Bringing more to participation
Participation in school activities of persons with
disability within the framework of the International

Classification of Functioning, Disability and Health for
Children and Youth (ICF-CY)

Gregor Maxwell

Dissertation in Disability Research

) ?ﬂo SCHOOL OF EDUCATION
) { AND COMMUNICATION

JONKOPING UNIVERSITY

Dissertation Series No. 16

Studies from the Swedish Institute for Disability Research No. 42

Jonkoping 2012



OGtegor Maxwell, 2012

School of Education and Communication
Jonk6ping University
Box 1026, 551 11 Jonk&ping, Sweden

www.hlk hj.se

Title: Bringing more to participation
Dissertation No. 16

Studies from SIDR No. 42

Print: Books on Demand, Visby

ISSN 1650-1128
ISBN 978-91-628-8484-0



ABSTRACT

As societies the world over move towards defining inclusive and effec-
tive education systems this presents the educator with the new challenge
of providing an equal and democratic education environment for all
students. With children the nature of functioning and environmental
settings varies greatly in comparison with adults and assessing children’s
involvement in activities is of particular importance to ensure effective
and inclusive society building through education. Building on the exist-
ing and previous participation research this thesis specifically aims to
provide a means to theorize participation from two perspectives (fre-
quency of attending and intensity of involvement) and put in to opera-
tion using five dimensions of the environment: availability, accessibility,
affordability, accommodability, and acceptability. Contextually this has
been done by investigating children in need of additional support (in-
cluding children with disabilities) at school. Results indicate that while
research and theory take a holistic and balanced approach by using par-
ticipation based on two perspectives, this has yet to filter down to prac-
tice. A new approach to measuring inclusive education using social capi-
tal, the five environmental dimensions, and the ICF-CY is proposed and
tested. However, while the ICF-CY provides a consistent descriptive
framework, no clear connections between social capital and inclusive
education policy could be drawn and the five environmental dimensions
— especially the involvement-related ones — need further development.
The final paper presents evidence from the individual perspective for a
third ICF-CY activities and participation qualifier to represent the sub-

jective experience of involvement. Participation can thus be regarded as
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a multi-dimensional phenomenon with two main conceptual roots: so-

ciology and developmental psychology.
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tion, policy
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CHAPTER |

INTRODUCTION

As we globally move towards defining an inclusive and effective educa-
tion system this presents the educator with the new challenge of provid-
ing an equal and democratic education environment for all students.
Higher degrees of participation will lead to increased independence, ac-
ademic achievement and social inclusion for students with disabilities
(Simeonsson, Catlson, Huntington, McMillen, & Brent, 2001). This the-
sis specifically looks to provide more clarity on the operationalization of
participation and provide suggestions for its improvement as currently
its vague definition is open to interpretations which can be adapted to
suit a need. Within a school setting theoretical aspects of participation
are still found to lack the necessary complexity which is required to un-
derstand all aspects of childhood disability (Egilson & Traustadottir,
2009). What remains to be explored is how activity and participation in

school activities are conceptualized, measured and operationalized. This



Chapter |

work explores participation from both the perspectives of the frequency

of attending and the intensity of involvement.

Participation can be regarded as a multi-dimensional phenomenon and
can be defined as “involvement in a life situation” (Bjorck-Akesson,
Granlund, & Simeonsson, 2005; WHO, 2007). However, the need to
provide clarity on the participation construct is currently well debated in
the literature with a number of studies discussing how to measure par-
ticipation (Badley, 2008; Coster & Khetani, 2008; McConachie, Colver,
Forsyth, Jarvis, & Parkinson, 2006). While definitions of participation
may vary, from previous studies it has been shown that differences in
participation are context-specific (Eriksson, Welander, & Granlund,
2007) for both children with and children without disabilities. Participa-
tion patterns over activities and students’ concepts of participation are
not strongly dependent on type or degree of disability (Almqvist &
Granlund, 2005; Eriksson & Granlund, 2004a, 2004b; Granlund, Eriks-
son, & Ylvén, 2004) with students’ conceptions of participation being
more age-dependent (Eriksson & Granlund, 2004a). Similatly, environ-
mental factors are also seen as influential in these studies. One of the
proposals by Badley (2008) to enhance the conceptual clarity of partici-
pation is that there is a reciprocal relationship between contextual fac-
tors acting as ‘scene-setters’ as well as facilitators/bartiers, and participa-

tion seen as societal involvement, and performing tasks and acts.

The work presented here is participation-focused and is practically in-
fluenced by the World Health Organization’s International Classification
of Functioning, Disability and Health (ICF, WHO, 2001) and the child
and youth version, the ICF-CY (WHO, 2007) as the ICF/ICF-CY
framework is used extensively as a methodological tool in the studies.
As a person-based social model, as opposed to a deficit-based medical
model, the ICF was devised by the World Health Organization (WHO)

as a universal standardized framework to describe health and health-
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Introduction

related states (WHO, 2001) and is a member of the WHO family of in-
ternational classifications. The ICF takes the assumption that disability
is a normal occurrence and experience of living and not necessatily
comparable to an illness. The Child and Youth version, the ICF-CY
(WHO, 2007), has been further produced to address problems sur-
rounding the considerable changes in development, behaviour and con-
texts for functioning which take place in the first two decades of a per-
son’s life. Both the ICF and the ICF-CY use codes to categorize the
functioning of an individual and there are four main areas (called do-
mains) of classification: body functions, body structures, activities and

participation, and environmental factors.

A forerunner to the ICF/ICF-CY, the ICIDH (WHO, 1980), contained
a linear connection between disability and functional impairments which
served to re-enforce the medical components or physiological conse-
quences of disability. There was thus resistance to taking disability as a
rights issue and this delayed the connecting of the environment as a
contributing factor to disability; this also led to services and policies be-
coming impairment-driven rather than rights or needs-based (Hurst,
2003). The lack of a rights-approach to disability or any societal compo-
nents in the ICIDH naturally over-shadowed the ICF, however the
WHO did recognize that disability was a rights issue during the revisions
of the ICIDH and as a result the ICF now has an interactive model of
disability (Hurst, 2003). In the case of children, as a pre-cursor to the
ICF-CY, there were also calls to use the ICF as a universal standard to
realize the rights of children with disabilities under the UN Convention
of the Rights of the Child (Simeonsson et al., 2003). Of specific rele-
vance to this thesis, the ICF/ICF-CY considers disability to be a term
“encompassing impairment, activity limitations and participation re-
strictions.”(WHO, 2007, p. xvii). This is further emphasized by
Leonardi, Bickenbach, Ustiin, Kostanjsek, and Chatterji (2006, p. 1220)

15
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who propose “Disability is a difficulty in functioning at the body, person
or societal levels, in one or more life domains, as experienced by an in-

dividual with a health condition in interaction with contextual factors.”
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CHAPTER 2

AIMS

This thesis aims to theorize and put in to operation participation from
two perspectives — the frequency of attending the activity, and the inten-
sity of involvement. New knowledge on how patticipation is conceptu-
alized and operationalized is presented and this will have implications
for the ICF-CY framework (WHO, 2007). Practically, the objectives

have been explored by engaging across the following areas:

a. How is participation expressed in research within the field of
education? A thorough systematic search and review of the ex-
isting literature addressed this by comparing how participation
is theorized and put into operation within educational research.

b. How is participation on an individual level expressed within a
societal participation framework? Are legislation, policy and
practices related to education for children and youth needing

additional support inter-related in terms of participation? Is pat-
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ticipation expressed as opportunities for participation and/or as
a concrete goal in terms of involvement? This has be done by
investigating the correspondence between policy documents on
national, regional and local level from Sweden and Scotland.
Data were collected through case studies. Elements of the
United Nations Convention on the Rights of the Child, the
United Nations Convention on the Rights of Persons with Dis-
abilities, and the ICF-CY were used to clarify whether the poli-
cy definition of participation matches the definition as ex-
pressed in ICF-CY.

How does social capital influence inclusive education practice
and policy? This conceptual paper proposes the International
Classification of Functioning, Disability and Health Children
and Youth Version (the ICF-CY) as a bridge to link social capi-
tal and inclusive education and thus provide a way to measure
inclusion with social capital. A macro-level measure for partici-
pation based on inclusive education policy and social capital is
proposed which will add to existing conceptual frameworks for
inclusive education policy development and health equity while
Europe is building national identities through education
(Horenczyk, 1996).

Can a practical tool be constructed to measure inclusive educa-
tion by using social capital? The aim of this article is not only to
provide a sociological overview of the issue of inclusion in edu-
cation, but also to show practical ways of strengthening social
capital building within inclusive education environments. This
has been attempted through a comparative analysis of the level
of social capital — for Germany, Greece, Romania, Spain, Swe-
den, and United Kingdom — in relation to the level of the quali-
ty of the most recent inclusive education policies for children

with disabilities within these countties.



Aims

e. Can a measure of the subjective experience of involvement be
practically constructed? This article investigated the intensity of
participation in school activities of school-aged children with
disabilities in an educational setting within the ICF-CY frame-
work. The ICF-CY only measures doing something using the
capacity and performance qualifiers, a dimension measuring the
experience is needed; a third qualifier. It was hypothesized that
the experienced involvement of pupils in school activities is
higher when thinking and doing coincided. Thus a measure of

the subjective experience of involvement could be constructed.

The outcomes of (a) to (¢) have produced a better understanding of the
construction and operationalization of participation and form the basis

of this doctoral thesis.
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CHAPTER 3

THE CONSTRUCT OF
PARTICIPATION

The need to provide clarity on the participation construct is currently
well debated in the literature with a number of studies discussing how to
measure participation (Badley, 2008; Coster & Khetani, 2008; Coster et
al., 2012; McConachie, et al., 2006). Participation can be focused on the
right to be in the same activities as other children in school or/and the
level of engagement when being in a school activity (Granlund et al.,
2012); these two perspectives of participation have two conceptual
roots, both of which relate to functioning within a context: sociology
and developmental psychology (Granlund, 2006). Participation based on
the sociological root focuses on the availability of and access to every-
day activities and describes participation as equal to frequency of attend-
ing the same activities as others. Participation based on the psychologi-

cal root focuses on the child’s intensity of involvement or engagement



The construct of participation

within an activity and whether the environment is accommodated to the

child and accepted by the child.

Building on the conceptual re-working of participation is the recent
model developed by Granlund and Simeonsson (Granlund, 2009, see
figure 1; Simeonsson, et al., 2001) in which the two aspects of participa-
tion (frequency of attending and intensity of involvement or engage-
ment) exist as a spectrum of participation related to five environmental
dimensions of conditions for participation. The dimensions were origi-
nally proposed by Simeonsson et al. (1999) as dimensions of access

based on a model of access to health (Penchansky & Thomas, 1981).

Frequency of attending

4

v Availability

1 Accessibility

» Affordability

' Accommodability
Acceptability

Is it possible to act?

