant making
sense of their experience of a phenomenon as demonstrated in the

researcher’s reflexive accounts.

Cerbone (2008) suggests that Heidegger’s hermeneutical phenomenology
recognises neutrality cannot be obtained because being-in-the world is an
essential component of Dasein (Heidegger's concept of being-there).
Therefore, all interpretation must occur in light of being-in-the-world
(Cerbone 2008, Gelven 1970). This is reflected in the concept of appearing
where phenomena shows itself (Cerbone 2008). Heidegger (1927)
suggests that interpretation occurs in making sense of a phenomenon
which appears, and in understanding its possibilities. Heidegger therefore
presents a case for interpretation in which the experience of a
phenomenon needs to be captured, analysed and made sense of; this is
drawn upon within IPA (Smith et al. 2009).
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Schleiermacher (1998) suggests that interpretation of a text must always
consider the experience of the author of the text in order to be able to
interpret and analyse effectively; Schleiermacher takes this to the extent
of suggesting that one can develop an understanding which is deeper than
the understanding of the utterer (Schleiermacher, 1998). Gadamer (1960)
takes an alternative perspective, suggesting the content of a text is of
primary importance to interpretation. Within IPA the process of analysis
combines both Schleiermacher and Gadamer’s perspectives aiming to
understand both the person providing the account of their experience and
the account itself (Smith et al. 2009).

Hermeneutics provide a basis for the interpretative component of IPA, and
help to facilitate the researcher’s process of analysis and understanding
as a phenomenon appears (Smith et al. 2009). The hermeneutic circle
which involves iterative and moving interpretation of data is one that is
drawn upon with IPA and therefore in this thesis (Smith et al. 2009).
Wagstaff et al. (2014) suggests that the double hermeneutic comes into
practice through the acknowledgement within IPA that the researcher and

participant’s perspectives of a phenomenon can be different.

3.5.3. Idiography

Idiography has also influenced the development of IPA (Smith et al. 2009).
IPA researchers recognise the contention between understanding the
uniquely embodied experience of a phenomenon to a particular person
and context but also the perspective of the phenomena as it occurs
relationally within the world (Smith et al. 2009). The key component of the
idiographic approach used within IPA is the focus on the particular: a
phenomenon will be explored with a ‘particular people, in a particular
context’ (Smith et al. 2009, p29). As an approach within the field of health,
IPA focuses on individual experiences and allows meaning to be captured

in relation to health and wellbeing (Dean et al. 2006).

The emphasis on the particular is important both in terms of a sense of
detail, and in capturing the perspective of the individual (Smith et al. 2009).
Layered analysis is a key component of the IPA methodology which allows
the researcher to explore the meaning of a single experience in depth

(Dean et al. 2006). Dean et al. (2006) likens the process of carrying out
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IPA to the layers of an onion suggesting that there are several layers and
stages of analysis which occur throughout the process of interpreting the
data. IPA is designed so that the researcher interprets what has been said
whilst considering the participants emotional states and influences on what
they have and have not said; this leads to a deeper exploration and
therefore understanding of the phenomenon (Dean et al. 2006). Wagstaff
et al. (2014) suggests this has implications for the sample size used within
research studies; a sample that is too large can make it difficult for suitably
in-depth analysis to take place. Within the research project presented
here, a sample of 6 children was decided upon in order to allow for

sufficient data analysis in line with the idiographic approach.

The focus on the individual as part of the idiographic underpinning of IPA
means that researchers will often look for small, homogenous sample
populations (Smith et al. 2009). IPA does not aim for generalisations but
rather emphasises meaning for a particular group of people within their
context (Smith et al. 2009). Heidegger (1927) consistently suggests that
Dasein is about the experience of a phenomena through being in the
world. Smith et al. (2009) therefore caution that the idiographic approach
of IPA does not purely mean ‘individual’ but considers the complexities of
focusing on the individual within their particular lifeworld. Pringle et al.
(2011) suggest that the idiographic nature of IPA is helpful for the nursing
context and holistic approach to patient care. Occupational therapy, the
professional background within this thesis, has a similar holistic focus
which considers the individual in context (Wilcock 2006), and IPA is
considered an effective methodology in this field (Clarke 2009, Cronin-
Davis et al. 2009).

Within the present study, the idiographic focus means that each child’s
experience of play will be interpreted in turn; this will then allow for a
greater insight into the phenomenon of play for children with physical

disabilities as a whole.

3.5.4. Conclusions
IPA as a methodology was originally situated within the field of psychology;
it has since broadened and is used within fields such as occupational

therapy (Smith et al. 2009). IPA is considered to be a useful
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methodological approach for occupational therapy research (Clarke 2009).
The interpretivist paradigm in which IPA is based is congruent with the
profession, which aims to consider occupation that is meaningful to the
individual client (Clarke 2009). My professional training as an occupational
therapist contributed to my interpretivist perspective and the importance |
place on understanding what is meaningful to an individual. It is clear that
both the experience of a phenomenon and the interpretation of this is vital
to the IPA approach: ‘Without the phenomenology, there would be nothing
to interpret; without the hermeneutics, the phenomenon would not be
seen.” (Smith et al. 2009, p37). As an approach which considers the
individual’'s experience, and the meaning of this experience, IPA is
considered an appropriate methodology for this thesis which will allow the
exploration of the experience of play for children who have high levels of

physical disability due to Cerebral Palsy.

3.6. Other methodologies

Several approaches to qualitative enquiry present themselves as possibilities for
exploring the concept of play, these approaches include: narrative research,
phenomenology, grounded theory, ethnography and case studies (Creswell
2007). The following section will discuss these qualitative methodologies and the

reasoning for using IPA in preference to these.

Narrative enquiry focuses on a story told by a participant about their experience,
there are varying focuses possible such as autobiography, life history or oral
history (Creswell 2007). The analysis of a narrative will often involve a descriptive
and then interpretive phase (Murray 2008). This process can be referred to as
‘restorying’, where researchers unpack and reorganise stories into a framework
(Creswell 2007). Narrative research often connects stories with the context of the
participants situation; it can analyse both the content and structure of a
participant’s story (Murray 2008). Narrative enquiry has developed from social
constructionism in a similar way to IPA (Smith et al. 2009). Some similarities to
IPA can be drawn upon in terms of the construction of meaning through each
participant’s narrative (Smith et al. 2009). It is important to note that IPA varies
from narrative enquiry in the way that it considers other aspects of experience,
such as thought processes, emotions or body experiences, which are not
necessarily discussed with the participant in a narrative manner. The narrative
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approach would focus on stories of children’s play as a whole and the
construction of these stories (Creswell 2007). It is therefore not an appropriate
methodology for this study, which aimed to capture the experience of play for
children in the present with a focus on their experience rather than the way stories

were constructed and told.

Grounded theory aims to go beyond description and to develop a theory as a
result of interaction with participants (Creswell 2007). Grounded theory generally
uses interviews as a data collection tool to generate an explanation of a process
or action. Differing grounded theory methodologies are presented by researchers
such as Strauss and Corbin (a systematic approach) and Charmaz (a
constructivist approach) (cited in Creswell 2007). Theoretical sampling is used in
order to help the researchers to gain data that will best help theory to be formed,
particularly following initial data collection and analysis (Charmaz 2008). As a
process, grounded theory will often start inductively with individual cases and
then move towards theoretical sampling and theory generation (Charmaz 2008).
Grounded theory often requires generating a larger scale sample population than
IPA in order to develop theory (Smith et al. 2009). Some similarities exist between
grounded theory and IPA particularly in terms of the inductive approach to enquiry
(Smith et al. 2009). However, in comparison to grounded theory, IPA tends to
provide a more in-depth interpretation of experience of a small group of
participants exploring convergence and divergence within findings (Smith et al.
2009). This contrasts to the depth of interpretation used in grounded theory for
explanation of a phenomena and theory generation (Charmaz 2008). Grounded
theory was considered inappropriate for addressing the experience of play for
children with high levels of physical disability as the research question is
concerned with gaining an in depth understanding of experience rather than

generating a theory of play development for similar children.

The subtle realist approach suggested by Hammersley (1992), a founding
ethnographer, is similar to the minimal hermeneutic realist ontology drawn upon
within this thesis. However, some key differences stand between IPA and
ethnography which led to the use of IPA for this research. Ethnography is an
approach in which a certain culture, society or environment is the basis for the
research (Creswell 2007). Realist ethnographers aim to report a situation from

the objective point of view of an observer, critical ethnographers commonly aim
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to empower a group of people (Creswell 2007). Ethnography can be challenging
due to the extended periods of time often needed for data collection in order to
truly reflect the culture researched (Creswell 2007). This thesis aimed to primarily
capture children’s experience of play, this was situated within the context of their
lifeworld, however the focus of analysis was not upon the culture and environment

in which children play, as it would be within an ethnographic study.

The case study approach is also common within social science research and this
involves exploring a phenomenon for a single or small number of cases, using
multiple sources of evidence, within a specific bound system; the approach can
be used for both descriptive and explanatory research questions (Yin 2012). The
advantage of this approach is that it provides a detailed exploration, often using
a combination of methods, within the context of one system (Creswell 2007). Yin
(2012) successfully combines both qualitative and quantitative methods within a
case study approach in order to gain a broader understanding of cases, a case
study will often consider several sources of data and several influences upon a
phenomenon. An IPA approach is more appropriate within this thesis as the focus
is upon participants who share a common experience not within a bound system.
The IPA approach provides the opportunity for in-depth analysis to understand

the nuances of each participant and their situation (Smith et al. 2009).

3.7. Potential limitations in IPA research

Wagstaff et al. (2014) suggests that IPA research has many strengths in its rich
interpretative account of participants’ experiences of phenomena. IPA is also
seen to be a methodology which is appropriate across disciplines and offers
informative research findings which can shape practice (Wagstaff et al. 2014).
Smith et al. (2009) suggests that IPA is a methodology which is both dynamic
and holistic, it focuses on phenomenology, hermeneutics and idiography but also
provides some flexibility within the approach. IPA is a relatively new methodology
and there are some limitations in its application to research which will be

discussed within this section.

IPA is relatively new to occupational therapists and therefore has not been widely
used and applied to the occupational therapy field (Clarke 2009). The application
and congruence with occupational therapy has however been argued (Clarke
2009, Cronin-Davis et al. 2009) and demonstrated above. IPA continues to be

applied to a variety of fields despite its foundation in health psychology (Smith et
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al. 2009). As IPA continues to be used on a wider basis some concerns have
been raised by Wagstaff et al. (2014) about the possibility of contrasting
standpoints in terms of ontology and epistemology which can be applied by IPA
researchers. Although this can be seen as a strength for the approach, Wagstaff
et al. (2014) argue that this could lead to some philosophical inconsistencies in
use of IPA. Despite this, as argued by Crotty (2003) if research is designed with
congruity between its underlying philosophy, theoretical perspective and
methodology then it can be produced with good quality and consistency. Within
this research the key principles of IPA: phenomenology, hermeneutics and
ideography (Smith et al. 2009) are aligned with the theoretical perspective and
methodology and therefore philosophical consistency is seen throughout the

study.

One often discussed limitation of IPA as a methodology is the time it takes to
analyse the data; for this reason Smith et al. (2009) suggest that particularly for
researchers new to IPA small sample sizes are used. Clarke (2009) states it is
essential that enough time is given in order to analyse data in sufficient depth.
Smith (2008) demonstrated different levels of interpretation that could be made
within IPA research; within this research time and care was taken to go beyond
a surface level of interpretation. A sample of 6 children was sought in order to
provide enough time for in-depth analysis. In particular, recruitment was started
as early as possible in order to give the time to begin the analysis process as

each child was interviewed.

A further limitation to IPA as a methodology is that the emphasis on commonality
between themes could be unhelpful and mean that the individual’s perspective is
lost within the study findings (Wagstaff et al. 2014). In reviewing the experience
of carrying out IPA, Wagstaff et al. (2014) suggested that being able to represent
the participants’ suitably across the themes can be difficult in some cases.
Despite this, the use of direct quotes from participants and close reference back
to the transcripts during analysis can be used to ensure each participants voice
is heard within the study findings. Within this thesis an emphasis was placed upon
considering the multiple layers of analysis particularly in terms of each individual’s

perspective as focused on within the ideographic aspect of IPA.

The possibility of IPA being carried out with an insufficient level of interpretation

can lead to IPA being thought of as a less rigorous and descriptive qualitative
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method; one of the essential pre-requisites to rigorous IPA research is in-depth
analysis (Brocki & Wearden 2006, Larkin et al. 2006). In-depth analysis occurs
through several levels of interpretation which emerge through interaction with the
text rather than through pre-existing theory (Smith 2004). Brocki and Wearden
(2006) suggest that as a key element of IPA the interpretation of data should be

discussed in greater depth within published papers.

The small homogenous sample used within IPA studies is important to consider
when evaluating research (Pringle et al. 2011). A small sample is recommended
by Smith et al. (2009) but caution is given in the transferability of the study findings
to a wider population. Pringle et al. (2011) suggests that researchers should
recognise the limitations of a small population and not make over ambitious
claims about transferability. Within this thesis a relatively small sample of children
was sought. The research was aware of the use of a small and specific population
within the population of children with Cerebral Palsy, this meant any application

of findings to the wider population were carefully considered.

Finally, IPA has also been criticised for its concern with cognitions which can be
seen as incompatible with its phenomenological approach (Brocki & Wearden
2006). Smith et al. (2009) suggests that at the core of IPA is a participant making
sense of their experience, which can be considered a core human activity.
Phenomenology involves both reflective and cognitive responses to a
phenomenon (Smith et al. 2009). Smith et al. (2009) present a bandwidth of
reflection suggesting different layers of awareness of an experience; data
collected within an IPA study is thought to be within the ‘attentive reflection on
the pre-reflective’ where the importance of an experience is cognitively
recognised and reflected on. Thus, Smith and colleagues present a clear
argument for the place of cognition within the process of IPA and the suitability of
this whilst still being a phenomenological approach. Within this thesis the thought
processes and cognitions of the children reflecting on their experience have been

considered as a part of the analysis.

3.8. Summary

The importance of congruence between the theoretical perspective, theory and
methodology underpinning a research project is frequently stated within the
literature (Stanley & Nayar 2014). The research presented in this thesis used a

minimal hermeneutic realist ontology, social constructionist epistemology, and
82



interpretivist theoretical perspective: this led to the use of interpretive
phenomenological analysis as a methodology. The application of IPA to the study
design led to the development of an interview protocol including visual methods
in order to address the research question and this is discussed within Chapter 4.
This study focused on the experience of play for children with Cerebral Palsy,
believing that there is a reality of play, of which individuals have different
perspectives, that is constructed through interaction with the world, and then

interpreted through both the individual and researchers’ perspective.

3.9. Reflexive account

Understanding and exploring the philosophical and theoretical perspectives
which could underpin my research design was an interesting but challenging
aspect of the present research. | found that | needed to read around the topic a

considerable amount in order to be able to gain an understanding of the terms.

The process of understanding ontology and epistemology was particularly
challenging. | found that | wanted my ontology and epistemology within my
research to align with my ontology and epistemology in the rest of my life. As a
Christian | have a perspective of reality in that there is one existing and present
God. | found it difficult to align myself with the relativist perspective often used by
qualitative researchers, in which every individual experiences their own reality,

because | felt this directly contradicted my monotheistic worldview.

As | explored ontology further, | came across subtle or critical realist perspectives
in which one reality is considered but with different viewpoints of this reality.
During this process of exploring and beginning to understand the ontological
spectrum between realism and relativism, my church was completing a talk series
called Windows on the Cross (King’s Cross Church 2015). The talks described a
courtyard with the cross of Jesus in the middle of the courtyard, and several
windows looking onto the courtyard; they outlined that each window provided a
different perspective of the cross and of what Jesus did on the cross to enable
relationship with God. This understanding of one reality, with multiple
perspectives of that one reality in the imagery of a courtyard with several windows
and perspectives of the object in the middle, enabled me to understand the idea
of a minimal hermeneutic realist ontology. This ontological perspective as
referred to by Larkin et al. (2006) describes one reality that exists but with

different individuals interpreting this reality from different perspectives. For me
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this appeared congruent with both my worldview and understanding of reality,
and perspective of the reality of play. This also concurred with the play research
literature which, in its complexities, often concludes that play experience is real

but is best defined from the perspective of the player (Mclnnes et al. 2009).

Once | had grasped the basis of ontology and epistemology, and the way they
informed my methodology, | gained confidence in my research question and in
the way in which | designed my research. | was pleased that the understanding
of my methodology, and the theories underpinning this, led to clear answers to
design questions which | was unsure of before. One example of this was in the
use of the ideographic approach to data analysis. This meant that each
participant’s view was analysed in depth before linking these to the whole. This
approach recognised that knowledge was constructed within the context of the
child constructing it; it also recognised that reality was understood by the child’s
own interpretations. It was, therefore, clear that the analysis process should first
start with the individual before it moved to the participants as a whole. As |
understood my own ontology and epistemology and the implications this had for
my research design, | was able to more easily structure and explain the

philosophical perspective within this chapter.

The idea of social constructionist epistemology is one which made a great deal
of sense to me, particularly in terms of the interaction of people within their
context. This complemented the research question and the influence of context
upon each individual’'s experience of play. It took me a while to understand the
differences between constructionism, social constructionism and constructivism,
and at times | found interchanging use, and confusion of terms, frustrating. Once
| felt like | had grasped the differences between these concepts, and the way in
which the social construction of knowledge is fundamental to IPA and the making
of meaning through a person-in-context (Larkin et al. 2006), | felt like | had a much

clearer perspective of my research question.

| was pleased to be able to gain a better understanding of the philosophies and
perspectives which underpin IPA as a methodology. | felt confident that IPA was
the appropriate methodology for my research question and reflected both my
personal and professional philosophy. | was keenly aware that in order to carry
out IPA well | had to insure sufficient depth of data and analysis. This strongly

impacted the way in which | designed my method. | wanted to be able to show
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that it is possible to use IPA with children, in particular a population of children
whose communication and expression can sometimes be hard to understand. As
part of exploring IPA as a methodology | posted on the IPA Yahoo discussion
group in order to question the possibility of using IPA with children with Cerebral
Palsy. | had a positive response from Jonathan Smith [one of the key IPA authors]
in which he suggested that visual methods may provide a helpful addition to my
method in order to gain a sufficient depth of response, but that in principle IPA
was a helpful methodology for my research. Again, this led to an increased
confidence in the writing of this chapter as | realised the contributions of the
philosophy underpinning the methodology and its usefulness to this research.
This was particularly clear in exploring the influence of theorists such as Merleau-
Ponty (1945) and the concept of embodiment. It was clear that the idea of
experiencing the body-in-the-world and the influence this has on understanding
the meaning of an experience was going to be important for understanding the

experience of play for children who had physical limitations to their bodies.

My professional experience as an occupational therapist and the knowledge of
occupational therapy philosophy which has become a part of how | think and
interact as part of my own being-in-the-world strongly influenced the philosophical
and theoretical underpinnings of my research. As an occupational therapist |
believe that well-being is improved through occupation and it is important to
consider this occupation from the child’s perspective within their own context in
order that it is meaningful to them. This position reflects both my ontology and
epistemology in that | recognise the reality of certain disabilities or activities but |
work to understand and value each child’s perspective (minimal hermeneutic
realism). | also do this in combination with the child and their family in the context
they are in in order to create a solution or meaning around an activity in a way
that is helpful for the child (social constructionism). Within this research | was
therefore aware that as a therapist my worldview, and my lean towards wanting
children to be as independent as possible, would impact the way | would interact
with and interpret the children’s experience. | therefore felt the in-depth analysis,
recognition of the double hermeneutic, and need for reflexivity, all outlined within
IPA as a methodology, were important for this research considering the

professional context that | brought to it.
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4. Methods

4.1. Introduction

The research design and method was fully considered and underpinned by the
Interpretive  Phenomenological  Analysis (IPA) methodology, social
constructionist epistemology, and minimal hermeneutic realist ontology, which
are detailed and discussed in chapter 3. Semi-structured interviews were the
primary method of data collection for this study, visual methods such as videos
and photographs were used to prompt a greater depth of discussion within each
interview. This chapter will summarise the involvement of advocates in the
research design, the ethics and governance considerations, the participant

criteria, the influence of the pilot interviews and the research protocol.

4.2. Involving advocates in research design

4.2.1. Importance of advocates

The importance of involving service users within the research process is
emphasised within both literature and research grant application
processes (Oliver et al. 2014) and has been seen to have a positive impact
(Staley et al. 2015). As the participants in the current study were not
service users the term ‘advocates’ was found to be an appropriate
description of individuals who discussed and informed the research
process (Graham et al. 2017e). A poster discussing the process of
engaging children and young people as advocates in research design was
presented at the European Academy of Childhood Disability Conference
(Graham et al. 2016b, appendix 2). An overview of the involvement of
advocates within this research is published within the British Journal of

Occupational Therapy (Graham et al. 2017e).

A review of the research surrounding the involvement of service users to
inform research would suggest that further publications and transparent
evaluation of this involvement and the impact it has upon research practice
is needed (Staley et al. 2015). Research highlights there are both benefits
and costs to advocate involvement in research (McLauglin 2010), this was

also seen within the current research project (Graham et al. 2017e).
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Research involving young people or children as advocates within the
research process is not widely reported. However, researchers such as
Watson and Feiler (2012) were able to successfully involve a group of
young people with disabilities in their study design and then two young
people within observation in a study looking at how children with little or no
speech can be involved in education. The focus on involving children and
young people as active meaning makers (Nind et al. 2010) is becoming
more apparent within research involving children and young people with
disabilities. As this research focused on the experience of play for children
with Cerebral Palsy it was essential to discuss the project with advocates
who have Cerebral Palsy and could comment upon the study design and

value of such a project.

As reported within the British Journal of Occupational Therapy (Graham et
al. 2017e) the involvement of advocates was an integral and informative
aspect of this project. Although standardised outcomes were not used to
measure advocate involvement the practice analysis demonstrates the
overall merit to the research process (Graham et al. 2017e). It is essential
that advocates are involved at a collaborative rather than consultation level
(Minogue et al. 2005); within this research advocate involvement directly

informed study design (Graham et al. 2017e).

There were some challenges to the involvement of advocates when both
pragmatics and experience highlighted an advocates idea as
inappropriate: an example being the suggestions to use beanbags for
communication of emotions by one of the advocates (Graham et al.
2017e). These challenges are also reflected by other researchers who
suggest that sometimes researchers need to make decisions which
consider but do not directly follow advocate suggestions (Oliver et al.
2014). There were however, several benefits to the involvement of
advocates within the current study (Graham et al. 2017¢). This included
appropriate and informed design of participant information, interview
questions, the format of the participant interviews, and practice and
consideration of communication difficulties associated with Cerebral Palsy

(Graham et al. 2017¢). Similar benefits had been reflected within other
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literature reporting the involvement of advocates (Watson & Felier 2012).
The present study therefore supports other existing literature in promoting
the involvement of advocates in research design in order to enable studies
which have a positive impact for the population they are designed to
benefit. The article concludes that occupational therapy researchers
should endeavour to involve advocates who are similar to their study
population in research design, even when working with vulnerable

populations (Graham et al. 2017e).

There is a recognition that there are some limitations in trying to find
service users or advocates who represent the study population
(McLaughlin 2010). Within this research study the population of children
meeting the inclusion and exclusion criteria was very small; a pragmatic
approach of involving advocates with similar needs who did not quite meet

the inclusion criteria was therefore taken.

Two advocates were chosen for the present study, they were known to the
researcher through family friends and through private practice. ‘Rose’ is a
child the researcher had previously worked with as a private therapist. She
is slightly more physically able than the children who were recruited for the
study. As the potential study population was very small, using Rose as an
advocate who did not meet the inclusion criteria meant that the researcher
avoided reducing opportunities for potential participant recruitment. Tim is
a family friend and had met the researcher on a couple of occasions
previously and fell outside the age range for the study. The following
section summarises each advocate and reflects upon changes to the

protocol following meeting them.

4.2.2. ‘Rose’, study advocate

‘Rose’ (Pseudonym)

Rose is eight, and has a diagnosis of Cerebral Palsy. She is a part time
wheelchair user and can walk short distances using sticks. She can move
around independently through hopping on her knees. She can use gross
grasps to manipulate small objects. Rose has no understandable speech
but communicates through direct access to an iPad. Rose types words
onto software which has voice output. She signs ‘yes’ and shows thumbs
down for ‘no’.
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Box 4 'Rose’ study advocate

4.2.3. Reflection and summary following meeting with Rose

Discussion with Rose occurred dynamically. Rose moved around the room
in order to show toys and illustrate what she wanted to talk about in terms
of study design. Rose felt that her Disney characters were very important
and she wanted to share these with me on several occasions. This
enabled us to consider the best way to talk about play experience for
children with Cerebral Palsy and highlighted that some children might like

to show their toys and talk about them.

Rose sometimes answered questions slowly and would not always
respond in the anticipated way. It therefore took time to understand Rose’s
full response and | sometimes did not understand her meaning. This
emphasised the importance of allowing enough time for response when

children are using alternative communication.

In discussing the study design with Rose she commented that she felt
participants would be happy with their play being videoed and then
watching the video back to talk about the experience. Rose commented
that she would agree to this were she a participant. In addition to using
videos, Rose discussed with me the use of photographs. Rose showed me
photos of herself in order to demonstrate how she could talk about the link
between these and her play experience. Rose had just been to Disneyland
and enjoyed showing me a photo of her with a person in a Mickey Mouse
costume but she did not think that was playing. In a second photo Rose
looked like she was happy and was showing a drink she had made at
school. Again, even though Rose looked like she was enjoying
participation, she did not describe this experience of play. It is difficult to
look at play experience without categorising activities. This enabled me to
recognise that as much as possible questions during the interview needed
to focus on experience of play rather than asking about categories of an

activity, for example if something was considered play or work.

When talking about how to look at play experience Rose tended to

comment on activities she liked to participate in and found playful. This
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highlighted that within the study interviews it was important to be able to
go beyond a list of activities and look at feelings and thoughts during play
in order to capture experience. Rose talked about playing with friends at
school as an important part of her play experience- this was discussed and
reflected on within participant interviews. In order to engage Rose in
discussion she liked playing a yes/no game and she said that this was a
good way to talk to children. This was used within the study interviews in
order to both clarify participant responses and as a starting point for wider

discussion.

Rose asked if | like playing with children that | work with. It was important
to consider that some children may want to know what | think about play.
When carrying out the interviews when children asked me about my own
opinion | therefore re-directed them to ask them to share their ideas with

me in order that their experience was captured.

Meeting with Rose enabled positive changes to my research protocol in
the way that | used visual methods such as videos, toys and images to
enable children to discuss their experience. It also provided a helpful
contribution to the details of participant interviews in terms of initially using
short questions but being aware of using open questions and discussion
to elicit in depth rather than surface level discussion. Details of the
changes made to the research as a result of advocate involvement are
discussed in greater detail within the journal article published as a result

of this process (Graham et al. 2017e).
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4.2.4. Tim Ford, study advocate

Tim Ford

Tim is 19, he has Cerebral Palsy and is a full time wheelchair user,
has very limited hand function and uses a dynavox to communicate
controlled by switches within his head rest. Tim says ‘yes’ through
raising his shoulders and arms and ‘no’ by looking to his right. Tim
asked that his name is used in order that his contribution to the
research can be recognised (consent form-appendix 4).

Box 5 Tim Ford, Study advocate

4.2.5. Reflection and summary of meetings with Tim

Discussion with Tim highlighted that understanding each child’s ‘yes’ and
‘no’ is particularly important for children who have a physical disability. Tim
said ‘Some children are hard to understand and so some families give up
and you need to find out their yes/no because | think 90% can say yes/no.
| know one person who cannot [say yes/no]. But it is so few’. Tim really
emphasised that being able to understand his yes and no was key to
communicating with him and would be key to communicating with children
within my research project. When | started to chat to Tim his mum asked
him to show me his yes and no so that | would understand what he was
saying. Discussion with Tim suggested that he thought using yes and no
questions was an easy way for communication that would take less effort

than using a communication aid and would be helpful during interview.

Tim discussed some of his experiences in order to look at interviews and
how to talk to children about their experience of play. Tim discussed that
he enjoyed playing ‘clown’ and being funny. It was clear that this was really
important to him because Tim used an exaggerated ‘yes’ with his body
language and showed a big smile and eye contact to make sure | knew it
was important. This led to me thinking about how | would be able to
interpret and understand each child’s experience, it appeared that
expression and body language was really important to understanding what
Tim was saying. It seemed that body language and facial expression gave
Tim intonation and expression to the voice output of his dynavox this was

important to capture when interviewing children about their experience of
play.
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As well as clowning and playing with traditional toys Tim talked about the
importance of siblings in his experience of play- he discussed playing dens
and holidays and on the computer together. This highlighted how important
it would be to explore the experience of interacting with siblings in play in

the study interviews.

We discussed that children would need to have the opportunity to
withdraw, Tim suggested that instead of using the word stop children might
find it easier to understand ‘finished’. This was therefore used as the term

to talk about needing to stop within the study interviews and protocol.

| had an initial discussion with Tim about the participant information sheet.
He suggested that photos or symbols would be helpful. He suggested a
picture of a heart and a hand might be good for play; he was perhaps
indicating that play is something that someone likes doing and therefore a
heart representing ‘like’ and hands representing ‘doing’ may help to portray

play. Tim also suggested symbols of things like ‘lego, doll, and bubbles’.

On meeting Tim for the second time he helped me to work through a
selection of posters, which | had created following his and Rose’s
suggestions, to choose the one that he felt was most appropriate for the
children in my study. He chose one with simple wording and suggested
that | changed the colour to yellow so it was bright, sat the girl in the picture
in a wheelchair and used symbols for the main question about play. Tim
also helped me to think about the question for play used within the
participant information and suggested that | should use ‘What do you feel
and say about play?’ to explain that | want to find out children’s experience
of play. Tim suggested that the participant information sheet was good but
needed ‘more colours as white is a hospital colour’. Tim was able to make
helpful suggestions about the wording and presentation of each of the
posters, participant information and assent forms | showed him. | made
edits to these in consideration of Tim’s recommendations (appendix 4, 5,
6,7, 8).
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Tim was also able to discuss the interview schedule with me. He thought
that most of the questions were good but there were some that he
suggested | should not include because he thought that they were too
similar to the previous questions. Some edits were made to the interview
schedule following an interview with Daniel (the pilot and first participant)
but most of the interview schedule remained as it was following Tim’s

recommendations (appendix 9).

Communication with Tim was easier on the second visit because | was
more familiar with his mode of communication. It was difficult when
participating in conversation to be patient and wait for the child to respond
before second guessing when | was unsure of what is being said. | learnt
to wait until Tim had used his dynavox to find the word that he wanted to
use and then | could ask him yes and no questions to clarify this. | used a
lot of clarification questions where | reflected back what had been said to
make sure | understood. This is a technique | needed to use during
interviews- using reflective statements and asking children ‘is this right?’
allowed them to correct me if | understood them wrong. Asking each child
at the start of their interviews at what point they wanted me to guess or
wait for their communication meant that the children were able to

communicate more effectively.

Several changes were made to the research protocol following discussion
with Tim, particularly in terms of the visual material used for recruitment,
the interview schedule and the method. Tim was also helpful in contributing
to discussion and my own thinking during the process of data analysis.
Contact was made through one face to face meeting discussing initial
findings and then further email and postal exchange. Further details of the
benefits and challenges through this process are found in appendix 2
(Graham et al. 2016b) and Graham et al. (2017e).

4.2.6. Reflexive summary of using study advocates
The use of advocates who have similar experiences to the sample
population was really helpful in informing my research design, allowing me

to consider aspects of my project which | had not previously considered.
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The opportunity to talk to the advocates really emphasised the importance
of using yes and no questions as an initial means of communication which
enabled more in-depth discussion to take place following yes and no
responses. This was clearly something that Tim felt was really important

and wanted me to take into consideration for my study design.

It was helpful to discuss length of time for each participant interaction with
both advocates. My discussions with each advocate took longer than |
anticipated and | was surprised that Tim said two hours as a reasonable
time for each visit to my study participants. | had previously felt that by two
hours children may feel fatigued and would not want to continue to engage
with me. This is something individual to each child and needed to be
considered with each participant. Rose found that she needed breaks from
talking to me and shorter 10 minute bursts of discussion in between
opportunities for her to play enabled me to best discuss my study design
with her. Flexibility was essential in talking with each participant. It was
recognised that the use of communication aids takes a long time and
therefore participants need extra time to be able to give their response.
Both advocates also commented that they would be happy with the
researcher attending their home to carry out interviews on more than one

occasion.

There were some aspects of communication which | found difficult to
understand and interpret. | could see the effort it takes to type a sentence
on an alternative communication device and therefore | really wanted to
be able to understand what each advocate was saying. On reflection | am
not sure whether | fully understood what Tim was trying to tell me at one
point in the interview despite several attempts to clarify this during the
discussion. As communication was a whole body process and included
words as written on alternative communication devices together with ‘yes’
‘no’ signs carried out with varying degrees of enthusiasm, and some
vocalisation, | felt that | needed to video record the interviews in order to
accurately transcribe them. Through videoing each interview | was able to
capture more of each child’s experience through the extent to which they

portray emotion through their body language, this is similar to capturing
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intonation used in speech which cannot be portrayed in a computer output
device. Although this information could be written down, it would be difficult
to accurately capture it all, particularly if several yes and no responses are
used, therefore video recording was considered the best way to collect the

data accurately.

Another situation that was encountered in discussion with the advocates
is to the extent to which Cerebral Palsy is mentioned. Although | had met
both advocates previously | was unaware of their knowledge surrounding
Cerebral Palsy and their limitations in terms of their physical disability. |
did not want to talk about this directly but | could see that in interviewing
the children I might want to try and look at their experience of playing when
they need to use alternative communication for their voice. | needed to be
aware of each child’s awareness of their physical limitations and take great
care in discussing play in these terms when interviewing each child. As |
was not looking at how they do not experience play | did not want to focus
on activities that children cannot do, rather | want to look at how they do

experience play.

4 3. Ethics and governance

Full ethical considerations were made in the design of this research project and
ethical approval was sought and received from the Faculty Research Ethics and
Governance Committee in the School of Health Sciences (appendix 10). Ethical
approval from the Integrated Research Approval System (IRAS) was not sought
following discussion with IRAS advisors, a certificate showing that the Research
Ethics Committee (REC) approval was not needed is also shown in appendix 10.
The following section will summarise considerations made in terms of risks and
conflicts of interest, consent and assent, personal data, and sensitive research
topics. The section will finish with a summary of the recruitment process before

following onto the next section describing the research protocol.

4.3.1. Risks and conflicts of interest

As an occupational therapist it was important to consider any conflicts of
interest in terms of my professional and researcher roles. It was possible
within the research that children may have mentioned therapists or therapy
provision known to the researcher. In most cases this did not take place
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and any discussion of those known to the researcher was kept confidential.
As an occupational therapist, | was also aware that | had the responsibility
to safeguard any children that | encountered in professional practice who
may be at risk of harm (COT 2010). This was considered within the
research protocol and any children disclosing information regarding
situations which may have caused harm to themselves or another would
have been discussed with the researcher’'s primary supervisor. This
follows government advice and standards for safeguarding children and
young people (The Charity Commission 2014). No safeguarding issues
were raised during this study. Had any issues arisen these would be raised
with the local authority social services team with a summary of what was
said. In an emergency the police would have been contacted. In the case
of poor practice being disclosed on behalf of the therapists this would have
be discussed with the researcher’s primary supervisor and passed on to

the manager of the therapist’s team if deemed necessary.

The risk of psychological distress the participants may have felt was
considered to be low. This risk was reduced in the first instance by making
sure that the children were aware they could withdraw at any time. Each
child’s parents were asked to provide their child with support should they
feel distressed during the study. Both the child and the parent had the
opportunity to talk about what the study would involve and think about the
kind of areas that would be discussed. This meant parents could talk
through any issues or comfort their child if they did experience distress.
Parents were advised that should children appear to be particularly
distressed on an ongoing basis they should seek psychological support for
their child via their general practitioner. Children were also provided with
information about the charity ‘Childline’ if they wanted this on the initial
meeting, this meant children could then choose to contact Childline should
they experience any distress or unease. No psychological distress was

reported as having arisen as a result of the interviews.

The opportunity to finish participation or have a break during research is
recommended by ethical guidelines for research with children and young

people (Shaw et al. 2011). Children experiencing distress or fatigue could
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ask to ‘finish’ at any time. This was the most appropriate term as suggested
by the study advocates (4.3). The researcher discussed the process of
pausing or finishing the interview at the start of each meeting with the study
participants. Participants could request a break at any point in the meeting,
following this the researcher would check with each child whether they
wanted to stop for the day or continue. Most children needed at least one
break during their interviews for the opportunity to stop for a drink or snack,
or to ask their parents a question; all the children continued the interview

following this break.

One risk also considered was that children and parents may feel coerced
into participation (Shaw et al. 2011). It was possible that the parents or
children may have perceived their choice to participate as impacting upon
their involvement in the charities used for recruitment. It was made clear
within the participant information that involvement in the study would have
no impact upon their current or future involvement within the charities
(appendix 5, 6). It was recognised that participation in the study involved
a large time commitment, therefore the researcher was as flexible as
possible in terms of arranging times and locations that were beneficial to
the family. The study took place in the home environment but for one child
this was across two extended family homes and their own home as they
had been staying there for the holidays. The researcher followed the child
and parents lead as to the location of the interview within each home,

where possible the researcher encouraged the child to choose.

As the charities used for recruitment are national organisations, it is
possible that in a future occupational therapy role the researcher may
encounter a child who participated in the study. Following the completion
of the project, should one of the children from the study be allocated to the
researcher’s caseload, this will be discussed with the family and the
researcher's manager at the time in order that the family can choose to

work with a different therapist if they prefer.
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4.3.2. Sensitive interview topics

Interviews focused upon asking children about their experience of play.
When discussing their thoughts feelings and interactions around play
experience there was a minimal risk that children may discuss topics which
they found sensitive, embarrassing or upsetting. The Nuffield Council on
Bioethics (NCB) (2015) highlighted the importance of making sure that
children fully understand and are aware of the possible sensitivity of topics
they discuss. Following the consent process, interviews therefore started
with broad questions about experience before prompting greater depth so
that children had the opportunity to build rapport with the researcher. As
an occupational therapist regularly working alongside children with
disabilities and their families, the researcher has a good understanding of
non-verbal cues which may indicate a child is not comfortable. At any point
the researcher felt the child may be uncomfortable they asked the child if
they were ‘finished’ in order to give them the opportunity to have a break

or finish the research meeting entirely.

4.3.3. Risks to the researcher

The researcher followed a lone-working policy, and friends of the
researcher knew the general town and area that the researcher was going
to and when she was expected home. The researcher made sure that the
phone she was using for the purposes of contact with participants for this
study was on at all times during meeting participants and could therefore
be used quickly in an emergency. During the interviews, no emergencies

took place and the researcher remained safe throughout.

4.3.4. Consent and assent

Informed consent was gained from a parent or guardian of each
participating child. Both the child and parent had the opportunity to read
and consider the participant information sheet written specifically for them
before discussing this with the researcher (appendix 5, 6). Consideration
was made to ensure that children fully understood the study and had
thought about the potential positives and negatives of taking part (NCB
2015). Children with disabilities particularly have suggested that they do
not want to be seen as more vulnerable but would like the opportunity to

participate in research in the same way as their peers (NCB 2015); the
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participants were therefore given the full opportunities to consider

participation in the study.

Research being undertaken with children needs to have careful
consideration of the involvement of children throughout the research
process, particularly with regards to gaining informed consent (NCB 2015).
The process of explaining the study to the child was important and enabled
a trusting relationship to be developed. Assent is appropriate for children
who have the ability to form views and express their wishes with regards
to research but do not have the capacity to make an independent decision
(NCB 2015). All children participating within the study fell into this category.
The National Research Ethics Service (NRES) (2009) suggest that
children between the ages of 11 and 14 may become able to make an
informed decision and fully understand the project, the recommendation is
therefore to seek assent rather than consent from children until they are
14. Research suggests that children from around age 6 have the ability to
provide informed assent (NRES 2009). Therefore, as the children within
this study are between ages 6-12 they were all asked to assent. Tait et al.
(2003) found that children age 7-15yrs had less competence than older
children in their decision making. Other researchers such as Hurley and
Underwood (2002) found that children under age 10 had limited
understanding about confidentiality. This highlights the need to work in
partnership with the family as highlighted by several ethics
recommendations (NRES 2009, Shaw et al. 2011, NCB 2015). Parents
legally must give consent for all children under the age of 16 to participate
in research (Shaw et al. 2011). Throughout the consent/assent process
the researcher worked in partnership with the child and their parent in order
to explain the study and gain agreement for participation. Separate forms
were used to make a record of this process: a consent form for parents
(appendix 7), and an assent form for children (appendix 8). As consent
and assent relies on close partnership with the child and their parents’,
discussion in this document with regards to recruitment refers to the

‘family’ unless it is specific to the child or their parent.
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As part of the ongoing process of assent, the researcher checked with
each child at the start of each meeting that they were happy to continue. It
was made clear the child could stop participating at any time. The
researcher made sure she would ask if the child was appearing
disengaged and may like to stop (Shaw et al. 2011). Had a child chosen
to finish all their involvement within the study this would have been
respected and the child would have been withdrawn. The child’s data to
that point would have been used unless upon discussion the child

requested this was not used.

The researcher who went through the process of consent and assent has
6 years of clinical experience working with children who have disabilities
and therefore has the ability to communicate with and understand the
children who participated in this study. Prior to discussion with the
researcher and completion of the assent form, parents were asked to talk
through the child’s version of the participant information sheet and consent
form with their child without the researcher present. This helped to reduce
the possibility of children feeling too embarrassed or shy to ask the
researcher certain questions or decide not to participate. It is possible that
children may have felt pressure to participate from their parents, the
researcher therefore spent time discussing the research process and
assent form with the child in order that they could make an informed

decision and choose to not participate if they wished.

Following the start of the analysis process it was recognised that the
analysis would be enhanced by the use of the participants’ video data.
Therefore, further consent and assent was needed for the participants’
video data to be used as part of discussion. This resulted in application for
an extension to ethical approval. This was granted, and new forms were
sent out to parents by both email and post with a stamped addressed
envelope (appendix 11). These were all returned completed by parents

and their children.
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4.3.5. Consent and assent process with potential playmates

The children participating in this study were asked to allow the researcher
to video them playing at the start of each meeting. This video was recorded
on a tablet computer and played back during the interview with the child to
prompt deeper discussion about their experience of play. The children had
the opportunity to involve any playmates, toys or activities that they choose
to play with in their home environment in order to aid discussion. This was
not restricted as the study aimed to capture the child’s experience of play
and this may involve other people. Limiting playmates to just those in the
child’s family may have prevented a child from discussing a large
proportion of their play experience which could be with friends. An
information sheet and consent/assent form (appendix 12) would have
been provided for children who were asked to be playmates and their
parents. No participants requested a child playmate who was not a sibling.
Had they requested this, the forms would have been given to the parent of
the child participating in the interviews prior to data collection meetings in
order that any potential playmates could discuss this with their parents.
Parents of participant children would have been asked to give the
information and forms to the playmate’s parents at least 5 days before the
data collection meeting in which they would attend. The opportunity to
contact the researcher to discuss the study would have been provided.
The parent/ adult consent form was also provided for any adult playmates

such as carers (appendix 7).

Only siblings, parents and carers participated as playmates within the
child’s videoed play sessions. Before the videoing commenced the
researcher made it clear that the purpose of the video was to inform
discussion with the participant and would not be used for data analysis. If
a consent or assent form was not provided, or children withdrew their
assent, then the play activity would not have been videoed at that time and
the participant would have had the opportunity to play independently or

rearrange the session for another time.

101



4.3.6. Personal data

Following the Caldicott principles, the researcher only sought out
necessary information from each participant (Crook 2003). A basic
demographic information sheet was used to collate: parent’s name, child’s
name, gender, age, number of siblings, address, schooling type and
support level, and type of Cerebral Palsy and level of functioning were
captured according to the GMFCS, MFCS and CFCS. These details
helped with the interpretation of each child’s experience. The researcher
used pseudonyms to represent each child who chose to participate in the
research. Only the researcher had access to confidential details such as
each participant’s address, phone and email details. The researcher used
a separate mobile phone for the purposes of the study. Any personal
information e.g. names and addresses were kept in paper format in a
locked cabinet, personal video data was kept on a password protected
external hard drive. One coding sheet linking participants to pseudonyms
was also kept in the locked cabinet. Other information sharing, including
details such as age, number of siblings and type of Cerebral Palsy, was
referred to using the child’s pseudonym in order to protect their anonymity.
All data collection and personal information remained anonymous,
transcripts were shared with the researcher’s supervisors and key sections
were discussed with one of the research advocates, Tim (4.3). It was made
clear to the participants that this sharing of information would take place.
Following the successful completion of the PhD all video data will be
deleted and all personal information in hardcopies shredded. Anonymised
transcripts, using pseudonyms, of participant interviews will be kept

securely.

4.3.7. Participants

Six participants who were age 6-12 and had high levels of physical
disabilities due to Cerebral Palsy were sought for this study. Tamm & Skar
(2000) used 6-12 year olds for their study as they suggested that children
younger than six would be unable to participate in interview, and children
older than twelve would spend less time playing. The use of this age group
was further justified through the developmental stages: children aged six

to twelve are thought to be at a stage where they are developing concrete

102



operations and games stage of play, they will be competent in
manipulating objects physically and cognitively, as well as using symbols
(Piaget 1951, Michelman 1974), this may enhance recall of play
experiences. Although children with physical disabilities may not be able
to physically manipulate objects as their typically developing peers it was
assumed by the researcher that the rest of their play ability had the
potential to be at this level. Children older than age twelve transition to the
formal operations stage of play where they are developing mastery of
thought in preparation for adulthood and adult occupation (Michelman
1974), these children therefore may not have been able to represent the

view of children whose primary occupation is play.

Smith and Osborn (2015) discuss the difficulty in deciding a sample size
for research studies using IPA, but suggest that 5-6 participants or less
would be a recommended number for researchers new to IPA in order that
sufficient depth of interpretation can be reached. Six participants were
therefore sought for this study in order that the researcher had the
possibility to gain enough in-depth data. A homogenous sample- one with
similar participant characteristics, is commonly sought for interpretive
phenomenology (Smith et al. 2009) and therefore narrow inclusion criteria
of 6-12 year olds with specific levels of functioning indicating high levels of
physical disability was used. It is recognised that this is a very small
percentage of the population of children with Cerebral Palsy (Cooley
Hidecker et al. 2012). Participants for this study were recruited from
national and regional charities working with children who have Cerebral

Palsy in order that a sufficient number of participants could be recruited.

4.3.8. Inclusion criteria
The following inclusion criteria helped to include children with high
levels of physical disabilities who are currently under represented in

discussing their experiences within research (Powrie et al. 2015).

e Diagnosis of Cerebral Palsy. The children who participated

needed to have a Cerebral Palsy diagnosis.
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CFCS level I-ll. The children included within this study were
at Communication Function Classification System (CFCS)
levels one and two and were therefore able to send and
receive information with familiar and unfamiliar partners but
occasionally needed extra time (Cooley Hidecker et al. 2012).
These children had the capacity to provide assent to

participate within the study.

GMFCS IV-V. Children were functioning at Gross Motor
Classification System (GMFCS) level IV or V. This meant that
children could have some self-mobility with limitations, and
would use powered mobility or be transported in a manual

wheelchair (Palisano et al. 2007).

MACS II-V. Children had hand function at Manual Ability
Classification System (MACS) levels 1lI-V meaning they
needed help to prepare or modify activities involving their
hands and may have been able to handle a limited selection
of easily managed objects in adapted situations (Eliasson et
al. 2006).

Children who could participate in a one hour discussion,
in at least 20 minute bursts. Children may have used a
communication aid, they needed to be able to engage in a
length of discussion which allowed them to sufficiently share

their experience of play.

4.3.9. Exclusion criteria

Limited understanding of English. Research participants
who had difficulties in adequately understanding English were
excluded from this study as conversations already take a long
time and can be frustrating for children who use
communication aids (which was likely in the study
participants). Additional time taken to translate was likely to

make communication more frustrating and confusing for the
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participants. In addition, the cost of an interpreter was not

within the budget allocated for this research project.

e Living outside of mainland UK. Participants living outside
mainland UK were excluded due to money and time limitations
which restricted travelling further afield within the remit of the

study.

e Previous occupational therapy provision by the
researcher. Although the researcher does not work for any of
the charities through which recruitment is took place, in the
unlikely event that a child who had received therapy from the
researcher in her role as an occupational therapist offered to
participate they would have been excluded. This would have
been to avoid coercion or influence on the way that the child

talked about their experience. This, however, did not occur.

4 .4. Data collection

4.4.1. Introduction

Commonly interpretive phenomenological approaches would primarily use
interviews in order to gain an understanding of the participants’ experience
(Smith & Osborn 2015). However, other researchers within the field of
nursing have also suggested that observation can be a part of an
interpretive phenomenological methodology (Crist & Tanner 2003). Within
this project video recording of play experiences allowed each child to
observe and reflect back on their play during interviews. Interviews needed
to be slightly more guiding in nature than an IPA project with adults in order

to capture enough depth from children as participants (Smith 2004).

This study used interviews in order to explore the experience of play for
children with high levels of physical disability. Visual methods such as
videoed play experiences, photographs, and each child’s favourite toys,
were used during meetings with each participant. This enabled the

researcher to gain more in-depth information during interviews through
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helping the children to reflect more deeply. A detailed explanation of the

recruitment process and methods are as follows.

4.4.2. Recruitment

Potential participants received the study advertisement in charity
newsletters or through posters or flyers inviting participants to the study
within the charity centres (appendix 4). Charity staff who were aware of
the study could signpost potential participants to the posters, flyers, or
newsletters for their information. The following charities agreed to place
posters and notices within newsletters for the purposes of recruitment
within their centres: the London Bobath Centre, The Bobath Centre Wales,
The London Centre for Cerebral Palsy, and 1Voice. Participants were able
to opt in if they wanted to participate within the research. The participants
either made email or phone contact with the researcher, or completed a
response slip, which was passed onto the researcher by charity staff.
Snowball sampling was used to identify additional participants once some
participants had been found, parents and therapists who had heard about
the study were able to pass on the study poster/ flyer/ newsletter advert to
friends they had who may have be interested in study participation. It was
made very clear that choice to participate or not would not affect each

family’s involvement in the charities.

Once contact had been made the researcher sent the participant
information sheets (both the child and parent version) (appendix 5, 6) via
email to the child’s parents and did not request any further personal data.
The researcher asked the parents and children to carefully read the
participant information and then let the researcher know if they were happy
to proceed with the study. The researcher then requested permission to
contact the families via their preferred communication method (phone or
email) a week after sending the participant information in order to check
whether they would like to participate. If families no longer wished to
proceed, their email, name and telephone number, were deleted. This
occurred for one potential participant and parent who felt her daughter was
too old (age 12) to reflect on her experience of play. If participants wished

to proceed, the initial visit was arranged via phone or email, in order to
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discuss the study, gain consent, and set up further meetings with the
participants in order to collect data. The researcher collected all the

research data with each participant and their family.

4.4.3. Pilot data

The researcher made contact with a parent known to her as part of a wider
professional network whose child did not know the researcher and
participated as the pilot participant. Three pilot interviews were carried out.
The pilot interviews informed the researchers approach to data collection
and resulted in slight changes to the interview schedule. For example, the
need for further discussion of how each child saw themselves and what
was important to them, prior to discussion of play, was seen within the pilot
interviews. This led to the adaptation of the interview schedule to include
initial questions around who and what is important to each child before we
talked about their play. The interview schedule which was used as a guide

during interviews is found in appendix 9.

