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“Ubunthu”

I am what I am becanse of who we all are

An age-old African concept






ABSTRACT

Four studies were included in this doctoral dissertation aiming to investi-
gate how habilitation professionals perceive the ICF-CY in clinical work
and to identify everyday life situations specific for children and youth aged
0-17 years. The ICF-CY was the conceptual framework and since the re-
search was conducted oz as well as with the ICF-CY, the use of the classifi-
cation runs like a thread through all the work. The design was primarily
qualitative and included descriptive and comparative content analyses.
Study I was longitudinal, aiming to explore how an implementation of the
ICF-CY in Swedish habilitation services was perceived. Studies 1I-IV were
interrelated, aiming to explore children’s most common everyday life situa-
tions. Content in measures of participation, professionals’ perspectives, and
external data on parents’ perspectives were linked to the ICF-CY and com-
pared. Mixed methods design bridged the Studies III-1V.

Results in Study I indicated that knowledge on the ICF-CY enhanced pro-
fessionals’ awareness of families” views of child functioning and pointed to
the need for ICF-CY based assessment and intervention methods focusing
on child participation in life situations. A first important issue in this re-
spect was to identify everyday life situations. Two sets of ten everyday life
situations related to the ICF-CY component Activities and Participation,
chapters d3-d9, were compiled and adopted for younger and older children
respectively, establishing a difference in context specificity depending on
maturity and growing autonomy. Furthermore, key constructs in the ICF-
CY model were discussed, additional ICF-CY linking rules were presented
and suggestions for revisions of the ICF linking rules and the ICF-CY were
listed. As the sample of everyday life situations reflects the perspectives of
adults, further research has to add the perspective of children and youth.
The identified everyday life situations will be the basis for the development
of code sets included in a screening tool intended for self- or proxy-report
of participation from early childhood through adolescence.

KEYWORDS

Adolescent, child, classification, code set, disability, everyday life situation,
habilitation, ICF-CY, implementation, interdisciplinary, participation.
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PREFACE

Children and parents need opportunities to express their opinions and take
part of professional knowledge during the habilitation processes, but there
is no structured model for family-professional collaboration with negotia-
tion as the essential element. These statements form the basis for the pre-
sent dissertation, built on my long-term experiences as a physical therapist
in habilitation services and on experiences from my masters’ thesis. As I
followed the development of the WHO:s International Classification of
Functioning, Disability and Health, version for Children and Youth, ICF-
CY, my interest for this global health classification grew. It provided a
model for a holistic perspective of children’s functioning, shifting focus
from body to participation. Engaged in field trials on the ICF-CY, I recog-
nized its potential for use in habilitation processes, indicating enhanced
professional awareness of child participation in everyday life situations. Lat-
er, when I got the opportunity to refine and test abbreviated ICF-CY ques-
tionnaires, I picked up professionals’ need of short code sets designed for
measuring patticipation in everyday life situations. This became the topic of
this doctoral dissertation, in which I investigate professionals’ perceptions
of the utility of the ICF-CY, search existing measures to find indicators for
everyday life situations, and ask professionals’ about their views of such. At
last, I borrow data from other researchers to integrate the views of parents.
Still, the views of children are missing but they will be asked for when this
basic work is finished. It is easier for the children to reflect on a set of sug-

gested everyday life situations than having open questions to respond to.

My long-term goal is a screening tool developed in collaboration with chil-
dren and youth, their parents and professionals and focusing on participa-
tion in everyday life situations. The basic premise is that active participation
in assessment will increase children’s understanding of their unique situa-
tion and enhance their motivation for interventions when needed.

I hope to get continued opportunities until my dream is fulfilled: a digital
survey installed in computers placed in habilitation waiting rooms encour-
aging children to tell what matters most for them and making parents real-
ize that habilitation services focus on support for handling everyday life
rather than normalizing children and their body functions.
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| INTRODUCTION

One can assume that everyday life situations for children and youth with
disabilities are the same as for all children even if they involve different
conditions. These differences might be due to environmental opportunities,
which are largely dependent on how families provide structures for chil-
dren’s everyday life situations. It is the right of families to have access to
resources and opportunities to support the development of children so they
can live their lives as they themselves have envisaged (UN, 1989). The long-
term goal of the present dissertation is a screening tool providing children
and parents opportunities to express their opinions during habilitation pro-
cesses and guide individualized assessment and intervention planning. As
preparation for future development of such a tool, everyday life situations
of children of different ages are identified.

Children with disabilities are mostly like children without disabilities and
their families are very much like other families. In this dissertation, the con-
struct of family means parents, their children, and in some cases other close
relatives that live together in the same dwelling (Balton, 2009). The con-
struct of parent means the primary caregiver. Parents use various coping
strategies, make suitable adaptations of family routines when children grow,
and strive for child-family interaction in order to achieve family functioning
(Turnbull et al., 2007; Weisner & Gallimore, 1994; Wilder, 2008; Ylvén &
Granlund, 2009). However, families of children with disabilities might need
supplemental information, knowledge, and suppott to solve problems and
manage requirements of everyday life (Hoégberg, 1996; Larsson, 2001;
Wilder, 2008; Ylvén & Granlund, 2009). In Sweden, support to families is
offered by habilitation services with interdisciplinary teams including pro-
fessions representing medical, social, psychological, and pedagogical disci-
plines (Bjorck-Akesson & Granlund, 2005; Granat, Lagander, & Borjesson,
2002). Families and professionals do not always agree on family needs and
sometimes professionals bring up their own ideas rather than listen to the
others, implying a risk for children and parents to be given a peripheral role
in intervention planning and goal setting (Hégberg, 1996; Larsson, 2001;
McCormack, McLeod, Harrison, & McAllister, 2010; Thomas-Stonell,
Oddson, Robertson, & Rosenbaum, 2009; Wilder, 2008). The starting-point
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for this dissertation, in which the construct of children is used for individuals
0-17 years of age, is that a supportive relationship, based on family-
professional collaboration and professionals’ trust in families’ capabilities,
are the cornerstones for fruitful collaboration to enhance child develop-
ment and well-being. Although the perspectives are Swedish, data gathered
from other cultures are included to broaden the views.

Health Condition

Body Functions L
Participation

and Structures

I |

Environmental Personal
Factors Factors

Activities

Figure 1.1. The ICF/ICF-CY model including six interactive dimensions of functioning and
disability as the conceptual framework of the present dissertation (WHO, 2007; p17).

Life situations are episodes that occur in natural environments where chil-
dren spend time. Everyday life situations occur regularly, e.g. eating dinner,
compared with other situations that occur less frequent, e.g. Christmas par-
ties, or life situations that indicate transition phases in life, e.g. becoming a
high school student. Since children’s involvement in everyday life situations
is largely dependent on environmental factors in addition to individual fac-
tors, their participation must be considered from multiple perspectives. In
this dissertation, the WHO International Classification of Functioning,
Disability and Health, ICF, version for Children and Youth, ICF-CY, con-
stitutes an overarching conceptual framework for discussions about how
children participate in everyday life situations (Figure 1.1) (WHO, 2007). In
addition to participation, which is the social dimension of functioning, the
ICF-CY model includes three individual dimensions: body functions, i.e.
mental and physiological functions; body structures, i.e. anatomical parts;
and activities, i.e. the execution of tasks ot actions. The model also includes
two contextual dimensions of personal factors and environmental factors.
The ICF-CY covers the full range of childhood, 0-17 years, and is a univer-
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sal model suitable for all children, not only children with disabilities. ICE-
CY code sets include a limited content that is identified as essential for a
specific purpose and possible to use across diagnosis to describe and profile
children’s functioning and disability (Simeonsson, 2009b).

Code sets focusing on children’s participation can provide information
about how children with disabilities deal with everyday life. A future screen-
ing tool will include code sets for everyday life situations and as prepara-
tion, the present dissertation investigated the utility of the ICF-CY in clini-
cal work and identified everyday life situations specific for children and
youth from an adult perspective. It was expected to provide opinions about
what professionals and parents think is important for children based on
observations.

Further research is planned to get knowledge on how everyday life situa-
tions can be understood from the perspective of children with and without
disabilities. It could be possible to interview children as young as 4 years of
age (Docherty & Sandelowski, 1999; Lidstrém, 2005; Poole & Lamb, 1998).
It is assumed that children easier provide information if they are asked to
discuss specific activities, i.e. a list of suggested everyday life situations, ra-
ther than using broad, open-ended questions (Peterson-Sweeney, 2005;
Sturgess, Rodger, & Ozanne, 2002). Most likely, such a strategy allows that
the ideas to be discussed are more understandable for children.

ICF-CY Core sets ICF-CY Code sets

nfants/toddlers YOUNGER
<3yrs Infants,
" toddlers,
Preschoolers 3 preschoolers
3-6yrs s} 0-6yrs
. S L
Q
)
School-ages §
7-12yrs S OLDER
School-ages,
adolescents
Adolescents 7-17yrs
213 yrs
Everyday
Agegroup Disability life Agegroup

situation

Figure 1.2. The changed focus for a future screening tool - from the initial plan of core sets
to code sets.
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During the progress of the dissertation, the initial plan to develop core sets
adapted to four age groups and four types of disabilities changed. The find-
ings in Study I indicated the relevance of using the ICF-CY, but also the
need for proper tools directing individualized planning of interventions. In
addition, research established that medical diagnoses provide information
neither on functional status nor on participation in everyday life situations
(Law et al., 2004; Lee, 2011; Lillvist, 2010; Rutter, 2010; Simeonsson, 2000;
Stein, 2006; WHO, 2007). This led to the decision to develop participation
focused code sets adapted to everyday life situations and to relevant age
groups (Figure 1.2). The results in the present dissertation have implications
for future development of an interdisciplinaty screening tool to be used for
self- or proxy-reports from early childhood through adolescence. The tool
is intended to identify individual needs and potential developmental areas as
a basis for more comprehensive assessment of children with disabilities.
Because of the need to move beyond diagnoses to describe functioning, it
is expected to meet the professionals’ request for a proper tool capturing
predictors of participation and to attain usefulness as a collaborative screen-
ing tool. Although this dissertation is limited to the perspective of adults,
children’s perspective will govern the final list of everyday life situations,
their titles, and content in the future screening tool.

14



2 CONCEPTUAL FRAMEWORK

Functioning and disability are reverse constructs in the multi-
dimensional ICF-CY framework of health. A central question is What
dimensions are to be considered when describing children’s everyday
life situations? This section presents the ICF-CY that constitutes the
conceptual framework for the present dissertation, how it may be used
in clinical work, critique, and the need of reduced sets of categories.

2.1 ICF-CY

The International Classification of Functioning, Disability and Health, ICF,
with its version for Children and Youth, ICF-CY, is a universal and multi-
dimensional conceptual framework to health, human functioning, and disa-
bility. It was developed by the WHO to provide a common language for
various organizations, users, and caregivers to communicate people’s func-
tional states and life situations (Darzins, Fone, & Darzins, 2006; IOM,
2007; Rosenbaum & Stewart, 2004; WHO, 2001, 2007; Ustun, Chatterji,
Bickenbach, Kostanjsek, & Schneider, 2003). Trials have explored benefits
of the common language in terms of support for professionals to clarify
their team roles and facilitation of team discussions (Ibragimova, Granlund,
& Bj('jrck-Akesson, 2009; Rentsch et al., 2003; Tempest & Mclntyre, 20006).
The ICF or ICF-CY cannot replace professional language but serve as a
structure for information and a tool for communication.

ICF+ICD
ICF
Health outcomes Understanding of
healthand how the
interaction between
the individual
ICD and the environment
Morbidity data hindersor facilitates
agood life

Figure 2.1. WHO?’s international classifications of health and functioning, ICD and ICF.
Adapted from Pless & Granlund (2011; p44).
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The WHO Family of International Classifications, WHO-FIC, provides
frameworks to describe a wide range of information about health. The ICF,
which is the adult version that was published in 2001, and the ICF-CY,
which came six years later, are the functional frameworks that classify
health outcomes (WHO, 2001; 2007). They are complementary to the In-
ternational Classification of Diseases, Tenth Revision, ICD-10, which is an
etiological framework classifying morbidity data, based on medical diagno-
ses of diseases and other health problems. Soon after the publication of the
ICF, WHO’s General Secretary Gro Harlem-Brundtland expressed the ex-
pectation that the ICF and ICD together may enhance the “understanding
of health and how the interaction between the individual and the environ-
ment hinders or facilitates a good life” (Figure 2.1). All classifications are
undergoing continuous revisions.

The ICF and ICF-CY are universal in the sense that they can be used to
describe functioning of all people, not only persons with disabilities. It de-
picts equality regarding opportunities and rights and it purports to be usea-
ble across cultures (Bickenbach, 2009; Bickenbach, Chatterji, Badley, &
Ustun, 1999). The ICF/ICF-CY is based on an integration of the social
model and medical model of disability and focuses on components of
health rather than on consequences of diseases (Hacking, 2004; Stiker,
1999; WHO, 2001; 2007). Multiple ICF-CY dimensions synthesize biologi-
cal, psychological, social, and environmental aspects of child functioning.
The key construct in the classification is the neutral term participation, de-
fined as involvement in life situations. The construct intends to substitute
the negative term handicap.

The ICF-CY includes all content in the adult version ICF with additional
content intended to cover developmental characteristics of children from
birth up to 18 years of age (Leonardi & Martinuzzi, 2009; Simeonsson et al.,
2003; Simeonsson, Sauer-Lee, Granlund, & Bjérck—Akesson, 2010; WHO,
2007). Thus, the ICF-CY provides multiple perspectives of functioning,
which among children include for example mental functions of attention,
memory, and perception as well as activities of play, learning, family life,
and education. In this dissertation, the ICF-CY was consistently used.
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2.2 THE ICF-CY MODEL

The ICF-CY is an interactive health model. It illustrates a complex relation-
ship between six dimensions: health conditions; bodily factors, i.e. body
functions and structures; activities, such as abilities to perform actions; par-
ticipation, such as the experience of being part of society; and contextual
factors, i.e. environmental factors and personal factors (Figure 2.2). De-
scriptions of functional and environmental aspects are needed to achieve a
holistic view of children’s everyday life situations since the naming of a di-
agnosed disorder or disease cannot depict everyday functioning in a child
(Florian et al., 2006; Grimby, Harms-Ringdahl, Morgell, Nordenskiold, &
Stibrant Sunnerhagen, 2005; Reed et al., 2005, WHO, 2001). Functional
aspects encompass how children use their individual resources and how
involved they are in contexts where they usually spend time. Environmental
factors add information about how the context affects a child’s functioning
(McConachie, Colver, Forsyth, Jarvis, & Parkinson, 2006, WHO, 2007).
Since the ICF-CY provides a framework and a structure for collecting and
organizing information, it may influence assessment, intervention planning,
and outcome evaluation (Bruyere, Van Looy, & Peterson, 2005; Leonardi &
Martinuzzi, 2009; Reed, et al., 2005; Rentsch, et al., 2003). By using a neu-
tral terminology, the framework may support descriptions of a person’s
strengths as well as weaknesses.

Health Condition
Disease, disorder...

\
Bodily factors Activity Participation
Functions & Structures
<> Activity <> Participation
Impairments Limitations Restrictions
1 ‘ !
y
‘ Environmental Factors ‘ ‘ Personal Factors ‘

Contextual Factors

Figure 2.2. The ICF-CY model including constructs capturing functioning and disability.
Adapted from Simeonsson (20092) and WHO (2007).
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The model of health becomes a model of disability when a severity qualifier
is applied to indicate impaired functioning, i.e. the extent of impairments,
activity limitations, or participation restrictions (Figure 2.2). To desctibe
children’s problems related to activities and participation, a scale ranging
from 0 (no difficulty) to 4 (complete difficulty) is available providing one
qualifier to quantify capacity and one for performance. The capacity qualifi-
er indicates activity and describes a child’s ability to execute a task or an
action, indicating the highest probable level of functioning in a given situa-
tion at a given time (WHO, 2007). This information can for example be
provided by standardized tests. The performance qualifier describes what
children actually do in the natural environments where they spend time. It
indicates a societal context and causes confusion because it can be under-
stood as either ‘involvement in a life situation’ or ‘lived experience’. In the
ICF-CY, performance is the only possible indicator of participation. It is
however suggested that participation is not only about taking part in what
happens in everyday life situations, it is also about being engaged, being
accepted, and having access (WHO, 2007; p13). These aspects are not easily
measured without asking the children or their caregivers about their opin-
ion. To describe the impact of environmental factors on children’s func-
tioning there are two available qualifiers applied to indicate facilitating fac-
tors and/or barriers.

Because the ICF-CY provides a structure to organize information about
children’s life situations from multiple sources, it may setrve as a sereening fool,
not to be confused with assessment measures that most often provide proto-
cols to quantify information (Simeonsson, et al., 2010; WHO, 2007). By
that, it does not classify children but defines factors of importance for chil-
dren’s health. These factors include the environment, which is not common
in assessment measures, indicating a shift from diagnoses to function. This
means that children with disabilities are not classified ‘as a diagnosis’ but
rather described as children with functional problems in specific situations.
From this point of view, the use of the ICF-CY may change the way pro-
fessionals develop intervention programs so that they are based on func-
tioning, e.g. ‘interventions for children with communication problems’ ra-
ther than ‘interventions for children with aphasia’. Besides, professionals
may differentiate how individual problems relate to the six dimensions in
the ICF-CY model in order to individualize intervention planning,.

18



2.3 THE ICF-CY CLASSIFICATION

The ICF-CY classification of codes includes four components with a struc-
ture that is displayed in figure 2.3. Compared with the model (see Figure
2.2.), the body dimension is divided into two parallel components, func-
tions and structures, and the two dimensions activities and participation are
merged into one component. Body functions and body structures cover all
body systems. Functions encompass the physiological functions of body
systems, psychological functions included. Body structures include anatom-
ical parts of the body such as limbs and organs, including the brain. The
component Activities and Patticipation covers the full range of life areas,
from basic learning to social tasks. Environmental factors include physical,
social, and attitudinal factors. Finally, Personal factors provide the back-
ground of a child’s life and living, such as age, gender, race, habits. These

factors are not yet classified because of the large social and cultural variance

associated with them (WHO, 2007).

Part1
Part2
FUNCTIONING/ CONTEXT
DISABILITY
Comp. 1 Comp. 2 Component 3 Component 4
Component p P p p PERSONAL
level BODY BODY ACTIVITIES/ ENVIRONMENTAL FACTORS
FUNCTIONS | STRUCTURES PARTICIPATION FACTORS
] l i {
15t level ’ 8 chapters | 8 chapters ’ 9 chapters ‘ ’ 5 chapters ‘
v v i v
2 |evel 118 cat. 56 cat. 132 categories 74 categories
3rd |evel 351 cat. 166 cat. 394 categories 185 categories
4th [evel 54 cat. 99 cat. 17 categories 9 categories

Figure 2.3. The structure of the WHO International Classification of Functioning, Disability
and Health, version for Children and Youth (ICF-CY). Adapted from Cieza and Stucki
(2008) and Simeonsson et al. (2010).

Each of the four components consists of chapters, in the ICF-CY also
called domains, in which categories with titles and associated definitions are

listed hierarchically with increasingly detailed categories on second, third,
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and in some cases fourth level (Cieza & Stucki, 2008; Simeonsson, et al.,
2010; WHO, 2001). This dissertation focuses on 1st and 2nd level catego-
ries in the component Activities and Participation.

COMPONENT [ Activities and Participation }
DIMENSION/ d1 d2 d3 d4 ds 3 d7 d3 d9
CHAPTER Mobility .
15t level /\
BLOCKS OF d410-d429 d430-d449 d450-d469 d470-d489
CODES BODY POSITION HANDLING WALKING AND USING TRANS-
OBIJECTS MOVING PORTATION
d450 d4s55 d460 d465
CATEGORY Walking Moving around Moving around Moving around
2nd |evel in different using equipment
locations
d4500 d4501 d4502 d4503
CATEGORY Walking short Walking long Walking on Walking around
3 Jevel distances distances different obstacles
surfaces

Figure 2.4. Hierarchically listed categories in the component Activities and Participation,
chapter d4 Mobility. Adapted from Pless & Granlund (2011; p 54).

Each category has an alphanumeric code starting with a letter to denote
component followed by numbers to denote level of categories (Figure 2.4).
When suitable, related categories are merged into blocks of codes. The
ICF-CY coding system enables linkage of information in measures or other
key elements in an intervention process to ICF-CY chapters and categories
facilitating comparison of data (Cieza et al., 2002; Cieza et al., 2005; Xiong
& Hartley, 2008). As an example, table 2.1 displays how the content in sev-
en measures investigated in Study II of the present dissertation are linked to
the activities and participation chapters. Among these, measure 6 is related
to all nine chapters whereas measure 4 includes content related to one sin-
gle chapter. The comparison also provides the information that all seven
measures include content related to the chapter d6, i.e. Domestic life.
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Table 2.1 Comparison of content in a sample of measures of participation linked to the nine ICE-CY
Activities and Participation chapters (d) (adapted from Study 11 of the present dissertation)

Measure no.

ICF-CY
chapter
2 3 4 5 6 7
d1 X
d2 X X
d3 X X X
d4 X X X X
ds X X X X
de X X X X X X X
d7 X
ds X X X X X X
d9 X X X X X X

To understand and use the multiple ICF-CY dimensions of functioning and
disability in daily work, professionals’ awareness of the model in addition to
knowledge of the chapters on first ICF-CY level may be sufficient. For in-
terdisciplinary use, a selection of appropriate second level categories is rec-
ommended for an overall description of functioning whereas categories on
third and fourth level may be useful for in-depth discipline-specific investi-
gations (WHO, 2007). The classification may be seen as a comprehensive
dictionary of 1685 ICF-CY categories relevant for describing functioning
(Cieza & Stucki, 2008; Simeonsson, et al., 2010).

This dissertation focuses on the ICF-CY both for the study of utility (Study
I) and as a conceptual framework in coding and analyzing data (Studies 1I-
IV). A rational to focus on the ICF-CY was a previous understanding of
the classification as a model for broad descriptions of functional status,
capturing children’s full range of life areas, and probably affecting interdis-
ciplinary work (Bruyere, et al., 2005; Ibragimova et al., 2009).

2.4 CRITIQUE OF THE ICF OR ICF-CY

With the implementation of the ICF, problems have been identified con-
cerning the conceptual framework, the linguistic form, and various perspec-
tives of functioning in the classification. For example, Pfeiffer (2002a;
2002b) highlights the impossibility to find terms fitting all languages and
cultures. He argues that the classification maintains a medical perspective,
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objectifies disability as a deficit, and conveys stereotypes about people with
disabilities. Also Conti-Becker (2009) argues that the focus is still on biolog-
ical factors and that personal factors have been neglected. Other conceptual
questions concern definitions of key constructs such as capacity and pet-
formance, activity and participation, and to what extent organizations
should focus on one or the other (Nordenfelt, 2003, 2006; Whiteneck,
20006; Whiteneck & Dijkers, 2009). Nordenfelt (20006), for example, states
that capacity should be the main interest for healthcare. He argues that a
focus on performance is problematic in a health classification, claiming that
it shifts the focus from the ability to perform an activity to the actual per-
formance of an activity. In addition, Nordenfelt (2006) points to the lack of
the construct of ‘will’ in the classification. Since observed performance is
perceived as too limited to fully understand participation, this lack of a sub-
jective dimension of functioning has been widely discussed (Badley, 2008;
Coster & Khetani, 2007; Granlund et al., Accepted; Hemmingsson &
Jonsson, 2005; McConachie, et al., 20006; Perenboom & Chorus, 2003; Ueda
& Okawa, 2003; Whiteneck, 2006; Whiteneck & Dijkers, 2009). The im-
portance of distinguishing objective and subjective dimensions in identify-
ing the constructs of activity and participation is obvious with reference to
Whiteneck (2006). As other researchers (e.g. Egilson & Traustadottir,
2009), he also points to the need to develop the contextual perspective of
functioning. The current one-dimensional view of environmental factors as
either facilitators or barriers may be one shortcoming since it is to a hight

extent dependent on the situation.