Can | access the context?

Is it worth it in terms of time and money?
Can the situation be adapted to my

way of functioning?

[ ]
Am | accepted in this situation? :
]
[ ]
1

v
Intensity of involvement

Figure 1. Environment dimensions of opportunity as a proposed meas-

ure of participation.

The model outlined in figure one contains five central dimensions con-

cerning the environment: Availability describes the objective possibility
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to engage in a situation. In terms of services it refers to the objective
provision of facilities or resources. Accessibility describes whether you
can, or perceive that you can, access the context for the situation. Af-
fordability covers not only financial constraints but also whether the
amount of effort in both time and energy expenditure is worth the re-
turn to engage in the situation. Accommodability describes whether a
situation can be adapted. Acceptability covers people’s acceptance of a
person’s presence in a situation. If there is an expression of values or
common beliefs which are of a subjective nature then this is also accept-
ability. These five dimensions represent environmental or ‘scene setting’
(Badley, 2008) factors which directly influence participating in an activity
and represent the intrinsic link between participation and the context,
the way they interact is represented in figure two which shows Badley’s

(2008) model with the five environmental dimensions of opportunity

over-laid.
Environment and
personal factors as scene Intensity of
setters .i'nvo.‘vement
+ Acceptability
= Adaptability
Body function . ., Societal . Affor d‘?b_”"ry
andstructure At Tasks ", olvement & Accessibilty
I = Availability
. \ 4
Enwronr;*nfent and Frequency of
personal factors as attending

facilitators & barriers

Figure 2. Badley’s (2008) enhanced disability model with the frequency-

intensity model overlaid (shown in italics).
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The construct of participation

The environment itself is an intrinsic part of the participation experience
in both these dimensions as it acts as a pre-requisite and ‘scene-settet’
(Badley, 2008) as well as a context that facilitates or hinders participa-
tion. Although involvement is referred to within a psychology context, it
is not related to a medical perspective as it consists of a subjective expe-
rience of participation, which includes the child’s perception of the situ-
ation. Badley’s (2008) enhanced disability model presents a relationship
between contextual factors as scene-setters, contextual factors as facilita-
tors and barriers, societal involvement, tasks, and acts (see figure 2); this
is an extension of the model which underlies the ICF/ICF-CY’s activi-

ties and participation and environment components.

The five dimensions outlined in figures one and two represent environ-
mental or ‘scene setting” (Badley, 2008) factors which directly influence
participating in an activity and represent the intrinsic link between par-
ticipation and the context. It is argued here that it is important to repre-
sent participation from both a frequency of attending and an intensity of
involvement perspective to avoid any reductionist issues related to fo-
cussing on only one. This new way of looking at participation provides a
more balanced way of representing the construct and brings in involve-

ment, which has previously not been successfully done.

PARTICIPATION AS FREQUENCY OF
PERFORMING AN ACTIVITY

Societal barriers can be a risk factor for children with disabilities having
restrictions in their frequency of participation in activities. A number of
studies indicate that children and youths with disabilities have a lower
frequency of participation in unstructured school activities than their
peers but for structured, teacher-led activities differences are less pro-
nounced (Eriksson & Granlund, 2004b; Eriksson, et al., 2007; Skir,
2003; Tamm & Skir, 2000). Older children with disabilities have less
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variation in the type of activities they participate in, especially in social
activities (Law et al., 2000); they frequently play alone (Brown & Gor-
don, 1987; Tamm & Skdr, 2000) and have a less rich play experience
than their peers (Howard, 1996). In the home context children with dis-
abilities spend more time in self-care and passive activities (Brown &
Gordon, 1987; Buttimer & Tierney, 2005; Law, et al., 2000), and in
school they are more frequently engaged in on-looking activities than
their same age peers (Hestenes & Carroll, 2000), and are more frequent-
ly excluded during breaks than in teacher lead structured activities
(Schenker, Coster, & Parush, 2005). Loneliness is often a problem for
children with disabilities; and it is one of the reasons mentioned, by
children leaving regular school for special school, as something negative

about regular school (Eriksson, et al., 2007; Szényi, 2005).

Having a disability is negatively related to frequency of participation, but
the diagnostic category does not seem to affect frequency and diversity
of participation in different activities (Almqvist & Granlund, 2005;
Brown & Gordon, 1987; Law, et al., 2006). Simeonsson et al (2001)
found, in their US national survey, that teachers rated children with
more severe disabilities as participating less frequently than students
with mild disabilities. In a study of frequency of patticipation in leisure
activities of children with motor disabilities Imms (2008) reports that
children with severe motor impairments participate less frequent than
children with mild to moderate impairments. There is some conse-
quence related to whether a child’s limitations are physical or psychoso-
cial with Egilson and Hemmingsson (2009) finding that children with
physical limitations have their needs met to a more satisfactory extent.
Several other factors than impairment are related to frequency of partic-
ipation. Eriksson and Granlund (2004b) found that frequency of partic-
ipation is more strongly related to personal factors, such as autonomy,

to skills in interacting with significant others, such as peers and teachers,
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The construct of participation

than to general environmental factors. In school specific environmental
factors such as availability and specific support have a stronger relation-
ship to frequency of participation than general school environment

(Eriksson, 2005).

PARTICIPATION AS THE SUBJECTIVE EXPERIENCE
OF INVOLVEMENT

Measures of performance do not give the child’s own perspective or
give a measure of the subjective experience of involvement. Skinner and
Simmer-Gembeck (1998) report that post-hoc self-ratings of intensity of
engagement in school activities, i.e. a measure of intensity in participa-
tion, is related to achievement. Also being included (Finn & Cox, 1992)
and having support from teachers and peers have been reported to facil-
itate achievements, and create a feeling of belonging and competence

(Bear, Minke, Griffin, & Deemer, 1998; Goodwin & Watkinson, 2000).

Feelings and perceptions concerning the relationship between the per-
son and the activity, such as control perceptions, should be included
when constructing the subjective experiences of involvement. Relating
to perceptions of control, one measure of the intensity in participation
can be achieved from reports of post-hoc self-ratings of intensity of
engagement in school activities (Skinner & Simmer-Gembeck, 1998).
Also related to perceptions of control is self-efficacy, defined as “beliefs
in one’s capabilities to organize and execute the courses of action re-
quired to manage prospective situations” (Bandura, 1998). Clarke et al.
(2011) also report that children with severe communication disabilities
that rate their self-efficacy higher also report higher participation in
school activities. Autonomy is also another required concept related to
control perceptions and is the primary causal agent in one’s live relating

to self-determination (Wehmeyer & Schwartz, 1997).
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For a person to perceive full participation they need to feel motivated
thus a measure of involvement should also focus on the subjective expe-
riences of self in relation to the activity. The prerequisites of an activity,
e.g. whether the activity is self-selected/chosen or compulsory, ate also
factors related to the subjective experience of involvement rather than
an expression for the subjective experience of participating in the activi-
ty. Therefore, whether an activity is self-chosen or not should not be

strongly related to the subjective experience of involvement.
gly ] p

Attention is also has a significant influence and can be regarded as either
a top-down process where it is active and controlled by the individual,
or as a bottom-up process where it is a passive process being controlled
by external stimuli. The focus in this thesis was on the subjective, and
thus personal, experience of involvement, so attention was considered

active and a top-down process.

In this thesis it is proposed that the subjective expetience of involve-
ment can be represented by the psychological constructs of involve-
ment, control, motivation, and attention as experienced in the here and
now moment. In addition, a positive emotional state is more frequently
reported when having a subjective experience of involvement but is not
a part of the experience itself. Whether an activity is self-chosen or not
is related to participation, but this is a factor affecting participation ra-
ther than a part of the experience itself. School activities are structured
and this will remove some of the self-chosen aspect, but not the sense

of control over whether or not to do the activity.
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APPROACHES TO DISABILITY

Perspectives on theorizing childhood disability can be taken from gen-
eral theories on disability. Participation is a central issue for those occu-
pied with disability issues in childhood (Egilson & Traustadéttir, 2009)
and occurs in models of disability both explicitly (WHO, 2007) and im-
plicitly such as is seen in a number of the disability models outline in the
following sections. Ways to theorize disability have traditionally been
classified as either medical or social in their nature. Children with disa-
bilities are also not a single or homogeneous group so require a variety
of approaches. These will be outlined in this section along with child

and childhood-specific aspects.

THE MEDICAL APPROACH TO DISABILITY

The need to classify people as disabled or non-disabled arose from the

needs of health professionals and the welfare system (Soder, 2005); this,
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historically, has led to a societal dependence on medical diagnosis labels
which do not necessarily give an accurate description of needs such as is
seen in education (Davis & Florian, 2004). The idea that the existence of
a disability was caused by the body being deviant led to the conceptual-
izing of the medical model of disablement. However, evidence for the
actual existence of this ‘medical model’ is scarce (Kelly & Field, 1994, p.
35, cited in; Shakespeare, 2000, p. 19) and its existence could merely be
a component of the conceptualization of disability that some — the so-
cial-model proponents particularly — use to enhance their standpoint
and arguments. What does exist however is the field of Medical Sociolo-
gy. Carol Thomas (Thomas, 2004), coming from Great Britain, argues
that while there is a distinct division between the fields of medical soci-
ology and disability studies/the social model of disability, thetre is also
common ground. She highlights that disability studies forms its theoreti-
cal basis on the idea that disability comes from social oppression, ine-

quality, and exclusion (Thomas, 2004, p. 570):

“Disability is a form of social oppression on a par with other forms of
opptession in our society associated with gender, race, class, and sexuali-

ty.” (Thomas, 2004, p. 581).

In comparison, medical sociology forms its theoretical base for disability
on the premise that illness and impairment cause suffering and social
disadvantage and so disability occurs. Thomas concludes her review by
highlighting the need to revive a ‘social rational understanding of disa-
bility’ (Thomas, 2004, p. 581). This is an example of Gustavsson’s
(2004) relative interactionist perspective of disability and is similar to
Tom Shakespeare’s ‘social theory of embodiment’ (Shakespeare, 2004)
and shares much in common with the Nordic Relational approach (see

following section) also.
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THE SOCIAL APPROACHES TO DISABILITY
THEORY

A social approach to disability places the ‘blame’ or reason for disability
on society, or, more specifically, on factors which are external to the
individual and in its most extreme form rejects that the body has any
inputting factors. Social approaches have their roots in de-
institutionalization and normalization practices which have been seen
across Burope and the United States of America, the minority-group
model (also dominant in US disability politics), treating disability as a
right-based issue, and the emancipation of persons with disabilities as

equal members of society.