Another key realisation that took place during the pilot interviews was that
the depth of data and discussion appeared to increase across the three
interviews. It appeared that by the third interview the child had covered
more surface level discussion of play and therefore was able to discuss
and explore his own experience in more depth. Although originally the
intention was to carry out two to three interviews with each participant, it
appeared that three interviews were more appropriate in order to gain a

sufficient depth of data.

As the research population is small, the pilot data was included within the
findings of the main study in order that as much in-depth data as possible

could be gathered.

4.4.4. Research location

Meetings with each participant took place in the child's home environment
as this was a familiar context. One participant had been staying in the
house of a friend and the house of family members and asked that two
interviews took place there. The context of an occupation is important

within occupational therapy practice (Hinojosa & Blount 2014), social
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context is also important to consider within an interpretive
phenomenological approach (Crist & Tanner 2003). The use of the
participant's home or an environment chosen by the participant also meant
the families did not need to travel unnecessarily for the research. The
familiarity of each participants’ home also meant that they could more
easily draw upon toys or objects around the home to discuss their play
experience. Parents were asked to be present in the vicinity but not in the
same room in order that the child could feel free to share their experience.
If children requested the presence of their parent then this was made
possible, but it was made clear that the child needed the opportunity to

express their view without influence or interruption (Shaw et al. 2011).

4.4.5. Protocol

An initial meeting was arranged with participants in order to build rapport
and discuss the study. There was the opportunity for this to be as a
separate visit, however, each of the participants chose to do this prior to
the first interview. This appeared to be easier for families in terms of time
commitments to the study. On initially meeting each child, the researcher
aimed to interact with the child in order to build rapport and learn how they
preferred to communicate. The researcher provided the opportunity to
discuss the participant information sheet and answer any questions that
the participants had. At this initial stage, if the child did not seem aware of
the study process, the researcher used pictures of each stage of the
research to talk through what would happen; these pictures were taken
from the participant information sheet, printed on A5 and laminated. This
allowed the opportunity for informed discussion and the building of rapport.
Consent and assent forms were then discussed with both the child and the
parents and they were given the opportunity to consider and complete
these. If the child agreed their assent but did not have the physical ability
to sign or make a mark they could choose for their parent or carer to sign

on their behalf.

The basic demographic information sheet was completed by the parent
and their child in order to place the child’s experience within their context.
The criteria for GMFCS, MACS and CFCS was provided on laminated
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sheets so the parents could identify their child’s level of functioning if this
was unknown. There was a low risk of distress for parents in looking at the
criteria, however, this was considered a minimal risk as most parents
would have recognised the classification systems through previous
interaction with therapy services. Parents were reminded of their right to
withdraw their child from the study should their child ask to withdraw or
appear to become distressed. Children were also reminded of their right to

withdraw.

During the initial meeting the researcher also discussed with the child the
kind of play experiences that they would like to show the researcher during
each visit. If the child wished to invite other children or adults to participate
in their play the information and consent forms for this were given to the

child and their parents.

On each visit the researcher provided the child with further opportunity to
ask questions. The researcher then used a tablet to video a play
experience of the child’s choice lasting 5-10 minutes at the majority of the
interviews. This was agreed with Tim and Rose, the study advocates, as
a suitable length of time to record play experience and participate in a play
activity. The child was given the opportunity to choose this play experience
in order that they could discuss it within the interview. The playmate was
sometimes mentioned within the child’s discussion of their experience.
Pseudonyms were also used for playmates in order to protect their identity.
The researcher tried to remain neutral and just record the play experience
at this time. If the child tried to involve the researcher within the video the
researcher asked them to show the camera what they were doing and tried
to redirect them to a playmate already present. Some of the participants
chose not to do a video on all of their three interviews but chose to engage

in other visual methods such as drawing a picture of their play.

Following the video recording of a play experience, the researcher sat
down with the child. Most children tended to sit in their wheelchair or a
supportive seat in order that they had the postural control to communicate

effectively. The researcher made sure they were sitting on a level with the
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child in order that they could make eye contact and communicate with
them but also read any responses the child might make on their
communication aid, if present, in order that these could be clarified if
necessary. The researcher set up a Go Pro on a stand in order to video
capture the interviews; an iPhone audio recorder was also used as a
backup in case the video recording did not work. The researcher then
followed the interview schedule to start a general discussion about the

child’s experience of play.

Flexibility of the data collection instrument is an important feature of IPA
(Smith & Osborn 2015). As the research process needs to be
individualised and flexible with children who have disabilities (Shaw et al.
2011), the use of the interview schedule and visual methods were slightly
different for each participant. Following each interview, the researcher
transcribed the data and wrote new interview questions to prompt
discussion around further play experience or to clarify what had been said.
The children were therefore engaged in a conversation about their
experience of play with the researcher, making use of the interview
schedule to gain deeper discussion where necessary. Depending on the
child, at a time deemed appropriate to the child and researcher, the
discussion focused on the video recorded at the start of the session. This
was played back and paused to allow the researcher to ask questions such
as ‘what were you thinking?’, ‘What were you feeling?’ and therefore elicit
more in-depth data. On some occasions the child chose not to use the
video but used the opportunity to show their toys or draw a picture of their
play experience and talk about it with the researcher. Each child also had
the opportunity to show photos of themselves playing if they wanted to. As
photos and toys were used to enhance discussion within the interviews
they were not copied or specifically recorded as data separate to the
interview transcripts. Any drawings done with the researcher and the
participant were kept in order to enhance the data analysis of the
interviews. Consent was gained to include these within the thesis as a

point of reference.

110



Throughout the interview process it was appropriate to allow occasions for
the child to have a comfort break, receive personal care, talk to their
parent, or have a rest from talking. The option of having a break was made
clear at the start of each interview. The researcher then asked the child
whether they would like to continue or whether they would like to finish. At
each point the child requested a break the researcher paused the
recording, this was then resumed when the conversation was continued.
It was hoped that interviews would be recorded in at least 20 minute
intervals at a time; this occurred throughout the participant interviews. As
per discussion with Tim, one of the study advocates, the researcher went
to each child’s house for up to two hours. Interviews lasted between 1 and
1 % hrs as discussion using a communication aid or with a child with
dysarthric speech can take a long time to clarify. If the child did not request
any breaks or ask to finish the interview was not continued after one and

a half hours.

Interviews were transcribed verbatim; this included a process modelled by
Wickenden (2010) who carried out interviews with teenagers using
communication aids. Anything said using a voice output communication
aid was recorded in italics; anything the child speaks was written in
standard text, anything signed or pointed to in a communication book was
written with the mode of communication in brackets. Non-verbal
communication, body language and expression was also noted in
brackets. Discussion with the study advocates indicated that this
expression is important to capture in terms of understanding play
experience. With an IPA approach to analysis transcription tends to look
at the conversation and consider significant pauses, laughs, and key body
language (Smith & Osborn 2008). This was captured through the video

recording of each interview for this study population.

As each interview was completed the analysis process began in order that
the researcher could clarify any areas which were not fully understood or
go back to the play experience videos to ask further questions as

necessary.
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The second and third meetings were repeated as the first. More than one

interview was necessary, as demonstrated by the pilot interview, in order

to gain an in-depth exploration of each child’s experience.

4.5. Data analysis

Interpretive Phenomenological Analysis was used as the analytical approach for

exploring the data. Interview data was transcribed by the primary researcher,

making note of any gestures, signs, speech and alternative communication the

child used. The analysis process then involved: consideration of each transcript

individually; reflexivity of the researcher; reading and rereading transcripts;

making initial interpretations; creating themes; making links between transcripts;

and then further interpretation for dissemination. Analysis is a flexible process

which may be adapted by the researcher, however, Smith and Osborn (2015)

suggest the broad outline of the process which occurred as follows:

Consideration of each individual’'s transcript before looking at
differences and comparisons between participants
(Biggerstaff & Thompson 2008);

Reflexivity of the researcher throughout the process by using
a research diary. Reflexivity allowed the researcher to be
aware of any assumptions they made during the research
process and consider the dynamics between themselves and
the participant (Crist & Turner 2003). A diary compiled by the
researcher is commonly used for reflexivity within IPA
(Biggerstaff & Thompson 2008);

Reading and re-reading transcripts whilst noting any thoughts,
feelings and assumptions that occurred within the margins
(Biggerstaff & Thompson 2008). Sustained engagement and
interpretation of meaning is key within IPA, it was important for

the researcher not to just capture descriptions;

Initial interpretations occurred and any links between what the

participant had said throughout their interview were noted
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down at this stage. The researcher also noted down anything

significant or interesting that the child had said;

Initial interpretations were then developed further to look for
themes. The researcher read through their thoughts in order
to develop concise phrases or themes which captured what

was said by each participant;

The researcher then went through a process of connecting the
themes by listing them and looking for connections. This can
be done through clustering themes together to create
concepts of key ideas. The clusters of themes were then
checked with the original transcript in order to make sure these
stood true for the participant. Phrases that participants said
which directly related to and supported themes were noted at
this point. The themes and sub-themes were then
summarised in a table with references to where they occurred

within each transcript;

The researcher then continued the analysis with other cases,
looking for similarities and differences between cases.
Themes were not selected and focused on due to prevalence
with the transcripts but due to meaning placed on them by the

participants;

During the write up of the initial findings further interpretation
of the participants’ data occurred as the researcher looked for
a way to appropriately capture this. This involved explaining
the themes and creating a narrative which captured the
experience of play for the children who participated in the
study. This needed to carefully identity what was said by

participants and the interpretation as a result of this.
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2.1. Rigour

Rigour of qualitative research is an important consideration within research
design. One of the ways in which rigour is demonstrated is through consistency
in philosophy, methodology and theoretical perspective which underpins the
choices in the method (Bunniss & Kelly 2010, Stanley & Nayar 2014). This was
ensured through careful consideration of the researcher’s philosophy and

methodology (see chapter 3).

Stanley and Nayar (2014) address rigour in qualitative research specific to
occupational therapy. They suggest that within phenomenological research it is
important to gather data from participants who will be able to provide a rich
experience captured through methods such as in-depth interviews (Stanley &
Nayar 2014). This study used multiple interviews of the study participants in order
that an in-depth level of data analysis could take place. Within qualitative
research which recognises the influence of the researcher upon interpretation a
research diary and reflexivity is key (Stanley & Nayar 2014). Within this study a
researcher diary was used to provide a reflexive account which could be referred

to throughout the data collection and analysis process.

Long and Johnson (2000) discuss the debate of quality criteria within a qualitative
research paradigm and the application of the terms ‘reliability’ and ‘validity’ as
measures of rigorous research. It is argued that the terms reliability and validity
should be continued to be used for all research in order to not cloud and confuse
quality issues (Long & Johnson 2000). However, interpretive research cannot
provide the same reliability or demonstrate consistency of a measure in the way
that quantitative research can; therefore, new ways in which qualitative
researchers can seek to demonstrate validity within research is considered
necessary (Long & Johnson 2000). Member checking, where participants check
the accuracy of their transcripts before data analysis, is one such way of
increasing rigour (Long & Johnson 2000). Whilst member checking was not used,
the researcher made use of follow up interviews to clarify and further explore
topics that each child had brought up previously. This opportunity to explore and

clarify areas which appeared significant to the data helped to improve rigour.

Within IPA Smith et al. (2009) discuss the quality criteria as suggested by Yardley
(2015). Yardley (2015) suggests the following criteria which were used to inform

the quality and validity of the present study:
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» Sensitivity to context involves both being aware of the socio-cultural
context of the participant and being sensitive to the participants’ data
(Yardley 2015). IPA is firmly situated as an approach looking at the
person-in-context (Smith et al. 2009). The ideographic approach of the
present study in line with IPA helps to enable its sensitivity to context.
The use of a demographic information sheet, and general questions
about what was important to each participant at the start of interviews
enabled the research process to be sensitive to the context of each
participant.

e Commitment and rigor requires the researcher to carry out the
research with sufficient depth and breadth in order to be able to
accurately provide an account of the participants’ point of view
(Yardley 2015). Yardley (2015) suggests that this involves personal
commitment to the research to ensure that it is carried out well and the
methods are appropriate for the study aims. Within IPA attentiveness
to each participant is key at each stage of the research process;
sufficient idiographic engagement and levels of interpretation will
demonstrate commitment and rigor (Smith et al. 2009). Within the
present study the researcher committed to a thorough and in depth
interpretive analysis of each participant’'s data. The researcher also
undertook rigorous planning of the research method, and extensive
learning about IPA as a methodology, in order to explore the
understanding of play for 6-12 year olds with high levels of physical
disability due to CP.

* Transparency and coherence involves clarity of description of the
research process, and the extent to which the study makes sense as
a whole (Yardley 2015). This depends upon a strong fit between the
theoretical approach, methodology and methods used (Yardley 2015).
Smith et al. (2009) suggests that building a coherent argument within
an IPA study will involve close description of recruitment, interviews
and analysis. Within the present study, this is found within the current
chapter (sections 4.1-4.5). Examples of the analysis process are found

within the findings chapter (chapter 5).
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* Impact and importance is essential within qualitative research; the
researcher needs to show how the study has an impact upon
understanding and practice (Yardley 2015). Yardley (2015) suggests
this is often a result of asking the ‘so what?’ question. Smith et al.
(2009) concur with this and suggests that IPA research should aim to
be of impact and importance. This research aimed to bring an original
contribution to knowledge in terms of understanding the experience of
play from the perspective of children with high levels of physical

disability.

4.6. Summary

The importance of transparency and coherence within the methods is essential
to rigorous qualitative research (Yardley 2015). This chapter has provided a
detailed account of the methods of this research project and the way in which it
has been carried out. Three semi-structured interviews with each child, informed
by the use of visual methods such as video, drawing and looking at toys, were
the primary method of data collection within the research. The IPA methodology
informed the research method and analysis process which has been detailed

above.

4.7. Reflexive account

The process of carrying out the research was one that | thoroughly enjoyed. It
was interesting and exciting to be able to take the time to discuss and try to
understand the views of children with high levels of physical disabilities. There
were times in which it was a challenge to know what to ask each child and times
in which it felt like | may not have been able to gain enough depth of data. This
particularly occurred when | was interviewing children who were using assistive
communication devices or had very dysarthric speech. Some children particularly
gave very short answers and did not expand on these despite me trying to ask
them to. A couple of sections of my reflexive diary following interviews with Daniel

summarises this:

‘I was concerned that | went on from questions too quickly and did not allow room
for exploration. This was perhaps because | was relieved that | had understood.

| was pleased that the conversation moved from predominantly eye gaze
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[technology use] to predominantly speech in terms of providing slightly more
opportunity for flow in conversation. The need for constant clarification was
difficult as this often interrupted or meant the flow of what was being said was

lost.” (Following interview 1 with Daniel- pilot participant)

‘Despite not needing to use AAC [augmentative and alternative communication]
except at the beginning | still tended to check [what Daniel was saying]. | need to
try and leave more silence and gaps for Daniel to continue his story. At the start
of the next interview | want to encourage Daniel to tell me stories not about what
or how he plays but what he thinks and feels about play and what it means to
him- I'm hoping this will gain more in-depth responses.’ (After interview 2 with

Daniel, pilot participant).

The challenge of a lack of depth of data felt very real and of importance because
| knew that in order to carry out a good IPA study | need sufficient depth of data
and analysis (Larkin et al. 2006). | found that as | analysed the data from the first
two participants | was able to get more depth of analysis than it may have initially
appeared. This was both a relief and an encouragement that | would be able to
capture the experience of play for children with high levels of physical disability
due to Cerebral Palsy. | also found that some of the later participants naturally
discussed their experience in more depth. This meant that | was able to more

easily analyse and understand their data.

Throughout the process of interviewing the children | felt that my skills as a
researcher improved with the study population: | developed my ability to
understand the communication of children with high levels of physical disability; |
developed my skills in exploring participant’s experience in-depth; | also
developed confidence in my ability to adequately capture and explore this data
with each child. This occurred in several ways. For example, as | became familiar
with my own interview schedule and started to analyse previous participant’s data
| was more open to what each child’s experience could be, and this enabled me
to prompt and question further when necessary. As the interviews evolved it
became clear that children’s own experience of their play contrasted to what was
observed on the video. This meant that in latter interviews | could draw more

attention to this and explore this in greater depth than | did in initial interviews.

117



As | built rapport with each child and practiced understanding dysarthric speech,
| was able to more easily understand communication and therefore used less
clarifying repetition of what the participants said. | learnt to be able to stop myself
from jumping in straight away to clarify understanding and instead wait until each
child had had the opportunity to fully express what they were saying. This
occurred both from the first to the sixth participant and from the first to third of
each child’s interviews. By the third interviews | was often more able to leave
space for the child’s communication and understand what they said. | felt that by
the third interview with Daniel (pilot participant) | had become more confident in
gaining a balance between clarifying communication and allowing space and time
in order for him to expand his answers. This was a skill that | then used in

subsequent interviews. | still however, had moments of uncertainty:

‘I am challenged when | transcribe by the number of times | still manage to
misunderstand what Daniel is saying to me. At points this means | miss key
pieces of meaning which could have been explored further had | understood the
first time. | feel that in some ways my lack of understanding prevents Daniel from
expanding his ideas as much as I'd like him to. Whilst interviewing | [experienced]
an internal struggle between thinking I've understood and wanting to nod and
encourage further expansion, and at the same time a real fear that | may have
misunderstood or not understood correctly [and that] when | transcribe [I may
then] completely misrepresent Daniel’s point of view... In Daniel’'s case | do not
feel like this has changed the meaning of his transcript, however, it highlights the
difficulties of being able to accurately capture the views of the group of children

that | am working with.” (After interview 3 with Daniel, pilot participant).

| found that communication with my second participant, Abi, was easier than my
first interviews with Daniel and | was able to encourage more depth within
conversation as | had grown in my interview sKkills. As | continued to interview the
participants they all had different communication challenges but | felt that |
became more familiar and more able to overcome these barriers. In particular,
Jess gave very detailed responses and this really helped with the findings and
analysis process in terms of understanding her perspective in depth. | felt that it
was most difficult to gain an appropriate depth of response from Tom who had no
verbal speech and only used his eye gaze technology and eye pointing for

choices. This meant that | had to be creative in the way that | explored depth with
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Tom without putting my own opinion into his responses. Tom is cognitively very
able and this meant that | could give him the option of ‘something else’ and he

would choose this until | understood what he was trying to say.

The more | spoke with the participants the more confident | became in exploring
their experience in depth. Following Daniel’s interviews as the pilot participant |
introduced the use of drawing as part of visual methods. The opportunity to draw
with each participant appeared to be significantly helpful in enabling more
discussion with each child. Some children chose to draw themselves and at times
this reduced the amount of time and discussion as they could not talk at the same
time as drawing. This happened for Abi who used her mouth to hold the pen.
Despite this, discussion about what the children chose to draw and the words
they would use to describe each aspect of their experience were particularly
helpful. This enabled me to reflect on and understand what each child prioritised
in their play as well as how they wanted to represent this to others. As |
interviewed each of the children, | became more familiar with questions and
phrases | could use to elicit a greater depth of response. | increasingly used the
phrase ‘I want you to pretend you're like a teacher’ in order to ask children to
explain to me what they meant by a certain phrase or word. | became less afraid
of leaving pauses in order to enable children to expand on their thoughts and

ideas and this was often helpful in generating a rich response.

| found that all of the children were able to manage the methods used well. Where
children appeared fatigued, | recognised this and made sure they stopped when
they wanted to. Most of the children found it difficult not to talk to their parent or
carer during the interviews unless they were out of the room; once the children
became familiar with me as a researcher | sometimes took the decision to ask
the child and parent if they would be happy with the parent out of the room. This
often appeared to enable the children to talk more freely and to start to share in
more depth with me rather than focusing their communication towards their
parent. There were times when children wanted to stop and clarify something
they had done or to get help to find a toy they wanted to show me from their
parents. Requests such as asking where their teddy was, or when they were
moving to a new school, often occurred by the children initially shouting for their
parent. At these points we paused the recording in order that the child could talk

to their parent before resuming the interview if they wanted to proceed. There
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were times in which children needed to stop for a drink and snack or for personal
care within the interviews, again, we would pause the recording and then continue

this when the child was happy.

In terms of videoing each child playing at the start of their interviews there were
a couple of occasions where children chose not to do this. This only occurred
because the child had already recorded a video at the previous interview and had
not had time to talk about this properly. This therefore meant there was more time
to discuss what they had already shown me previously. | found that none of the
children requested a child playmate to join their play. This raises an interesting
question for the future in terms of how often children with high levels of physical
disability have their friends around to play at a time that they have chosen.

Children tended to play either on their own, or with their parent, carer or a sibling.

| found that the distance travelled to the participants’ houses gave me time to
think and reflect on what | was going to ask each child during each meeting. On
the way home | was able to reflect on what had been said and then record this in
my reflexive diary. | felt like this time enabled me to be able to process some of
what | had been thinking in response to the children’s accounts. One example

from my reflexive diary is this:

‘Abi appears to have a sense of adventure and wants to pursue independence
and being first to do/ try things- she appeared to feel happy that she is the first
person to have a joystick she moves with her mouth. Abi talked about her electric
wheelchair and how she wants to be able to do tricks and crashes- it appeared
that this was not a desire for physical sensation but just because of a sense of
play?’ (Following second interview with Abi).

Reflections such as this one enabled me to be aware of my view and what | was
thinking about the data during the analysis process. They were also helpful in
enabling me to consider the possible meaning behind what each child has said.
The immediate reaction to the interviews recorded within my reflexive diary was
helpful to consider and contrast to my reaction to the data upon re-reading and

addressing it through the analysis process.

| found that whilst the method remained almost exactly the same as originally

intended, throughout the research process | was able to develop my skills as a

researcher and therefore improve the success of the method. The skills | have
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developed through the process of carrying out the method have not only been
helpful in my development as a researcher but also as an occupational therapist.
| have found that | am now more attuned to understanding the slight
communications of children with high levels of physical disability, | now also place
more value on stopping and letting children fully explain their view point and
experience before trying to help them by guessing. | have realised that although
my intension is often to help children to communicate with me effectively, second
guessing can actually cause more barriers and breakdowns to communication
than waiting for a child’s full response. The flexibility of the IPA approach and the
visual methods meant that as | carried out the research process and better
understood each child’s communication it was easy to adapt to each child’s needs
and preferences within the interviews. This also meant that | could focus on visual
methods (such as creating play drawings) which were helpful as a point of

discussion.
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5. Findings

5.1. Introduction

This chapter outlines the findings of the research following a process of
Interpretative Phenomenological Analysis (as detailed in chapter 4).
Superordinate and subordinate themes representing the experience of play for

the six participants will be discussed in relation to quotes from their interviews.
5.2. Participants

Pseudonym Daniel Abi Lucy Jess Ben Tom

Child Age [ 11 8 8 8 6
Child'type of B te]sl[e Dystonic, Spastic Spastic Spastic Dyskinetic
Cerebral quadriplegia athetoid Quadriplegia Quadriplegia Quadriplegia quadriplegia
Palsy (CP) quadriplegia with dystonia
Mainstream, Mainstream Specialist Mainstream Mainstream Mainstream
50hrs with 1:1 provision for with 1:1 with 1:1 with 1:1
support per support physically support support support
week disabled
children
GMFCS v \Y, v v V-V \Y
MACS v \Y, 1 1] v v
CFCS Il Il Il I Il ]
Number of | 4 1 1 1 1
siblings
Sibling not Bilateral Developed Identical twin of Verbal Communicates
always at hearing loss.  speech inthe sister who does communication through eye
home. Verbal last 3 years, not have CP. gaze and
Communicates communication. communicates Communicates choice making.
with eye gaze  Siblings no verbally. verbally. Sibling no
and verbally.  longer at home. longer at home.

Table 1 Summary of participant information

Six children participated in interviews as part of the study. Details of each
participant can be found in table 1 alongside their pseudonyms. Pseudonyms are
used throughout this thesis to refer to the participants and friends and family they
mention. All 6 children have high levels of physical disability due to Cerebral Palsy
(CP). Three boys and three girls took part. The youngest participant was 6 years
old and the oldest 11; the majority of participants were age 8 or 9. The children
varied in their chosen communication method: one participant only used eye gaze
technology, one participant used a combination of eye gaze technology and
speech; the other four participants used speech to communicate. Four of the
participants have dystonia or dyskinetic movements as part of their CP diagnosis;

this means that they experience fluctuations in tone which impact on their ability
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to control their movements (SCPE 2000). Five of the children attended
mainstream schooling with support, one child attended a specialist provision for
children with physical disabilities. All the children had siblings who influence their
play participation, however, only Abi, Lucy, Jess and Ben had siblings who were

always at home.

5.2.1. Pilot participant

Daniel initially participated in the study as a pilot participant in order to
ascertain the effectiveness of the method. Daniel’s interviews led to some
slight changes to the protocol in terms of the introduction of further visual
methods such as giving each child the opportunity to draw their play
experience, however, the interview data collected from Daniel still
provided an insight into his experience of play. As the study population is
very small (Cooley Hidecker et al. 2012) it was decided to include Daniel’s
data within the findings of the whole study in order that helpful data was
not lost; Daniel and his mum gave consent for this. Daniel is therefore

referred to here alongside other participants.

5.2.2. Influence of communication on analysis

The nature of each child’s physical disability is such that it had an impact
upon their interview participation. All of the children, apart from Jess,
function at CFCS level I, which meant that their communication was
effective but at a slow conversation pace, and needed time for composing
messages and repairing miscommunications (Cooley Hidecker et al.
2012). This had an impact on the way that each child was interviewed.
Often the children responded with short answers, as communicating
extended answers was too difficult with a communication aid or dysarthric
speech. This meant that the researcher often had to ask several questions
in order to reach a sufficient level of depth of response, for this reason
several quotes used to illustrate themes also include the researcher’s

communication.

Each participant’s communication was significantly enhanced by the play
video that was captured before each interview and then played back and
discussed within the interview. For this reason, in analysing the data it was
important to consider the participant play videos alongside their responses

and comments about the videos. The contrasts between what was
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observed within the videos and what each participant said will be reflected
on within this chapter. Screen shots of aspects of the video have been
presented with short descriptions of what was occurring within the video in
order to supplement the discussion of the themes. Throughout the analysis
process the researcher reflected back on the participant videos and these

supplemented the interpretation of the findings.

5.3. Analysis process

The analysis process occurred as outlined within the previous chapter. Each
participant’s data was analysed ideographically; each interview was taken in turn
and commented upon. Following this, themes and subthemes were created
alongside a narrative summary for each participant. This can be found in
appendix 13. All the participants’ themes and subthemes were then considered
at once and drawn together as part of the process of interpretative
phenomenological analysis. Discussion of the first iteration with the supervisory
team found that this did not reach sufficient depth; therefore, a process of
carpeting — laying out and grouping each theme and subtheme together —
enabled the researcher to begin to create a more coherent iteration of themes
and subthemes. Photos of this process can be seen within appendix 14 alongside
an example of the analysis process. Following this, the researcher took time away
from the data focusing on reading articles and theories applicable to the data.
The analysis process was then revisited and themes and subthemes were further
interpreted and went through several iterations. The process of writing the
findings chapter enabled the researcher to finalise the findings and ensure that

sufficient interpretation, grounded in the participant’s data, had been reached.

5.4. Developing themes

Following the analysis process superordinate and subordinate themes were
finalised. A summary of the superordinate themes and subthemes can be found
below in table 2. Further participant quotes to illustrate themes are found in

appendix 15.
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1.1. Facilitated 2.1. Disability as a 3.1. Using humour to
independence- part of self enable connection
helpers become an

embodied part of self

1.2. Seeing self as 2.2. Engaging in play  3.2. Using voice to be

physically strong and  through watching heard in play
successful

1.3. Choosing to 2.3. Extreme emotion-

compromise Vvs. frustration and

having to compromise excitement played out

2.4. Imagined self

without disability- a

new spatiality
Table 2 Summary of superordinate themes and subthemes
5.5. Narrative summary of themes
For Daniel, Abi, Lucy, Jess, Ben and Tom making choices and controlling play
[1] appeared to be an important part of their play experience. It appeared that
even when an outsider sees an adult physically facilitating and enabling play to
happen, the children had a sense of independence and control over their play. All
of the children discussed at different points within their interviews a facilitated
independence — where helpers become an embodied part of self [1.1]. This
occurred when the children were observed to have an adult physically supporting
their participation and yet reported choosing and controlling the play
independently. Within each child’s mind their choice to participate meant that they
perceived control over the play activity, even when they were letting the
movements of their body be controlled by another. By seeing themselves as
physically strong and successful [1.2], children appeared to experience a
sense of being in control even when an observer may not view the experience in
the same way. For example, Ben talked about being the ‘beast’ at rugby, a term
used to demonstrate his strength and success, yet when observed playing rugby
he needed his mum’s physical support to participate. This feeling of self-efficacy

seems to enhance the experience of making choices and controlling play. Part of
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making choices and controlling play was influenced by times in which children
chose to compromise versus times when they had to compromise [1.3].
There were occasions when children made decisions to play something and
participate in a game that would not be their first choice because they still had
the opportunity to participate. At these times children’s choice to compromise
appeared to still give them a sense of control over their play. On the other hand,
there were times when children had to compromise their choices and this led to
feelings of isolation and lack of control. For example, when all of Abi’s peers
participated in netball in the playground she initially felt like she was not able to
join in.

Each child, although often drawing similarities between their play and their peers,
also talked about participating differently to their peers [2]. Each child saw
their disability as a part of self [2.1]; there appeared to be a normalised,
everyday acceptance of life with a significant physical disability. Two of the
participants referred to themselves as ‘disabled’ (Abi, Jess), other participants
talked about things they ‘can’t’ do (Daniel, Ben). The normalised sense of
disability as a part of self particularly occurred in terms of wheelchair use; the use
of a wheelchair appeared to be such an integral part of each child’s experience
that it was often not mentioned. Children’s view of their life with a disability often
led to them commenting on different ways they participate from their peers. For
example, engaging in play through watching [2.2]. There were times in which
physical participation was not possible because of the child’s disability and
therefore through watching, instructing or cheering, children could experience
participation in play activities with their peers but in a different way. Examples of
this occurred when playing with lego or playing netball in the playground. The
extent of each child's physical disability also meant there were times in which
children experienced a need to persist in trying to play something they would like
to. As each child’s disability impacted their participation, their experience often
involved extreme emotion — frustration and excitement played out [2.3]. The
nature of Cerebral Palsy is that when children experience heightened emotion
such as excitement this can often lead to an increase in tone and exaggerated
movements (Yap et al. 2010). These exaggerated movements were often played
out during activities when children achieved success or were frustrated because

they could not participate in the way they wanted to. For example, when
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experiencing excitement at winning a game, or frustration at not being able to
move with the intentionality needed to push a button. It is possible that the level
of frustration and difference experienced in play for the participants meant that
they choose to experience a different reality in their imaginations. The majority of
the participants spoke of an imagined self without disability —a new spatiality
[2.4] in their imaginary play. They discussed themselves as playing in their
imaginations, yet with the only difference that they could walk, run, jump and
climb freely. There is a distinct contrast between each child’s lived experience of
embodying their disability as a part of themselves, and the new spatiality and
freedom they experience when playing as their imagined self without physical
restrictions. This contrast highlights the possible differences in play experience

to that of each child’s typically developing peers.

The final theme highlights children’s preference for connecting with others in
play [3]. Feeling a sense of belonging is important to every individual's health
and wellbeing (Wilcock 2008). Part of belonging within play is being able to
connect with others. Although similar strategies may be used by typically
developing children, it appears that the children within the study particularly made
use of communication strategies to enable connection with others. It is possible
that because of their physical limitations and good communication skills the
participants draw upon communication as a strength within their play participation
more than their typically developing peers may. Using humour to enable
connection [3.1] was one way in which most of the children demonstrated
playfulness with their peers. Children discussed using jokes, doing silly things at
playtimes and using funny words to make their peers laugh. This appeared to
provide a joint sense of fun within play, which enabled a feeling of belonging. The
participants also used their voices to be heard in play [3.2]. This was
particularly significant for children who used alternative communication rather
than speech. The use of their voice and sound was used by children to highlight
to others that they were playing. The connection this enabled appeared to provide

validation of the play experience for the child.

5.6. Theme 1: Making choices and controlling play

Each child frequently spoke of participating in activities through the first person:
for example, ‘I played a little game’ (Daniel, interview 1); ‘I played jenga’ (Abi,
interview 3); ‘I played babies’ (Lucy, interview 1); ‘I play with my cats’ (Jess,
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interview 1); ‘I played in the garden scoring a try with my Gilbert [rugby ball]’ (Ben,
interview 1); and ‘I play football’ (Tom, interview 1). These first-person responses
were inevitable as each child was asked about their own experience of play.
There is an assumption that the use of first person indicates the first person
involved has been active themselves in what they are commenting on. However,
for the participants often their use of ‘I' and expression of choice and control
occurred at the same time as receiving significant levels of adult support or
adaptation within their play. This level of support needed for children with
disabilities is discussed within the literature (Lauruschkus et al. 2015) and
appears to directly contradict the sense of agency the children appear to

demonstrate through the use of ‘I".

The feeling of making choices and being in control of a play activity appeared to
be important. Jess’ comment ‘I just like doing what | want" (interview 2)
emphasises the importance of this. It appears that children use active choices,
which could range from doing something alone, to letting someone physically take
over, in order to remain in control of their play. The tension of gaining this control
and making choices to play is seen as children weigh up their physical limitations

alongside doing what they can.

5.6.1. Facilitated independence — helpers become an embodied part of self
There were several times within the participant interviews where children
perceived themselves as making independent choices and having control
of their play, even when they were being physically supported and moved
by an adult. This subtheme has been termed ‘facilitated independence —
helpers become a part of self’ because the independence the children
experience is facilitated through the physical support of an adult. In some
situations this facilitation is recognised (see Tom’s extracts below); in other
situations children need prompting to recall the physical facilitation they
required (see Abi’'s extract below). In both cases, and throughout
participant interviews, this facilitated independence appears to lead to
children experiencing their helper as a part of themselves. The children to
some extent embody their helper- their helper becomes the external edge
of themselves which then enables them to experience independence in an

activity such as rolling a dice.
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In following the research protocol
Tom chose to be videoed playing
with his iPad so he could then
discuss this. This is captured in
figure 6 where Tom is seen being

supported by his mum to

manipulate the iPad and play the
game that he has chosen. Tom’s

Figure 6 Facilitated independence- helpers
become a part of self. Tom is playing with his
iPad and receives physical support from his

tension between an awareness that mvm but perceives this as himself leading and
controlling the play.

his mum is facilitating his play and a

interviews suggest he experiences a

perception in which his mum has become an embodied part of himself and
his play. When commenting on the play video (seen in figure 6) in the first
interview Tom comments that he is choosing the play and not his mum.
However, Tom then chooses ‘Mummy doing it' when asked ‘when
Mummy’s helping you, is it still [you doing it] or is it [Mummy doing it]?"* As
the conversation continues, Tom recognises that it is ‘Tom’s hand’ but his
mum helping him. It seems that Tom perceives his mum’s hand over his
as an embodied extension of his own hand. This perhaps occurs because
it enables Tom an experience of choice and control; where Tom physically
cannot get his hands to do what he would like to do he can choose to
embody his mum’s hands, which enable a freedom and control in

completing the chosen activity.

When the same play clip is discussed during Tom’s third interview he
appears to have a much stronger view that this is play that he is doing by
himself (box 6). Although within the first discussion Tom does recognise
that his mum is helping, he is perceiving it as his hand and therefore
himself controlling the play. Within the second quote Tom sees himself as
playing by himself, choosing and controlling the play. This is further

illustrated within other interviews. Abi is also seen to perceive herself as
independently controlling her play despite having had physical

support from the researcher to roll the dice (box 7).

! (square brackets ([ ]) within quotes indicate options given by the researcher through holding up hands
for Tom to choose from to communicate his thoughts).
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N- You're playing with your iPad! And how does that feel? How
does it feel playing on your iPad?

T-car

N- it feels like cars

T- (looks yes)

N- does it feel [like driving a car] or [something else]?
T-[chooses ‘like driving a car’]

N- and is that because you had to [move it a bit like driving a car]
or [something else]?

T- [chooses ‘move it a bit like driving a car’]

N- move it ok and were [you playing] or was [somebody else]?
T- [chooses ‘you playing’]

N- you were playing, excellent

T- (vocalises)

N- yeah, were you doing it [by yourself] or [not]?

T- [chooses ‘by yourself]

N- by yourself cool, and was [someone helping you move it] or
were you [doing it by yourself]?

T- [chooses ‘by yourself']

Tom, Interview 3

Box 2 Tom, Interview 3- Perception of playing by himself despite having adult support.

N-ok so who helps you roll the dice?

A- 1 do it on my own, do you remember, shut the box. (indicating
back to game where Abi rolled the dice), like that, rolling the dice.
N- Rolling the dice like that, but in shut the box I had, | was
holding your hand?

A- oh yeah

N- but | was just, | was just helping?

A-Yeah

Abi, Interview 3

Box 7 Abi, Interview 3- Perceives herself as rolling the dice independently despite adult support.

For Abi she has embodied the researcher to the extent that she needs
prompting to remember the researcher’s physical support which enabled
her to throw the dice. Abi sees herself as doing ‘it on my own’ (box 7), as
being independent. The rest of Abi’s interviews indicate that independence
is an important concept for her and this is intrinsically woven into her play
narrative; she frequently comments: ‘I want to be independent’ (interview
3). Abi has a high level of physical disability, which she explains impacts
her ability to hold objects: ‘I don’t use my hands...[l] use my mouth’
(interview 1). Abi’'s Cerebral Palsy means that she cannot use her hands

to manipulate objects unless she has a high level of physical facilitation.
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When Abi’s helper becomes an embodied part of her and an extension of
what she can do, Abi has a means by which she can physically achieve
more of the activities she would like to when she is playing. Abi’s desire
for independence and control over her activities, including play, appears
to influence her perception. This occurs to the extent that Abi perceives
facilitated independence as herself being independent and in control. This
directly contradicts the experience of play that may be summarised by an
observer, where Abi is seen to participate through the physical facilitation
of an adult. It is possible that Abi makes a conscious choice in enabling an
adult to physically support her play. However, it appears that the facilitated
independence that Abi experiences occurs on a subconscious level. As
Abi has grown up with her disability she would be very familiar with the
presence of adults supporting everyday activities- this may lead to a
greater extent of experiencing independence despite adult facilitation. It is
possible that the narrative of adults supporting Abi, such as parents
commenting on independence or achievement, have increased Abi’s

perception of doing activities by herself even when she receives support.

Facilitated independence appeared to be
a way in which all the participants
experienced a sense of control of their
play. Figure 7 shows a section of Ben'’s
play drawing where he has asked to draw
himself playing bulldog. Ben, earlier in

his interviews, talks about having a

teaching assistant push his chair during

Figure 7 Section of Ben's play drawing-
Playing bulldog as 'just me'. Perception of
control despite having facilitated
independence.

bulldog. Then when drawing bulldog as
part of his play Ben refers to it as ‘just me
[playing]’ when he is asked if there’s someone helping him. Ben embodies
his helper to the extent that he perceives his movements in bulldog as
independent. This suggests that children experience a facilitated
independence not only with the familiarity of their parents but also with
other adults who support them. It is possible that although when pressed
Ben is aware of the presence of a helper he has become used to receiving

support and therefore his definition of ‘independence’ and being able to
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participate in an activity may include the support of an adult as a normal
occurrence. This facilitated independence through the embodiment of a
helper is perceived as full independence by the child and is a type of play
that should be captured and discussed by parents and professionals

working with children who have high levels of physical disability.

5.6.2. Seeing self as physically strong and successful

Although there were times in which children spoke of the limitations
caused by their Cerebral Palsy, each child appeared to have a dominant
narrative in which they perceived themselves as physically strong and
successful in their play. It appeared that the children have an internal
tension between knowing the restrictions that the Cerebral Palsy places
on their body and experiencing play as a positive activity. Often, despite
facilitation, adaptation, or support to physically participate, children would
perceive their participation as physically strong and successful. The
experience of play and the feeling of being able to participate appeared to
be a positive contributor to each child’s sense of identity and self-esteem.
Each child talked about success within their interviews in relation to their
play. Ben comments ‘I'm a brilliant goal keeper’ (interview 1) and Jess
celebrates her success at horse riding- ‘I didn’'t have space for [all my
rosettes] on my t-shirt, | had to have one on my fleece!’ (interview 3). The
children seemed to have an understanding of success that could be
different to the understanding success of typically developing children. It
is possible that they were unaware of the level of support they needed to
achieve that success, or that they had experienced encouragement from
peers and adults around them to the extent that they perceived success

even when they needed significant adaptation in an activity.

The participation within physical activities in which they could demonstrate
their strength was often a choice that children made to participate. All of
the children chose to participate in physical games or sports: Daniel,
Boccia; Abi, netball; Jess, horse riding; Lucy, football; Ben, rugby; and
Tom, kicking a ball. Within each physical activity the children participated
in, supports were in place to enable them to take part, but these were often
only mentioned following prompting. Abi needed to be able to ask her

peers to throw the ball in netball; Jess had two helpers either side of her
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horse to make sure she did not fall off; Lucy was passed the ball and could
push it with her wheelchair; Ben was physically held and moved by his
mum to play rugby. The physical support needed appeared to be an
afterthought for each child; their reporting of their play focused on a
perception of themselves as physically strong and successful. It could be
argued that there is an unspoken different definition of success for the
participants in the study in comparison to their typically developing peers.
Adaptations such as allowance to hold the ball, the opportunity to move
slowly, and redefinition of what counts as a goal were not discussed by the
children but appeared to be in place. Despite the need for these
adaptations and adjustment to ‘success’ the children continue to view

themselves as physically strong and successful in their play.

The portrayal of a greater sense of excellence than may be noted by an
observer is seen within Tom’s interview when he is playing the keyboard

with two hands to create a tune (box 8).

N- So are you doing [one hand at once] or [two hands]?

T- [Chooses two hands]

N- two hands! And is two hands, which is better [one hand] or [two
hands]?

T- [chooses two hands]

N- two hands. And why is that because it [makes a better sound]
or [something else]?

T- [chooses it makes a better sound]

Tom, Interview 2

Box 8 Tom, Interview 2- Talks about creating a tune which sounds 'better' on the piano.

Although to an observer Tom may appear to just be hitting the keys in a
way that does not seem to be creating an obvious melody, his perception
is that he is creating something of excellence. Tom is deliberately choosing
to move his hands in a way that he feels creates something ‘better’. This
view of success (where a child perceives something as better than an
observing adult) is seen in all children’s play, but is perhaps more
pronounced for the children participating in the study. It is possible that for
Tom the action of being able to participate in an activity that has clear
cause and effect feels very satisfying. The nature of Tom’s physical
disability is that he often would find it difficult to generate an intended

action towards an object. Playing the piano allows direct and consistent
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feedback to Tom knows he can control, this is likely to enable a greater

sense of success for him.

Celebration of success is
common among the children and

they often celebrate achievement

LA

~ when they participate in games.

T .1_/" /

Daniel celebrates success in his
iPad game, he comments ‘I

/ sometimes win’ and that winning

makes him feel ‘joyful’ (interview

W 1). Ben, when demonstrating how

?/-’/-/’?3,7 Wy 77

/ﬁ’&f///é}// "#y,  to use a rugby ball comments ‘I
“,/f}%m)- - am the beast at rugby’ (interview

Figure 8 Ben ‘I’m going to kick off’ (interview 3) kicking 1 ) This attitude of success
the rugby ball with the support of his mum. )

continues throughout Ben'’s interviews where he discusses how he is
going to ‘win the world cup’ within his physical rugby play which is
supported by his mum (figure 8, box 9). The identity that Ben presents
when talking about his participation in play is one of being successful and
being able to achieve what he would like to. This identity supersedes and
appears to overlook any frustrations or difficulties where physical disability
may limit the potential of success of his play. Ben realises the need for his
mum to be physically supporting him in the play. He comments ‘I do it too’
when asked about sliding along the floor with the rugby ball. Ben has made
a choice to give his mum some physical control over his play but he sees
them as making the choice and physically and successfully participating
together. Ben holds this in tension with the physical instruction that he
needs to follow (‘bend down, bend in the middle and then you slide’,
interview 3) in order to be able to successfully participate. Within the play
video Ben attempts the slide a couple of times before he achieves a flexed
position with his body so that he can slide. As opposed to becoming
frustrated that his body is not complying with his choice to participate in a
slide as part of his play, Ben overcomes this by trying again, alongside his
mum, and focuses on his thought that he is ‘winning the world cup’. Ben’s

comment ‘you kind of break your knees though’ suggests that he
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experiences some physical pain in practicing to slide. Although Ben
mentions his knees, his focus appears to be on the celebration and the
idea of winning. This is interesting in considering the nature of play for Ben.
It appears that his mind is predominantly focused on being in his game
and the thought of winning. Although Ben has an awareness of his physical
needs and is following his mum’s instructions so that he can physically
slide his predominant view is around being physically strong and

successful in the way he is controlling his play.

N-What else did you do for your celebration?

B- slide along the floor

N- how do you do that?

B- so you bend down, bend in the middle and then you Slide (emphasis
and shout) along!

N- wow

B- you kind of break your knees though

N- oh do you, and who normally does the sliding?

B- Mummy!

N- so does Mummy normally help you slide?

B- yep and | do it too

N- and what are you thinking in your head when you're sliding?
B- I'm going to win the world cup

Ben, Interview 3

Box 9 Ben, Interview 3- Talking about how he celebrates his success in playing rugby

Ben often discusses physical play as part of his interviews. He also talks
about how ‘[he] love[s] playing rough and tumbles it is fun’ with his sister
and his dad (interview 3). Ben’s identity as a player is focused on being
able to physically move and participate. This ability to move and to
perceive physical strength and success enables Ben a sense of control
over his play. Ben needs to choose to participate and focus on helping his
body to move (i.e. ‘bend in the middle’ (interview 3)) even when his mum
is physically supporting him. Ben is controlling the narrative of the play in
his mind; as he slides he is picturing himself as a rugby player who is part
of the world cup. His physical participation, even though it is supported,

augments his perception of choice and control of his play activity.

The concept of success and physical strength as enhancing children’s

perception of making choices and controlling their play is clearly seen

within Daniel’s interviews. Daniel picks up a Harry Potter wand within his

third interview and he engages in a play dialogue stating: ‘I've got the
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power’ and ‘I am the conqueror’ (interview 3). His assurance in his ability
as strong and powerful appears to transfer to his identity as a player who
is physically strong and successful in making choices and controlling play.
Because of the participants’ high levels of physical disability, it is possible
that they build physically powerful play identities within their suspended
reality play that then enable them increased confidence and motivation

when they do participate within an activity physically.

There is also a recognition with the children that their choice and control
of their play and their participation within activities can change over time.
This was related to their perception of their strength and success. Daniel
talks about how he has improved his physical strength and participation in
a way that enables him to now play by throwing balls down some guttering:
‘but it is ok because now, now | can open my hand for it'’. Daniel was aware
that his physical strength had improved and this enabled him to have more
control over his play activity. Improving in strength and success did not just
occur naturally and Daniel commented on how he ‘had to practise when
[he] was little to get it now [he is] bigger’ (interview 3). Lucy had a similar
experience and talked about how she had to ‘[keep] trying to talk until |
learned (smiles) if somebody doesn’t hear you, you've got to keep talking’
(interview 3). Jess recognises that there are play activities she could
participate in more easily if she gained greater physical strength: ‘1 would
like to do the acting which would be good, and that’s why | do this therapy
to help me be able to do more stuff’ (interview 2). When children participate
in therapy their ability to move physically and manipulate objects, and to
communicate their choices, is likely to be something that they will practise.
Although most children do not mention their therapists specifically they do
note how an improved physicality and communication positively impacts
their play experience. The narrative of needing to improve skills is part of
every child’s development, however, for the children within the study it
seems that they needed to take a more focused approach to improving
their strength and success. It would appear that during the time of
practising and trying to physically improve the children also continued on
a journey of redefining success in a way that enabled them to have a sense

of control over their play.
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5.6.3. Choosing to compromise vs. having to compromise

One aspect of making choices is that all individuals at times face decisions
to compromise in their choice. The need to compromise in decision making
occurred several times within the participant interviews. Making
compromises would appear to be a direct contradiction to making choices
as part of play. However, when children actively made the choice to
compromise in their play decisions, they appeared to have a greater
feeling of choice and control over the activity they were participating in and
therefore they reported experiencing this as play. The tension is that there
were also times in which children were forced to compromise. This was no
longer an active choice, and therefore meant that an activity would stop

being experienced as play.

Jess talks about how she shares play with her twin sister, Josie, and that
often Josie will make the choices in play, Jess comments ‘I just really want
to be able to choose’ (interview 2). Despite this, Jess continues to want to
play with her sister because it means that she is able to keep playing with
someone. Jess actively makes the decision to compromise her preference
and holds this in tension with the fact that she would like to choose because
it enables her to still participate in the play. Jess continues to refer to the
experience with Josie [twin sister] choosing the roles as a play experience,
and it appears that Jess has made a choice to continue to participate as part
of her compromise. This desire to compromise to continue playing is seen
within a conversation with Tom when he chooses a pen to draw with (box
10).

T- [chooses the green]

N- the green! Ah that was nice and easy. Did you choose, was it the
first one because [it was easier] or [that was what you wanted]?

T- [chooses because it was easier]

N- because it was easier, which one did you really want? Did you
want to choose a different one?

T- (looks yes)

N- lets see, how we could do it really quick. If you tell me no when it
is the wrong one. Or if not you can look at the colour you want. Is it
one of these?

T- (looks yes and at red)

N- is it the red?

T- (looks yes)

N- is it definitely the red?

T- (looks yes) (putting hands on paper ready), Tom, Interview 2

Box 10 Tom, Interview 2- Choose the green because it is the first colour the researcher holds up. Compromises
choice in order to keep playing.



Tom is making a compromise in his choice in order that he can more
quickly participate within the play experience. It is possible that because,
out of all the participants, Tom requires the most time to participate in
communication, that he will often compromise on choice in order that he
can take the time to communicate things that are most important to his
play experience. In this way Tom’s Cerebral Palsy could be seen to be
limiting his ability to make choices and control his play. Despite this, it
appears that Tom actively chose to override his preference and accept a
different colour. Tom is continuing to control and make choices in his play
by weighing up when he decides to compromise, and when he decides to

communicate his actual choice.

Although the participants do not talk extensively about compromising in
order to enable play activities to continue, there is a sense that they often
compromise their choices during play. Jess’ comment about horse riding:
‘I'm actually just doing something that | like and | enjoy it’ (interview 1)
suggests that this is a good activity which she enjoys in comparison to
other activities which she may not like as much. Each child’s level of
physical disability means that opportunities to play are often grasped
despite not being the first choice. This could be seen as a restriction to
each child’s ability to make choices and control their play, however, the
lack of discussion about compromise would suggest that children’s
experience is that they are making their own choices and controlling their
play. That the physical limitations their Cerebral Palsy places on what they
can participate in does not restrict their experience of control. Each child
spoke extensively about play that they participate in and even when
adaptations were made, such as someone going to get a game or set
something up for them, the participants portrayed the play as their own

choice.

One possible interpretation of children’s choice to compromise would be
that they are being limited by the social world and environment they are in
because of perceptions of them that they are less able. It could be the case
that the participants’ peers and carers often expect less vocal or obvious
choice making from them, or that historically less choice making has been

expected of the participants in settings such as school. This may have led
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to more times in which children choose to compromise or learn not to mind
when they do not have a choice because this is what they are used to. An
alternative explanation of this is that children are unaware of the limitations
to their choice because they have always experienced a need for
individuals to support them (for example when fetching a game or
choosing a colour to draw with). This could mean either a residual feeling
of having a lack of choice, or an understanding of choice in which
compromises are sometimes deliberately made in order to enable a
greater feeling of participation. It would appear that the latter is the case
as the children talked about situations where others were in control of the

play as if they had made the play choices.