Critical comments on feasibility of use have been raised even though many
professionals consider it meaningful to use the ICF and ICF-CY in clinical
settings. The concerns focus on not getting concrete guidance on how to
look at an individuals’ functional potential, since the classification is limited
to facilitate decisions of what to consider (Allet, Burge, & Monnin, 2008).
Although it provides a common language, the concepts of the classification
is not yet incorporated into clinical practice and several researchers depict
the lack of client-centered, self-reported measures of participation with a
reasonable number of categories. (Allet, et al., 2008; Bagnato, 2005; Boyd &
Hays, 2001; Coster & Khetani, 2007; Darrah, 2008; Hemmingsson &
Jonsson, 2005; Ibragimova, et al., 2009; McConachie, et al., 2006; Mortis,
Kurinczuk, & Fitzpatrick, 2005; Msall, 2005; Saarela Holmberg &
Lindmark, 2008; Simeonsson, et al., 2010). Despite those concerns and crit-
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ical aspects, the ICF-CY is chosen as conceptual framework in this disserta-
tion. It is anticipated to become a useful tool within services for children
with disabilities, providing a framework for problem solving and constitut-
ing a common language, bridging professionals and families (Beckung &
Hagberg, 2002; Darrah, 2008; Ibragimova, et al., 2009). In addition, a focus
on the actual performance of an activity in everyday life, rather than the
ability to perform an activity in a health care setting, is in line with the spe-
cific task for such services.

2.5 CODE SETS

For clinical use, the comprehensiveness of the ICF-CY is a challenge.
Therefore, reduced sets of categories have been defined as standard mini-
mum content areas to be used for specific purposes. They constitute gen-
eral agreed-on lists of essential categories aiming at directing what to meas-
ure, not how to measure, and the lists might be used as checklists for prac-
titioners (Cieza, Ewert, et al., 2004; Escorpizo et al., 2010). For health con-
ditions, such lists are talked about as core sefs, focus on symptoms, and have
been developed for adults with various diagnoses, for example low back
pain, depression, and stroke (Cieza, Chatterji, et al., 2004; Cieza et al., 2004 ;
Geyh, Cieza, et al., 2004). Core sets are also under development for chil-
dren, examples are children with severe disabilities and cerebral palsy (CP)
(Melchiorsen & Ostergaard, 2010; Verschuren et al., 2011). Brief ICF Cote
Sets include 10-20 categories to be used for clinical studies or population
surveys whereas Comprehensive ICEF Core Sets include approximately 100

categories aiming to guide multidisciplinary assessments.

Code sets focus on functioning and are sets of essential categories to be used
for specific purposes across diagnosed health conditions (Simeonsson,
2009b). Code sets may focus on service settings such as eatly childhood
intervention or education. For children, developmental codes sets and
codes sets for communication have been defined (Ellingsen, 2011; Row-
land, personal contact, 21t of June, 2011). However, the use of the terms
‘core sets” and ‘code sets’ is not yet consistent. For example, the lists of es-
sential categories aimed for specific purposes such as acute hospital rehabil-
itation or vocational rehabilitation are presented as ‘core sets’ although they
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do not relate to specific health conditions (Escorpizo, et al., 2010; Grill,
Ewert, Chatterji, Kostanjsek, & Stucki, 2005).

The present dissertation intends to prepare for development of code sets
by identifying a set of everyday life situations as a basis for future develop-
ment of brief code sets for child participation in everyday life situations.
The aim is to guide individualized assessment and intervention planning
(Figure 2.5). During the development process, several perspectives will be
considered: researchers’ (sought in literature), clinicians’ (professionals), and
users’ (parents and children). The children’s perspective will be focused in
future research since they usually have a different understanding and expe-
rience of the world than adults (Garth & Aroni, 2003).

Everyday life situations

: Contentin code sets Utility of code sets
(basis for code sets)
Testing of
Pilot Delphi process with ICF-CY code
study | professionals, parents, sets for
Delphi and children everyday life
situations
Children’s
perspective

Figure 2.5. Development process of ICF-CY code sets for everyday life situations. Gray
marked boxes are included in the present research.

In the future development of ICF-CY code sets for everyday life situations,
Delphi processes will be conducted to identify content for each code set,
most likely beginning with an initial list of categories based on ICF-CY de-
velopmental code sets for children (Ellingsen, 2011). Delphi processes have
previously been used to identify the ICF/ICF-CY categories most relevant
for core sets or code sets, (Cieza, Ewert, et al., 2004; Ellingsen, 2011; Weigl
et al., 2004). It is characterized as a structured, consensus building process
mostly conducted in three rounds and with four characteristics: anonymity,
iteration with controlled feedback, statistical group response, and expert
input. Over the rounds, the process reduces an initial long list of categories
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and the participants are informed of the collective opinion, given oppot-
tunity to change opinions. When the content in the code sets for everyday
life situations have been identified, the final short lists of categories are as-
sumed significant in explaining participation. Despite the risk that essential
areas are overlooked by limiting the comprehensive framework, a set of
everyday life situations and the categories included in the code sets may
serve as valuable window openers into the ICF-CY (Ibragimova, et al.,
2009) and as such become usable in dialogues between professionals and
families.
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3 PARTICIPATION

Participation is a key construct of the ICF-CY. Central questions are
How to capture the meaning of the construct! and How to relate it to
everyday life situations? This section deals with these questions and the
prerequisites for child participation.

3.1 THE CONSTRUCT OF PARTICIPATION

Participation is a key construct of the ICF-CY. The construct is described
as children’s involvement in life situations (WHO, 2007) and by Eriksson
and Granlund (2004b) defined as “a feeling of belonging and engagement,
experienced by the individual in relation to being active in a certain con-
text”. Consistent with other researchers, this highlights the importance of
considering how children experience a life situation, not only how they per-
form tasks (Jette, Haley, & Kooyoomijian, 2003; King et al., 2007; King et
al., 2010). The operationalisation of the construct of participation has been
discussed ever since the classification was published with attention directed
to two possible interpretations of the closely related construct of perfor-
mance that is defined as ““what an individual does in his or her current envi-
ronment” (WHO, 2007). The uncertainties may be due to dual conceptual
roots, based on either a sociological or a psychological perspective
(Granlund, et al., Accepted; Maxwell & Granlund, 2011). The sociological
perspective is about availability and accessibility to everyday activities. The-
se aspects show how frequently children attend activities, aspects that might
be objectively evaluated. However, the psychological perspective considers
the intensity of children’s involvement or engagement in activities
(Granlund, et al., Accepted; King, et al., 2010). Such perspectives reflect
how individual children manage and experience a certain situation and the
validity is best evaluated by the children themselves. According to King et
al. (2007; 2010), they constitute affective and motivational aspects of partic-
ipation, such as enjoyment and preference, and can tell adults what matters
most for each child.

Two more aspects of participation are the context and environment, i.e. the
current life situation in addition to the conditions under which activities
take place including where and with whom (Granlund, et al., Accepted;
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King, et al.,, 2010). The context creates conditions for attendance and in-
volvement and children’s participation in different contexts is likely to vary
due to environmental factors (Maxwell & Granlund, 2011; Simeonsson,
Carlson, Huntington, McMillen, & Brent, 2001). Those factors affect a
child’s attendance in activities by facilitating accesszbility in terms of physical,
social and psychological elements of the environment or availability in terms
of provision of recourses and facilities. The intensity of a child’s involve-
ment within an everyday life situation depends on how activities are ac-
commodated to and accepted by the child (King et al., 2004; King et al.,
2006; Simeonsson, et al., 2001). In the ICF-CY model, the position of the
environment is clear but the context in terms of life situations that are
closely tied to participation is not pointed out.

3.2 ACTIVITY VERSUS PARTICIPATION

In the ICF-CY classification, the construct of participation is not clearly
distinguished from activity, described as “the execution of a task or action
by an individual” (WHO, 2007). The two constructs are not linked to spe-
cific chapters (domains) within the component Activities and Participation.
An explanation is given in ICF-CY, section 4.2: “differentiating between
’individual” and ’societal’ perspectives on the basis of domains has not been
possible given international variation and differences in the approaches of
professionals and theoretical frameworks® (p14). Therefore, the code
scheme for the component provides a single combined list of nine chapters
indicating life areas (Table 3.1). To structure the relationships between ac-
tivity and participation, four alternative options are presented in Annex 3:
(1) distinct sets of activities and participation chapters, (2) partial overlap
between sets of activities and participation chapters, (3) using detailed cate-
gories as activities and broad categories as participation with or without
overlap, and (4) use the same chapters for both activity and participation
with total overlap of chapters. In addition to these options, the single list
can be used to differentiate activity and participation in users’ own opera-
tional ways (ICF-CY, section 4.2).
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Table 3.1 Chapters in the ICF-CY component Activities and Participation

Clclzgzer Chapter name
d1 Learning and applying knowledge
d2 General tasks and demands
d3 Communication
d4 Mobility
d5 Self-care
do Domestic life
d7 Interpersonal interactions and relationships
d8 Major life areas
d9 Community, social and civic life

Some researchers have suggested the distribution of chapters and categories
relating to activities and participation as a continuum of volition from re-
flexes to intentional actions with increased degree of autonomy
(McConachie, et al., 2006) but also as a continuum of task complexity from
simple to complex actions with increased degree of social involvement
(Badley, 2008; Coster & Khetani, 2007) (Figure 3.1).

Social
Acts IENS :
involvement
Reaching, . Engagement in
holding, grasping I Dressing I I play/ education I

Based on Badley, 2008

Simple Complex
: : Complex
functional functional o :
: : life situations
actions actions
Buttoning a Puttingon a Clothing SChfmI routines —
hi hi If dressing for outdoor
shirt shirt onese recess participation

Based on Coster & Khetani, 2007

Figure 3.1. Examples of activities along a suggested continuum of task complexity.
As a contribution to clarify the distinction between the constructs, Badley
(2008) introduced three subcomponents replacing the constructs of activity

and participation. Aezs were defined as general things that a person can do
independent of context or purpose, in accordance with the WHO defini-
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tion of capacity. It relates to functioning of the person as a whole, for ex-
ample eating and talking, whereas body functions might be chewing and
articulation functions and body structures are teeth and tongue. Tasks were
defined as the purposeful things people do in daily life in a specific context.
It is for example about ADL (Activities of Daily Living), such as dressing,
washing body parts, and other specific tasks that are carried out as part of
everyday life, not always performed by motivation or of free will. Societal
involvement focused on how the individual acts “in different socially or cul-
turally recognized areas of human endeavor” (p. 2339), i.e. in everyday life
situations. It was connected with a social role, such as studentship or pat-
enting, and dependent on personal preferences and opportunities. Badley
(2008) depicted environmental factors as scene setters that determine the con-
ditions and requirements for participation in everyday life situations.

Based on what has been discussed in section 3.1-3.2, Study I1I in the disser-
tation presented participation as “children’s choice to do activities in specific
situations. It also reflects the extent to which the child actively engages in
the purposeful activities people do in daily life in different contexts, for
example playing in the schoolyard with friends or eating with family. It is
important to keep in mind, that participation can include activities children
do on their own, not necessarily together with others.” The definition re-
flects a combined sociological and psychological perspective with emphasis
on motivational aspects. Also in Study 111, the construct of activity was pre-
sented as “the child’s execution of acts. It is about general things that the
child can do independent of context and involves both single actions, e.g.
grasping a pencil and short sequences of actions with a common goal, for
example putting on socks, writing with a pencil, eating a sandwich.”

As another contribution to clarify the two constructs, data concerning the
distribution across chapters were discussed by Granlund, et al. (Accepted).
A number of 207 professionals within child health and educational services
were requested to check whether each category in a list of 406, represented
activity (a), participation (p), ot was not possible to categotize (a/p). The
results showed little consensus among the participants for many categories,
indicating a lack of clarity in use of the constructs (Figure 3.2). Most cate-
gories that were checked as child participation by a majority of the profes-
sionals (>50%) belonged to later chapters in the component: Relationships
(d7), Major life areas (d8), and Social life (d9), and the single category As-
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sisting others from Domestic life (d6). Only two single categories from ear-
ly chapters were checked as participation by more than 50% of the profes-
sionals: Managing one’s own behavior (d250) and Conversation-Discussion
(d350-d355). In addition, results revealed that the chapters Mobility (d4)
and Self-care (d5) were checked as activity. From these results, the second
option to structure the relationships between activity and participation (par-
tial overlap) seemed to be the most appropriate. This relationship became

further investigated in the dissertation.

W Participation (p) a/p M Activity (a)

Figure 3.2. Distribution (%) of participation (p) and activity (a) across 46 ICF-CY categories.
>50% of responses suggests the category to be understood as either p or a. Adapted from
Granlund et al. (Accepted)

The distribution of participation across chapters might be affected by fac-
tors such as a children’s age and the degree of disability (Granlund, et al.,
Accepted). Young children or children with profound disabilities may in-
tentionally perform and petceive even a simple action as complex. Thereby
it will be characterized as participation even though it for an older child
may be characterized as an activity, i.e. an automatically performed action.
For example, as long as young children learn to walk or talk, these are
emerging skills and the child focuses on the purpose of that particular ac-
tion. Later on, when walking and talking are automated, the child may have
the attention on something else, e.g. planning where to go or discussing
with someone while walking,
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3.3 QUALIFIERS FOR THE ACTIVITIES AND
PARTICIPATION COMPONENT

To specify the extent to which a child’s ability differs from an expected or
typical state, the ICF-CY recommends the use of qualifiers with values
from O (no problem) to 4 (complete problem). In the component Activities
and Participation, a capacity qualifier specifies what a child can do independ-
ent of context, i.e. the best ability to execute a task or an action in a stand-
ardized environment, whereas the performance qualifier specifies what a child
does do in a current environment, i.e. functional skills used in everyday life
situations (Msall & Msall, 2007; WHO, 2007). In accordance to McCona-
chie et al. (2006), performance includes what children do in daily life but
not necessarily what they want to do in interaction with others or of their
own free will. Both capacity and performance might be possible to assess
objectively by tests or observations but they do not provide information
about how children experience involvement, i.e. the intensity of engage-
ment (WHO, 2007). Neither is it possible to predict children’s participation
due to degree of impairments; it is rather dependent on how they experi-
ence interaction with and support from peers and other people around
them (Cowart, Saylor, Dingle, & Mainor, 2004; Fusaro, Maspoli, & Vellar,
2009; Meucci, Leonardi, Zibordi, & Nardocci, 2009). When publishing the
ICF, it was expected that further research should provide additional qualifi-
ers to allow information reflecting involvement (WHO, 2001). An oppor-
tunity qualifier was first suggested by Nordenfeldt (2006) and recently a
participation qualifier was suggested by Granlund et al. (Accepted). With
three qualifiers available, the interrelation becomes obvious when using an
expression borrowed from Kielhofner (2008): capacity is embedded within
performance, and the performance is embedded within participation. Be-
sides, participation cannot be seen in isolation but always in terms of a child
in a context, i.e. related to a life situation (WHO, 2007).
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4 DISABILITY

A paradigm shift in how to define the construct of disability is reflected
in the interactive model of ICF-CY. This section describes changed
attitudes and perspectives on ‘disability’, and discusses if children with
disabilities are by definition disabled.

A paradigm shift in the way disability is defined occurred over the last two
decades of the 1900s. Human functioning is no longer seen as exclusively
biological, it is rather a product of the interaction between biology and en-
vironment making disability neither uniform nor static (Bickenbach, 2010;
Bickenbach, et al., 1999). Disabling features vary depending on the com-
plexity of individuals’ shortcomings in interaction with barriers in their en-
vironments, i.e. disincentives arising in different physical and social envi-
ronments. In this respect, disability is changeable, impacted by both intrin-
sic and extrinsic factors. This interactive approach, with disablement under-
stood as an individual experience, was emphasized by the United Nations
when updating the UN Convention on the Rights of Persons with Disabili-
ties (UNCRPWD): ”Disability is a difficulty in functioning at the body, per-
son, or societal levels, in one or more life domains, as experienced by an
individual with a health condition in interaction with contextual factors”
(UN, 2009). This means a paradigm shift “in attitudes and approaches to
persons with disabilities towards viewing persons with disabilities as ‘sub-
jects’ with rights, who are capable of claiming those rights and making deci-
sions for their lives based on their free and informed consent as well as be-

ing active members of society” (www.un.org/disabilities).

In the context of the paradigm shift, the ICF/ICF-CY was introduced as an
interactive bealth classification including a bio-psycho-social model of human
functioning and disability (WHO, 2007). The predecessor, International
Classification of Impairments, Disabilities and Handicaps, ICIDH, was a
handicap classification including a medical model with a linear progression,
referring difficulties at a personal level only and with handicap as an inevi-
table result of a disease or disorder (WHO, 1980). As such, handicap be-
came an individual identity — ‘he is handicapped’, just as if he was blue-eyed
(Baxter, 2007; Gronvik, 2007). Disability as defined by the ICF/ICF-CY
means no inevitable disabling terminal point but emphasizes the neutral
term participation as a ‘guiding-star’ for functioning.
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Participation restrictions
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Fignre 4.1. Disability as the umbrella term for the negative aspects of functioning that atise in
interaction with battiers in the environment.

The ICF/ICF-CY model defined the construct of disability as an umbrella
term covering three aspects: impairments, activity limitations, and participa-
tion restrictions affected by barriers in the environment (Figure 4.1), re-
flecting that understanding disability as an individual problem is insufficient
(WHO, 2001, 2007). In Sweden a social-relational understanding of disabil-
ity is prevalent, meaning that a person’s functioning is related to the impact
of a broad vatiety of physical, human-built, socio-cultural, attitudinal, and
political factors (Danermark, 2005; Grénvik, 2007). This includes the inter-
active approach emphasized by the UN and is recognized in the definition
of disability that has been recommended by the Swedish National Board of
Health and Welfare: “restrictions that an impairment means for a person in
relation to the context” (SoS, 2005).

These national and international definitions of the construct of disability
emphasize that a child with impairment is not by definition a disabled child.
The construct of a disabled child may bring to mind an understanding that
disability is intrinsic to the child in addition to other unique identities
(Colver, 2006). However, a child with impairment may not have participa-
tion restrictions in all everyday life situations and therefore not be classified
as disabled in those situations. Since disability is by definition relational,
participation restrictions with need for special support depends on how
children deal with everyday life situations in general. In this dissertation, the
term ‘children with disabilities’ is chosen to identify children with impair-
ments in addition to special support needs.
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5 EVERYDAY LIFE SITUATIONS OF CHILDREN

What do everyday life situations specific for children and youth capture
and which impact do they have on children’s development and
functioning? This section deals with these questions but also with how
conditions for participation in everyday life situations differ for children
with disabilities.

5.1 THE CONSTRUCT OF EVERYDAY LIFE
SITUATION

Everyday life situations are episodes that occur regularly in the natural envi-
ronments where children usually spend time. The right for children to par-
ticipate in family life, education, and community events under equal condi-
tions is identified by national laws and policies in all parts of the world
(UNESCO, 2000). Everyday life situations include actions with different
levels of complexity, context specificity and impact on development and
child functioning. These different levels are shown by examples from the
literature: bedtime, book reading, education, going to the movies, hand
washing, home-related tasks, music lessons, planting flowers, playtime, pre-
paring supper, recreational pursuits, self-care, snack time, and washing the
dishes (Coster & Khetani, 2007; Dunst, Bruder, Trivette, & Hamby, 20006;
Imms, 2008; McConachie, et al., 2006; Solish, Perry, & Minnes, 2009;
Spagnola & Fiese, 2007; Woods, Kashinath, & Goldstein, 2004). Each situ-
ation includes sequences of actions performed within everyday contexts
(Badley, 2008; Coster & Khetani, 2007). Dressing, for instance, includes
reaching, holding, grasping, buttoning, choosing appropriate clothes, put-
ting them on in a sequence, and looking in the mirror to adjust the clothing.
Playtime may include actions such as selection of toys, initiating play, relat-
ing with peers, making decisions, solving problems, moving around
(Sturgess, 20092). These diverse actions require a wide range of functional
skills for children to enable participation in everyday life situations. Related
to the ICF-CY, life situations are represented by the life areas included in
the component Activities and Participation (Morris, 2009; WHO, 2007).
For example, education belongs to Major life areas (d8). Since the life areas

range from lower to higher complexity from early to late chapters, an as-
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sumption is that life situations correlate with participation mostly in the
later chapters of the component.

The construct of everyday life situation implies different levels of formality
and meaningfulness. Spagnola and Fiese (2007) talk about rituals and routines
in home settings, both referring to specific, repeated practices that involve
at least two family members. Rituals involve symbolic meaning whereas
routines could be recognized as parts of daily life in a given culture without
implying any special meaning (Coster & Khetani, 2007; Spagnola & Fiese,
2007). Everyday life situations are also talked about as actzvities (Imms, 2008;
Law et al., 2006; Solish, et al., 2009), which in home settings are mostly -
Jformal/ leisure, such as reading, resting, watching TV, or playing on the com-
puter. In community settings, however, they mostly refer to for-
malf recreational activities, such as organized sports and lessons, usually with
a leader. Formal activities are planned and structured, involving rules or
goals. Informal activities, on the other hand, involve limited prior planning
and are often self-initiated, for example social activities that include infor-
mal engagement with peers (Dunst et al., 2001; Dunst, Bruder, et al., 2000;
Dunst, Trivette, Hamby, & Bruder, 2006; Solish, et al., 2009). Most often,
everyday life situations provide a combination of planned and unplanned,
structured and unstructured episodes.

Everyday life situations may also be seen in the light of their importance for
life McConachie, et al., 20006). There are episodes essential for swrwival, such
as eating, excreting and sleeping that are not necessarily tied to a wider con-
text. In contrast, there are episodes, such as participation in leisure activities
that are discretionary, often tied to the context, and changeable dependent on
individual interests and choices. A third category is education in which chil-
dren spend much of their waking time and gain lots of life experiences and
skills (McConachie, et al., 20006). In addition, basic episodes including social
interactions, spontaneous exploration of the environment, play, and self-
directed mobility are highly essential everyday life situations for children,
which are important for the development of children’s mental, neurological,
and communicational functioning. There is no reason to assume that eve-
ryday life situations of children with disabilities should differ from those of
other children, though the conditions for participation may differ.

Everyday life situations are prerequisites for children’s actions and the envi-

ronments are arenas in which children are active. The construct of everyday
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life situation was in Study III in this dissertation presented as “routines that
are frequently occurring, comprise sequences of actions, can be accom-
plished using a variety of tasks, and are goal-directed with meaning for the
children”, referring to what occurs regularly in children’s natural environ-
ments (Coster & Khetani, 2007; Jette, et al., 2003; Meisels & Atkins-
Burnett, 2000). The environment determines what has to be done in a spe-
cific everyday life situation. In addition, it regulates the options that are
available by having scene-setting roles for children’s actions in addition to
providing a variety of contextual factors that influence functioning (Badley,
2008). Since environmental factors constitute either facilitators or bartiers,
participation may change between everyday life situations and differ from
time to time.

5.2 SETTINGS FOR EVERYDAY LIFE SITUATIONS

Home environments have a great impact on children. The UN Convention
on the Rights of the Child (UNCRC) has identified families as the natural
environments for the growth and well-being of children (UN, 1989, art. 23).
According to the bio-ecological model of human development, families
constitute the most important micro systems of children (Bronfenbrenner,
1979). To ensure that parents have the capacity to provide nurturing, in-
formed, and attentive environments for their children, they have the right
to be afforded necessary protection and assistance (UN, 1989). Throughout
childhood, adults provide ‘scaffolds’ for children’s experiences, enabling
learning of new skills and positive experiences in home environment may
improve a child’s development and functioning right up to adulthood
(Bornman & Rose, 2010; Shonkoff & Phillips, 2000; Trevarthen et al.,
2003). Interventions for children with disabilities facilitate development if
they are designed to meet the needs in the context of families.