DISABILITY STUDIES/THE SOCIAL MODEL

Emerging in parallel with other social movements relating to gender and
race equality during the 1950s and 1960s the most marked development
of a social approach to disability emerged in both the United Kingdom
and North America. While North American theorists and activists have
taken a social approach to defining disability they have not gone as far
as their UK colleagues in defining it as social oppression (Shakespeare,
2006). Oppression can be expanded further to include the concepts of
recognition and re-distribution (Fraser & Honneth, 2003). Fraser (1999)
describes a theory of re-distribution and recognition which leads to the
removal of barriers and thus equal societal participation for oppressed
groups. Recognition leads to cultural equality, which on a personal level
equates to social status, and a removal of any degradation and lack of
respect. Re-distribution needs to occur to alleviate socio-economic ine-
qualities which can lead to exploitation and marginalization. Danermark
and Gellerstedt (2004) have proposed that Fraset's theory of re-
distribution and recognition can be linked to disability from a critical

realist philosophical perspective (Williams, 1999, also makes this pro-
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posal but from the perspective of re-introducing the body to the strong
social model). When linked to disability Fraset's theory of re-distribution
and recognition can explain that there is still some way to go in terms of
recognizing cultural equality; on a personal level this equates to social
status and is seen in the effect that labelling (e.g. disability category ‘in-
tellectual disability’) can have in terms of personal identify — e.g. indi-
viduals with the label resist its application because they are seen or pet-
ceived to describe their personal competencies (Bjérnsdéttir, 2010).
Similatly, the removal of any degradation and lack of respect is still on-
going as a study with teenagers with ADHD (Hallberg, Klingberg,
Setsaa, & Méller, 2010) showed that the teenagers were likely to want to
conceal parts of themselves (e.g. medical treatment), and were especially
concerned about being different and wanting to be like everyone else.
Re-distribution needs to occur to alleviate these socio-economic ine-

qualities which can lead to exploitation and marginalization.

From a theoretical perspective two generations of the British/ American
‘social model’ can be described: the first stressing calls for changes in
societal structures and the second replacing this materialistic perspective
with a more constructionist-based theory (Gustavsson, 2004). There
have been calls to abandon the circular reasoning of the first generation
of social model, where an assumption about what disability and impair-
ment are is made (Shakespeare, 2000), and to bring the body back in
with the alternative philosophical standpoint of critical realism (Wil-
liams, 1999). There is also the point that the strong UK social model is
not unique and is only one of a number of social-contextual models
(Gustavsson, 2004). These various social models for disability can col-
lectively be called a social theory which is starting to emerge from the
tield and can be seen in reviews of the literature (Gustavsson, 2004;

Gustavsson & Soder, 1990), and from theoretical papers making this
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argument, such as Tom Shakespeare’s ‘social theory of embodiment’

(Shakespeare, 2004).

THE NORDIC RELATIONAL APPROACH

In the Nordic countries there also emerged a social approach to disabil-
ity, often referred to as the ‘Nordic relational approach’. It should be
noted that this is not an alternative to the social model, but another type
of social model (Shakespeare, 2004). The Nordic relational approach
represents disability as situational and takes an interactive understanding
of the environment (Gustavsson, 2004; Tessebro, 2004) with the rela-
tive situational aspects being seen when there is a discrepancy between
individual functioning and societal or situational demands. The Nordic
relational approach has its roots in the political and philosophical ideals
which underpin the key values of the Nordic countries’ welfare states;
these are values of equality of all, full participation in society, and citi-
zenship. De-institutionalization and normalization were also predomi-
nant in the Nordic countries as pre-cursors to today’s Nordic relational
approach (Gustavsson, Tessebro, & Traustadéttir, 2005) and have con-
tributed to the evolution of the Nordic relational approach to disability
seen today and described above. Research also tends to be cartied out
by non-disabled researchers which means there is not the close connec-
tion between disability research and disability activism as is seen in Brit-
ish and North American disability studies (Shakespeare, 20006).

THE LIFE COURSE APPROACH

The recent development of a life course approach to disability (Priestley,
2003) allows society to organize the relationship between disability and
the life course. It addresses how life course transitions are organized at
the collective level and about the generational significance of disability-

related issues as they affect people of difference ages. The specific ad-

31



Chapter 4

justing of factors for age makes this approach of particular interest to
anyone working with children as the approach involves investigating
how disabled lives are understood, organized, and governed within soci-

eties, from birth until death.

THE ICF'S APPROACH TO DISABILITY

It must be stressed that the WHO’s ICF does not offer any theory in its
own right, but merely a framework and language for health and health-
related states around which existing theoretical approaches can be ap-

plied.

Health condition
(disorder or disease)

Body Functions and ¢ g, Activities 4——p Participation

Structures
t | t

v v

Environmental Personal
Factors Factors

Figure 3. Interaction between the components of ICF (WHO, 2007, p.
17)

There are, however, some guidelines as to how language and concepts
should be used with the ICF and the manual defines disability as “an
umbrella term for impairments, activity limitations or participation re-
strictions.” (WHO, 2007, p. 3). This presents disability as a multi-
dimensional construct which is influenced by all of the components

shown in figure three above; this approach can be compared quite close-
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ly with the Nordic Relational approach which similarly takes an interac-
tive understanding of disability as being related to a discrepancy between
an individual’s functioning and the surroundings. The ICF-CY, and the
preceding ICF, also takes a human rights approach to disability by stat-
ing in its aims (WHO, 2007, p32) that it is intended to be a suitable
framework in which to implement the mandate of international human
rights legislation, such as the UN convention on the Rights of Persons
with Disabilities (United Nations, 2006) and the UN convention of the
Rights of the Child (United Nations, 1989).

A BALANCED RELATIONAL APPROACH:
RELATIVE INTERACTIONISM

Placing the blame solely on society for constructing disability or only on
biology for creating an impairment does not give a balanced or holistic
approach to defining and conceptualizing disability; aspects of biology,
psychology, and functioning in the environment (which includes social
aspects) and how the environment itself inhibits or promotes function-
ing should all be considered with equal merit. Taking this holistic ap-
proach is beneficial as it allows these competing factions to interact
without conflicting or predominating. In terms of disability identity, we
should also take a universal stand point and start with the assumption
that disability is a normal occurrence and experience of living, can occur
to anyone at any point in their life, and is not necessatily comparable to
an illness. Disability itself can thus be defined as a functional limitation
or hindrance imposed by biological, psychological, social, or environ-
mental influencing factors, which has a restrictive influence on partici-
pating in activities; none of this should be considered special or unique
nor give the individual themselves undue (positive or negative) atten-

tion, privileges, or status.

33



Chapter 4

Disability is also a “necessarily laminated system” (Bhaskar & Daner-
mark, 2000, p. 278), by which it is meant that it is a multi-dimensional
and multi-modal system which has many integrated influencing compo-
nents. The ICF/ICF-CY presents us with one possible way of gaining
such a multi-perspective viewpoint. However, to be completely bound
by either the ICF/ICF-CY or one of the social models is too restrictive
for the all-encompassing nature of disability and will also create divi-
sions and dichotomies which tend to do more harm than good to the
field. For these reasons the case is presented for Gustavsson’s (2004)
critical interpretation and, as a further development, Bhaskar and
Danermark’s critical realism (Bhaskar & Danermark, 2006). Both will
offer an interesting relative interactionist perspective without being too

restrictive as theories for disability research.

THEORETICAL APPROACHES TO DISABILITY
AND PARTICIPATION

By taking the polar standpoint of either a medical/individual approach
to disability or to completely reject it in favour of a purely social ap-
proach is not necessarily helpful as both approaches neglect the person
with a disability’s standpoint — specifically their psychological state. It
has been suggested that the consequences of disability rather than the
medical diagnosis or classification label produce a more accurate de-
scription of a person’s functioning (Stein, 2006). These consequences
are invariably linked to society as it is part of the environment which will

promote or impede a person’s functioning.

Criticism of the social model for being too reductionist is presented in a
post-modernist perspective by Shakespeare and Watson (2001). They
call for the model to be rejected and replaced as in its current ‘strong’
form it has outlived its usefulness. They are particularly critical of the

model’s separation of the disability and impairment constructs and its
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assertion that people with impairments are disabled by society and not
their impairment. Shakespeare also critiques the social model in other
texts (Shakespeare, 2005, 2006) arguing that by separating impairment
this neglects the suffering that a person with an impairment has. Similar-
ly strong criticism for the strong social model has come from medical
sociologists, such as Simon Williams (1999) who calls for a critical realist
perspective to be taken because he believes that excluding the body
leads to a form of essentialism (Williams, 1999, p. 803) similar to that
seen in feminism (Spelman, 1988) and in post modernism due to its

cthereal belief in the discursive body (Williams, 1999).

Creating a dichotomy naturally gives us two opposing forces. In the case
of the social and medical models this has led to divisions with followers
mainly seeming to exist on the social side because actual evidence of a
strong base of support for a ‘medical model’ is virtually non-existent.
One unfortunate consequence of this division created by some propo-
nents of the social approach is that it created and supported other di-
chotomies such as a division between the concepts of impairment’ and
‘disability’, which neglects the reciprocal relationship between the two
concepts and that impairment can sometimes be socially created — e.g.
by poverty, malnutrition, war etc. (Shakespeare, 2006). A strong division
between impairment and disability could even reinforce thinking on the
lines of ‘disabled’ versus ‘non-disabled’ people. This last division is a
dangerous one as it threatens the stability of our very society if we try to
separate groups by creating labels — examples from history relating to
race and ethnicity must surely provide strong evidence for not letting

this happen with disability.

A strong driving force behind the social model of disability is a belief
that one of its purposes is to elevate the awareness of the social oppres-
sion suffered by disabled people (Abbetley, 1987; Oliver, 1996) with
strong proponents (Barnes, 1996) and opponents (Bury, 1996) to this
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political agenda. Early work in the field of disability studies drew strong
parallels with the fields of racism and sexism (Abberley, 1987) as these
are both believed to be socially constructed phenomena. Compating
these fields more recently has established a few discrepancies and there

have been calls to review these connections (Shakespeare, 2004).