Despite this, there were also times in which children were forced to make
compromises in activities that then stopped these activities being
experienced as play. This is clearly seen within Daniel’s interview where
he is kept on a theme park ride he says: ‘| had to go on it again because
my wheelchair was on the other side, but | didn’t want to go, but | had to
go because my wheelchair was right over there, and there was a middle
bit that | could really quickly go over but they said no, go on, you have to
go on again.’” (interview 2). Daniel's need for his wheelchair and the
decision of the theme park staff meant that he was forced to compromise
and had to go on a ride a second time. Daniel appeared to feel frustrated
by the fact that he had to go around twice. The lack of choice that Daniel
had in his play activity was a significant memory for him that he recounted;
this could suggest that this does not happen very often for Daniel and that
usually his choices within play match decisions made by peers and carers
around him. Possibly, when in a new environment, such as the theme park,
the environmental factors place greater restrictions upon a child’s ability to
make a choice and perceive control over their play. This could be due to
an increased feeling of anxiety of a child not knowing their surroundings.
Alternatively, as in Daniel's case, the control lies not with a familiar carer
or peer but with a stranger; this could significantly contribute to the feeling

of being forced to compromise without the opportunity for choice.
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There are also times when children are forced to compromise their choices
when they are alongside their peers. This can occur to the extent that they
experience exclusion from play. When reported by the current participants,
this occurred because peer groups activities are not physically possible for
children to join in with whilst using their wheelchairs. Abi talks about this

forced compromise in her play in the playground (box 11).

N- and who do you like to hang out with at school?

A- | don’t, I'm on my own at the moment, I'm on my own
N- You’re on your own at the moment, ok

A- Because they're playing netball

N- oh ok

A- Yeah

N- at play time?

A- Yeah, and then | can’t play it, because it is not adapted.
N- yeah, it is not adapted

A-no

N- that's frustrating

A- Yeah

N- So does everybody play netball?

A- Yeah, Yeah

N- ok, and you just, where do you go?

A- I'm on my own really, | watch them, yeah

Abi, Interview 1

Box 11 Abi, interview 1- Forced compromise in choice experienced at school because netball is not adapted
and this is all peers play.

The experience of being forced to compromise in the playground is also
commented on by Jess. During interview 1 she commented: ‘my favourite
things are to play with people. But the problem with my new school is that
they have the playground, the bit, the most of the playground is on this
bark, this rough material that my chair won’'t go on’ (interview 1). Although
Jess was yet to start in her new school she was already perceiving this as
somewhere she would be forced to compromise in her choice. Jess had
created alternative means by which she could continue to participate in
play when she felt excluded by her peers. She commented that
‘Sometimes | play catch with [my TA], just cos no one plays with me | just
play with her instead, | know it may sound a bit boring, but | still do’
(interview 1). Within this statement Jess has a recognition that play with
an adult might be perceived as boring, when she is forced to compromise
her choice because of physical restrictions to accessing play with her

peers Jess has to choose an alternative option. Although Jess may in the
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moment be happy with a catching activity it appears to clearly be framed
around having no one else to play with. This perhaps highlights the desire
to compromise in other play choices, such as which character to play,
when Jess is able to physically participate in an activity alongside her

peers.

It is clear that there are forced compromises that children have to make in
their play. Sometimes these compromises may be directly because of their
Cerebral Palsy, such as when their wheelchair cannot go over the
playground bark, or when they play in a classroom to practice therapy
activities. These compromises are sometimes expressed negatively by the
study participants (i.e. ‘I can’t’). However, often children demonstrate a
sense of regaining choice and control over these play activities and use
reasoning to help them to negotiate the feeling of having to compromise.
This is seen within Abi’s continued discussion of netball in subsequent

interviews (box 12,13).

N- can you tell me about a time that you watched your friends
playing?

A- No, | can play with them now, I've been playing with them
now, they’ve been ok with me really. It is been ok really, it is ok
N- what have you been doing with them?

A- | was playing netball, | was playing netball and it is been ok
N- how were you doing that?

A- huh?

N- how? How were you playing netball?

A- | just asked my friend to throw the ball.

Abi, Interview 2

Box 12 Abi, interview 2- Now able to play netball as peers are choosing to play with Abi.

Abi’'s experience of netball summarised in boxes 11,12,13 demonstrates
the tension that she feels between having to compromise her choice and
control in play and the opportunity that she is given to participate. In
experiencing her world through her body which has physical limitations
because of her Cerebral Palsy Abi feels a vulnerability in playing netball
and talks about how it means she can get ‘hurt’. Abi’s high level of physical
disability means she cannot move away or catch a ball as easily as her
typically developing peers. This has an impact on Abi’'s experience of
participation and the choice and control she feels over her play which is

already limited as it is a game her peers have chosen. Despite this, when
141



Abi’s peers support her and she can drive her powered chair it seems that
Abi is able to participate in netball and it feels ‘ok’. Being able to drive her
powered chair and move around freely gives Abi a renewed sense of
choice and control which then enables her to choose to compromise her

preference and to choose to play netball with her peers.

N-Could you tell me a bit about some of the things you wish you
could play?

A- (voice quieter, long pause) playing netball. Netball because,
um, | can't, it is not adapted, it is not adapted so that’s why.

N- mm hm, and how does that feel?

A- | played it at school but | might get hurt. Have you played
netball before?

N- yeah

A- it is really hard. Are you really good at netball?

N- I'm ok

A- | can't play it

N- Oh

A- (long pause) What are you doing tomorrow?

N- what am | doing tomorrow? Um, I’'m working tomorrow. So
when you, what do you do when people are playing netball then?
A- well | can play with them, (pause) | play with them but I've got
to get hurt that's why

N- So how do you do that?

A- | drive and then, then it is ok really.

Abi, Interview 3

Box 13 Abi, interview 3- Abi continues to voice the tension she feels between netball not being adapted
and her friends enabling her to play.

Abi has a range of adult-like expressions, such as ‘it is not adapted’, which
appear to be repetition of language that she may have heard from adults
around her. In some cases, such as Abi’'s discussion in interview 3, the
comments of netball not being adapted become a barrier to Abi thinking
about times that she does play netball with her peers. It is possible that
adult expressions and societal views about disability, ability, and
adaptation to activities can have an impact upon the experience of children

who experience daily life with a physical disability.

Abi’s contrasting views between the three interviews demonstrate the way
in which children’s experience and recollection of experience can change
over time. There may be periods of time in which a compromise is
accepted by a child and they therefore experience control over their play

and then other times when the same compromise feels isolating and limits
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the child’s control and participation in play. The tension of negotiating
emotion and experience around being able to physically participate
appears to be closely linked to identity and the way in which each child
sees themselves. For Abi as ‘it is not adapted’ is a common narrative within
her interviews; it seems that Abi is more likely to experience situations
where she feels she has to compromise. This could possibly lead to her
having fewer moments of experiencing making choices and being in
control of her play because she is stopped by the sense of it not being

adapted to meet her needs.

5.7. Theme 2: Participating differently to peers

There were several indications through the participant interviews that they
participate in play differently to their peers. The participants were part of the study
because of their high levels of physical disability. Through participating at GMFCS
levels IV or V all the children were wheelchair users and dependent upon others
to support their physical activity. Through the very nature of their disability the
participant’s play cannot be exactly the same as their typically developing peers
play. The following section explores the way that the findings suggest each child’'s
identity as an individual with a disability has developed and the impact that this

has on their play.

5.7.1. Disability as part of self

For each child there appeared to be an unspoken recognition that their
play is different because their disability is a part of who they are. This
feeling of disability as part of ‘me’ seemed to be seen through the way that
disability itself was not referred to within four of the participants’ interviews.
Abi had the strongest focus on her disability within her play narrative,
frequently commenting: ‘I've got Cerebral Palsy’ (interview 1). She often
articulated the impact that this has on her physically- ‘It means | can’t walk,
it affects my muscles... and I've got my spasms’ (interview 1). Yet Abi also
identified that having Cerebral Palsy ‘It feels, its normal, it doesn’t hurt me’
(interview 1). Abi’s discussion of her disability suggests she is aware of the
physical restrictions that she faces and the impact this has on what she
can do, this is seen in the way that she frequently refers back to her
disability. In her comment ‘it doesn’t hurt me’ it is as though Abi has
personified her Cerebral Palsy — she describes a living thing that could
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hurt her. She states that ‘it is normal’: she is able to live with her Cerebral
Palsy and has a way that it does not hurt her. Abi’s personification of her
Cerebral Palsy suggests that she perhaps sees it as something which is
both a part of her and separate from her. This is reflected in the rest of this

section and each child’s creation of their identity with Cerebral Palsy.

Jess also directly comments within her interview that ‘I'm not the only
disabled child in the [new] school there’s one other person who is blind
(interview 1)'. Jess is identifying herself as a ‘disabled child’ and likening
this to a boy who is blind. Jess has clearly marked out a difference
between herself and her typical developing peers that she felt was
important to share. Jess makes comments such as ‘sometimes | pretend
I’'m not disabled’ (interview 2). Jess can picture a distinct reality in which
she remains herself but her disability is taken away. Like Abi, it would
seem that Jess feels that her Cerebral Palsy is both a separate entity but

integral to who she is.

On another occasion, when talking about her imaginary play, Jess
comments ‘I could walk, | could do all the things | can’t do’, when asked
how that felt she said ‘really good, but I just wish it was actually real’
(interview 3). There appears to be a sadness in Jess’ sense of wishing that
her imaginary play is real. This appears to be part of a negotiation of
identity for Jess and a coming to terms with her disability. This will be

explored further throughout this section and 5.7 .4.

Most of the participants did not discuss their disability or the impact that it
had on them as readily as Abi and Jess. Some participants mentioned their
disability when talking about the experience of needing a helper or a carer
to support them within their play. Children were aware that they needed
support for everyday activities (as seen in Lucy’s discussion in box 14) and
it appeared that often carers became an important playmate that they
could participate alongside. It is possible that having been born with a
disability each child had a normalised view of needing support within
activities. This normalised view meant that often children did not mention
needing help (see facilitated independence section 5.6.1), and needing a
helper was part of their experience of their disability being integral to their

sense of self and who they are. Although an external observer may feel
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that children would be frustrated by the constant need for help, when
children, such as Lucy (box 14), discussed their helpers this appeared not
to be the case.

L- I, yes, |, a grown-up helps me to play with my friends

N- Mm, so who was helping you today?

L- Laura

N- What's that like? what's she like?

L- she’s good (smiles/ laughs)

N- is she? So what does she do?

L- She, she helps me a lot

N- Can you tell me about how she helps you?

L- She, she yes, she helps me with hoist, she helps me with lots of
other things, she helps me when I'm at the playground, she helps me
when I'm playing with my friends and, and I'm in my manual chair and
also she likes to help me a lot! (exclaims)

Lucy, Interview 1

Box 14 Interview 1- A grown-up helps Lucy to participate in play.

Although each child mentioned the experience of their disability in different
ways, the way that each child talked about their experience of play
provided an insight into their understanding of disability as a part of
themselves. This was reflected within Jess’ interviews. Jess within her
second and third interview talks about the experience of playing a mermaid

game in the swimming pool (box 15).

In Jess’ game she was identifying as being a mermaid, a character with
no legs. This is interesting considering the nature of Jess’ Cerebral Palsy,
which means she cannot use her legs to walk or move independently. Jess
discusses participating in the mermaid game with herself as a princess
and her mum and dad as the mermaid king and queen. Jess then saves
her twin sister who becomes ‘one of us’. This may be an inverted picture
of Jess’ lifeworld and her perception of her family and her twin who does
not have a physical disability. Within the play scenario both Jess and her
parents are free to move around in the water; as mermaids they have no
legs but they can swim without resistance. Jess’ sister however needs
rescuing to become ‘one of us’ so that she can also move freely in the
water. It is possible that in Jess’ lifeworld she perceives that her parents
and her sister are able to move around freely, and that because of her
physical disability Jess herself in some way needs rescuing to become
‘one of us’. This desire for wanting to experience a greater freedom is

reflected in Jess’ discussion either side of her play experience; she
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discusses having the freedom to go on an imaginary girl’s night and being
able to ‘just swim freely’ with her armbands. Perhaps reflecting on being
able to swim freely with armbands leads to Jess reflecting more upon her

own experience of freedom in comparison to her sister and parents.

Alternatively, it is possible that Jess is using her imaginary play with her
family to experience and express freedom to move in her play. The
imagery of being a mermaid is perhaps a helpful metaphor for Jess’
lifeworld. A mermaid is part human, part fish and therefore has to stay in
the water. Jess experiences some physical restrictions (like the mermaid

N- so what imaginary game are you and Josie playing in this picture?
J- We're playing a game where we're friends from work and we go off
on a girls night and it is all really fun

N- and what do you do on your girls night?

J- so we go to a pizza hut and then we go to the swimming pool and
then we play in the swimming pool for ages and then we go home

N- great, what do you like to play best in swimming pool?

J- Probably games where my Dad is the mermaid king and my mum is
the mermaid queen and we are the mermaid princesses

N- ah huh

J- that’s probably my favourite game

N- that sounds really fun. And then what do you do in those games?
J-um, | kind of do this thing where | have to find, we have to dive down
to our grotto kind of things and it is really fun.

Jess, Interview 2

N- so if you do swimming then it is different to if you do swimming with
Daddy?

J- yes because when | do swimming with Daddy I'm in a different pool
and | can just swim freely. But the reason why | have armbands is
because I, that means that | can have more freedom with my swimming
whereas if | don't have it | have to have someone in front of me.

N- ok, so if you have armbands does it make it feel more like play

J- yeah so | can just swim around on my own

N- cool, so what do you play?

J- so we play that mermaid game, remember, and um, that’s all we play
really

N- ok so does he, does Daddy chase you?

J- no never

N- so what happens in that game?

J- so Mummy’s the Queen, Daddy’s the King and me and Josie are the
princesses and Josie is just a mermaid who gets trapped and | see her
and | free her and she becomes my friend and she becomes another,
one of us, so it is really fun.

Jess, Interview 3

Box 15 Interview 2, 3- Participating in the mermaid game in the swimming pool. Jess is able to rescue her
sister so she can become 'one of us'.
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not being able to get out of the water) in her everyday reality; yet in her
play she is able to participate and experience the freedom of a mermaid
moving around. The human reality and the mermaid freedom could
represent the two parts of Jess’ world: her reality of the experience of her
disability and the freedom she experiences in imaginary play (further
discussed in 5.7.4).

It appeared that for all of the children the experience of having a disability
and negotiating freedom within their experience and their perception of
experience was an everyday part of play. Freedom to access play was
often enabled through the use of a wheelchair. For some participants (such
as Ben and Tom), they did not mention their disability but only referred to
their limitations when talking about their wheelchair and the need for help.
Ben’s discussion in box 16 suggests that he sees it as ‘perfect’ that he is
the only person using a wheelchair. There are several possible
interpretations of this statement. It could mean that Ben finds his
wheelchair ‘perfect’ because of the way it enables him the opportunity to
move around. It could be that Ben finds it ‘perfect’ that he is the only one
with a disability as he is distinct from his peers and gets a greater level of
attention. Alternatively, it could be that Ben finds it ‘perfect’ that he has
Cerebral Palsy as this is a normalised part of himself and as he has had

his disability for all of his life he does not want to see himself any differently.

In contrast to this, Ben slightly hesitated before he used the word ‘perfect’
it could be that Ben is experiencing an internal dilemma at this point. Ben’s
lifeworld and experience of play appears to be one in which he sees
himself as physically strong and successful (5.6.2) and he is encouraged
in this by parents, carers and peers. It is possible that Ben feels that those
close to him see him as ‘perfect’ and this is something that he should

reflect in his own view.

N- and does anyone else use a chair?

B- No, I'm the only person who uses a wheelchair
N- and how does that feel

B- great

N- it feels

B- er, perfect

Ben, Interview 1

Box 16 Ben, Interview 1- Feels that it is perfect that he is the only person who uses a wheelchair.



If this were the case it would seem that Ben would mention more frustrating
aspects of play more readily, as Ben does not do this it is possible that his
wheelchair is so much a part of his identity that Ben embodies it as part of

himself and therefore he sees it as ‘perfect’.

The importance of equipment such as wheelchairs and walkers in enabling
mobility and some freedom of movement, together with the extent to which
children spent time in their wheelchairs each day, meant that equipment
often became an embodied part of self and experience of identity with a
disability. Each child discussed times in which they moved or needed their
equipment such as a wheelchair or walker to enable an activity to occur,
yet they often did not mention this as part of the play experience because
it appeared to be part of an embodied view of themselves where their own
external boundary included their wheelchair. Daniel discussed how he
could move fast in his walker because it gave him ‘energy’ (interview 1).
He appeared to embody this as a part of him and his identity as it enabled
him to be fast. Daniel's view of himself as fast was not separate from
needing to use a walker and the use of the walker was an integral part of

his discussion of this experience.

As well as using walkers, every
participant discussed their use of a
wheelchair; some children could move
their wheelchair independently and
others relied on being supported to

move by an adult. Abi talked about her

wheelchair enabling her to move

. . . . Figure 9 Embodiment of wheelchair. Abi's ability
around independently with her joystick o use her joystick in her mouth means that she

. i can move around freely. When discussing a
(flgure 9) Her wheelchair was C|OS€|y computer game Abi wants to be able to

represent herself as using a wheelchair.

tied to her identity and experience of
being independent. Abi perceived her wheelchair as a part of herself to the
extent that it was embodied: her wheelchair became the external boundary
which separated herself from the world. This view of her wheelchair as
integral to her is seen in her desire to ‘put a wheelchair on it’ in her

representation of herself on an iPad game (interview 3).
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In discussing her play and different possibilities for imaginary play, Abi also
expressed a desire to be able to do ‘a flip’ in her wheelchair (interview 2).
She did not appear to realise this may not be a physical possibility for her.
This would suggest that she embodied her chair to the extent to which she
felt like anything was possible in terms of mobility as it was a part of her
and enabled independence. Both Abi and Tom appear to view their
wheelchair as an embodied part of themselves both in their everyday
reality and within their imaginary play. Tom talks about ‘using his
wheelchair’ in an imaginary game he is playing in his head when he is
watching a toy train go around a track (interview 3). Tom also does explore
a different freedom within his imaginary play when he does not have a
physical disability (further discussed in 5.7.4). It is possible that as the only
two participants functioning at GMFCS V Abi and Tom are the most heavily
reliant on their wheelchairs and therefore find it difficult to separate
themselves from their wheelchair even in their imaginary play.
Alternatively, as the participants will have used a wheelchair for the
majority of their lives it is possible that they have embodied their chairs to
the extent that they are part of both their external and internal reality. This
is reflected within Abi's desire not to be able-bodied but to use a

wheelchair to represent herself within her iPad game.

The majority of the children made use of iPads and
referred to the opportunity to use technology as part
of their play. The use of an iPad appeared to almost ' Iy H \
be a part of each child’s identity and everyday lives |
with Cerebral Palsy because of the independence e
that it enabled. This is summarised within a ) H
discussion with Abi where she comments that her
iPad is important because she can ‘use it Figure 10 A section of Abi's
) ) ) . drawing of her play
independently, [she] can use it to play’ (interview 3). experience showing her

. . . . . iPad as important for
A section of Abi’s drawing of her play experience iS independent play.
in figure 10. This shows Abi’s iPad that she drew as
an important part of her play experience which she ‘likes best’ and feels is
‘amazing’. Daniel, Ben and Tom all also drew iPads or talked about using

iPads as an important part of their play experience.
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It appeared that all the children had an understanding of their disability as
a part of themselves. This is further seen in the way that disability is
referred to in play. Jess participates in an imaginary game with her twin
sister where her sister has a physical disability and sits in Jess’ wheelchair.
It is possible that Jess chooses to participate in this game, and enable her
sister to sit in her wheelchair, in order to share with her sister her
expression of herself and negotiation of identity where disability is a part
of self. As Jess acts as the non-disabled friend of her twin sister within an
imaginary play scene she is able to talk through and discuss with her sister

a situation which may occur because of having a disability.

Jess and her twin sister Josie are playing a game where Josie has a
disability following an accident. Jess is lying in the hammock and talking
to Josie, who is sitting in Jess’ wheelchair, about going to a school disco.
During this play scenario Jess comments ‘I'm trying to look after you’; she
sees her role as Josie’s sister to help her with the decision about going to
the disco. Jess perhaps feels like she has the capability to enable Josie to
negotiate this decision and play role because of her own experience of
disability as a part of herself. A screen shot of the twins acting out the play
is seen in figure 11. Jess’ comment about her sister using her wheelchair

is in box 17.

%
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disability in their game. Jess is pretending to be her sister who does not have CP (and is lying in the hammock).
Jess supports her sister Josie in negotiating her identity as someone with a disability.
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For Jess the presence of her Cerebral Palsy as part of herself and as
impacting upon her play is highlighted because she has a twin sister who
does not have a physical disability. When Jess is asked about the role
reversal within the play scenario that she and her sister acts out she
comments that ‘it felt like she was the disabled person, not me’ (box 17).
It is possible that as Jess’ disability is a part of her sense of self it feels
‘funny’ to see part of the expression of her identity, such as the use of a
wheelchair, being taken over by her sister. This response is perhaps due
to the fact that her disability and wheelchair use is an integral part of
herself; in seeing her wheelchair used by another it could have felt as
though it was missing from herself. As Jess has experienced Cerebral
Palsy for all of her life her imagined experience of not having a disability
only comes from what she has observed in others. It is interesting to
consider the differences that Jess feels are important within imaginary play
without Cerebral Palsy and the extent to which Jess’ identity, problem
solving and thought processes continue to be based upon her life with a
disability. As seen above in the discussion about mermaid play, part of
Jess’ experience of disability as part of herself is a negotiation of both
difference between her and others and an experience of freedom that she

often finds in her imagination.

J- it looked funny

N- yeah and why was that?

J- because she’s never normally in a wheelchair, so it would really, it felt
like she was the disabled person, not me

N- yeah, and did that feel different to normal?

J- yeah

N- so when you're pretending do you pretend that you don’t have CP?
J- yeah

Jess, Interview 1
Box 17 Jess, Interview 1- Jess explains how it felt for her sister to be using a wheelchair not her.

Later within her interviews Jess negotiates the idea of falling ill within
imaginary play. Jess comments that she wants to fall ill ‘Because then you
get all the attention because normally it is Josie that falls ill, | hardly ever
fall ill, I've only got to fall ill like twice’ (interview 2). Although children with
disabilities may be perceived to ‘get all the attention’, within Jess’ mind she
sees illness as separate from disability. This provides further support for

the proposal that children perceive their disability as part of themselves.
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For other participants such as Abi there are perhaps more connections
between being a ‘patient’ and having a disability. Abi discusses that in
playing her game ‘[she] want[s] to be a patient’ and comments that it is
‘amazing because someone is looking after [her]'’. It is possible that for Abi
one aspect of her disability being a part of herself is that she recognises
the level of care that she needs. This may be particularly prevalent for Abi
due to her higher levels of medical need compared to other participants.
Abi’s perception of her disability as part of herself and within her play she
chose to be a ‘patient’ and wanted to be cared for appears to be influenced
by this. As a familiar identity to Abi, she perhaps chooses to play the

‘patient’ as a preference within her play.

The difference participants sometimes felt between themselves and their
peers is summarised in Lucy’s comment that she recalls making when
watching tennis players ‘I want to be just like them’ (interview 1). It is
possible that when making this comment Lucy does not view herself as
restricted because of her disability but because of her tennis ability. A
similar comment could be made by any aspiring tennis player. On the other
hand, it would appear that Lucy seems to experience a sense of difference
to the tennis players because of her physical disability. This experience of
difference is one that the children have to come to terms with and negotiate
within their everyday worlds. It appears that within play the complexities of
this negotiation of identity become clear as children wrestle with being
themselves, being someone different and enabling a feeling of belonging

within their family or peer group.

5.7.2. Engaging in play through watching

One way in which children clearly appeared to play differently to their peers
was through the experience of watching play in order to participate. For
several of the children the opportunity to watch others playing became a
part of their own play experience. There is a possibility that the opportunity
to watch led to a vicarious experience of play for each child. Within the
participant interviews children talked about a variety of experiences in
which they needed to participate through watching. At times children

watched play in the same way as their typically developing peers, such as
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watching YouTube or football games. However, at other times children
engaged in play through watching their peers and commenting upon the

activity, when their peers were physically participating.

Often participation through watching appears to in some ways be vicarious
and is difficult to understand as an onlooker. However, the children’s
interviews would suggest that they can experience play through adopting
a role as a spectator. Jess comments that ‘I do watch other people play
which is quite nice cos I like doing it and it means I'm not left out’ (interview
1). Although common to many children, both Ben and Tom talk about being
part of the crowd when watching matches or races within stadiums and
refer to this as part of their play. This everyday experience of vicarious
play, and experience of participation through watching, can help to gain a
deeper understanding of how children with high levels of physical disability
may experience participation through watching other play activities with
their peers. Indeed, Lucy discussed how it feels ‘good’ to be able to watch

her S|ster playlng and this was a part of her own play experience.

Figure 12 Tom watching the train go around the track and creating play
characters on the train in his imagination.

The findings raise an important contribution to possibilities of toy play by
watching, this appears not to be referred to within the literature. Children
within this research reported participating in play by watching their toys
and then seeing the toys as moving within their imagination. Tom, within
his last interview, chose to play through watching his lego train track. This
can be seen within figure 12 and is described by Tom in interview 3 where
he talks about how he is ‘watching the train go round’ and thinking about
the ‘characters on the train’. To an observer Tom looked like he was in his
wheelchair watching the train move around the track. For Tom, whilst
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watching he was creating play characters and a play situation which the
train featured in. This needs consideration in terms of toys that children
with high levels of physical disabilities are given the opportunity to engage
with. Within the study children participated in play through watching toys
that were cuddly toys or plastic characters such as Buzz and Woody (Toy
Story characters talked about by Tom). It is possible that children may like
to participate in play through watching other toys which are more complex

such as Lego or Playmobil sets (smaller design toys).

More complex play through watching was seen when children participated
in watching, instructing and teaching as part of play. This was seen in
activities such as building a marble run, which Daniel choose to play as
part of his videoed play at the start of his second interview. Daniel
discusses how he ‘tell[s] [his carer] what to do...because it's really
direct...and really accurate’ (interview 2). Although an observer, Daniel
demonstrated how he could be an active part of play despite not physically
participating. Daniel’s focus on being ‘really accurate’ demonstrates the

care with which he participates in this manner.

Participation in an activity without physical manipulation of the object that
is being played with is important for parents and therapists to recognise.
As demonstrated by Tom he is able to participate within play and engage
with a toy even though he is not physically manipulating it. Participation
through watching to interact with objects is also seen within Lucy’s play
where she creates elaborate play scenarios for her toys. Although there
are times where Lucy moves her toys as she pretends they are ‘soaring’
or going ‘stompty, stompty, stomp’ (interview 1), there are also times
where Lucy does not manipulate her toys but still engages in play using
the characters. Lucy refers to telling her toys a story, she is able to make
use of her communication skills when she cannot use her physical skills to

participate in play.

Participation through watching, commenting and teaching as part of play
experiences suggests that the participants had developed a strong sense
of imagination which enabled them to perceive participation in their minds.
It is possible that children with high levels of physical disability develop a

more active imagination than their typically developing peers, as this is
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often a means of them participating within play. The opportunity to
participate through watching appears to be important as children often
talked about this occurring when they had been left on their own, for
example first thing in the morning or on the school bus. As the participants
could not easily go to find another play activity or mobilise to find others,
their ability to use their imaginations and engage in play through watching

may be essential to their participation.

It is important to consider that the findings also suggest there were times
in which watching others play did not feel like part of a play experience.
There appeared to be times in which children perceived themselves as an
active player when watching, and other times where watching appeared to
be experienced as tokenistic and excluding. The social and physical
environment of the play activity appeared to impact upon each child’s

perception of watching as either play participation or not.

For some children there is an evident struggle within their mind as to the
extent to which they are participating in a play experience while watching.
This is seen in the discussion with Daniel about Jenga in box 18. This
demonstrates the ambivalence that Daniel feels towards the level of
participation he is experiencing. Daniel appears unsure as to the extent to
which he is an active participant when watching Jenga. It is clear that
Daniel perceives here a difference between ‘playing’ and ‘watching’ this
would suggest that although watching can enable a sense of participation,

for Daniel it is perhaps another compromise that he has to make (5.6.3).

N- So are you still playing when you watch Jenga?
D- no

N- no you’re not playing? But you’re watching
D-Yeah

N- so can you still join in when you’re watching?
D- a bit’

Daniel, Interview 1

Box 18 Daniel, Interview 1- Daniel experiences joining in a bit when he is watching Jenga.
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Similarly, within her interviews Abi talks about how she changes roles
within the way that she participates in netball in box 19. Abi starts talking
about the way that she referred to netball before as an activity which she
could not actively participate in; when she reflects back on this she refers
to herself as either a ‘manager’ or an ‘audience’. Despite this, Abi does not
appear confident in her ability to participate in either of those roles. In
previous interviews Abi seems pleased to help and teach others. In
interview 1 Abi comments ‘I teach [them] and they go ‘0oo ok’ and | can
say this is my iPad and | go here and everything’ (interview 1). It would
seem that when Abi has no other option in participation, being able to
teach or act as a ‘manager’ as part of a play experience can in some ways
enable a sense of joining in. Taking on this role perhaps provides Abi with
a new sense of control and power over the play as she becomes an
individual who can influence what is happening. This also enables Abi to
move from being an outsider of a group who cannot participate to someone
who is part of the group and team. This is reflected in the way participants
often talked about cheering others or doing things like ‘beep my horn’
(Lucy, interview 3) as part of watching play and participating from the side

lines.

N- so when, you know when you said you were watching before?

A- yeah but now | play

N- now you play, when you were watching were you still talking to
people?

A- No, | was like being a mana... not a manager, | don’t know, no not an
audience, | just want to play, | want to play but | want to be really safe,
so that’'s why

Box 19 Abi, Interview 1- Abi comments on how she was being a manager or audience when watching netball play.

This would suggest that negotiation of a new roles within play which enable
a sense of control, can and did occur for the participants in their watching.
Despite this, both Daniel and Abi appeared to be more happy with the
opportunity to ‘play’ rather than participate in play through their watching.
When talking about play in box 19 Abi appears to be referring to play as
something which is physically active. Again, there is a contrast between
the ‘play’ of typically developing peers and the participation which is
sometimes experienced in watching. This highlights the possibility of the

participants experiencing and perceiving their disability as a barrier to their
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active play. The participants appear to experience a dissonance between
their ability to participate and their awareness of the limitations to their
physical participation. This is again reflected through the negotiation of
their sense of self as an individual who is able to participate but in a

different way, such as by watching.

5.7.3. Extreme emotion- frustration and excitement played out

The playing out of extreme frustration and excitement appeared to be part
of play for the participants. There were times in which the frustration of not
being able to do something resulted in extreme comments such as ‘Kill
that’ (Jess, interview 2), when during the drawing of her play experience
she made a mistake. At other times, extreme excitement led to a big
physical response, laughing and exclaiming ‘Yay!" (interview 1, figure 13).
Although it is clear that typically developing children also experience a

range of emotions and will express

S

these within their play (Prosen &
Vitulic 2016), it appears that the
nature of Cerebral Palsy and the way

that it leads to children’s bodies

overtly responding to emotion means | 7

that an exaggerated frustration and /

excitement are sometimes played out
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in their case. It is possible that the Frigure 13 'vay' excitement of Daniel shown with
his hands in the air as he wins his iPad game.

opportunity for play provides an outlet

in which these extreme emotions can be safely expressed.

Each of the participating children appeared to experience a contention
between the frustration they experienced in play and the positive

experience of play participation being good and fun.

Some children did not specifically talk about their disability, but expressed
a frustration within their play which appeared to be caused by physical
limitations. Ben said ‘no thank-you’ when play did not go as expected
(interview 2). Daniel discusses how play can be ‘frustrating...really
frustrating because | couldn’t do it.” Daniel talks about feeling ‘angry’ in the
moments that someone tries to help him with his play but gets it wrong

(interview 2). The extent of each child’s physical disability as previously
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discussed means that an adult often needs to be present to help facilitate
play. The reliance that this then places on other people to correctly follow
instructions and facilitate play as the child would like leaves opportunity for
extreme emotion to be played out. This can not only lead to moments of
anger and frustration, but also to moments of excitement and extreme
celebration when the partnership between a child and their helper has

enabled them to succeed in their play.
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Figure 14 Jess' drawing of her play. Crossed out pictures show where she has
stated 'kill that' as she has made a mistake. In the centre of her picture Jess
has drawn herself playing an imaginary game where she does not have a
physical disability. Bottom left corner moving clockwise the pictures are as
follows: ‘Playing with Josie’ (twin sister) imagination games; ‘quite annoying’
when we make mistakes; ‘fun’ and ‘free’ playing on the floor; ‘arty’, paint and
paint brushes to show creating as part of play; ‘musical’, playing instruments
as part of play; ‘laughing’ because play is fun; ‘cool, funky dancing’” Zumba-
whilst sitting on a blue bench.

Sometimes extreme emotions and frustration are played out when a child
is playing alone. Jess when participating in drawing comments that she
‘hate[s] that .... because my hands don’t work as good as everyone else
so | can't really draw as well’ (interview 2). For Jess the action of making
a mistake is perhaps a reminder of her physical disability and therefore is
emotionally difficult to deal with and therefore results in an extreme
reaction. Jess’ comment ‘kill that’ comes following a mistake she has made
in her drawing (see crossed out drawings figure 14). She comments that it
‘makes me feel really annoyed, annoyed with myself'. Jess’ feelings of

annoyance at herself could be focused on her mistake but could also be a
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reflection of her feeling about the physical limitations she experiences
because of her Cerebral Palsy. Although Jess says ‘kill that’ in a way that
it is aimed at her drawing, the ‘that’ Jess is referring to could be the
Cerebral Palsy which stops her hands drawing the way she would like to.
It is also possible that Jess feels frustrated because she knows her picture
will be seen by others. Although her Cerebral Palsy is a part of her, as
seen throughout the findings (5.7.1), there is a constant tension between
perceiving herself as successful, strong and independent (5.6.2), and

being aware of her physical limitations.

L- | dropped it on the floor!

N- how did that feel?

L- bad, very bad

N- and then what happened?

L- | felt frustrated with myself

N- did you? But then, were you still playing when you felt frustrated?
L- I was still playing

Lucy, Interview 3

Box 20 Lucy, Interview 3- The feeling of dropping something on the floor is bad but still can be part of play.

Even when children were being physically supported or were participating
in play alongside an adult they still had the opportunity for experiencing
frustration. This was seen within Lucy’s conversation in box 20. Despite
the levels of frustration and anger experienced when play does not go to
plan it appears that the children generally are ‘still playing’ when this
happens. This demonstrates the level of resilience that the children appear
to have in their play, they are able to keep playing even when something
goes wrong. The feeling of continued participation and resilience
experienced by the child is perhaps linked with the extent to which they
are familiar with their helper. As discussed in 5.6.1 it is possible for children
to experience a facilitated independence when they embody their helper
and see themselves as doing something on their own. Alternatively, as
seen in 5.6.3 there are occasions when an unfamiliar adult appears to
cause stress and demonstrate a lack of understanding which can lead to
a play activity not being experienced as play. It appeared that when with a
familiar adult the frustration of instances such as ‘it dropped on the floor’
can be easily overcome because of the child feels safe within the
experience. When with an adult who understands the child and their play

159



well, children are more able to continue experiencing participation, even in

the instance of something going wrong.

At the same time as being aware of frustration, all of the children discuss
to a great extent the positive emotions and experiences that they
associated with play. Play experiences were often described as ‘good’,
‘fun’, and ‘happy’. Lucy describes what it is about playing that makes her
feel excited- ‘Playing with my toys and having lots of fun’ (interview 1).
When drawing their play experiences each child often referred to positive
emotions within their drawings. Ben talks about how the people playing
bulldog in his drawing should have ‘happy’ faces (interview 2). Abi often
comments on play activities as being ‘funny, laughing...fun, having fun’
(interview 1). The importance that Abi places on being able to express her
laughter and sense of fun in play is also reflected by Daniel: ‘[fun is] where

you laugh and giggle and when you’re having a good time (Interview 2).

J- it makes us laugh lots (laughs)

N-and when you're laughing lots what does that mean?

J- It means it is really funny and it is a fun game

N- and when you're playing are there some things that are really fun and
some things that are a little bit fun... or?

J-itis all really really fun

N- all really really fun

J- yeah

N- ok. And the times when things are annoying you're still playing and its
really fun but it is annoying at the same time?

J- yeah

N- so it is like both things

J- joined together and there. Like if one thing was here and the other
thing was here it would just skim past so it would almost touch but it
wouldn’t quite touch because it would just go out [uses two hands and
moves them past each other]....

N- ...So you know those two things that were just going past each other
how would that happen?

J- so they'd just, if it was really fun [showing one hand], but it was just
annoying [showing the other hand and indicating a little bit] at the same
time (sighs) that’s how | would do it

N- and they would like

J- just go past each other [moves ‘fun’ and ‘annoying’ hand past each
other]

N- and what would it feel the most of?

J- fun, probably fun

N- ok, and are there ever times when it feels the most of annoying, not
fun?

J- No

Jess, Interview 3

Box 21 Jess, Interview 3- Jess discusses how the feeling of annoying and fun are both experienced at once
during play.



The extreme array of both positive and negative emotions played out can
be explained and better understood through the tension that children
experience within their lifeworld. Jess captures this tension within her
discussion about her experience of participating in mermaid play whilst
swimming with her family in box 21. This provides further explanation for
the tension experienced within each child’s lifeworld between their
disabled self and the positive experiences they have of play. The
frustration and annoyance of having physical limitations appears to in most

cases be outweighed by the fun that children experience within their play.

5.7.4. Imagined self without disability — a new spatiality

When each child discussed their imaginary play they did not always
specifically say they did not have CP but they would describe themselves
moving in a way which suggested they continued to be themselves but
without a physical disability. Lucy discusses how in her imaginary play ‘My
body’s just moving how | want it to move!’ (interview 3). This is interesting
considering that all the children do not have an experience of living without
Cerebral Palsy. It would appear that based on observation of others the
children have built a picture of the experience of movement in a way they
do not know. When Lucy comments about her body moving ‘how [she]
want[s] it to move’ it would appear that she recognises there are times in
which she has intension to do something physically but because of her
Cerebral Palsy cannot achieve a task in the way she would like to. Children
did not discuss the experience of trying to get their bodies to physically
move or achieve a task such as walking or going and picking up a toy,
however, it would seem that for Lucy this has created a frustration which
she perceives herself as free from in her imaginary play. Lucy sees the
alternative self which she experiences in her imagination as different
because of the cohesion it enables between her intention and her action

which she does not experience in her reality.

Similarly, Ben focuses on his ability to move and participate differently
when discussing his imaginary play experiences. During pretend rugby
play on his iPad Ben comments, ‘| was trying to trick them so the way that
you trick them is to pass left and right, left and right, left and right really

quickly’ (interview 1). Tom also talks about physical capability and how he
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runs and jumps within his pretend play (interview 3). Each participant’s use
of the first person to discuss their play suggests that this participation is
more than of an imagined other; it is part of a new spatiality the children
experience in which Cerebral Palsy does not impact their participation.
Spatiality is defined as an individual’s lived space; the environment around
someone which changes their perception of their experience (Simonsen,
2007). Within imaginary play the children are in a new space; they
experience a new spatiality in which they can be themselves without the

physical restrictions of their Cerebral Palsy.

The children indicate that the experience of a new spatiality in their
imaginary play is good. It is unclear as to whether children perceive this
self as better than the self they experience in reality. Rather than this being
children’s focus they appear to draw upon the freedom that participation in
their imagination enables as a part of their everyday experience. This
imaginary play may be similar to the play of typically developing children
when they become and assimilate an alternative character who is perhaps
themselves but older. However, it appears to be that the new spatiality that
children experience within this play where they have the opportunity to
complete actions in the way they intend, is a deeper psychological

process, and has a more significant positive impact on their experience.

Jess is one of the children who articulated a new spatiality experienced
within imaginary play most clearly. Jess describes that she is ‘kind, helpful,
(this is in the game and in real life) and independent so that'’s really good’
and reports that in the game she is often similar ‘but | just don’t have my
disability like |1 do’ (interview 3). This is captured within the imaginary play
that Jess participates in (box 22), as shown in figure 15 where Jess is seen
playing independently with her doll. To an observer Jess was sitting and
holding the pushchair, occasionally lifting the handle or saying something
to her doll but generally appearing to be quite static within the 5 minutes
of play. This was a stark contrast to the narrative description (box 22) that
Jess then provided of her play. Although static to an observer, Jess was
very much actively participating in a play experience with a new spatiality
in her imaginary play. This enabled an experience of freedom, movement

and ability to care for her baby as a grown up.
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J- I'm just jumping her up and down to see her and now putting her back in
to have a sleep and I'm rocking her (commentating as watching)

N- rocking her

J- kind of tipping her, tipping up on two wheels to get over bumps and stuff,
I'm maybe in the garden

N- ah ok, you may be in the garden, so are you pretending you’re walking
along with her?

J- yeah

N-so where are you going?

J- we're going to the, we're going to the local park, um this is our garden,
we’re going to the local park

N-ok, so

J- to, um, give her a little bit of freedom so that she can crawl about...

N- Ok cool, so in this one you're sitting down and you’ve got the buggy but
you're pretending you're walking along with the buggy so when you're
lifting up for steps and things like that?

J- yeah, and I'm about to get her out again... And then I'm just hugging her
and things

N- so you were saying that she’s got brown eyes why were you saying
that?

J- because she may not know because she can’t see them (whispers) so |
was just telling her. So she knows she’s got brown hair but she doesn’t
know that she’s got brown eyes

N- ok cool shall | keep it going? (referring to playing the video)

J- yeah, there’s a lot of picking her up and putting her down

N- so are you thinking of all the things that a baby might need, when you're
playing?

J- yeah

N- and are you talking her on another walk are you?

J- yeah I'm taking her on the same walk because we stopped somewhere
and then we kept on going

Jess, Interview 3

Box 22 Jess, Interview 3- Jess is recounting the play scenario that she is going through as she sits on a
chair with a dolly in a toy pushchair in front of her.

-

Figure in 15 Jess is sitting on a chair playing with her dolly in a pushchair. To an
observer she is static but in her imagination she is participating in an elaborate
play scenario and experiencing a new spatiality, where she does not have a
physical disability.
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A similar experience of a different spatiality
within imaginary play is seen in Lucy’s 0000{:}]
discussion of her experience. Lucy talks
about how her experience of playing
football in her head is ‘like the sun shining
brightly’ (interview 3, figure 16). This
suggests a contrasting spatiality and
experience of space to the everyday reality.
When playing an imaginary game Lucy

Figure 16 A section of Lucy's play
pictures herself in a space where the sun is drawing which shows her experience of

shining and she can move around. The IZ//Z;/CIZ'C{tﬁ;o;::Z;:n?:sr]izrézgf?r’;tjon "

reference to sunlight creates a picture of a space that is bright and airy
and gives the impression of positive affect. It is possible that Lucy
experiences positive affect within this play as she is not limited by physical
restrictions she normally faces. Lucy frequently discusses positive
experiences both in her reality and in the new spatiality experienced in her
imagination. This would suggest that rather than her external reality being
less sunny, Lucy experiences a spatiality which she can control in her
imaginary play; this means that the experience can always be ‘like the sun
shining brightly’ rather than an experience of the fluctuating emotion

(5.7.3) that children discussed in the everyday reality of play.

Examples of a new spatiality in which children imagine themselves without
their physical disability are also seen within other interviews. Ben
discusses a perception of himself as freely participating in rugby, and Tom
talks about how he ‘climb[s] up a ladder’ when playing in his imagination

(interview 2).

Children within the study also participated in imaginary play where they
clearly experienced a different spatiality and lack of physical disability.
Imaginary play where they became a hero, famous sports person or a
helper appeared to also provide the opportunity for a lived experience of
being free from Cerebral Palsy. Lucy reflects on how she helps her sister
within an imaginary game: ‘Lilly did get somebody, her royal coach, Lucy’
(interview 2). Daniel comments that his imaginary play often involves

characters who become ‘superheroes like me’ (interview 2). Daniel often
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talked about assimilating a specific role as a hero within his imaginary play
and referred to himself feeling ‘like a real ninja...because | might be a ninja’
(interview 1). Daniel makes a similar reference within a subsequent
interview where he becomes the character he is aspiring to be: ‘I like being

a secret agent...| like to be a secret agent’ (interview 2).

Within Daniel’s quotes above it is clear that he not only is like a ninja, a
secret agent or a superhero; within his play experience he is a ninja, a
secret agent and a superhero. His ontology shifts and he becomes a
different character as part of his imaginary play. Daniel’'s experience of his
play is one in which he has superpowers which surpass the restrictions of
reality and mean that anything is possible. It is possible that for Daniel
becoming the hero and the helper and achieving tasks like ‘sav[ing] all the
people in the world’ (interview 2) were a way in which he was able to
process and adjust to the amount of help that he needed from people
around him within reality. In becoming a superhero that saves people it is
possible that Daniel was also imagining himself as defeating his Cerebral
Palsy. Where previously children have talked about their Cerebral Palsy
as an embodied thing (‘kill that’, Jess, interview 2; ‘it doesn’t hurt me’, Abi,
interview 1), it is possible that the Cerebral Palsy becomes a character
that needs to be defeated in each child’s imagination. The participation as
a superhero and accomplished individual who can move freely could
suggest that this imaginary play is a picture of Cerebral Palsy being

defeated for these children.

Further examples of this are seen in the way that children become other
characters within their interviews. Ben discusses how he is *actually Andy
Murray’ when he is playing (interview 2), this suggests he is experiencing
physical fitness and strength to move. The participation in tennis could be
perceived as hitting away personified Cerebral Palsy in order to defeat it.
Tom discusses winning a race with Woody and Buzz (hero characters from
an animated film- Toy Story); he gains skills like superheroes in order to

be able to participate alongside them.

The duality the children experience of being able to be both themselves
and another character within play may be an important part of children

experiencing a new spatiality which provides the opportunity to experience
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freedom from the restrictions of a physical disability in play. This could be
seen as similar to the imaginary play of typically developing children where
they suspend their reality in order to become a hero. For children within
the present study it appears however, that the experience of this new
spatiality through becoming a hero is more significant as it provides a
perception of control and the opportunity to experience leading play. This
could become a duality to the necessary physical help and care each child
experiences in their lives because of the level of their disability. This raises
the question as to how the participants in the study perceive themselves
the majority of the time; it is possible that the lived experience of their
lifeworld is a fluctuation between the everyday reality of living with a

physical disability and the new spatiality which is experienced in imaginary
play.

5.8. Theme 3: Connecting with others in play
There were several times in which children appeared to seek connection
with others as part of their play. Children often had good connections with
their families; this appears to primarily be because of the extent of support
they need to play and therefore the involvement of their families within
play. This could lead to a child placing a greater sense of importance on
being a part of their family in comparison to belonging alongside their

peers.

5.8.1. Using humour to enable connection

When children do not have the opportunity to move freely or access
something independently it appears that their ability to communicate
humour as an expression of themselves is essential. All of the participants
discussed being ‘funny’ or making ‘jokes’. For Abi, she regularly talked
about part of her identity as being ‘mad’ and ‘bonkers’ (interview 2); this
expression of self as someone who is innately funny perhaps enables Abi
to feel more confident in her expression of play. Abi comments that she
wrote ‘po0’ in scrabble because ‘it just makes me laugh all the time. | love
comedy’ (interview 3). Abi’s use of humour appears to be more than an
expression of her character but a means by which she looks for connection
and a sense of belonging with others. Belonging is defined as the sharing
of occupation with others in a way that enhances wellbeing (Wilcock 2007).
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Through writing a humorous word in a game with others Abi was using
humour to enable a connection between her and the other players, which
led to a shared experience within play. It is possible that in drawing upon
humour Abi was trying to draw attention away from her physical disability
and the difference in her physical participation between herself and her
peers. In being funny and identifying herself as funny Abi was more likely
to be able to encourage fun and laughter with her peers; the building of
this identity was perhaps of particular importance to Abi so that she had
the possibility of being within a group alongside her peers. As Abi is unable
to physically participate in the same way as her peers her use of humour
provided a skill which she could improve and become one of the best at in

order that this became her identity as part of a social group.

For Tom, humour also appears to be a clear means by which he creates
connection with others and increases his own sense of belonging to play
experiences. When things go wrong within play it leaves open the
opportunity for the play activity to finish or for other players to move on.
Instead of allowing this to take place, Tom uses these opportunities to
create humour and connection with other players (box 23). This leads to

Tom experiencing a greater sense of belonging within his play.

[watching video]

T- [vocalising and then squeals/ laughs]

N- [laughing] what happened! Did something go wrong or was it
something else?

T- [chooses- ‘something went wrong’]

N- something went wrong! And you’re doing lots of laughing, did that
feel funny?

T- [looks- ‘yes’]

N- so do sometimes things go wrong when we're playing?

T- [looks- ‘yes’]

N- and is it part of playing or not part of playing?

T- [chooses- ‘part of playing’]

N- and is it sometimes what makes it funny or is that not right?
T- [chooses- ‘they’re sometimes what makes it funny’]

Tom, Interview 3

Box 23 Tom, Interview 3- Tom uses humour to create connection with other players when something goes
wrong.

When Tom sees that something goes wrong he uses laughter and humour
as a defence mechanism. In the sense of the saying you either have to
laugh or cry, it appears that Tom chooses laughter as a way to process

mistakes whilst remaining connected with other players. Tom chooses to
167



incorporate his mistakes into his play; they become both a part of his play
identity and expression of self, as well as creating an opportunity for re-
connection with others and the continuation of the play experience.
Through choosing to create laughter around the experience of something
going wrong Tom is able to make positive affect an experience of play that
could otherwise be perceived as negative. The possibility of creating
humour from mistakes appears to demonstrate Tom’s resilience in the face
of things going wrong. As Tom has a significant level of physical disability
it is likely that he may physically attempt to participate in an activity and
not be able to achieve an activity with the accuracy or strength needed for
the intended outcome. As demonstrated through his humour (box 23) Tom
had developed a different style of playing in which he focused on using his
communication to create jokes and shared humorous experiences in order
to connect with others; this perhaps enables him to overcome the physical

limitations to his play.

Tom shows this further through his use of communication; his eye gaze
technology, choice making and vocal expression. He chooses to
miscommunicate and give an opposite response to what he means in
order to cause humour within his play. This enables Tom to share his
humour and create connection with another. Tom’s use of humour draws
adults into the play interaction with him (box 24). Even though Tom initially
says that he does not find ‘Minions’ funny, this is the opposite of his
experience and the importance of ‘Minions’ to Tom is clearly seen in the
drawing of his play in figure 17. Tom deliberately expressed the opposite
view to that of his experience to create a situation that caused humour and
connection between himself and the researcher. It is possible that children
such as Tom have learnt that they can connect with others through
humour. This enables an opportunity to belong and participate with others
particularly at times where they may otherwise feel exclusion. Although
humour is used to enable connection, it could also be a means of hiding
from the frustration caused by having a disability (5.7.3). Through focusing
on being funny the children develop a clear role and opportunity for
connection as part of their play interaction. This can become a play identity

which leads to opportunity for play and belonging.
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N- excellent. Have you seen the minions film?
T- (shakes no)

N- no! have you seen despicable me?

T- (nods yeah)

N- do you find it funny?

T- (shakes no)

N- no! does it not make you laugh?

T- (shakes no)

N- you don’t do any laughing when you watch minions
T- (vocalises no and starts laughing)

N- ok... are you tricking me?

T- (Nods big yes!)

N- yes, | think you were tricking me

T- laughs and vocalises

N- do you like telling jokes Tom?