Family life offers a wide range of everyday life situations that stimulate mul-
tiple aspects of children’s development and provide a feeling of coherence
and identity (Sameroff & Fiese, 2000; Wilder, 2008). According to ecocul-
tural theory, family routines and rituals are sensitive to developmental
changes (Gallimore, Coots, Weisner, Garnier, & Guthrie, 1996; Weisner &
Gallimore, 1994). Therefore, family support and demands of children’s par-
ticipation in everyday life situations usually adapt in a flexible manner when
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children’s abilities grow and they can take on a more active role in daily
activities. When children get opportunities to help themselves in an active
way, they learn about their own capabilities and about how to be independ-
ent, which has been established as the primary aspect of well-being in
adulthood (Sheldon, Ryan, Deci, & Kasser, 2004). It is important to denote
that independence does not necessarily mean being able to live without the
support of others but being in control (Bornman & Rose, 2010).

Some everyday life situations in home settings deserve special attention.
First, play and games offer opportunities for parents to engage with their
children. Depending on age, play is characterized in different ways. It is the
most important occupation for young children but in proportion to the
whole lifespan it means activities undertaken for its own sake and is an es-
sential everyday life situation beside daily routines such as waking up in the
morning, brushing teeth, doing the dishes, washing and cleaning, or visiting
relatives (Ginsburg, 2007; Kielhofner et al., 2002). The necessity of play for
the growth of cognitive, social, linguistic, emotional, and physical skills is
underlined as a human right by the UNCRPWD (UN, 2009). Second, fami-
ly dinners have been shown affecting a variety of child assets, such as
commitment to learning, positive values, and social competencies, but also
to decrease family stress (Adolfsson, 2010; Fulkerson et al., 20006). The in-
teractions occurring during mealtimes seem important for how parents
support a child’s other daily activities, such as school tasks. Finally, rest is a
natural element in everyday life that probably needs to be encouraged and
looked upon as a leisure activity undertaken in order to relax rather than an
ignorable non-activity (Stamm, 2005).

Beside home settings, settings for early care giving such as preschool teach
young children about how the world functions and include tasks that pro-
vide a variety of foundational skills such as physical, cognitive, and behav-
ioral. In Sweden, half of one-year children went to preschool 2010 and as
much as 91.4-98.3% of children aged 2-5 yrs (www.skolverket.se). Pre-
school teachers estimate that around 17% have special needs but only a
quarter of these are identified (Lillvist & Granlund, 2010). Activities in
preschool and school are not only academic, they also include mobility,
self-care, interpersonal interactions, problem-solving, decision making, and
planning (Coster, Mancini, & Ludlow, 1999). If children experience a
feeling of belonging when taking part of these diverse activities, their liking
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of school may be promoted (Bornman & Rose, 2010) and as emphasized
by Csikszentmihalyi and Hunter (2003), children who spend much time in
school and other social activities seem happier than those who spend less
time there. It also provides children with disabilities opportunities to learn a
variety of skills by peer modeling (Cowart, et al., 2004; Sturgess, 2003),
which emphasizes the importance for them to participate with other chil-
dren in different everyday life situations.

5.3 CHILD PARTICIPATION IN EVERYDAY LIFE
SITUATIONS

Participation of children does not mean the same as participation of adults.
It is dependent on developmental stages, abilities to function independent
of adults, and for young children patticipation is often urged by adults or
mandated by the specific everyday life situation (Granlund, et al., Accepted,;
WHO, 2007). The nature of everyday life situations varies across the stages
of infancy, childhood, and adolescence and by age, children can perform
increasing parts of tasks such as grooming, dressing, or cooking, but also
choose episodes. Having control, doing and being with others, and having
fun are elements of participation (Heah, Caste, McGuire, & Law, 2007)
reflecting the importance to consider children’s choices to promote wellbe-

mg.

Desires and expectations for participation are mostly the same for children
with and without disabilities (Cowart, et al., 2004; Luttropp & Granlund,
2010). They want to be with peers and exchange experiences with others.
However, children with disabilities usually interact less with peers than typi-
cally developed children and may need adult support to take part in activi-
ties outside home and school settings (Cowatt, et al., 2004). It has been es-
tablished that young children with mild developmental delays usually have
peer relationship difficulties, that might cause them problems mastering the
social tasks of gaining entry into peer groups, maintaining interaction and
resolving conflicts (Guralnick, 2010; Shonkoff & Phillips, 2000). To over-
come these difficulties, the impact of social environment plays an important
role because children are directly influenced by interactions and activities in
their micro environments (Bronfenbrenner & Ceci, 1994). Wachs’ descrip-
tions of the systems around the child (2000) introduced the concept niche
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that clarifies the reciprocal impact of attitudinal considerations and cogni-
tive skills in addition to physical factors. Unfortunately, significant adults
around children with disabilities may have low expectations on the chil-
dren’s skills and a tendency to do everything for the child, especially in situ-
ations that call for initiatives by the child (Bornman & Rose, 2010; Cardol,
De Jong, & Qard, 2002). It might cause learned helplessness in the children,
making them develop a passive behavior instead of learning to help them-
selves in an active way.

The pattern of participation of children with disabilities may differ from
that of other children. They are often less engaged, have lower levels of
participation in school activities, and are sometimes seen as the least pre-
ferred playmates (Almqvist, 2006; Downer, Booren, Lima, Luckner, &
Pianta, 2010; Eriksson, 2006; Shonkoff & Phillips, 2000; Sundqvist, 2010.
Their experiences of restrictions seem greater in unstructured activities than
structured, for example at open spaces such as school playground or at field
trips or physical education (Egilson & Traustadottir, 2009; Leung, Chan,
Chung, & Pang, 2011; Luttropp, 2011; Schenker, Coster, & Parush, 2005).
On the other hand, young children with disabilities seem to participate in
more varied social leisure activities, though less frequently, perhaps because
adults introduce different activities creating opportunities for social in-
volvement (Bedell, Cohn, & Dumas, 2005). Continued involvement, how-
ever, seems based on children’s preferences (Heah, et al.,, 2007). Overall,
children with disabilities tend to spend more time with adults compared to
other children (Guralnick, Connor, Neville, & Hammond, 2006; Imms,
2008; Solish, et al., 2009; Sundqvist, 2010). This difference is most promi-
nent for children with autism spectrum disorder and intellectual disability
whereas children with CP seem to manage social activities more inde-
pendently. The disposition to participate in activities with adults seems re-
lated to developmental age and problem behavior causing difficulties in
social integration (Bedell, et al., 2005; Majnemer, Shevell, Rosenbaum, Law,
& Poulin, 2007). It is likely that the children’s understanding of and adap-

tion to everyday demands improve when they achieve support from adults.

The conditions for participation in everyday life situations differ between
children with and without disabilities. Within the group of children with
disabilities, participation may vary due to type of impairment and abilities

but also due to kind of activity, interest, and contextual conditions (Cardol,
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et al., 2002; Schenker, et al., 2005). Activities demanding social interactions
may take the form of everyday life situations in which many children with
disabilities manifest significant difficulties, particulatly autism spectrum dis-
orders (King, et al., 2010). Another example is children with CP for whom
a major distinguishing factor is that physical impairment and restrictions are
influenced by environmental factors including access to objects and events
(Colver, 2006). However, also social attitudes may constitute barriers to
participation due to a tension between ‘normality’ and ‘disability” (Imms,
2008).

Child participation includes autonomy, self-determination, and an experi-
ence of belonging. It is a determinant of well-being and life satisfaction and
an important factor defining quality of life (Egilson & Traustadottir, 2009;
Heah, et al., 2007; Larsson Lund, Nordlund, Bernspang, & Lexell, 2007;
UNESCO, 2003). In the process of becoming autonomous, children can
help create a satisfying way of life if they are capable to stand up for them-
selves and their rights (Berk, 2009; Carter, Lane, Pierson, & Stang, 2008;
Fraser, 2001; Honneth, 2004). This requires that they are seen as partners in
social interaction and that they know and apply their own strengths, prefer-
ences, interests, and limitations. According to self-determination theory,
children’s capacity of making own choices emerges across the life span but
needs support of significant adults to become involved in a degtee that is
consistent with their abilities (Deci & Ryan, 2000; Shogren et al., 2008;
Wehmeyer & Schalock, 2001). If children with disabilities have the psycho-
logical capacity to make choices, they may act autonomously within a social
framework even if they are dependent on others, because caregivers can
help them compensate for impaired physical conditions (Berk, 2009;
Bornman & Rose, 2010; Cardol, et al., 2002).

The degree of participation is affected by child characteristics, tasks, and
environment (Egilson & Traustadottir, 2009; Molin, 2004) and as children
learn and grow in joyful situations, adults’ consideration to their prefer-
ences for participation is significant (Almqvist, Uys, & Sandberg, 2007;
Dunst, Trivette, et al., 2006; Law, 2002). Everyday learning that is interest-
based may improve children’s engagement in other activities, making them
prepared for different contingencies and gradually responsible for what
happens around them (Beukelman & Mirenda, 2005; Dunst, Trivette, et al.,
2006; Dunst, Trivette, Raab, & Masiello, 2008). Since children with disabili-
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ties most often have lifelong and frequent needs of special learning, exer-
cises, and supported recreation activities, those activities may be stressing
for all involved if not experienced motivated (Simeonsson & Bailey, 1990).
Promoting participation in everyday life situations enables children to

stretch their skills and encourages self-esteem.

5.4 THE ROLE OF FAMILIES

The support from family members or significant others is crucial to pro-
mote children’s participation in everyday life situations. Consequently, chil-
dren’s development and well-being is dependent on family functioning and
parents might need support to reduce stress and obtain everyday function-
ing (Duis, Summers, & Summers, 1997; Keysor, Jette, Coster, Bettger, &
Haley, 20006). Parents’ stress may be related to their knowledge about the
consequences of impairments and since children demonstrate broad ranges
of individual differences, it is difficult for parents to determine whether
developmental milestones are within the normal range (Duis, et al., 1997,
Shonkoff & Phillips, 2000). Providing parents knowledge about how to
explore developmental assets and handle special conditions on their own
coping strategies will enhance their feeling of competence and encourage
them to become supportive (Fulkerson, et al., 2006; Majnemer, et al., 2007,
Ylvén & Granlund, 2009).

How parents structure family life and respond to children’s needs have a
considerable impact on how the children practice skills, learn to act on their
own behalves, and advocate for their own preferences and needs. Accord-
ing to ecocultural theory, families are expected to actively and proactively
respond to the circumstances in which they live (Bernheimer & Keogh,
1995; Gallimore, et al., 1996; Weisner & Gallimore, 1994). Adapted family
routines can be developmental facilitators, which provide children oppor-
tunities to practice everyday tasks repeatedly and with balanced support
(Dunst, Bruder, et al., 20006). They provide opportunities for children’s own
decision-making and structured routines may prevent the development of
behavior problems (Shonkoff & Phillips, 2000). Family routines reflect
functional aspects of everyday life in a given culture (Bernheimer & Keogh,
1995; Coster & Khetani, 2007; Spagnola & Fiese, 2007). They vary and
change over time due to children’s age, family conditions such as available
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resources, time of the year, interests, and a wide range of other internal and
external variables.

Some parents may need professional help to guide children into an inde-
pendent adulthood. Such help is about giving adequate support, having the
children’s preferences honored, and providing opportunities to develop
skills such as choice making. This process starts in early ages and impacts
children’s abilities to make choices later in life (Brotherson, Cook, Erwin, &
Weigel, 2008). For example if adults select children’s materials, children
become less engaged compared with selecting toys and initiating play them-
selves. If parents learn how to use frequent situations in the home envi-
ronment as facilitating scene setters for their child’s participation (Badley,
2008), the child may experience control and develop into a self-determined
adult.
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6 SERVICES FOR CHILDREN WITH
DISABILITIES

Children with disabilities may need support throughout the lifespan. A
central question is: How can professionals provide interventions that
over time make a meaningful difference in the children’s everyday life
situations? This section will deal with this question in addition to briefly
present the rights of children and the Swedish system of habilitation
services.

6.1 REGULATIONS

The rights of children and youth with disabilities to be heard and supported
are established by international regulatory frameworks as well as national
ones. UNCRPWD establishes that children with disabilities should be able
to participate on equal basis with others in all life areas and that they have
the right to express their views freely on all matters affecting them (art. 7)
(UN, 2009). UNCRC adds that children have right to seek, receive, and
impart information and ideas of all kinds (art. 13), that the best interests of
the child should be a primary consideration (art. 3), and that children with
disabilities should enjoy a decent life and furthermore have access to health
care services of high standard (art. 23-24) (UN, 1989). Similar principles are
expressed by the goal of Swedish disability policy that is to ensure people
with disabilities power and influence over their everyday lives and good
health care on equal terms (Table 6.1). The laws pay attention to collabora-
tion with individuals for intervention planning whereas the disability policy
points out the importance of the individuals’ freedom of choice. All docu-
ments establish the need to support participation in society, i.e. to provide
people with disabilities a life equal to others. Concerning children, collabo-
ration involves parents since they advocate their children’s lack of autono-
my (Bischofberger, Dahlqvist, & Elinder, 1991; Henriksson, 1992;
Regeringskansliet, 1995).

Attitudes to children with disabilities have changed over time, primarily
depending on paradigm shifts in attitudes to people with disabilities in gen-
eral. In a historical perspective, they have been seen as ‘invalids’, i.e. with-
out value, and not fitting into society (KKudlick, 2003; Stiker, 1999; Thyberg,
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2004). Until the middle of 1900, persons with intellectual disabilities were
seen as ‘objects’ and, placed at institutions, they were separated from the
ordinary social life, which resulted in social deprivation and taught help-
lessness (Ericsson, 2005; Férhammar, 2007; Grunewald, 2003; Grunewald
& Bakk, 2004; Nislund, 2007). Altered attitudes during the 1900s made
people with disabilities finally seen as ‘subjects’ and recognized as citizens
with equal value and democratic rights. Normalization with focus on nor-
mal daily routines became a core ideological principle (Nitje, 2003). The
intention today is equal participation, opportunities, rights, and obligations.

Table 6.1 Swedish regulations relating to health care, support, and services for children with disabilities

Involvement

Participation

Document . .. . . Comment
in decisions in everyday life

NATIONAL Duty to plan The law covers
LAW interventions in all people; aims
The Health and consultation to assure the
Medical Services with the indi- entire population
Act (HSL) vidual con- good health and
(Regeringskansliet, | cerned. care on equal
2002) terms.
NATIONAL Duty to draw Promote equality | The law covers
LAW up an individual | in living condi- people with ex-
Act concerning plan in consul- tions and full tensive needs.
Support and Ser- tation with the | participation in
vice for Persons person con- the life of the
with Certain Func- | cerned. community by
tional Impairments providing sup-
(LSS) port.
(Regeringskansliet,
1994)
NATIONAL Policy to pro- Principle of uni- | Decentralization,
DISABILITY vide children versal equality integration and
POLICY and young peo- | and equal rights; | normalization are
(Regeringskansliet, | ple possibilities | particular focus core ideological
2004) to live inde- on obstacles to principles that

pendent lives
and to make
their own deci-
sions about
their lives.

full participation
in society.
Disability issues
are to be consid-
ered in all areas
of society.

emphasize the
individual’s free-
dom of choice
and influence.
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6.2 SWEDISH HABILITATION SERVICES

Child and youth habilitation services in Sweden are county council organi-
zations supporting children and young people aged 0-17 years with disabili-
ties, their families, and other networks. The services are needs based rather
than rights based, such as in for example the U.S. and Portugal where inter-
ventions require eligibility (Bickenbach, 2009; Bjorck-Akesson & Granlund,
2005). The construct of babilitation focuses on acquiring skills whereas reba-
bilitation focuses on regaining lost skills. Despite this slight difference, the
objective of services is consistent: “A process to reach and maintain indi-
vidual’s optimal levels within various functional areas and to attain inde-
pendence and self-determination” (WHO, 2010). The birth of Swedish ha-
bilitation services can be set to the 1950s (Bille & Olow, 1999; Thyberg,
2004). During the years, the target group has changed to include children
with a wide range of disabilities categorized as mobility, behavioral, intellec-
tual, and multiple disabilities.

Social
worker

Psychologist

Special
educator

Speech
therapist

Physical
therapist
Occupational

therapist

Figure 6.1. Disciplines in Swedish habilitation teams. In addition, recreational counseling
specialist might be apparent. Grey marked disciplines belong to the medical competence.

Interdisciplinary habilitation teams include social, psychological, pedagogi-
cal, and medical competencies with a marked preponderance of the latter
(Figure 6.1) (Granat, et al., 2002; Habiliteringschefer, 2009; Aman, 2006).
The services are family centered, i.e. families are involved in intervention
planning (Bjé')rck—Akesson & Granlund, 2005; Turnbull, et al., 2007; Ylvén
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& Granlund, 2009). Their involvement is fundamental, because profession-
als and families may differ in concerns and focus on different outcomes
(Eriksson, 20006; Stenhammar, 2010; Thomas-Stonell, et al., 2009). For ex-
ample, while children want to be active, parents might bother about their
general functioning in everyday life situations, and professionals focus on
discipline specific functions and abilities. The family-centered approach also
addresses needs of families due to the importance of families for children’s

development and well-being.

Family centered service has meant a shift from an expert service model to a
consultative model in which professionals’ expertise is used for support
rather than for direct services (Buysse & Wesley, 2005). Professionals’ task
has been to guide children and parents, considering individual children’s
everyday life situations, successes and failures, wishes and conditions. Aim-
ing to make a change in children’s lives that they experience as meaningful,
the consultative model requires an interdisciplinary collaboration strategy
across medical, psychological, social, and pedagogical perspectives (Msall &
Msall, 2007; Msall, Tremont, & Ottenbacher, 2001; Simeonsson, 2000). In
the process of developing such a strategy, the ICF-CY may act as a road-
map (Martinuzzi et al., 2010). However, it presupposes that the classifica-
tion is accepted as a common reference and that the different disciplines
may agree on common over-arching goals for discipline specific interven-
tions. At present time, the ICF-CY perspective of child functioning is fa-
miliar but not necessarily implemented as interdisciplinary practices
(Adolfsson & Granlund, 2008; Pless, Ibragimova, Adolfsson, Bjorck-
Akesson, & Granlund, 2009). Besides, Mellin and Winton (2003) found that
interdisciplinary collaboration may only engage professionals a few hours
per week. This suggests a need to further develop interdisciplinary team-
work with professionals geared towards common goals for children and
their families.

6.3 INIDVIDUALIZED PLANNING OF
INTERVENTIONS

The overarching aim for habilitation services is to promote well-being and
participation in everyday life situations (Habiliteringschefer, 2009). Profes-
sional support in natural environments is a unique task compared with oth-
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er health interventions and influences both interdisciplinary methods and
the purpose of interventions. The task places special demands on motivat-
ing children and parents to interventions because a ‘sense of coherence’
may make them manage everyday demands and adversities with a preserved
feeling of well-being (Antonovsky, 2005). The chance that children will be
motivated is likely to increase if interventions are discussed in relation to
participation which for a child means being active (Eriksson & Granlund,
2004a). Children learn through ‘doing’ and the environments where they
spend their daily lives play a significant role for development as scene set-
ters for engaging experiences and opportunities for interventions in every-
day life situations (Badley, 2008; Berk, 2009; Dunst, et al., 2001; Dunst,
Trivette, et al., 2006). Besides, motivation is fuel that generates and directs
energy (Almqvist, et al., 2007; Bornman & Rose, 2010). Therefore, inter-
ventions will be effective and promote children’s drive for new experiences
if they match their developmental level and are experienced joyful, making
the children interested, open-minded, and willing to make efforts.

The scope of assessing child functioning is to understand how children deal
with their everyday life situations, i.e. what they want, what they are able to
do, and what they actually do (Bornman & Rose, 2010). Thus, involving
children and parents as active parts in assessment adds important infor-
mation to professionals’ findings of tests and observations (Bagnato,
Neisworth, & Pretti-Frontczak, 2010; Msall, et al., 2001). Children and pat-
ents provide information about everyday functioning, daily routines, and
physical as well as social environments; core information for professionals
to understand their everyday problems. Assessment is of specific im-
portance during transitional phases that occur throughout the childhood
and adolescence, leading to reorientations in how a child relates to the envi-
ronment (Shonkoff & Phillips, 2000). By applying the multidimensional
ICF-CY as an innovative means for professionals to achieve shared infor-
mation, they might explore changes in functioning that are not easily high-
lighted by traditional dimension-specific assessment measures (Catlson,
Benson, & Oakland, 2010; Florian, et al., 2006; Rentsch, et al., 2003;
Simeonsson, et al., 2010; WHO, 2007). The classification may guide inter-
disciplinary teams in drawing functional profiles and describe children’s
everyday functioning in “a sort of 360° fish-eye perspective” (Bonanni et
al., 2009; Fusaro, et al., 2009; Leonardi & Martinuzzi, 2009) in order to en-
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hance understanding of how an individual child deals with various everyday
life situations during different phases.

The challenge to plan and carry out individualized interventions requires a
living dialogue with consideration to a variety of personal and environmen-
tal factors (Granat, et al., 2002; Michelsen, 2010). By that, parents may feel
that professionals take into account all various demands placed upon them
and consider families in a broad context of their lives (Bernheimer &
Keogh, 1995; Brotherson, 2001; Brotherson, et al.,, 2008). Dunst et al.
(2006) found that encouraging parents to use everyday life situations as
sources of intervention opportunities was associated with benefits both for
children’s progress and for parents’ feeling of control, parenting compe-
tence, and well-being. Contrary, professionals’ implementation of interven-
tions in home settings was associated with limited benefits and decreased
well-being. So did high intensity of services provided to a child; it seemed
stressful and decreased parents’ feeling of control (Dunst, Hamby, &
Brookfield, 2007). This emphasizes the importance to consider sow profes-
sionals interact with families rather than how much.

t 1 t T

Figure 6.2. Problem solving model for intervention processes in habilitation services.

Habilitation is mostly a long lasting, collaborative problem solving process
with many stakeholders involved (Figure 6.2) (Bjérck-Akesson & Granlund,
2002). Apart from parents, there may be other categivers or family mem-
bers, teachers, personal assistants, and administrators. As established by the
UNCRGC, also the children themselves have the right to be involved in the
process to a degree that suits their maturity, given opportunities to express
their own preferences and needs and to make own choices. Children’s en-
gagement in intervention planning offers natural opportunities to improve
their critical skills and promote self-determination, but also to guide parents
in how to introduce or moderate self-determination in daily routines
(Carter, et al., 2008; Molin, 2004). Involving children in intervention plan-
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ning affirm that professionals prioritize the development of self-
determination by encouraging them to stand up for themselves (Carter, et
al., 2008; Turnbull, Turnbull, Erwin, & Soodak, 2006). It might make pro-
fessionals utilize an asset-based approach by capitalizing strengths and ad-
dress that barriers are not the end of the road but something to overcome
(Bornman & Rose, 2010; Carlson, et al., 2010; Ebersohn & Eloff, 2000).
Most likely, this approach enhances motivation and makes interventions
sustainable by focusing on desirable outcomes that are directly related to
participation.

To make collaboration work, professionals are responsible for empowering
children and parents and for creating cooperative relationships with the
networks (Dunst, Trivette, & LaPointe, 2000). Since stakeholders’ perspec-
tives of outcomes do not always match, one challenge for professionals is
to create a balance between interventions (Gibson et al., 2009; McCormack,
et al.,, 2010; Neander & Skott, 2008; Thomas-Stonell, et al., 2009; Vargus-
Adams & Martin, 2011; Wiart, Ray, Darrah, & Magill-Evans, 2010; Winton,
1996). Over time, parents tend to take greater initiatives and the profes-
sionals can adopt a more passive role (Ylvén & Granlund, 2009). Brown
and Gordon (2004) characterize power relationships in terms of two imag-
es: 1) muscle, i.e. who controls the decision-making, and 2) voice, i.e. how
much of the insidet’s versus the outsidet’s perspective is revealed. Based on
these images, professionals are the outsiders that initially have more muscle
and voice than the families. As such, they must be aware of their control-
ling position, gradually transfer power to the parents and children, and en-
courage them to make their voices heard to avoid misconstructions.
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7 AIMS OF THE DISSERTATION

The overall aim of the present dissertation was to investigate how habilita-
tion professionals perceive the utility of the ICF-CY in clinical work. It was
also to identify everyday life situations specific for children and youth aged
0-17 years as a basis for brief code sets for child participation in everyday
life situations aiming to guide individualized assessment and intervention
planning. By that, the findings will guide further development of an inter-
disciplinary participation-focused screening tool consisting of ICF-CY
based code sets for self- or proxy-report. Since the ICF-CY constitutes a
recently developed conceptual framework expected useful for the new tool,
professionals’ experiences were important to consider for the planning.