Historically, the sociological discussions about civil rights movements
are related to availability, accessibility and affordability of opportunities
and support for persons with disabilities (Bickenbach, Chatterji, Badley,
& Ustiin, 1999) with regulation of this component of participation being
done by laws and regulations. Participation is therefore one interesting
way to approach disability and ways of practically doing this are dis-

cussed in the following sections.
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IMPORTANT ASPECTS OF
OPERATIONALIZING PARTICIPATION

THE ICF-CY AS A FRAMEWORK TO
OPERATIONALIZE AND MEASURE
PARTICIPATION OF CHILDREN WITH
DISABILITIES

As a person-based social model, as opposed to a deficit-based medical
model, the International Classification of Functioning, Disability and
Health (WHO, 2001), referred to as the ICF, and the Children and
Youth version (WHO, 2007), referred to as the ICF-CY, can be de-
sctibed as bio-psycho-social in nature. The ICF/ICF-CY was devised by
the World Health Organization (WHO) as a universal standardized
framework to desctibe health and health-related states such as disability
and is a member of the WHO family of international classifications. The

ICF/ICF-CY takes the assumption that disability is a normal occurrence
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and experience of living and not necessarily comparable to an illness.
This is in contrast with the previous WHO International Classification
of Impairment, Disabilities, and Handicap (WHO, 1980, the ICIDH,
published in 1980 for trail purposes but not fully adopted), which put an
emphasis on disability and deficits. The Child and Youth version, the
ICF-CY (WHO, 2007), was further produced to address problems sur-
rounding the considerable changes in development, behaviour and con-
texts for functioning which take place in children. Conceptually both the
ICF and the ICF-CY use the same model to construct their frameworks
and so can conceptually be considered the same with differences only
existing in the number of codes. The framework uses codes to describe
functioning and there are four main areas (called domains) of classifica-
tion: activities and participation, environmental and contextual factors,
body functions, and body structures. Within each of these four areas
sub-chapters are hierarchically arranged which logically correspond hor-
izontally across body functions, body structures, and activities and pat-
ticipation. For example, each of the third sub-chapters are labelled b3
Voice and speech functions in body functions, s3 Structures involved in
voice and speech in body structures, and d3 Communication in activities

and participation.

Within the ICF/ICF-CY model (WHO, 2007, p. 17, fig. 1 and my fig. 3)
activity and participation are conceived as two separate entities yet when
operationalized within the ICF/ICF-CY coding framework they ate
combined to form one of the main domains. This current situation pro-
duces ambiguity in exactly how participation is defined and operational-
ized within the ICF-CY (and ICF) classification. The ICF/ICF-CY’s
bio-psycho-social approach to classify aspects of functioning and disa-
bility and is derived from both a traditional “medical model” of human
functioning, where bodily impairment is the focus, and a “social model”

where society’s construction of difficulties create participation re-
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strictions. The two constructs are bridged by activity as a unifier. The
patticipation component within the ICF/ICF-CY represents the social
model’s contribution which emphasizes that participation restrictions
are socially constructed phenomena, and focuses on the availability and
access to everyday activities with participation being described as equal
to frequency of attending the same situations as others or given oppor-
tunities to perform the same activities as others. As outlined previously,
participating in an activity can be seen from two perspectives: the indi-
vidual, and the society (this distinction is not made in the ICF/ICF-CY
framework where the constructs of ‘activity’ (individual) and ‘participa-
tion’ (society) are operationalized as one domain). The lack of a bi-
dimensional approach in the ICF-CY’s representation of participation
makes it problematic to use as it currently stands, therefore some
changes or modifications are required in order to effectively operational-
ize participation; this will be discussed further in the discussion section

of this thesis.

As outline previously, when measuring participation it is important to
look at a person's involvement in their environment by considering if
you are interested in frequency of attendance or intensity of engagement
in a life situation and also the context this occurs in. The theoretical
standpoint of looking at participation from the frequency and intensity
dimensions is where this thesis diverges from the ICF/ICF-CY's intet-
pretation of participation. This is how this work intends to advance the
participation concept with a view to improving the involvement of chil-

dren with disabilities in school-based life situations.
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SOCIAL CAPITAL

THE ROLE OF SOCIAL CAPITAL FOR THE INCLUSION OF
PERSONS WITH DISABILITIES

Social capital — consisting of formal and informal social networks, trust
and civic norms (Kaasa & Parts, 2008) — is a notion which enters in the
discussion of social determinants of health within the World Health Or-
ganization (WHO) proposed comprehensive national health equity sur-
veillance framework (CSDH, 2008). The combination of community
participation and the social cohesion it causes has been considered as
the definition of social capital (Putnam, 2001), and participation is con-
sidered as a component of structural social capital — in terms of social
formal and informal networks — while cohesion is considered as a com-
ponent of cognitive social capital — in terms of psychosocial interactions
between persons (Berry, 2008). These two aspects of social capital
(structural and cognitive) allow the construct to be represented by social
capital indicators as proposed by Kaasa and Parts (2008). Structural so-
cial capital consists of both formal (e.g. belonging to a religion) and in-
formal networks (e.g. meeting socially with friends), and cognitive social
capital can be represented by general and institutional trust (e.g. trusting
people and trusting the police) and norms (e.g. perceptions of benefits

entitlement).

Similatly, it is known that inclusion — the integration, valuing, and in-
volvement of all in society — is a social determinant of health (CSDH,
2008). Although ongoing debate on the conceptual context of the terms
of social capital and social exclusion exists (Daly & Silver, 2008), it is
evident that they are both widely used in human services and social poli-
cies for people with disabilities, and is suggested that promoting social
capital as an aim of human service can be a long-term solution to the

isolation that people with disabilities face (Bates & Davis, 2004). Since
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social capital is flourishing in all-inclusive environments, there are a
number of implications that persons with disabilities and their families
encounter (such as social isolation, rejection, bullying and invisible vol-
untary contributions to society by persons with disabilities) which have
to be considered towards building, bridging and bonding social capital
(Chenoweth & Stehlik, 2004). In addition, the approaches of policy re-
views/reports to inclusive education demonstrate various differences

between countries.

The theorertical structuring of social capital — from the two dimensions
of structural and cognitive — is also thought to match current theorising
and operationalizing of participation which is represented from two di-
mensions — the frequency of attending and the intensity of the involve-

ment experience.
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THE SETTING

The environment is integral to participating in an activity as it provides
resources, in both positive (facilitator) and negative (barrier) form, and
can so be described as the ‘scene-setter’ (Badley, 2008). In this thesis
education is used as a context to represent childhood disability. The ra-
tionale is that school is a major part of a child’s life and so can be used
to accurately represent the whole of the lived experience of the child. A
central aspect to the school setting and its relation to the environment

acting as facilitator/bartier is inclusion.

The influence of the environmental setting can also be described using
Bronfenbrenner’s Ecological systems theory (Bronfenbrenner, 1979)
which describes four nested and inter-connected environmental sys-
tems: Mesosystem, Exosystem, Macrosystem, and Chronosystem. The
Mesosystem describes microsystems and their inter-connections, exam-

ples include a child’s relation to school, family, and peers. Exosystems
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refer to the connection between a social setting in which the person is
not active and the person’s immediate environment, an example is how
a parent’s job influences a child. Macrosystems describe the social and
cultural context and can change over time. Chronosystems features the
dimension of time and describes how environmental events change,

evolve, and develop.

INCLUSION

In the last couple of decades, there have been several influential interna-
tional steering documents which have shape the direction in which spe-
cial education, and thus inclusion, has gone. These include the Salaman-
ca statement (UNESCO, 1994), the Dakar framework (UNESCO,
2000), and more recently, the United Nations Convention on the Rights
of Persons with Disabilities (UNCRPWD, United Nations, 2000). These
documents have greatly influenced national policies and approaches to
the integration and inclusion of children with disabilities in regular or
‘mainstream’ schooling as all of them call for complete integration solu-
tions where all children are educated in the same school under the same
education system — the notable exception to this is the UNCRPWD
which has some notable exceptions for the deaf and blind communities.
Globally, this has given rise to a diverse range of inclusive approaches to
delivering education, for example: the social democratic approach of
Northern Europe (patticularly in the Nordic countries), civil rights in
North America (and to some extent the United Kingdom), and com-
munist local government in Italy. Specific examples can been seen with
countries now promoting high levels of integration through inclusive
education policies — e.g. Sweden (Goransson & Nilholm, 2009) with its
‘school for all’ ideal, Scotland (Tisdall & Riddell, 2006) with its extensive
support for pupils ‘additional support needs’, and Italy with its ‘integra-
zione” agenda (D'Alessio, 2008) which dates back to 1979.
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Thomas and Loxley (2007) suggest that special education is constructed
from a mixture of Piagetian, psychoanalytic, psychometric and behav-
ioural theoretical models. Recent thinking from social justice with new
ideas like David Marquand’s ‘moral activism’ (Marquand, 1996) and
Nancy Fraser’s ‘recognition’ (Fraser, 1999), as has been seen in the disa-
bility domain also, provide the background to the case for inclusion.
These new ideas have led to inclusion becoming more than just an ideal
with good intentions and have been aided by a general move away from
the localizing of children’s difficulties in the children themselves and
taken as more of a collective responsibility. Needs have become rights
in the domain of special or specific pedagogy and this led to an initial
ideal about inclusion rather than practical solutions, but has more re-
cently gained ground base on social justice and human rights as a society
which is striving to be inclusive requires an education system to be ac-

tive in this manner also.

Three specific perspectives on special education are outlined by Nilholm
(2007), these are: the Compensation perspective, the Critical perspec-
tive, and the Dilemma perspective. These have been extensively re-
searched and discussed in the academic literature and only a brief over-
view is given here. The compensation perspective simultaneously com-
pensates the individual and places the problem and its cause in the child
with medical and psychological groups and diagnoses are used categori-
cally to provide support. The critical perspective is democracy-focused
and moves the problem from within the child to become the responsi-
bility of the school or education system. It came as a direct response to
the compensation perspective (Skrtic, 1991) with medical and psycho-
logical diagnoses being rejected in favour of more subjective descriptors
of problems. The dilemma perspective takes a critique of both of the
previous perspectives. Dyson and Millward (Clark, Dyson, & Millward,
1998; Dyson & Millward, 2000) specifically critique the critical perspec-
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tive based on the claim that it solves the dilemma that is presented when
the modern educational system has to deal with a wide range of student
diversity. The critical perspective would potentially remove special edu-
cation as an entity (as it currently exists), but this would present new and
challenging dilemmas relating to delivering specialized support. The di-
lemma perspective also criticizes the compensatory perspective in par-
ticular for the risk that larger groups of children would be defined as
deviant and that this could consequently lead to children being unilater-
ally described as inadequate (Nilholm, 2007). The dilemma perspective
has the potential to give research more political scope, and, in terms of
school and teaching, a school's particular way of delivering support posi-

tively corresponds with the students’ experiences.
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THE EMPIRICAL STUDIES

RELATIONSHIPS BETWEEN STUDIES

The five papers presented in this thesis form four distinct studies which
have an over-arching participation framework which becomes progres-
sively more focused. The first paper provides a foundation in the litera-
ture. Paper two is a policy-review exercise which describes how partici-
pation or participation-related concepts are expressed in the current in-
clusive-education legislative situation. The third and fourth papers rep-
resent one study with two dependent parts represented by the papers.
The third paper theoretically explores and models how societal influ-
ences affect participation by shaping policy through social capital values.
Paper four then practically implements the proposals from paper three
with a cross-national European study. The fifth paper then expands on
the conceptualization of the intensity and frequency of participation of

persons with disabilities at school by focusing on the individual level
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and whether a measure for involvement can be constructed. The differ-
ent ecological levels and sociological stratification covered by the studies
are outlined in table 1 along with the main participation perspective
(frequency or intensity) present in the aim and the results. As definitions
the international level covers aspects related to global phenomenon, and
the national level identifies items which influence countties; both can be
connected to the macro-level. The regional level describes how national
actions ate carried out in a devolved manner, and the local level involves
the carrying out of actions which directly affect people; both can be
connected with the meso-level. The individual level represents the peo-

ple themselves and so corresponds with the micro-level.
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Table 1. Connecting the different ecological levels and participation in

the five studies

Paper

Sociological stratifica-
tion/Bronfenbrenner’s
ecological level

Main participation di-

mension

represented

(frequency or intensity)

Aim/theo | Results
ty
I (A review | International/macro Both Both
study) National/macro
Regional/meso
Local/meso
Individual /micro
IT (A vertical | National/macro Both Frequency
study) Regional/meso
TLocal/meso
III (Theory) | International/macro Both Not appli-
cable
IV (A cross- | International/macro Both Frequency
national National/macro
study)
V  (An ex- | Individual/micro Intensity | Intensity
ploratory
study)
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PAPER |: PARTICIPATION AND ENVIRONMENTAL
ASPECTS IN EDUCATION AND THE ICF AND
THE ICF-CY - FINDINGS FROM A SYSTEMATIC
LITERATURE REVIEW

AIM

This paper presents findings from a systematic review of the literature
related to participation and the ICF/ICF-CY in educational research.
The objectives were to analyse how and investigate the application of
participation in educational research. Specifically, how participation is
related to the environmental dimensions availability, accessibility, af-

fordability, accommodability and acceptability.