T- (nods yes) laughs lots

N- do you like playing like that?

T-(nods yes)

N- it is a good way to make other people laugh
T- (nods yes) [vocalises]

Tom, Interview 1

N- we're going to do your teeth so shall we do a [sad] or [happy
face?]

T- [chooses sad]

N- sad, are you joking?

T- [looks no]

N- when you're playing how do you look, do you have a [sad
face] or a [happy face]?

T- [chooses happy]

N- (T laughing) I think you were joking!

Tom, Interview 2

Box 24 Tom, interview 1, 2- creates humour and a playful interaction with the researcher by pretending he does
not like Minions.
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Figure 17 Tom's drawing of his play experience. He is in the centre in his wheelchair, his minions are on
the left, buzz and woody at the top, playing the space game by running around in imagination on the
right and watching car racing on the bottom right. His minions (left) are really really important to his
play, and yet he creates humour by initially telling the researcher he does not know about them.
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This use of humour to create connection is also seen in the other
participants’ interviews. Jess talks about how she ‘tell[s] quite funny
stories’ to her peers and Ben talks about being funny and telling jokes.
Daniel relays a story of flicking his food in order to make his peers laugh
at the lunch table at school. Laughter as an expression of humour was
evident throughout the interviews and all the children laughed as part of
their play. It is perhaps a shared laughter that creates a feeling of

connection and belonging for each child within their play.

There also appeared to be times in which humour was experienced more
negatively as it was used wrongly within children’s play. Jess discussed
an experience of falling out of her wheelchair and how this became a joke
between her and her friends. Ben discussed how a peer at school always
hugs and kisses him. Ben perceived this to be funny at times but also felt
frustrated by this. It appears that the use of humour can at times become
a mask in order to hide the difficult experiences that the study participants
experience in play. Focusing on humour becomes a way to detract
attention from difficulty and to focus on making others laugh. It is possible
that the very act of laughing enables children to experience a positive
affect and therefore better feeling about the difficulty they are

experiencing.

5.8.2. Using voice to be heard in play

Communication appears to be a strength that children draw upon in their
play, particularly when their physical disability is limiting physical
participation. It seems that particularly for the children who use eye gaze
technology the opportunity to use their voice (even if they cannot form
intelligible words) meant that they could create connection with others
within their play. Both Daniel and Tom discuss making noise as part of
their play experience. By doing something that gains others attention they
are able to create connection and gain recognition of their play. Daniel
comments within his second interview ‘I'm not very quiet, I'm not very
quiet, I'm quite loud’. Tom, when talking about playing the piano
independently, says that it is important ‘because people can hear where

[he is].’ (interview 2).
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N- What about, do you want to tell me about the game we just played?
D- Yeah

N- ok, go on then, so it was crazy bowling and how did it feel?

D- Crazy

N- Crazy

D- and funny

N- uh huh

D- very loud, very loud

N- very loud, yeah. What do you think about it being loud that is so
special?

D- (thinking) it's a bit like laughing because it, you sometimes just laugh
loud when you're enjoying the game

Daniel, Interview 3
Box 25 Daniel, interview 3- comments that being loud in his play is like laughing.

Daniel’s discussion of the importance of being loud is seen in box 25.
Daniel comments that ‘it's a bit like laughing because it, you sometimes
just laugh loud when you're enjoying the game’ (interview 3). The
possibility of being ‘very loud’ appears to be closely linked to ‘laughing’ for
Daniel. Daniel comments later that being loud is a way that he ‘let[s] people
know that | am happy’ (interview 3). It seems that for Daniel creating a
sound to express joy means that he is able to connect with others and let
them know about his play experience. This is perhaps important when
children cannot independently mobilise or move to find other people within
play. Being able to communicate, be loud and create a noise provides the
opportunity for other people to notice and recognise the play activity and

participation of the child.

Each participant within the study has a significantly better level of
communication in comparison to their motor skills. This had an impact on
play experience in terms of enabling each child to demonstrate their
choices and make their preferences heard. When talking about physical
participation in netball Abi commented in her second interview that she
‘just asked [her] friend to throw the ball'. Ben says ‘I tell her’ when he is
asked how he goes where he wants to when he is playing bulldog with his
friends and needs his teaching assistant to move his wheelchair (interview
1). The ability to communicate with others and ask for help when it is
needed is explained by Daniel: ‘I just say help, and they will help me’

(interview 2). Particularly because of their good communication skills it
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appeared that communication often became a replacement skill for

physical ability which enabled a continued experience of belonging within

play.

Using both words and sound of voice appeared to be an important part of
play. Where a variety of physical movements were not possible for the
majority of the participants they could all use a variety of sounds, tones
and pitches in their voice, which could become a part of their play. This
was seen in Lucy’s use of a sing-song voice within her rocket ship play,
where she sang with her peers: ‘we go ‘zoom, zoom, zoom, we're flying to
the moon, zoom, zoom, zoom we’'ll get there very soon, 5,4,3,2,1
(interview 1). Lucy describes how they ‘pretend that [they’re] blasting off
and [they] also pretend that [they]re landing and [it] is a different planet’
(interview 1). Lucy’s participation within the play activity does not depend
upon her physical ability but depends upon her ability to communicate with
others about the experience of being on a ‘different planet’. She discusses
how they pretend they can see ‘aliens’; she is able to interact with her
peers and belong to this play experience because of her ability to
communicate and participate in the creation of an imaginary play

experience.

Lucy also uses communication and story-telling as part of her play with
toys. Lucy plays with them to the extent that they are personified and she
is able to communicate with them in a way that enables play. This is seen
in box 26. Lucy creates play with her toys where she is able to belong to
her toys social group. She connects with ‘Conto’, ‘Spot’ and ‘Little worry
doll" in the telling of her story in box 26.

L- Conto came, conto came and shocked me and spot. Shockedy,
shockedy, shock. ‘Ah’ we screamed! ‘It's conto!’. But Conto was crying, he
didn’t even say a word. Conto is one of my best toys, I, ‘Conto is one of my
best toys’ | said to spot. ‘Wow! That's amazing, it sure is’ said spot, and |
love Conto especially when you cuddle him and then spot we were happily
playing together. Conto soared off. And little worry doll came. ‘hi spot’, ‘shh
little worry doll' Me and spot are happily playing together'.

Lucy, Interview 1

Box 26 Lucy, Interview 1- is telling a story with her toys as she would on her own. She personifies her toys
and they have a conversation with her as a character also in the game.
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In this play it appeared that Lucy’s toys became more than toys but were
experienced almost as peers participating in a play activity with her. Later
in this interview Lucy comments: ‘Yes | like to do [stories] with my toys
because they listen’ (interview 1). It appears that where Lucy is unable to
connect with others as part of her play she personifies her toys to the
extent that they become like her friends and the social group that she is
participating with. This could be only at times, such as when waking up in
the morning, when Lucy cannot physically move out of bed and therefore
has the opportunity to play on her own. Lucy did, however, discuss taking
some of her toys to school; it is possible that the presence of one of her
toys enables Lucy a greater perception of having someone to talk to and

connect with if she is unable to participate with her peers.

Other participants also personified their toys but this appeared to be to a
different extent. Jess comments that her teddy ‘goes in a space rocket and
he flies to Pluto and he sees this really weird alien with an eye on his nose
and an eye on his bottom (smiles), and an eye on his forehead (points)
and this alien is his worst enemy (emphasises) and it's about the alien and
they both have a battle: teddy bear against alien’ (interview 3). Although
Jess is personifying her teddy as a character who can participate and
battle an alien, her experience of play with her toy is different as she is not
part of it. For Lucy her experience (box 26) appears to suggest a greater
level of personification and connection with her toys to the extent that she

perceives them as like her friends.

It is possible that toys sometimes become an audience for play when an
audience is not there. The use of toys as part of play was common for the
participants in the study. It is possible that within the children’s mind toys
represent a similar being to them, the children often need someone to
physically support their play and a toy needs physical facilitation to enable
movement. Perhaps the children experience a sense of empathy and
commonality with their toys which leads to a focus on play alongside them.
Several of the children personified their toys within their play and it seemed
that they had developed friendships with characters that their toys
represented.
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Lucy and Abi discuss developing their communication skills as they have
grown older. Lucy commented that ‘I kept trying to talk until | learned
(smiles) if somebody doesn’t hear you, you've got to keep talking’
(interview 3). The ability to communicate and be heard appears to be
important for each child. It is possibly most significant for Tom as he
currently only uses eye gaze technology and sounds rather than clear
speech to communicate. As Tom is still developing his communication
skills he uses the skills he has to gain attention and share his play
experience with those around him. For Tom and the other participants, the
ability to be heard and use their communication skills enables a greater
level of connection with and attention from others as part of their play.
There are times, however, where communication is not enough to enable
connection and because of physical restrictions, often within the
environment, the participants remain isolated in their play (see 5.6.3). It is
important for both parents and professionals to recognise and encourage
communication and humour in the way that they enable connection and a
sense of belonging in play. It is also important for these individuals to have
a greater awareness of factors which may lead to children experiencing

isolation.

5.9. Summary

The findings suggest that the children experienced play through facilitated
independence; the embodiment of their equipment and of carers enabled them
to experience a sense of independence within their play. There is a tension which
the children demonstrated in their lifeworld’s between their experience of living
with Cerebral Palsy, and a new spatiality experienced in imaginary play- where
they played as themselves but without their disability. The children have
developed their play skills and negotiated play experiences and participation.
Sometimes they experienced having to be on the side lines of a play activity or
being unable to participate; at other times children were able to experience
participation through the process of watching others play. Children’s experience
of being themselves was shaped by the way that they connected with others.
There were times in which children experienced barriers to playing alongside
others. Children used strategies such as communication skills and humour in

order to create a sense of connection between themselves and others within play.
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5.10. Reflexive account

| found creating the findings chapter the most challenging aspect of my thesis.
| felt that throughout the process of analysing the data | had glimpses of an
incomplete picture that took a while to uncover and represent as a whole
within this chapter. Whereas | initially perceived the process as straight
forward, | soon realised that the influence of my own interpretations of the
data and the tension of always coming back to the participants’ voice was
more difficult to navigate than | originally thought. Through discussion with
both my supervisors and my peers throughout the findings process | was able
to clarify and process the main themes and subthemes that were represented
in my data. When discussing my research with others their questions enabled
me to explain and frame important aspects of play that the findings appeared
to highlight, such as the facilitated independence and imaginary play with no

disability that participants experienced.

The start of the analysis process and the initial writing of the findings | found
enjoyable and interesting. | was excited by the data that | had gathered and |
was interested to ask questions of the data and explore it in depth. My biggest
concern at the point of analysing the data of my first two participants was that
there would not be sufficient depth for an IPA study. | chose to present the
findings of my first two participants at the IPA London discussion group and
this enabled me to explore my use of the methodology with others outside of
my field. | gained good feedback from those at the discussion and this gave
me an increased confidence that | was reaching sufficient depth of analysis
with my data. Following this | continued to carry out the analysis process in

an idiographic manner as recommended by IPA.

As | continued to interview more participants and analyse their data | found
that | had to try and stop myself making premature comparisons between
participants. | did this through continuing to keep a reflexive journal throughout
the process in order to record my comments and presumptions. For example,
in knowing that Daniel had talked about getting ‘energy’ from movement and
from going ‘fast’ | wanted to look for similar discussion about movement within
other participants’ interviews. Other participants did not talk about moving fast
to the same extent as Daniel and this was a reminder of the comparison | was
making and the error | had made in my analysis process of too quickly jumping
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from the individual to the whole. This prompted me to return to the participants’
interviews and their own comments and carry out the analysis following the
protocol outlined for IPA rather than bringing my own structure or lens to the
data. This particularly occurred around presenting the initial findings at the
College of Occupational Therapy annual conference (Graham et al. 2016a).
Although | presented the findings ideographically, the discussion and
questions that followed my presentation led to others making presumptions
about general themes and findings emerging from the data. | found that | had
to be assertive in stating that | had not finished data analysis yet and therefore
the findings would change significantly before the end of the research
process. | then had to again make sure | was reflexive in my approach when
coming back to the data in order that | was starting with the participants’

experience rather than my own interpretation.

Once | had completed the process of ideographically analysing each
participant’s data | had a summary of each participant’s experience (appendix
13). It was from these themes and subthemes that | had gathered for each
participant that | was able to draw together overarching themes and
subthemes across the participants. My perception was that this would be an
easy task in which it would be clear to see the themes in the data. However,
this was not the case. It took several iterations, lots of discussion with my
supervisors, and several attempts at carpeting in order to come to themes and
subthemes which accurately represented the data. There were times in which
| had to make decisions about which parts of the data to include as themes
within the findings chapter. As IPA follows a process of looking at the weight
of the data rather than number of occurrences or consistency across
participants (Smith et al. 2009), this had to be considered carefully. | found
that the process of carpeting (appendix 14) in order to map out the
participants’ themes and subthemes allowed me to create groups of themes

and more easily decide what was significant in the data.

| spent a long time looking at the duality that occurred within each child’s play
when using the carpeting approach. At this point of analysis | found that |
wanted to pin my ideas on a particular view point and angle. In a desire for
the findings to be neat and thought through | wanted to find a duality of

experience for each superordinate theme. This initially came from the duality
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and contrast within each child’s lifeworld between seeing themselves with
their disability and seeing themselves as someone who is active and can
participate. | tried to create observations of this duality within each child’s
emotions and the way that they connect or felt distanced from others. In my
first iteration of my findings chapter | created a metaphor of a carrot both
inside and outside of the soil in order to represent the idea of a duality where
part of the child’s sense of self was exposed and part of it was hidden. This
metaphor, however, appeared too far from the data and a true representation
of it. | realised, with the support of my supervisory team, that | had wanted to
create the framework of duality in order to present my findings in a particular
way. | found that through re-framing and looking at the findings through
considering each superordinate theme in and of itself | was able to more easily

represent the data.

As | started to re-write the findings chapter for a second and third time |
discovered that my thinking and processing of the themes and subthemes
continued to develop. | continued to go back to the participants’ data in order
to make sure that | was representing this appropriately. Re-reading the
participant summaries and also key sections of their transcripts enabled me
to keep this chapter based within participants’ quotes. | initially found that |
reported on themes and subthemes in too much of a descriptive manner and
therefore | worked to make sure that each theme and subtheme was
interpreted and explained within the text of this chapter. | found that | enjoyed
this process of interpreting and representing interpretations of what each
participant was saying. An example of this is found in Jess’ discussion of
playing like a mermaid (6.3.1), | found that the metaphor that this creates
provides an insight into Jess’ understanding of her disability and her
processing of this. This was interesting to consider in light of other children’s
perceptions of their disability and means by which they represented

themselves.

One significant point of reflexivity within the writing of this chapter was around
my own positive worldview and the influence that this had on my analysis of
the data. | felt that | had a clear picture of my data and was able to represent
the participants’ view point, however, feedback from my supervisory team

suggested that | had a positive bias within my writing. As acknowledged at the
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start of this thesis my Christian worldview and desire to see value in every
individual does often lead to me interpreting things in a positive light and
looking at enablers rather than barriers to participation. | thought | had been
aware of this in the process of writing my findings chapter however, on
reflection | realised that | had not represented the barriers to children’s
experiences of play to a great enough extent. When challenged on this | spent
time re-reading all the participant transcripts and directly noting the barriers
and less positive aspects of play that each participant noted. | have
represented these within this chapter in order that | am showing both the
enablers and barriers that children report in their experience. The chapter
continues to mainly focus on enablers to play as this reflects the outlook of
the participants. The majority of the time children discussed things they

enjoyed participating in as part of their play activities.

| passionately believed in representing each child’s perspective as | felt this
was missing from the research literature. | have therefore chosen to focus
upon means by which children talk about their experience of being able to
play, whilst also trying to represent the barriers that they mentioned, in order
that research can represent the view that appeared to be present in the
majority of children’s interviews. | found that despite the move towards
disabled children’s childhood studies and the importance of the voice of the
child within this movement (Curran & Runswick-Cole 2014), the majority of
studies appear to show barriers rather than enablers to participation (Imms
2008, Imms et al. 2017). In this research | therefore wanted to fully represent
the child’s voice and | was careful within the interviews to not just talk about
and focus on barriers to play. | am aware that this could be misinterpreted as
a bias within the findings and that my interpretation as a researcher will have
a more positive view point. However, | was careful to make sure that |
represented both sides by going through my interviews and looking for the
more negative aspects and barriers to play. | feel that these barriers are
represented in the themes of being forced to compromise in play (5.6.3.), the
experience of having a disability (5.7.1), and the extreme frustration that can

be experienced in play (5.7.1).

178



The importance of being able to represent each child’s viewpoint and their
experience from their own perspective was emphasised by discussions | had
at conferences. | presented some of my findings with a poster (appendix 16)
at the European Academy of Childhood Disability (EACD) and College of
Occupational Therapy Conferences in 2017 (Graham et al. 2017a, Graham et
al. 2017b). When discussing this poster at the EACD conference | found that
individuals often saw play as purely physical and therefore found it difficult to
move beyond this understanding to consider each child’s experience. | was
particularly struck by one specific conversation in which a senior professor did
not consider the possibility of each child’s experience, despite discussion
about this, because he was adamant that play required physical skill. This
raised an important consideration for me in making sure that | was clearly
capturing the experience of play that children had even when they were not
participating physically and that | represented this in a way which could be

understood.

Overall, | was pleased with the point that | reached with my data analysis and
the representation of my findings. | found that the process of creating a
reflexive diary was helpful in being able to understand my own influence on
the presentation of the data. In the process of reflexivity | was able to
recognise where my own influence as a researcher went beyond representing
the experience of each child. | am confident that the findings chapter

presented here represents each child’s experience and interprets this clearly.
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6. Discussion

6.1. Introduction: Doing, Being, Becoming, Belonging
The findings (chapter 5) continue to provide support for play as a primary
and meaningful occupation for all children, including those with high levels
of physical disability. Wilcock (2007) proposed that engaging in meaningful
occupation through a process of doing, being, becoming and belonging is
essential for health and wellbeing. Wilcock suggests that individuals are
always becoming more of themselves as occupational beings through the
doing of occupation (1998) and connecting and belonging alongside
others (2007). Through discussion of their experience of play the
participants have highlighted new ways in which they participate in the
occupation of play through a facilitated independence. This is understood
through each child’s doing of play and the embodiment of both equipment
and helpers as part of this. Through play the children appeared to reflect
upon their sense of identity and being; they experienced a tension in their
lifeworld between their identity as themselves with their disability, and the
space for a different way of being in their imaginary play. The children
developed their identity through an ongoing process of becoming within
their play; one aspect of this included a recognition of activities that they
participated in differently to their peers. There were times in which their
Cerebral Palsy limited their physical participation in play, but they engaged
in watching, cheering and instructing as a means of participation. Finally,
children expressed both barriers that isolated them from their peers and
strategies, such as the use of communication and humour, which enabled

greater connection and sense of belonging within their social world.

The following chapter will discuss the findings in relation to doing, being,
becoming and belonging (Wilcock 2007) whilst drawing upon other theory
and literature. The theory of embodiment (Merleau-Ponty 1945) is of
particular relevance to the experience of play for the participants within the
study. More recent research that explores embodiment within a healthcare
setting will also be drawn upon to further inform the discussion (Benner
2000, Bjorbaekmo & Mengshoel 2016, Blanchard & @berg 2015).

Research and theory that discusses the development of self and a sense
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of being-in-the-world (De Franga 2008, Erickson 1959, Heidegger 1927)
enables a deeper understanding of the tension that the current study
participants experienced in their lifeworld’s. The concept of occupational
well-being (Doble & Santha 2008) will be discussed in light of the
contributions this study makes in understanding occupational participation
(for example, watching play) in comparison to occupational performance
(for example, physically participating in play). The study participants
demonstrated a resilience to persevere in the face of social isolation, this
was part of the ongoing process of negotiating identity and becoming
themselves. The concept of resilience (Masten 2001) will be discussed in
considering this process of negotiation and search for a sense of belonging

within their lifeworld.

6.2. Doing play: An embodied experience through facilitated independence
The concept of doing is described as the way that individuals engage in
purposeful action throughout their everyday life; individuals may experience
doing tasks both that they want to complete and that they feel obliged to do
(Wilcock 1998). Children within the study talked about several ways that they
engaged in doing play. Perhaps most significant to this discussion is the way that
participants engaged in doing was through the embodiment of both their
equipment and their helpers which enabled an experience of facilitated
independence (5.6.1, 5.7.1).

As discussed in the methodology chapter (3.5.1), individuals are believed to be
embodied beings who create meaning through the experience of being-in-the-
world (Merleau-Ponty (1945). The Heideggerian view of embodiment is reflected
in the experience of the study participants whose lifeworld and view of themselves
appeared to be perceived through their bodies. The children experienced play as
embodied knowers; a term used within nursing research that suggests that
individuals understand meaning through their position within their culture and
lifeworld (Benner 2000).

This embodied doing play meant that children developed meaning within the
context of their lifeworld. This is supported by guidelines, influenced by the
international classification of functioning (ICF) (WHO 2007), which suggest six
F’s for childhood disability: ‘function, family, fitness, fun, friends, and future’ that

highlight the importance of the context of each child’s lifeworld (Rosenbaum &
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Gorter 2012). These are also reflected in Powrie et al.’s (2015) systematic review
about the broader concept of leisure; some similarities to the present findings can
be drawn in terms of the importance of ‘fun’, ‘freedom’, ‘fulfilment’ and
‘friendships’ in the doing of play. Children in the current study appeared to
experience interaction with their family and friends in their play through their body-
in-the-world. The biopsychosocial model of disability supports this in recognising
the importance of context to experience (Leonard 1994). It is important to
highlight this clearly within the research literature in order that children’s
experiences as embodied agents in the world are recognised. The following
section will explore and discuss the embodiment literature in relation to the
participants’ experiences of doing play, first in the experience of embodying their
equipment, then in the experience of embodying a carer. This leads to an
expanded understanding of embodiment and a new definition of doing play for

children with high levels of physical disability.

6.2.1. Embodied equipment

Much of the discussion of embodiment is based upon the experience of
our bodies in-the-world without the presence of external objects (Merleau-
Ponty 1945). Within this study each child’s high levels of physical disability
meant that the majority of their embodied experience involved the
presence of an object such as their wheelchair or walker. There are very
few instances where the children experienced play through an
embodiment without any external objects. One instance is described in
Jess’ experience of being able to move around on the floor to play which
she describes as ‘free’ (interview 2, 5.7.3). This feeling of being free is
perhaps closely linked to the experience of moving without the presence
of an object; without her wheelchair or specialist seating Jess has no
external restriction to her movement and her embodied experience

therefore feels ‘free’.

As introduced in section 3.5.1 but less discussed within the literature, is
the experience of embodiment in which objects external to the body
become an embodied part of an experience (Merleau-Ponty 1945). This is
illustrated through discussion of individual’'s ability to perceive and
experience the world through their bodies and objects which become a

part of them: a woman with a feather on her hat will avoid walking through
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a space that may break the feather; a man who is blind perceives his cane
as an extension of his hand, which enables him to negotiate space around
him (Merleau-Ponty 1945). In the current study this kind of embodiment
was often observed in the way that children embodied their equipment as
part of themselves when doing play. This occurred to the extent that often,
unless prompted, the children would not mention their wheelchair as

facilitating their ability to move around.

As discussed within 3.5.1, embodiment of objects has been seen within
wheelchair use for individuals with disabilities (Giulia et al. 2015,
Papadimitriou 2008, Sawadsri 2011). The children within the study
experienced an independence that was facilitated through the
embodiment of their equipment, enabling them to participate more easily
in doing play. Although current studies suggest the possibility of
embodiment of a wheelchair within play there appears to be no research
to date that looks at the embodiment of wheelchairs for children with
disability. The experience for children is likely to contrast with the
experience of other participants, such as those in Papadimitriou (2008)
who participated post spinal cord injury. It is still possible, however, to draw
upon such studies to gain an insight into the experience of embodiment
for the study participants. Papadimitiou (2008) focused on an
emancipatory research perspective where individuals with disabilities are
viewed as differently or newly abled rather than dis-abled; they are able to
be active agents because of the embodiment of their wheelchair's. The
apex of this embodiment during rehabilitation is discussed as being the
point at which individuals can do ‘wheelies’ in their chairs. Papadimitiou
(2008) discusses the embodiment process as ‘a transformation of one’s
corporeal schema to include the physical features of the wheelchair’
(p.697). Individuals are thought to recreate their identity in a way that is
dynamic and creative — they can embody their chairs to the extent that
they are forgotten. This was seen within this study where the use of a
wheelchair was often not mentioned or referred to by participants as it was
such a part of normality. Although Papadimitiou (2008) discusses
embodiment post-injury as opposed to from a disability experienced at

birth it clearly suggests that individuals with physical disabilities can
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embody their wheelchairs in way that becomes normalised and part of

facilitating their doing occupation within their everyday experience.

Within the present study all six participants discussed or indicated at
different points that they felt their wheelchair was a part of them. This
perception also appeared when individuals such as Daniel were talking
about their experience of using their walker. The embodied experience of
using equipment appeared to facilitate an independence and increased
sense of intentionality. This is supported by Papadimitriou (2008) who
suggests that the embodiment of a wheelchair can lead to a perception of
‘I can’ and increased sense of an ability to act intentionally in the world.
This is further supported by studies which suggests participation in
adaptive physical activities for children and young people with disabilities
improves physical, social and psychological skills (Sharp et al. 2012).
Equipment and adaptations can therefore be seen as an enabler of
intentional movement and doing, which becomes a part of each child’'s
sense of self. This was clear for children such as Abi who spoke about
being ‘independent’ and Daniel who discussed going fast in his walker
(5.7.1). It also appeared to be present even for children who use a
wheelchair but are not able to use a powered chair independently; many
of the children within the study were moved in their wheelchairs by adults
for the majority of time, yet appeared to still experience a sense of
independence. For example, Ben saw himself as moving independently

despite having a helper to move his wheelchair in bulldog (5.6.1).

It appeared that the use of equipment such as computer technology often
also increased children’s experience and perception of ‘I can’ within play.
This was seen in children’s use of their iPad’s in which they often
experienced themselves as physically active and where they could
sometimes participate independently. This is supported by literature which
has suggested computer technology can provide opportunity for play
participation and experiences of independence in play for children with
physical disabilities (Chantry & Dunford 2010). This is an area which
requires further research as to the importance of computer technology

equipment and the provision of this for children with physical disabilities.
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6.2.2. Embodied helpers

There is a clear body of literature discussing the extent of living as an
embodied being with a physical disability and the impact this can have on
experience as discussed above. However, there is limited research and
discussion within the literature about the embodiment of people, rather
than objects, as part of an individual’'s experience. The findings of this
research have suggested that individuals with high levels of physical
disability can experience themselves as independently doing play even
when they are receiving physical support from another to enable that play
(5.6.1). This experience of facilitated independence is significant
particularly in light of examples above and philosophical discussion of
embodiment by authors such as Merleau-Ponty. The extent to which
individuals can embody objects and equipment in a way that enables a
sense of freedom and a heightened participation (Merleau-Ponty 1945)
could also be seen to be true for the embodiment of people. As play is
defined by its freedom, choice and control (Bundy 2012) the experience of
embodying a helper which was seen to lead to participants perceiving
choice and control and may provide an expanded view of play for children

with physical disabilities which might not have been previously recognised.

Blanchard and @berg (2015) come close to describing the embodiment of
a therapist by an infant. It is recognised that the embodied experience of
a newborn and their interaction with their caregivers will have an impact
upon their development (Blanchard & @berg 2015). The research applies
phenomenological theory to therapy practice and suggests that
physiotherapists who can actively understand and read a newborn infants
cues can become an embodied unit together with the infant (Blanchard &
@berg 2015). It is important to consider the influence of the therapist on
the baby, particularly when wusing physical handling when a
phenomenological perspective of both the therapist and infant being
embodied agents experiencing the world through their bodies is taken
(Blanchard & @berg 2015). This is further emphasised by @berg et al.’s
(2013) earlier research which suggests that embodied interaction between
a therapist and infant can lead to enhanced motor outcomes. This

opportunity for embodiment and the importance of interaction between
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therapists and individuals is also emphasised for adults soon after severe
traumatic brain injury (Sivertsen and Normann 2015). These studies
provide an insight into the importance of a therapeutic interaction between
an individual and a caregiver which could be applied to the experience of
embodying a helper during play. Blanchard & @berg’s (2015) research
suggests that it is essential that the caregiver is able to read the infants
cues in order for them to become an embodied unit. For the present study
the children discussed times when embodiment of a helper did not occur
within their play because of a mismatch between how the child and their
helper as embodied agents were acting. This was seen when Daniel talked
about feeling ‘angry’ when the carer supporting his play did not follow his
instructions (5.7.3), this appeared to interrupt his experience of
participating in play. This finding would suggest it is important for parents,
caregivers and teaching staff to recognise and understand each individual
child’s experience of play in order that they have the opportunity for

perceived independence as an embodied unit with their caregiver.

Although Blanchard & @berg (2015) provide a helpful perspective on the
possibility of a child and adult becoming an embodied unit the research is
conducted and discussed from the adult's perspective. The child’s
perspective is ruminated and representation of this is attempted, however,
at such an early age it is impossible to fully capture the infants embodied
experience. The study provides a new and helpful insight into the extent
of embodiment that is perceived by the participating children during play.
Blanchard & @berg (2015) suggest that in order to create an embodied
synchronised experience as a dyad, both infant and therapist have to
relinquish some control to respond to the cues of the other. There is also
recognition of the active role of the infant within this interaction (Blanchard
& Bberg 2015). Although children with physical disabilities may not always
be able to quickly verbally communicate their needs, they have other
modes of communication which can be recognised and responded to
during play enabling them to remain active participants in doing play. An
example of this was seen within the use of voice (rather than words), and

being loud to connect with others in play (5.8.2).
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Within a healthcare setting therapists and other healthcare professionals
can endeavour to respond to the cues of those they are working with in
order to become an embodied unit. As Blanchard & @berg (2015) suggests
this enables more opportunity for participation on behalf of the child or
patient. There are limited studies which discuss healthcare professionals
as embodied agents; Bjorbaekmo & Mengshoel (2016) mention this for
physiotherapists and Benner (2000) discusses the process of embodiment
for nurses. Part of the experience of embodiment for nurses is an
increased sense of intuition that enables them to understand the
experience of the patient they are supporting (Benner 2000). It is possible
that when working with children with high levels of physical disability,
health care professionals can develop this sense of intuition and
awareness of their own being-in-the-world in order that they can more
readily become an embodied unit with the child. This may lead to an
experience of a child sharing co-operative control with another (Parten
1932) - a facilitated participation in which the child experiences themselves

doing play in a way which they perceive as independent.

The significance of embodiment and living through ‘my-body-in-the-world’
(Merleau-Ponty 1945) is seen within health care experiences discussed
above. Despite this, no research to date has specifically discussed the
perception of embodiment within a close dyad where the presence of
physical support becomes embodied and leads to a perceived
independence of the individual. This study provides a unique contribution
to the body of literature discussed above in suggesting that the ‘embodied
unit’ (Blanchard & @berg 2015) can become a part of a child’s embodied
sense of self when they are facilitated to participate in play. Within the
study the children perceive themselves and interact by being-in-the-world
through embodying both equipment such as their wheelchairs, and people
such as their parents, whilst playing. This brings a new perspective to the
concept of embodiment which continues to overrule and cross the

cartesian subject/ object divide.

The findings of the present study would suggest an expanded

understanding of the concept of embodiment (Merleau-Ponty 1945) in
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which an individual can embody a person as well as an object. The findings
provide the first study in which children discuss their experience of
embodying a helper within their play. This is an important expanded
understanding of embodiment which could have implications for other
scenarios in which somebody supports someone to do something. This
could be seen within situations such as: carers supporting adults with
acquired disabilities; helpers supporting children with cognitive disabilities;
and parents supporting young children to participate. Within all of these
situations the individuals being supported could experience a sense of
independence if they embody their helper during an activity. It is possible
that this could be even further applied in terms of the creation of an
embodied unit where individuals do something as a close pair such as
racing a tandem bicycle. This raises an important area for further study
which may help support the concept discussed by Polatajoko et al. (2007)
within occupational science that individuals can perceive participation

despite limited performance in an activity.

6.2.2.1. Vista play
In a commentary of Imms et al’s (2017) research about leisure
participation preferences of children with Cerebral Palsy, Copley
(2017) suggests that professionals may need to shift their
understanding of participation in leisure for children with high levels of
physical disability. Copley (2017) raises a challenge that doing that is
meaningful in the eyes of children with Cerebral Palsy may be different
to the doing that is seen as meaningful by professionals and parents.
Of particular note within this research is the children’s experience of
doing play even when being physically facilitated by a helper (5.6.1).
As discussed above (6.2.2) this provides a new perspective to the
concept of embodiment beyond the embodiment of objects to also
include people. It also highlights a type of play that is currently not
captured or explained within the research literature. In order to

describe this kind of play this thesis posits the term ‘Vista play’.

The word vista originates from both Italian and Latin words for ‘see’, it
is defined by the Oxford Dictionary (2017) as a pleasing view or a

mental view of a succession of anticipated events. The word vista has
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been chosen to describe the play experienced by children when they
embody their helpers as they experience an anticipated alternative and
pleasing view of their play experience in comparison to the view of an
observer. Where an observer sees a child being physically facilitated
to participate in an activity, in vista play a child experiences the helper
as an embodied part of themselves which leads to them viewing the
play as independent. Within this thesis play is defined as an activity in
which children experience freedom, choice and control (Bundy 2012).

Vista play can therefore be defined as follows (box 27).

An internally experienced participation in an activity which is seen as
pleasing and enables an anticipated sense of freedom, choice and
control.

Box 27 Definition of vista play
The experience of vista play described by the children in the study
suggests that children with high levels of physical disability may
experience play more than previously thought. This provides a new
avenue for exploration which may contradict the view within several
research studies that children with high levels of physical disability are
at risk of having limited participation in play and leisure (King et al.
2009, Kolehmainen et al. 2011, Law et al. 2006). Researchers such as
Imms et al. (2017) have suggested that contexts such as the presence
of an assistant may impact upon the child’s experience of participation.
To some extent the embodiment theory discussed here would agree in
suggesting that as embodied agents both child and carer need to be
able to perceive each others cues (Blanchard & @berg 2015).
However, the concept of vista play introduced by this study provides a
strong alternative view; that whilst acting as an embodied unit, the child
experiences play facilitated by an assistant as independent. This
experience of facilitated independence and doing would suggest that
the embodiment of the child’s helper leads to the child perceiving a

freedom, choice and control which enables them to feel the activity is
play.
The enhanced understanding of embodiment has led to the

introduction of the concept of vista play. The term vista has been

189



proposed within this thesis in order to capture the experience of play in
which a child perceives themselves as independent and sees the play
from a different view to an observer who would see a child being
physically facilitated to play. This experience of play appeared to
enable a greater sense of doing for the participants and meant that they
gained a facilitated independence in which they perceived an
embodied freedom, choice and control in their play. This is further
supported by the concept of we-agency (Salmela & Nagatsu 2017) in
which a choice to share agency with another leads to a greater sense
of being active within play. This is reflected by Parten’s (1932) concept
of co-operative control. The findings therefore provide an important
contribution to the experience of play alongside a helper for children
with high levels of physical disability. They suggest that activities which
would have previously been seldom defined as play because of the
amount of facilitation required have been seen to be experienced as
play by the participants. Within recent literature children with high levels
of physical disability are seen to have limited participation because of
the extent of facilitation they need to participate in leisure (Imms et al.
2017). This study from the children’s perspective provides direct
opposition for this and highlights the importance of the experience of
participation in vista play type activities for children with high levels of
physical disability. This should therefore be both recognised by parents
and professionals and explored further in terms of its prevalence and

opportunities for participation.

There is a possibility that the experience of embodiment of a helper
and therefore vista play is not unique to children with physical
disabilities. It is possible for example that a young child whose parent
lifts them up to pick an apple would report this experience as ‘I picked
an apple’ rather than reporting the help they received from an adult.
This needs to be further explored within future studies in order to
understand whether vista play experiences occur for all children or just

those with high levels of physical disability.
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6.3. Being ‘me’ in play: Balancing the lifeworld of a disabled self and a

different spatiality within imaginary play
Humans are known to be occupational beings; our identity and being is often
expressed through engagement in meaningful occupation (Doble & Santha
2008, Molineux & Baptiste 2011, Wilcock 1993). In the present study
discussion of the experience of play was closely linked to children’s
perceptions of their own being and identity. The concept of being is outlined
by Wilcock (1998) as the true essence of oneself that makes one distinctive
from others. Being is closely linked to an individual’s identity and is often a
motivator for an individual's doing and the relationships they form with
others (Wilcock 1998). The findings of the present study demonstrated a
fluctuation that children experience within their lifeworld in the experience of
being ‘me’. Children appear to have an experience of being their disabled
self (5.7.1) and also of experiencing a different spatiality within imaginary
play where they have a sense of self without a physical disability (5.7.4).
Spatiality is a concept used to describe the lived space an individual is
situated in when experiencing a phenomenon; when in a different space the
way that an experience is perceived can be different (Simonsen 2007).
Within the current study in an imagined space the participants continue to
be themselves but the restrictions of their physical disability are taken away
(5.7.4).

The following section will discuss disability and identity theory (Goering
2015, Erikson 1959) in order to outline children’s perspective first of being
disabled, then of being in an imaginary world, before discussing the means

by which they reconcile a fluctuating lifeworld.

6.3.1. Being disabled

Within the findings of the present study each child’s physical disability in
some way influenced their perception of self (5.7.1). An exploration of the
writing discussing the development of identity and a sense of self leads to
the works of seminal theorists such as Erik Erikson (1959) (discussed in
2.3.3). Erikson (1959) discusses how children create a concept of
selfsameness in which they learn to recognise their own identity and
characteristics of themselves across time. As part of creating this identity

children learn that as themselves they are unique and different from others
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(De Franga 2008). This increasing understanding of selfsameness is
negotiated by children as they develop; they learn to reconcile their outer
and inner perceptions of themselves as they come to understand the
characteristics which make them ‘me’ (Erikson 1959). When considering
children’s sense of being in relation to the findings of this study it appears
that children experience significant negotiation between their inner and

outer world as they develop their identity.

The findings present the perspective of children who have always had a
significant level of physical disability which they have needed to negotiate
as part of their life. Erikson (1959) suggests the development of healthy
personality occurs through negotiating internal and external perceptions
and thoughts. The present study appears to demonstrate the way in which
play is a vehicle for expressing this negotiation and outworking a
presentation of identity. As an everyday occupation for children (Chiarello
et al. 2006), play can be seen to take the maijority of children’s time and is
common among children both with and without a disability. Children with
disabilities have been found to make comments such as ‘I want them
[paediatricians] to see that | feel normal’ (Bekken 2014). If play is a part of
normality for all children it is not surprising that this may become the
grounds for understanding their disability and developing their identity.
Bekken (2014) argues that for children with disabilities their being cannot
be separated from their doing; this would suggest that for children within
the present study their development of identity and sense of being

themselves has been developed and negotiated through doing play.

Every individuals sense of being ‘me’ is developed through increasing their
awareness of ‘self’ across time (Rochat 2003). Rochat (2003) discusses
five levels of self-awareness that develop from infancy to age four or five.
This progresses from no awareness of self at level zero; to an ability to
understand the position of one’s body (proprioceptive sense) and how this
relates to self at level 2; to level 5 where individuals have a self-
consciousness in which they can see themselves from the eye of others
(Rochat 2003). Rochat (2003) suggests that every individual fluctuates
between different levels of self-awareness at different times.

Proprioception is our subconscious sense of body awareness which
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informs our brain as to the position of our body in space. As the
participants developed this awareness at level 2 they are likely to have
perceived some of the limitations of their own bodies; this could be both a
motivation to improve and a recognition of limitation. Self-awareness that
has motivated a desire to improve is seen in comments children made
about improving their abilities as they grow older. Lucy discusses this in
relation to communication and it appears that her self-awareness of her
speech led to motivation to develop this skill and then view herself as more
successful in her play (5.6.2). As children gain an awareness of their
disabled self it appears that this is both mediated by the physical

restrictions they feel but also the view of those around them.

The view of identity and being ‘me’ is influenced by social interaction and
the context of experience (De Franga 2008, Wilcock 2007). This is
supported by a social model of disability which suggests that perception
and experience of disability is shaped by the social world in which an
individual lives (Goering 2015). A recent shift from an impairment focused,
ableist perspective of disability to an affirmative perspective where
individuals are seen through the lens of what they can do, is likely to have
an impact upon identity development (Loja et al. 2013, Peers 2009).
Children within the study generally appear to view their Cerebral Palsy as
an integral and embodied part of themselves (5.7.1). Some children such
as Abi appeared to be more influenced by an impairment focused
perspective of disability, she was often heard to use language such as ‘I
can't’ and ‘it is not adapted’ (5.6.3). Other participants appeared to be
much more influenced by a perspective that focused on what they can do;
participants such as Ben and Tom discussed their play experiences with
a strong focus on their own strength and success (5.6.2). This highlights
the importance of the perspective and language used by those
surrounding children with disabilities. It is possible that Abi has developed
her identity in an environment in which a more medical and impairment
focused model of disability is referred to in comparison to Ben and Tom
who may have developed their identity in an environment in which the
focus is much more upon what they are able to do. This is supported by

recommendations that healthcare professionals should have an
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awareness of individuals’ experiences of their impairments as they are not
always negative, and where they are negative this is often because of the

reaction of others (Goering 2015).

Zitzelsberger (2005) interviewed 14 women with physical disabilities about
their embodiment of their disability and the impact this had on their identity.
Women discussed a duality of wanting to be invisible from the point of view
of not standing out as having a disability, and visible, from the point of view
of having identity as a woman, a mother and as someone separate from
their disability (Zitzelsberger 2005). The extent of embodiment of their
disability influenced each individual’s self-perception and the way they felt
others perceived them; at times being different was a significant part of
some women'’s identity, they thrived on being different and wanted to talk
about this (Zitzelsberger 2005). This is reflected within Abi’s interviews as
she would frequently come back to a focus on being different from others.
At times Abi viewed this as positive, for example when she wanted to share
her experience by teaching others (5.7.2); at other times, Abi viewed this
as negative, for example when it meant she could not participate with her

peers in activities such as netball (5.6.3).

Although the experience of women with physical disabilities is likely to be
in many ways different to the experience of children, there are similarities
that can be drawn upon in terms of understanding the complexities of
being ‘me’ with a disability. Zitzelsberger’s (2005) study highlights that the
embodiment of disability can lead to a sense of ‘invisibility’ in that the
women’s disability no longer needed to be a focused part of their identity.
This can perhaps be seen in the way that children within the study
embodied their wheelchairs and equipment to the extent that their
narrative was often focused on what they could do and enjoyed
participating in, rather than in any external support they were receiving
(6.2). Conversely, Zitzelsberger (2005) portrays the women’s desire to
sometimes view themselves as separate from a physical disability. This
moves towards more of a Cartesian perspective of experience in the
separation of body and self (Leonard 1994). This phenomenon is
explained by Paterson and Hughes (1999) who suggest that society’s

focus on disability can lead to individuals who are living as embodied
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beings being drawn towards focusing on disability because society draws
attention to this. This view perhaps helps to explain why the participating
children wanted to view themselves with no physical disability in their
imaginary play. Zitzelsberger's (2005) study supports the idea of
fluctuating and merging lifeworlds in which a complex experience of
embodiment of disability but also embodiment of freedom outside of the

constraints of reality takes place (6.3.3).

The children’s views of themselves and the sense of being that they had
within play were often also related to their emotional expression and self-
esteem. This is seen particularly within scenarios when they make
mistakes, such as when Jess comments that her mistake ‘makes me feel
really annoyed, annoyed with myself’ (interview 2, 5.7.3). Birk et al. (2015)
argue that self-esteem has an impact upon play engagement and self-
determination. Within Birk et al.’s study (2015) those with low self-esteem
who engaged in play experienced higher negative affect, and lower
positive affect (less enjoyment), than participants with higher self-esteem.
This suggests that personality and characteristics brought to play by
individuals effect their experience of play (Birk et al. 2015). This can be
seen within the findings of the current study in relation to different
children’s perceptions of themselves and their abilities. Although all the
children portrayed themselves as able to participate in play there were
some children who more readily talked about the frustrations and
restrictions of their play than others. However, there were also times in
which children demonstrated a new definition of success in which they
mediated success in a way that enabled them to perceive themselves as
successful despite their physical disability and mistakes they may make
(5.6.2). This could be reflected by research literature which suggests that
children need scaffolding support in their participation in play (Jung &
Recchia 2013). It is therefore important to be aware of the influence of
emotion and self-esteem on the way that children participate in play and

negotiate their sense of being.

6.3.2. Being in an imaginary space- a new spatiality
For all the participants, the experience of themselves within an imaginary

space enabled a new spatiality in their play and led to an opportunity for
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being but without the experience of a physical disability (5.7.4). There were
times in which children remained themselves with the only difference that
they were physically able to do what their Cerebral Palsy limited within
everyday reality. There were also times in which the children took on the
identity of a superhero or famous character and referred to themselves as
being that character (5.7.4). The concept of spatiality, the lived space
through which something is experienced, would suggest that the
environment of a space closely impacts how it is experienced (Simonsen
2007). For the participants, entering their imaginations appeared to be like
the entering of a new spatiality, a space in which the perception of their
experience was shifted. Within this imagined space children no longer
faced a model of disability which concentrated on their limitations, but they
could separate their view of ‘self from their Cerebral Palsy. Both a
paediatrician and psychoanalyst, Winnicott (1971) suggested that in play
children can process experiences of themselves which occur in reality.
This supports the concept that the participants experienced a new

spatiality in play as part of processing their everyday realities.

Within imagined play experiences children always appeared to have an
experience of independence (5.7.4). Merleau-Ponty’s (1945, p.137)
concept of embodiment suggests conscious is not about ‘I think that’ but
about ‘I can’ (Simonsen 2007). This would suggest that through the
imagined space that children create as part of their play they experience
a sense of ‘| can’ which is embodied and full. When taking on the character
of others children were able to demonstrate powers that would not be
possible in reality such as ‘sav[ing] all the people in the world’ (Daniel,
interview 2), this appeared to lead to heighten positive emotions and
feelings of self satisfaction. Eatough & Smith (2006) suggest that emotions
individuals experience are closely interlinked with the world and their
experience of the world. The experience of an emotion is part of an
embodied experience and therefore, as it leads to changes in an
individual’'s body, it also influences the perception of experience and
making of meaning (Merleau-Ponty 1945, Eatough & Smith 2006). The
experience of participating in a new spatiality within imaginary play is not
widely discussed within the literature. It is possible that the positive affect
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experienced in this participation helps to mediate the negative experiences
and frustrations that children sometimes experience within their play
(5.7.3).

The phenomenological perspective suggests that through being-in-the-
world individuals experience an embodied, intersubjective and situational
making of meaning (Larkin et al. 2011). Through being-in-the-world of the
new spatiality experienced in imaginary play it is possible that children are
gaining an embodied experience of freedom from their physical disability.
The concept of intentionality suggests that an experience is always of
something or in relation to something (Larkin et al. 2011). Itis possible that
the experience within each child’s imagination is an intentional reflection
of freedom from physical restriction. The opportunity to embody this
experience within their imagination enables the children to experience a
physical freedom in their play that may not otherwise be possible. Each
child’s experience of a different spatiality may have an impact on their
embodied experience of reality and their negotiation of their lifeworld. This
should be further explored and considered, particularly because children
with high levels of physical disability are often portrayed as less able to be
active than their typically developing peers within their play (King et al.
2009, Kolehmainen et al. 2011).

All children participate in imaginary play to some extent and becoming a
superhero is often a part of children’s play (Thiel 2015). It is possible that
the imaginary play where children experience a new spatiality where they
continue to play as themselves but without any kind of impairment also
occurs for typically developing children. Despite this, it is important to note
the experience of this play for most of the participants in which they step
into a world that is different from the physical restrictions they face in their
everyday reality. If children are recognised to be able to experience a new

spatiality and freedom to move without physical restriction in their
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imaginary play it is important that parents and professionals recognise and

validate this play.

6.3.3. Reconciling a fluctuating lifeworld

Child development theory suggests that developing a sense of self
involves negotiation between internal and external realities (Erikson 1959).
This appeared to be a strong theme for the participants in the study where
their sense of being was a constant negotiation between the self they
experience in everyday reality and the self they experience in imaginary
play. This is seen in examples such as Jess’ mermaid play discussed in
section 5.7.1. This kind of duality of self is reflected within other research
with individuals with disabilities. Sethi (2012) provides a personal account
of negotiating identities between being a ‘professional’ and also being a
‘client’. Zitzelsberger (2005) discusses the tension that women with
physical disabilities experienced between wanting to be both visible and
invisible with their disabilities. De Franga (2008) suggests that during
middle childhood (age 6-12 years), the age of the participants in the
current study, children’s view of themselves becomes more complex as
they develop an ability to see how they are perceived by others. This
appeared to be evident within the children’s interviews particularly when
they discussed play alongside their peers. Children’'s desire to
compromise in their play (5.6.3) is one indicator of the way in which they

want to be perceived as someone who can participate by their peers.

The creation of imaginary worlds, which was seen to be many of the
children’s experiences, has been found to give the opportunity for being
beyond the here and now, and for being and doing vicariously (Root-
Bernstein 2014). This can then lead to a newly developed internal reality
(Root-Bernstein  2014). Root-Bernstein’s (2014) article presents a
discussion of world play which is described as a focus on a specific world
with multiple characters which individuals return back to time and time
again. This kind of play was not clearly observed within the current
research however could be related to the findings. The findings in their
discussion of a new spatiality within their imaginary play suggest that
children often create an imagined play scenario in which they are either

themselves without their disability or a hero or rescuer. As Root-Bernstein
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(2014) suggests in his discussion of world play, this may lead to the
opportunity to be beyond the here and now and to both be and do
vicariously. This suggests that children can create a lifeworld in which their
sense of being is influenced by what they experience within their

imaginations.

It is possible that the being that children experience within their internal
reality is shaped by the corporal standard, a ‘perfect’ ideal body which is
portrayed by society (Loja et al. 2013). Rather than having a separate view
of the body as an object, the participating children are always experiencing
‘my-body-in-the-world’ (Merleau-Ponty 1945). Within their imaginary
world, my-body would appear to follow the corporal standard that society
suggests is ‘perfect’. Within their everyday world my-body appears to
mean that Cerebral Palsy is part of each child’s identity and that
embodiment of both equipment and helpers becomes a part of normality.
Loja et al. (2013) raises concerns that a non-disabled gaze on those with
visible impairments means that their disability is often an embodied part of
their identity. It is possible that this non-disabled gaze leads to children’s
focus on the corporal standard within their imaginary play. Although the
experience of embodying a new spatiality appears to be viewed positively
by the children, it is possible that this is a result of the pressure from society

to conform to the norm.

The embodied experience of activities such as play, is thought to have an
influence on the development of self (Rochat 2003), it is possible this was
the case for the study participants. Research suggests that children
perceive and experience their disability through their bodies and the social
world in which their body is situated (Bekken 2014). Our awareness of self
occurs through a process which is closely linked to our awareness of our
bodies (Rochat 2003). The findings would suggest that the children within
this study have come to a place of both understanding their limitations
within a physical reality, and a physical freedom they can experience within
their imagined worlds. This understanding of limitations is likely to have
come as part of their development of self and is reflected in the way that

children recognise that as part of having a disability they need more
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support to participate in activities (5.6.1). This is seen within the way that
children play and choose to participate in play where they are ill or the
patient (5.7.1). This fluctuation within the lifeworld appears to be reflected
in the fluctuation of emotion that children were seen to express in their play
(5.7.3). The way that this is negotiated is summarised by Jess (5.7.3, box
21) in the way that the focuses on the ‘fun’ of play more than the ‘annoying’.
It is important to consider this in light of developmental theory which
suggests every individual gains a view of selfsameness in which they are
able to recognise the consistent characteristics which are about them
being ‘me’ (Erikson 1959). Within this study it is possible that the
selfsameness for the children is both their view of self with a physical
disability and the view of self as free from physical restriction within their
imaginations. The children have perhaps accepted a lifeworld and a
selfsameness in which they almost live with two versions of ‘self which are
equally important to their experience. This is demonstrated in the way that
Cerebral Palsy becomes personified for some of the children (5.7.1, 5.7.3):
it is both a part of them and something that they want to separate

themselves from.