SPECIFIC AIMS OF EACH STUDY

I. To explore how professionals in interdisciplinary teams perceived
the implementation of the ICF-CY in Swedish habilitation services.

II. To identify common everyday life situations of children and youth

based on measutes of participation.

III.  To identify professionals’ views of everyday life situations of im-
portance for children and to explore how the construct of Life sit-

uation correlate with the construct of Participation.

IV. To develop a set of specific everyday life situations to be included in
a screening tool for children and youth aged 0-17 years by integrat-
ing data from several studies providing different perspectives on

everyday life situations.
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8 METHODOLOGICAL CONSIDERATIONS

This dissertation with a primarily qualitative approach includes four
studies conducted with different methods. In this section,
methodological issues will be presented and discussed.

8. RESEARCH DESIGN

The research had a primarily qualitative approach with a multi-method de-
sign, including descriptive and comparative content analyses (Creswell,
2009; Motse, 2003). A qualitative approach was chosen because the disser-
tation aimed to achieve an understanding of two phenomena: 1) profes-
sionals’ experiences of applying the ICF-CY in daily work and 2) children’s
most important everyday life situations.

Children’s
Utility everyday life
situations

STUDY | STUDY Il STUDY lll
Implementation Measures of Professionals’
of the ICF-CY participation perspectives

STUDY IV
Triangulation

‘ EXTERNALSTUDIES
i Parent’s perspectives

Figure 8.1. The studies of the dissertation.

The design in Study I was descriptive and longitudinal, exploring utility of
the ICF-CY, ie. how an implementation in Swedish habilitation services
was perceived. One purpose was to decide whether it was appropriate to
continue the work in these terms (Figure 8.1). Studies II-IV were interrelat-
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ed and based on the previous findings, focusing on the overall research
problem to explore children’s most common everyday life situations. Study
IT was descriptive, extracting information from selected measures of partic-
ipation. Mixed methods design bridged studies III-IV aiming to integrate
information from various sources, i.e. professionals, measures, and parents.
In Study IV, a final triangulation included data from Study II, III, three
external studies. All together six data collections were integrated and pri-
oritized equal, synthesizing sets of everyday life situations for children at
different age groups.

In Study I, inductive examination of professional statements about the utili-
ty of the ICF-CY provided a general understanding of how the implemen-
tation of the classification influenced habilitation work. The qualitative con-
tent analysis, inspired by Graneheim and Lundman (2004), allowed a com-
bination of manifest and latent analyses that resulted in categories telling
what the influences captured and themes telling Aow professionals’ work was
influenced.

In Study 1I-1V, analyses were conducted by using the ICF-CY as the prede-
termined conceptual basis, taking advantage of the ability to link infor-
mation to classification codes assuming that everyday life situation are rep-
resented by the life areas included in the ICF-CY component Activities and
Participation. Mixed methods design was chosen because it allowed both
inductive and pre-determined methods, open- and close-ended questions,
multiple forms of data, and text and statistical analysis (Creswell, 1998,
2009; Morse, 2003; Teddlie & Tashakkori, 2003). To enhance understand-
ing of children’s everyday life situations, several data sets included infor-
mation collected with various sampling strategies, different sources, and
with the perspectives of research and professionals, by that providing com-
plementary result. In this dissertation, a concurrent mixed methods design
was used. The final triangulation provided integration of empirical data
from external data sets adding the perspectives of parents, intending to

provide corroborating evidence to strengthen the inference quality.
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8.2 METHODS

8.2.1 SOURCES

Study I included information from all members of interdisciplinary habilita-
tion teams. Study 1I-IV captured information from multiple sources aimed
to ensure a broad representation of opinions (Algurén, 2010; Cieza, Ewert,
et al., 2004). In Study II, research perspectives were sought in selected va-
lidity studies of measures for children and youth with disabilities. In Study
111, clinical data came from professionals working with children in different
organizations in various parts of the world. In Study IV, ‘user-data’ were
integrated, represented by children’s networks including parents.

8.2.2 STUDY SAMPLES

In Study I and III, strategic samples and samples of convenience were used
including participants with experience of children with or without disabili-
ties. The strategy was to explore a wide range of child related experiences
by selecting a multi-vatious and interdisciplinary sample including profes-
sionals and graduate students in child health care (habilitation services in-
cluded) and education in different countries (Table 8.1).

Table 8.1 Samples in Study I and 111.

i =
52 oz, 2 5 BB 4
Data collection o 3 o i E) Il B~ 25 = ¢
=8 T = = o 4 5< & S
O < H® %7} ©) gl 7 /Ao PO
In-service training 151 151 151
= 1 year
Z year 113 13 113
= after training
» 2Y
2 years 16 16 16
after training
o] _
5 Open-ended 174 41 21 61 297 228 18 51
question
)
7 Questionnaire 84 41 21 61 207 138 18 51
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Convenience was achieved by recruiting participants from the nearby Upp-
sala-Orebro region and J6nkoping where habilitation directors had asked to
be involved in research. In Study III, participants were also recruited in
conjunction with other research or educational activities, for example grad-
uate courses and the Transatlantic Consortium on Early Childhood Inter-
vention: Advancement of Policy and Practice (http://www.atlantis-eci.net/
start.asp).

8.2.3 MATERIALS

The materials used for data collections associated with this primarily quali-
tative dissertation included open-ended questions, a questionnaire on con-
structs, and protocols, all specifically developed for this purpose. In addi-
tion, external data sets were used.

OPEN-ENDED QUESTIONS

One oral open-ended question was used in Study I: ‘How can you use/have you
used what you learned during the in-service training in your daily work?”.
Groups of participants answered the question at two time-points: 1) during
in-service training, i.e. when professionals learned about the ICF-CY, and
2) two-and-half years later, i.e. when representatives reported on the use of
the classification.

An Adapted PMI-Form including five open-ended questions was used during
in-service training in Study I. Three questions intended to make participants
reflect on what they learned from different perspectives and in ways that
they were not necessarily used to: “What are the good points?” (Plus) “What
are the bad points?’ (Minus) “‘What is Interesting?’. The original PMI-Form
was developed by the American psychologist De Bono in 1985 as part of a
lateral thinking concept for change of perceptions (McFadzean, 2001;
Portmann & Easterbrook, 1992). Because the three questions were unspeci-
fied, the PMI-Form was supplemented with two questions encouraging
participants to write comments about the in-service training and overall
opinions about the ICF-CY.

A guestionnaire with three open-ended questions was used at two time-points
in Study I. One and two-and-half years after in-service training, i.e. when

professionals tried and used the ICF-CY, participants were requested to
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answer three questions: 1) ‘Did the in-service training generate new ideas?’,
2) Have you used what you learned?’; and 3) Has the ICF-CY influenced
your way of working with habilitation planning?’. Response alternatives
were Yes or No, with options to write comments. The specified question
about habilitation planning was decided since professionals during in-
service training had expected the ICF-CY to be useful for this purpose.

One written open-ended question was used in Study I1I: ‘Please list at least five
everyday life situations you feel are important to consider in assessment.
Identify the age group on which you are basing your answers’. It was fol-
lowed by seven empty lines. The task was introduced as ‘Everyday life
comprises different situations in which children function within a certain
context (e.g. mealtimes, sleep, playing in the schoolyard)’. In order to assess
child functioning, a useful approach is to define these everyday life situa-
tions of children’. The question was presented at the beginning of two dif-

ferent questionnaires aiming to evaluate in-service training on the ICF-CY.

PROTOCOLS

Two protocols were used in Study I1I:

1. ‘Appraisal of Full Text Articles: Review - Assessment Tools for
Children and Youth with Disabilities’ used to apply inclusion/ exclu-
sion criteria during the process extracting articles (see Appendix 1).

II.  ‘Appraisal of Assessment Tools for Children and Youth with Disa-
bilities” used to apply inclusion/exclusion criteria during the process
identifying measures in selected articles. In the protocol, content in
excluded measures were noted in relation to the ICF-CY compo-

nents and chapters (see Appendix 2).

The protocols were developed on the basis of the Adapted Auperin’s Rat-
ing Scale (Auperin, Pignon, & Poynard, 1997) and peer-reviewed during the

development process.

QUESTIONNAIRE

A questionnaire on constructs ‘Assessing Child Functioning in Everyday Life
Situations’ and a consent request were constructed for use in Study III (see
Appendix 3). The aim was to collect information on participant’s percep-

55



tions of the constructs of activity, participation, and life situation related to
ICF-CY 2nd level categories in the component Activities and Participation.

To reduce the number of 27d level categories in the component from 132 to
46, categories with supplementing content were merged to ICF-CY blocks,
e.g. Purposeful sensory experiences (d110-d129) or to combinations of re-
lated categories, e.g. Learning to read, write, and calculate (d140- d150). To
make the categories understandable, titles were elucidated by short descrip-
tions taken from the ICF-CY, for example Acquisition of goods and set-
vices, e.g. shopping (d620) or Managing one’s own behavior, i.e. carrying
actions in a consistent manner in response to new situations, persons or
experiences (d250). All categories titled ‘other specified’ or ‘unspecified’
were excluded and also 13 categories that did not represent typical every-
day life situations of children 0-17 years, for example Acquiring a place to
live (d610) and Remunerative employment (d850). Unfortunately, one cate-
gory was missing by accident: Writing messages (d345).

To enable wide spread use, the questionnaire was developed in Swedish and
English in parallel. Both versions were peer-reviewed before use. In the
questionnaire, the ICF-CY codes were hidden and the categories sorted by

text in alphabetical order. The key constructs were defined as follows:

»  Activity is the child’s execution of acts. It is about general things that
the child can do independent of context. It involves both single ac-
tions, e.g. grasping a pencil and short sequences of actions with a
common goal, for example putting on socks, writing with a pencil, eat-
ing a sandwich.

»  Darticipation is the child’s involvement in a life situation. It reflects
children’s choice to do activities in specific everyday life situations. It
also reflects the extent to which the child actively engages in the pur-
poseful activities of daily life in different contexts, for example playing
in the school yard with friends or eating with family.

»  Everyday life sitnations are sequences of actions that are functional within
everyday contexts and directed towards goals that are meaningful for
the child. For example, dressing comprises actions to choose appro-
priate clothes, to put them on in a natural order, and to look in the
mirror to adjust the clothing. Another example is mealtime, compris-
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ing actions like washing hands, sitting at the table, eating, and convers-
ing.

Participants were requested to review categories in three steps to check
whether they 1) represented activity, participation, or activity/patticipation,
i.e. indefinable; 2) represented an everyday life situation or not; and 3)
whether a checked everyday life situation was perceived important to as-
sess. At the end of the questionnaire, demographic information was asked
for. The analyses were simplified by the ICF-CY codes, enabling that an-
swers in the two versions could be easily compared. Findings concerning
the distribution of activity vs participation were presented elsewhere
(Granlund, et al., Accepted).

EXTERNAL DATA SETS

Three external data sets were used in Study IV:

A Swedish study aiming to investigate networks’ spontaneous perceptions
of everyday activities for children and youth with severe disabilities (Méller,
Westerberg, & Adolfsson, In prep.). The set of activities should be used to
prioritize activities for interventions purposing to increase participation and
independence in everyday life. Participants were seven networks of children
aged 10-19 years, including 61 persons: patents (8), personal assistants (11),
teachers (9), special educators (5), headmasters (7), counselors (4), adminis-
trators for development assistance (4), and interdisciplinary habilitation
professionals (13). Data including notations of 249 everyday activities in
school and home settings were linked to the ICF-CY. Everyday activities
were related primarily to three ICF-CY chapters: Self-care (d5), Major life
areas (d8), and Community life (d9).

A USA/Canadian study, aiming to develop a patent-report measure for
population research (Participation and Environment Measure for Children
and Youth, PEM-CY), investigated what types of activities parents perceive
to be important for their school-aged children in home, school, and com-
munity (Bedell, Khetani, Cousins, Coster, & Law, 2011; Coster et al,
Submitted). Focus groups interviews were conducted with 42 parents of
children with (17) or without (25) disabilities. The parents were primarily
white (37) with college education or higher (39). The researchers linked 25
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comprehensive items to the ICF-CY, revealing 40 ICF-CY codes (Coster, et
al., Submitted). To ensure comparable linkage, the author of this disserta-
tion recoded items and examples using the linking rules and the additional
rules that are presented below (heading Linking process). This linkage ex-
tended the original 40 ICF-CY codes to 45. Discrepancies concerned So-
cialization (d9) vs Relationships (d7), School-related activities (d8) vs Rec-
reation and leisure (d9), and whether homework and school preparations
are related to School education (d820).

A South African study aimed to develop an interview schedule focusing on
children’s learning opportunities within the family context in low income
areas (Balton, 2009). To compile a list of activities, the American survey
Parent Survey of Home and Family Experience (Dunst & Bruder, 1999a, 1999b)
was revised by three speech therapy assistants in Soweto and thereafter
processed in three steps in focus groups interviews with 15 parents or care-
givers of typically developing children aged 3-5:11 years, who attended an
African Self-Help Association preschool in Soweto. Participants were se-
lected through a stratified sampling procedure, which accounted for the
age, gender and development of the children. Fifty activity settings for pre-
school children were identified by Balton (2009). For this dissertation, the
activities were linked to the ICF-CY by six researchers, among them the
author of the present dissertation, as a collaborative task between the Swe-
dish  research environment CHILD (Children-Health-Intervention-
Learning-Development) at Jonképing and Milardalen Universities and the
South African research group CAAC (Centre Augmentative and Alternative
Communication) at University of Pretoria.

8.2.4 ANALYSES

To explore everyday life situations and achieve an understanding of profes-
sionals’ perceptions of the use of the ICF-CY in clinical work, qualitative
analyses were primarily used, supplemented with descriptive statistics in
order to quantify information gathered with qualitative methods.

In Study I, a combination of manifest and latent content analyses was used
with reference to Graneheim and Lundman (2004). Because these authors

presented an overview of important constructs related to the procedure, it
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provided a basis to ensure a consistent use of constructs and a model for
the process of qualitative analysis.

In Study 1I-IV, the ICF-CY worked as a structure for manifest content
analyses and comparison of information. Linking rules by Cieza et al.
(2005) were used supplemented by Guidelines for coding ICF presented in the
ICF-CY, annex 2 (WHO, 2007).

8.3 METHODOLOGICAL DISCUSSION

8.3.1 PROFESSIONALS’ STATEMENTS

In this dissertation, Study I was part of a larger project purposing to analyze
the utility of the ICF-CY in habilitation services (Bjorck-Akesson et al,,
2010; Klang, Pless, Adolfsson, Granlund, & Bjérck—Akesson, Accepted;
Pless, et al., 2009). Because data collected one year after in-setvice training
showed that professionals tried to use the framework but had not yet im-
plemented it in daily routines, a third data collection was decided. This al-
lowed investigation over a longer time, however with the risk that the small
group of representatives at the third time point affected the statements.
They reported on how the ICE-CY was used more than how they perceived the
utility of the ICF-CY, perhaps because they felt like just ‘representatives’ that
would report on practical implications.

8.3.2 PREPARATION FOR CODE SETS

The present dissertation includes preparation for a future screening tool
with code sets for everyday life situations. Three sources were used to iden-
tify common everyday life situations: content in measures of participation,
opinions of professionals, and opinions of parents. Compared with four
perspectives that have been general in the development of core sets for
health conditions (Cieza, Ewert, et al., 2004), these sources cover most of
the perspectives, however excluding the child perspective (Table 8.2). Re-
lated to everyday life situations, parents may serve as experts knowing most
about what happens in children’s natural environments, but also as users
because they belong to the target group for habilitation services. Profes-
sionals serve as experts with knowledge about conditions important for
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everyday functioning in general and as clinicians working with children with
disabilities.

Table 8.2 Perspectives represented in the development process of code sets compared with core sets. Gray
marked boxes are included in the present research

Core sets for Code sets for
health conditions participation in everyday life situations
Research Research
Expert Expert
Clinicians Clinicians
Patients Users and children

One advantage that is expected by engaging professionals is that it may im-
prove face validity of code sets. Parents were not directly engaged in the
current studies because other ongoing studies that included parents were
known in the planning phase and expected to provide data. Integration of
professionals’ and parents’ perspectives is essential. The professional pet-
spective involves the risk that data are marked by their discipline-specific
roles. Consequently, the parental perspective involves the risk of a narrow,
family-oriented perspective. Besides, experiences about children with and
without disabilities and with cultural diversity are essential. To meet these
necessities, this work included data from professionals and parents with

various child experiences in different cultural contexts.

8.3.3 ASSIGNING CONTENT TO THE ICF-CY

In Study II-1V, assigning data about everyday life situations to the ICF-CY
made it possible to view the content in different data sets from a common
base. Items in measures, responses to an open-ended question, and data in
external data sets were linked to ICF-CY codes on 15t and 2 level con-
sistent with existing linking rules, although not without problems (Cieza et
al., 2005). One concern was that the construct of life situation does not
have an explicit place in the ICF-CY model and was therefore assumed re-
lated to categories classified as participation. Another concern was that the
construct of participation is not clearly distinguished from activity. To
overcome these ambiguities, an extra step was added in Study III aiming to
explore which chapters in the Activities and Participation component that
include everyday life situations.
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The ICF-CY was consistently used in exchange for the ICF and therefore,
two measures were recoded (PEDI and COPM). This procedure showed
the relevance of using the child version since items were linked to catego-
ries that did not exist in the ICF, for example Engagement in Play (d880)
and Indicating need for urination and defecation (d53000 and d53010)
(Stamm, Cieza, Machold, Smolen, & Stucki, 2004; C)stensjé, Bjorbikmo,
Brogren Carlberg, & Véllestad, 2000).

Because items and statements at issue for linkage were short and limited,
they could be divided into meaningful concepts as described by Cieza et al.
(2005). These meaningful concepts became comparable when transformed
into counts by manifest linkages as also reported by other researchers
(Cieza & Stucki, 2005; Klang, et al., Accepted; Ogonowski, Kronk, Rice, &
Feldman, 2004; Schiariti, Fayed, Cieza, Klassen, & O'donnell, 2010; Stamm,
et al., 2004; Stahl, Granlund, Gare-Andersson, & Enskir, 2010; Ostensjo, et
al., 20006). The linkage procedure was somewhat problematic. For example,
tasks related to what happens during a school day — are they to be linked to
School education (d820) or is it relevant to link them to the more specific
category such as play (d880) or dressing (d540)? With regard to play, the
word exists in two categories, as a Major life area (d880) and as Recreation
and leisure (d920). These and other concerns are discussed below.

The importance to agree on how to conduct the content analysis was no-
ticed. Researchers’ different backgrounds made them tackle the analyses
differently. It pointed to a probable use of latent content analysis, which
generated low inter-rater agreement, whereas guiding a manifest analysis
provided increased agreement. Some examples of contradictory linkages
are:

» ‘Errands’ was linked manifest to Shopping (d6200) or interpreted as
the undetlying features of the execution of running errands, such as
Undertaking single or multiple tasks (d210-d220).

» Puts away own clothes’ was linked manifest to Doing housework
(d640) or interpreted as Completing a simple task (d2104).

The relevance of defining the aim for each data analysis, as stressed in the
linking rules, was noticed (Cieza, et al., 2005). Since this dissertation aimed
to identify everyday life situations in relation to life areas within the ICF-
CY component Activities and Participation, a single word such as nutrition
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was looked upon as Eating (d550) rather than the product Food (e1100).
Linkages were also affected by the target group children compared with
adults. Therefore, Exercise was linked to Sports (d9201) whereas for adults
and depending on the situation, it could have been assigned to Looking
after one’s health (d570).

During the linkage procedures, special considerations were given to certain
expressions, for example the overall term ADL (Activities of Daily Living).
According to Whiteneck and Dijkers (2009), classical ADL’s are washing,
caring for body patts, toileting, dressing, eating, and drinking; all categories
linkable to the ICF-CY chapter Self-care (d5). However, ADL might be
linked to more chapters and in the ADL taxonomy, developed for occupa-
tional therapists as a guide for assessment, it includes Self-care (d5), Do-
mestic life (d6), Mobility (d4), and Communication (d3) (Sonn, Térnquist,
& Svensson, 1999). When analyzing participants’ proposals as a whole,
ADL seemed primarily involve Self-care.

Another activity that brought problem was Sleep because it is not included
in the ICF-CY component Activities and Participation but described in the
component Body functions (b134). Still, sleep might be part of the life areas
in the ICF-CY because it is both related to an individual’s survival and an
essential family routine for young children (McConachie, et al., 2000;
Spagnola & Fiese, 2007). Regarding sleep as an activity, it was first looked
upon as a daily routine and linked to General tasks and demands (d2).
However, sleeping as an activity including preparing to go to bed for a
whole night sleep probably means more than the general aspects of carrying
out daily routines. Since it might be about Looking after one’s wellbeing,
i.e. close to Looking after one’s health (d570), linkage to a close category
within Self-care (d569) seemed suitable whereas ‘rest” could be looked upon
as an informal, relaxing leisure activity (d920) (Stamm, et al., 2004).

Some obstacles that required special considerations emerged during the
linking processes. The obstacles primarily concerned how to link activities
related to Play (d880) vs Recreation and leisure (d920), School education
(d820) vs School related activities (d835), Learning (d1) vs School education
(d820), and Behavior. They also concerned contextual issues (references to
setting or extent of support) and organizational issue (different versions of
the same measure). For instance, the original coding of the PEDI Func-
tional Skills Scale (Ostensjo, et al., 2006) reported a frequent use of linkages
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to the component environmental factors that was understood as the con-
text of requested functions, i.e. extent of support. In Study II these were
considered as response options. Additional linking rules were set up to

overcome as many obstacles as possible and to ensure consistent linkage:

»  All linkages were based on the ICF-CY due to the extended content in
comparison with the ICF.

» Unspecified constructs were assigned codes on ICF-CY 1+t level, e.g.
Learning (d1), Communicating (d3), or Doing work at home (d0).

» The unspecified construct of ADL was assigned to the ICF-CY 1
level Self-Care (d5).

» Unspecified responses expressed as ‘hygiene’ were related to a group
of 20d Jevel categories within Self-care (d510-d530)

» The unspecified response socialization was linked to Community life
(d9) whereas interaction with persons, such as family or peers, was
linked to Relationships (d7).

» Sleep was linked to Self-Care (d569) whereas Rest and relating con-
cepts were linked to Recreation and leisure (d920).

» The linkage of Behavior was based on the putpose of each individual
item. It was looked upon as a body function (b125, b126) alternatively
as an activity manifesting itself as a social behavior (d240, d250).

»  Similar items occurring in measures with different versions for differ-
ent age groups were assigned only one code.

» All items related to food, meals or eating/drinking were linked to Eat-
ing and drinking (d550-d560).

» Activities taking place during school time were seen as school educa-
tion with reference to the definition of category d8201 (Maintaining
educational programme).

» The concepts play and games wete separated:

» Solitary or shared cooperative, developmental play without special
rules was linked to d880 (Engagement in play).

» Play for amusement, engagement in games with rules, and competitive
play such as playing cards or chess performed during leisure time was
linked to d920 (Recreation and leisure).