STUDY TYPE

A systematic literature review using database keyword searches and re-
finement protocols using inclusion and exclusion criteria at abstract,

full-text and extraction.

ANALYTICAL METHOD

Data were collected using database keyword searches, keywords were
chosen based on the focus of the study and current debate and were
refined to include widely used vatiations and abbreviations. Different
combinations were trialled to establish which returned a viable number
of studies. The search results were exported and sorted using inclusion
and exclusion criteria on two levels: Abstract and full-text level. The
protocols aimed to ensure a standardized qualitative and semi-
quantitative content analysis of the documents. In addition to the ab-
stract and full-text level protocols, another protocol was designed and
applied to review and extract the content of the selected works; this pro-

tocol focused on the research aims of this paper and also recorded

49



Chapter 7

quality aspects such as relevance, appropriateness and trustworthiness
based on critical review methods (Auperin, Pignon, Poynard, 1997;
Letts, Wilkins, Law, Stewart, Bosch, & Westmotland, 2007).

Literature reviews are intended to synthesize the understanding of a top-
ic, demonstrate rigorous research dedication, and justify future research
(Hart, 2006). The completed doctoral thesis summarizes, analyses, criti-
cizes, and builds on the literature review with a view to facilitating fur-
ther academic discussion (Okoli & Schabram, 2010); using a systematic
approach ensures that a broad selection of the literature is efficiently
covered in a concise and consistent manner which provides a strong

foundation in the literature for the whole thesis.

The overall rigour of the systematic literature review study itself was
ensured by reflecting on works which critically review systematic litera-
ture reviews. From a quality perspective, and coming from the health-
sciences field where a large number of systematic literature reviews are
found, Schlosser, Wendt, and Sigafoos (2007) provide a useful reflection
on quality guidelines and a critical appraisal for systematic literature re-
views. Their quality-indicators include the use of a protocol, its validity
and rigour, the presence and relevance research questions, the sources
used, and any biases in the source-selection, geographical and cultural
constraints. In terms of data handling, a reliable selection of studies and
a log of rejected studies along with clear descriptions of how data was
extracted and coded from the original studies in conjunction with a
quality assessment of these studies should be present. Other restrictions
include the language included, study-design constraints, and the popula-
tions being considered. As other studies have also highlighted (Moher,
Tetzlaff, Tricco, Sampson, & Altman, 2007) Schlosser et al. (2007)
comment that the quality of many reviews varies, and by reviewing the
reviews they hope to provide a set of quality-indicators to guide the re-

searcher. The systematic review used protocols to guide the investiga-
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tors on the inclusion and exclusion criteria and it was also found that
within the results gathered, as a good indication of their appropriate-
ness, there were references to all of the categories which had been pre-

viously defined.

An alternative to a systematic literature review would be a more narra-
tive-based literature review. Although these can be structured by using
clear aims and research questions, a logical flow of ideas, and presented
with current and relevant references to give an unbiased overview of
previous research, they require considerable more resources to cover the
same scope of literature that can be accomplished using a systematic

approach.

Paper I’s main aim was to provide an overview of how participation is
currently situated in the education field. The study specifically focused
on how participation was described theoretically and used practically in
educational research. A literature review was chosen as the best suitable
means to address this and a systematic approach was used to sort and

analyse the data generated by the search.

MAIN RESULTS

Four hundred and twenty-one initial works were found. Twenty-three
met the inclusion criteria. Availability and accommodations are the most
investigated dimensions. Operationalization of participation is not al-

ways consistent with definitions used.

IMPLICATIONS

The main conclusion from this paper is that research is developing a
holistic approach to investigating participation as, although all papers
reference at least one environmental dimension, only four of the 11 em-

pirical works reviewed present a fully balanced approach when theoriz-
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ing and operationalizing participation; hopefully this balanced approach

will continue and influence educational policy and school practice.

PAPER Il: HOW ARE CONDITIONS FOR
PARTICIPATION EXPRESSED IN EDUCATION
POLICY DOCUMENTS? A REVIEW OF
DOCUMENTS IN SCOTLAND AND SWEDEN

AIM

This study approaches inclusive schools by looking at how conditions
for participation are expressed for pupils with additional support needs
in education policy documents in Sweden and Scotland. By using five
dimensions of the environment — availability, accessibility, affordability,
accommodability and acceptability — expressions of conditions for par-
ticipation are explored in 41 documents. This is done in a vertical man-
ner by analysing national laws, regional policy documents, and local-

level documents that directly influence classroom practices.

STUDY TYPE AND DESIGN

A policy review study that investigated policy documents on national,
regional, and local levels by comparing two cases in Scotland and Swe-
den. Two case studies were built in each country to provide a repre-
sentative overview of policy documents that refer to participation. Scot-
tish documents were all reviewed in English and Swedish documents in
Swedish with some national documents reviewed in English. Docu-
ments had to be current and in use, describe educational rights, and par-
ticipation or the child’s involvement. Example documents included, na-
tional policy/law, local interpretations of national policies, classroom-
practice guidelines, etc. Documents were analysed using a deductive

content analysis approach using a protocol based on the five environ-
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mental dimensions is used to extract information and identify meaning
units. In the meaning units, meaningful concepts are identified and
linked to International Classification of Functioning, Disability and
Health: Child and Youth (ICF-CY) categories; these are used as refer-
ence points. A vertical approach with a small number of select cases was
chosen for this study to give in-depth information at various levels of

policy (e.g. national, regional, and local).

Paper 1II investigated from a macro to micro level how participation is
expressed. In order to achieve this multi-level approach a case-study
approach was used to make data handling manageable for the small
number of researchers involved in this study. Document analysis of ed-
ucational policy documents was used as the data collection method; this
adequately addressed the multi-level nature of the study and participa-
tion based on the frequency of attending and intensity of involvement

model was used as the theoretical framework.

ANALYTICAL METHOD

Using a deductive approach, a form of manifest content analysis (Krip-
pendorff, 2004) was used to investigate the correspondence of expres-
sions of participation conditions in education policy documents; this
allowed the documents’ text to be unitized and reduced in a systematic
way using a prescribed protocol to minimize interpretation of the texts
being reviewed. Other methods exist to provide an interpretive ap-
proach to analyzing texts, such as the philosophical hermeneutics pro-
moted by Martin Heidegger, however these tend to be more concerned
with the existential understanding of communication rather than the
interpretation aspects of the text and so were not chosen to be used.
Manifest content analysis was principally chosen to avoid differing in-

terpretation of the texts by the small number of researchers involved
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and to ensure stability, reproducibility, and accuracy of results (Krip-
pendorff, 2004).

MAIN RESULTS

It is suggested, from the documents analysed, that conditions for partic-
ipation are easy to express as available, accessible opportunities, or af-
fordability issues, but not as involvement experiences linked to accom-
modations made and acceptability issues within a context. Documents in
Scotland and Sweden also have different foci in terms of conditions for

participation.

IMPLICATIONS
The ICF-CY has provided a useful linking mechanism to show that

conditions for participation can be expressed on a spectrum in terms of
availability, accessibility, accommodability and acceptability. These four
concepts would appear to fit in a spectrum from frequency of attending
to intensity of involvement (see figure 4 in discussion) and merit further

investigation of the intensity of participation.

PAPER 1lI: USING SOCIAL CAPITAL TO
CONSTRUCT A CONCEPTUAL INTERNATIONAL
CLASSIFICATION OF FUNCTIONING, DISABILITY,
AND HEALTH CHILDREN AND YOUTH
VERSION-BASED FRAMEWORK FOR STRONGER
INCLUSIVE EDUCATION POLICIES IN EUROPE

AIM

This theoretical paper outlines a proposal to represent inclusive educa-
tion with social inclusion; therefore, social capital can be linked to inclu-

sive education policy and practice. This association is explored in this
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article, and a practical measure is proposed. Specifically, the World
Health Organization’s International Classification of Functioning, Disa-
bility and Health Children and Youth Version (ICF-CY) is proposed as
the link between social capital and inclusive education. By mapping par-
ticipation and trust indicators of social capital to the ICF-CY and by
using the Matrix to Analyse Functioning in Education Systems
(MAFES) to analyze the functioning of inclusive education policies and
systems, a measure for stronger inclusive education policies is proposed.
Such a tool can be used for policy planning and monitoring to ensure

better inclusive education environments.

TYPE OF STUDY

The third paper in this thesis is an entirely theoretical work that presents
the synthesis of combining the ICF-CY and social capital as a way to
represent and measure inclusive education. The paper is the theoretical
introduction to paper IV — which also brings in the bi-dimensional ap-
proach to participation — which attempts to practically put the ideas into
operation. This theoretical paper was necessary as, to date, nobody has
attempted to combine the ICF/ICF-CY with the concept of social capi-

tal.

ANALYTICAL METHOD

Paper I1I is a conceptual paper and provides an opportunity to theorize
on and propose a new model which connects social capital and inclusive

education and so provide a macro-level representation of participation.

IMPLICATIONS

A model to combine social capital and inclusive education by using the

ICF-CY as a bridge is proposed. By combining enhanced social capital
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linked to stronger inclusive education policies with the ICF-CY, poten-

tial outcomes are better health and well-being for all.