This fluctuation in the lifeworld and complex and constant move between
seeing self through the eyes of disability and seeing self as free from
physical restrictions and able to conquer Cerebral Palsy within an
imagined spatiality (5.7.4) highlights a tension experienced by children
with disabilities which is not currently explored within the literature.
Although child development theory and research with adults with disability
would suggest a tension in the creation of identity exists; this needs to be
further explored particularly for children who have a significant physical
disability from birth. It would seem that the positive view of self, redefined
understanding of success (5.6.2), and physical freedom experienced
within the new spatiality of imaginary play (5.7.4), enable a greater ability
to negotiate, embody and normalise the experience of Cerebral Palsy

within everyday reality.

This experience of negotiating a dual sense of self within the lifeworld

appears to not be present within current literature. Although some studies
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discuss children’s experience of having a disability (Connors & Stalker
2007), the focus is not on the development of children’s identity. As
mentioned within the discussion, early identity development theorists
(Erikson 1959) suggest that part of developing a sense of self comes from
a negotiation of internal and external identities. For children within the
present study they appear to be experiencing a constant fluctuation
between their internal and imagined self without a disability and their
external self and experience of being with Cerebral Palsy. This is
particularly important for parents and therapists working with children who

have high levels of physical disability to be aware of.

6.4. Becoming an active participant: Developing agency

Becoming is closely linked to the development of identity and a sense of self; it is
a process which occurs through doing and being which enables individuals to
grasp more of their potential (Wilcock 1998). As all children develop they go
through a process of becoming in which they become aware of their sense of self
as separate from others in the world, they gain a perception of intentionality where
what they do influences the world around them; this has been described as
becoming an active agent (De Franca 2008). An individual is considered an agent
and to have agency through being the author of their own actions and having the
capacity to act (Buhrmann & Di Paolo 2017). Becoming an active participant and
developing this identity can be understood through the occupational well-being
perspective (Doble & Santha 2008). Doble and Santha (2008) suggest that active
participation is not necessarily related to physical activity or task performance but
can be about an individual’s experience of an occupation. This is supported by
research by Heah et al. (2007, p.41) who suggested that ‘feeling successful’ was
an indicator of successful participation in activity in a phenomenological study
with children who had disabilities. This section will refer to children as active
agents in their play; this term is used to describe participation in which children
perceive themselves as actively participating and authoring their own actions

within their play.

Within this study a sense of becoming and negotiating identity was seen within
each child’s experience. Anderson (1968) suggests that play is important for child
development in enabling children to create their identities, express themselves,
and develop their emotional, motor and social skills in preparation for adult life.
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There is a wide recognition that play is an important occupation for children and
has a positive impact on health and wellbeing (Brooks & Dunford 2014). This
would suggest that the process of participating in play can augment children’s

sense of becoming.

The following section will discuss the findings that children perceive themselves
as strong and successful in their play (5.6.2) to explore how this is part of
children’s development in becoming an active player. It will also discuss the way
that in the face of frustration or potential isolation the participants were able to
experience participation through watching (5.7.2). The opportunity for
participation by a means that is not physical, such as by watching, is supported
by occupational therapy research (Polatajoko et al. 2007, Doble & Santha 2008).
The findings provide a contribution to the current body of research in
demonstrating children’s experience of participation as observers. It appears that
this kind of participation occurs through a process of identity negotiation and a

shift in perspective in becoming active agents in play.

6.4.1. Agency and self

Bayne (2008) discusses the complexities of agency and agentic
experiences; suggesting that an individual can perceive agency even
when this is not externally true of the experience. This provides support
for the perception of agency and independence during the embodiment of
the helper discussed previously through vista play (6.2.2). This also would
suggest that children are able to develop a sense of agency in relation to
the different ways that they participate in play. Researchers such as Lester
and Russell (2014) argue that play enables all children to develop their
sense of self through an ability to adapt. Occupation, such as play, has
been seen to enable individuals to experience meaning making and to
create or re-create identity (Hammell 2004, Shank & Cutchin 2010,
Wilcock 2006). Within this research children appear to adapt to their
experience of Cerebral Palsy through increasingly becoming active agents
in their play. In this process of becoming children appear to develop their
own definition of active agent in which they perceive agency in situations

which may not be perceived in the same way by an observer.
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The development of self-agency can be seen within the way that children
develop their identities as strong and successful (5.6.2). As discussed
within the findings children appear to develop a sense of self in which their
agentic powers are greater than others may perceive them within reality.
This is seen within children’s perceptions of success despite having
support to be successful (5.6.2). Coole (2005) highlights that a sense of
agency is lived through the body and is dependent upon social interactions
within each child’s lifeworld. This could support an argument that as
children experience success and strength within their lifeworld this
represents a greater sense of agency and control over their identity
development. It is known that being physically active is positively
associated with physical and psychological wellbeing for children with
Cerebral Palsy (Shikako-Thomas et al. 2012). Despite this, as the children
who participated in the study have significant levels of physical disability,
it is possible that the lived experience through the body restricts their
sense of agency because of the physical limitations they face. It could be
that children then start to negotiate the meaning of success in order that
they can become more of an active agent as a part of their play identity
and that as discussed above the sense of active is defined by participation
rather than performance (Doble & Santha 2008).

Participating as an active agent can be seen in the way that the children
often wanted to help others within their play (5.6.2, 5.7.4). This desire and
satisfaction of helping others by becoming the hero or rescuer in play may
lead to greater feelings of well-being. Schwartz and Sendor (1999) found
that when individuals with a physical disability were facilitated to become
peer telephone supporters they had an increased sense of wellbeing and
quality of life. This suggests that enabling children to participate in play in
which they take on an active role as a helper may have a positive impact

on wellbeing.

Salmela and Nagatsu (2017, p.7) discuss the concept of we-agency; this
is defined as ‘us doing something together’ [emphasis in original text] the
idea that two or more individuals use their self agency to work towards a

joint goal. This is interesting to consider particularly for the children within
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the present study who depend so much on others in order to outwardly act
in the world. Where a child focuses on a joint goal with an adult this
possibly provides a greater sense of we-agency. It is possible that
children’s ability to become themselves relies heavily upon those that are
helping them. It is clear that intersubjectivity influences perception of
experience (Merleau-Ponty 1945) it could therefore be argued that the
children become themselves in play not just through personally becoming
an active agent but through a process of moving towards we-agency and
shifting understanding of what this means for their own identity. This is
supported by early play theorists such as Parten (1932) who suggests that
co-operative control can still be perceived as ‘control’ by an individual as

part of their play experience.

The present findings add to the current literature in demonstrating the
possibilities of we-agency and the influence this has on developing a
sense of self when one individual has a significant physical disability. This
is supported by the input of each child’s family and the close interaction
they have with their children in supporting their play (5.6.1, 5.6.2, figure 8).
Bohanek et al. (2006) suggests that family narratives and shared family
history can be a part of building positive identity, self-esteem and self-
efficacy. Within this study children’s perception of strength and success
often appeared to be a direct result of support from their family (5.6.2). The
importance of family support and nurture is emphasised by Palmer et al.
(2012) who suggests that children with disabilities may need support to
develop self-determination skills. If children are to become active agents
who have capacity for self-determination they need to be provided with the
opportunity to make their own choices (Palmer et al. 2012). When
considered in light of play being surmised by its freedom, choice and
control (Bundy 2012), it would appear that the opportunity for choice is a
part of both the child’s ability to develop their sense of agency as an active
player and part of their very development of self. This is mediated by the
presence of their families and those supporting their play to an extent that

is not currently discussed in the literature.
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6.4.2. Redefining active- playing through watching

Doble and Santha (2008) emphasise that occupational well-being is not
just about physical performance in an activity. Polatakjo et al. (2007)
support this in suggesting that individuals can fully participate in an activity
without being physically active. This is supported by Heah et al. (2007)
who found children and parents reported ‘being with’ others as an
important part of successful participation for children with disabilities. This
was seen within the findings where children participated in play through
watching others (5.7.2). Similar participation was observed in Tamm &
Skar's (2000) study which found that children participated through
onlooker play. This is further discussed within a research study exploring
parents’ understandings of play for children with Cerebral Palsy which
suggested that children could participate vicariously, through being able to
watch a play experience (Graham et al. 2014, Graham et al. 2015). The
current findings add to the body of literature in understanding the way that
children wrestle with the concept of being active participants in play and

what this means when they participate through watching.

The vicarious way of playing, meaning that a game is experienced through
watching, is seen within gaming culture (Gutiérrez 2013). This was seen
to occur more than in the playing of electronic games within the current
study’s findings. Tom and Lucy were both seen to discuss their experience
of playing with their toys through watching rather than physical
manipulation (5.7.2), Jess discussed being able to participate alongside
her peers through watching play (5.7.2). This concept has recently
appeared more scientifically plausible through the research around mirror
neurons. Mirror neurons were discovered in 1990 by Di Pellegrino et al.
who found that a monkey’s neurons fired in the same way whether they
picked up a peanut or observed someone else picking up a peanut. This
research field has since expanded and there is a general understanding
that when watching a leisure activity the same areas of the brain are
activated as when participating in this leisure activity (Holmes & Calmels
2008). This activation is thought to occur to a greater extent the more
familiar the observer is with the activity (Holmes & Calmels 2008). This

could suggest that through being able to observe an activity children could
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be experiencing the same neurological stimulation as the children who are
participating in the activity. If this is the case then as commented on by the
participants in the findings (5.7.2) the experience of watching play could
feel the same as physically participating in it. This raises an important area
for further study in which children’s reported experience of being able to

participate in play through watching could also be observed neurologically.

Although there were times in which the children discussed playing through
watching as an active part of their experience. There were also times in
which children described watching as an isolating experience and not quite
play. This is a concept which needs to be further explored in terms of how
children negotiate this becoming active agents in their play; at what point
they adjust their definitions in order that they can play differently, and at
what point the definitions that society places on play are assimilated and

therefore mean that an experience is not perceived as active.

6.4.3. Resilience in becoming

As discussed above part of each child’s becoming involved and continues
to involve a negotiation of identity and lifeworld for each of the children
who participated in this study (6.3.3). This negotiation appears to be part
of a development of resilience in the face of the frustration which they
experience because of their physical disability. Rajan-Rankin (2014)
define the development of resilience which as an adaptive response to
difficult situations. Within childhood literature resilience is defined as ‘good
outcomes in spite of serious threats to adaptation or development’ (Masten
2001, p.228). Resilience is impacted by person-environment interaction
and can be considered alongside a social justice approach as essential to
the lives of children and young people facing adversity (Hart et al. 2016).
It is important to note that play and leisure participation are seen as part
of the basics of resilience for children (Hart et al. 2008); it is therefore
unsurprising that the resilience of the children in the current study was
fostered in their play. The following section will explore how the findings of
the research demonstrate a practical outworking of resilience by the

children.

Resilience is a construct that has been seen to help children overcome

adversity (Mastsen et al. 2001, Hart et al. 2016) and positively adapt to the
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onset of physical disability (Lavoie et al. 2016). The participants within this
research experienced high levels of physical disability, this impacted their
ability to function within everyday activities and can therefore be seen as
a difficult situation they need to respond to. Resilience Therapy, designed
by Hart et al. 2008 suggests that there are five components which enable
a child and those around them to foster resilience: basics, coping,
belonging, learning, core self. These components were reflected in the
current study findings as part of children’s demonstration of resilience.
They appeared to have developed a sense of core self which was
demonstrated in their view of themselves as strong and successful (5.6.2).
They appeared to show an ability to adapt through coping and learning
when participating through the embodiment of their helpers as part of vista
play, this seemed to enable an opportunity to experience a facilitated
independence (5.6.1). However, there were also times in which the
children showed less resilience in light of their physical disability and they
felt upset and isolated because of the environment that they were in.
Examples of this were seen particularly in the playground where Abi felt
she could not play netball (5.6.3, box 11,12,13) and Jess was concerned
about not being able to access the play equipment (5.6.3). The tension of
this experience is demonstrated within section 5.6.3 which discusses
times in which children choose to compromise and were seen to show
resilience in light of a difficult situation; and times in which children had to
compromise and found this difficult. In considering Hart et al. (2008) magic
box of components of resilience part of coping is seen to be ‘remember
that tomorrow is another day’ (p.134). This appeared to occur in the face
of frustration and limitations to participation and is demonstrated in the way
that Abi initially felt isolated during netball but on another day with a
different perspective could recognise how she could participate (5.6.3, box
11,12,13).

Resilience in children is seen to be part of a normative process of
development in which children have adaptive systems already in place
(Masten 2001). The results of an extensive meta-analysis suggested that
resilience is linked to positive health outcomes for children (Schembri Lia

& Abela 2016). Specifically, the following characteristics are thought to be
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evident in children with strong resilience: good relationships with others,
strong self-efficacy, good problem-solving and learning ability (Masten et
al. 1991). This is also reflected within research specifically addressing
resilience in children with disabilities (Lavoie et al. 2016). Lavoie et al.
(2016) focused on the experience of resilience of children with acquired
physical disabilities and therefore the experience may differ to the children
within the present study who were born with their disabilities. In relation to
the findings children appear to have positive relationships with their
families and caregivers; they have a strong sense of self as an active agent
within their lifeworld; and they also demonstrate an extent of problem
solving and adaptation to their disability. All of which would suggest that
they have fostered strong resilience. Examples of this can be seen in the
way that children embody their equipment: as opposed to a focus on
frustration of needing someone to move them, the children often focus on
the opportunities that their wheelchair or walker enables them (5.6.1,
figure 7). Furthermore, the participants focus on family and demonstrate
empathy and altruism towards parents or siblings (such as 5.7.1) which
would suggest strong and positive relationships. These relationships are
considered important for strong resilience (Hart et al. 2008). Further
consideration is needed as to the role of the family and their participation
in the development of resilience particularly for children with high levels of
physical disabilities. The participants within the study all appeared to have
supportive families who were willing and able to participate within
research, it is possible that an alternative sample may have developed
less resilience in the face of their disability through relationships with their
family. Recent research suggests that the focus of resilience should start
to go beyond an individual's ability to cope with adversity but towards
challenging the structures which create adversity (Hart et al. 2016). It is
therefore also important to consider the construct of disability within
society and the impact this has upon the experience of children such as

the participants.

6.5. Belonging through play: Opportunities and barriers for connection
Belonging is a concept which was added to Wilcock’s theory of occupational

health following its original publication. Wilcock (2007) suggested that belonging
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is about the connectedness of others which provides context to the experience of
occupation. Hammell (2004) supports this theory in suggesting that occupation
provides an opportunity for connectedness and sharing of self. Occupation from
the perspective of individuals with a disability may not always look the same as
what is perceived within an able-bodied norm (Hammell 2004). This is clearly the
case within the findings of this research where children’s participation, particularly
within vista play experiences, was often internal and could not be externally
observed (5.6.1). Although children appear to experience a connectedness with
the helpers who facilitate their vista play experience (5.6.1) it is unclear as to the
impact that this has on their sense of belonging alongside their peers and in a
wider sense. The following section will discuss the findings in light of the
opportunities and barriers for connection within each child’s experience of play.
Children both appeared to enjoy opportunities for connection with others (5.6.1),
but also experience times where physical restrictions limited this participation
(5.6.3). The findings clearly showed children’s use of communication and humour
as means by which they developed a sense of belonging in their play through

connecting with others (5.8.1, 5.8.2).

6.5.1. Opportunities for connection

All of the participants within the study experience high levels of physical
disability; this means that they experienced restrictions in physical
participation (Shields & Synnot 2016, Imms et al. 2017). However, the
findings would suggest that despite physical restrictions the children are
still able on the whole to connect with others and gain a sense of belonging
as part of their play. This is significant considering Hart et al.’s (2008)
research which suggest that belonging is an important component of
developing resilience when facing adversity or restriction. All of the
children drew upon skills they have, such as the use of communication
and humour, as a means by which they gained a sense of belonging (5.8.1,
5.8.2). There is limited mention of this within the current research literature.
One study by Dattilo et al. (2008) emphasises the importance of
augmentative and alternative communication (AAC) devices in enabling
participation in leisure for adults with physical disabilities. The use of AAC
meant that adults could communicate with others and therefore gain an

increased independence and involvement within leisure activities (Dattilo
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et al. 2008). The study participants reflect a similar finding; particularly for
Tom, the use of AAC meant that he could participate and communicate his
experience of play (5.6.1, box 6). For other participants the ability to
communicate verbally had a positive impact upon their participation and
often enabled an expressed choice within play (5.8.2). It appears that, in
the same way that an individual who loses their sight may train their sense
of hearing to enable greater participation (Gougoux et al. 2005),
communication provides an increased opportunity for participation for
children who have limited physical ability. An ability to communicate needs
with others and draw upon communication skills, such as storytelling,
enabled a greater sense of belonging for the participating children (5.8.2).
Parents and health care professionals should therefore have an
awareness of the importance of communication skills for children with high
levels of disability. It may be helpful to focus on the development of these
skills in order to provide children with more tools by which they can connect

with others in their play.

There is also limited discussion within the literature in relation to the use
of humour within play or as an important characteristic for children with
physical disabilities. Clarke and Kirton (2003) briefly discuss the use of
humour by children using AAC and their peers without disabilities as part
of play interaction. Although Clarke and Kirton (2003) do not discuss the
reasoning of this, it is possible that the children within the study pursued
these humorous interactions in order to develop positive relationships with
their peers. This appeared to be the case within the study’s findings where
humour was used both to build social connection with peers when
engaging in play and also as a demonstration of resilience in light of
frustration (5.8.1). Harkness & Bundy (2001) as part of the Test of
Playfulness with children with physical disabilities found that the children
appeared to have higher scores than their typically developing peers for
‘clowns/jokes’ (p.84). This provides support for the current study in
suggesting this may be a skill that children with physical disabilities draw
upon. This may be both as a way of increasing fun and also as a way of

dealing with frustration and difficult situations.
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Several studies do address the use of humour in the face of difficult
circumstances as a way to avoid or reduce stress and navigate social
situations (Demjén 2016, Kuiper, 2012, Martin & Kupier 2016); however,
the focus is within different study populations and none of these studies
are linked to children with physical disabilities or play. It is possible that,
as suggested by the findings and the research within other fields, humour
is developed in order to build both resilience and social groups. The use
of humour for the participants could be seen to enable a sense of re-
connection and re-tuning between a child and the people they are playing
with; thus leading to a greater sense of embodiment and participation in
the play (Blanchard & @berg 2015). A deeper understanding of children’s
use of humour is needed, particularly as a tool to enable a connection with

others when other participation is not possible.

Research suggests that emotional expression can impact upon social
information processing (Lemerise & Arsenio 2000). If children increase
their awareness of social information through their emotional expression
then it is important to consider the impact of the experience of heightened
emotions (5.7.3) on social processing for children within the current study.
At times part of the expression of extreme emotion was perhaps
synonymous with the participants using their voice and expression to be
heard in play (5.8.2) and therefore connect with others. The findings would
therefore support the opportunity for connection and belonging with peers

through the expression of emotion.

The opportunity to experience a sense of belonging within one’s family is
seen to be important for children with disabilities (Hayashi & Frost 2006).
This was reflected within the research where family members were
important to each child’s play. Jess’ discussion of mermaid play provides
a helpful example of this where she feels a sense of belonging in her play
alongside her family (5.7.1, box 16). Play alongside family often resulted
in positive affect as can be seen in Ben’s rugby play with the support of his
mum (5.6.2, figure 8). This positive affect can be understood by the
emotional attachment and feeling at home which occurs through the

dynamic process of belonging (Yuval-Davis 2006). Belonging within
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groups of people could be because of age, gender, spirituality or other
characteristics (Yuval-Davis 2006). Where the participants in the study
experienced their physical disability as a barrier to their belonging, in the
sense that it was a difference between them and their peers, the focus on
being a part of their family and belonging to play experiences which were

shared with others was therefore important (5.8).

Belonging is considered to be important for all children in their early years
(Papatheodorou 2010) and is part of some early years curriculum. Gaining
a sense of belonging alongside peers at school appeared to be a harder
experience for the participants than gaining a sense of belonging in their
family (5.6.3). Despite this, there were several times in which children
demonstrated a strong sense of belonging with their peers. This was seen
through Daniel’s experience of belonging and leading a group of his peers
in humorous play at lunch time (5.8.1). This is also seen in Lucy’s
participation in play with her peers at school (5.8.2), and the way that Ben
plays with his peers in the playground (5.6.1, figure 7). Developing a sense
of belonging is essential to the development of identity (Shotter 1993).
Shotter (1993) suggests that identity can only be formed through continual
interaction with the people in the community one finds themselves in. It is
possible that this is what the participating children are doing when they are
using their voice and communication to be heard and to create connection
within play (5.8.2). Shotter (1993) suggests that the formation of identity
occurs best within society when the focus is not upon everyone agreeing
but it is on everyone being able to share their ideas and understandings
and still belong as part of the community. This is interesting to consider in
light of the sense of belonging alongside their families and peers that many
of the participants had (as demonstrated above). This contrasts from the
general view within the literature that children are limited in their
participation and belonging because of their physical impairments (Imms
et al. 2017, King et al. 2009, Kolehmainen et al. 2011, Law et al. 2006). If
society takes on a perspective which reflects the literature and focuses on
impairment and restriction to activity it is possible that children will not be
able to express the experience of belonging that the findings suggest they

feel and demonstrate within their play.
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6.5.2. Barriers to connection

Occupational justice recognises that all individuals are unique and have a
right to engage in diverse and meaningful occupations to meet their needs
(Durocher et al. 2014). This in combination with every child’s right to
participate in play (UNICEF, Article 31, 1989), would suggest that the
participants in the study have a right to participate in play as a meaningful
occupation for them. Belonging is considered to be an important element
of meaningful occupation (Wilcock et al. 2007) and there were times in
which the participants in the study appeared to experience barriers to
connection and therefore to their sense of belonging within play. This was
seen relatively few times in comparison to the times in which children
discussed a sense of belonging (6.5.1), however it did occur. The feeling
of ‘I want to be just like them’ (Lucy, interview 1, 5.7.1) summarises the
sense in which children sometimes experience barriers to belonging.
Occupational deprivation is defined by Durocher et al. (2014) as exclusion
from a meaningful occupation through factors outside of an individual’s
control. The findings of this research would suggest that there are times
when the presence of a high level of physical disability and lack of external
support within the environment meant that children experienced

occupational deprivation.

One factor which is considered to impact upon belonging for children with
physical disabilities is access to their environments and the opportunities
for playfulness their environment allows (Heah et al. 2007, Rigby & Gaik
2007). Stephens et al. (2017) discuss inaccessible childhoods and the
accessibility of environment for children with disabilities. Based in Canada
the findings following a survey of children with disabilities and their families
suggest that they continue to face several physical boundaries which
impact upon their ability to access the community. Stephens et al. (2017)
suggest that physical access barriers for children negatively affect their
feeling of belonging within their community and social world. This is
supported by research which suggests lack of physical access can lead to
less play opportunities for children with Cerebral Palsy (Rigby & Gaik
2007) and that social attitude and physical environment can be barriers to

participation for children with Cerebral Palsy (Imms 2008). Restrictions in
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terms of physical accessibility were discussed on three occasions
throughout all of the participant interviews. Daniel felt forced to go on a
theme park ride twice because he could not access his wheelchair (5.6.3);
Abi felt like netball was not accessible (5.6.3); and Jess felt that she would
not be able to access her new school playground in her wheelchair (5.6.3).
The study’s findings provide additional support for researchers such as
Stephens et al. (2017) in suggesting that restrictions to physical access

can negatively impact children’s sense of belonging.

One further consideration that should be made here is that none of the
children requested a child playmate to join their play. This raises an
interesting question for the future in terms of how often children with high
levels of physical disability have their friends around to play at a time that
they have chosen. Children tended to play either on their own, with their
parent, carer or a sibling and this was where they gained a sense of

belonging.

Despite this, the research findings also highlight several situations where
children are enabled to participate within their everyday environments and
experience belonging through the means of adapted activity. This is clearly
demonstrated within Abi’s continued discussion of netball where she does
feel she has had the opportunity to connect with her peers (5.6.3, boxes
12,13); Ben’s discussion of playing bulldog in his wheelchair with his
friends (5.6.2, figure 7); and Lucy’s comments about playing the rocket
ship game with her peers (5.8.2). The findings of the study would therefore
suggest that children with physical disabilities can experience a sense of
belonging in their play despite some challenges within environments.
Although there is an important need to ensure that each child’s
environment enables the best possible opportunity for play, it is also
important that the voice of the children is recognised in expressing the

sense of belonging they often experience.

The lived experience of disability (including learning disability, sensory
impairment and physical disability) of children age 7-15 was explored by
Connors & Stalker (2007); their main finding suggests that children and

young people often wanted to portray themselves as similar to their peers.
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This appears to highlight the desire for belonging among children with
disabilities. Several barriers to feelings of belonging were often expressed
by parents, more than by children, such as bullying, difficulties with
accessing others homes, and frustrations with support assistants not
following the child’'s preferences (Connors & Stalker 2007). This is
supported by in-depth focus group research in which children with
Cerebral Palsy discussed experiences of bullying and isolation in a school
setting (Lindsay & McPherson 2012). Connors and Stalker (2007) suggest
that barriers to belonging were often perceived more by parents than by
children themselves. This could suggest that adults may focus on barriers
more than the children themselves. The current findings highlight two
possible instances of bullying: where Ben is excessively hugged and
kissed against his wishes (5.8.1); and where Jess laughs at herself with
her peers when she falls out her wheelchair (5.8.1). The findings also show
one instance of frustration with a support assistant when Daniel comments
that he feels angry because his carer has got his instructions wrong
(5.7.3). These experiences appear to have occurred as a result of each
child’s Cerebral Palsy, thus suggesting that in some instances difference

because of disability can cause barriers to belonging alongside peers.

Connors and Stalker (2007) suggest children with disabilities want to
portray ‘sameness’ more than difference to others for three possible
reasons: children feel they have to minimise or deny difference because
of peer pressure; children are self-directing agents and thus have a
pragmatic approach to their lives and do not see impairment as an
important part of their identity; children do not have the language to
discuss difference. Within Connors and Stalker's (2007) research they
conclude that children portray ‘sameness’ because they do not have the
language and positive framework with which to discuss difference. The
current findings would suggest that the participants appeared to be aware
of the differences that they experienced and pragmatically embraced this
experience in the way that they sought belonging in their play. It is clear
that the research participants wanted to be like their peers and those
around them (Lucy interview 1, 5.7.1) and there were times in which

children wished they did not have a physical disability (5.7.1). Despite this,
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children appeared to be pragmatic in their approach to dealing with
difference and had developed several strategies (as discussed in 6.4)
which enabled them to be active agents in their play with those around
them in a way that enabled them to feel like they were participating in a

similar way to their peers.

Research with typically developing children has found that they define an
activity as less like play when an adult is present (King 1979, Howard
2002, Howard et al. 2006). Researchers such as Imms et al. (2017) have
suggested that the presence of an adult supporting the play for children
with high levels of physical disability may become a barrier to their
participation. The participants within the current study almost always had
an adult present or nearby as part of their play experience (5.7.1). As
discussed above the children within this research appeared to still able to
experience a full sense of participation despite having a helper assist in
their play (6.2). Mortier et al. (2011) suggest that support from adult carers
has both positive and negative aspects. Tamm and Skar (2000) suggest
that the children who had physical disabilities participating in their study
often perceived their helper as a friend; Tamm and Skar (2000) propose

that this could impact upon children’s sense of belonging with their peers.

Within the study there were times in which the participants appeared to
choose to play with their helper or ended up playing only with their helper
instead of their peers (5.7.1). This provides further weight to the current
literature in highlighting that the presence of an adult could diminish the
possibilities for belonging. It is possible that even though the participating
children are able to embody their helper within their experience of playing,
their peers continue to experience play from a typically developing
perspective where the presence of an adult decreases the feeling of play
for an activity (Howard et al. 2006). This could lead to typically developing
children choosing not to participate in play with their peers who have high
levels of physical disability because they have an adult with them. It is
important that parents and professionals recognise this and the impact that
it could have on experiences of isolation for children with high levels of
physical disability.
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It is important to consider barriers to belonging for all children within play.
Every friendship differs in its content and the actions that are shared with
others, its constructiveness and control that is asserted, its closeness and
depth, its symmetry and distribution of social power, and its affective
character in terms of whether it is supportive or influenced by conflict
(Hartup & Stevens 1997). There is a recognition that across the lifespan
individuality within friendships will mean that there are times that people
experience conflict and a lack of power in their relationships with others
(Hartup & Stevens 1997). This suggests that for both typically developing
children and children with disabilities there may be times within friendships
and relationships with peers that they experience greater or lesser extents
of belonging. Lundby (2013) supports this in highlighting the complexities
for all children in gaining a place in their peer group; throughout Lundy’s
(2013) discussion it is highlighted that children felt a need to seek out and
negotiate relationships with peers. This would suggest that belonging,
particularly within the context of play which often occurs with peers, can
be a challenge for all children. Lundby (2013) suggests that children often
engage in consumer relationships in which they give to their peers
because they want to make their peers happy in order to create
friendships. This perhaps provides an explanation for the way that children
in the present study sought out greater belonging and participation with

their peers when they chose to compromise their play choices (5.6.3).

It is therefore possible that the study’s findings reflect a typical experience
of isolation and barriers to connection in play. Although the children within
the study may experience this isolation because of their physical
disabilities it appears that all individuals of all ages have to negotiate a
sense of belonging within friendships (Hartup & Stevens 1997). Tamm and
Prellwitz (1999) carried out a study with typically developing children to
discuss the concept of ‘If | had a friend in a wheelchair’; their findings
suggest that whilst their study participants could recognise physical
restrictions in the environment for children with wheelchairs, they had a
view that they would include a child with disabilities in their games and that

the child would have lots of friends and a high self-esteem. This would
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suggest that the perception of typically developing children is not one of
limitation towards their peers with disabilities but one of inclusion. Despite
this, the study took place before the typically developing children had the
experience of having a child with a physical disability in their class, thus
perceptions within reality may be different. This does however, raise an
important alternative view to an impairment driven disability perspective
which focuses on children’s disability as the cause for restrictions to
belonging, in suggesting that children with physical disabilities experience
a need to negotiate their belonging within the occupations they participate

in as much as other individuals.

6.6. Summary of findings

Children within this research have been observed to participate in doing, being,
becoming and belonging through their experience of play. The findings suggest
a move beyond Merleau-Ponty’s (1945) extension of self through an object, to an
extension of self through the embodiment of people. This has been demonstrated
through the concept of vista play. The current discussion has highlighted a new
perspective of the lifeworld of children with high levels of physical disability in
suggesting that they experience a constant fluctuation in their being in which they
negotiate both frustrations and perceived freedoms as part of their being. Further
contributing to the current literature this discussion has highlighted the
importance of the concept of we-agency and the shared control that enables
children to see themselves as active within play. Finally, the discussion has raised
the question as to what constitutes belonging for children with high levels of
physical disabilities; suggesting that barriers experienced may not be as
detrimental as much of the literature suggests, and that a focus on skills such as
good communication and use of humour may enable a greater sense of

belonging.

6.7. Implications for practice

It is essential that parents and professionals working alongside children with

high levels of physical disability due to Cerebral Palsy are therefore able to

recognise the children’s experience of play. This includes: being able to

understand the importance of the embodied unit; recognising vista play;

providing opportunities for expressing an imagined self and negotiating identity
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as a disabled self; recognising participation in play through watching; and
enabling opportunities for experiencing belonging. Practically, parents and
professionals can also enable children to develop their component skills in a
way that enables a greater participation in independent play, and support
strategies for connection. The following section details these practice

implications and how they can be implemented.

6.7.1. Understanding the embodied unit

It is recommended that therapists and parents gain an understanding of
the importance of creating an embodied unit in order that the children they
are supporting can gain a greater sense of freedom within their
participation in play. An embodied unit relies upon both individuals reading
and correctly responding to cues (Blanchard and @berg 2015). Therapists
and parents need to be able to quickly recognise where there is
dissonance between what they are doing and how the child is responding;
they need to be able to read and follow cues from the child to recreate a
sense of embodiment. On a practical level this will involve practising joint
participation in play experiences in which the child is physically facilitated
to participate in the play. During the play experience parents and therapists
should communicate with the child and asking questions such as ‘how
does it feel to have my help?’ and ‘what can | do to make it easier?’
Following the play experience questions such as ‘what were you playing?’
can help to elicit whether the child perceived themselves as playing
independently through the embodiment of their helper or whether they
perceived themselves as merely being present for a play activity carried
out by an adult. The findings of this study highlighted that children felt more
comfortable with adults they knew supporting them in their play. It is
possible that it will take time to achieve a full sense of an embodied unit
with a child.

6.7.2. Recognising vista play experiences

In following an understanding of the creation of an embodied unit it is
then of upmost importance that this is recognised as part of children’s
experience of doing play. In particular, parents and therapists should be
aware of the concept of vista play and what this can mean for a child’'s

sense of doing. The greatest difficulty of vista play is that to an observer
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a child does not look like they are playing; vista play can only be fully
recognised from the child’s perspective and experience. Therapists
working with families can explain the concept of vista play to others in
order that this can become a recognised means of participation. As
families gain an awareness of vista play it is likely that parents and
carers will more easily be able to become an embodied unit with the
child.

Practically, recognition of vista play can also occur through conversations
with children in which parents and therapists can accept and provide
space for children to talk about their experiences of ‘I play’ even when
they have clearly had physical support to participate. The opportunity to
talk about their vista play experiences will both enable the child to feel a
recognition of this experience and will highlight and explain the

experience further to the parents or professionals they are talking with.

6.7.3. Providing opportunities for expressing an imagined self

It is proposed that children are supported to express their imagined self
and to have the opportunity for this to be recognised by parents and
professionals in their play. This can practically be enabled through
imaginary play opportunities both alone and alongside others. Therapists
can make use of children’s imagined identity in play whilst engaging them
in therapy: this could be done by acting out an imaginary scenario, such
as ‘saving all the people in the world’ like Daniel (interview 1), whilst
reaching for balls to throw at the baddies as part of practising an active
stretch. This kind of play could also be incorporated into home
programmes which are seen to be more successful the more they are a
part of everyday life (Novak 2011). As the findings suggest a new spatiality
within each child’s imagined world was an important part of their life and
identity development, this is important to encourage and recognise. Doble
& Santha (2008) highlight the importance of occupational balance between
self care, work and productivity, play and leisure across the lifespan. If
children are enabled opportunities to express their imagined sense of self
they are perhaps more likely to be able to continue this into adulthood in a

way that supports their sense of being and identity.
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6.7.4. Providing opportunities for negotiating identity as disabled self

Children need to be provided with opportunities to negotiate their identity
as their disabled self. This is an important area which is not discussed
within the research literature. This could involve opportunities within a
therapy setting for children to explore what it means to have a disability.
Within this research the participants were able to express and discuss how
they negotiate this identity through drawing themselves and what they like
to play. The opportunity to create play drawings as part of an assessment
and rapport building could occur within occupational therapy sessions. As
part of enabling children to develop their identity in relation to their
disability therapists should focus on what children can do, and what they
would like help to make easier, rather than focusing on what children are

unable to do.

In addition, the findings suggest that the provision of equipment is
important to the way that children build their identity as their disabled self.
The importance of each child’s wheelchair in their development of identity
would suggest that one opportunity for enabling children to negotiate their
identity could be through the provision of early mobility. This study further
supports the emphasis on this as already highlighted within recent
research (Langmead 2012, Sonday & Gretschel 2016). It also further
supports the role of an occupational therapist in adapting physical

activities to enable participation (Sharp et al. 2012).

6.7.5. Recognising participation in play through watching

It is important that parents and professionals learn to recognise children’s
participation in play through watching. This is a hard concept for many
individuals to reconcile as often the focus on leisure participation for
children is physical (Ross et al. 2016, Shields & Synott 2016, Imms et al.
2017). Therapists and parents could validate the experience of
participation through watching to children’s siblings and peers through
modelling how children can participate in a game such as Lego by
watching, teaching and commenting. It is also important to recognise that
children may choose to play with toys even when they cannot physically
manipulate them. Parents and professionals should make sure that

children have the opportunity to choose to play in this way.

221



It is possible that through recognising children’s ability to play by
watching, parents will experience a sense of relief from the burden of
supporting their children to play. Graham et al. (2015) suggest that
parents of children with Cerebral Palsy felt a burden because of the level
of support that their children needed to play. Although it is recognised
that the study participants needed a high level of support in their play,
they also demonstrated an ability to play by watching. Recognising this
enables children to experience play independently and also enables
parents to experience more opportunities where they do not need to be

with their child for them to play.

6.7.6. Enable opportunities for experiencing belonging

Through focusing on opportunities that children have for connection it is
likely that they will experience a greater sense of belonging within their
play. The findings have highlighted several ways in which children with
high levels of physical disability can connect and participate with others
in play (such as through vista play and playing by watching). When
adults notice children choosing to compromise their own choices in play
because of a desire to connect or continue participating it is
recommended that adults talk about this with children. Understanding
ways in which children can quickly and effectively communicate their
choices in order that they do not need to compromise as much within
their play will help children to experience a greater sense of connection
with those they are playing with. Parents and professionals can
practically support this through teaching siblings and peers ways in which
their contemporary, with high levels of physical disability, communicates
their choices in order that they can be better understood and enabled to
connect with their peers. This opportunity for understanding may lead to
less instances of children with high levels of physical disability

compromising in their choices in order to engage in play.

Parents and therapists should be aware of the times in which children
may worry about feeling isolated or may experience isolation within their
play. They can particularly expect to see this within physical barriers to
accessibility (Stephens et al. 2017). This was also seen in terms of

helpers not adequately responding to the child’s cues. Adults can
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therefore be careful to respond to children’s cues and instructions within

play in order that this does not impact their sense of belonging.

Another possible strategy for enabling a sense of connection and
belonging alongside peers is providing the opportunity for children to
participate in play with their peers without an adult present. If the presence
of an adult impacts typically developing children in feeling like an activity
is play (Howard et al. 2006), then where possible adults supporting
children’s play should enable them to participate without an adult
alongside their peers. This could be done through the provision of powered
mobility, particularly within playground environments, as this will enable
children more opportunities to independently engage in play. Where
children need the presence of an adult, adults should pay particular
attention to following the cues of the child they are supporting in order that

play is led by the children and not by themselves.

6.7.7. Enable development of component skills for participation

As children develop their sense of becoming within play therapists can
provide strategies for children to improve in their skills (e.g. developing
language and physical strength) which enable a greater participation. This
recommendation is often made and discussed within the research
literature (Ahonen-Eerikainen et al. 2008, Matthews & Rix 2013, Okimoto
et al. 2000). The current study provides additional support for the
importance of therapists helping children to develop component skills
which enable their play participation and sense of being active in their play.
Whilst improving component skills is important, it is also important that this
does not become the sole purpose of the play to the extent that the activity
stops feeling like play (Goodley & Runswick-Cole 2010). Research from a
parents’ perspective has suggested that therapy can be an integral part of
the experience of play for children with high levels of physical disability
(Graham et al. 2015). However, within this study only one child directly
discussed her experience of playing during therapy, this would suggest

caution is needed in the manner in which component skills are focused on.
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6.7.8. Support strategies for connection

It is recommended that children are supported in developing the strategies
that they can use for connecting with others and therefore gaining a sense
of belonging within play situations. Children within the present study
demonstrated the use of both humour and communication (both verbal
and non-verbal) as a strategy for connecting with those around them in
their play. Parents and therapists can on a practical level can support
children through speech and language therapy in developing effective
communication strategies which can then be used to create connection.
They can also provide the time needed to enable children with high levels
of physical disability to express their needs. This need for extended time
to be allowed for children with high levels of physical disability to
communicate effectively is highlighted within the Communication Function

Classification System (Cooley Hidecker et al. 2012).

6.8. Recommendations for future research
Please see figure 18. The boxes summarise the contributions to knowledge made
within the current thesis. The arrows summarise further research as discussed

throughout this chapter which needs to take place.

The experience of negotiating identity through a fluctuating lifeworld presents an
important finding for further exploration and study, particularly as children move
into their teenage and adult years. It is unknown whether individuals with high
levels of physical disability will continue to experience this fluctuation in their
sense of being throughout their lifespan. Theories of play development would
suggest that as children move into their teenage years play becomes much more
focused on games with rules and structured leisure and less about imaginary play
(Piaget 1951). Despite this, more recent research is discussing the possibility of
pretend play across the lifespan (Goncu & Perone 2005). This is demonstrated
by researchers such as Root-Bernstein (2014) who discusses the influence of
world play on the authoring of books. This would suggest that there are some
circumstances in which an adult’s imagination may continue to thrive across the
lifespan. It is important to further explore the impact of the view that imaginary
play stops in childhood (Goncu & Perone 2005) and what this then means for
adolescents and adults with high levels of physical disability in terms of their
identity negotiation.
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LR a5 5 ]  Further exploration of the experience of being with a physical
of physical disability disability is needed.
S0 Rk e1s8 e The concept of a fluctuating lifeworld, particularly the presence
in their lifeworld of an imagined self needs to be explored for adolescents and
between their disabled adults with high levels of physical disability.
and imagined self.

Ll g S| * The importance of early mobility in enabling children to develop
of physical disability an embodied sense of self needs further exploration.
Sllelelel i AN EE T | e Further research about the importance of wheelchairs and
and equipment so it equipment to individuals who have had disabilities from birth is
becomes a part of needed.
themselves in play.

sExploration of experiences of participating in play through
watching for children with both physical and communication
difficulties is needed.

#Specific studies focusing on ways children participate through
watching are needed. Studies should address the activation of
mirror neurons and the tension between watching as
participation and watching which is tokenistic.

Children with high levels
of physical disability are
able to participate in play
through watching,
commenting and
teaching.

Ll g [Se s | oFurther research needs to address whether experiencing
of physical disability extreme emotion in play is unique to children with high levels of
experience extreme disability. This could explore the role of emotion in adjusting to
emotions such as the experience of disability.
excitement and
frustration in their play

*The concept of embodying another person needs to be
Children with high levels further explored for both children with physical disabilities
of physical disability _and other infjividual-cargr. dya!ds in order to understand the
experience participation impact of this upon participation.
el e s A *Exploration of vista play for typically developing children.
embodiment of their *The importance of vista play for children with high levels of
helper. physical disability needs to be further explored in terms of its
prevelance and commonality.

Lol e [Se s | *Further research should explore the experiences of isolation for
of physical disability children with disabilities in comparison to their typical
experience a greater developing peers.
sense of belonging in eResearch is needed to explore the impact of a helper supporting
play than their social a child with disabilities on the participation of their typically

world may anticipate. developing peers

Figure 18 Summary of recommendations for further research.
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The experience of embodiment of equipment is an area in which further
research could take place. As using a wheelchair appeared to enhance
children’s sense of ‘| can’; this raises the question as to the age in which
children with high levels of physical disability should receive mobility or
powered mobility they can use independently. This is a current area of
debate within literature and practice which is often restricted because of
funding (Langmead 2012, Sonday & Gretschel 2016). Further research
should explore the importance of early mobility provision for identity
development and negotiation for young children with high levels of

physical disability.

Further research should take place as to the possibility of participating in
play through watching and the experience of this in relation to mirror
neurons. Research into mirror neurons would suggest that in watching an
activity the same neurons fire as when participating in an activity (Holmes
& Calmels 2008). This raises an interesting question as to whether the
experience of watching play for the children with physical disabilities is any
different from the experience of physically playing for their typically
developing peers. Further research is needed which focuses specifically
on the possibility of participating in play through watching and the
experience that children have of this. This research could include
experimental studies which look at what happens neurologically when
children participate in play through watching. A comparison of children’s
reported experience of play alongside a neurological picture of their brain
activity during play may provide a greater understanding of what play by

watching involves.

In order to gain a greater understanding of the experience of extreme
emotions in play it is important to explore the role of emotion particularly
in relation to adjusting to having a disability. As emotional expression
impacts upon information processing (Lemerise & Arsenio 2000) it is
important to consider this specifically for children with high levels of
physical disability. It is possible that the expression of extreme emotions
is part of each child’s adjustment to their disability and the way that they

negotiate their sense of identity.
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The concept of vista play provides several avenues for further exploration.
Itis possible that the embodied unit which occurs between a child and their
carer could occur between other individual-carer dyads. This should be
further explored for participation for other populations. This could include
individuals with disabilities and also typically developing children. Further
to this, it is essential to further explore the prevalence and commonality of
vista play among children with high levels of physical disability. As a style
of play common to all the participants it is imperative that this is recognised

by each child’s parents, carers and friends.

Finally, further exploration is needed in relation to the sense of belonging
that children with high levels of physical disability experience in their play.
The findings suggest that the sense of belonging the participants
experienced as greater than may be expected, this should be considered
in depth in relation to experiences of both belonging and isolation and
whether this varies from the experience of typically developing peers. In
addition to this, researchers such as Imms et al. (2017) suggests that the
presence of an adult support may negatively impact play participation.
Although the findings would suggest that children do not directly
experience a negative impact because of the presence of an adult, it may
be that there is an indirect negative effect on children’s experience of
belonging. Typically developing children suggest that the presence of an
adult can limit the possibility of an activity being experienced as play (King
1979, Howard 2002, Howard et al. 2006). This may have an impact on the
extent of play with peers that participants with high levels of physical
disability experience. This was not sufficiently highlighted within the
current study and therefore further research should be undertaken to
explore how the presence of an adult supporting a child with physical
disabilities can impact upon the play experience and participation of their

peers.

6.9. Study limitations

The study involved six participants with high levels of physical disability due to

Cerebral Palsy, it is therefore not representative of other children with Cerebral

Palsy or other physical disabilities. Although this could be perceived as a

limitation, it is congruent with the philosophy and methodology underpinning the
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study which focuses on a small homogenous population with some transferability
to this population (Smith at el. 2009). The participants were from different
locations in the country and all had different experiences. The participants all had
the similarity of choosing to participate in the research; this would involve both
their parents and themselves actively responding to the invitation to the study. It
is possible the attitude of being able to actively respond to requests within each
of the participants’ families may have influenced their perspective and experience
of play. The experience of play may be different for children within families whose

parents play a less active role to support their engagement.

The study aimed to capture the experience of play for the participants. One
limitation to fully capturing the depth of this experience was in the communication
abilities of the participants’. As the participants have high levels of physical
disability they also had some difficulties with their communication. This meant
that communication often took longer and needed checking and clarification
(Cooley Hidecker et al. 2012). The need for clarification throughout the participant
interviews meant that children often did not provide long extensive answers and
their response was often interwoven with clarification from the researcher. This
impacted the analysis process in being able to understand the flow of each child’s
experience and being able to quote participant’s views which may have been
clarified across several sentences. In order to try to address difficulties with
communication the researcher was careful to provide as much space as possible
for participant responses, this improved as the interviews went on and the
research became more accustomed to each child’s communication style. In order
to reach a sufficient level of depth the study design meant that each child was
interviewed on three occasions. Although this did enable a level of depth to be
reached with each participant, the differences between participants
communication abilities did highlight the limitation this provided for the study. For
example, further exploration and depth was reached with participants, such as

Jess, who had better communication abilities.

The interviews provided rich data and much of this data was collected following
discussion about a play experience that the children had just videoed.
Additionally, the children also discussed experiences of play that had occurred in
the past. Itis possible that this may have skewed the children’s perception of their

experience in recalling it retrospectively. On the other hand, the consistency of
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participants’ experiences between their discussion of play experiences they had
just videoed and discussion of play experiences in the past would suggest that

this was not the case.

As discussed within the methods chapter (4) the findings highlighted important
comparisons between children’s participation in their videos of their play
experiences and their discussion of their experience within their interviews. This
led to the researcher requesting and gaining retrospective consent from each of
the children for the use of their play videos in contributing to the analysis. In future
studies exploring the experience of play with children it is recommended that if
using this approach consent for the use of videos is sought at the start of the
study prior to initial ethical approval. It was a limitation within this study as the
participants may have felt coerced to provide retrospective consent which would
be detrimental to their wellbeing. Despite this, all the participants readily
completed the additional consent forms, suggesting that they did not perceive this

as a problem.

6.10. Reflexive account

The process of synthesising the findings and reading in relation to the concepts
raised has been both challenging and rewarding. The huge volume of literature
which could in some ways be applied to the study’s findings is at times
overwhelming. It was important for me to be able to find concepts which were
relevant and then use these as a foundation for the discussion. The reading
around embodiment made a lot of sense in enabling me to understand how
children expanded their perception of self in a way that enabled an embodied
freedom, choice and control. | found that as | wrote about embodiment and the
concepts of Merleau-Ponty (1945) and Heidegger (1927) and based my thinking
within the context of a person embodied in their interaction with the world this
enabled a deeper understanding and framework which was helpful for the

creation of discussion in the rest of the chapter.

| was speaking to a group of friends about my research when someone
mentioned the concept of mirror neurons and asked if | had looked at that in
relation to my research. At that point it was not a perspective that | had considered

and the possibility of it intrigued me. With my master’s research still relatively
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fresh in my mind, in which parents of children with Cerebral Palsy discussed their
children participating in vicarious play, together with the findings of this study,
where children state participation as an observer; | was interested in the
applicability of the neuroscience research to my findings. | have only explored
this briefly within this chapter but it appears that the concept of mirror neurons
firing when one observes or imagines an activity that this could link to the
experience of embodiment that children describe in so much detail within their
interviews. | was pleased to have had the conversation and the challenge to

consider other fields of research in relation to my findings.

Once | had written about embodiment | found that this closely linked to the
development of self and the idea of creating an identity that one can portray to
others. In reading Erikson’s works | found that the focus upon a Freudian
approach was difficult at first to fully understand. | felt offended by some of the
references to culture and experience which appeared to be racist in their nature.
| was able to overcome this by reflecting on the date of the writings and through
the preface of Erikson’s work in which he discusses the changes that have
occurred since the time of his writing. | felt that | used the broad ideas of identity
development rather than specifics from Erikson’s theory, but | feel that this
represents the way in which identity theory continues to be based upon but has

also progressed from this original work.

When writing about doing, becoming and belonging | felt an easy flow within my
words in the sense that | am often talking about the importance of occupation
both as a clinician and when explaining my job to people around me. | often find
that when someone talks about how doing an activity has been helpful to them |
tell them about the importance of occupation for health and wellbeing and the
impact that this can have in our lives. This appears to be the case for children
within the findings and | wanted to be able to represent their perspective of doing
which perhaps looks different to what they may be perceived as doing. This came
back to the challenge | experienced in observing the children as appearing to be
static within their play when actually they were able to give a detailed and
apparently embodied account of their experience. | wanted to be able to
demonstrate how the participants were able to reach their right for participation
within the occupation of play, even if this doesn’t look the same as their typically

developing peers.
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7. Conclusions

7.1. Introduction

This research study has addressed the experience of play for children with high
levels of physical disability due to Cerebral Palsy. The literature review (Chapter
2) highlighted that children with high levels of physical disability are often
underrepresented in research (Malkaw 2009) and that limited research exists
discussing their experience of play (Graham et al. 2017f). As play is a primary
occupation for children (Brooks & Dunford 2014), and all children have a right to

play (UNICEF 1989), the study addressed an important area for research.