» References to contexts wetre not considered, for example Play on play-

ground.
These additional rules may be useful for future studies.
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9 ETHICAL CONSIDERATIONS

The four ethical principles including information, consent, confidentiality,
and use that are set by HSFR (Humanistiska- och Sambhillsvetenskapliga
ridet [Humanities and Social Council]) (HSFR, 1990) were deemed to be
satisfied as described below. None of the studies in this dissertation in-
volved risks for human subjects. Participants were asked about general
opinions, not about any personal issues, the information about participants
in studies I and I1I was limited to demographics; and data were analyzed on
group level. Participants were informed by word of mouth as well as in
writing, and participation was voluntary. In Study I, informed consent was
obtained from directors for all professionals at a time and in Study III in-
formed consent was assumed when participants decided to give their opin-
ions and complete the questionnaire. Information about participants will

not be left out or used for any other purposes than research.

Study I was part of a broader project that was approved by the ethics
committee of the Faculty of Medicine at the University of Uppsala, Sweden
(no. 2005/221). Ethical considerations were carefully assessed for this pro-
ject by the Central Ethical Review Board in addition to the regional authori-
ty concluding that approval was not needed in accordance to the Swedish
Act on Ethical Review of Research involving humans (2003:460). Study 11
did not involve any human subjects. Study III-IV was approved by the In-
stitutional Review Board (IRB) at the University of North Carolina at
Chapel Hill (no. 09-2013).
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|10 SUMMARY OF STUDIES

STUDY |. Exploring changes over time in habilitation professionals’
perceptions and applications of the International Classification of
Functioning, Disability and Health, version for Children and Youth (ICF-
CY)

AIM

The aim was to investigate the implementation of the ICF-CY in Swedish
habilitation services. Professionals’ experiences of applying the classifica-
tion in daily work were explored by posing three research questions: 1)
How do habilitation professionals use the ICF-CY over time following in-
service training of the ICF-CY?, 2) How do habilitation professionals per-
ceive the utility of the ICF-CY over time?, and 3) How does the use of the
ICF-CY correspond with the organizational service goals of child participa-
tion in their everyday life contexts?

In-service trainin Oneyear Two and one-half
J after training years after training

Gainingknowledge Tryingto use Using
on the ICF-CY the ICF-CY the ICF-CY

Figure 10.1. Time-points for data collection on utility of the ICF-CY in habilitation services

METHOD

The study employed a descriptive longitudinal design using a qualitative
approach. Participants were provided in-service training on the ICF-CY by
three researchers. Data were collected by means of a form, a questionnaire,
and an open-ended question in varying combinations at three time points:
During in-service training when professionals were introduced to the classi-
fication; one year after in-service training; and two and one-half years after
in-service training (Figure 10.1). A combination of manifest and latent con-
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tent analyses was used to summarize professionals’ statements of the utility
of the ICF-CY in daily work.

Professionals from 14 interdisciplinary habilitation teams in six Swedish
county councils participated. During in-service training, all team members
participated, i.e. 151 professionals aged 24 to 65 years, whereof 138 were
women and 89% worked directly with children. Knowledge of the ICF-CY
at the beginning of the training was none to limited. One year later, partici-
pants included the 113 professionals of the original group that were still
employed. Two and a half years later, participants were 16 representatives
selected by the directors because they had been especially involved in the
implementation of the ICF-CY.

Qualitative data analyses of statements were performed with a combination
of manifest and latent content analyses. Descriptive statistics were used
supplemented with a paired samples t-test to analyze professionals’
knowledge of the ICF-CY over time and Pearson’s y? to investigate the

nature of the statements and changes over time.

RESULTS

The ICF-CY was primarily used for practical work such as habilitation
planning, including problem-solving and decision-making, all important
parts of the habilitation process. Application of the ICF-CY required de-
velopment of new routines and adaptations of materials. 72% of partici-
pants reported that they used what they learned about the ICF-CY frame-
work and they perceived that it expanded their perspectives, supporting
analyses and communication of children’s needs. The use of the ICF-CY
appeared to enhance a focus on child participation, corresponding with the
overall organizational goal for habilitation.

CONCLUSION

The ICF-CY seemed to provide a common framework for professionals in
habilitation services for children and youth, enhancing their awareness of
child participation and children’s and families’ views of child functioning in
everyday life. Utility was perceived after a year but concrete applications
required more time and adaptation of routines and materials. The findings
indicated a need for proper tools to support professionals in focusing on
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participation-related interventions. The development of code sets for as-
sessment of participation in specific life situations was suggested by the
participants to reduce the complexity of the ICF-CY and increase a more
widespread usage of the ICF-CY.

STUDY |Il. Identifying Child Functioning from an ICF-CY Perspective.
Everyday Life Situations Explored in Measures of Participation

AIM

The aim was to identify a limited set of everyday life situations of children
and youth at different ages based on the assumption that frequently occur-
ring ICF-CY categories in items across measures of participation might in-
dicate common life situations of children. Three research questions were
posed: 1) What measures of children’s performance or participation are
described in selected articles?, 2) What differences in content may be found
when items in the measures presented as performance and participation are
linked to ICF-CY codes?, and 3) Which everyday life situations for children
and youth emerge from items in these measures?

Systematic Identifying Linking . Identifying
measures of . Analyzing X
search of articipation/ items to the content aggregations
literature P P ICF-CY of codes
performance

Figure 10.2. Stages preceding the identification of everyday life situations on the basis of
measures of participation.

METHOD

The study was descriptive in nature and involved five stages (Figure 10.2):
1) systematic search of literature to find articles presenting measures for

children and youth with disabilities, 2) identifying measures presented as
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performance or participation in selected articles, 3) linking items in included
measures to the ICF-CY, 4) analyzing content in measures of performance
and participation, and 5) identifying aggregations of ICF-CY codes related
to everyday life situations across measures presented as performance and
participation. The systematic search focused on reviews from the year 2001
when the ICF was published. Included articles described measures used for
individual children with or at risk for developmental delay or autism; mobil-
ity, behavioural, or multiple disabilities. Included measures were multidi-
mensional and self- or parent-reports intended for screening or outcome
evaluation of individual children’s functioning in home or community set-
tings. When identifying content in selected measures, manifest content

analysis was used supplemented with descriptive statistics.

RESULTS

In total, 164 full text papers were reviewed and 417 measures identified.
Most existing measures focused on body functions or on ability to execute
tasks independent of the environmental context. Only twelve measures ful-
filled the inclusion criteria, of which six were presented as performance and
six as participation. All the nine ICF-CY chapters in the component Activi-
ties and Participation were represented in measures presented as perfor-
mance, compared with primarily five chapters in measures presented as
participation (d4-d6; d8-d9). Measures for infant and toddlers were solely
presented as performance and measures for adolescents primarily as partic-
ipation. Three life situations for children and youth at all ages emerged
from the items within selected measures: Walking and moving around, En-
gagement in play, and Recreation and leisure. In measures suitable for the
youngest children, some more life situations that seemed related to ‘devel-
opment’ emerged: Communicating, Changing and maintaining body posi-
tion, Dressing, and Eating and drinking,

CONCLUSION

Since only a small number of life situations for children and youth emerged
from items in selected measures, other sources were needed to identify eve-
ryday life situations with the purpose of enhancing the discourse on how
children and youth experience participation in contexts where they usually
spend time.
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STUDY lll. Professionals’ Views of Children’s Everyday Life Situa-
tions and the Relation to Participation

AIM

The aim was to determine professionals’ views/perspectives of everyday
life situations of importance for children and youth. In addition, the aim
was to explore how the construct of life situation seemed to correlate with
the construct of participation across categories in the ICF-CY component
Activities and Participation. Four research questions were addressed: 1)
Which everyday life situations for children are proposed by professionals
and how do they relate to the ICF-CY chapters and categories?, 2) How do
professionals’ views of everyday life situations vary with their background
characteristics, such as professional experience, working field, ICF/ICF-CY
knowledge, home country of participant, or age group considered?, 3) How
do professionals relate the everyday life situations to the ICF-CY key con-
struct of participation across ICF-CY chapters and categories?, and 4)
Which important everyday life situations emerge when integrating results
from two concurrent data collections?

Descriptions of
e3¢ .pt o' so' Qualitative analysis
everyday life situations

Open-ended question

Identification of Quantitative analysis
everyday life situations uantitativ yst

Questionnaire

Integration of data

Fignre 10.3. Integration of data from two concurrent data collections exploring professionals’
perspectives of everyday life situations. Analyses continued in Study IV.

METHOD

The study had a concurrent mix methods design with an inductive ap-
proach (Figure 10.3). Supplementary qualitative and quantitative data were
generated by means of one open-ended question on everyday life situations
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important to assess and one questionnaire with items related to ICF-CY
categories at 2nd Jevel in the component Activities and Participation. The
questionnaire was used to check if a category was perceived as participation
and/or life situation.

Participants were multidisciplinary professionals and graduate students in
child health and education in various countries (n=207 and 297 respective-
ly). Responses to the open-ended question were linked to the ICF-CY. The
distribution of 1264 linkages was compared with how participants checked
life situations in the questionnaire. Statistics used were Pearson’s 7, Spear-
man’s tho, and Pearson’s y2.

RESULTS

Professionals’ views of everyday life situations related to background char-
acteristics revealed some significant differences. Participants from organiza-
tions outside school or services for children with disabilities identified few-
er everyday life situations, suggesting that teachers and therapists were
more motivated to assess children’s daily routines and other frequently oc-
curring activities. Participants’ home country seemed influential probably
explained by policies and cultural-related daily routines. Also the age of
children on which participants based their responses made difference. For
the youngest children, developmental mile stones were determined as eve-
ryday life situations whereas these shifted towards societal involvement for
adolescents. The correlation between participation and life situation became
stronger the more complex and context specific the chapter, i.e. the correla-
tion was strongest for the later ICF-CY chapters Relationships (d7), Major
life areas (d8), and Community life (d9).

CONCLUSION

Eleven everyday life situations were explored as potential areas to be in-
cluded in code sets and it was established that two age groups should be
considered when developing code sets. However, the findings needed tri-
angulation with other concurrent studies to provide corroborating evidence
and add a family perspective.
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STUDY IV. Identifying Children’s Everyday Life Situations using an ICF-
CY perspective

AIM

The aim was to determine a set of specific everyday life situations for chil-
dren and youth aged 0-17 years by integrating data from several studies
providing different perspectives. Four research questions were posed: 1)
Which chapters at the 15t ICF-CY level may include everyday life situations
for children and youth?, 2) Which categories at the 22 ICF-CY level may
include everyday life situations for children and youth?, 3) How do every-
day life situations vary depending on children’s ages?, and 4) How do the
views of professionals and families (i.e. parents) agreer

ICF-CY ICF-CY hildren’ Professionals
1t level 20 |evel ¢ Ia ;esn s vs parents
(chapters) (categories) g perspectives

Fignre 10.4. The four steps in the analyses of Study IV aiming to integrate data from six
studies, capturing the perspectives of researchers, professionals, and parents.

METHOD

Triangulation of data was conducted by integrating the three data sets from
Study II and III with three external data sets including the perspectives of
parents and other significant persons’ in children’s networks. Data in all
data sets had been linked to the ICF-CY and compared in four steps related
to the 1stICF-CY level (chapters), 20d ICF-CY level (categories), children’s
ages, and perspective (professionals/parents) (Figure 10.4). In addition to
descriptive statistics, Spearman’s rho was used.
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RESULTS

The analyses on the 15t ICE-CY level suggested that the chapters d3-d9 in-
clude everyday life situations. Supplementing analyses on the 27 ICF-CY
level identified six categories as everyday life situations for children in the
combined age group 0-17 yrs. The categories were included in the chapters
d3, d5, d6, d8, d9; no category was included in Mobility (d4) or Relation-
ships (d7). Considering age groups, nine categories seemed suitable for
younger children and seven for older children. In addition, sleep should
probably be included for both age groups but is not part of the ICF-CY
component Activities and Participation. Professionals described children’s
everyday life situations quite similar regardless of age but parents’ views
differed due to children’s age. The views of professionals and parents

seemed comparable for older children.

CONCLUSION

The triangulation identified everyday life situations to be considered in in-
tervention planning for children and youth with disabilities and verified the
appropriateness of different sets of everyday life situations for two age
groups infants/preschoolers and school aged children/adolescents. This
may serve as implications for future development of a new screening tool
containing code sets from eatly childhood through adolescence.
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|1 MAIN RESULTS

The results in Study I indicated that the ICF-CY could provide a common
framework for professionals in habilitation services for children and youth.
Participants perceived that using the framework expanded their perspec-
tives, supported analyses and communication of children’s needs, and en-
hanced their awareness of child participation and sensitivity about chil-
dren’s and families’ views of everyday life situations. The ICF-CY was pri-
marily considered during assessment and habilitation planning and its utility
was perceived after a year. However, concrete implementation of the ICF-
CY in daily work required more time and, above all, adaptation of materials
and routines. In addition, the ICF-CY was considered too comprehensive
and detailed for daily use and professionals suggested limited screening
check lists for children’s common life situations, such as mealtimes and
sleep. Generally, the findings indicated utility but a need for proper tools to
fit the comprehensive scope of the ICF-CY on functioning and disability
and to reduce the complexity of the classification.

The results in studies II-IV established that everyday life situations differ
between younger (0-6 yrs) and older children (7-17 yrs) with acts and tasks
seeming most important for the younger age group and societal involve-
ment for the older. These findings suggested that everyday life situations
differ in context specificity depending on maturity and growing autonomy.
Study IV showed that professionals’ and parents’ perceptions of everyday
life situations differed for the younger children but that they seemed to
agree for the older children. For each of the two age groups, linkages to the
ICF-CY component Activities and Participation identified 8-10 categories
at 20d JCF-CY level as everyday life situations suitable as a basis for future
development of brief code sets for child participation aiming to guide indi-
vidualized assessment and intervention planning (Table 11.1). The identi-
fied categories highlighted that everyday life situations seem related to the
late chapters d3-d9 and that Self-care (d5) and Major life areas (d8) were

predominant.

To obtain a complete picture of everyday life situations, children and youth
representing the two age groups should be involved in the future process of

developing the screening tool.
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Table 11.1 ICF-CY categories identified in this dissertation as everyday life situations for younger and older
children

Younger Older
ICF-CY category 0-6 yrs
7-17 yrs
d3 Communication
d399 Communication X
d4 Mobility
d450-d469  Walking and moving around X X
d5 Self-care
d510-d530  Hygiene X X
d540 Dressing X
d550-d560  Eating and drinking X X
(d569) Sleeping X X
dé6 Domestic life
d630-d649  Household tasks X X
d7 Interpersonal interactions and relationships
d760 Family relationships X
d8 Major life areas
d820 School education X
d880 Engagement in play X X
d9 Community, social, and civic life
d920 Recreation and leisure * X X
(Social,
Rectreation,
Leisure)

* This category is divided into three everyday life situations for older children (7-17 yrs), see
section 12.2.
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12 DISCUSSION

The aims of the dissertation were a) to investigate how habilitation
professionals perceive the utility of the ICF-CY in clinical work and b)
to identify everyday life situations specific for children and youth aged 0-
|7 years. This section will discuss experiences built up when applying
the ICF-CY, and the implications for the main results.

12.1 IMPLEMENTATION OF THE ICF-CY

In this dissertation, research was conducted o7z as well as with the ICF-CY
and the use of the classification runs like a thread through all the work.
This section purposes to add some reflections about the implementation

process.

In Study 1, in-service training on the ICF-CY was conducted to support the
implementation in habilitation work. During the training sessions, the ICF-
CY model was presented as a means to use the 360° fish-eye perspective
suggested by Leonardi and Martinuzzi (2009), intending to broaden profes-
sionals’ focus of intervention to include all aspects of the children’s lives
(McLeod & Bleile, 2004; Thomas-Stonell, et al., 2009). The training was
also aimed to change professionals’ perspectives 180 intending to make
them regard needs and discuss solutions from the children’s points of views
before their own professional views. The altered perspectives seemed to
have intended effect on participants’ thoughts, but not on sustainable team
adoption. One year after the training, more than a quarter of participants
were reported as ‘non-users’. Because the in-service training was not tai-
lored to different groups of professionals, these participants most likely
knew nothing about the ICF-CY before training and therefore would have
needed a different agenda to become competent enough to use it in daily
work (Pless, et al., 2009). One further thing to be noted is that profession-
als’ positive attitudes towards the classification decreased over time while
neutral statements increased. A plausible explanation relates to the distribu-
tion of statements among categories, with a significant high proportion re-
flecting a need for applications at an organizational level at the last time-
point. It seemed that the more professionals penetrated into the classifica-
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tion, the more they realized the complexity but also that they started think
of solutions.

Innovation decision process Diffusion of Innovation
Study | Theory

In-
service
training

Awareness

Thoughts Persuasion

Decision

Applications Implementation

Adoption

Figure 12.1. Implementation of the ICF-CY in habilitation work (Study I) compared with the
steps described in the diffusion of innovation theory by Rogers (2003).

The longitudinal design of Study I made it possible to monitor implementa-
tion of the ICF-CY over time, from professionals gaining knowledge on the
classification, through trying the framework to using it (Figure 12.1)
(Cheetham & Chivers, 2001; Greenhalgh, Robert, Macfarlane, Bate, &
Kyriakidou, 2004; Rogers, 2003). The construct of implementation is by
Greenhalgh (2004) described as the process of realization of the use of a
new idea. Despite the heterogeneous groups of participants at the three
time-points, individual team members experienced relative advantages dur-
ing the first year and the framework seemed compatible with habilitation
values. However, for the teams as a whole, as reported by representatives at
the last time point, implementation of the ICF-CY required time and was
understood as a complex innovation not necessarily improving team col-
laboration. This might be due to a lack of previously adapted materials and
routines but also because of different levels of knowledge and different
motivation for using it. For example, after a year, all speech therapists and
most of occupational therapists used it but less than half of the psycholo-
gists. During the training, some psychologist commented that the content
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did not fit their discipline and that they already had all assessment materials
they needed. This point to the importance of adapting training to individual
participants, so that they perceive relative advantage of the innovation, en-
hancing their motivation to examine how it could be compatible with tradi-
tional ways of working (Greenhalgh, et al., 2004). Experiences of Study I
also point to the importance of well-planned implementation processes

with preparation of materials and predefined usage areas.

The study could not tell if the implementation had a direct impact of the
work with families. However, preliminary findings in a concurrent study by
Klang and Almqvist (in prep) suggest that the knowledge on the ICF-CY
did not affect the content in habilitation plans in the short term. Despite
the doubts discussed in this section, Study I and related research suggest
that instructor-led learning formats are effective training mechanisms and
that a sustained use of the ICF-CY may provide stronger teams (Martinuzzi,
et al., 2010; Pless, et al., 2009; Reed et al., 2008; Rentsch, et al., 2003;
Roelofsen, The, Beckerman, Lankhorst, & Bouter, 2002; Tempest &
Mclntyre, 20006). It may mean clarified team roles, improved competence in
interdisciplinary reasoning, and a more systematic approach to habilitation
tasks. However, the latter statements are not confirmed in the present re-
search. Most likely, assessment tools are needed to fit the comprehensive
scope of the ICF-CY on functioning and disability and contribute to a team
common use in daily work.

12.2 EVERYDAY LIFE SITUATIONS OF CHILDREN

Children’s /ife situations are the core of this dissertation. With the addition
everyday, the life situations capture what happens regularly, i.e. episodes that
occur frequently in the natural environments where children usually spend
time. As general life situations of children and expectations on child func-
tioning vary across developmental stages, different ‘sets of everyday life
situations’ were anticipated for at least three age groups: preschoolers,
school aged children, and adolescents, most likely with an additional set for
infants and toddlers. Those age ranges had been in line with the recently
identified developmental code sets for children (Ellingsen, 2011). However,
for life situations wider age spans seemed appropriate, merging the pre-

school ages and the school ages. Differences between younger and older
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children emerged eatly and Study III distinguished preschoolers and ado-
lescence but could not place the school-aged children. Finally, two age
groups emerged, suggesting that for preschoolers, everyday life situations
are to a high extent related to developmental milestones, most likely be-
cause these situations include learning opportunities and the tasks are per-
formed with considerable volition and engagement until they become au-
tomated (see Table 11.1) (Adolph, 2008; Dunst, Bruder, et al, 2000;
McConachie, et al., 2006). For school-aged children and adolescents (7-17
yrs), the situations increased in complexity and social involvement (Badley,
2008; Granlund, et al., Accepted). The wider age spans seem natural since
the planned screening tool with code sets should not be referred to as norm
based but rather developmental based. As children in general and children
with disabilities in particular differ in development, a limitation to two ‘sets
of code sets’ can provide a greater scope for individual planning of intet-

ventions.

Everyday life situations that will be the basis for participation focused brief
code sets ingoing in a future screening tool were identified in the present
dissertation. However, appropriate ICF-CY categories ingoing as content in
the planned code sets and intending to explain participation, wetre not iden-
tified. Everyday life situations are assumed to include different aspects de-
pendent on developmental age. For example Walking and moving around
most likely focus on the ability to walk for the younger children and on the
part moving around for the older, suggesting this as a more complex activi-
ty, probably including the motivation, decision making, planning, and reali-
zation of moving from one place to the other. Hygiene may focus on the
ability to wash body parts or brush the teeth for the youngest but include
grooming related to specific situational requirements for the older. At last,
Eating and drinking will most likely be named Mealtime as an everyday life
situation. It is not about eating disorders but about the functional eating
including routines surrounding a meal. One can imagine that for the young-
est children this include handling forks and knives and behaving properly
whereas for adolescence the code set Mealtime might include categories
that concern managing diet (d5701) and body functions such as anemia and
growth maintenance functions. This indicates the need for age-related ad-
aptation of the content in code sets in a future tool but also for adaptation
of the titles.
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No everyday life situation was related to the ICF-CY chapters Learning and
applying knowledge (d1) and General tasks and demands (d2), most likely
because these chapters include basic skills that are important across areas of
functioning and constitute prerequisites for involvement in most life situa-
tions (Lee, 2011; WHO, 2007). It was expected, though, that Communica-
tion (d3) and Relationships (d7) should be included for both age groups.
Communication got high ranks when professionals responded the ques-
tionnaire in Study III and conversations were closely related to patticipa-
tion. Nevertheless, when integrating proposals from professionals and par-
ents based on open-ended questions, communication qualified as an every-
day life situation in the younger age group only, which is consistent with
another study conducted in the same period (Stihl, Enskidr, Almborg, &
Granlund, 2011). However, considering how much adolescents use new
technology, communication seems to be a big part of their everyday activi-
ties. Explanations to the absence might be twofold. First, the list of every-
day life situations is prepared from an adult perspective and second, com-
munication is most likely part of what happens during spare time and
thereby included in the social aspect of recreation and leisure. As displayed
in Table 11.1, neither Dressing qualified in the older age group. Because
this is part of for example morning rituals and with the assumption that the
task is automated, dressing is not an everyday life situation in itself, but all
those rituals in total could have qualified as one.

Relationships (d7) got high ranks in three of the six data sets in Study IV.
All six categories belonging to this chapter seemed closely related to partic-
ipation. However, only one category, Family relationships, became included
in the list of everyday life situations for the youngest children and no cate-
gory for the older. A plausible explanation is that also this chapter includes
prerequisites for involvement. Although this chapter is suggested to be
structured as participation (Whiteneck & Dijkers, 2009; WHO, 2007), the
ICF-CY description of the chapter and definitions of categories may bring
to mind more basic skills describing behavior rather than situations. How-
ever, the author of this dissertation experienced that young people might
express interactions in a way that provide another linking of information.
Getting the opportunity to discuss participation with a group of six adoles-
cents 13-16 years (2 boys and 4 girls) with a variety of disabilities during a
summer camp 2009, they emphasized that social roles differ for them from
time to time, primarily depending on the expectations from people around.
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Relationships with friends were important, including how to begin and
maintain relationships, what friendship requires of both themselves and
others, and how good friends act. These aspects belong indeed to the ac-
tivities and patticipation chapter Relationships (d7) in addition to the com-
ponent Environmental factors with categories covering support and atti-
tudes. As discussed in Study 111, relationship might not be an everyday life
situation in itself but constitute an important prerequisite for participation.
Therefore, categories related to interaction will probably be included in
code sets to explain success or failure.