PAPER IV: EVALUATING SOCIAL CAPITAL

INDICATORS AND NATIONAL INCLUSIVE
EDUCATION POLICIES IN SIX EUROPEAN

COUNTRIES USING THE ICF-CY

AIM

This paper uses a cross-country comparative analysis for six Huropean
countries — Germany, Greece, Romania, Spain, Sweden, and the United
Kingdom — based on social capital indicators from the European Social
Survey (Round 4 — 2008, ESS), along with comparison on the level of
inclusive education policies within these countries in specific. The re-
sults provided evidence for the degree of correlation between the level
of social capital and the content of inclusive education policies within
countries of different European regions for developing more inclusive

education policies through social capital building.

TYPE OF STUDY

Paper 1V is the practical implementation of the model proposed in pa-
per 1II and aimed to provide a practical international measure of partici-
pation through using social capital within inclusive education environ-
ments. To achieve this two main methods to gather data were used: sur-
veying, and policy review. The study took place entirely at the macro
level with data coming from a large trans-European survey of social cap-
ital values and a review of national inclusive education policy documents
in six European countries. By keeping data source at the same ecological
levels and ensuring similar data were gather in each country, these data

sources ensured that valid international comparisons could be made.
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Both the document review and an analysis of the social capital indicators
used in the survey used a theoretical interpretation of participation
based on the frequency of attending and intensity of involvement mod-

el.

ANALYTICAL METHOD

This paper used a form of manifest content analysis (Krippendorft,
2004) to investigate the correspondence of expressions of participation
conditions in education policy documents from six countries (Germany,
Greece, Romania, Spain, Sweden, and the United Kingdom). This ap-
proach reduced documents’ text and unitized it in a systematic way us-
ing a prescribed protocol to reduce interpretation of the texts being re-
viewed. Alternatives have already been discussed in the analytical meth-
od section of paper II so will not be covered here. The document analy-
sis of inclusive education policies for each country used a protocol
based on the five environmental dimensions to extract information and
identify meaning units. In the meaning units, meaningful concepts are
identified and linked to International Classification of Functioning, Dis-
ability and Health: Child and Youth (ICF-CY) categories. These were
used as reference points. A horizontal approach was used because of the
cross-national comparative nature of the study. In this study six Euro-
pean countries (Germany, Greece, Romania, Spain, Sweden, and the
United Kingdom) were compared taking one or two national policy

documents which pertained to inclusive education from each country.

The social capital indicators selected from the ESS were also analysed
for their content in a similar manner to the document analysis by using a
deductive content analysis based on the five environmental dimensions

and the ICF-CY to categorize the indicators.
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The analysis of social capital data was based on variables selected from
the ESS to represent the following social capital indicators: formal net-
works, informal networks, general trust, institutional trust, and norms. A
cross-country comparative analysis of point-by-point was performed.
Contingency coefficient was applied on cross-tabulation analyses for all
social capital indicators apart from the social capital indicators on gen-
eral and institutional trust for which ANOVA analysis was performed.
Design weight was applied to all types of data analyses according to the
ESS user guides for cross-country comparison of the ESS data. The sta-
tistical significance of differences (Pearson’s Contingency Coefficient)

was set at a p-value < .05.

MAIN RESULTS

Regional patterns based on the level of social capital can be discerned
with three distinct groups emerging. The first is a Southern-Eastern Eu-
ropean regional group represented by Greece and Romania; this group
reported high levels of religious membership, low levels of meeting so-
cially, and low levels of trust. The second group is a Southern-Western
group which contained Spain, Germany, and the United Kingdom; this
group exhibited medium levels of religious practice, medium to high
levels of meeting socially, and medium levels of trust. Sweden formed
the third group on its own and showed low levels of religious member-

ship, high levels of social meeting, and high levels of trust.

Great cross-country differences were found in the distribution of the
five environmental dimensions within inclusive education policies and
no distinct pattern emerged among countries. However, the most simi-
lar results appear to be the results for Sweden and United Kingdom in
particular on availability and accommodability dimensions, but with var-

iations in the other dimensions.
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IMPLICATIONS

The results indicate that the ICF-CY is a useful tool for measuring both
social capital and inclusive education policies, and although no connec-
tions could be drawn between social capital and inclusive education pol-
icy, the ICF-CY provided a consistent and common language for de-

scribing health and its related topics.

PAPER V: DOES THINKING AND DOING THE
SAME THING AMOUNT TO INVOLVED
PARTICIPATION? EMPIRICAL EXPLORATIONS
FOR FINDING A MEASURE OF INTENSITY FOR A
THIRD ICF-CY QUALIFIER

AIM

Participation can be defined as involvement in a life situation and in-
cludes two dimensions; doing the activity and the experience of being
involved. The World Health Organization’s International Classification
of Functioning, Disability, and Health (the ICF) only measures doing
using the capacity and performance qualifiers, and a dimension measur-
ing the experience is needed; a third qualifier. The present study uses the
hypothesis that the experienced involvement of pupils in school activi-
ties was higher when thinking and doing coincided to construct and in-

dex of the subjective experience of involvement.

TYPE OF STUDY AND DESIGN

Paper V investigated the frequency of attending and intensity of in-
volvement approach to participation on the micro level by gathering
data from individual school children. The study investigated its hypothe-
sis by comparing self-reported experience of involvement of both pupils

with and without an additional support need (including children with
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disabilities). The study specifically investigated the intensity of participa-
tion component of the approach and did this by analysing the involve-
ment in school activities of school-aged children with disabilities in an
educational setting within the ICF-CY framework. Data about what
children were thinking or doing during activities were gathered from
self-reporting questionnaires from 22 children with and 22 without addi-
tional needs in inclusive classrooms. A specific aim is to construct a
measure of the subjective experience of involvement and the study was
carried out on the micro-level in order to produce valid evidence for the

involvement component of the frequency-intensity participation model.

ANALYTICAL METHOD
Experience sampling method (Csikszentmihalyi & Larson, 1987, ESM)

was used in paper V and is based on students’ ratings of their subjective
experiences of involvement and their activity in school when a pager
signals. ESM is one means to understand contextualized behaviour and
refers to a method of collecting data in which participants respond to
repeated assessment at random moments over a course of time in their
natural setting; this gathers data from participants themselves, which
increases agency and empowerment, and is a record of the experience in
real time. In paper V several measure points per person were gathered
to receive a picture of everyday activities, and patterns over a week.
ESM gave an insight in to both the internal and the external landscape
of the child and importantly reliably brings in the child’s own petspec-
tive. When using this method the researcher can investigate various di-
mensions of a psychological phenomenon within the real-life setting,
creating a high ecological validity (Napa Scollon, et al.,, 2003). Care
needs to be taken in terms of how the researchers conduct themselves
when carrying out the research along with awareness of power shifts

during data collection; this will help researchers understand the subtle-
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ties that the data presents (Koro-Ljungberg, Bussing, Williamson, &
M'Cormack-Hale, 2008).

Very few alternatives exist which gather data in both real time and di-
rectly from participants themselves. Interviews or focus groups involve
the participants but can not necessatrily be held in real-time (unless the
interview is part of the phenomenon being studies). Observation study
(e.g. researcher observation/recording, ethnographic study) can be held
in real-time but lack the direct input from the participants as the data are

recorded by the researcher.

MAIN RESULTS

The results reveal that there is a strong relation between an index of the
subjective experience of involvement and whether children were think-

ing and doing the same things.

IMPLICATIONS

The index of the subjective experience of involvement can be accurately
constructed by using measures of concentration, control, involvement,
and motivation. The subjective experience of involvement relates to
feelings of acceptance and that adequate adaptations and accommoda-
tions have been made to include the child. Choice is also influential as
knowledge about why an activity is undertaken affects involvement. Re-
sults show more structured situations lead to less choice and so lower
levels of involvement and thus a stronger need to measure involvement
to ensure effective engagement or inclusive practices. Evidence for a
third qualifier representing the subjective experience of involvement is
presented for the activities and participation component of the ICF-CY.
Findings indicate that an increase in the subjective experience of in-
volvement leads to improved psychological well-being and so a more

fully functioning person; this enhances inclusion.
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EPISTEMOLOGICAL FRAMEWORK
The thesis presented here is based on the ICF/ICF-CY framework be-

cause it is seeking to provide further validity for it in the education field.
This means that it will naturally be influenced by the theoretical back-
ground of the ICF/ICF-CY, but not necessarily constrained by it. By
virtue of looking at the interactions between the environment and the
lived participation experience of children with disabilities in the school
setting my work will take on a social dimension. This will necessitate the
use of a social approach such as the relative interactionist perspective as
proposed by Gustavsson (2004). This social dimension is intransitive,
transfactual, and stratified (Williams, 1999) and so a critical realist ap-

proach is applicable also.

The presented thesis here has elected to conform to a critical realist per-
spective because, being part of the disability research field means that,
by definition, it is inter-disciplinary (Bhaskar & Danermark, 2006) which
suits this philosophical standpoint. The work is also being undertaken as
part of two multi-disciplinary research team — one Sweden-based, the
other Huropean — which comprise of health professionals, teachers,
pedagogical experts, philosophers, psychologists, physio- and occupa-
tional-therapists, to name a few, and is a good example of a laminate
system similar to that described by Bhaskar and Danermark (2000) in

relation to disability research.

When measuring participation it has been argued in this thesis that it is
important to look at a person's involvement in theitr environment by
considering both the frequency of attendance and the intensity of en-
gagement in an activity. This can be done using self-reports or rating,
observations, interviews, or questionnaires. However, all these methods
require care to ensure you gather the data you are looking for. To meas-

ure frequency questions like: “Are you there?” (To establish if a person
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can actually get there), “How often do you...?”, “When and why do you
do X?”, will yield answers which relate to how often situations occur
whereas questions like: “How engaged are you?”, “How do you perceive
this situation?” will give intensity-related answers. In order to provide
effective interventions we need to know whether improving frequency
ot improving intensity will have the most influential effect on improving

the overall participation of the child.

How can a person’s subjective experience of involvement be operation-
alized? The subjective experience of involvement and motivation are
probably related, thus for a person to perceive full participation they
need to feel motivated. Motivation is felt in the moment and is therefore
relevant when subjective experience of involvement is investigated.
Flow is a subjective psychological state that occurs when one is totally
involved in an activity (Seligman & Csikszentmihalyi, 2000). One aspect
of participation will therefore be to have an interesting task. The flow
experience is characterized by the ability to concentrate on the activity, a
sense of control over one’s actions, and a clear sense of purpose or
goals (Emerson, 1998). Having flow in school activities is related to be-
ing motivated to learn and finding the chores interesting (Hunter &
Csikszentmihalyi, 2003). One problem in school is that many students
find school boring and uninspiring (Csikszentmihalyi, Rathunde, &
Whalen, 1993). This can affect school achievements negatively and
make students perceive lower levels of participation. By looking at flow
(Hektner & Csikszentmihalyi, 2003), and using the method experience
sampling method (ESM) to capture it (Csikszentmihalyi & Larson,
1987), an understanding of contextualized behaviour can be achieved.
ESM captures experiential data and refers to a method of collecting data
in which participants respond to repeated assessment at random mo-
ments over a course of time in their natural setting. When using this

method the researcher can investigate various dimensions of a psycho-
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logical phenomenon within the real-life setting, creating a high ecologi-
cal validity (Napa Scollon, Kim-Prieto, & Diener, 2003).