The research was based upon a minimal hermeneutic realist ontology and
social constructionist epistemology, both consistent with the methodology of
Interpretative Phenomenological Analysis which was used to inform the
research (Larkin et al. 2006) (see Chapter 3: Methodology). Following
collaboration with research advocates (Graham et al. 2017¢) the research design
was created in a way that enabled in-depth discussion of play experience by each
of the participants (see Chapter 4. Methods). Six children age 6-11 participated
in the research. They each participated in three interviews in which they
discussed their play experience. The participants had the opportunity to be
videoed playing for ten minutes so that the video could be played back and
discussed during their interview. All the children were able to use visual methods
to help the discussion of their play experience, this included showing their toys

and drawing their play experience.

During the process of participant interviews transcription and data analysis
began. The findings of the study are presented in chapter 5. These highlight three
superordinate themes- that children experience making choices and controlling
play, that there are times when they participate in play differently to their peers
and that connecting with others in play was important to their experience. These
findings are then discussed in relation to Wilcock’s (1998) theory of occupation
and health (see Chapter 6: Discussion). They suggest that children may
experience doing, being, belonging and becoming in play in a way that appears
to be different to their typically developing peers. This has not been previously
captured within the research literature and presents important implications for the

children, their carers and professionals.

231



7.2. Contributions to knowledge

This research study has made several unique contributions to knowledge. It
highlighted that participants with high levels of physical disability due to
Cerebral Palsy experienced a fluctuation in their lifeworld between
themselves with a physical disability and a new spatiality of an imagined
self without a physical disability. This appeared to be important to the
participants development of identity and sense of self. Participants appeared to
re-frame the parameters of concepts such as ‘success’ in order that they
experienced a full sense of participation. Carers and professionals should
provide opportunities for children to explore their sense of self and their identity

particularly with regards to their physical disability.

The findings suggest that participants experienced their equipment as
embodied when they were discussing their play experience. This is a concept
which is considered within adult research literature, however, the current study
appears to be the first to discuss embodiment of equipment for children.
Therapists should consider this in relation to the provision of early mobility and

the opportunity for exploration and participation this can enable.

Children participating in the study appeared to experience participation in play
through watching, commenting and teaching. Although this has been
highlighted to some extent within other studies (Graham et al. 2015, Tamm &
Skar 2000) the current study provides further support for the opportunity for
children to be engaged and participating in occupation despite having limited
physical participation. Children with high levels of physical disability may choose
to participate in play in this way and this should therefore be recognised by

parents and carers as a possible component of the experience of play.

Seemingly, children with high levels of physical disability appear to experience
extreme emotion within play. It is currently unclear whether this experience is
unique to children with high levels of physical disability and future research
should explore this further. It is important that this experience is recognised as
part of negotiation of identity and expression of possible frustration and a

heightened sense of success because of children’s physical disability.

The vista play experience of the children within the current research provides

a new type of play which is currently not explored in the literature. This suggests
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that children can participate in doing play themselves through the embodiment
of a helper, despite having physical facilitation and support. The discussion
(Chapter 6) has highlighted the importance of creating the opportunity for an
embodied unit where the child and their helper can read and respond to the

cues of each other in order to enable more of an experience of vista play.

Finally, the study has highlighted the importance of experiencing belonging
and connection in play for children with high levels of physical disability due to
Cerebral Palsy. Children appeared to experience a greater sense of belonging
than their social world may anticipate. This highlights an important area which
needs recognition both in health care practice, and from parents with regards to
children’s own experience of belonging. It is unclear whether the strategies
children developed, such as using their communication skills and as sense of
humour, are unique to children with high levels of physical disability or are
common among all their typically developing peers. Further research is needed
to explore the strategies children with high levels of physical disability use to

pursue and experience a sense of belonging and connection in play.

7.3. Dissemination of the project

During the completion of this research two journal articles have been accepted
for publication. A practice analysis discussing the process of using advocates to
inform research design was accepted for the British Journal of Occupational
Therapy (Graham et al. 2017¢e). A Systematic Thematic Synthesis of research
addressing the experience of play for children with physical disabilities was
accepted for publication in the Child: Health, Care and Development Journal
(Graham et al. 2017f, appendix 1).

Throughout the research process the study has been presented at several
conferences including: the University of Brighton PhD/ Post Doctorate
conference; the College of Occupational therapists Annual Conference, both in
the form of a seminar (Graham et al. 2016a) and a poster (Graham et al. 2017a,
appendix 16); as two posters at the European Academy of Childhood Disability
Conference (Graham et al. 2016b, appendix 2, Graham et al. 2017b, appendix
16); also, as both a visual media presentation (Graham et al. 2017c, see enclosed
DVD) and as an oral presentation at the International Play Association
Conference (Graham et al. 2017d).
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The analysis processes was presented and discussed with individuals at the IPA
London network group. Feedback was that a sufficient level of depth was reached

within analysis. The analysis example is seen within appendix 14.

The study findings are applicable both to occupational therapists and other
healthcare professionals working with children with high levels of physical
disability. Therefore, further dissemination within child development journals will

be sought.

7.4. Summary

This thesis has highlighted several contributions to knowledge including the
concept of vista play, the experience of embodying a helper, participation in play
through watching and the fluctuating lifeworld that children with high level of
physical disability experience. This raises a need for further research to take
place and practice implications to be carried out in order to recognise the
participation in play of children with high levels of physical disability due to
Cerebral Palsy.

7.5. Concluding reflexive summary

In summarising the findings of this research | was confident of the contribution to
knowledge that it has made. | finished this chapter just after presenting at the
International Play Association conference (Graham et al. 2017d); | was pleased
with the feedback that | received there and the opportunity to share my research
with key authors in the field. | have also presented my findings to therapists at a
school for children and young people with Cerebral Palsy and received good
feedback as to how the findings could impact upon the therapists practice. This
was important to me and | was pleased that the findings presented new
information that they could become aware of and implement with the children,

young people and parents they work with.

In attempting to explain what writing a PhD involved to my five-year-old Godson
| told him | was writing something very long, about 300 pages. He quickly
exclaimed ‘300 pages! That is like driving from here all the way to India!’ Indeed,
there have been times when the process of this research has felt like a very long
journey, but it has been a journey which has felt interesting, challenging and

rewarding.

234



8. References

Ahonen-Eerikainen H., Lamont A. & Knox R. (2008) Rehabilitation for children with
Cerebral Palsy: seeing through the looking glass - enhancing participation and restoring
self-image through the virtual music instrument. International Journal of Psychosocial
Rehabilitation. 12 (2): 41-66.

Anderson, E.G. (1968) Theories of children’s play. Australian Occupational Therapy
Journal. April-dune: 22-34.

Ashworth, P. (2008) Conceptual foundations of qualitative psychology. In: Smith, J.A. (ed.)
Qualitative Psychology: A Practical Guide to Research Methods (Second edition). London:
Sage Publications, pp.26-53.

Barnett, L.A. (2013) Children’s perceptions of their play: scale development and validation.
Child Development Research. 1-18.

Bayne, T. (2008) The phenomenology of agency. Philosophy Compass. 3(1):182-202.

Bekken, W. (2014) ‘1 want them to see that | feel normal’: three children’s experiences from
attending consultations in paediatric rehabilitation. Disability & Society. 29(5): 778-791.

Benner, P. (2000) The roles of embodiment, emotion and lifeworld for rationality and
agency in nursing practice. Nursing Philosophy. 1:5-19.

Bennett, S. & Bennett, J.W. (2000) The process of evidence-based practice in occupational
therapy: Informing clinical decisions. Australian Occupational Therapy Journal. 47:171-180.

Berger, P.L. & Luckmann, T. (1967) The social construction of reality; a treatise in the
sociology of knowledge. Harmondsworth: Penguin.

Berkhout, L., Bakkers, H., Hoekman, J. & Goorhuis Brouwer, S.M. (2013) Observing free
play in classrooms with an instrument based on video analysis. Early Child Development
and Care. 183(1):125-136.

Biggerstaff, D.L. & Thompson, A.R. (2008) Interpretative phenomenological analysis (IPA):
a qualitative methodology of choice in healthcare research. Qualitative Research in
Psychology. 5(3):173-183.

Birk, M.V., Mandryk, R.L., Miller, M.K. & Gerling, K.M. (2015) How self-esteem shapes our
interactions with play technologies. In: The ACM SIGCHI Annual Symposium on Computer-
Human Interaction in Play (CHI PLAY), 5-7 October 2015, London.

Bjorbaekmo, W.S. & Mengshoel, A.M. (2016) “A touch of physiotherapy” — the significance
and meaning of touch in the practice of physiotherapy. Physiotherapy Theory and Practice.
32(1):10-19.

Blanchard, Y. & @berg G.K. (2015) Physical therapy with newborns and infants: applying
concepts of phenomenology and synactive theory to guide interventions. Physiotherapy
Theory and Practice. 31(6):377-381.

Bohanek, J.G., Marin, K.A., Fivush, R. & Duke, M.P. (2006) Family narrative interaction and
children’s sense of self. Family Process. 45(1):40-54.

Bowling, A. (2009) Research methods in health: investigating health and health sciences.
Maidenhead: Open University Press.

Brocki J.M. & Wearden A.J. (2006) A critical evaluation of the use of interpretative
phenomenological analysis (IPA) in health psychology. Psychology and Health. 21(1):87-
108.

Brooks, R. & Dunford, C. (2014) Play. In: Bryant, W., Fieldhouse, J. & Bannigan, K. (eds)
Creek’s occupational therapy and mental health (fifth edition). London: Churchill
Livingstone Elsevier, pp. 277-293.

235



Bruce, T. (2011) Cultivating creativity for babies, toddlers and young children (second
edition). Oxford: Hodder Education.

Buchanan, M. & Cooney, M. (2000) Play at home, play in the classroom:
parent/professional partnerships in supporting child play. Young Exceptional Children.
3(4):9-15.

Buchanan, M., & Giovacco Johnson, T. (2009) A second look at the play of young children
with disabilities. American Journal of Play. 2(1):41-59.

Buhrmann, T. & Di Paolo, E. (2017) The sense of agency — a phenomenological
consequence of enacting sensorimotor schemes. Phenomenology and the Cognitive
Sciences. 16:207-236.

Bunniss, S. & Kelly, D.R. (2010) Research paradigms in medical education research.
Medical Education. 44:358-366.

Bundy, A. (2012) Children at play: can | play, too? In: Lane, S.J. & Bundy, A.C. (eds.) Kids
Can Be Kids: A Childhood Occupations Approach. Philadelphia: F.A. Davis Company, pp.
28-43.

Burke J. (2012) 'Some kids climb up; some kids climb down': culturally constructed play-
worlds of children with impairments. Disability & Society. 27(7):965-981.

Burr, V. (2015) Social Constructionism (third edition). East Sussex: Routledge.

Ceglowski, D A. & Bacigalupa, C. (2007) “[I] play a lot”: children's perceptions of child care.
Journal of Research in Childhood Education. 22(2):173-188.

Cerbone, D.R. (2008) Heidegger: A guide for the perplexed. London: Continuum
international publishing group.

Chandler, B. (1997) The Essence of Play: A Child's Occupation. Bethesda: The American
Occupational Therapy Association Inc.

Chantry, J. & Dunford, C. (2010) How do computer assistive technologies enhance
participation in childhood occupations for children with multiple and complex disabilities? A
review of the current literature. British Journal of Occupational Therapy. 73(8):351-365.

Charmaz, K. (2008) Grounded Theory. In: Smith, J.A. (ed.) Qualitative Psychology: A
Practical Guide to Research Methods (Second edition). London: Sage Publications, pp. 81-
110.

Chiarello, L.A., Huntington, A. & Bundy, A. (2006) A comparison of motor behaviors,
interaction and playfulness during mother-child and father-child play with children with
motor delay. Physical & Occupational Therapy in Pediatrics. 26(1/2):129-151.

Childress, D. (2011) Play behaviors of parents and their young children with disabilities.
Topics in Early Childhood Special Education. 31(2):112-120.

Clarke, C. (2009) An introduction to interpretative phenomenological analysis: a useful
approach for occupational therapy research. British Journal of Occupational Therapy.
72(1):37-39.

Clarke, M.T. & Kirton, A. (2003) Patterns of interaction between children with physical
disabilities using augmentative and alternative communication and their peers. Child
Language Teaching and Therapy. 19(2):135-151.

Cohen, D. (2006) The development of play (third edition). London: Routledge.

College of Occupational Therapists (2010) Code of Ethics and Professional Conduct,
revised edition. London: College of Occupational Therapists.

Connors, C. & Stalker, K. (2007) Children’s experiences of disability: pointers to a social
model of childhood disability. Disability & Society. 22(1):19-33.

236



Coole, D. (2005) Rethinking agency: A phenomenological approach to embodiment and
agentic capacities. Political Studies. 53(1):124-142.

Cooley Hidecker, M.J., Ho, T.N., Dodge, N., Hurvitz, E.A., Kent, R.D., Lenski, M.,
Messaros, B.M., Paneth, N., Vander Beek, S.B., Workinger, M.S. & Rosenbaum, P. (2012)
Inter-relationships of functional status in Cerebral Palsy: analyzing gross motor function,
manual ability, and communication function classification systems in children.
Developmental Medicine and Child Neurology. 54(8):737-742.

Copley, J. (2017) Understanding leisure preferences of young people with Cerebral Palsy.
Developmental Medicine & Child Neurology. 59:343-354.

Creswell, J.W. (2007) Qualitative Inquiry and Research Design: Choosing among five
approaches (second edition). London: Sage.

Crist, J.D., & Tanner, C.A. (2003) Interpretation/ analysis methods in hermeneuitic
interpretive phenomenology. Nursing Research. 52(3):202-205.

Cronin-Davis J., Butler A. & Mayers C.A. (2009) Occupational therapy and interpretative
phenomenological analysis: comparable research companions? British Journal of
Occupational Therapy. 72(8):332-338.

Crook, M.A. (2003) The Caldicott report and patient confidentiality. Journal of Clinical
Pathololgy. 56(6):426—428.

Crotty, M. (2003) The foundations of social research: meaning and perspective in the
research process (second edition). London: Sage publications Itd.

Csikszentmihalyi, M. (1975) Beyond boredom and anxiety. San Francisco,CA:Jossey-Bass.

Csikszentmihalyi, M. & Bennett, S. (1971) An exploratory model of play. American
Anthropologist. 73:45-58.

Csikszentmihalyi, M. & LeFevre, J. (1989) Optimal experience in work and leisure. Journal
of Personality and Social Psychology. 56(5):815-822.

Curran, T. (2013) Disabled children’s childhood studies: alternative relations and forms of
authority? In: Curran, T. & Runswick-Cole, K. (eds) Disabled Children's Childhood Studies:
Critical Approaches in a Global Context. London: Palgrave MacMillan.

Curran, T. & Runswick-Cole, K. (2014) Disabled children’s childhood studies: a distinct
approach? Disability & Society. 29(10):1617-1630.

Dattilo, J., Estrella, G., Estrella, L.J. & Light, J. (2008) “I have chosen to live life
abundantly”: Perceptions of leisure by adults who use augmentative and alternative
communication. Augmentative and Alternative Communication. 24(1):16-28.

De Franga, D.X. (2008) Chapter 2: From a Sense of Self to Understanding Relations
Between Social Groups. In: Vala, J., Waldzus,S. & Calheiros, M.M. (eds) The Social
Developmental Construction of Violence and Intergroup Conflict. London: Springer
International Publishing, pp. 35-53.

Dean, G.D., Smith, J.A., & Payne, S (2006) Low back pain: exploring the meaning of
exercise management through interpretive phenomenological analysis (IPA). In: Finlay, L.
& Ballinger, C. (eds.) Qualitative Research for Allied Health Professionals: Challenging
Choices. London: John Wiley & Sons Ltd, pp. 139-155.

Demijén, Z. (2016) Laughing at cancer: Humour, empowerment, solidarity and coping
online. Journal of Pragmatics. 101:18-30.

Di Pellegrino, G., Fadiga, L., Fogassi, L., Gallese, V. & Rizzolatti, G. (1992) Understanding
motor events: A neurophysiological study. Experimental Brain Research. 91:176-180.

237



Doble, D.E. & Santha, J.C. (2008) Occupational well-being: Rethinking occupational
therapy outcomes. Canadian Journal of Occupational Therapy. 75(3):184-190.

Dunbar, S.B. (2007) Occupational therapy models for intervention with children and
families. Thorofare: Slack Incorporated.

Duncan, E. & Nicol, M.M. (2004) Subtle realism and occupational therapy: An alternative
approach to knowledge generation and evaluation. British Journal of Occupational Therapy.
67(10):453-456.

Dunford, C. & Bannigan, K. (2011) Children and young people’s occupations health and
well being: A manifesto for developing the evidence base. World Federation of
Occupational Therapy Bulletin. 64(1):46-52.

Dunford, C., Rathmell, S. & Bannigan, K. (2016) Learning to ride a bike: Developing a
therapeutic intervention. Children Young People & Families Occupational Therapy Journal,
20(1):10-18.

Dunford, C. (2010) Linking theory and practice: Cognition and occupational therapy.
International Journal of Disability, Development and Education. 57(2):221-224.

Durocher, E., Gibson, B.E. & Rappolt, S. (2014) Occupational justice: A conceptual review.
Journal of Occupational Science. 21(4):418-430.

Eatough, V. & Smith, J.A. (2006) ‘| was like a wild wild person’: Understanding feelings of
anger using interpretative phenomenological analysis. British Journal of Psychology. 97(4):
483-498.

Egilson, S. T. & Traustadottir, R. (2009) Participation of students with physical disabilities in
the school environment. The American journal of occupational therapy. 63(3):264-272.

Eisele, G. & Howard, J. (2012) Exploring the presence of characteristics associated with
play within the ritual repetitive behaviour of autistic children. International Journal of Play.
1(2):139-150.

Equality Act 2010, c.15. London: The Stationary Office.

Eliasson A.C., Krumlinde-Sundholm L., Rdsblad B., Beckung E., Arner M., Ohrvall A.M. &
Rosenbaum P. (2006) The Manual Ability Classification System (MACS) for children with
Cerebral Palsy: scale development and evidence of validity and reliability. Developmental
Medicine and Child Neurology. 48(7):549-554.

Erikson, E. (1950) Childhood and society. Middlesex: Penguin books Ltd.
Erikson, E. (1959) Identity and the life cycle. London: W.W. Norton & Company Ltd.

Ferland, F. (1997) Play, children with physical disabilities and occupational therapy. The
ludic model. Translated by P. Aronoff & H. Scott. Ottawa: University of Ottawa Press.

Finlay, L. (2009) Debating phenomenological research methods. Phenomenology and
Practice. 3(1):6-25.

Finlay, L. & Ballinger, C. (2006) Qualitative research for allied health professionals:
challenging choices. London: John Wiley & Sons, Ltd.

Fisher, K.R., Hirsh-Pasek, K., Golinkoff, R.M. & Gryfe, S.G. (2008) Conceptual split?
parents' and experts' perceptions of play in the 21st century. Journal of Applied
Developmental Psychology. 29:305-316.

Fletcher, A.J. (2016) Applying critical realism in qualitative research: methodology meets
method. International Journal of Social Research Methodology. 20(2):181-194.

Froebel, F. (1826) The education of man. Translated from German by W.N. Hailmann
(2005), New York: Dover Publications Inc.

238



Frost, J.L. (2010) A history of children’s play and play environments: toward a
contemporary child-saving movement. Oxford: Routledge.

Gadamer H.G. (1960). Truth and method. Translated from German by J. Weinsheimer
(1989), New York: Continuum Books.

Gcaza, S. & Lorenzo, T. (2008) Discovering the barriers that stop children with disabilities
from being children: The impact of lack of access to mobility devices a human rights
perspective. South African Journal of Occupational Therapy. 38(1):16-21.

Gelven, M. (1970) A commentary on Heidegger’s being and time. New York: Harper & Row
Publishers Inc.

Ginsburg, K.R. (2007) The importance of play in promoting healthy child development and
maintaining strong parent-child bonds. Pediatrics. 119(1):182-191

Giorgi, A. & Giorgi B (2008) Phenomenology. In: Smith, J.A. (ed.) Qualitative Psychology: A
Practical Guide to Research Methods (Second edition). London: Sage Publications, pp.26-
52.

Giulia, G., Noel, J.P., Canzoneri, E., Blanke, O. & Serino, A. (2015) The wheelchair as a
full-body tool extending the peripersonal space. Frontiers in psychology. 6(639):1-11.

Gmitrova, K., Podhajecka, M. & Gmitrov, J. (2009) Children’s play preferences: implications
for the preschool education. Early Child Development and Care. 179(3):339-351.

Goering, S. (2015) Rethinking disability: the social model of disability and chronic disease.
Current Reviews in Musculoskeletal Medicine. 8(2):134-138.

Goldstein, J. (2012) Play in children’s development, health and well-being. Brussels: Toy
Industries Europe.

Goodley, D. & Runswick-Cole, K. (2010) Emancipating play: dis/ abled children,
development and deconstruction. Disability & Society. 25(4):499-512.

Goncl, A. & Perone, A. (2005) Pretend Play as a Life-span Activity. Topoi. 24(2):137-147.

Gougoux F., Zatorre R.J., Lassonde M., Voss P. & Lepore F. (2005) A functional
neuroimaging study of sound localization in early-blind individuals. Public Library of
Science Biology. 3(2):324-333.

Graham, N., Mandy, A., Clarke, C. & Morriss-Roberts, C. (2017a) The experience of play
for 6-12 year olds with high levels of physical disability due to Cerebral Palsy: An
Interpretative Phenomenological Analysis. Poster presented at: 29th Annual European
Academy of Childhood Disability Meeting, Amsterdam.

Graham, N., Mandy, A., Clarke, C. & Morriss-Roberts, C. (2017b) The experience of play
for 6-12 year olds with high levels of physical disability due to Cerebral Palsy: An
Interpretative Phenomenological Analysis. Poster presented at: College of Occupational
Therapy Annual Conference 2017, Brighton, England.

Graham, N., Mandy, A., Clarke, C. & Morriss-Roberts, C. (2017c) Giving voice- recognising
play participation for children with high levels of physical disability. Visual media
presentation at: 20th Triennial International Play Association Conference, September,
Calgary.

Graham, N., Mandy, A., Clarke, C. & Morriss-Roberts, C. (2017d) The experience of play
for 6-12 year olds with high levels of physical disability. Oral presentation at: 20th Triennial
International Play Association Conference, September, Calgary.

Graham, N., Mandy, A., Clarke, C. & Morriss-Roberts, C., (2017e) Using children and
young people as advocates to inform research design. British Journal of Occupational
Therapy, October:1-5. DOI: 10.1177/0308022617725491

239



Graham, N., Mandy, A., Clarke, C. & Sellers, D. (2016a) Initial findings- the experience of
play of 6-12 year olds with Cerebral Palsy. Oral presentation at: College of Occupational
Therapy Annual Conference 2016, Harrogate, England.

Graham, N., Mandy, A., Clarke, C. & Sellers, D. (2016b) Engaging children and adults as
study advocates when designing research. Poster presented at: 28" Annual European
Academy of Childhood Disability Meeting, Stockholm.

Graham, N., Nye, C., Mandy, A., Clarke, C. & Morriss-Roberts, C. (2017f) The meaning of
play for children and young people with physical disabilities: A systematic thematic
synthesis. Child: Health, Care and Development. September:1-10.

DOI: 10.1111/cch.12509.

Graham, N., Truman, J. & Holgate, H. (2014) An exploratory study: expanding the concept
of play for children with severe Cerebral Palsy. British Journal of Occupational Therapy.
77(7):358-365.

Graham, N.E., Truman, J. & Holgate., H. (2015) Parents' understanding of play for children
with Cerebral Palsy. The American Journal of Occupational Therapy. 69(3):1-9.

Gray, D.E. (2009) Doing research in the real world (second edition). London: Sage
publications Ltd.

Gray, P. (2013) Play as preparation for learning and life. American Journal of Play.
5(3):271-292.

Gutiérrez, P. (2013) Vicarious play and the paradox of the video game movie: a central
question for media education. Screen education. 71: 38-43.

Hammell, K.W. (2004) Dimensions of meaning in the occupations of daily life. Canadian
Journal of Occupational Therapy, 71(5):296-305.

Hammersley, M. (1992) Ethnography and realism. In: Hammersley, M. What's wrong with
ethnography? Methodological explorations. London: Routledge. p43-56.

Harcourt, D. (2011) An encounter with children: seeking meaning and understanding about
childhood. European Early Childhood Education Research Journal. 19(3):331-343.

Harkness, L. & Bundy, A. (2001) The test of playfulness and children with physical
disabilities. The Occupational Therapy Journal of Research. 21(2):73-89.

Hart, A., Gagnon, E., Eryigit-Madzwamuse, S., Cameron, J., Aranda, K., Rathbone, A. &
Heaver, B. (2016) Uniting resilience research and practice with an inequalities approach.
SAGE Open. October-December: 1-13.

Hart, A., Blincow, D. & Thomas, H. (2008) Resilient therapy: strategic therapeutic
engagement with children in crisis. Child Care in Practice. 14(2):131-145.

Hartup, W.W. & Stevens, N. (1997) Friendships and adaptation in the life course.
Psychological Bulletin. 121(3): 355-370.

Hayashi, R. & Frost, C.J. (2006) Being, belonging, and becoming. Journal of Social Work in
Disability & Rehabilitation. 4(4):39-56.

Heah, T., Case, T., McGuire, B. & Law, M. (2007) Successful participation: The lived
experience among children with disabilities. Canadian Journal of Occupational Therapy.
74(1):38-47.

Heidegger, M. (1927) Being and Time. Translated from German (seventh edition) by J.
Macquarrie, and E. Robinson (1962), Oxford: Basil Blackwell.

Heidegger, M. (1925) History of the concept of time. Translated from German by T. Kisiel.
(1985), Indiana: Indiana University Press.

240



Henricks, T.S. (2015) Play as self-realization—toward a general theory of play. In: Johnson,
J.E., Eberle, S.G., Henricks, T.S. & Kuschner, D. (eds.) Handbook of the Study of Play
London: Rowman and Littlefield, pp.1-15.

Hinojosa, J., & Blount, M. L. (eds.) (2014) Texture of life: Occupation and related activities
(fourth edition). Bethesda, MD: AOTA Press.

Holmes, P. & Calmels, H. (2008) A neuroscientific review of imagery and observation use
in sport. Journal of Motor Behavior. 40(5):433-445.

Howard, J. (2002) Eliciting young children’s perceptions of play, work and learning using
the activity apperception story procedure. Early Child Development and Care. 127(5):489-
502.

Howard, J., Jenvey, V. & Hill, C. (2006) Children’s categorisation of play and learning
based on social context. Early Child Development and Care. 176(3-4):379-393.

Huizinga, J. (1944) Homo Ludens: A study of the play-element in culture. Translated from
German by Routledge and Kegan Paul Ltd (1949), London: Routledge and Kegan Paul Ltd.

Hurley, J.C., Underwood, M.K. (2002) Children’s understanding of their research rights
before and after debriefing: informed assent, confidentiality, and stopping participation.
Child Development. 73(1):132-143.

Husserl, E. (1927) Phenomenology, In: Encyclopaedia Britannica, 14th ed. Vol 17: 699-702.

Hutton, D. (2008) Play. In: Creek J. & Lougher, L. (2008) (eds.) Occupational therapy and
mental health (fourth edition). London: Churchill Livingstone Elsevier, p.354-356.

Imms, C. (2008) Children with Cerebral Palsy participate: A review of the literature.
Disability and Rehabilitation, 30(24): 1867-1884.

Imms, C., King G., Majnemer A., Avery, L., Chiarello, L. Palisano, R., Orlin, M. & Law, M.
(2017) Leisure participation—preference congruence of children with Cerebral Palsy in
Canada and Australia: A children’s assessment of participation and enjoyment international
network descriptive study. Developmental Medicine and Child Neurology. 59(4):380-87.

Isaacs, S. (1933) Social Development in Young Children. London:Routledge & Kegan Paul.

Jung, J. & Recchia, S. (2013) Scaffolding infants’ play through empowering and
individualizing teaching practices. Early Education and Development. 24(6):829-850.

Kangas, S., Maatta, K. & Uusiautti, S. (2012) Alone and in a group: ethnographic research
on autistic children's play. International Journal of Play. 1(1):37-50.

Kehily, M. (2009) An introduction to childhood studies (second edition). Maidenhead:
McGraw Hill Education.

Kellet, M. (2005) Children as active researchers: a new research paradigm for the 21st
century? Southampton: ESRC National Centre for Research Methods.

King G., Petrenchik T., Law M. & Hurley P. (2009) The enjoyment of formal and informal
recreation and leisure activities: a comparison of school aged children with and without
physical disabilities. International Journal of Disability Development and Education. 56(2):
109-130.

King, N.R. (1979) Play: The kindergartners’ perspective. The Elementary School Journal.
80(2):80-87.

King, P. & Howard, J. (2014) Children’s perceptions of choice in relation to their play at
home, in the school playground and at the out-of-school club. Children and Society.
28(2):116-127.

King’'s Cross Church (2015) Windows on the cross. Available at:
http://kxc.org.uk/series/windows-on-the-cross/ [Accessed November 2015]

241



Knight, S. (2013) Forest school and outdoor learning in the early years. London: Sage
publications.

Knox, S. (2008) Development and current use of the Revised Knox Preschool Play Scale.
In: Parham, L.D. & Fazio, L.S. (eds.) Play in occupational therapy for children (second
edition). Missouri: Mosby Elsevier, pp. 53-71.

Kolehmainen, N., Francis, J.J., Ramsay, C.R., Owen, C., McKee, L., Ketelaar, M. &
Rosenbaum, P. (2011) Participation in physical play and leisure: developing a theory- and
evidence-based intervention for children with motor impairments. BMC Pediatrics.
11(100):1-8.

Kramer, C.L. (2009) Self-Initiated play and socialisation in children with CP: implications for
dance/ movement therapy. MSc dissertation, Philadelphia: Drexel University.

Kuiper, N.A. (2012) Humor and resiliency: Towards a process model of coping and growth.
Europe's Journal of Psychology. 8(3):475-491.

Langmead, S. (2012) Count me in scholarship: Investigate international best practices in
early powered mobility so that this knowledge can inform and shape use of the intervention
in Western Australia. Western Australia: Disability Services Commission.

Larkin, M., Eatough, V. & Osborn, M. (2011) Interpretative phenomenological analysis and
embodied, active, situated cognition. Theory & Psychology. 1-20.

Larkin, M., Watts, S. & Clifton, E. (2006) Giving voice and making sense in interpretative
phenomenological analysis. Qualitative Research in Psychology. 3(2):102-120.

Lauruschkus, K., Nordmark, E. & Hallstrom, 1. (2015) “It is fun, but ...” Children with
Cerebral Palsy and their experiences of participation in physical activities. Disability and
Rehabilitation. 37(4):283-289.

Lavoie, J., Pereira, L.C. &Talwar, P. (2016) Children's physical resilience outcomes: meta-
analysis of vulnerability and protective factors. Journal of Pediatric nursing. 31(6):701-711.

Law M., King G., King S., Kertoy M., Jurley P., Rosenbaum P., Young N. & Hanna S.
(2006) Patterns of participation in recreational and leisure activities among children with
complex physical disabilities. Developmental Medicine and Child Neurology. 48(5):337-342.

Lawlor, K., Mihaylov, S., Welsh, B., Jarvis, S. & Colver, A. (2006) A qualitative study of the
physical, social and attitudinal environments influencing the participation of children with
Cerebral Palsy in northeast England. Pediatric Rehabilitation. 9(3): 219-228.

Lemerise, E.A. & Arsenio, W.F. (2000) An integrated model of emotion processes and
cognition in social information processing. Child Development. 71(1):107-118.

Leonard, V. W. (1994) A Heideggerian phenomenological perspective on the concept of
person. In: P. Benner (ed.) Interpretative phenomenology: embodiment, caring and ethics
in health and illness. London: Sage Publications

Lester, S. & Russell, W. (2008) The importance of play in children’s lives. London: Play
England.

Lester, S. & Russell, W. (2014) Children’s right to play In: Brooker, L., Blaise, M. &
Edwards, S. (eds.) Play and learning in early childhood. Sage: London, pp.294-305.

Lindsay,S. & McPherson, A.C. (2012) Experiences of social exclusion and bullying at
school among children and youth with Cerebral Palsy. Disability and Rehabilitation.
34(2):101-109.

Loja, E., Costa, M.E., Hughes, B. & Menezes, |. (2013) Disability, embodiment and
ableism: stories of resistance. Disability and Society. 28(2):190-203.

242



Long,T. & Johnson, M. (2000) Rigour, reliability and validity in qualitative research. Clinical
Effectiveness in Nursing. 4(1):30-37.

Lundby, E. (2013) “You can’t buy friends, but ... ” children’s perception of consumption and
friendship. Young consumers. 14(4):360-374.

Majnemer, A., Shevell, M., Law, M., Poulin, C. & Rosenbaum, P. (2010) Level of motivation
in mastering challenging tasks in children with Cerebral Palsy. Developmental Medicine &
Child Neurology. 52(12):1120-1126.

Malkaw, S.H. (2009) Participation in play activities of children with Cerebral Palsy. PhD,
Kentucky: University of Kentucky.

Martin, R. Kuiper, N.A. (2016) Three Decades Investigating Humor and Laughter: An
interview with professor Rod Martin. Europe’s Journal of Psychology. 12(3):498-512.

Masten, A. (2001) Ordinary magic: resilience processes in development. American
Psychologist. 56(3):227-238.

Masten, A., Best, K.M. & Garmezy, N. (1991) Resilience and development: Contributions
from the study of children who overcome adversity. Development and Psychopathology.
2(4):425-444.

Matthews, A. & Rix, J. (2013) Early intervention: parental involvement, child agency and
participation in creative play. Early Years: An International Research Journal. 33(3):239-
251.

Maxwell, J.A. (2012) A realist approach for qualitative research. London: Sage.

Mclnnes, K., Howard, J., Miles, G.E. & Croley, K. (2009) Behavioural differences exhibited
by children when practising a task under formal and playful conditions. Educational & Child
Psychology. 26(2):31-39.

McLaughlin, H. (2010) Keeping service user involvement in research honest. British Journal
of Social Work. 40(5):1591-1608.

McLean, D.D. & Hurd, A.R. (2011) Kraus' recreation and leisure in modern society (nineth
edition). London: Jones & Bartlett learning.

Merleau-Ponty, M. (1945) Phenomenology of Perception. Translated by C. Smith (1962),
London: Routledge.

Michelman, S.S. (1974) Play and the deficit child. In: Reilly, M. (ed.) Play as exploratory
learning: studies of curiosity behaviour. London: Sage, pp.157-208.

Miller, S. & Reid, D. (2003) Doing play: competency, control, and expression.
Cyberpsychology & Behavior. 6(6):623-32.

Minogue, V., Boness, J., Brown, A. & Girdlestone, J. (2005) The impact of service user
involvement in research. International Journal of Health Care Quality Assurance. 18(2):103-
11.

Missiuna, C. & Pollock, N. (1991) Play deprivation in children with physical disabilities: The
role of the occupational therapist in preventing secondary disability. The American Journal
of Occupational Therapy. 45(10):882-888.

Molineux, M. (2004) Occupation for occupational therapists. Oxford: Blackwell Publishing
Ltd.

Molineux, M. & Baptiste, S. (2011) Emerging occupational therapy practice: building on the
foundations and seizing the opportunities. In: Thew, M., Baptiste, S. & Molineux, M. (eds.)
Role emerging occupational therapy; maximising occupation-focused practice (first edition).
London: Blackwell, pp.3-14.

Montessori, M. (2008) The Montessori method. Radford: Wilder Publications LLC.
243



Mortier, K., Desimpel, L., De Schauwer, E. & Van Hove, G. (2011) ‘| want support, not
comments’: children’s perspectives on supports in their life. Disability & Society. 26(2):207-
221.

Moyles, J. (2010) The excellence of play (third edition). Maidenhead: McGraw-Hill
Education.

Mundhenke, L., Hermansson, L. & Natterlund, B.S. (2010) Experiences of Swedish children
with disabilities: activities and social support in daily life. Scandinavian Journal of
Occupational Therapy. 17(2):130-139.

Murray, M. (2008) Narrative psychology. In: Smith, J.A. (ed.) Qualitative Psychology: A
Practical Guide to Research Methods (Second edition). London: Sage Publications,
pp.-111-132.

Nabors LA. & Badawi M. (1997) Playground interactions for preschool-age children with
special needs. Physical and Occupational Therapy in Pediatrics. 17(3):21-31.

National Institute for Health and Care Excellence (2014) Cerebral Palsy: The diagnosis and
management of Cerebral Palsy scope. NICE Guideline Scope.

National Research Ethics Service (2011) Information Sheets & Consent Forms Guidance
for Researchers & Reviewers. London: Health Research Authority.

Nuffield Council on Bioethics (2015). Children and clinical research: ethical issues. London:
Nuffield Council on Bioethics.

Neumann, E.A. (1971) The Elements of Play. New York: Ardent Media.

Nind, M., Flewitt, R. & Payler, J. (2010) The social experience of early childhood for
children with learning disabilities: inclusion, competence and agency. British Journal of
Sociology of Education. 31(6):653-670.

Novak, I. (2011) Parent experience of implementing effective home programs. Physical &
Occupational Therapy in Pediatrics. 31(2):198-213.

@berg, G.K, Blanchard, Y. & Obstfelder, A. (2013) Therapeutic encounters with preterm
infants: Interaction, posture and movement. Physiotherapy Theory Practice. 30(1):1-5.

Okimoto, A.M., Bundy, A. & Hanzlik, J. (2000) Playfulness in children with and without
disability: Measurement and intervention. American Journal of Occupational Therapy.
54(1):73-82.

Oliver, S., Liabo K., Stewart R. & Rees R. (2014) Public involvement in research: making
sense of the diversity. Journal of Health Services Research and Policy. 20(1):45-51.

Oxford Dictionary (2017) Vista, Online [Accessed 29t March 2017]

Palisano, R. Rosenbaum, P., Bartlett, D. & Livingston, M. (2007) Gross Motor Function
Classification System (GMFCS): Expanded and Revised. Hamilton: CanChild Centre for
Childhood Disability Research, McMaster University.

Palmer, S.B., Summers, J.A., Brotherson, M.J., Erwin, E.J., Maude, S.P., Stroup-Rentier,
V., Wu, H.Y., Peck, N.F., Zheng, Y., Weigel, C.J., Chu, S.Y., McGrath, G.S., Haines, S.J.
(2012) Foundations for self-determination in early childhood: An inclusive model for
children with disabilities. Topics in early childhood. 33(1): 38-47.

Papatheodorou, T. (2010) Being, Belonging and Becoming: some worldviews of early
childhood in contemporary curricula. Forum on public policy. 1-17.

Papadimitriou, C. (2008) Becoming en-wheeled: the situated accomplishment of re-
embodiment as a wheelchair user after spinal cord injury. Disability & Society. 23(7):691-
704.

244



Parham, L.D., & Fazio, L.S. (2008) Play in Occupational Therapy for Children (second
edition). Missouri: Mosby Elsevier.

Parten, M. B. (1932) Social Participation among Preschool Children. Journal of Abnormal
and Social Psychology. 27(3):243-269.

Paterson, K. & Hughes, B. (1999) Disability studies and phenomenology: the carnal politics
of everyday life. Disability & Society. 14(5):597-610.

Peers, L. (2009) Governing bodies: a Foucaultian critique of Paralympic power relations.
Master of Arts, Edmonton: University of Alberta.

Petty, N.J., Thomson, O.P. & Stew, G. (2012) Ready for a paradigm shift? Part 1:
Introducing the philosophy of qualitative research. Manual Therapy. 17(4):267-274.

Piaget, J. (1951) Play, dreams and imitation in Childhood (1st edition). Translated from
French by C. Gattegno and F.M. Hodgson (1962). London: Routelege & Kegan Paul Ltd.

Pfeifer, L.I., Pacciulio, A.M., Abrao dos Santos, C., Licio dos Santos, J. & Stagnitti, K.E.
(2011) Pretend play of children with Cerebral Palsy. Physical & Occupational Therapy in
Pediatrics. Early Online:1-13.

Pluye, P., Robert, E., Cargo, M., Bartlett, G., O’'Cathain, A., Griffiths, F., Boardman, F.,
Gagnon, M.P., & Rousseau, M.C. (2011) Proposal: A mixed methods appraisal tool for
systematic mixed studies reviews. Retrieved on [14" June 2016] from
http://mixedmethodsappraisaltoolpublic.pbworks.com.

Polatajko, H.J., Davis, J., Stewart, D., Cantin, N., Amoroso, B., Purdie, L. & Zimmerman, D.
(2007) Specifying the domain of concern: occupation as core. In: Townsend, E. A. &
Polatajko, H. J. (eds.) Enabling occupation II: Advancing an occupational therapy vision for
health, well-being & justice through occupation. Ottawa, ON: CAOT Publications ACE, pp.
13-36.

Pollock N., Steward D., Law M., Sahagian-Whalen S., Harvey S. & Toal C. (1997) The
meaning of play for young people with physical disabilities. Canadian Journal of
Occupational Therapy. 64(1): 25-31.

Pringle J., Drummond J., McLafferty E. & Hendry C. (2011) Interpretative
phenomenological analysis: a discussion and critique. Nurse Researcher. 18(3):20-24.

Prosen, S. & Vituli¢, H.S. (2017) Children’s emotional expression in the preschool context.
Early Child Development and Care. Jan: 1-9. 10.1080/03004430.2016.1278367

Powrie, B., Kolehmainen, N., Turpin, M., Ziviani, J. & Copley, J. (2015) The meaning of
leisure for children and young people with physical disabilities: a systematic evidence
synthesis. Developmental Medicine and Child Neurology. 57(11):993-1010.

Rajan-Rankin, S. (2014) Self-identity, embodiment and the development of emotional
resilience. British Journal of Social Work. 44(8): 2426—-2442.

Raskin, J.D. (2002) Constructivism in psychology: personal construct psychology, radical
constructivism, and social constructionism. American Communication Journal. 5(3):1-17.

Reilly, M. (1974) Play as exploratory learning: studies of curiosity behaviour. London: Sage.

Rigby, P. Gaik, S. (2007) Stability of playfulness across environmental settings: a pilot
study. Physical and Occupational Therapy in Pediatrics. 27(1):27-43.

Ripat, J. & Becker, P. (2012) Playground usability: What do playground users say?
Occupational Therapy International. 19(3):44-153.

Rochat, P. (2003) Five levels of self-awareness as they unfold early in life. Consciousness
and Cognition. 12(4):717-731.

245



Robinson, S. (2011) What play therapists do within the therapeutic relationship of
humanistic/ non-directive play therapy. Pastoral Care in Education. 29(3):207-220.

Rogers, S. & Evans, J. (2006) Playing the game? Exploring role play from children's
perspectives. European Early Childhood Education Research Journal. 14(1): 43-55.

Root-Bernstein, M.M. (2014) The creation of imaginary worlds In: Taylor, M. (2014) The
Oxford Handbook of the development of imagination. Oxford: Oxford university press, pp.
417-437.

Rosenbaum, P. & Gorter, J.W. (2012). The ‘F-words’ in childhood disability: | swear this is
how we should think! Child: Care, Health and Development. 38(4):457-463.

Ross, A.M., Bogart, K.R., Logan, S.W., Case, L., Fine, J. & Thompson, H. (2016) Physical
activity participation of disabled children: A systematic review of conceptual and
methodological approaches in health research. Frontiers in public health. 4(187):1-10.

Rubin, K.H., Fein, G. & Vandenberg, B. (1983) Play. In: Mussen, P.H. (series ed.)
Handbook of child psychology (vol. 4) E.M. Hetherington (vol. ed.) Socialization, personality
and social development (4" edition) New York: John Wiley, pp. 693-774.

Ryalls, B.O., Harbourne, R., Kelly-Vance, L., Wickstrom, J., Stergiou, N., & Kyvelidou, A.
(2016) A perceptual motor intervention improves play behavior in children with moderate to
severe Cerebral Palsy. Frontiers in Psychology. 7(643):1-10.

Salmela, M. & Nagatsu, M. (2017) How does it really feel to act together? Shared emotions
and the phenomenology of we-agency. Phenomenology and the cognitive sciences. 16(3):
449-470.

Sandberg, A., Bjérck-Akesson, E. & Granlund, M (2004) Play in retrospection.
Scandinavian Journal of Disability Research. 6(2):111-130.

Sartre, J.P. (1943) Being and Nothingness. Translated from French by Hazel E. Barnes
(1984) New York: Washington Square Press.

Sawadsri, A. (2011) Embodiment in the disabling built-environment: an experience of daily
life. Forum e-journal. 10(June):53-66.

Schembri Lia, E. & Abela, A. (2016) Not broken but strengthened: stories of resilience by
persons with acquired physical disability and their families. Australian and New Zealand
Journal of Family Therapy. 37(3): 400-417.

Schiller, F. (1795) On the aesthetic education of man. Translated from German by R. Snell
(1954). London: George Bell and Sons.

Schiariti, V., Sauve, K., Klassen, A. F., O’Donnell, M., Cieza, A. & Masse, L. (2014) “He
does not see himself as being different”: the perspectives of children and caregivers on
relevant areas of functioning in Cerebral Palsy. Developmental medicine and child
neurology. 56(9):853-61.

Schleiermacher, F. (1998). Hermeneutics and criticism and other writings. Translated from
German by A. Bowie. Cambridge: CUP.

Schwartz, C.E. & Sendor, R.M. (1999) Helping others helps oneself: response shift effects
in peer support. Social Science & Medicine. 48(11):1563-1575.

Scott, W. (2010) Foreword. In: Moyles, J. (ed.) The excellence of play (third edition)
Maidenhead: McGraw-Hill Education, pp. xvii-1.

Sethi, B. (2012) Searching for self in a world of labels. Disability & Society. 27(5):717-722.

Shank, K.H. & Cutchin, M.P. (2010) Transactional occupations of older women aging-in-
place: negotiating change and meaning. Journal of occupational Science. 17(1):4-13.

246



Sharp, N., Dunford, C. and Seddon, L. (2012) A critical appraisal of how occupational
therapists can enable participation in adaptive physical activity for children and young
people. British Journal of Occupational Therapy. 75(11):486-494.

Shaw C., Brady, L.M. & Davey C. (2011) Guidelines for Research with Children and Young
People. London: National Children’s Bureau.

Sheridan, M.D., Howard, J. & Alderson, D. (2011) Play in early childhood from birth to six
years (3rd edition). London: Routledge.

Shields, N. & Synnot, A. (2016) Perceived barriers and facilitators to participation in
physical activity for children with disability: a qualitative study. BMC Pediatrics. 16(9):1-10.

Shikako-Thomas, K., Dahan-Oliel, N, Shevell, M, Law, M, Birnbaum, R., Rosenbaum, P.,
Poulin, C. & Majnemer, A. (2012) Play and be happy? Leisure participation and quality of
life in school-aged children with Cerebral Palsy. International Journal of Pediatrics.
2012(2):387280.

Shikako-Thomas, K., Lach, L., Majnemer, A., Nimigon, J., Cameron, K. & Shevell, M.
(2009) Quality of life from the perspective of adolescents with Cerebral Palsy: “I just think
I’'m a normal kid, | just happen to have a disability”. Quality of life research: An international
journal of quality of life aspects of treatment, care and rehabilitation. 18(7):825-832.

Shikako-Thomas, K., Shevell, M., Lach, L., Law, M., Schmitz, N., Poulin, C. , Majnemer, A.
& the QUALA group (2013) Picture me playing- a portrait of participation and enjoyment of
leisure activities in adolescents with Cerebral Palsy. Research in Developmental
Disabilities. 34(3):1001-1010.

Shotter, J. (1993) Becoming someone: identity and belonging. In: Coupland, N. &
Nussbaum, J. (eds.) Discourse and Lifespan Development. Newbury park, CA: Sage, pp.5-
27.

Simonsen, K. (2007) Practice, spatiality and embodied emotions: An outline of a geography
of practice. Human Affairs. 17(2):168-181.

Sivertsen, M. & Normann, B. (2015) Embodiment and self in reorientation to everyday life
following severe traumatic brain injury. Physiotherapy Theory and Practice. 31(3): 153-159.

Skard, G. & Budy, A.C. (2008) Test of Playfulness In: Parham, L.D. & Fazio, L.S. (eds.)
Play in occupational therapy for children (second edition). Missouri: Mosby Elsevier, pp. 71-
95.

Skar, L. (2002) Disabled children's perceptions of technical aids, assistance and peers in
play situations. Scandinavian Journal of Caring Science. 16(1): 27-34.

Sylva, K., Melhuish, E., Sammons, P., Siraj-Blatchford, |I. & Taggart, B. (2004) The effective
provision of pre-school education [EPPE] project. London: The Institute of Education

Smith, J.A. (2004) Reflecting on the development of interpretative phenomenological
analysis and its contribution to qualitative research in psychology. Qualitative Research in
Psychology. 1(1):39-54.

Smith, J.A., Flowers, P. & Larkin, M. (2009) Interpretative Phenomenological Analysis:
Theory, method and research. London: Sage Publications.

Smith, J.A. & Osborn, M. (2015) Interpretive Phenomenological Analysis. In: Smith, J.A.
(eds.) Qualitative Psychology: A Practical Guide to Research Methods (third edition).
London: Sage Publications, pp.26-53.

Snelgrove, R. & Havitz, M.E. (2010) Looking back in time: The pitfalls and potential of
retrospective methods in leisure studies. Leisure Sciences. 32(4):337-351.

247



Sonday, A. & Gretschel, P. (2016) Empowered to play: A case study describing the impact
of powered mobility on the exploratory play of disabled children. Occupational therapy
international. 23(1):11-18.

Spencer-Cavaliere, N. & Watkinson, E.J. (2010) Inclusion understood from the
perspectives of children with disability. Adapted Physical Activity Quarterly. 27(4): 275-293.

Stagnitti, K. (2004) Occupational performance issues in pretend play: implications for
paediatric practice. In: Molineux, M. (ed.) Occupation for occupational therapists. Oxford:
Blackwell Publishing Ltd, pp. 103-121.

Stagnitti, K. (2007) Information on the Child Initiated Pretend Play Assessment (ChIPPA).
Melbourne: Learn to Play events.

Stagnitti, K. & Unsworth, C. (2000) The importance of pretend play in child development:
An occupational therapy perspective. British Journal of Occupational Therapy. 63(3):121-
127.

Staley, K. (2015) ‘Is it worth doing?’ Measuring the impact of patient and public involvement
in research. Research Involvement and Engagement. 1(6):1-10.

Stanley, M. & Nayar, S. (2014) Methodological rigour: Ensuring quality in occupational
therapy qualitative research. New Zealand Journal of Occupational Therapy. 61(1):6-12.

Stephens, L., Spalding, K., Aslam, H., Scott, H., Ruddick, S., Young, N.L. & McKeever, P.
(2017) Inaccessible childhoods: evaluating accessibility in homes, schools and
neighbourhoods with disabled children. Children’s Geographies. 15(5): 583-599.

Surveillance of Cerebral Palsy in Europe (SCPE) (2000) Surveillance of Cerebral Palsy in
Europe: a collaboration of Cerebral Palsy surveys and registers. Developmental Medicine
and Child Neurology. 42(12): 816-824.

Sutton-Smith, B. (2006) The ambiguity of play. Cambridge: Harvard University Press.

Tamm, M. & Prellwitz, M. (1999) ‘If | had a friend in a wheelchair’: children’s thoughts on
disabilities. Child: Care, Health and Development. 27(3):223-240.

Tamm, M. & Skar, L. (2000) How | play: Roles and relations in the play situation of children
with restricted mobility. Scandinavian Journal of Occupational Therapy. 7(4):174-182.

Tait, AR., Voepel-Lewis, T. & Malviya, S. (2003) Do they understand? (part Il): Assent of
children in clinical anesthesia and surgery research. Anaesthesiology. 98(3):609-614.