Informal leisure activities were another area of importance for the adoles-
cents. They mentioned relaxing activities, e.g. watching TV but also social
activities, e.g. going to the movies or being on vacation. As explored in pre-
vious research, informal activities might cause anxiety for school aged chil-
dren with disabilities, whereas formal activities seemed to imply participa-
tion in the same conditions as others (Eriksson, 2006; Eriksson &
Granlund, 2004b, In prep; Stenhammar, 2010). Regarding these findings, it
seemed appropriate to specify everyday life situations connected to recrea-
tion and leisure for the older children. The future code sets will therefore
capture three types of activities related to chapter d9: 1) social, i.e. activities
in which children are engaging informally with peers, for example going to
the movies or hanging out with friends; 2) recreational, i.c. activities that are
formally organized, for example structured sports and music lessons; and 3)
leisure, 1.e. more passive and informal activities, for example reading a book
or watching TV (Imms, Reilly, Carlin, & Dodd, 2008; Law, et al., 2000;
Solish, et al., 2009). For the youngest children, one code set focusing on
social activities might be sufficient since the other types of recreational ac-
tivities are most likely part of family relationships. The adolescents at the
summer camp also mentioned skep, justifying the inclusion of sleeping in
the final list of everyday life situations, despite the absence in data collected
from parents. In the light of these remarks, the final list of categories ap-
propriate as code sets includes ten everyday life situations for younger chil-
dren (0-6 yrs) and ten for older (7-17 yrs) (Table 11.1).

Household tasks can be found in the final list. Study IV, however, showed
that professionals pointed out these tasks as important to a significant low-
er extent as parents did. Professionals” moderate attention to these tasks is

also recognizable in other recently conducted Swedish studies (M.
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Adolfsson & Granlund, 2008; Klang & Almqvist, In prep; Stihl, et al.,
2011) although such tasks occur daily and represent potential areas for
learning opportunities. As an example, setting the table includes elements
such as planning, decision-making, calculating, acquiring information, carry-
ing, experiencing light or heavy weights, walking, and relating with parents,
siblings, or friends. Using this frequently occurring family routine as a
learning opportunity, parents support the child’s development of body
functions, a wide range of functional skills, and also self-determination
skills (Wehmeyer & Schalock, 2001). In addition, professionals can contrib-
ute to decreased parental stress and increased well-being if calling attention
to this easily provided ‘intervention’ in the natural environment (Duis, et al.,
1997; Fulkerson, et al., 2006; Keysor, et al., 2006). At the same time, this
‘intervention’ would promote a child’s participation in domestic life. Ac-
cording to Dunst and his colleagues (2000), strategies that make use of eve-
ryday life situations to provide children possibilities to develop a variation
of acts and tasks are preferable compared with implementation of interven-
tions in home activities structured by professionals, which is what usually
occurs. The difference between the strategies is subtle. However, as find-
ings point to a low professional consideration to children’s domestic life,

they indicate that those possibilities are not fully taken into account.

12.3 PLANNING OF INTERVENTIONS

Although Study I indicated that the ICF-CY could be a common frame-
work for interdisciplinary teams providing wider perspectives on children’s
participation in everyday life situations, such a holistic approach was not yet
integrated in habilitation processes. For professionals, it requires collabora-
tion with focus on how children deal with everyday life situations and as-
sessment combining information about the children, available resources,
and context in order to set common participation goals that can be attained
via a variety of discipline-specific interventions. Interventions based on
goals that are set together with children and their parents are evidently most
efficient but it is uncertain to what extent professionals include children’s
own preferences and consider their rights to choose activities (Ketelaar et
al., 2010; Michelsen, 2010; Stenhammar, 2010). It might be as Morris (2003)
points out, that young disabled people often have little control over their
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lives and that other people make decisions for them, not necessarily based

on a broad perspective on how they deal with everyday life situations.

Study 1I indicated that interdisciplinary tools for this purpose were rare,
though, it was depicted several years ago as a key issue for development of
Swedish habilitation services in the future (Bjorck-Akesson & Granlund,
2005; Simeonsson, et al., 2010). Most common were discipline specific
measures used by psychologists and therapists in medical disciplines, con-
structed as tests or observations. They were not self- or proxy-reported,
which has proven to be preferable in terms of participation (Coster &
Khetani, 2007; Whiteneck, 2006). Even measures that are presented as par-
ticipation measures might lack consideration to a child’s preferences, for
example the LIFE-H (Assessment of Life Habits for children) that was
included in Study II (Morris, 2009). Although new methods and measures
with figures and symbols have been developed during the last 10 years to
support self-reports (Allbrink Oscarson & Eliasson, 2006; Bornman &
Murphy, 2006; King, et al., 2004; King, et al.,, 2007; Lidstrém, 2005;
Missiuna, Pollock, Law, Walter, & Cavey, 20006; Sturgess, 2007; Ullenhag,
2010; Vroland-Nordstrand & Krumlinde-Sundholm, Submitted-a,
Submitted-b), Stenhammar (2010) found that children’s patticipation in
habilitation processes is still limited except for adolescents from the age of
14. She questions whether participation in this context means — in addition
to being involved - to make decisions without support of others, which may
be understood by professionals as far too much responsibility for a child. It
may indicate that the shift from an expert service model to a consultative
model is not yet reflected in practices and, based on the results of this dis-
sertation; the absence of collaborative interdisciplinary measures focusing
on participation is a barrier.

Another plausible barrier for professionals to focus on how children deal
with everyday life situations is that Swedish habilitation teams by tradition
include a preponderance of medical disciplines (see Figure 6.1). It might
mean an imbalance between interventions with a predominant focus on
body functions and activity, raising expectations on the possibility to ‘“fix
the child’ (Bjérck—Akesson & Granlund, 2005; Nordenfelt, 20006;
Simeonsson, et al., 2010). Study III explored a slight cultural difference in
ratings of areas important to assess, suggesting that professionals in Sweden

were not as motivated to assess acts and developmental milestones as they
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were in USA and Portugal. It may mean that Swedes to a larger extent fo-

cus on children’s societal involvement in natural environments.

Working against preservation of traditional clinical practices and towards a
habilitation with a common focus on societal involvement, requires atten-
tion to children’s different social roles (Badley, 2008; Baird & Vargus-
Adams, 2010; Davis, Wong, Badley, & Gignac, 2009). It is not only whether
children perform a specific role but also whether they are able to engage in
everyday life situations in the way and at the time they want. Focusing on
social roles, such as being a peer or playing with other children, might mo-
tivate interventions and highlight children’s strengths, not only shortcom-
ings. For example, during shared cooperative activities purposing to build a
Lego house or playing Nintendo, acts such as maintain sitting and manipu-
lating are included but also tasks such as planning, problem solving, and
interaction (Sturgess, 2009a, 2009b). If a child has problems in one of these
areas or several, interventions that are directly related to the social role of
being a playmate might enhance children’s and their parents’ motivation for
energy and time-consuming interventions rather than interventions solely
related to the activity ‘sitting’.

—

Probl [ :
[Problem }—[ roplem }—[ Goal ]7 Intervermon]
epraTatlon .

Fignre 12.2. The problem solving model with an asset-based approach.

By focusing on participation, a needs-based approach to intervention with a
strong focus on problems, deficiencies and needs can be reoriented to an
asset-based approach focusing on skills and resources (Bornman & Rose,
2010; Ebersohn & Eloff, 2006; Eloff & Eberséhn, 2001). From that point
of view, inabilities to perform acts or tasks do not necessarily imply that
children will have participation restrictions. They can take part, engage, and
experience play success in the activities without positioning a single Lego
piece because with self-determination skills they can control the situation

and experience well-being and a good sense of coherence (Antonovsky,
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2005; Wehmeyer, 2007). Using an asset-based approach in problem solving
may integrate an additional step in the process aiming to highlight skills and

resources when deciding on interventions appropriate to specific goals
(Figure 12.2).

Participation has been identified as a strong predictor of well-being and life
satisfaction. Other predictors are functional status and self-perceptions
whereas body functions and structures do not seem as important (Becker,
20006; Meisels & Shonkoff, 2000; Pierce & Hanks, 2006; WHO, 2007). This
provides arguments to further implementation of the ICF-CY in clinical
practices. The multidimensional framework might contribute to an interdis-
ciplinary way of work and support professionals and parents in taking mul-
tiple perspectives on functioning and disability into account when deciding

on interventions.

12.4 IMPLICATIONS

12.4.1 IMPLICATIONS FOR CLINICAL WORK

Implementation of the ICF-CY in clinical work followed the many stages
that are described by the diffusion of innovation theory (Rogers, 2003) (see
Figure 12.1). A qualitative improvement and increased efficiency of inter-
disciplinary work would justify the time and effort an implementation of
the ICF-CY implies. Because habilitation services at present time are strug-
gling with limited resources, it is of special importance to develop effective
interdisciplinary team approaches. Efficiency might include improved target
definitions and a common ability to conduct assessments focusing on pat-
ticipation. Efficiency also requites a common ability to connect desired
changes with interventions, not only to justify the intervention, but also to
better orient resources and efforts. Another aspect of efficiency might be
that considerations to the interactive ICF-CY model provide a less needs-
based approach implying that not all children with impairments or activity
limitations are automatically dependent on habilitation services.

The large number of identified measures in Study II generated reflections.
The extremely small proportion of participation measures suggests that ser-
vices for children with disabilities have not yet integrated methods to con-
nect discipline-specific findings to a holistic view of children’s needs. The
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variety of measures points to an overlap of measures and difficulty of
knowing the possibilities offered by them. A systematic ICF-CY based
comparison could give information about the breadth and the depth but
also guide the selection of measures (Cieza, et al., 2005; Cieza & Stucki,
2005; Geyh, Kurt, et al., 2004). Also in Swedish habilitation services many
measures are available and in use. In conjunction with the in-service train-
ing in Study I, the 151 participants identified 137 assessment measures that
they had used during the last 6 months. This fact raised questions about
how familiar professionals really are with all these tools but also if children
are subjected to unnecessary assessment because of overlapping measures.
Preferable, a limited kit of the most relevant measures for habilitation set-
vices could be identified on a national level. This would enable a more con-
sistent assessment and follow-up of functional status of children with the
most frequent problems. It would probably also increase professionals’
knowledge about the measures and facilitate interdisciplinary discussions
about results of assessment.

The bio-psycho-social framework of ICF-CY reflects a systems theory per-
spective (Wachs, 2000), which is consistent with an interdisciplinary ap-
proach for clinical practices. The interactive ICF-CY model of functioning
reflects the ongoing influence of factors at different levels in an interactive
and hierarchical system (Bhaskar & Danermark, 2006; Danermark, 2005;
Danermark, Ekstrom, Jakobsen, & Karlsson, 2002). To understand the
complex phenomenon ‘child participation in everyday life situations’, all the
dimensions of the model may be taken into account, which can be done if
habilitation professionals integrate information from all four competence
areas in addition to what the children and their families tell about participa-
tion. This way of working would be consistent with both the overarching
goal of habilitation services and the Swedish national laws and policies.

In this research, information was sought in a variety of sources to obtain a
general set of everyday life situations. To begin individualized planning,
professionals need to consider each child’s specific everyday life situations
because of substantial ‘within-situation’ variations that depend on how fac-

tors impact participation in specific situations.
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12.4.2 IMPLICATIONS FOR RESEARCH

The topic of the present dissertation was in line with a third generation re-
search of early intervention, aiming to provide guidelines for intervention
programs that target the benefit of clients. It means an extension of previ-
ous generations, which have focused on quality, effectiveness and legisla-
tions, and an extension of previous guidelines meant to be of value in daily
work of clinicians and families (Guralnick, 1997, 2007; Wyngaarden Krauss,
1997). The studies in the current dissertation will prepare for the further
development of a screening tool aiming to support children with disabilities
to get their voices heard and influence participation in the everyday life sit-
uations that they themselves see as most important.

The ICF-CY framework supported analyses in three of the studies and the
experiences it provided might be useful for other purposes. By linking in-
formation to ICF-CY codes, qualitative data were quantified and possible
to integrate with quantitative data. However, the linkage procedure was not
uncomplicated, as discussed in the section Methodological considerations
(see 8.3.3). The ICF linking rules were not perceived sufficient when using
the ICF-CY, though; one can look forward to the outcome of an ongoing
revision performed by Cieza and her colleagues (Cieza, 2005; Cieza, pet-
sonal contact, 16™ of June 2008). In addition, another insufficiency was
explored, i.e. the category ‘sleep’ that is only included as sleep functions in
the component Body functions. In this dissertation, it is proposed that
sleep activities should be an additional category in the activities and partici-
pation chapter Self-care.

Based on experiences in this dissertation, the most appropriate option to
view the constructs of activity and participation in relation to everyday life
situations seems option 2 listed in the ICF-CY (Annex 3), which is: “partial
overlap between sets of activities and participation domains” (Table 12.1).
This option might also be preferable in the view of children’s varying levels
of development. To distinguish how categories can be coded for the struc-
ture of option 2 in comparison with suggestions for option 3, the overlap
would be further specified as “using eatly categories in chapters as activities
and late categories as participation”. This approach may guide the selection
of categories for code sets, both to determine which everyday life situations
to choose and to identify content for different age groups. Most likely, early
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categories in over-lapping dimensions fit into code sets for the younger
children whereas late categories are more appropriate for the older.

Table 12.1 Structure for the constructs of activity and participation in relation to everyday life situations

(g(})lff;ienr) Activity Participation
d1 Learning and applying
knowledge
d2 General tasks and demands
d3 Communication Communication
d4 Mobility Mobility
d5 Self-care Self-care
d6 Domestic life Domestic life
d7 Interpersonal interactions
and relationships
ds Major life areas
d9 Community, social and civic life

12.4.3 THE KEY CONSTRUCTS

Understanding the key constructs of the ICF-CY revealed some problems.
The relation between /fe situation and participation, described as “participation
is involvement in a life situation’, was not quite clear. Aiming to provide
clarification, the expected relation between constructs were investigated in
Study 111, finding that the majority of respondents perceived several catego-
ries as life situations but with weak correlation to participation. Participants
might have understood a life situation as a ‘routine’ rather than a ‘sequence
of actions with meaning for the child’ and therefore checked everything
that could possibly occur during a day. In addition, aczvity was sometimes
understood synonymous with /fe situation, which caused confusion. In eve-
ryday language, activity may be used for special events, such as doing sports
or going to the movies. In the ICF-CY, however, the construct includes
individual capacity, i.e. what children can do, such as tossing a ball, walking,
or solving a problem. This illustrates the importance to define clearly the
constructs to make the ICF-CY work as a common language within and

between organizations.
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In the ICF-CY, children’s involvement in life situations, i.e. participation, is
given a prominent significance (WHO, 2007). However, the ICF-CY model
does not display how the construct of life situation is connected to the oth-
er constructs included in the model. It does not capture the dynamics oc-
curring in different natural environments with varying conditions for the
execution of tasks as well as for participation. These dynamics might be
clearer understood with a metaphor built on the alternative constructs in-
troduced by Badley (2008), exchanging ‘participation’ with ‘societal in-
volvement’. If one imagines natural environments as scenes for children’s
actions, each specific life situation is a drama that is going on. Several intet-
acting factors affect the acting. Body functions and structures constitute the ac-
tor, acts mean to meet the demands set by the drama, and zasks are deter-
mined by the manuscript and the choreography. On stage, the scenery in-
cludes environmental factors as scene setters that may be barriers or facilitators for
involvement in the drama. This metaphor shows how environmental factors
affect participation by giving them a scene-setting role. To give an example,
the social activity ‘hanging out with friends’ (drama/everyday life situation)
takes place in a pub (scene/natural environment). Furnishings and equip-
ment of the pub are environmental factors that provide scene setters. How-
ever, the interaction between the individual and the environment influences
the pub visit, for example the choice to go to the pub, relationships with
peers, decision-making to know what to eat and drink, ability to move
around and sit on the chairs available, communication skills, and imagina-
tion. This emphasizes how the dynamics that occur in different everyday
life situations are produced by a wide range of forces, making the participa-
tion change from time to time. It also confirms the assumption that every-
day life situations could be connected to one ICF-CY category but that the
participation may be explained by several categories, in some cases repre-
senting all dimensions of the model.

The wide range of forces that have an impact on children’s feeling of well-
being may be expressed in other terms. According to Nordenfelt (2000),
arguing for an additional ‘opportunity’ qualifier, the combination of three
constructs provides a child’s practical possibility for action in everyday life
situations. First, ability is the children’s inner possibilities for action, which
is closed related to volition. Correlated to the ICF-CY, ability is about activ-
ity whereas volition is about body functions and personal factors, maybe
more explicit described as characters affecting decision-making (Morrtis,
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2009). Second, opportunity includes physical and social accessibility, which is
dependent on kind of tasks. Finally, possibility sets the scene for participa-
tion, i.e. the frame within which participation is defined. Ability and voli-
tion are conditions inherent in the child whereas opportunity is an external
condition (Michelsen, 2010; Molin, 2004; Nordenfelt, 2006; Shonkoff &
Phillips, 2000). Capability is another analogue term that by Morris (2009)
was suggested as an additional approach to evaluate participation. However,
as capability is easily confused with the construct of capacity and sometimes
defined similarly (Ostensjo, et al., 2006), the use of the three constructs
suggested by Nordenfelt seems preferable to provide a better understand-
ing of the dynamics explaining why children’s participation differs from
time to time. Also Granlund et al. (accepted) discuss how the context cre-
ates conditions for children’s involvement and argue for a third ‘participa-
tion’ qualifier, proposing that as the only way to describe how individual
children experience the impact of various contexts. This information is es-
sential to add to ratings from others because only assuring opportunities for
participation, i.e. issues of availability and accessibility to the same life situa-
tions as everyone else, does not provide information about children’s feel-

ing of belonging and engagement.

In Study III, professionals related everyday life situations not only to a
‘drama’ that is going on, but to a range of interacting factors. They pointed
out body functions, e.g. appetite, pain, and weight maintenance; acts, e.g.
sitting, reading, and managing behavior; tasks, e.g. eating, putting on
clothes, and household tasks; participation such as entering a new group of
people, interplay with peers, and school education; and environmental fac-
tors, e.g. siblings and support systems. Those responses reflected primarily
narrow perspectives, most likely based on discipline-specific experiences
with limited regard to children’s everyday life situations as a whole and very
much consistent with the many measures identified but excluded in Study
II. A wider perspective, based on interdisciplinary experiences and with
focus on children’s participation, would benefit an individualized planning

of interventions.
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12.5 LIMITATIONS

In this dissertation, the main limitations concern samples. Study I com-
prised discrepancies in the number of respondents and response rates at the
three time points, affecting the longitudinal approach of the study in the
sense that it followed the use of ICF-CY over time rather than participants.
During the first two data collections, which had been agreed on with direc-
tors for the habilitation services, all members of participating teams were
asked to provide data. However, the first time only 2/3 of participants
handed in the PMI-Form, which could possibly have given an imbalance in
the responses, and at the third collection, a limited group of representatives
provided information because it was not decided in forehand. This fact
might have decreased the comparability of data. Despite this, the data were
perceived as credible and the participants were judged representative be-
cause they were selected by the directors as especially involved in the im-
plementation process. Although participants might have held back their
individual perspectives, habilitation professionals are accustomed to pet-
form a team role and in this case, they provided data reflecting the impact
of the ICF-CY in daily work for the team as a whole. Another plausible
argument for low comparability was various data collection methods used
at the three time-points, also explained by continuous planning of the in-
vestigation. However, since all questions were open-ended, responses were
possible to handle equal in the content analyses.

In Study 1I, the search for measures of participation missed some relevant
measures. It is likely because the search was limited to journal articles with-
in a limited time space and to measures used in home or community set-
tings due to the responsibilities that apply to Swedish habilitation services
(Bj('jrck—Akesson & Granlund, 2005; Granat, et al., 2002). More measures
might have provided a broader view of life situations. In Study III, partici-
pants represented a wide range of disciplines, academic levels, and cultures
making the size of each group different. However, the samples envisaged a
common focus since participants belonged to two main organizations; child
health care and education and the wide range contributed to a desired varia-
tion of child-related experiences. Finally, Study 1V included data from vari-
ous sources, some of them including small samples. Despite the disad-
vantage of limited samples, the various sources represented an advantage
because it enabled syntheses of different perspectives.
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A limitation for credible comparisons of data might be the different per-
spectives of professionals and parents emerging in Study IV. Professionals’
answers were most likely associated with assessment methods focusing on
daily routines whereas parents’ answers might have been associated with
discretionary episodes that occur during daytime without special focus on
regular routines. This points to the importance of clear and specific instruc-
tions, though not possible when included data are collected from external
studies as in the present dissertation.

Conducting research both on and with the ICF-CY might provide another
limitation. However, the ICF-CY was perceived useful by professionals in
Study I, and it became natural to investigate further, how the classification
could be used for the purposes of the dissertation. Moreover, a potential
usefulness was known from other Swedish studies (Ibragimova, et al., 2009;
Pless, et al., 2009). The limiting factor was restricting the theoretical basis
for the research to one conceptual framework. It might have resulted in a
narrow perspective, although the classification reflects a systems theory
perspective, taking into account how children grow and develop and how
child participation in everyday life situations is influenced by the environ-
ment (Bronfenbrenner & Ceci, 1994; Wachs, 2000; WHO, 2007). Besides,
using the ICF-CY contributed to an understanding of the limitations of the
classification and increased clarity of constructs.

A future challenge will be to include the perspective of children and to de-
velop the screening tool by identifying content for each code set. Results in
the present dissertation has prepared for the tool by identifying a set of eve-
ryday life situations as a basis for brief code sets for child participation.
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I3 CONCLUSION

As the ICF-CY framework was both field trialled and used for analyses in
the dissertation, it runs as a thread through the research, depicting both
advantages and disadvantages of using the conceptual framework. Because
the relation between the constructs of participation and life situations of
the ICF-CY model is not clear, participation was assumed directly affected
by the tasks required, the environmental factors, and the natural environ-
ment in which a child spend time at the moment. Life situations were as-
sumed to be represented by the life areas included in the component Activi-
ties and Participation. Based on professionals’ ratings, the relation between
participation and life situation was established as stronger the more com-
plex and context specific the chapter. According to the distribution of ac-
tivity and participation across the component chapters, the results suggest-
ed a partial overlap between the chapters with early categories appropriate

for younger children whereas late categories seemed more appropriate for
the older.

To assign information to the ICF-CY, the ICF linking rules by Cieza et al.,
were not sufficient. A set of specific ICF-CY linking rules were set up (see
8.3.3) and should serve as a support for other researchers when using the

classification for comparison of content in measures or verbal statements.

According to the initial study, when the utility of the ICF-CY for clinical
work was investigated, professionals perceived that it provided a common
framework in habilitation services. Findings indicated enhanced awareness
of child participation and children’s and families’ views of functioning in
everyday life, a focus corresponding with the organizational goal for habili-
tation services. Applications in daily work concerned primarily assessment
and habilitation planning. Barriers for introduction of the framework in
clinical work were in firsthand the comprehensiveness of the classification
and the time it took to learn and apply the ICF-CY. Reduced sets of cate-
gories were decided for assessment of participation in specific everyday life

situations.

The other three studies, when everyday life situations specific for children
were investigated, established the appropriateness of two sets of ten every-

day life situations as a basis for code sets adapted for younger and older
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children respectively (see Table 11.1). Differences concerned context speci-
ficity depending on maturity and growing autonomy and minor cultural
discrepancies were noted. For infants/preschoolers (0-6 yrs), everyday life
situations focused on developmental milestones whereas social involvement
was prominent for school aged children/adolescents (7-17 yrs).

The sample of everyday life situations, based on professionals’ and parents’
statements, included most chapters in the ICF-CY component Activities
and Participation. However the two ecarliest, Learning and applying
knowledge (d1) and General tasks and demands (d2), were excluded since
they capture basic skills that are important across areas of functioning and
constitute prerequisites for participation. Professionals described everyday
life situations regardless of age, most likely based on traditional assessment
measures, whereas parents’ descriptions differed due to children’s age. The
most obvious differences concerned Communication (d3) and Mobility
(d4); parents suggested these chapters important as everyday life only for
the younger children. Professionals and parents agreed on two chapters that
most likely included everyday life situations: Self-care (d5) and Major life
areas (d8). However, they did not agree on Domestic life (d6) and Social life
(d9); professionals ranked these two chapters significant lower.