ETHICAL CONSIDERATIONS/CONFLICT OF
INTEREST

Paper V uses data that have already been gathered and come from high-
ly credible sources which have previously passed their methods through
ethical approval systems; this is a broad and potentially difficult assump-
tion to make. However, given that data will have been de-personalized
and will be handled following national Swedish research guidelines to
ensure integrity and confidentiality there will not be any problems with
using it. Use of the data also falls into the same overarching aims of the

original studies which have already gained their ethical approval.

Paper IV uses data from the European Social Survey which subscribes
to the Declaration on Ethics of the International Statistical Institute
(IS, http://www.cbs.nl/isi/ethics.htm) and required all contributing to
adhere to this standard (in addition to any current code obligations they

may have).
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DISCUSSION

The first paper indicates that research is developing a holistic approach
to investigating participation and that this balanced approach will con-
tinue and influence educational policy and school practice. The second
paper suggests that conditions for participation are easy to express as
available, accessible opportunities, or affordability issues, but not as in-
volvement experiences linked to accommodations made and acceptabil-
ity issues within a context. Paper 111 theorizes, synthesizes, and propos-
es a model to link social capital to inclusive education policy and prac-
tice with the ICF-CY and the Martix to Analyse Functioning in Educa-
tion Systems (MAFES, Hollenweger, 2010) as practical links. As the
findings from paper I suggest that a more balanced approach to partici-
pation is becoming present in inclusive educational policy, the model
proposed in paper 111 can be used for policy planning and monitoring to

ensure stronger inclusive education policies and better health and well-
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being for all. Paper IV leads on from paper III as the practical applica-
tion of the proposed model to link social capital and inclusive education
policies and while the results indicate that the ICF-CY is a useful tool
for measuring both social capital and inclusive education policies by
providing a consistent and common language for describing health and
functioning, unfortunately no clear connections could be drawn be-
tween social capital and inclusive education policy which perhaps indi-
cates that the balanced approach to participation found in paper I has
not yet filtered through to policy. Similarly, when carrying out the inves-
tigation for paper 1V, the easier operation of the environmental dimen-
sion availability, accessibility, and affordability, compared to accommod-
ability and acceptability, correspond with the results from paper II
which suggest that these three dimensions are easier to express in policy
documents. Paper V presents evidence for a measure of the subjective
experience of involvement which can be constructed from measures of
involvement, control, motivation, and attention; this in turn gives evi-
dence for a third qualifier representing the subjective experience of in-
volvement is presented for the activities and participation component of

the ICF-CY.

PARTICIPATION FROM TWO PERSPECTIVES

The two perspectives of patticipation outlined in this thesis can be con-
nected to the various perspectives which exist in disability theorizing
and research. In essence the sociological approach to participation cor-
responds with the social approach to disability, and the psychological
approach is connected to the medical or individual approach to disabil-
ity. Participation from two perspective is represented by the five envi-
ronmental dimensions of availability, accessibility, affordability, accom-
modability, and acceptability. From the results in papers 1I and IV four
of the concepts would appear to fit in a spectrum from frequency of

attending to intensity of involvement (see Figure 4); affordability does
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not as it does not appear to be especially aligned to either the social or

psychological perspectives.

Affordability

Availability Accessibility Accommodability Acceptability

Frequency ‘llIlllll-llIlllIllllllllllllllll-ll’ Intensity

Figure 4. Frequency and intensity spectrum

SOCIOLOGICAL

Paper I shows that Availability and accommodations made are the most
investigated dimensions. Operationalization of participation is not al-
ways consistent with definitions used, however most empirical studies
applying the participation concept in educational research use a balanced
approach in which both sociological and psychological aspects of the
concept are used when measuring participation. The definitions of the
concept seem partly to be independent of the manner in which the con-

cept is operationalized.

Paper II shows that the ICF-CY has provided a useful linking mecha-
nism to show that conditions for participation can be expressed on a
spectrum in terms of availability, accessibility, accommodability and ac-
ceptability. The results show that the focus is on providing equal oppor-
tunities to participation rather than focusing on the subjective experi-
ence of participation; there is still a tendency for inclusive education
policies to refer to the availability, accessibility, and affordability of op-

portunities to participate rather than the acceptability of the actual expe-
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rience of being involved when representing participation. This is both
evidence that these dimensions are easier to conceptualize and opera-
tionalize — as seen in papers Il and IV — and the influence of a more
social approach to disability which has been prevalent during the last
three decades — see for example the social theory of disability (Gus-
tavsson, 2004; Gustavsson & Séder, 1990) or the social theory of em-
bodiment (Shakespeare, 2004).

PSYCHOLOGICAL

The findings from paper II suggest further investigation of the intensity
component of participation as this was the least well represented and
constructed aspect of this study. Similatly, when undertaking the inves-
tigative part of paper IV, specific difficulties were encountered during
both the theoretical construction and practical operation of the intensi-
ty-related environmental dimensions of participation accommodability
and acceptability. These two challenges both suggest that these parts of
the frequency-intensity spectrum require further synthesis, particularly in
relation to using them for textual analyses such as the policy reviews
carried out in papers II and IV. The lack of a developed understanding
of the psychological components is perhaps linked to the lack or neglect
which the medical approach to disability has received in recent years,
with calls for the body or biomedical aspects to be re-introduced to
provide a more balanced representation of disability (Williams, 1999).
This is partly due to the strength and dominance of the social approach
which has had a stronger political and social impact, and the difficulties
which exist investigating the involvement. Furthermore, the results from
papers II and IV which show that acceptability, and to some extend ac-
commodability, are poorly expressed by policy documents could be at-
tributed to human rights as taking this approach to inclusive education

could violate these human rights by forcing or defining involvement.
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Paper V investigates the subjective experience of involvement and
shows that there is a strong relationship between an index of the subjec-
tive experience of involvement and whether children were thinking and
doing the same things. This index can be accurately constructed by us-
ing measures of concentration, control, involvement, and motivation.
Strong evidence is thus provided for adding a third activities and partic-
ipation qualifier to the ICF-CY which represents involvement. Choice is
also influential as knowledge about why an activity is undertaken affects
involvement. Additionally, increased subjective experience of involve-

ment leads to better psychological health and well-being.

OPERATIONALIZING PARTICIPATION FROM
TWO PERSPECTIVES

One assumption is that constructing and using participation from both a
frequency of attendance and an intensity of involvement perspective
creates a more accurate and balanced representation of the phenome-
non. However, the distribution and weighting of either the two perspec-
tives or the environmental dimension sub-components is not currently

know and is potentially difficult to justify and qualify.

USING BOTH PERSPECTIVES

From paper 1, although all of the study’s papers reference at least one
environmental dimension, only four of the 11 empirical works reviewed
present a fully balanced approach when theorizing and operationalizing
participation. Paper I used the five environmental dimensions and inte-
grated them into a document-review protocol to investigate the validity
of the frequency-intensity representation of participation. The results
suggest that conditions for participation are easy to express as available,

accessible opportunities, or affordability issues, but not as involvement
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experiences linked to accommodations made and acceptability issues

within a context.

Papers 111 and IV set out theoretically to use all five environmental di-
mensions and the results from the study show that although there are
no discernible cross-country trends, availability and accommodability are
the most prevalent dimensions. The same pattern is also seen in study 11
and both demonstrate that although the influence of the social approach
to disability is still strong, there is some countenance from a more indi-
vidual-approach as is seen in the strong presence of the accommodabil-
ity dimension. The outcome of the linking process of the social capital
indicators to ICF-CY categories indicates that the majority of the struc-
tural social capital indicators are located in the ICF-CY component of
Activities and Participation, while the cognitive social capital indicators
are linked to Body Functions, and Personal Factors (which are recog-
nized theoretically, but are not included in the operation of the
ICF/ICF-CY classification). None of the social capital indicators were
linked to the Body Structures or the Environmental Factors compo-
nents of the ICF-CY, and the Norms was the only indicator of social
capital that was found not to link to any of the existing ICF/ICF-CY
categories. One theoretical proposition of this study was that structural
social capital corresponded with sociological participation aspects, and
cognitive social capital corresponded with psychological participation
aspects. This appears to be partly true but the sociological influence of
the contextual factors seems to be missing. The linking of inclusive edu-
cation policies to ICF-CY categories showed that more than half of the
total of the meaningful concepts found were linked to the ICF-CY’s
Environmental Factors component; a similar trend is also seen in paper
II. Additionally, almost one quarter of the meaningful concepts were
not covered or definable within the ICF/ICF-CY framework, while

Body Structures was the component to be linked the least, since only
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two of the six countries were found to have even one meaningful con-
cept regarding this ICF component. Again, as per the environmental
dimensions results, no discernible trends or clusters could be asserted
from the results of linking the inclusive education policies to ICF-CY
categories however the strong presence of the ICF-CY’s Environmental
Factors and low prevalence of body structures indicates a strong social
approach, however the lack of an ability to link a large proportion of the
data to any ICF-CY categories indicates that the framework is still lack-

ing in these areas.

THE ENVIRONMENT SETS THE SCENE

Parallels can be drawn with Bronfenbrenner’s ecological systems theory
(Bronfenbrenner, 1979), Bhaskar and Danermark’s modelling of disabil-
ity as laminated layers (Bhaskar & Danermark, 20006), and the five envi-
ronment dimensions of participation used and described in this thesis.
Availability, accessibility, and affordability are more related to the mac-
rosystem, whereas accomodability and acceptability can be related to the
mesosystem and microsystems as they occur on the micro-level (see

figure 5).
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Frequency of attending
A

Availability : Macrosystem
Accessibilty
Affordability - (exosystem)
Accommodability - Mesosystem
Acceptability = Microsystem
\ 4

Intensity of involvement

Figure 5. Bronfenbrenner’s ecological levels related to the five environ-

mental dimensions of participation

The five environmental dimensions act as descriptors for the participa-
tion experience and are intrinsically linked, but not in a way in which
they are necessarily directly influential upon each other. In this way they
follow the laminated system modelling used by Bhaskar and Danermark
(2006) to model and describe disability. It is intended that the environ-
mental dimensions and the bi-dimensional participation model pro-
posed conform to a balanced relational approach to disability, also called
relative interactionism, which will produce a more accurate and reliable

representation of taking part in activities.