The Charity Commission (2014) Safeguarding children and young people. Policy paper.
London: Charity Commission.

Thiel, J.J. (2015) Bumblebee’s in Trouble!” Embodied literacies during imaginative
superhero play. Language Arts, 93(1):38-49.

Turnbull, J. & Jenvey, V.B. (2006) Criteria used by adults and children to categorize
subtypes of play. Early Child Development and Care. 176(5):539-551.

UNICEF (1989) Fact sheet: A summary of the rights under the Convention on the Rights of
the Child. Retrieved from https://www.unicef.org/crc/files/Rights_overview.pdf [Accessed
8th October 2017]

United Nations Committee on the Rights of the Child (2013). General comment No. 17 on
the right of the child to rest, leisure, play, recreational activities, cultural life and the arts
(article 31). Available at:
http://tbinternet.ohchr.org/_layouts/treatybodyexternal/Download.aspx?symbolno=CRC%2f
C%2fGC%2f17&Lang=en [Accessed 25" September 2017]

Van de Erve, M. (2006) The future of society. London: Lightening source Inc.

248



Van Manen, M. (2007) Phenomenology of Practice. Phenomenology & Practice. 1(1):11-
30.

Vygotsky, L. (ca.1930-1934) The role of play in development. In: Mind in Society.
Translated from Russian by M. Cole (1978). Cambridge, MA: Harvard University Press, pp.
92-104.

Wagstaff, C., Jeong, H., Nolan, M., Wilson, T., Tweedlie, J., Phillips, E., Senu, H. &
Holland, F. (2014) The accordion and the deep bowl of spaghetti: Eight researchers’
experiences of using IPA as a methodology. The Qualitative Report. 19(24):1-15.

Watson, D., Feiler, A. & Tarleton, B. (2012) Involving young disabled people in the research
process: The experiences of the PIE research project team. Children & Society. 28(4): 316-
326.

Whitebread, D., Basilio, M., Kuvalja, M. & Verm, M. (2012) The importance of play.
Brussels: Toy Industries of Europe.

Whittingham, K., Fahey, M., Rawicki, B. & Boyd, R. (2010) The relationship between motor
abilities and early social development in a preschool cohort of children with Cerebral Palsy.
Research in Developmental Disabilities. 31(6):1346-1351.

Wickenden, M. (2010) Teenage worlds, different voices: an ethnographic study of identity
and the lifeworlds of disabled teenagers who use AAC. PhD Thesis, Sheffield: University of
Sheffield.

Wilcock, A. (1993) A theory of the human need for occupation. Occupational Science,
Australia. 1(1):17-24.

Wilcock, A.A. (1998) Reflections on doing, being and becoming. Canadian journal of
occupational therapy. 65(5):348-356.

Wilcock, A.A. (2006) An Occupational Perspective of Health (second edition). Thorofare:
Slack Incorporated.

Wilcock, A. (2007) Occupation and health: are they one and the same? Journal of
Occupational Science. 14(1):3-8.

Wing, L. (1995) Play is not the work of the child: young children's perceptions of work and
play. Early Childhood Research Quarterly. 10(4):223-247.

Winnicott, D.W. (1971) Playing and reality. London: Routeledge.

Wood, W. (2012) Children’s play and its place in education with an appendix on the
montessori method. (third edition). London: Routledge Taylor & Francis

Woodhead, M. (2006) Changing perspectives on early childhood: theory, research and
policy. Paris: United Nations Educational, Scientific and Cultural Organization.

Wolf, T.J., Chuh, A., Floyd, T., Mclnnis, K. & Williams, E. (2015) Effectiveness of
occupation-based interventions to improve areas of occupation and social participation
after stroke: an evidence-based review. American Journal of Occupational Therapy.
69(1):1-11.

World Health Organisation (2007). International classification of functioning, disability and
health: children and youth version. Retrieved from
http://apps.who.int/iris/bitstream/10665/43737/1/9789241547321 _eng.pdf [Accessed 8th
October 2017]

Yap, R., Majnemer, A., Benaroch, T. & Cantin, M.A. (2010) Determinants of
responsiveness to botulinum toxin, casting, and bracing in the treatment of spastic equinus
in children with Cerebral Palsy. Developmental Medicine and Child Neurology. 52(2):186-
193.

249



Yardley, L. (2015) Demonstrating validity in qualitative psychology. In: Smith, J.A. (ed.)
Qualitative Psychology: A practical guide to research methods (3™ edition). London: Sage
Publications Ltd, pp. 257-273.

Yin, R.K. (2012) Applications of case study research (third edition). London: Sage
Publications Ltd.

Young, B., Rice, H., Dixon-Woods, M., Colver, A.F. & Parkinson, K.N. (2007) A qualitative
study of the health-related quality of life of disabled children. Developmental Medicine &
Child Neurology. 49(9):660-665.

Yuval-Davis, N. (2006) Belonging and the politics of belonging. Patterns of prejudice. 40(3):
197-214.

Zitzelsberger, H. (2005) (In)visibility: accounts of embodiment of women with physical
disabilities and differences. Disability & Society. 20(4):389-403.

250



9. Appendix

9.1. Appendix 1- The meaning of play for children and young people with physical disabilities: A systematic thematic synthesis

Graham et al. (2017f) Permission given for a copy to be used in this thesis. This article may be used for non-commercial purposes in accordance with
Wiley Terms and Conditions for Self-Archiving.

Rncehved: 13 December 20168 | Revises: 20 1uly 2017 | Acoepted 11 August 2017

DOx: 10111 1ech 12509

REVIEW

WILEY

The meaning of play for children and young people with
physicai disabiiities: A systematic thematic synthesis

N. Graham® @ | C. Nye? | A, Mandy® | C. Clarke® | C, Morriss-Roberts®

often reported 10 piay

 University of Brighton, Eastboume, UK.

* North Bkl NS Truat, Southmead Hosal Abstract

i vt U BRIy e
Correspondence

Naomi Graham, Usiversity of Brghton, 49 s

less than their typically developing peers. Few studies explore the meaning of play from the

Darley Road, Eastboume, BN20 TUR, UK.
Email ngrahami@brighton acuk

this study

fes about the meaning of play following the Prefered Reporting hems for Systematic Reviews

and Meta-Analyses guidelines.
Methods: A search of CINAHL AHMED, PsyditF O, MEDUNE, EMBASE, and ERIC was
undertaken between September 2016, Qo the mean:
Ing of play of 18-y

Q
Wyiical themes.
Resvits: T fa in part adcressing the meaning of piay for

children and young peopie with physical disabilities. Synthess of the findings identified 5 anayt-
eal y an fee both

help fels normal,

draw attention towards or away

from rmy disabiity: play Is 2 sochal interaction; ) participate differently to my peers, and needing

. e i it ine poReniial for pay S@eences oF MGviGuEs Wi
physical disabiities being

o explare phy

by parents further s needed

KEYWORDS

1 | INTRODUCTION

Playl X r—— — o

ge
ogy, healthcare, and eary-years education (Chandler, 1997; Chiarello,
Hunsington, & Bundy, 2006 Lester & Russel, 2008; Robinson, 2011
Whiteread, Basilio, Kuvall3, & Vierm, 2012} Playisa right for every child
IUNICEF, 196) and fx most understood from the perspective of the
mayeriMainnes, Howard, Mies, & Croley, 2007). This review used qual-
¥ 2013} and [Thommas & Harden,

The
upon this review s pirned upon the value of, and right to, play and a
biopeychosonial model of disabiity, as used within the International
Classiication of Functioning, which views an individuals parsicipation

children's views, disablity, physical disablfies, play, qualitrive, syseermatic review

In actlvity & an Interaction between health condlon, body function,
personal [Workl Health © 2007

Py Is often referred to 2s 3 multidimensional and complex con-
cept whith & difficult to define and vares according to every
individual’s perspective (Neumann, 1371:; Reily, 1974 Neumann
11971 disustes the problem of play descriing how child develop-
mestt, education, and the function of piay have 3l driven varying play
definitions. Play Is an sctivity often defined by s freedom, choice,
and contral [Sheridan, Howsrd, & Alderson, 2011). Freedom within
play, slso described 28 intemal reality, is the concept that the players
reality is suspended, and play is directed by their own volition (Schil-
ler, 1954k this cn lead fo play being oxperienced a5 Bow
[Cskszentmibahyd & Bennett, 1971, Cholce within play Is clossly
lirkced tor ghe ehilfs motivation [Bundy, 20125 81 children are consid-
£red i have 3 natord ddve towards spomtanenus play [Sheriden

Child Care Health Dev. 2017,1-10.

wileyoniinekbrary.com/joumaech
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et al. 2011} Internal control suggests the process and objective of
the play is controded by the player [Bundy, 2012}, Parten [1932 sug-
gested Intemal control can s be experlenced frough coopertive
controd, when an individusl chooges 10 share thelr play with others.
Bundy (2013 argues 3 frame of play cuss such 35 an SGggeraed
use of props. voices, or bodies can lead to an activity being Wiewed
as play. This articke folloves a definition of play 25 an activity of free-
dom, choice, and control framed by cues that an indvidual is playing
[Bundy, 2012; Sheridan et 3. 2011).

Arraeing to Articis 31 of th inftad Mattane Comventian of the

fSomardng o Al 3L tnd Mathons Comventi
Rights of the Chifdl every chifld fas the raAt to play IUNICEF, 1939
the researdh cisab

Key messages

= Py for children and young people with physical

» Play can draw attention both towards and away from
disabiity.

» Needing a helper within play can feel normal for chidren
with physical disabiities.

o TUTIRET TESEST TN 15 NERGED 10 EXWOTE TE ENpENIENTE O
play from the perpective of chikiren and young people

Ities demonstrate lexs playfulness than their typically developihg peers
fnms et al, 2007 King Petrenchix, Law, & Hudey, 2009
et al, 2011; Fahey, Rawicki, & Boyd,
20104 In response to this, health and educational professionals have
sought 1o increase opportunities for playfulness in children with dis-
abiities (Bundy; 2012 Whitelvead ef al, 202} This has led to the
proposal that cademics, heslth and educationsl professionals, and
parents should recogrize the intrinsic vakse of free play for chidren
with disabiities, rather than purely iewing piay 2 3 tool for therapy
or education [Goodley & Runswick-Cole, 2010}
A5 play experience vardes according to the perspective of the

player, iis Lo consider the o play [Chan-
G, 4357 Wi €, 205 Seve st e
education fiekd, haw piay from y typically

developing children. These mainly suggest that children view play, as
separate to work and without adult direction, as an activity which is
fun and ehosen by themseives Berkhout, Bakkers, Hotlonan, &
Goorhuls Brouwer, 2013; Gmitrova, Podhajecka, & Gmitrow, 200%

disabiiites.

and young people with physical disabiliies. As qualitative research
Is often best placed to capture individus! feelings or experience of &
concept [Gardde, 2013) only qualltative data was sought within this
review in order that thematic synthesis could occur. The Prefemred
Reporting ems for Systematic Reviews and Meta-Anslyses guide-
fines for reporting systematic reviews (Moher et al, 2009) were
followed i of writing this article In order

orous and trustworthy review.

2 | METHODS

21 | Search strategy

Howard, 2002 Howard, Jenwey, & Hil, 2006; King, 1979; King
and, & s Whng, P95 o
thelr
etal, 207 It 0 3l the ing of play from
that Indbdduals can

thek Polatafio et al. (2007)
¥

mance; this may also be the cate for play.

Participation within play i an important part of 3 chid's leisure
activities and is defined as such by the Intemational Classification of
Functionirg, Dfsablity, and Heslth: Chidren and Youth versfon
[WHO, 2007). Although considersd 2 part of Ielsure activities, play as
3 concepd s defined separately from leisure. Play & typically an inter-
nally motivated behaviour marked by 3 lack of structure, which can
oocur during work o leisure; whils leisure is ime outside of work

d s=if fities, which can invoive parti in an organiz=d
activity but i 4| relaxation, or
[McLean & Hurd, 2011} This review focuses specificaly on play and
therefore contrasts to the work of Powrie, Kolshmainen, Turpin,
Ziani, and Copley (2015), whose review focused broadly on the con-
cept of lelsure for children 3nd young peopie with physical dissbiies.
This review focusses on the concept of play but used feisue 25 well 25
ploy within th in ord Tncusiy 1 poten-
Yiaty rehevani arbices.

This shudy gines 1o synthesize the findings gresented in qualita-
tive studies which hejp %0 explore the meaning of play for chidren

The 2015and
March 2006 CINHAL peychINFOL AMED, MEDLINE, EMBASE and
ERIC. The followdng strategles were used.

= CINAKL, MeSH terms:
» Populotion child lexplode) OR child
legiode] OR “youth™ OR young people AND dissbled
(mpiode] OF “physical disab™
» Subject of eerest- AND "play and plythings” (miplode) OR
“Leisure sctivities” [expince] OR recreation (iode)
= OQutcome- AND “seif report” [exploce] OR percention [explace]
OR "Qualtséive sudies” fexplode]
* psychINFO, AMED, MEDUINE, EMBASE and ERIC:
« Popuistion- child® OR child, preschool OR sdolescen™ OR
yiuth OR “young people” AND dssbled OR “pinaical disab™
* Subjest of intorest AND play” OR “iclsure acthvit™ GR

recreation

+ Outcame- AND qualitstive O percepion OR sef report”

University Bhrarians were asied to provide advice regarding the
search strategy to ensure 3 thorough search, The search strategy did
not use any Viriits on the date of publication so ) shudies retevant ko
1he review in this under researched area of study could be incuded.
The screening and analysis process was caned out by the first twp
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authors NG, TN) separately and then discussed to refine and agree on
both descriptive and analviical themes,
Articles were included if they involved

« O tn 1%-year-clds with physcal disabifities impaching their fune-
tional zbility;

= some d ion of play from the ive of chil-
dren and young peagle Inot necessarily the primary focus of the
study, for sxample, could be 3 mention of play within 3 quote;
one theme within 8 quaktstive study which refemed in play; or
the view of one child wath an identified physical disability)

. hde elements of mixed-method

sces consideradt
dies conaiderady

&

= findings available in English [as no translator was available).

Studies focusing on an intervention were induded if the findings
discussed play experence which was refared to as play within the
article.

Studies were initially screened according to title and abstracts
by the first author (NG). This resulted in severadl artides being
excluded through not meeting inclusion criteda (e.g, focusing on a
nonphysical disability such as autism, quantitative articles, teacher,
or professonal perspectives). This provided a method of quickly
identifying articles which were not relevant to the review, allowing

Number ofamcls

full text to be read only when necessary [Kable, Pich, & Maslin-
Prothero, 2012} This was carried out by NG for pragmatic reasons
of use of time; any aficdes where there was any doubt were
incleded and screened in full. OF the remaining arficles, reference
Ticts were sereenad to incude sy further relevant studies. Then arti-
des were read in full by both NG and CN independently; agreement
was unanimous a to which of the 44 soreened artides were
included or exduded according to the criteria discussed above
freasons provided in Figure 1),

22 | Quality appraisal

Following identification of artides relevant 1o the review, quality
appraisal using Garside's [2013) criteria was undertaken by the first
two authors (NG, CN). This suggests reviewing each article according
to darity of quastions, suitability to qualitative study, dear context,
sampling, data collection, and analysis [Garside, 20113). lssues of trust-
worthiness such as sm'nnnalenss of dessm ed\ml considerations,

of the partis oic Theoret-
ical considerations—such as connection to a wider body of knowledge:
or i ical k—and practical id h as the

application of the study to the present review—were also important
1Garside, 2013). i an article had peor quality of questions, undear con-
text, sampling, data collection, and analysis, it was excluded from the
present review,

23 1 Thematic synthesis

Sewveral methods, such as met: hesis, meta-i ion, and
constant comparison, are presented within the literature for
synthesizing qualitative studies; the most currently used approach is

45 (Dixon-Woods, Booth, & Sutton, 2007). The Centre
for Reviews and D ion (2008 aso thematic
synthesis a8 one possible method allowing for identification of
important or recurring themes. Thematic synthesis draws upon the
theory of thematic analysis, which is applied to the analysis of qualita-
tive data (Thomas & Harden, 2002). It invelves line-by-line coding of
ciuded seciong of arboes, then groupng logether codis Lo deais
dascriptive themes [Nicholson, Murphy, Larkin, Normand, & Guerin,
2016). The themes identified are then used to explore the ressarch
question and creste analytical themes relevant to the review
[Mhomas & Harden, 2008). The first two authors NG, CN) were
aware of the difficulties of aggregating qualitative findings from
various contexts however concur with Bearman and Dawson
[2013) that a synthesis of research can provide a helpful contribu-
tion to practice. The process of independently creating descriptive
themes and discussing and agreeing these before doing the same
for amMical themes enabled a consensus grounded within the

fi rk outlined in the introduction; this
of process helps io improve the rigour and credibility of this review
it & Dawson, 2013} This occurred through cutiing out each

AGURE 1 Flow dizgram demonstrating the search process and
identification of articles for review

awinors st of themes and subinemes and in discussion grouging and
regrouping them until themes were agreed.

Cne advantage of thematic synthesis is that it can "go beyond® a
description of studies findings (Thomas & Harden, 2008) This is
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parti cularty appli cable within this field as very few studies have spedific
aims to capture fhe meaning of play for children and voung people
with physical dissbilities Developing anahyiical themes allows a
broader und ding which would oth ot be possible.

3 | RESULTS

of the litersture and lists of id
anticles led to the idendification of 13 articles relevant to this review
[Figure 1) The articles identified are summarized in Table 1. Quality
appraisal of the artides suggested al 13 artides were of suffident
quality to be induded within the review [see Table 1). Children and
young peopie jage U-18 years) within this review are referred 1o as
d’nld’entn&smlrl‘heparhupuigrmpmnmmlv Although semi-

thie diff in i in play acrnes ages
and between children and youth [Sheridan &t al, 2011), many studies
reporting children's perspectives of play span 0- to 18-year-olds and
therefore are all incuded, When used, pseudonyms from original stud-
ies are given

31 | Developing descriptive th

Each relevant section within the findings and discussion of identified
papers was read, coded, and grouped into descriptive themes. Three
descriptive themes with 12 subthemes were discussed and agreed
upen which captured and descdbed mesning of play from the
children's viewpoint. These themes are play feels positive, | con be
excluded from play, and | sometimes play differently to my peers. The
use of first person was deemed appropriate in order to reflect the per-
spective of children and yo ptured within the articles. The
key themes and subthemes are summarized and briefly discussed
below, highlighted in italicised font.

311 | Play feels positive

Within some of the studies, children demonstrated how they can play
on their own, and this was a positive experience [Burke, 2012; Miller &
Beid, 2004, Play was often described by children as fun, hanny and
good [Burke, 2012; Miller & Reid, 2003; Pollock et al, 1997). Children
often referred to the importance of playing with their friends [Burke,
2012; H & 2010; Schiariti et al.,
2014; Skar, 2002, Spencer-Cavaliers & Watkinson, 2010; Young Rice,

reported a feeling that no one wanted to slav with them MEgilson &
Traustadottir, 2009; Geaza & Lorenzo, 2U0E: Willer & Reid 2006
Mundhenke etal, 2010; $ ~Lavaliers &'Wald Wit Tamm
& Skar, 20000. The nature of each childfs physical dssbiiity often d@so
lad to them heing excluded from play because they needed bredis for
care routines fPollock et a, 1957; Tamm & Sidr, 200,

313 | | sometimes play tifferently 1o Ty peers

Some studies dso discussed piay that was different o toicdhy devel-
oping children: Children repomted naricineting in play by wotching o
game [Buchanan, 200%; Goaza & Lorenzo, 2008, RPollodk 3l 1597,
Schiariti et al., 2014; Tamm & Skar, 2000) Children cften reported par-
ticipating in play with adulfts [Buchanan, 200% Geaza & Lorenze, 2008;
Skar, 2002; Spencer-Cavaliers & Watkinson, 2010). When they had
the opportunity 1o play with cthers, children often dhose 1o follow the
tead of others; #his enabled them io be sbie to parficipaie in the play
activity [Burke, 2012; Egilson & Traustadottir, 200%; Miller & Reid,
2003; Mundhenke et al., 2010; Pollock et al, 1997; Spencer-Cavaliere
& Watkinson, 2010; Tamm & Skar, 2000). Children also expressed that
they have to ask to play (Grazs & Lorenzs, 2008 Mundbenke et 2
2010; Pollock et d, 19%7; Spencer-Cavaliere & Watkinson, 2010;
Tamm & Skar, 20001

3.2 | Developing analytical themes
The descriptive themes were then syntheszed independentiy

distusshd, i AgTeRd Upon M urwrma:ﬁl Do th it fRRang

of the dataand. ittothe of [Thomas & Harden,
2008).Th f play for
children with physical were a result of this it

1. Piay ean fesl bath pasifive and napative.

2 Pay can draw attenfion towerds or away from my disdcility.

3 Pay is a sodal interaciion.

4. 1 participate differently to my peers.

5. Needing a helper feels normal.

The links by the ive th andthe i -

ical themes is show in Figure 2.

321 | Play can feel both positive and negative

Dixon-Woods, Colver, & Parkinson, 2007). They enjoy competition Children within the studi i powerful linked
within play and th to do this al i de thei il to play Several studies commented on the fact that
& Reid, 2003; Schiariti et al., 2914.- Spencer-Cavaliers & Watkinson, playing for chil dren with physical di: often meant

2010} Children al in a positive light sug- in choice.

gesting that equipment felps them play [Geaza & Lorenzo, 2008; Miller
& Reid, 2003; Skar, 2002; Sonday & Gretschel, 2016).

312 | |canbe excluded from play
Many of the articles also had a focus towards times that the children

had feit exciuded from play iSkir, HUZ SpencerTavaiiere &

! mostly play alone. | have no choice. 'm almast never
aliowed to be in the games, becouse it doesn't suit the
athers. Child (Tomm & Skir, 2000, p. 178}

i usually wasn't me winp cnose beouse Jf T ever did get

Watkinson, 2010). Children feit that there was a lack of eguil or
adaptation to support their play {Egison & Traustadotiir, 200% Geaza
& Lorenzo, 2008; Ripat & Becker, 2012 Skar, 2002). Children often

play with. t usuolly sid ‘Oay. vou're plaving
with me, that's sood enough, like, you choose. Young
person, age 17 [Polock et al. 1997. . 29)
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TABLE1 Summary of articles included within thematic synthesis

Author Study design Partici pants ‘Comments/key findings Quality appraisal

Burke (2012) Multimethod gualitative study. &- to 10-year-olds, 35 with an Children mnstruct play cultures  Meets ontena; focused on
Observation of children impairment, 37 typically by themselves and with each access to playgrounds rather
playing in playgrounds, developing children from other. Children with than play specifically
particpatory photographic three mainstream and one impairments are able to make
project by children induding special education schools. choices and be creative in
child report. Case-by-case reports (only their play.

findings discussing children
‘with physical disabilities are
included)

Egilson and Mixed methods study, included 14 children age 6-12 with Some school settings presented  Meets criteria; focus is on
Traustadottir  gualitative data collection physical disabilities. Parents more challenges for student participation within a school

9 through observation and and teachers also participated  participation. Environmental, sutting. One small aspect of
interview about student inthe study. (Only findings child, and task factors all the findings discusses play
partidpation in school. discussing children's impacted participation.
Quantitative data was perspective included),
collected via the school
function assessment.

Geaza and Case study design over 2 yr 10 children age 8-18 with There is a lack of mobility aid Meets criteria; focus is on lack
Lorenzo rollecting views of children 3t mobility impairments, devices and the impact of this  of mobility aids Play is one
(2008) a special school in South interviews carried out was reported Education, phy,  subtheme discussed by

Africa about their expenence individually, in focus groups, social interaction, children.
of mobility aid provision with stories and drawings. development, and access to
services were limited.

Miller and Qualitative study with constant 1% children age 8-13 with Perceived experience of flow Meets criteria; reports
Reid comparative analysis of erebral palsy participated, reported during play, control, children's experiences of a
(2003) children’s experiences of Interviews were carried out mastery, social acceptance, play based intervention

wirtual reality play ‘with these children who were and physical change were study and therefore
intervention programme. akso participating ina discussed by participants. discussions may present
randomized cortrol trial. differently to other play
Expenences

Mundhenke  Qualitative study using 33 children age 7-13 yr with Children described themselves  Meets criteria; limited
et al semistructured interviews to physical, intellectual, or neuro- as being like any other child discussion of play, reports
(2010) explore everyday activities psychiatric disabilities but requiring secal support from children with physical

and sooal support of children from family and friends. Some  disabilities are included.
with disabilites in Sweden discussion of everyday

activities included sadness

due to activities that they

could not partidpate in.

Pollock et al. Qualitative study, 20 partiopants age 13-18, 10 Play is fun, enjoyable, and Meets criteria; focus is on

(1927) semistructured interviews with physical disabilities, 10 relaxing. There @n be older children, Some
exploring the meaning of play matched participants in térms overlaps between play and findings are reported
for young people with physical of sex and age work Supports and barriersto retrospectively.
disabilities play, for example, being
excluded from joi in
because of a disability

Ripat and Qualitative descriptive designto 20 participants, children and It is important for children tobe  Meets criteria; member
Becker interview children with parents, or caregivers with able to play in the way they checking of dats used for 7
{2012} disabilities and their carers disabilities, children age 7-15 want. Occupational therapists  out of 11 participants [Only

about their experience of with physical disabilities. should facilitate access to discussion of playground
playground use playground environments. expenences disusses play
and is included)

Schiarit| et al.  Qualitative study, semi- 10 children age 10-16 yrwith  Participants raised mobility, self- Meets critena; findings
(2014) structured interviews about cerebral palsy participated in care, and recreation and reporting child's

functioning in relation to the interviews; 22 care givers also  leisure as relevant areas of perspectives relating to play
ICF participated. functioning for children with are included.
CR.

Skiir (2002) Grounded theory study using 8 children, ages 6-11 yr Play situations were related to Meets oritenia; grounded
interviews to explore how participated. All used a technical aids, the play theory approach suggesting
children with disabilities medical aid such as environment, and assistantsor  key relations for the play of
perceive their technical aids in wheelchair, splints, and parents. children with physical
play situations. utches disahilities

Sonday and Qualitative, collective case study 2 children with physical Powiered mobility provided the  Megts criténia; case study
Gretschel designed to explore the diszbilities age 8 and 9 who opportunity for children to approach with clear
(2016) impact of powered mobility on ~ had received powered become independent literature review and

exploratory ply for children mobility 2 yr previousty explorers of their discussion; child's
wih physical disabilities environments. perspectives are induded,

Spencer- Qualitative study using 11 children the majority with Inclusion within physical pliy  Meets criteria; findings are
Cavaliere interviews to explore the physical disabilities age 8- depended upon gaining entry  discussed in relation to the
and concept of inclusion in 12 yr fone child with no to play, feefing like a

{Continues)
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TABLE1 [Continued)
Author Study design Participants Comments/key findings Guality appraisal
Watkinson physizl activity from the physical disability and severe legitimate partidpant, and literature; reflexive field
(2010) perspective of children with asthma) having friends diary is used

disahilities

Tamm and Skir Grounded theory study involving 10 children age 6-12 yr with
(2000

Young et al
(2007)

phservation and interviews
aiming to understand how
children with restricted
mobility play in different play
situstions.

Qualitative study using

interviews of children with
cerebral plays to ook at what
children thought was the most
important in their lives. Part of
a larger study—Study of

restricted mohility; medicl
diagnoses such as cerebral
palsy, spinal bifida, and downs
syndrome.

28 children age 8-13 yr and 35
parerts particpated. Children
had a range of physical
abilities, 3 unable to walk and
the other children able to walk
with varying levels of aid.

Different types of play—play
with fiends, interactive play,
onlooker play, play alone, and
play with others, recognizes
that adults are often present
in play

Computers, televisions, books,
and toys were important in
children’s home lives where
they were relatively free from
rules and constraints
Children's perfect day

Meets criteria; strongly
applicable to review able to
capture the meaning of play
from the child's perspective

Meets criteria; limited
applicability to the present
review, findings discussing
play are included

Participation of Children with
Cerebral Palsy Living in
Europe (SPARCLE)

involved being with friends
and family and doing their
“own thing"

FIGURE 2  Links between descriptive themes and analytical themes [Colour figure can be viewed at wileyonlineibrary.com]

At first they [the other children) thought that | wasn't any
good at it. They said, “No, you can't be goalie." Then
ancther guy, who was my friend, said, "Yes, but couldn't
he try?" Chitd Mundhenke et ., 2010, p. 135)

Despite this, when children were induded Iots of positive emotions
were linked to play,

And they would let me join In games and that made me
fee! redlly, really good and | was all happy and
evervthing. Like sometimes they wouldnt let me join,
but sometimes | wasn't okay with it and sometimes |
was. Brandon, age 12 (Spencer-Cavaliere & Watk/nson,
2010, p. 282)
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Well, basically | fike most of the games because {like all of
them, because they're easy to do and they're fun. That's
like, easy for me to do. Vincent age range 8- 13 [Miller
& Reid, 2003, p. 828)

322 |
disability
Playing for children with physical dissbilities appeared to have mean-
ing attached to being included with pears and being like everyone
else. This appeared to lead to attention being drawn away from the
child's disability. The following quote shows how pariicl pation in vir-
tual reality means the child stops thinking about their physical
disability,

Play can draw attention towards or away from my



¥ou con visuatse. ol fhese iffngs fike you stopping the
winning gosf, you scorfng fhe wihning poini. This is
g e moding o dream come afve. Somoef (Riler &
Relel, 2007, p. 629]
Being with a group of peers known to a child helped to draw attention
away from their disability.
1 fiang ouf more with fffends who act fike Fro not diffesent.
i, iy fredd e Wk fm ihe exici some. They iredt
me... you know, ihey (st don’t be fike . “oh she has o
disabiiity we fiove fo wak stow.” They fust do i Girf
Setidriil ef of, 2014, p. 8581

©On the other hand, children often spoke sbout how their disability was
made more apparent during play activities. The following quote dem-
onstrates how this happens when groups of children play and one child
feels excluded.

| wotch my friends playing nopentona {form of
indigenous skipping using old pontehose] sitting on the
Foor muy thet wy mother pot outside for me, they
1olet ond loughet tozethay o5 I § wes not theve |
semneties et when Ty mother took me nside.
{Genre B Losesan, 2008, p. 19}

Despite this, for some children, thefr disability being seen as apparent
was positive for their play.

They were off cheering for me, “yeoh Brandor” and in kick
ol ¥y hroser } harve o tachbifity omd they're very cheerful
‘they ore ke mhore cheerful for me, they cheer me on, with
me, thoan with the other ployers Brandon age 12
Spencer-Cavaliere & Wotkinson, 2010, p. 285)

3.23 | Playis a social interaction
Tneimportance of play 25 3 socid imerscien for the chikiren who par-
ficipated in the studly was dear through the way that they refemed to
play with their fricnds.

For some, they felt that they missed out on play because they
were not able to make friends.

i { was vesignenén fhie fack ok fooufdh's, for whotever

reasory, that | couldrt hove fun or Hot | coudn't ploy or

thot | didn't have friends. IFs only now thot | resfize how
missed. Girl (Polock et of., 1997, p. 29]

{Spencer Cavaliere & Wotkinson, 2010, p. 282)

324 | ) participate differently to my peers

Children with physical disadilfiies reported how they participate in play
in aifferent ways, chiidren emphasized the importance of being abie to

WiLEY——

ey played. Ck 0 adapt their play in order
that they could join in with their peers.

Wiliam hos strotegicafty setf-adapted his play b0 motch
his physicel copobifities..Corl, fike Wilfam, finds o way
of engoging in peer ploy that ollows him to ovoid
activities which are difficult end unpleasent but permit
him to phoy with His friends. Researcher's comments for
Wil end Cor, age 10 Burke, 2012, p.$74]

Children reported particiy through different has
‘watching. This sometimes induded more sedeéntary play like watching
e Pad oF mare active pisy.

.. doni't really ploy ot the pork becouse | fust went o 30
home and wotch my iPad becouse Fro more of an insfde
Suy. Um, but, um.thot's bosically it Boy, oge range
9-12 (Schlorltl et of, 2014, p. 858

it con be difficult to be in the game so | watch, but I'm stift
fri the game somehow. Child (Tomm & Skar, 2000, p. 178]

I was also dlear that the children had to ask more than their peersasto
if they could participate within a play activity.

Wi, oesteedd i oy with Haerm, id e
you carit play with us”. | went to the teacher, the encher
toid the kids to it them ploy and then | osked ofter the
rencher even soéd thot, ond they it soid "o, you corlt
ploy.* Jamie {Spencer-Cavafiere & Watkinson, 2010, p. 282]

325 | Meeding a helper feels normal

It appeared that many of the studies discussed the need for an adult or
assistant o support a child with physica) disabilities to parfidpate in play.
Facilitation weas often ies with physical ipul
ewrs ] 2009) (Tamm & Sicir, 20008 Theneed
for help was somelimes seen as normal. I appeared that for some
céiltiren 3 parent or assdstant 2t schoot became 3 friemd and playmate.

She {the persona] assistant] is my pal. Yes, she's actually
with me phways Child (Teenm & Skor, 2000, p. 179)

Once we the and the assistand] built a railway. Boy, age & (Skar,
2002, p. 31)

One further important aspect of children needing a helper within
play is that they often directed others to camry out the play where they
wiere not physically able to do so.

Corey participated in and conributed to this form of play
{pretend play] with signing ond by directing his mother to
fneomerate signs or actiors i the songs. Researcher
{Buchanan, 2009, p. 276).

4 | DISCUSSION

This thematic synthesls identified five analytical themes exploring the
meaning of piay for chiidren and young peopie with piysicai
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There are some similariti of Powerie et al (2015]
of the meaning of lesure which was summarized to be fun, freadom,
fuifiiment, and friendship ip. 1]. Despite fhis, fhe themes captured here
would suggest that specific play experience is different to the broad
experience of lesure. Although positive emotion and friendship are a
part of play, the cument findings also highlight different experiences

of dleabiity, undersianding difference, and nomaization of help which

also occur.

Alihoiigh pay i often d & & SCHTY fiifi
andugmenlrmmdal.ﬂ??) tis al ized to be an activ-
ity which oS and solemn i heridan et ai.
2011). This reviews kighlights that children and young people with dis-
abilities appear to report greater levels of frustration with play experi-
ences due to exclusion from peers [Spencer-Cavaliere & Watkinson,
2010; Tamm & Skir, 2000) This level of exclusion and negative emo-
tion contrasts to the play of typically developing chitdren, which is usu-
lly deseribed 28 fun and enjoyabile [Wing 1995] It i pocsitie that this
ieads to children experiencing greater ieveis of fun and enjoyment
‘when they participate in a play activity that is of value to them, This
can be Mustrated in the quotes described within the findings section
above, such as “that made me feel really, really good® (Spencer-
Cavaliere & Watiinson, 2010, p. 282), where children's play experi-
ence may be feit with heightened emotion in companson o their fyp-
leally developing peers. Further research s needed to zccertaln levels
of frustration and enjoyment within the play of children with physical
dizaniites

The findings suggest that sometimes when engaged within play
children do not focus upon their disability, particularly when peers
‘were accommodating. This is an area which requires further research
into the perception of disability from the point of view of the player
during a play activity. Csikszentmihalyi and Bennett's {1971) theory
of play as an activity in which one experiences flow from ane action
1o another could help explain this. i a child with 4 disabdity experi-
ences flow within play this may detract from them also thinking about
or feeling thelr dizability.

In contrast to this. some of the studies sugzested that within play
attentfon [s drawn to 2 child's disabilfty. This was experfenced In both 2
positive and negative light but highlights the impact of physical disabil-
Hy on the mesning of play. Agaln, the Tmpact of this & an shilldren
with disabilitles Is not discussed within the Bterature and Is Important
to explore.

Play as 3 social i to both typically
children and children with disabilities in their understanding of play.
Play alongside others is seen as reported as meml'ngﬁ.l for miulv
ﬂ-v—lq'llng chiidren |Hnw.1n1 ot al i

The current review echoes ihis. suggesting ihat children with pmsa

2000} This is an important area for fufure research where play for chil-
dren with phwyeical disabiiiti from typically ing chil-
dren if they are using this o expiore and deveiop fheir sense of seif.

The fir that children in play dit hyto
their peers. The idea that an individual can be engaged in an activity
without fully participa ting phwsically 1Py Al 2007) i
wiithin stidies espioring hiow children engage in play icarously,
through communication and through therapy (Graham, Truman, &
Holgate, 20141 The ides of adspiation enating parlciation is com-
mon within occupational therapy practice (Campbell, Mibourne, &
Wilcox, 2008, This appears o be 4 value reflected by chiidren with
fhyeeal disabilities o 3 subconsdiols level, in viich they particpate
i play, a meaningful everyday occupation (Chiarello et al, 2008), in
any way possible. The manner in which children participate differently
needs further exploration.

Children were found to often feel the presence of a helper was a
tomidl pdrt of their play. This contrasts o e ew of tically devel-
oping children wiho reporied an aciivity to be more iike pizy with no
adult present (Howard, 2002; Mclinnes et al, 2009, The need for an
adutt to be a play partner for children with physical disabilities is fre-
quently referred to (Buchanan, 200% Graham, Truman, & Holgate,
2015; Hewitt-Taylor, 2009 Skar, 2002 Spencer-Cavaliere &
Wathdnson, 20101 Despite this, the impact of the presence of an aduit
on the experence of play & not adequately explored. As discussed
wiithin Tamm and Skir's (2000] study, it is possible that the adult can
BEEOFIR 3 BAFEF ib DIRET EIGFER PEVIAG Wi 68 Wb RIVE PHYE-
ical disabiities because, as observations suggest, the adult may take
over the game. They raise concems this may increase children’s
dependabdity upon adulte (Tamm & Skir, 20001 As play provides
opportunity for mastery and motivation {Shikako-Thomas et al,
2013}, and is often defined by its freedom and choice [Meurmann,
1971}, it can be considered important that adults should follow the
child’s lead in play experience. This is reflected by parents interdewed
by Buchanan [2009], who strongly emphasized followdng the lead of
thelr child. K adults do not follow the child's lead, It Is possible that
the meaning of the play experience of a child with physical disabllities
will be very different 1o 3 typleally developing child who has not
needed the support of an adult.

41 | Limitations

The synithesis of quakitstive research studies is questioned due to the
influence of the researcher, particulary when using research from a
wariety of contexts (Bearman & Dawson, 2013; Thomas & Harden,
Fi¥1d Diecpite thic, i i argued that heipfui
if ihe researchers siance and synihesis process are reported with

£an he made

digahiiities place Emilar Vaile on sadial interaction. This ic highiighie
In reports of play with peers inereasing a sense of Indugion [Spencer-
2010). Literature suggests that parents of chi-

2015). However, there currently appears to be Iittle reseanch address-
ing children's joumey of making sense of a physical dieshility. It
appears that being like everyone else in play can be a way in which
chiidren deveiop their identity and sense of seif {Tamm & Skdr,

ericy il ian & Diaweon, FFTE], His révisw fis endeavoured
10 do this.

In order togam a wide smule of studies refevant to the review,
hild
report. This Is helpful 1o some edent in galning some understanding
of the meaning of play for children with physical disshilities; however,
tis limited in that it is not purely from the perspective of the child. It is
recognized that the meaning of r,hv varies amnrdngin the perspec-
ive of ihe piayer [Reify, 177 i
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C: dhalyl, M. & Bennett, S. [1974) An exploratony model of play.

American 73,45-58,

peopie with phyeics = i oRder to d

from their perspective about the meaning of play.

5 | CONCLUSION

The cument synthesis has highlighted the potential for play experi-
ences of with being by paremts,
carers, and professionais. The infivence of peer and carer percepiions.
on chidren and young peoples oxperiences [s highlighted deady
‘within the analytical themes. This has imp for

and value placed on play within early childhood settings, schools, com-
munities, and healthcare settings, for children with disabiities. A
grester of 3 of disablity [s

needed in order that the participation of children and young people
with dsshiiles Is not fust seen theough 4 medical lens [ocusing o
impairment] or a social lens [focusing on social context). ltis imperative
that further ressarch ls undertaken to capture the expedence of play,
children with

fromthe

an important
o
recognize each child's experience, allowing them to express their play

rather than be viewed with 2 perspective of limitation,

Thits Wil
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9.2. Appendix 2- Engaging children and adults as advocates

when designing research, Poster presentation

Graham, N., Mandy, A., Clarke, C., Sellers, D., (2016b) Engaging children and
adults as study advocates when designing research. Poster presented at: 28t
Annual European Academy of Childhood Disability Meeting, Stockholm.

Rose thought videoing
children and allowing
them to use toys and
photos to show the
researcher what they
meant was a good idea to
help them talk about play.

Rose needed several breaks
during the discussion about
the project- this informed
the length of time children
can manage chatting to the
researcher and the
necessity of breaks.

Rose (pseudonym)
is an 8 year old
with quadriplegic
Cerebral Palsy,
GMFCS 3, who
uses direct access
to an ipad to
communicate.

Naomi Graham- n.graham@brighton.ac.uk Many thanks to Naomi's supervisors Dr Anne Mandy, Dr Channine Clarke, and Dr Diane Sellers
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9.3. Appendix 3- Tim Ford consent form

MK

University of Brighton
Consent form

Please tick the boxes if you agree and sign at the bottom.

I, Tim Ford, have spoken to Naomi about her research and have acted
as an advocate to help her with her study design. | have asked Naomi to
use my full name rather than a pretend name in order that my

contnbution can be recognised.

| agree to help Naomi with her research design.

| agree for Naomi to share with other people what | say and how
| have contributed to the research design.

V" | 1 agree that Naomi can use my full name ‘Tim Ford'.

/mb ON BEHALE L

Signed {
JESSICA [N | FACILTATOR AT NATIONAL SR

Name TIM FORD




9.4. Appendix 4- Participant and parent recruitment flyers

b & Augl5 version 2
University of Brighton

What do you feel and say about play?

Naomi would like to ask you as part of a research project-

Please contact her on: 07494 760905 Or n-graham@brighton-ac-uk

Aug15 version 2

¥

University of Brighton

Would your child like to participate in research by sharing
their experience of play?

Do you have a 6-12 year old who would like to tell Naomi about
their play experience?

Naomi is an Occupational Therapist studying a FPhD at the University of Brighton- Naomi is
hoping to explore how children with high levels of physical disability experience play in order
that she can inform the way play is used and valued in practice: Naomi is looking for 6-12 year
olds who have limited self mobility (GMFCS IV or V), need adaptations to handle objects

(MACS IlI-V), and will be able to communicate with Naomi for at least T hour, talking for 20
minutes bursts of conversation with breaks if necessary (CFCS I-1I)-

Please contact Naomi (n-graham@Brighton-ac-uk or 07494 760905) if your child is interested in participation-

Alternatively hand a response slip to a staff member-

258 ORIGINAL IN COLOUR




9.5. Appendix 5- Participant information sheet

AuglSversion 2 s
University of Brighton

Naomi will come to meet you. Naomi is
studying at university and wants to ask
you about play. R ¥ -

You can talk to Naomi about the project.

write and think about what you said. She will

. y delete this when the project is finished
After Naomi has met you she will come to your

house between 2 and 3 more times to talk to you
about play.

You can stop or have a break at any time by telling
Naomi.

\ i Vi | i i o 'y 4

Naomi will video you playing for 5-10 minutes. You ’ When the project is finished Naomi will tell you what you and all the other children who join in say about play in
can choose what you pla‘y‘ and » ith. X a short document, she will not use your name to make sure no one can tell who you are. If you would like to join
g ¥ in or have questions please talk to Maomi. Phone- 07494 760905 Email- p.graham@bnghton ac uk

If you tell Maomi about any harm you or someone else is experiencing she will tell this to professionals who can
help. Before any research is allowed to happen, it has to be checked by a group of people called a Research
Ethics Committee. They make sure that the research is fair. Your project has been checked by the University of
Brighton, and London Research Ethics Committee. | cannot promise the study will help you, but the information

we get might help tell occupational therapists how you feel about playing.
ORIGINAL IN COLOUR




9.6. Appendix 6- Parent information sheet
-

Parent Information Sheet ESeon

Would your 6-12 year old like to share their experience of play?
Hello, I'm Naomi Graham and | am a postgraduate student carrying out this research as part of my PhD study. | aman
experienced occupational therapist with current QRS clearance. | am interested in finding out about the experience of play of

wour child with CP, and | would like to invite them to take part in this study. Please take your ime to read through this
information carefully.

University of Brighton

What is the purpose of your research?

This research is focused around play for children with CP. | am primarily interested in the experience of play for children with
high levels of physical disability. It is hoped that this may better inform health professionals of how children experience and
value play.

Why has your child baan invited to take part?

Your child has been invited to take part in this study as they have unique experience of what play is like when you have a
significant physical disability. Charities such as The Bobath Centre and 1Voice have given me permission to advertise to children
and parents like yourself in order to Invite them to participate in this research. The term parent can have many meanings and
for the purpose of this research includes guardians, step parents, and primary carers.

What will happen to my child if they take part?
| would like to interview your child between 2 and 2 times about their experience of play in order that we have enough time to
make sure | can fully capture their experience.

I your child dedides 1o take part | would like to carry out interviews within your home in order that they feel comfortable. We
will arrange a time for an initial meeting which is convenient to you within a month of our initial contact. This initial meeting will
last up to 1 hour and will provide the opportunity to discuss the study, and for me to meet your child and get to know how they
communicate. This will alse be an opportunity to discuss and sign the consent form and for your child to sign or agree to the
assent form. At this point | will ask you to provide me with basic details about you and your family, such as your child's age,
levels of functioning, number of siblings and levels of support at school. This information will help me to better understand and
interpret your child’s interview, however, If you choose not to disclose this information it will not affect your child’s participation
in this study and | would sill like to intenview your child,

This initial meeting could either be at the start of the first Interview or as a separate meeting. Each interview will take place
between 1 day and 2 weeks following the previous interview, | will be at your house for up to 2 hours for each meeting.
Interviews will last between 45 and 90 minutes and your child will be given the opportunity to take breaks or stop if they express
or exhibit signs of tiredness.

In order to help your child to expand on their experience of play as much as possible during interviews | am using several visual
methods to help them to talk about their experience. This means that at the start of each interview meeting | will video your
child playing in any way they wish for 5-10 minutes. Following this | will check your child is still happy to participate and then |
will interview them asking them questions such as “what do you like to play best? why? Who do you like to play with? why?".
When we have talked about this we will then playback the video recorded at the start of the meeting to talk about how your
child was thinking and feeling during their play. During the interviews | will alse give your child the epportunity to show me their
toys or photos of them playing in order that they can expand upon their experience. | will video record these interviews in order
that any signs or yes/ no responses your child uses can be accurately captured within the transcripts of the interviews.

Each interview will follow the same pattem in order to try and capture as much information as possible about your child’s
experience of play. If enough data is collected within two interviews then a third interview won't be necessary and this will be
agreed with you and your child. The second and third intenviews will try and talk about aspects of the discussion that either
weren't covered or need darification from previous interviews.

| will be interviewing up to six children about their experience of play. As there is a defined time frame for this study then should
mare than six children offer to partidpate | would have to decline their kind offer.

So how are you using videos?

| am using videos for two reasons: -To video your child playing on a tablet in order that we can play this back, pause and think
about it during the interview in order to talk about their choices in play and how it made them feel. {This video will not be
transcribed or analysed in any way).

To video your child’s interview in order to accurately capture their vocal respeonses, signs and any ves/ no responses that they

give.

Both videos will be kept on a password protecied extemal hard drive in a locked cabinet. On the successful completion of the
PhD these will be deleted. Transcripts of your child's interviews will be anonymised in order to protect their identity.
Pseudomyms will be used for your child and any friends or siblings they mention. Any named mention of places such as school or
therapy will be taken out and referred to as school or therapist for example.

Your child will be asked to play in anyway they choose for the videoed play experience, this may involve their siblings and up to
one playmate outside the family. You will be asked to give an information and consent form to the parent of a potential
playmate that your child chooses to indude at least 5 days before our meeting in order that they can consider partidpation. You
will then be asked to pass on the completed consent and assent forms when the playmate comes to play with your child. If these
are not provided or the parent and playmate do not consent then this play will not be videoed and either your child can be
videoed playing independently or we can rearrange an alternative time.

Should | be present for the interviews and when you ask my child for assent?

For the purposes of this study | am interested in your child’s experience of play. As you have parental responsibility for your
child you will be required to be present in the house but preferably not in the same room that | am interdewing the child. If your
child would like you to sit with them it is important that they are talking and sharing their experience. It is also important that
your child has the opportunity to express their views ind lently and th eilis d that any siblings or friends are
not present during the interview.

Are there any benefits in my taking part?

There is no intended direct benefit to your child from taking part in this research, however, it is hoped that this may contribute
1o the literature about play for children with high levels of physical disabilities. It is hoped that health professionals may then
better understand the experience and value that children with Cerebral Palsy place on play.

Are there any risks involved?

There are no intended risks to taking part in this study; however, | understand that in discussing their play your child may touch
upon emotive subjects which could cause some emotional distress. For this reason your child i5 able to stop the interview at any
tinve and withdraw from the research. You will be requested to support and comfort your child should they express disiress. In
addition to this at the initisl meeting your child will be provided with the details for childline, a charity they can contact if they
wiould like to talk about anything. In the unlikely event that the study raises or uncovers any prolonged distress it is
recommended that you contact your child’s GP to request psychological support.

‘What will happen to the information my child gives you?

Your child’s responses will be transcribed verbatim, read through, and analysed in order to build up a picture of their experience
of play. My supervisors and | will access the information you give me. Condusions will be drawn from this information to inform
miy dissertation, they may be published in an academic journal. Quotes may be used in any reports, presentations or
publications to illustrate key information. If your child discloses any abuse or concerns of harm to themselves or another this will
be discussed with the researchers supervisor and then passed on to the local authorty children's team if deemed appropriate.

What happens if | decide | no longer wish for my child to participate?

You and your child have the right to withdraw or stop the interview at any point and this will not aftect your legal rights or your
child’s invelvement or treatment at any of the charities through which recrulitment has taken place. If you decide towithdraw
prior to the interview any demographic data you have provided will be destroyed. If the interview has begun | will request the
use of the data you have provided up to that paint for analysis. If you do not want this to be included then this will also be
destroyed.

‘What do | do if | have a complaint?
In the case of concern or complaint, it is requested that you first contact me at n.graham@brighton.ac.uk or on 07494 760905
{this is a mobile phone which will anly be used for the purposes of this study).

If you wish to take a complaint further you are then requested to make contact with my primary supervisor: Dr Anne Mandy,
University of Brighton, Tel: +44 (0)1273 643946, Email: a.mandy@brighton.acuk

Who has reviewed this study?

This study has been peer reviewed by academics at the University of Brighton In order to ensure that it is scientifically sound
research. Ethical approval has been gained from the Research Fthics and Governance commitiee To ensure that aif the ethical
issues have been considered in full.

‘Whoe is funding and organising this research?
No additional funding has been gained for this study. | have 1 my research th th the University of Brighton as part
of my PhD programme.

How will me and my child know the results of this study?
At the end of the study | will provide a summary of the results in an accessible format for each child who participates.,

Where can | get more infs fon or exp
If you have any further guestions about this study or would like to take part then please contact me at
n.graham@ brighton.ac.uk or on 07494 760905,

Thank-you for taking the time to read this information,
Kind Regards,
Naomi Graham



9.7. Appendix 7- Parental consent form

K

University of Brighton Octl6 versionl

PARENTAL CONSENT FORM/CONSENT FROM ADULTS IN PLAY VIDEOS

Study title: The experience of play for 6-12 year olds with Cerebral Palsy
Researcher name: Naomi Graham Ethics reference: REGC-15040.R3

You are receiving this consent form because your child has participated within
Naomi's research study looking at the experience of play for children with Cerebral
Palsy. Review of the research to date suggests that there is useful data within the
videos of the children playing and participating in the interviews which would be
helpful to analyse.