As the samples of everyday life situations reflect the perspectives of adults,
further research has to add the perspective of children and youth. Findings
also pointed out the importance to adapt code sets for the different cultures
where they will be used. It will be critical to name the everyday life situa-
tions because the titles of the ICF-CY categories might not bring into mind
“routines that are frequently occurring, comptise sequences of actions, can
be accomplished using a variety of tasks, and are goal-directed with mean-
ing for the children” in accordance with the definition of life situation in
this research. The two sets of everyday life situations will be the basis for
the development of code sets included in the planned screening tool in-
tended for self- or proxy-report from early childhood through adolescence.
To identify content in the code sets and adapt it to the two age groups,
Delphi processes will be used in future studies together with professionals,
parents, and children.
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|4 RECOMMENDATIONS

IMPLEMENTING THE ICF-CY IN CLINICAL PRACTICES

To support implementation, the recommendation is that decisions for what
purpose the ICF-CY should be used in everyday work are taken in before-
hand and that adaptations of systems and routines are prepared.

To plan the implementation and guide colleagues through the process, the
recommendation is to engage a task force that includes experienced profes-
sionals and is headed by a person familiar with the ICF-CY and its practical
use.

To provide effective training, the recommendation is to engage instructors,
allocate time over a long period, and relate the training to everyday working
context of participants.

To encourage the learning process of individual participants, the recom-
mendation is that the training is tailored to different groups of profession-
als based on their previous knowledge.

To improve the conditions for use of the ICF-CY in interdisciplinary
teams, the recommendation is that the training is organized into two parts:
one common for all disciplines and one discipline specific.

APPLYING THE ICF-CY IN CLINICAL WORK

To compile information on children’s functioning and disability, the rec-
ommendation is to supplement information about disease and diagnosis
with functional descriptions based on the ICF-CY model.

To avoid that children are subjected to unnecessary assessment, the rec-
ommendation is to determine a limited kit of the most relevant measures to

be used in assessment and follow-up of functional status of children.

To provide a holistic picture of children’s everyday life situations, the rec-
ommendation is that professionals in interdisciplinary teams use the ICF-
CY as a common framework to profile children’s functioning.
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To prove the use of a holistic picture of children’s everyday life situations,
the recommendation is that professionals increase focus on the ICF-CY
chapters Domestic life (d6), including household tasks, and Social life (d9),
including recreation and leisure.

To motivate interventions, the recommendation is that professionals in
interdisciplinary teams set common participation goals together with chil-
dren and parents reflecting children’s preferences and thereafter continu-
ously relate discipline-specific interventions to these goals.

To achieve sustainable interventions, the recommendation is that profes-
sionals teach parents how to integrate learning opportunities in everyday
life situations as opposed to integrate training in home settings.

ICF-CY REVISIONS

In the on-going revision of the ICF linking rules, including adaptations to
the ICF-CY, the recommendation is to clarify

e that use of manifest analysis is preferable

e how the concepts play and games should be separated

e how to link activities occurring in preschool/school

e how to separate learning from school education

e how to relate ‘behavior’ to Body functions and to Activities and Par-
ticipation

e how to link the sleeping activity.

In the on-going revision of the ICF-CY, the recommendation is to consider
the

e need of a revised ICF-CY model
e need of clarification of constructs

e lack of sleeping as an activity within the component Activities and Par-
ticipation with the suggestion to include it as a new code within Self-
care (d569) and to include ‘rest’ close to ‘relaxation’ in the description
of Recreation and Leisure (d920)

® difficulties to separate the concepts of play and games with the sugges-
tion to exchange ‘play’ with ‘games’ in the title of d9200.
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SUMMARY IN SWEDISH
SVENSK SAMMANFATTNING

Denna sammanliggningsavhandling, som bestdr av fyra delstudier, fokuserar
pa vardagliga livssituationer, det vill sdga vardagssituationer, f6r barn och ung-
domar. Grunden dr att barn utvecklas genom att delta i aktiviteter som foérsig-
gar i de vanliga miljéer dir barnen tillbringar sin vardag. Barn med funktions-
nedsittning ska ges méjlighet att uttrycka sina 6nskningar och behov si att
habiliteringspersonal vet vilka insatser som inledningsvis 4r mest viktiga och
motiverande f6r barnen sjilva. WHO:s Internationella Klassifikation av funkt-
ionstillstind, funktionshinder och hilsa, versionen f6r barn och ungdom, ICF-
CY, definierar olika aspekter av barns och ungas hilsa och livssituation och
utgdr konceptuellt ramverk for arbetet. Vid tidigare prévningar har ICF-CY
bedémts intressant for klinisk anvindning och visat att kartliggningar gors
noggrannare och med ett signifikant 6kat fokus pd delaktighet och omgiv-
ningsfaktorer. Den har dock bedémts som alltfér omfattande. For att 6ka an-
vindbarheten av klassifikationen i dagligt arbete, kan code sets med for olika
indamal. utvalda brikdelar” av ICF-CY kategorier anvindas. Fokus f6r detta
avhandlingsarbete dr att identifiera barns vanligaste vardagssituationer for att i
ett senare arbete utveckla code sets med fokus pa delaktighet i vardagssituat-
ioner.

Det langsiktiga malet for forskningen dr ett tvirvetenskapligt ICF-CY baserat
instrument for kartliggning av barn och ungdomar med funktionsnedsittning-
ar. Det ska besta av code sets och anvindas vid screening av barns och ungas
fungerande i vardagen for att barnen ska kunna uttrycka hur de sjilva ser pa sin
situation och vad de i forsta hand 6nskar hjilp med frin habiliteringen. De
mera kortsiktiga mal, som rymts inom avhandlingen, har varit att 1 Studie I un-
derscka hur habiliteringspersonal uppfattar ICE-CY vid klinisk anvindning fér
att utifrdn deras erfarenheter planera utvecklingen av instrumentet. Syftet for
de efterfoljande studierna har varit att identifiera en uppsittning av vardagssi-
tuationer som ska ligga tillerund f6r utveckling av ICF-CY code sets. Dessu-
tom har relationen mellan aktivitet, delaktighet och livssituation studerats, ef-
tersom dessa nyckelbegrepp 1 klassifikationen inte varit helt klart definierade.
Avhandlingen har en huvudsakligen deskriptiv design med kvalitativ inriktning.
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Studie |. Exploring Changes over Time in Habilitation Professionals’
Perceptions and Applications of the ICF-CY

Syftet var att studera hur personal i interdisciplindra team upplevde anvind-
barheten av ICF-CY inom habiliteringsverksamhet. Urvalet utgjordes av 113
habiliteringspersonal i 14 interdisciplindra team fran sex lin inom Uppsala-
Orebro regionen. Studien var longitudinell och data insamlades med enkiter
och intervjuer vid tre tillfallen — under ICF/ICF-CY utbildning, 1 4r resp 2,5 ar
efter. Databearbetning genomf6rdes med kvalitativ innehéllsanalys och kvanti-
tativ beskrivande analys . Resultatet visade bland annat att implementeringen
av ICP-CY krivde anpassningar av befintliga rutiner och material men att klas-
sifikationen upplevdes anvindbar f6r kartliggning och habiliteringsplanering.
Den bidrog till nya perspektiv pa barnens behov och 6kade fokus pa delaktig-
het.

Studie 2. Identifying Child Functioning from an ICF-CY Perspective.
Everyday Life Situations Explored in Measures of Participation

Syftet var att identifiera vardagssituationer baserat pa innehdllet i kartliggnings-
instrument fokuserade pa delaktighet. Studien utférdes med strukturerad litte-
ratursOkning med fokus pa artiklar om mitinstrument f6r barn med funktions-
nedsittning. Items 1 instrument med ett identifierat fokus péd delaktighet linka-
des till ICF-CY koder f6r att mojliggéra jaimférelse och analys av innehallet i
relation till vardagssituationer . Tre vardagssituationer identifierades for barn i
alla aldrar. Det framkom en skillnad mellan vardagssituationer for férskolebarn
i férhallande till toniringar.

Studie 3. Professionals’ Views of Children’s Everyday Life Situations and
the Relation to Participation

Syftet var att identifiera vardagssituationer baserat utifrin de professionellas
perspektiv. Ett annat syfte var att jaimfora hur vardagssituationer och delaktig-
het uppfattades relaterat till ICF-CY kategorier inom komponenten Aktiviteter
och Delaktighet. Studien hade en ’concurrent mix methods design’. Urvalet
utgjordes av 297 habiliteringspersonal och studenter pd avancerad niva i Sve-
rige, USA och Portugal. Data samlades in med en &ppen friga angiende barns
vardagssituationer parallellt med en enkit angidende bestimning av begreppen
delaktighet respektive vardagssituationer. Svaren pd den &ppna fragan linkades
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till ICF-CY koder. Data fran de tva datainsamlingarna integrerades. Elva var-
dagssituationer identifierades, delvis andra 4n de som identifierats i studie 2.
Det framkom en skillnad mellan vardagssituationer f6r férskolebarn, skolbarn,
och toniringar samt en viss skillnad vad giller deltagarnas uppfattning bero-
ende pa arbetsomrdade och kulturell bakgrund. Svenska deltagare tycktes mera
fokuserade pd barns fungerande i vardagssituationer jimfort med de Gvriga
som mera fokuserade pi testsituationer. Vad gillde relationen mellan begrep-
pen livssituation och delaktighet, si var kopplingen starkast f6r kommunikat-
ion, interaktion, viktiga livsomrdden sasom lek, utbildning och arbete och soci-
alt liv.

Studie 4. Applying the ICF-CY to Identify Children’s Everyday Life
Situations

Syftet var att integrera resultatet frin studie 3 med resultatet fran andra studier
som genomférts under samma tidsperiod for att foga ett foraldraperspektiv till
det professionella perspektivet. Tre externa studier inkluderades: en svensk
studie om nitverkens perspektiv pa vardagssituationer fér barn med svara
funktionsnedsittningar, ett USA-kanadensiskt projekt for att utveckla ett kart-
liggningsinstrument fokuserat pa delaktichet och omgivning samt en sydafri-
kansk studie for att identifiera items till ett kartliggningsinstrument f6r barns
delaktighet i vardagssituationer. Analyser gjordes genom att linka uppgifter till
ICEF-CY koder. Det framkom att fordldrars och personals uppfattningar av
barns vardagssituationer dverensstimde nir det gillde personlig vird och vik-
tiga livssituationer men att de skiljde sig nir det gillde hemliv och socialt liv.
Tva uppsittningar av 8 respektive 10 vardagssituationer utkristalliserades, an-

passade for foérskolebarn respektive f6r skolbarn och tonaringar.

Huvudresultat och diskussion

ICF-CY ansigs anvindbart som gemensamt ramverk f6r tvirvetenskapliga
habiliteringsteam, frimst for kartliggning och habiliteringsplanering. Det
krivdes dock tid och anpassningar av befintliga rutiner fér att klassifikat-
ionen skulle bli implementerad i dagligt arbete. Processen hade sannolikt
paskyndats om dessa anpassningar varit klara i f6rvig.

Vardagssituationer relaterades till de sena ICF-CY kapitlen d3-d9 med do-
minans fér personlig vird (d5) och viktiga livssituationer (d8). En trolig
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forklaring till att de tva forsta kapitlen, vilka avser lirande, tillimpande av
kunskap och barnets hanterande av allminna uppgifter och krav, inte jim-
stills med en vardagssituation beror troligen pi att de utgdr forutsittningar
tor delaktighet inom 6vriga omraden. Tva uppsittningar med tio vardagssi-
tuationer bestimdes for yngre (0-6 ar) respektive dldre barn (7-17 ar). De
skiljde sig genom att fokusera pa milstolpar 1 barns utveckling f6r yngre och
pé sociala aktiviteter for dldre barn. Det var tydligt att frildrar framholl
hushéllsgbromdl och socialt liv 1 hégre grad dn de professionella. For barn
med funktionsnedsittning utgdr dessa vardagssituationer goda tillfillen for
tordldrar att stimulera sitt barns utveckling i naturliga situationer och mil-
joer, vilket dr en fruktbar strategi jimfort med att professionella implemen-

terar strukturerade triningstillfillen 1 hemmet.

Grundat pd de professionellas utsagor, bedémdes relationen mellan livssi-
tuation och delaktighet starkare ju mer komplext och situationsbundet som
innehallet i ett aktivitets-/delaktighetskapitel var. Nir det gillde fordelning-
en av ‘aktivitet’ respektive ‘delaktighet” 6ver kapitlen, tydde resultatet pa en
delvis 6verlappning mellan aktivitets- och delaktighetskapitlen, vilket var i
6verensstimmelse med alternativ 2 1 ICF-CY, samt att tidiga kategorier
inom kapitlet var tillimpliga f6r yngre barn och de senare for dldre. I sam-
band med att data linkades till ICF-CY koder, uppmirksammades behov av
linkningsregler utéver de ICF regler som fanns besktivna. Det uppmirk-
sammades ocksd att aktiviteten ’att sova’ saknas och att det foreligger ett
behov av mindre justeringar inom klassifikationen fér att missférstand ska
undvikas. Rekommendationer kring detta samt kring implementering och
anvindning av klassifikationen i kliniskt arbete presenteras i slutet av av-

handlingen.

De tva uppsittningarna av vardagssituationer kommer att ligga till grund
for fortsatt arbete fOr att identifiera innehall i code sets. Det dr ocksa viktigt
att barn och unga sjilva fir komma till tals, dels f6r att faststilla vilka var-
dagssituationer som ir viktigast men ocksd for att bestimma rubriker som
speglar deras uppfattning om det som férekommer i vardagen och for att
diskutera innehall i code sets.

99



ACKNOWLEDGEMENTS

My way up to the present research and finally a dissertation has been an
exciting and comprehensive journey, which had not been possible to com-
plete without a number of facilitating environmental factors, in first hand
personal support and relationships. From the very beginning, I have been
met with positive attitudes from people around me. Fortunately there have
been supportive systems and policies in Sweden and elsewhere facilitating
my engagement in the research education and enabling interesting and val-
uable national and international exchange experiences. I am deeply grateful
for the kindness and friendship I have received along the way and send my
warmest thanks to all who have contributed. Closest to my heart is my hus-
band Morgan, who has never complained about my absence from home or
my absent-mindedness but rather has taken a greater responsibility to make

our common everyday life situations work. All my love to you!
ryday y y

The journey started 14 years from now when I entered the international
master course Farly Intervention and Family Support in Visterds. The very
engaged professors Eva Bjorck-Akesson and Mats Granlund drilled me and
my course mates in constructs, systems, and theories and my respect for all
the knowledge they possess grew during the course. This challenging intro-
duction into the world of habilitation research opened my eyes to perspec-
tives beyond the borders of Swedish habilitation services. Thanks for the
lessons, all () the assignments, the beautiful floral wreath I got the last day,
and continued encouragement after the course ended. Other warm thanks
go to all course mates, especially to Eva Resare and Ella Widuch-Berg,
without whose companionship and shared laughter I never would have re-
membered this period with such joy.

Together we heard about the ICF (at that time presented as ICIDH beta
version) in the evening of February 5, 1998 and I made my first acquaint-
ance with professor Rune | Simeonsson from University of North Carolina
at Chapel Hill (UNC-CH), later also professor at Jonkoping University. 1
must admit, that the classification and all its constructs confused me but my
boss at that time, Ann-Sofie Holmberg, became intensely engaged and

pushed me into the ongoing trials. Thank you Ann-Sofie, you made me a

100



favor and your confidence in me strengthened my self-esteem and helped
that I finally dared to take the step into the academic world.

My academic everyday life situation is very much connected to the friendly
and supportive, interdisciplinary research environment CHILD (Children-
Health-Intervention-Learning-Development) developed by Eva and Mats.
Although 1 earnestly tried to avoid further research, the two hooked me
after some years and offered me the opportunity to work with them, Mia
Pless, Nina Ibragimova (Klang), and Rune in the I-CY-HAB project that
was part of an EU-MHADIE project (Measuring Health and Disability in
Europe). That experience became completely revolutionary to me. Mia and
Nina, how many nights have we spent together in the same hotel room,
gigeling, laughing, and snoring? Thanks for being the best of colleagues,
roommates, and friends! Researching on the ICF-CY builds on participa-
tion and must be performed with pleasure - I know that now! But Nina,
how worried I was when we thought you were giving birth in my car during
a data collection trip!

Despite challenges like this and like an Italian ICF Training programme
ingoing in the EU-MHADIE project, my motivation grew to research on
my own. A stop on the journey was the matter of money and once again,
my gratitude is directed towards Eva and Mats and their support. The ap-
plication became successful and they opened the doors to the Milardalen
ISB corridor for me, giving me the favor to go on working with the
‘CHILDers” Agneta, Anna, Anne, Jenny, Lena, Lilly, Maria, Martina, Nina,
Regina, and the rest of you — thanks for an unforgettable time! You never

ever made me feel too old for your community!

In a short while, the journey would take a different direction because as a
doctoral student I belonged to the School of Learning and Communication
(HLK) at Jonkdping University but also to the Swedish Institute of Disabil-
ity Research (SIDR). Doctoral courses at various universities made the trip
go ‘hither and thither’ but I always felt welcomed in the corridor at HLK,
thanks to Lillian Brinsvik-Karlsson and Katarina Anemyr who have been
department managers during these years. However, my academic everyday
life had been so much lonelier and more frustrating without local friends.
Marita Falkmer, at the moment living on the other side of the globe, Ann
Simmeborn-Fleischer, Ylva Stiahl, Anna-Karin Axelsson, and more: you

have no idea of how much you have meant to me — thanks for everything!

101



Other special thanks to Gregor Maxwell with whom I have shared the
room, to Johan Malmqvist who thoroughly read my texts as one of my su-
pervisor-team, and to Torbjérn Falkmer who initially convinced me that a
licentiate would not be sufficient.

The journey sometimes went to other continents. I am very grateful for the
confidence to become a GEDS Guinea Pig, providing me the opportunity
to spend 4 months at UNC-CH as a visiting scholar. The open atmosphere
at the university was over-whelming and I can never thank Rune and Irene
Zipper with staff enough for introducing me to the American environ-
ments. In addition, very special thanks will be sent to Susanne Nelson, my
dedicated and helpful hostess during the stay in Chapel Hill. Other im-
portant acquaintances abroad are Ana Isabel Pinto in Porto and Juan
Bornman with staff in Pretoria, providing me not only academic experienc-
es of a unique kind but also friendship. Thanks to all of youl!

The research was financially supported by FAS (Swedish Council for Work-
ing Life and Social Research), EU-MHADIE project, Sunnderdahl Disabil-
ity Fund, The Mayflower Charity Foundation for Children, Folke Berna-
dotte Foundation, School of Learning and Communication at Jénképing
University, Habilitation services at the County Council of Dalecarlia. It was
contributed to the EU-MURINET project (Multidisciplinary Research
Network on Health and Disability in Europe).

My dissertation has come to its end. I am what I am becanse of who we all are. 1
would never have been what I am now without the support from what you
all are: supervisors, colleagues, family, and friends. I want to give special
thanks to Eva Bjorck-Akesson because she controlled my funds, believed in
me, and encouraged me when I doubted my abilities; to my supervisor Mats
Granlund for his patience and all good advice; to my co-supervisor Mia
Pless for encouragement, wisdom, and specific comments based on her
insight in ‘my clinical world’; to Rune | Simeonsson for being part of my
supervisor-team, providing so many good ideas to my work and corrections
to my language; to my current boss Maja Gilbert-Westholm and her staff
for allowing me to be away but who always told how happy they were when
I showed up again; to my daughters Karin and Anna and their husbands for
all the good moments; to friends for being there for me; to Anita
Ljungqvist for letting me share her home in J6nkoping and for becoming

such a dear friend; and last but not least, once again to Morgan.

102



REFERENCES

Adolfsson, M., & Granlund, M. (2008). Aterrapportering efter utbildning i
ICF/ICF-CY fér Habiliteringarna i Ostergétlands lin [Report to
the County Council of Ostergétland]. Research environment
CHILD, University of Jonkoping, Sweden.

Adolfsson, P. (2010). Food related activities and food intake in everyday life among
people with intellectual disabilities. Uppsala University, Uppsala.

Adolph, K. E. (2008). Learning to Move. Current Directions in Psychological
Science, 17(3), 213-218.

Algurén, B. (2010). Functioning after stroke. An application of the International
Classification of Functioning, Disability and Health (ICF). J6nkoping
University, Jonk6ping.

Allbrink Oscarson, K., & Eliasson, A.-C. (2006). Goal setting in CIC training
Jor children with spina bifida. Paper presented at the 50th Annual
Meeting of the Society for Research into Hydrocephalus and Spina
Bifida.

Allet, L., Biirge, E., & Monnin, D. (2008). ICF: Clinical relevance for
physiotherapy? A critical review. Advances in Physiotherapy, 10(3),
127-137.

Almaqvist, L. (2006). Children s health and developmental delay: Positive functioning
in every-day life. Orebro University.

Almgqpvist, L., Uys, C. J. E., & Sandberg, A. (2007). The concepts of
participation, engagement and flow: A matter of creating optimal
play experiences. South African Journal of Occupational Therapy, 37(3),
8-13.

Antonovsky, A. (2005). Hdalsans mysterium [Unraveling the mystery of bhealth).
Stockholm: Natur och Kultur.

Auperin, A., Pignon, J. P., & Poynard, T. (1997). Review article: Critical
review of meta-analyses of randomized clinical trials in
hepatogastroenterologoy. A/iment Pharmacological Therapy, 11, 215-
225.

Badley, E. M. (2008). Enhancing the conceptual clarity of the activity and
participation components of the International Classification of
Functioning, Disability, and Health. Social Science & Medicine, 66,
2335-2345.

Bagnato, S. J. (2005). The authentic alternative for assessment in early
intervention: An emerging evidence-based practice. Journal of Early
Intervention, 28(1), 17-22.

Bagnato, S. J., Neisworth, J. T., & Pretti-Frontczak, K. (2010). LINKing
authentic assessment & early childbood intervention. Best measures for best
practices (2 ed.). Baltimore, MD: Paul Brookes.

103



Baird, M. W., & Vargus-Adams, J. (2010). Outcome measures used in
studies of botulinum toxin in childhood cerebral palsy: A
systematic review. Journal of Child Neurology, 25(6), 721-727.

Balton, S. (2009). Family-based activity settings of typically developing three-to-five-

year old children in a low-income African context. University of Pretoria
Pretoria.

Baxter, P. (2007). Disabled child or child with a disability? Developmental
Medicine & Child Neurology, 49, 803.

Becker, H. (2006). Measuring health among people with disabilities. Famzly
& Community Health, 29, 70S-778S.

Beckung, E., & Hagberg, G. (2002). Neuroimpairments, activity limitations,
and participation restrictions in children with cerebral palsy.
Developmental Medicine and Child Neurology, 44(05), 309-316.

Bedell, G., Cohn, E. S., & Dumas, H. M. (2005). Exploring parents' use of
strategies to promote social participation of school-age children
with acquired brain injuries. The American Journal of Occupational
Therapy, 59(3), 273-284.

Bedell, G., Khetani, M. A., Cousins, M., Coster, W., & Law, M. (2011).
Parent perspectives to inform development of measures of
children's participation and environment. Archives of Physical Medicine
and Rebabilitation , 92(5), 765-773.

Berk, L. B. (2009). Child development (8 ed.). Boston: Pearson Int Ed.

Bernheimer, L. P., & Keogh, B. K. (1995). Weaving interventions into the
fabric of everyday life: An approach to family assessment. Topics in
Early Childhood Special Education, 15(4), 415.

Beukelman, D. R., & Mirenda, P. (2005). Augmentative and alternative
communication (3 ed.). Baltimore: Paul H Brookes.