On the macro-level papers III and IV deal with social capital and its
influence on inclusive education policies. The results showed that in
different ways both the level of social capital and the content of inclu-
sive education policies differed between the European countries select-

ed. Based on the outcomes of the linking of social capital indicators and
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inclusive education policies to the ICF-CY, the proposal outlined in pa-
per III — where it is argued that the ICF-CY is a useful tool for measur-
ing both topics in relation to health, functioning and disability — has
been confirmed. Although the data collected which represents social
capital indicators and inclusive education policies were diverse (and as
such, no direct comparisons could be made), linking the data to the
ICF-CY showed that the ICF-CY is a consistent and common language
for identifying the compatibility of these two topics with health, func-
tioning and disability. As structural social capital was linked only to the
ICF-CY domains of Activities and Participation, while cognitive social
capital was linked to domains of Body Functions and Personal Factors,
it is proposed that structural social capital refers to participation in terms
of social network mechanisms, while cognitive social capital refers to
cohesion in terms of psychosocial interactions among individuals. These
findings would confirm the earlier suggestion that structural social capi-
tal relates to the frequency of attending and activity and cognitive social

capital refers to the intensity of involvement.

From paper IV all of the analyzed text extracts from the policies were
mapped to at least one environmental dimension and the findings
showed that the policy documents from all countries contained a high
number of codes referring to Availability, with Sweden and United
Kingdom presenting almost the 80%. Similar results were found in the
study for paper II. These findings were expected since the legislative
type of the documents analyzed in both studies mainly outlined the ways
and support for one to enter inclusive education. Accommodability was
also well represented in all policy documents, and the low incidence of
Accessibility and Affordability show that the policy documents provide
only a little guideline in these areas, however this apparent absence is
off-set with the existence of provisions which facilitate inclusion. It is

also evident from the results of papers Il and IV that the five environ-
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mental dimensions are not equally distributed within policy documents.
It could be presumed that the policy documents used in the current
analysis were not coherent in terms of fair coverage of the environmen-
tal dimensions for supporting inclusive education environments, how-
ever the exact weighting of the distribution of the five dimensions has
yet to be fully established so no firm conclusion can be drawn from this

finding.

FURTHER CLARITY ON DEFINING AND
MEASURING PARTICIPATION: A WAY TO
MEASURE THE SUBJECTIVE EXPERIENCE OF
INVOLVEMENT

The papers combined in this thesis present both the current state of
participation in terms of frequency and intensity and also investigate the

practical implications of combining the two dimensions.

Paper I shows that research is defining and using participation in a rela-
tively consistent manner in terms of the social and psychological repre-
sentations of participation. However, evidence from papers II and IV
would indicated that this approach has not yet permeated the practical
branches of inclusive education as no inclusive education policy docu-
ments present the balanced social/psychological approach seen in the
research field. Caution should be used when making this comparison as
the realms of academia do not always match those of reality and further
investigative work is required to establish the relative importance of
each environmental dimension when the social/psychological approach

is applied in practice.

Paper V sets out to provide empirical evidence for a third involvement
qualifier for the ICF-CY’s activities and participation component, as

originally called for by Granlund et al. (2012). Paper V investigates and
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provides evidence on the meso and mirco levels and provides good evi-
dence for how to construct and measure the subjective experience of
involvement based on measures of concentration, control, involvement,

and motivation (see previously).

Within the ICF-CY (and of course the ICF) the current representation
of participation does not take into account the involvement aspects out-
lined in this thesis. Researchers and practitioners can of course modify
the ICE’s theoretical underpinnings, but they cannot then use the coding
framework and must construct their own measures; this has been re-
cently tried by Coster et al. (2012) with their Participation and Envi-
ronment Measure for Children and Youth (PEM-CY) which was con-
structed with a participation model containing three perspectives: fre-
quency, extent of involvement, and desire for change. In order to use
the ICF/ICF-CY’s coding framework the current coding guidelines
within the document itself allow for the use of an additional qualifier
which is left undefined in the guidelines outlined in the annex (WHO,
2007, p. 244). Using the ICF/ICF-CY as it is currently written could
provide an immediate way to use and represent the subjective experi-
ence of involvement, however, awareness that the theoretical represen-
tation of participation in the current ICF/ICF-CY model does not make
the frequency-intensity distinction would have to be carefully considered
and this is unlikely to create a satisfactorily useful tool. A better option
would be to use this thesis’s findings to contribute to the next revisions
of the ICF, which would certainly involve some changes to the theoreti-
cal underpinnings, and thus the bi-dimensional representation of partic-
ipation would be correctly represented and could be accurately used to

represent the participation experience.
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GENERAL CONSIDERATIONS

One of the main subjects covered here is disability; which is also a “nec-
essarily laminated system” (Bhaskar & Danermark, 2006, p. 278), by
which it is meant that it is a multi-dimensional and multi-modal system
which has many integrated influencing components. By comparison the
construction of participation from two perspectives also creates a multi-
ple-layer system based on the different ecological levels and differing

theoretical and practical viewpoints.

The ICF/ICF-CY presents us with one possible way of gaining such a
multi-perspective viewpoint. However, to be completely bound by ei-
ther the ICF/ICF-CY or one of the social models is too restrictive for
the all-encompassing nature of disability and will also create divisions
and dichotomies which tend to do more harm than good to the field.
Another theoretical standpoint is the capability approach (Sen, 1993)
which could provide an interesting alternative, particularly for the con-
struction of the involvement component of participation when capabili-
ties can be considered the choice or opportunity to achieve functioning;
this corresponds with the acceptability environmental dimension. Per-
haps the capability approach could be combined with ICF/ICF-CY. It
should be noted that Reindal (2009) previously proposed combining the
capability approach with the ICF-CY to provide a theoretical basis for
special education. However, Reindal erroneously dismissed the ICF for
having too restrictive a definition of disability; this Reindal cited based
on a poor representation of the theoretical underpinnings of the frame-
work where she used the overview table (WHO, 2007, p11), which mis-
leadingly contains ‘disability’, rather than the more usual figure (WHO,
2007, p18, my figure 3), which shows the interactive nature of the main
theoretical components of the ICF. It is certainly worth returning to the

case for combining the ICF/ICF-CY and the capability approach.
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For and overall theoretical frame for this thesis I present the case for
Gustavsson’s (2004) critical interpretation and, as a further develop-
ment, Bhaskar and Danermark’s critical realism (Bhaskar & Danermark,
2000) as theoretical standpoints to attach this thesis to. Both offer an
interesting relative interactionist perspective without being too restric-

tive as theories for disability research.

METHODOLOGICAL LIMITATIONS

A broad range of methods and approaches are used in this thesis; these
were specifically chosen to reflect the inter-disciplinary nature of the
work and to complement the aims and research questions of both the
individual studies and of the thesis. The methodological choices have
been previously introduced and discussed; these will naturally have their

limitations which alternatives may not. These points are discussed here.

SYSTEMATIC LITERATURE REVIEW (PAPER 1)

The overall rigour and quality of systematic literature reviews has been
previously presented and discussed and an alternative would be a more
narrative-based reviews. While systematic reviews are commended for
their rigour, they can be criticized for being too concise and so lacking
in-depth reflection. Had a narrative-based review been used for paper I
then perhaps more reflective, if less consistent, results with more scope

for detailed discussion could have been obtained.

DOCUMENT ANALYSIS (PAPERS Il & IV)

A document analysis was used in paper II to get a consistent over-view
at a variety of ecological levels, and in paper IV to give consistent cross-
national data on the one ecological level (macro). Alternatives would be
some kind of expert consultation, for example interviews or by using a

Delphi process; this would give media-based data for analysis which
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would require careful consideration when comparing the data to ensure
consistency. By using interviews there would be more scope for in-
depth discussion to be carried out which would create a richer source of
data for analysis. A Delphi method would also potentially give more
detail since experts in the field are being consulted. The richer data
sourced from these alternative approaches would have also given more
scope for interpretation which, in terms of reliability when comparing
within or across ecological levels, would have been more challenging to

carry out consistently and reliably.

THEORETICAL POSITION PAPER (PAPER lIl)

An alternative to a theoretical position paper is a review paper, although
this was not chosen for this paper as a review paper had already been
produced for the thesis. Reviews give an overview of the current state of
knowledge and offer some scope for theorising of ideas. Had a review
been chosen then this paper would have given more evidence for the
lack of research with both social capital, the ICF-CY, and inclusive edu-
cation policy, but there would have potentially been less scope for theo-
retical discussion and argument. Careful structuring of the review (such
as using a systematic approach as seen in paper I) can give good discur-
sive results and is another way of presenting and synthesising a new

concept.

EXPERIENCE SAMPLING METHOD (ESM, PAPER V)

As presented earlier, ESM is one of very few methods which simultane-
ously gives results directly from participants and in real-time. An alterna-
tive, which would give similar results, would be to combine two meth-
ods; one to give direct participant input and another to give real-time
data recording. For example, real-time recording could be achieved by

using observations or an ethnographic approach, and participant input

78



Discussion

could be gleamed by using interviews or focus-groups (either before or
after the event being studied). Had this combined-method approach
been used for this paper then more diverse data would have been gath-
ered and combining these multiple data-sets would be difficult to ensure
accuracy and reliability. There is, however, the possibility to gather more
in-depth data which would give more potential for a more detailed dis-

cussion.

CONCLUSION

This thesis outlines a new way to represent participation from both a
sociological (frequency) and psychological (individual) perspective. This
new and arguably more balanced approach to participation is operation-
alized by using the five environmental dimensions of availability, acces-
sibility, adorability, accommodability, and acceptability. In combination
this contributes to a new theory on the subjective experience of in-
volvement which can be measured using concentration, involvement,
motivation, and control. The findings presented in this thesis along with
the new theory on the subjective experience of involvement will add
further to the discussion about the distinction between activities and
patticipation in the ICF/ICF-CY (see Whiteneck, 2005, for a review)
and specifically add validity to the participation construct by bringing in

the child’s own personal subjective experience.

RECOMMENDATIONS

This thesis presents a broad selection of evidence from a selection of
different ecological levels for the construction and operation of partici-
pation from two perspectives: the frequency of attendance, and the in-
tensity of involvement. It is the author’s belief that this provides a more
accurate representation of the participation construct as most previous

constructions neglected the involvement component. The author thus
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recommends that when theoretically constructing and practically using

participation it should be done by using both of these two perspectives.

In terms of practical influences on the field, the ICF-CY — as it currently
stands — is to be considered lacking both theoretically and practically if it
were to be used to operationalize the new frequency-intensity approach
to participation proposed in this thesis. The ICF-CY in its current form
could be practically used in a limited way with the addition of a third
qualifier to the activities and participation component to represent the
subjective experience of involvement. The ICF/ICF-CY would permit
this under the guidelines outlined in the annex (WHO, 2007, p. 244);
however, this solution is a compromise as the theoretical underpinning
does not match the practical operation. It is the author’s intention and
hope that this newer modelling of participation will be brought in to any
future revisions of the ICF/ICF-CY — a so-called ‘ICF-2’, which would
likely also include the existing ICF-CY revisions — which would thus

create an accountable classification of the involvement experience.
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