This consent form requests your permission both to analyse the video data and use
this anonymously within Naomi's thesis. It also requests permission for Naomi to
share this data at conferences and presentations in order that she can demonstrate
each child's experience of play. Any sharing of videos or the drawings that your child
completed as part of the research project would be to share the research and will all
be done without using your child's name, place names or any references to specific
individuals. It is possible for you to consent for data analysis of the videos but
not the use of these within research dissemination. Please carefully read the
following statements and initial those that you agree with.

| have read and understood the above and | consent for my child's
video data to be used for analysis.

| understand that the video data will be kept long term securely
as it will become part of data analysis.

| have read and understood the above and | consent for my child's
drawings completed with Naomi during the interview to be used
with conference presentations and dissemination of the research.

| consent to the video data of my child being used as part of
conference presentations and dissemination of the research (|
understand that my child's name will not be used but their face
will be visible).

| consent to video data of myself whilst supporting my child to be
used as part of conference presentations and dissemination of
the research (| understand that my name will not be used but my
face may be visible).

| am a carerf playmate who participated
within the videos and | consent forthese to be part of conference
presentations and dissemination of the research {l understand
that my name will not be used by my face may be visible)

Name of child {print name)....................
Name of parent {printname)..................ccco i

Signature ofparent.................... Date.......o oo



9.11.  Appendix 11- Additional consent form for use of videos

b3 Oct16 versionl 3
University of Brighton University of Brighton Octlé versionl
PARENTAL CONSENT FORM/CONSENT FROM ADULTS IN PLAY VIDEOS
_\i P Study title: The experience of play for 6-12 year olds with Cerebral Palsy
Assenbiurmz¥idensl. Dnawings Researcher name: Naomi Graham Ethics reference: REGC-15-040.R3

Naomi has found the videos of you playing and picture/s you drew
will help her to understand your play better. Please tick the boxes if % in i " i P
: ou are receiving this consent form because your child has participated within
You agresiand slgnat the:bottom. Naomi’s research stucly looking at the experience of play for children with Cerebral
Palsy. Review of the research to date suggests that there is useful data within the
videos of the children playing and participating in the interviews which would be

1 agree for Naomi to use the videos and Picture/s helpful to analyse.
9)7 T’% for ﬂ —p || USE the * & & This consent form requests your permission both to analyse the video data and use

this anonymously within Naomi's thesis. It also requests permission for Naomi to
share this data at conferences and presentations in order that she can demonstrate

I:I | agree for Naomi to use the videos and picture/s. each child's experience of play. Any sharing of videos or the drawings that your child
completed as part of the research project would be to share the research and will all

be done without using your child's name, place names or any references to specific

" " FW B rd ecarer] wih o~ individuals. It is possible for you to consent for data analysis of the videos but
(o] share

nennle not the use of these within research dissemination. Please carefully read the

— M the * & &‘ - W following statements and initial those that you agree with.

| have read and understood the above and | consent formy child's
video data to be used for analysis
|:|I agree for Naomi to share the videos and picture/s with other people.
| understand that the video data will be kept long term securely
as it will become part of data analysis

this is without my name
. | have read and understood the above and | consent for my child's
. IS x 9)7 This is without my nhame. drawings completed with Naomi during thg interview to be used
with conference presentations and dissemination of the research.
. | consent to the video data of my child being used as part of
Slgned conference presentations and dissemination of the research (!
understand that my child's name will not be used but their face
will be visible)
Name

| consent to video data of myself whilst supporting my child to be
used as part of conference presentations and dissemination of

|:| Parent signed following discussion and agreement with child ihe reﬁearbCh t “l:de)ma”d that my name will ot be used but my
ace may be visible

< : . l\ . amacarer/playmate who participated
Slgnature of adult takmg assent: within the videos and | consent for these to be part of conference

O 04U

Signed presentations and dissemination ofthe research (1 understand
g that my name will not be used by my face may be visible)
Name . .
Name of child (print name)............coooiiii
Date

Name of parent (print name)...........coco i

Signature of parent..................ccoo Date.coconmnmnnnnamsniiyg
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9.9.

Appendix 9- Interview Schedule used as a guide during

interviews

How does talking work best for you, do you want me to guess what
you’re saying or wait until you’ve finished saying it?

I'd love you to be a bit like a teacher, | would really like to know what’s
inside your brain and what you think and feel about the things that we
chat about. There is lots of time to think and explain what you're
thinking.

Please tell me a bit about yourself: what makes you you?
(what does your CP mean to you?)

What’s important to you?
Who is important to you?

Please tell me what play means to you?

Please tell me about how it feels to play something that you really
love?

Please tell me about how it feels to play something that you do not
love as much?

What happens when your body does not move in the way you want it
to for playing?

Can you tell me about joining in with other people’s games?

When watching the video: Can you tell me what it felt like playing that
game?

Can you tell me what you were thinking playing that game?
How does this show me what playing is for you?

Can you see anything you did not expect in the way you are playing in
the video?

Prompts- can you tell me a bit more about that?
How does that feel?

Can you be the teacher and explain what that means?



9.10. Appendix 10- Ethical Approval from the University of

Brighton

©

onbehalfof+).Scholes+brighton.ac.uk@manuscr
on behalf of Julie Scholes

to Naomi Graham

Health and Social Science, Science and Engineering

& ®

Wed 16 Sep 10:30

Research Ethics and Governance Committee - Decision on
Manuscript ID REGC-15-040.R2

16-5ep-2015

Dear Miss Graham:

It is a pleasure to approve your application entitled "The experience of play of 6-12 year olds with high levels
of physical disability due to Cerebral Palsy” which has been approved by the Health and Social Science,

Science and Engineering Research Ethics and Governance Committee. The comments of the reviewer(s) who
reviewed your manuscript are included at the foot of this letter.

Please notify The Chair of FREGC immediately if you experience an adverse incident whilst undertaking the
research or if you need to make amendments to the original application.

We shall shortly issue letters of sponsorship and insurance for appropriate external agencies as necessary.

We wish you well with your h. Please

Sincerely,
Prof. Julie Scholes

ber to send annual updates on the progress of your
research or an end of study summary of your research,

Chair, Health and Social Science, Science and Engineering Research Ethics and Governance Committee

1.5choles@brighton.ac.uk

Certificate showing IRAS approval not needed

Health Research Authority

MRC |coimer

Do | need NHS REC approval?

(1] To print your result with title and IRAS Project ID please
enter your details below:

Title of your research:

[tme experience of play of €-12 year olds with s
high levels of physical disability due to
Cerebral Palsy hd

IRAS Project |D (f avaitable):

Your answers lo the following questions indicate thal you
do not need NHS REC approval for sites in England.
However, you may need other approvals.

[ You have answered "YES't0: Is your study research? ]

You answered NO"to all of these questions:
Question Set 1
. hmmamwﬂamﬂm
medicinal product?
+ Is your study one or more of the following: A non-CE.

marked medical device, or a device which has been
Muummmuuum

company (i il ity spin-out
company) to provide data for CE marking purposes?
. Mwmmmnwm

protected
the Human Fertiisation and Embryology Authrity by
researchers, without consent?
. kmmamwmuw
of practising midwives’

264

Question Set 2

* Will your study involve research participants
identified from, or because of their past or present
use of services (adult and children's healthcare
within the NHS and adult social care), for which the
UK heaith are
mmmmmmmm
voluntary sectors), including participants recruited
through these services as healthy controls?

+ Will your research invalve collection of issue or
information from any users of these services (adult
and children’s healthcare within the NHS and adult
social care)? This may include users who have died
within the last 100 years.

« Will your h involve the use of p
MMNMMMN
research team could identify individual past or
present users of these services (adult and children's
healthcare within the NHS and adult social care),
either directly from that tissue or information, or from
its combination with other tissue or information likely
to come inlo their possession?

* Will your volve research p
identified because of their status as relatives or
carers of past or present users of these services
(adult and children’s healthcare within the NHS and
adult social care)?

Question Set 3

+ Will your research invelve the storage of relevant
material from the living or deceased on premises in
the UK, but not Scotland, without an appropriate
licence from the Human Tissue Authority (HTA)?
This includes storage of imported material.

+ Will your research invalve siorage or use of relevant
material from the living, collected on or after 15t
September 2006, and the research is not within the
terms of consent from the donors, and the research
does nol come under another NHS REC approval?

+ Will your research involve the analysis of DNA from
bodily material, collected on or after 1st Seplember
2006, and this analysis is not within the terms of
consent for research from the donor?

Question Set 4

* Will your research involve at any stage intrusive
procedures with adults who lack capacity to consent
for themselves, including participants retained in

. Dmmmmm:mmmﬁm‘?
* Is your research a social care project funded by the
Department of Health?




9.11.  Appendix 11- Additional consent form for use of videos

b3 Oct16 versionl 3
University of Brighton University of Brighton Octlé versionl
PARENTAL CONSENT FORM/CONSENT FROM ADULTS IN PLAY VIDEOS
_\i P Study title: The experience of play for 6-12 year olds with Cerebral Palsy
Assenbiurmz¥idensl. Dnawings Researcher name: Naomi Graham Ethics reference: REGC-15-040.R3

Naomi has found the videos of you playing and picture/s you drew
will help her to understand your play better. Please tick the boxes if % in i " i P
: ou are receiving this consent form because your child has participated within
You agresiand slgnat the:bottom. Naomi’s research stucly looking at the experience of play for children with Cerebral
Palsy. Review of the research to date suggests that there is useful data within the
videos of the children playing and participating in the interviews which would be

1 agree for Naomi to use the videos and Picture/s helpful to analyse.
9)7 T’% for ﬂ —p || USE the * & & This consent form requests your permission both to analyse the video data and use

this anonymously within Naomi's thesis. It also requests permission for Naomi to
share this data at conferences and presentations in order that she can demonstrate

I:I | agree for Naomi to use the videos and picture/s. each child's experience of play. Any sharing of videos or the drawings that your child
completed as part of the research project would be to share the research and will all

be done without using your child's name, place names or any references to specific

" " FW B rd ecarer] wih o~ individuals. It is possible for you to consent for data analysis of the videos but
(o] share

nennle not the use of these within research dissemination. Please carefully read the

— M the * & &‘ - W following statements and initial those that you agree with.

| have read and understood the above and | consent formy child's
video data to be used for analysis
|:|I agree for Naomi to share the videos and picture/s with other people.
| understand that the video data will be kept long term securely
as it will become part of data analysis

this is without my name
. | have read and understood the above and | consent for my child's
. IS x 9)7 This is without my nhame. drawings completed with Naomi during thg interview to be used
with conference presentations and dissemination of the research.
. | consent to the video data of my child being used as part of
Slgned conference presentations and dissemination of the research (!
understand that my child's name will not be used but their face
will be visible)
Name

| consent to video data of myself whilst supporting my child to be
used as part of conference presentations and dissemination of

|:| Parent signed following discussion and agreement with child ihe reﬁearbCh t “l:de)ma”d that my name will ot be used but my
ace may be visible

< : . l\ . amacarer/playmate who participated
Slgnature of adult takmg assent: within the videos and | consent for these to be part of conference

O 04U

Signed presentations and dissemination ofthe research (1 understand
g that my name will not be used by my face may be visible)
Name . .
Name of child (print name)............coooiiii
Date

Name of parent (print name)...........coco i

Signature of parent..................ccoo Date.coconmnmnnnnamsniiyg
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9.12.

3

Augls version 2

University of Brighton

Information and Consent for playmate’s parents

Maomi is studying for a PhD at the University of Brighton. She is camrying out a research
project about the experience of play of 8-12 year alds who have high levels of physical
disability due to Cerebral Palsy.

As part of the research Naomi is recording a 5-10 minute video of the

participating child with an ipad or tablet participating in any play of their
choice at the start of each meeting. This video will then be played back
to the child dunng an interview and used to prompt responses about the
child's experience by asking questions such as ‘what did you feel?' "Why
did you choose to play that?'

Maomi has given the participant children the optian to choose to play
in any way they would like to for the video in order that she can
capture their experience from their perspective. Your child has heen
asked to participate within this video in order that the participating
child can show Maomi their experience of play and talk about this

The videos are not going to go through any process of data transcription or recording,
anything said within the videos will not be quoted within any write up of the research. The
video is purely going to be used as a prompt for the participating child during their interview
Videos will be stored until the successful completion of the PhD (anticipated January 2018)
wihen they will be deleted. The participating child may mention your child's name when
talking about their play experience, ifthey do a pseudonym will be used in order to protect
yaour child's identity. Your child will not be interviewed ar asked to participate in any other
wiay than joining in the videoed play experience

Please read through the above information carefully and discuss the information for
playmates with your child before signing your consent below Please contact me at
naraham@brighton ac ik oron 07484760805 if you have any further questions. Please tick
the boxes if you agree

hfany Thanks,
MNaomi Graham, PhD student

D | have read and understood the information sheet and have had the opportunity to ask questions about
the study

| agree that my child can be videoed as part of this research project. | am aware that this will not be
transcribed or used for data analysis and videos will be deleted on the successful completion of the PhD.

I:I | understand my child's participation is voluntary and they may withdraw at any time without my legal rights,

ar my child's legal rights being affected.

Data Protection

lunderstand that information collected about my child during ihe video used in this study will be
stored on a password profecied external hard drive which is locked aw ay and ihal this information will
only be used for the purpose of this study. All videos will be kept until the successful completion of the
PhD and wili then be destroyed

Mame of child {print name) o W W g e
Mame of parent (print name)..........
Signature of parent Date

Signature and name of researcher Date
Study Ethical approval reference; REGC-15-040.R2

Appendix 12- Playmate information and consent

K

University of Brighton

Information and Assent for child playmates

Naomi is asking children what they think about

play. She is using a video of

playing

so that they can talk to Naomi about it. You have
been asked to play with them in this video.

Naomi will video you playing for 5-10 minutes.
Once the video is finished she will talk to

about the play.

You can stop or have a break at any time by

telling Naomi.

What you say and do in the video will not be
written down. Naomi will delete the video when
the research project is finished.

Augl5 version 2

| agree for this to be videoed
ﬁ,’ for ([ || — || be X‘
D | agree for this to be videoed.

1 know Naomi will delete this when the project is finished
£(70 &l | wil| 3| W |27 |the|EE| s | 2

|:| | know Naomi will delete this when the project is finished.

Signed

Name

Researcher Signed

Date

Name,
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9.13. Appendix 13- Summary of participant’s interview data

Daniel

Drive to
participate
Variance
|
|

[ 1
: Help:
PDSItIlVE Nega‘hve Frustrating vs.
emotion emotions like it

"

Reality vs.
Imagination
1
[ [ T
Drawi n :
reality in Itis just a game ET:?:}”:::E:: 3 Role as helper
imaginary games
Acceptance and
control
1
T 1
Watching vs. Shared
Playing experience

I
Power to self

1

through
asserting control

Self-efficacy

Problem
solving/

physical skills adapting play

Daniel has a drive to participate in play, it gives him energy and he enjoys the competition to win or achieve an
outcome. Daniel’s sense of energy and speed perhaps reflects times when he embodies freedom within his play
and no longer feels constrained to the limitations of his physical disability which means he cannot move fast or
freely. Daniel appears to seek sensation through choosing to play in ways which will move his body such as going
onrides at theme parks.

e

Daniel finds much emotional variance in play, he often experiences positive and will express this with
aloud Yeah', describing feeling *happy’ or joyful’. Daniel also attributes more negative emotions to his play,
particularly surrounding times which are ‘frustrating’ or when he feels ‘angry’. Daniel finds that he both likes and
feels frustrated by the need for help in order to play. He likes that peaple are there to help his play but can find it
‘a bit annoying’ when they play the game in a different way to how he intends.

The meaning of play for Daniel is often placed within a shared experience, Daniel often requires support te play
and this is reflected within his interviews. Daniel takes value in play belonging to him- often referring to ‘my
games’and his ‘own imagination’. Being heard is important for Daniel in the way that he partrays himself in play
and he often likes play activities where he makes lots of noise.

In play Daniel finds meaning through reality vs. imagination. He often draws on reality in imaginary games,
making use of his pet rats, or films that he has seen. Daniel also sees that playing is not the same as reality and
talks about how ‘it is just a game’. Daniel's embodied play experience invalves becoming a heroirescuer in
which he plays out stories and does things like ‘save all the people in the world’. Daniel also sees his role as a
helper in play, mainly when he needs to instruct others as to what to do.

Daniel seeks acceptance and controf through his play and enjoys experiencing power to self through
asserting control. Daniel sometimes struggles with this control when he is torn between watching and playing
and this impacts the level to which he can participate. Sometimes in this shared responsibility- others take over;
this can be positive and wanted by Daniel, but at other times can cause a play activity to ne longer be play.

Daniel has a strang sense of self-efficacy through practice of physical skills and through problem solving and
adapting play. Daniel is good at explaining how he changes a play aclivity in order to play in the way that he wants
to. Daniel demonstrates resilience in the way that he will continue to pursue play and problem solve despite facing
barriers such as dropping a tey or bumping into something.

Analytical thoughts:

+ Daniel becomes the herof rescuer in his play- is this because he spends so much time being helped that
within play he needs the opportunity to help others?

* Daniel appears to get a heightened sense of play when he is feeling more physical freedom by fast
movement etc. Is this because increased movement will give increased sensory feedback and therefore will
be easier to process and experience- What about this in relation to theories about embodiment?
Proprioception is recognised as giving an individual an indication that it is their experience as subject.

» Daniel frequently comments that it is just a game- is he at an age where play is no lenger seen as cool? Or
he is aware of the difference between reality and not reality

*  When Daniel is playing in his imagination he doesnt have CP does this give him mere freedom/ a sense of
control that he doesn't normally have.

» Daniel appears to know that through practice he can improve physical ability he infers that he did lots of
practice particularly when he was younger but it appears that now he is more accepting of the role of a
helper and the need for a carer to physically assist him.

= Daniel experiences something as his own experience despite a helper- is he embodying his helper? What
might this mean for definition of play as an activity.
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Abi Abi feels that independence is importantwithin her play. Her Equipment enables freedom, particularly her
mouthpiece and her wheelchair, Abi’'s iPad enables freedom as it is the only independent play opportunity she
can most easily access.

Independence is OUtWéffdlv Often within Abi's play she is an outwardly passive participant, despite this, Abi reports feeling a part of play

important passive through watching others play netball and through others being active in play such as her dogs licking her.
participant

l_|—| I_I_I Abi experiences a perceived independence she reports herself as independently participating within play

Equipment iPad anablas activities despite having a helper supporting her to physically achieve them. This suggests that to some extent
enalgespfreedom Fsndate Watching play Others active Abi Embodies her helper when she is playing. She often depends upon Choices made by others particularly
inthe set up of her play such as the position of her iPad. Abi appears to embody her wheelchair and would

often refer to her chair as an integral part of her.

Abi’s experience of play often depends upon Friends understanding her Abi expresses that if others have a
Percieved similar disability it helps play as they then more easily understand each other. Abi also discusses being
independence apart from her peers in terms of ‘them’ and ‘me’ when referring to her friends at school who do not have a
disability. Abi sees her carer as an important friend and her CP as a part of her which has a strong influence
T : 1 on how she plays and identifies with others.

Embodiment Choice made Em bodimen.t Abi's participation within play appears to be Communication dependent she often has to use her
of helper by others of wheelchair communication skills to instruct helpers as to how to play and she sees her identity in being funny and being

able to express how mad/ bonkers she is.

Abi faces a contention within her play in terms of enfoyment vs. persistence Abi often describes play as
being Amazing but also describes the level of perseverance she needs to be able to keep playing when it is
difficult for her to participate. Abi also discusses a fear of participation particularly in terms of netball and
being worried about being hit by the ball. This again affrms Abi’'s sense of her CP being integral to her identity
I and an underlying sense of fragility she seems to have which impacts what she feels she can participate inin
| T 1 terms of play.

Analytical thoughts:

o Abi particularly seems to embody her helper when playing. She often refers to herself as doing

Communication something even when she has physical assistance
dependent * Abiseems t_u_perceive play as physical and often talks about others being active in play and not being
able to participate
f—l—l * Abi seems to find comfort in the idea of others being similar to her and yet also being unique. She has

a learnt response which is like an adult has told her what cerebral palsy is and she often refers back to
Needs to Identity in being this in her interviews.
instruct helpers funny En;oyment VS. o Abiwants to do well and this translates to play in terms of wanting to succeed and wanting to be
persistence independent.
: I I o She is often outwardly passive- how much does this reflect the children? They see themselves as

participating even when they are often done too (e.g. dogs licking, riding in kayak etc).
o Needs Fear of o She frequently refers to herself as being mad- is this a strategy to hide the CP ? to make her more
205 perserverance participation interesting in order that she can find friends who identify with her because of humour? Or is this just

part of family identity?
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LUCY Physical
participation
[ I |
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| | 1
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Hope in Ged
p
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Amazing feels Playing feels like R
o0d singing percieved in
. others not self

Lucy feels that physical participation is an important part of play, she often comments on a desire to play
physically. She is able to achieve independence through using her poveer chair when she is playing.
Despite this, there is a recognition that Lucy cannot participate in physical play in the same way as others,
Luey reported saying to her Wum in a comment about tennis players that she wants to be just like them.

As well as seeing play as & physical activity Lucy alse finds that she feels it in her brain. Wuch of the play that
Lucy discusses is imaginary play based. Lucy suspends her reality and is able to escape through her own
playworld. Although it isn't always clear 1, appears that when Lucy is discussing herimaginary play she is
able to play inside her head without the restrictions of a physical disability.

As a part of Lucy's imagined play world her fays are personified, Lucy's toys become real characters that she
experiences and is fiends with. Lucy appears to feel affirmed because her toys listen she finds social
affirmation in the relationships she builds with them. Imagined scenarios that Lucy plays with her toys often
enable her to be the hero of the play.

Lucy often refers to her friends as important she will make reference to the fact that ‘we play’ and that she
paricipates in play with others. Lucy sees hercarer as both a friend and carer.

Lucy demonsirates a perceived independence within much of her discussion about play. Lucy comments that
she has her ownteam in her body that enables her to participate. She will tell stories of helping her sister and
directing her particularly in playing physical games. Lucy often makes use of phrases such as | did it when
explaining play that is supported by a carer. This suggests that Lucy is displaying a perceived independence in
which she sees herself as able to play independently despite having some help.

Perseverance within play is key to Lucy being able to continue to participate. She feels that 1 is important to be
what you want to be and she often discusses how she has hope in God which appears to enable her to
persevere.

Luey feels that play is like the sun shining brightly she comments that it is amazing and feels good. Playing
can feel like singing. It appears that Lucy likens positive emotion to play in away that doesn't necessary account
for frustration during play, like Lucy is choosing to try and respond positively to play activities. She is able to
perceive frustration in others but not herself during play.

Analytical thoughts:

* Interesting about personification of toys and discussion of God- gives hope for participation with friends
and ability to keep carrying out play.

« |maginary play/ playworld provides an escape in which Lucy does not seem to have CP and can
participate in physical play as she likes

* Society/ children often refer to ‘Games’ as almost an interchangeable word for play (not sure where to
put within themes)

» Physical participation is frequently referred to- is this Lucy's perception of what play needs to consist
of? Does she realise she often misses out on this?

»  Positive affect often linked to play even when negative things can be experienced in a play scenario.

¢ s that viewrthat play always has to be good and therefore Lucy can only see negative emotions linked
to play in others or when probed?
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Jess discussed her play like a ereative process, she had created a sense of self and had huilt an identity with no CP
for herself. Within imaginary play Jess often used threads of reality within imagined stories. Play expenenced with
others often involved negetiation and it appeared that humeur was important to play for Jess and how she portrayed
hersslf

The emotions of play experienced by Jess are like two moving cars which narrowly miss each other of fun and
annoyance. Jess' play expenence often involves a combination of both positive affect and then more negative feelings
such as that play is net fair and a sense of wanting to 'kill that’ and express anger towards herself or CP. Feelings of
annoyance were also often discussed for Jess when adults interrupted her play, even though this was normally to keep
Jess physically safe. Despite feelings of annoyance Jess appears to focus on the fun experienced during play and
commented thal fun is always the higger of the two emotions.

Jess often had a sense of percelved participation and a fesling of fully joining in and being a part of something despite
somelimes perhaps heing on the edges. Jess often talked aboul her toys in a way that was personified and it appeared
that she saw toys as a social circle. Jess often talked about participating in play through observing others and would
be able to give details of how her sister or a friend participated in a play activity. When Jess talked about restrictions to
her play these were never due to CP. For example, Jess talked about using a bow and amrow sideways like a crosshowr
as part of a game rather than as an adaptation so she could participate. Jess’ feeling of participation, particularly within
imaginary games appeared to highlight a shadow of herself which she appears to represent within reality

independence within play is an area in which Jess faces contention. She often feels that with her peers it is ‘them and
me’ when she is playing. Jess often talks about how she can ‘just de it" when she is participating in play. This contrasts
to herzomments of ‘1 can’t’ and the restrictions that her disability seems to place on her play incomparison to her peers.
For Jess she experiences her peers participating very separately to her particularly when they run around in games-
something that Jess feels she cant paricipate in. As Jess experiences a feeling of social isolation and perceives that
‘they’ don't want to play with her Jess sees her TA as a friend who will abays be around to play with her

Jess’ expenence of play is often one of freedom. Jess experiences freedom as an individual separate from her sister
and often makes distinctions between her play and the play of her twin. Jess experiences freedom in her imagined
world where the characters that she creates can interact in the way that she wants them to. Jess also talks about how
she expenences freedom on the floor; this is a very physical freedom and one of the only times that Jess can mobilise
and move around a space independently In her play

Analytical thoughts:

o Theway that Jess creates her play scenarios is interesting- it seems thal she always retums to the same
imaginary character with her baby Annabel. Is this a life imagined for the future? Oris it an opportunity to
escape and play without having GP?

o Jess describes the emotions of her play expenence very interestingly- she has to negotiate and choose to have
fun despite the interruptions of adults and feelings of annoyance.

o There is a lof of percened participation particularly seen through the language- in some sense Jess will talk
about herself as subject fe.g. T used the bow and amow’) but often hersentences will start with | and then when
she is asked to describe the play experience she will use “we’ or her sister or a friends name and then give
detail of the specific activity.

o Jess talks about playing with friends and yet when asked about t appears to feel very social 1solated- she often
discusaes ‘hope’ and “wishes” that things will change although appears to heve a bleak view on her friendships
currenthy.

o Jess wants to be independent and this is clear in the way that she plays and the play that she talks about. She
perzeives play as something that is difficult to describe and just happens but with herself as subject- 1 just do it

o Jess unusually doesn’t make use of a powered chair very often and it appears that one of the only times she
gains & true senge of freedom is when she is playing on the floor. The ability to move around by herselfl appears
to be significant in Jess’ play experience
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Ben feels that he belongs to a team, much of his discussion about play experience is discussed within the
context of sport. The participation within a team reflects Ben's desire for independence versus his need for
help; this is reflected in the way in which he can embody his helper and they become part of the team. Ben
appears to find participation within a team and perception of belonging fo a wider team full of overwhelming
excitement. This appears to be connected to the sense Ben has of being part of something wider than
himself. Ben often identifies with teams and locations which may be perceived as popular or well known and
this appear to be part of this sense of belonging.

Ben sees himself as an active player: when Ben discusses play it often has a physical output of some kind.
Ben displays a perceived independence in his discussion of play activities; despite support from an adult or
automatically controlled technology Ben sees himself as independently acting within play. Ben often suspends
reality and imagines himself with no CP, Ben frequently discusses becoming another player and actively
participating in the game as them. When Ben has difficulties achieving what he'd like to in a game he often
talks about this as external to CP for example, not having the instructions or the ball being slippy. Ben sees
himself as physically active and wants to portray his physical strength through phrases such as ‘I'm the
beast'.

Ben makes use of technology in order to enable him to access play. Technology allows the opportunity for
winning, success and competition all of which seem to be essential to Ben’s sense of an activity being
playful. The use of technology enables independence and means that Ben can participate in play on his own.
Playing popular sporting games means that Ben can easily become another in the way that he suspends his
reality. Ben comments ‘I love technology’ and the opportunity to be able to use technology for play appears
to be associated with positive affect.

Ben often experiences play as a spectator, Ben is able to participate as a spectator and will often make use
of communication or his sense of humour in order to be more of a part of the play.

Ben on occasicn puts himself in the role of manager of the play that he participates in. Ben will often instruct
others within play in order to enable play to occur in the way he would like it. Part of Ben's experience also
seems to be that he wants to demonstrate his knowledge through doing this Ben is affirming his role as
manager and leader of the play.

When talking about rugby Ben talks about the importance of the possession of the ball. Possession of things
seems to be a part of Ben's play experience that helps him to feel more of a part of it. Ben owns games and
often discusses what he owns. Ben interesting talks about owning glasses frequently, it appears that his
possession of glasses may be a euphemism for CP. This enables Ben to express his disability.

Analytical thoughts:

* Appears to focus very much upon physical play

* Language of possession/ winning/ belonging to a team enable a description of Ben's play experience

* Being a part of something wider/ popular appears to enable Ben to vicariously experience and enter
into play- this means he can feel very excited/ frustrated if he is able or unable to attend an event.

¢ Ben appears to not mention his CP unless prompted, he does mention glasses though and talks about
these as something distinct to him- is he using this as a euphemism for CP or not? It is about saying
that CP isn’t so bad and it is just a thing like wearing glasses?

¢ Ben appears to hold in tension a need for others to help him and a want for independence, this is
something that needs to be brought into discussion.
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Tom When playing Tom experiences a tension between help and independence, he requires support from an adult
in order to participate in most play activities. In communicating what he would like Tom often makes
compromises for ease and might go with the first choice offered to him for a play activity. Tom’s experience is
that technology enables his play and means that once he is set up he has the opportunity to participate in
something independently. Tom often experiences independence in play through being a spectator participant
he enjoys playing through doing activities such as watching motorbike racing. Tom normalises help that he

1 needs in order to be able to communicate and express his choices for play. Despite this Tom has a strong
desire for independence and often perceives independence despite the presence of an adult supporting his
play.

Tom uses play as an expression of self. Within play Tom perceives his wheelchair to be a part of him; he
embodies his chair and particularly when drawing play does not draw himself without it. Tom also often
embodies helpers within his play and will express activities as being led or carried out by him despite having
physical support from a helper. In order to express himself in play Tom relies on communication and finds that
communication enables expression of himself and his preferences. Tom sees himself as having success
and excellence he discusses always being accurate in his choices and expression despite the normal
compromises that have to occur during play.

Expression of
self

Communication
enables

Tom's experience of play appears to be one of creating Tom expresses positive affect at the opportunity to
play and sees this as happy. He creates a suspended reality in which he personifies toys. Tom's suspended

Success/

expression Sl reality and imagined world start with himself he uses himself and the objects physically available to him to

influence his pretend play which is informed by reality. Within imaginary play Tom is creating play in which
reality is suspended and he does not have CP this enables a greater sense of physical freedom and ability
to move.

Embodies

Embodies chair helper

Humouris essential to Tom’s play experience. Tom places a large amount of his identity as a joker he uses
humour and laughter in order to express his play. Tom within his play is often pushing boundaries and being
unexpected because he knows this can be seen as funny and can lead to laughter. Humour is also important
within Tom’s play experience as it is a way to overcome mistakes and avoid things which are difficult. Tom
chooses to laugh at mistakes and see them as part of the play rather than to become frustrated and distance

himself from them.

|
[ | | | | Play is an activity which is often done together within Tom's experience. He wants to be able to share humour
- Imagined world Informe: Suspension of with others and often uses this to enable others to engage in his play. Tom has a strong sense of family and
Happy Personifies toys starts with self reality reality- no CP family participation and playing together is important to his experience. Tom also plays together with friends
and at times his toys become his friends but he wants the opportunity to participate with others.

Analytical thoughts:

* Play through humour- choosing to communicate the wrong thing in order to cause laugher. Way to
adjust/ process mistakes.

Laughter- contagious- captivates others and means they join in participation

Embodiment of helper

Needs a good communication partner

Creates a world starting with but going beyond self

Perception of self as different- e.g. missing/ different hands, expressive mouth.

Together- sense of being a part of a social world.

!
r T 1
Sharing Family Together

humour participationilll with friends

272 ORIGINAL IN COLOUR



9.14. Appendix 14- Example of data analysis and analysis process

Daniel interview 2 [Descriptive comments, Linguistic comments, conceptual comments]

Criginal transcript Initial noting Emergent | Connections

themes between
themes

N- So do you do pretending as part of Sense of

your playing sometimes, pretending to self-

be things? pretending

D- sometimes Pretending is

N- can you tell me about that? sometimes a part

D- | like being a secret agent...| like to | of play.

be a secret agent

N- Do you? Change of Becomes a

D- and go on missions, and | tenses- | like to character

sometimes imagine my rats be- suggesis a

N-so how does that feel? shift in reality.

D- Good, because it is your own Becoming a

imagination character who

N- good, what's important about it being | can move around | Belonging Sharing play

your own imagination? freely? to self Asserting ‘my’

D- you can get... (Thinking) | don't Own imagination. game

know Imagination

N- you don’t know belonging to Play as fun

D- butit is just really fun, yeah Daniel.

N- so can you tell me about one of

your missions? Really fun-

D- well there was a man stealing Positive emotion

birthdays associated with Reality

N- stealing play experience suspended

D- birthdays

N-birthday cake? ‘he is’ as if alfen

D- no birthdays, the whole birthday character is real.

N- oh the whole birthday Reality

D- He is an alien and I've got a gun suspended-

hook, no I've got a hook, no | have a Daniel has tools

gun but there’s a hook on the end he needs to

N- yeah defeat enemy.

D- | can go up to the ceiling and attack | Use of technology

him and then | press the button to make | within play- press | Moving

the birthdays come back the button. Go up | differently to

N- okay, to the ceiling- reality

D- Yeah Freedom to

N- so you rescue the birthdays? move- embodied

D- yeah experience.

N- and how does that feel? Variety of Embodimen

D- a hit sad, emotions tof a hero/

N- oh experienced- rescuer

D- because you think you're going to sadness- as if the

lose your birthday, Yeah. And my situation is real.

birthday was nearly gone and that was | Changing Reality vs.

bad because you just die between you and imagination

N- yeah,

D- Yeah

N- so why, why would it have been bad
if you lost your birthday?

my. Concept of
death

Embodiment of
a hero/rescuer

D- you would probably never grow up,
no, you would die

N- because you wouldn't be able to
grow up?

D- no, you would die

N- you would die, | see

D- because itis a bit like the man, the
gun did that

N- so does that make it even better
when you save the day?

D- Yeah, you can get it back, the whole
people in the bag

N- tell me that again?

D- | save all the people in the world
N- okay, you take it?

D- | save everyone from this world

N- You take everyone on the rope?
D- no

N- on the road?

D- No | help everyone

N- you help everyone

D- because their birthdays are gone
N- Okay because their birthdays are
gone they've been taken by the man.
D- Yeah

N- So how does that feel when you help
everyone?

D- Amazing.. Amazing

Interview 2, lines 8§1-141.

Growing up is
good and
something Daniel
wants to
experience.

Linking to
something else
that Daniel has
watched? Blame
on object not
person- the gun
did that.

‘I save’ present
conifnuous tense-
clearly being the
herc within the
situation. All the
people- sense of
making all things
right From this
world- what is in
this world that
needs saving
from- referring to
realfty or the
game?

I help everyone.
Owning ability to
be able to rescue
everyone- feeling
amazing

Role as
helper

Role as helper

Emotional
variance
Positive
emotion

Example of analysis process within a transcript, Daniel, Interview 2

15 D-Yeah

16 N-Yeah, does that make sense?

17 DVesh

18 N-50can you tell me what playing is ike for you?
19 o-[FETeailyfinfand i just iike knodking sttt dovr
20 N youlike not to?

21 D-llike knacking stuff down

22 N-not getting stuff done? Do you want to show me the letters (use gtran frame)

23 D-spells out ‘ngking’ (interaction to clarify which block we are talking about

24 N-You like fnocking stuff over
25 D-Yeah,

% N-goth

27 o-|ikathe marbi rur|

28 N-like the marble run, great! And how does that feel?
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30 N-noisy

31 D-it's abit high andit sometimes hurts because it hits me highl(indicates head)

32 N-onyour head

33 D-but]j don't mind that it hurts when it hits my head|

24 N-s0you don't mind when it hite your head because you're playing?

35 Dyeah

H Naomi Gral
Emation linked to play. What do you mean by fun?

JPY Initial comments
Sense of enjoyment

JEY Initial comment
Satisfaction in knocking down- because of noise/
senzation?

Themes.
Ability to make noise/ see outcome.

H Naomi Graham
What s this about? I I Decause This ks an ackhity that
D can physically participate in?

How does it el to knock things over? Do you ke
knacking aver or buikding better? Why is that?

H Initial comments
Demorstrating preference

J Abikty 1o make noise/ see outcome:

Hlm omments.
‘naisy 2ppearing to erjoy tabing 360Ut toys/
actvites which cause noise

H Initial comments
Part of play is that things may fall down/ break when
being buir

H Naomi Graham

Different emotions and sometimes not positive
expeniences experienced during play- i this more
than typically deveboping children? O is this common
0 2l chikgren?

P peme
H Initial comments

ORIGINAL IN COLOUR



Abi, interview 1 [Descriptive comments, Linguistic comments, conceptual comments]

Original transcript Initial noting Emergent [+ i
themes between themes
M- and who do you like to hang out wilh at Perspeclive of being alone al
school? school. {‘don't’' perhaps indicates
some level of choice.
P- I don't, I'm on my own al the moment, I'm | Soffede belongs ‘my" fo Abl a Friends
on my own choice to being alone. Hanglng understanding me
out on her own. Af the moment- | On own Them and me
MN- You're on your own at the moment, ok transfent timing, not on won alf
the time. States being alone like
P- Because they're playing netball afact.
Refers fo everyone as & whole
M- oh okay not specific frends. ‘playing’
confinyous.
P- Yeah Them and me
Playlng Is physical {and she | Lack of
M- at play time? refers to not adapted) Abi sees | adaptation
herself as excluded from the
P- Yeah, and then | can't play It because it Is | play.
not adapted. Physical game with rules.
N- yeah, it is not adapted ‘Cant more of a defintive
statement of not being able fo
P-no BCCess.
‘not adapted” feels like quie an
N- thal’s frustrating adull phrase.
P- Yeah
N- So does everybody play netball?
P- Yeah, Yeah
Emphasizes being alone. Use of
N- ok, and you jusi, where do you go? the word ‘really’ is she not on her
own but feels along? How likely
P=-I'm on my own really, | watch them, yeah i it the whole school iz playing
netball? Is it specific friends she
M- You watch them, ok. And Is there, what can't play with? |solation when Qutwardly passive
other things are imporlant to you? ofhers are paricipating, Walches to participant- Walching
Watches play. Watch ‘them' Abf | participate play
P- um, Because I've got a disability, my TV #s separating herself from others
in terms of the way that she
N- Your participates ‘I' watch- still control
P- TV and choice over what she's
N- your TV doing. Choosing to watch others.
P- Yeah,
M- because you've got a disability your TV CP_integral to who Abi is.
did you say7? ‘Because I've gof a disabify’ Friends
Identity appears to be firmly understanding me
P- Mo, I've got equipment rooted within disabilily. What's | CP integralto | CP as part of me
the connection between disabllity | |dentity
M- you've got equipment and TV? Being able to watch/
articipale assivel enables
P- yeah maore play.
M-ok, =0 you've got your wheelchair, whal Equipment linked to disability.
else have you got? Eguipment necessary for Abi,
P- standing frame ‘dont- expressed choke and
M- Slanding frame preference not fo use. ‘my’ chair Independence iz
P- | don't use it really. I've got my, what's it belongs fo Abi Chair is more important
called? my chair desirable because it i= new. | Equif it Equipment bl
M- Your chair Chair enables more | needed for freedom
P- my new chair participalion? play

274

QOriginal transcript Initial noting Emergent Connections
themes between
themes
N- the start of year 6, ok that's |/ play nethal- Abi stating
when you started playing netball. | participation. Participation
And does it um, so when you're | through driving not watching. | Wheelchair
watching netball.. Driving wheelchair appears to | enables Independence
be linked to independence in | freedom and | Is Important
P- (interrupts) | play netball, | being able to move around | participation | Equipment
because | drive, sothat's why and participate. Freedom to enables
move important to freedom
N- you like it participation?
P- yeah Two weeks later has been
able to participate through
N- so when, you know when you | driving around- this is seen
said you were watching before? more as playing. Contrast
between watching and | Participation
P- yeah but now | play playing. through
watching
M- now you play, when you were
watching were you still talking to | Watching was stilt
people? participation- struggling fo
complete sentence here and
P- Mo, | was like being a mana... not | use a word for it. Trying tofind
a manager, | don't know, no not an | a role which involves watching
audience, | just want to play, | want | e.g. manager/ audience. Abi
to play but | want to be really safe , | was able to paricipate
so that's why. Can | have a drink? | through watching but was
trying to find herself a role.
M- 50 why do you feel safe now? Desire to paricipate but feels | Fear of injury
i OQutwardly
P- because | have to , | want to be | children? passive
safe, | don't want to hurt my head participant-
and stuff Has to participate in play or Watching play
has to be careful? Strong link
M- Yeah. Here you go (gives Abi | between physical play and Others active
drink) possibility of being hurt.
Enjoyment
Vs,
persistence
Fear of
participation

Abi interview 3




Example of ‘carpeting’ process, negotiating and grouping themes. This was
done through laying out each of the themes and subthemes created as a result
of each participants interviews and moving these around and grouping them
with possible commonalities. The following table demonstrates the grouping
which occurred as a result of this version of ‘carpeting’.

Superordinate | Be what Fm the I want to be Justiike | Idoitand [
themes you want beast them can't
to be
Negofiation vs.
Expression | Spectator Belonging vs. others | independence
of self vs. vs. active choose enabled
re-creating | player
self
Success Physical Toys p ified
and strength and enables choice
excellence | participation
Free and E Social jon in Ei i of
happy of belonging to something | helper-
wheelchair | wider perceived

dependence
Humouras | Spectator Shared experience- ‘kill that' anger
expression | participant drawing others in to self and CP
of self
Vista play: Qutwardly passive Drive to

Subthemes crealing participant compete and

internal self negotiate control
with no CP in play
Role as a Choice by others
hero or
helper
CPasa ‘them’ and ‘me’
part of self
Restrictions
to play not
dueto CP




9.15. Appendix 15- Further quotes to illustrate findings

1. Making choices and controlling play 2. Participating differently to peers 3. Connecting with others in play
1.1. Facilitated independence- helpers become an embodied part of self 2.1. Disability as a part of self 3.1. Using humour to enable connection

“N- So do you have a chair that you use by yourself? B- Yeah awheelchair N- a wheelchair, N-So somelimes when you wanted your hands to do something, your eyes, it was trickyto  ‘When [ have lunch | get my food and | bang like this (indicates banging table) and it goes
and is it one that you can dnve? B- yeah N- or does somebody push you? B- Usually get your hands to do somelfiing because your eyes could always see, it took a little time fo up in the sky... when the teacher goes [ go like this, (indicates hitling the lable) and then

somebody pushes me.’ (Ben, interview {). get your eyes to (pretends to look up) and then I'm just looking and then | did nothing N- okay, you're just
go to the place you wanted them to can you tell me frow that fe#? P- ok N- ok, P- yeah, good looking D- No then I say, | did nothing, nothing at all. N- okay so fiow does that feel? D- a
N- And what do you with the ball? A- throw it. N- throw #, and then what does [Abi’s dog] N- So you're very good at keeping trying P- yeah, yeah (Abi, inferview 2). bit cheeky.’ (Daniel, interview 2).

do? A- catch it, he catches it, you throw it back, yeah. N- ok, and how do you throw it? A- |
can't throw it, so someone holds my arm and then |, and hand, and then | throw it." (Abi,
interview 7).

N- go, why does it not want to play?! oh it's gone siow-mo! Why is it doing that? T- (laughs
a lot and finds it funny) N- (both laughing) what's it doing going really slowly? Does that feel
funny? T- flooks yes] (vocalising, waving hands around) (Tom, interview 1).

J-well no it's only when I'm eating lunch she leaves me, she comes hack. So [ sometimes
play with her. N- ok, does she help you find other people to play with somelimes? J- she
plays with me N- So what things do you do as well as calch? J- So | sometimes, what do |
do? I'm not actually sure. Sometimes ljust sitthere quietl. N- and is she your friend or is she
just your helper? J-she’s my helper.’ (Jess, interview 1).

1.2. Seeing self as physically strong and successful 2.2. Engaging in play through watching 3.2. Using voice to be heard in play

‘I go on @ normal femphasis] horse so | sit on it and I'm quite good, | just do it. I's notthat ‘N- And do you ever play by watching Lilly do it? L- yes N- So how does that feel? What do  ‘'We pretend and that there are aliens we pretend thatwe, we pretend that we can see aliens
difficult for me actually, it’s actually really easy now hecause I've heen doing it for (whispers)- you do when you're watching her? L- Good. N- yeah, how do youjoinin, do you do cheening as well we, yes, we pretend that, yes, we pretend that our friends are aliens as well’ (Lucy,
1 started when | was four and now I'm eight, 've been doing it four years so | maybe? Or do you just watch her do big kicks? L- yes!’ (Lucy, interview 2). interview 1).

am pretty good at it.” (Jess, interview 3).

‘J- 0 if my friends were doing gymnastics for example I would happily watch them playing. ‘N- yeah. And you look like in that picture that you were doing really big bashes with your
[Playing tennis as Andy Murray] ‘N-So how does that feel? B-good because | get all sweaty Cricket or something | would watch them, or if they were playing rounders | would watch fands. Were you choosing to do big bashes or was that just happening? T- [chooses-
when [ run around.’ (Ben, interview 2). them. So | quite fike walching them. N- Cool, and you join in by watching? J- Yeah.’ (Jess, choosing to do hig bashes] (starts giggling) N- You were choosing to do big bashes! And
interview 1). why is that? T- (still giggling) N- are big bashes more fun or not really? T- (still giggling)
[chooses- more fun] N- more fun! Is that because, um, you can.. does it matter that you can
hit it hard or riot really? T- [Chooses- hit is hard] (still laughing) N- Yeah, hit it hard. Is that
because does i make a louder noise or not really? T- [ chooses not really] (stops laughing
but continues to fise through cor tion) N- ot really. Is it because people can hear
where you are or not really? T- [chooses- because people cain hear where you are JN- Yeah,
because people can hearwhere you are. Is that because people can hear the piece you're
writing or not realfy? T- [ chooses hear the piece you're wiiting] (Tom, interview 2).

1.3. Choosing to compromise vs, having to compromise 2.3. Extreme emotion- frustration and excitement played out
“Inn the classroom when nobody is in the classroom, me and Miss Sak play world cup.’ (Ben, ‘L- dropped it on the floor! N- how did that feel? L- bad, very bad. N- and then what
iterview 1). happened? L- | fekt frustrated with myself. N- did you? But then, were you still playing when

you felt frustrated? L- | was still playing N- ah and who heped you? L- Laura [cares] did. N-
‘One day some people came to the game place and they couldnt think of what game to play and how did that feel? L- good.’ (Lucy, interview 3)
firstbut then God spoke to them and he said ‘you can choose which game you want to play
first’ said God. ‘But only in your mind’ said God.’ (Lucy, intenview 2). ‘N- So if | was an afien and didn't know what fun was what would you tell me? A- it’s like
funny, laughing.. yeah N- what else? A- Laughing, laughing, fun, having fun, yeah. N- ok,
N- your mum was choosing so was she playing or were you playing? T- (vocafises andhow does it feelin your thinking when you're having fun, what do you think? A- allof my
approximating me) [chooses you playing] N- you were playing. Did you mind that your mum mad stuff - Nutella! N- uh huh, all of the mad stuff! A- ealing Nutella!... N- Ok, and how
was helping or not really? T- [chooses not really] (vocafises) N- not realfy. And if you didnt does it feel in your body? A- Amazing when I'm having fun.’ (Abi, interview 1).
Fke it could you ask to change i? T-{ vocalises) N- if you didn’t fike it would you keep playing
or would you ask to change? T- [chooses keep playing] N- you'd keep playing? (Tom,
interview 2).

2.4. Imagined self without disability- a new spatiality

[Taking about wheelchair driving game] ‘A- yeah, or you jump or you flip. | could do that |
want to. N- how do you think that would feel? A- Good, how do you do afipina
wheelchair? N- How do you think?... A- | dont know, amazing.’ (Abi, interview 2).

{Talking about imaginary play with minions in which Tom is parlicipating] T- [climb up &

ladder] N- you cimb up a ladder. Does that mean it's really big or is it not very big? T- ORIGINAL IN COLOUR
[chooses really big] N- it’s really big! And do you imagine all this in your head or is

that wrong? T- (looks yes) N- yeah, and when, is that fike playing oris that not playing? T-

fchoose play definitely]’ (Tom, interview 2).



9.16. Appendix 16- The experience of play for 6-12 year olds with high
levels of physical disability due to Cerebral Palsy: An interpretative
Phenomenological Analysis.

Poster presented at COT and EACD 2017 (Graham et al. 2017a, 2017b)

Data is analysed whilst
considering:

The eXperience Of play for 6-1 2 Children | Phenomenology (meaning of

discuss an experience)

year olds with high levels of U e —

physical disability due to L N
Cerebral Palsy: it | eadana

casesare HOW iS

An Interpretative : 7 sought. : ot Hermeneutics

- . (in-depth
Phenomenological Analysis 4 ;e e

Connections in |PA?

across emerging
| . >f Brighton themes are
made for each
BACKGROUND: Every child has the right to . participant.
play and play is a primary occupation for all Emerging
children (Chiarello et al. 2006). Despite this, S — theme
children with Cerebral Palsy are often d
described as playing less than their typically
developing peers (Okimoto et al. 2000). This
PhD project aimed to understand the
experience of play of 6-12year olds with high
levels of disability due to Cerebral Palsy. The following quotes illustrate the findings from one of the participants
, ; A ; ; s

METHOD: Six children functioning at GMFCS Jess’, an 8 year old with Cerebrgal Palsy (sp;stlc qua_dnpleg!a and _
VIV, MACS I/N/V, and GFCS Il participated dystonia). Jess uses a Wheelchalr_and requires physucal assistancein
within three semi-structured interviews most settings. She can handle objects with difficulty and needs help to
discussing their experience of play. Within the prepare and modify activities. Jess has effective verbal communication.
interviews children referred to a video of Jess has an identical twin sister who does not have a disability.
themselves playing which was taken at the
start of the session. The use of visual methods N- yeah that's cool. So when you're
such as the video, showing of toys, and b G S playing do you th'i;lk you sometimes forget
drawing, allowed a greater depth of s about having CP?
discussion. Interviews were videoed and o1 arikind halfil, i ie szl- ﬁahhsomehmei "d"h -
transcribed, they were analysed using e oo i el rMmibm, andwhys that? )
Interpretative Phenomenological Analysis. i i J=because Im Just 5a lostin playing the

ife, and ind game that | forget that | actually can't do
that's really good things like other people . Interview 1
N- that od. So in the
game you often like
often similar to how you
are in real life?
J- yeah but | just don't
have my disability like |
do. Interview 3

FINDINGS: Interpretative themes were
explored as a result of the children’s
interviews. Children experience play in several
ways that differ from their typically developing
peers. Children experienced autonomy and
discussed playing independently when they
had the support of adaptive equipment and
carers. Children participated in play which
enabled them to experience freedom and
control through the suspension of reality; this
was sometimes through playing characters
who did not have CP or were superheroes.

IMPACT:

* Health professionals should be aware of the
experience of play for children with high
levels of physical disability.

Health professionals, parents and carers
should provide children with high levels of
physical disability the opportunity to
participate in play that is chosen by the
children themselves.
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