Bhaskar, R., & Danermark, B. (2006). Metatheory, interdisciplinarity and
disability research: A critical realist perspective. Scandinavian Journal
of Disability Research, §(4), 278-297.

Bickenbach, J. E. (2009). Disability, culture and the UN convention.
Disability and Rebabilitation, 31(14), 1111-1124.

Bickenbach, J. E. (2010). Ethical considerations in applying the ICF. In E.
Mpoftu & T. Oakland (Eds.), Rebabilitation and health assessment.
Applying ICF guidelines (pp. 47-65). New York: Springer Publishing
Company.

Bickenbach, J. E., Chatterji, S., Badley, E. M., & Ustun, T. B. (1999).
Models of disablement, universalism and the international
classification of impairments, disabilities and handicaps. Socia/
Science & Medjeine, 48(9), 1173-1187.

Bille, B., & Olow, 1. (1999). Barnbabilitering vid rirelsehinder och andra
nenrologiskt betingade funktionshinder [Habilitation for children with mobility
disabilities or other nenrological disabilities). Stockholm: Liber.

104



Bischofberger, E., Dahlqvist, G., & Elinder, G. (1991). Barnets integritet. Etik
7 vardens vardag [The integrity of children. Ethics in everyday care).
Falkoping: Almqvist & Wiksell.

Bjérck-Akesson, E., & Granlund, M. (2002). At arbeta med gemensan
problemlisning [To work with a common problem-solving process]. Visteras:
Malardalen University.

Bjorck-Akesson, E., & Granlund, M. (2005). Early intervention in Sweden.
A developmental systems perspective. In M. J. Guralnick (Ed.), The
Developmental Systems Approach to Early Intervention. Baltimore: MD:
Paul H. Brookes

Bjérck—Akesson, E., Wilder, J., Granlund, M., Pless, M., Simeonsson, R.,
Adolfsson, M., et al. (2010). The International Classification of
Functioning, Disability and Health and the version for children and
youth as a tool in child habilitation/early childhood intetvention -
Feasibility and usefulness as a common language and frame for
practice. Disability and Rebabilitation, 32(S1), S125-S138.

Bonanni, P., Nappi, S., Moret, O., Nogarol, A., Santin, M., Randazzo, G., et
al. (2009). Functioning and disability in patients with Angelman's
Syndrome: utility of the ICF-CY framework. Disability and
Rehabilitation, 31(S1), S121-8127.

Bornman, J., & Murphy, J. (2006). Using the ICF in goal setting: Clinical
application using Talking Mats. Disability and Rebabilitation Assistive
Technology, 1(3), 145-154.

Bornman, J., & Rose, J. (2010). Belzeve that all can achieve. Increasing classroom
participation in learners with special support needs. Pretoria: Van Shaik.

Boyd, R. N., & Hays, R. M. (2001). Outcome measurement of effectiveness
of botulinum toxin type A in children with cerebral palsy: an
1CIDH-2 approach. Eurgpean Journal of Neurology, 8(s5), 167-177.

Bronfenbrenner, U. (1979). The ecology of human development: Experiments by
nature and design. Cambridge: Harward University Press.

Bronfenbrenner, U., & Cedj, S. J. (1994). Nature-nurture reconceptualised
in developmental perspective: a bioecological model. Psych Rev, 101,
568-586.

Brotherson, M. J. (2001). The role of families in accountability. Journal of
Early Intervention, 24(1), 22-24.

Brotherson, M. J., Cook, C. C., Erwin, E. J., & Weigel, C. J. (2008).
Understanding self-determination and families of young children
with disabilities in home environments. Journal of Early Intervention,
31(1), 22-43.

Brown, M., & Gordon, W. A. (2004). Empowerment in measurement:
"Muscle", "Voice", and Subjctive Quality of Life as a Gold
Standard. Archives of Physical Medicine and Rebabilitation , 85(SuppL 2),
S13-820.

105



Bruyere, S. M., Van Looy, S. A., & Peterson, D. B. (2005). The
International Classification of Functioning, Disability and Health:
Contemporary literature overview. Rebabilitation Psychology, 50(2),
113-121.

Buysse, V., & Wesley, P. W. (2005). Consultation in early childhood settings.
Baltimore: Paul Brookes.

Cardol, M., De Jong, B. A., & Qard, C. D. (2002). On autonomy and
participation in rehabilitation. Dzsability and Rehabilitation, 24(18),
970-974.

Carlson, J. F., Benson, N., & Oakland, T. (2010). Implications of the
International Classification of Functioning, Disability and Health
(ICF) for test development and use. Schoo/ Psychology International,
31(4), 353-371.

Carter, E. W., Lane, K. L., Pierson, M. R., & Stang, K. K. (2008).
Promoting self-determination for transition-age youth: Views of
high school general and special educators. Exceptional Children,
75(1), 55-70.

Cheetham, G., & Chivers, G. (2001). How professionals learn in practice:
An investigation of informal learning amongst people working in
professions. Journal of European Industrial Training, 25(5), 248-292.

Cieza, A., Brockow, T., Ewert, T., Amman, E., Kollerits, B., Chatterji, S., et
al. (2002). Linking health-status measurements to the International
Classification of Functioning, Disability and Health. Journal of
Rebabilitation Medicine, 34(5), 205-210.

Cieza, A., Chatterji, S., Andersen, C., Cantista, P., Herceg, M., Melvin, J., et
al. (2004). ICF Core Sets for depression. Journal of Rebabilitation
Medicine, 36, 128-134.

Cieza, A., Ewert, T., Ustiin, T. B., Chatterji, S., Kostanjsek, N., & Stucki, G.
(2004). Development of ICF Core Sets for patients with chronic
conditions. Journal of Rebabilitation Medicine, 36, 9-11.

Cieza, A., Geyh, S., Chatterji, S., Kostanjsek, N., Ustiin, B., & Stucki, G.
(2005). ICF linking rules: an update based on lessons learned.
Journal of Rebhabilitation Medicine, 37(4), 212-218.

Cieza, A., & Stucki, G. (2005). Content comparison of health-related quality
of life (HRQOL) instruments based on the International
Classification of Functioning, Disability and Health (ICF). Quality of
Life Research, 14(5), 1225-1237.

Cieza, A., & Stucki, G. (2008). The International Classification of
Functioning, Disability and Health: Its development process and
content validity. Ewuropean Journal of Physical Medicine Rebabilitation, 44,
303-313.

106



Cieza, A., Stucki, G., Weigl, M., Disler, P., Jickel, W., van der Linden, S., et
al. (2004 ). ICF Core Sets for low back pain. Journal of Rebabilitation
Medicine, Suppl 44, 69-74.

Colver, A. (2006). What are we trying to do for disabled children? Current
Paediatries, 16(7), 501-505.

Conti-Becker, A. (2009). Between the ideal and the real: Reconsidering the
international classification of functioning, disability and health.
Disability and Rebabilitation, 31(25), 2125-2129.

Coster, W., & Khetani, A. M. (2007). Measuring participation of children
with disabilities: Issues and challenges. Disability and Rebabilitation,
30(8), 639-648.

Coster, W., Law, M., Bedell, G., Khetani, M., Cousins, M., & Teplicky, R.
(Submitted). Development of the Participation and Environment
Measure for Children and Youth (PEM-CY).

Coster, W., Mancini, M. C., & Ludlow, L. H. (1999). Factor structure of the
school function assessment. Educational and Psychological Measurement,
59, 665-6717.

Cowart, B. L., Saylor, C. F., Dingle, A., & Mainor, M. (2004). Social skills
and recreational preferences of children with and without
disabilities. North American Journal of Psychology, 6(1), 27-42.

Creswell, J. W. (1998). Qualitative inquiry and research design. Choosing among five
traditions. London: SAGE Publications.

Creswell, J. W. (2009). Research design. Qualitative, quantitative, and mixed
methods aproaches (3rd ed.). Los Angeles: Sage.

Csikszentmihalyi, M., & Hunter, . (2003). Happiness in everyday life: The
uses of experience sampling. Journal of Happiness Studies, 4(2), 185-
199.

Danermark, B. (2005). Sociologiska perspektiv pa funktionshinder och
handikapp. In B. Danermark (Ed.), Sociologiska perspektiv pad
Sfunktionshinder och handikapp [Sociological perspectives on disability and
handicap]. Lund: Studentlitteratur.

Danermark, B., Ekstrém, M., Jakobsen, L., & Katlsson, J. C. (2002).
Explaining society. Critical realism in the social sciences. New York:
Routledge.

Darrah, J. (2008). Using the ICF as a framework for clinical decision
making in pediatric physical therapy. Advances in Physiotherapy, 10(3),
146-151.

Darzins, P., Fone, S., & Darzins, S. (20006). The International Classification
of Functioning, Disability and Health can help to structure and
evaluate therapy. Australian Occupational Therapy Journal, 53(2), 127-
131.

Davis, A. M., Wong, R., Badley, E. M., & Gignac, M. A. (2009). There's
more to life than everyday function: the challenge of measuring

107



social role participation in ankylosing spondylitis. Nature Clinical
Practice Rheumatology, 5(1), 46-51.

Deci, E. L., & Ryan, R. M. (2000). The 'what' and 'why' of goal pursuits:
Human needs and the self-determination of behavior. Psychological
Inquiry, 11(4), 227.

Docherty, S., & Sandelowski, M. (1999). Focus on qualitative methods.
Interviewing children. Research in Nursing & Health, 22, 177-185.

Downer, J. T., Booren, L. M., Lima, O. K., Luckner, A. E., & Pianta, R. C.
(2010). The Individualized Classroom Assessment Scoring System
(inCLASS): Preliminary reliability and validity of a system for
observing preschoolers' competence in classroom interactions.
Early Childhood Research Quarterly 25, 1-16.

Duis, S. S., Summers, M., & Summers, C. R. (1997). Parent versus child
stress in diverse family types: An ecological approach. Topics in
Early Childhood Special Education, 17(1), 53-73.

Dunst, C. J., & Bruder, M. (1999a). Family and community settings, natural
learning environments, and children's learning opportunities.
Children's learning opportunities report, 1(2).

Dunst, C. J., & Bruder, M. (1999b). Increasing children's learning
opportunities in the context of family and community life.
Children's learning opportunities report, 1(1).

Dunst, C. J., Bruder, M. B., Trivette, C. M., Hamby, D., Raab, M., &
McLean, M. (2001). Characteristics and consequences of everyday
natural learning opportunities. Topics in Early Childbood Special
Education, 21(2), 68.

Dunst, C. J., Bruder, M. B., Trivette, C. M., & Hamby, D. W. (20006).
Everyday activity settings, natural learning environments, and early
intervention practices. Journal of Policy and Practice in Intellectnal
Disabilities, 3(1), 3-10.

Dunst, C. J., Hamby, D., & Brookfield, J. (2007). Modeling the effects of
early chidhood intervention variables on parent and family well-
being. Journal of Applied Quantitative Methods, 2(3), 268-288.

Dunst, C. J., Trivette, C., Hamby, D., & Bruder, M. (2006). Influences of
contrasting natural learning environment experiences on child,
patent and family well-being. [10.1007/s10882-006-9013-9]. Journal
of Developmental and Physical Disabilities, 18(3), 235-250.

Dunst, C. J., Trivette, C., & LaPointe, N. (2000). Meaning and key
characteristics of empowerment. In C. Dunst, C. Trivette & A.
Deal (Eds.), Supporting and strengthening families. Methods, strategies and
practices. Cambridge: Brookline.

Dunst, C. J., Trivette, C., Raab, M., & Masiello, T. L. (2008). Early child
contingency learning and detection: Research evidence and
implications for practice. Exceptionality, 16, 4-17.

108



Ebersohn, L., & Eloff, I. (2006). Identifying asset-based trends in
sustainable programmes which support vulnerable children. Soxzh
African Journal of Education, 26(3), 457—472.

Egilson, S. T., & Traustadoéttir, R. (2009). Theoretical perspectives and
childhood participation. Scandinavian Journal of Disability Research,

11(1), 51-63.

Ellingsen, K. M. (2011). Deriving developmental code sets from the International
Classification of Functioning, Disability and Health - for Children and Y outh
(ICF-CY). University of North Carolina at Chapel Hill, Chapel Hill.

Eloff, I., & Ebersohn, L. (2001). The implications of an asset-based
approach to early intervention. Perspectives in Education, 10(3), 147-
158.

Ericsson, K. (2005). Den svenska handikappreformen och 1946 ars
normaliseringsprincip [The Swedish handicapp reform and the
1946 principle of normalization|. Handikapphistorisk Tidskrift, 13,
36-50.

Eriksson, L. (2000). Participation and disability - a study of participation in school
Jor children and youth with disabilities. Stockholm: Karolinska institutet,
Department of Woman and Child Health, Child and Adolescent
Psychiatric Unit.

Eriksson, L., & Granlund, M. (2004a). Conceptions of participation in
students with disabilities and persons in their close environment.
Journal of Developmental and Physical Disabilities, 16(3), 229-245.

Eriksson, L., & Granlund, M. (2004b). Perceived participation. A
comparison of students with disabilities and students without
disabilities. Scandinavian Journal of Disability Research, 6(3), 206-224.

Eriksson, L., & Granlund, M. (In prep). The concept of participation -
Frequency of participation and momentary participation, related
but different dimensions of participation.

Escorpizo, R., Ekholm, J., Gmiinder, H., Cieza, A., Kostanjsek, N., &
Stucki, G. (2010). Developing a core set to describe functioning in
vocational rehabilitation using the International Classification of
Functioning, Disability, and Health (ICF). Journal of Occupational
Rehabilitation, 20(4), 502-511.

Florian, L., Hollenweger, J., Simeonsson, R. J., Wedell, K., Riddell, S., Terzi,
L., et al. (20006). Cross-cultural perspectives on the classification of
children with disabilities: Part I. Issues in the classification of
children with disabilities. Journal of Special Edncation, 40(1), 36-45.

Fraser, N. (2001). Recognition without ethics? Theory, Culture & Society 18
(2-3), 21-42.

Fulkerson, J. A., Story, M., Mellin, A., Leffert, N., Neumark-Sztainer, D., &
French, S. A. (20006). Family dinner meal frequency and adolescent

109



development: Relationships with developmental assets and high-
risk behaviors. Journal of Adolescent Health, 39(3), 337-345.

Fusaro, G., Maspoli, M., & Vellar, G. (2009). The ICF-based funtioning
profiles of school children in care with the neuropsychiatric
community services in the Piedmont region: Evidences for better
caring and programming. Disability and Rebabilitation, 31(S1), S61-
S66.

Forhammar, S. (2007). Fran tarande till narande. Funktionshinder, utbildning och
socialpolitik i Sverige [From beeing wasting to being nutritions: disability,
edncation and social policy in Sweden]. Lund: Studentlitteratur.

Gallimore, R., Coots, J., Weisner, T., Garnier, H., & Guthrie, D. (1996).
Family responses to children with developmental delays II:
Accommodation intensity and activity in early and middle
childhood. American Journal on Mental Retardation, 101, 215-232.

Garth, B., & Aroni, R. (2003). 'T value what you have to say'. Seeking the
perspective of children with a disability, not just their parents.
Disability & Society, 18(5), 561 - 576.

Geyh, S., Cieza, A., Schouten, J., Dickson, H., Frommelt, P., Omar, Z., et
al. (2004). ICF Core Sets for stroke. Journal of Rebhabilitation Medicine,
36, 135-141.

Geyh, S., Kurt, T., Brockow, T., Cieza, A., Ewert, T\, Omar, Z., ct al.
(2004). Identifying the concepts contained in outcome measures of
clinical trials on stroke using the International Classification of
Functioning, Disability and Health as a reference. Journal of
Rehabilitation Medicine, 36, 56-62.

Gibson, B. E., Darrah, J., Cameron, D., Hashemi, G., Kingsnorth, S.,
Lepage, C., et al. (2009). Revisiting therapy assumptions in
children's rehabilitation: clinical and research implications. Disability
and Rebabilitation, 31(17), 1446-1453.

Ginsburg, K. R. (2007). The importance of play in promoting healthy child
development and maintaining strong parent-child bonds. Pediatrics,
119(1), 182-191.

Granat, T., Lagander, B., & Bétjesson, M. C. (2002). Parental participation
in the habilitation process - evaluation from a user perspective.
Child: Care, Health & Development, 28(6), 459-467.

Graneheim, U. H., & Lundman, B. (2004). Qualitative content analysis in
nursing research: concepts, procedures and measures to achieve
trustworthiness. Nurse Education Today, 24(2), 105-112.

Granlund, M., Bjérck—Akesson, E., Eriksson-Augustine, L., Pless, M.,
Simeonsson, R. J., Maxwell, G., et al. (Accepted). Differentiating
activity and participation of children and youth with disability in
Sweden: A third qualifier in ICF-CY? Awmerican Journal of Physical
Medicine & Rehabilitation.

110



Greenhalgh, T., Robert, G., Macfarlane, F., Bate, P., & Kyriakidou, O.
(2004). Diffusion of Innovations in service organizations:
Systematic review and recommendations. The Milbank Quarterly,
82(4), 581-629.

Grill, E., Ewert, T., Chattetji, S., Kostanjsek, N., & Stucki, G. (2005). ICF
Core Sets development for the acute hospital and eatly post-acute
rehabilitation facilities. Disability and Rebabilitation, 27(7-8), 361-366.

Grimby, G., Harms-Ringdahl, K., Morgell, R., Nordenski6ld, U., & Stibrant
Sunnerhagen, K. (2005). ICF - klassifikation av funktionshinder vid
vanliga sjukdomstillstind. Ett internationellt utvecklingsarbete [ICF
- classification of disabilities in common health conditions. An
international development work]. Ldkartidningen, 102(37), 2556-
2559.

Grunewald, K. (2003). Close the institutions for the intellectually disabled.
Everyone can live in the open society. A pamphlet on the
European Year of People with Disabilities.

Grunewald, K., & Bakk, A. (2004). Omsorgsboken - en bok om ménniskor med
begavningsmassiga funktionshinder [The book about care for people with
intellectnal disabilities]. Stockholm: Liber.

Gronvik, L. (2007). Definitions of disability in social sciences. Methodological
perspectives. Uppsala University, Uppsala.

Guralnick, M. J. (1997). Second-generation research in the field of early
intervention. In M. J. Guralnick (Ed.), The effectiveness of early
intervention (pp. 3-20). Baltimore: Paul H. Brookes

Guralnick, M. J. (2007). Future directions in early intervention. Paper presented at
the Second ISEI conference.

Guralnick, M. J. (2010). Eatly intervention approaches to enhance the peer-
related social competence of young children with developmental
delays. Infants & Young Children, 23(2), 73-83.

Guralnick, M. J., Connor, R. T\, Neville, B., & Hammond, M. A. (2000).
Promoting the peer-related social development of young children
with mild developmental delays: Effectiveness of comprehensive
intervention. American Journal on Mental Retardation, 111(5), 336-356.

Habiliteringschefer, F. S. (2009). Policy fo6r habilitering 1 Sverige [Policy for
Swedish habilitation |. Retrieved from www.habiliteringschefer.se.

Hacking, 1. (2004). Social konstruktion - av vad? [The social construction of what?].
Stockholm: Thales.

Heah, T., Caste, T., McGuire, B., & Law, M. (2007). Successful
participation: The lived experience among children with disabilities.
Canadian Journal of Occupational Therapy, 74, 38-47.

Hemmingsson, H., & Jonsson, H. (2005). An occupational perspective on
the concept of patticipation in the International Classification of

111



Functioning, Disability and Health—some critical remarks. The
American Journal of Occupational Therapy, 59, 569-570.

Henriksson, H. (1992). Etiska problem inom sjukgymnastik - finns det?
[Are there ethical problems in physiotherapy?|. Sjukgymnasten
[Physiotherapy|, Supplement 2(92), 4-11.

Honneth, A. (2004). Recognition and justice: Outline of a plural theory of
justice. Acta Sociologica, 47(4), 351-364.

HSFR. (1990). Forskningsetiska principer i humanistisk-sambdillsvetenskaplig

Jforskning [Research ethical principles in the humanities and social science
research]: Humanistiska- och Samhillsvetenskapliga radet.

Hégberg, B. (1996). Det handikappade barnet i vuxcenvérlden: en reflektion ver
mdjligheten att motas [The handicapped child in the adult world: a reflection of
the opportunity to meet]. Stockholms universitet, Stockholm.

Ibragimova, N., Granlund, M., & Bjorck-Akesson, E. (2009). Field trial of
ICF version for children and youth (ICF-CY) in Sweden: Logical
coherence, developmental issues and clinical use. Developmental
Neurorehabilitation, 12(1), 3-11.

Imms, C. (2008). Children with cerebral palsy participate: A review of the
literature. Disability and Rebabilitation, 30(24), 1867-1884.

Imms, C., Reilly, S., Catlin, J., & Dodd, K. (2008). Diversity of participation
in children with cerebral palsy. Developmental Medicine &> Child
Neurology, 50(5), 363-369.

1OM. (2007). The future of disability in America. Washington DC: The National
Academies Press.

Jette, A. M., Haley, S. M., & Kooyoomjian, J. T. (2003). Are the ICF activity
and participation dimensions distinct? Journal of Rebabilitation
Medicine, 35(3), 145.

Ketelaar, M., Kruijsen, A. J. A., Verschuren, O., Jongmans, M. J., Gorter, ].
W., Verheijden, J., et al. (2010). LEARN 2 MOVE 2-3: A
randomized controlled trial on the efficacy of child-focused
intervention and context-focused intervention in preschool
children with cerebral palsy. BMC Pediatrics, 10(80).

Keysor, J. J., Jette, A. M., Coster, W., Bettger, J. P., & Haley, S. M. (2000).
Association of environmental factors with levels of home and
community participation in an adult rehabilitation cohort. [doi:
DOI: 10.1016/j.apmt.2006.08.347]. Archives of Physical Medicine and
Rehabilitation , 87(12), 1566-1575.

Kielhofner, G. (2008). Model of human occupation. Theory and application (4 ed.).
Baltimore, MD: Lippincott Williams & Wilkins.

Kielhofner, G., Forsyth, K., Federico, J., Henry, A., Keponen, R., Oakley,
F., et al. (2002). Self-report assessments. In G. Kielhofner (Ed.),
Model of human occupation. Theory and application (Third ed., pp. 212-
2306).

112



King, G., King, S., Rosenbaum, P., Kertoy, M., Law, M., Hutley, P., et al.
(2004). CAPE/PAC. Children’s assessment of participation and enjoyment
& Preferences for activities of children. San Antonio, TX: PsychCorp.
Harcourt Assessment, Inc.

King, G., Law, M., Hanna, S., King, S., Hutley, P., Rosenbaum, P., et al.
(2000). Predictors of the leisure and recreation participation of
children with physical disabilities: A structural equation modeling
analysis. Children's Health Care, 35(3), 209-234.

King, G., Law, M., King, S., Hurley, P., Hanna, S., Kertoy, M., et al. (2007).
Measuring children's participation in recreation and leisure
activities: construct validation of the CAPE and PAC. Child: Care,
Health and Development, 33(1), 28-39.

King, G., Petrenchik, T., DeWit, D., McDougall, ]., Hurley, P., & Law, M.
(2010). Out-of-school time activity participation profiles of
children with physical disabilities: a cluster analysis. Child: care, health
and development, 36(5), 726-741.

Klang, N., & Almqvist, L. (In prep). Link between assessment and
intervention documented in individual habilitation plans.

Klang Ibragimova, N., Pless, M., Adolfsson, M., Granlund, M., & Bj6rck-
Akesson, E. (2011). Using content analysis to link texts on
assessment and intervention to the International Classification of
Functioning, Disability and Health - version for Children and
Youth (ICF-CY). Journal of Rehabilitation Medicine, 43(8), 728-733.

Kudlick, C. J. (2003). Disability history: Why we need another "other".
American Historical Review.

Larsson Lund, M., Nordlund, A., Bernspang, B., & Lexell, J. (2007).
Perceived participation and problems in participation are
determinants of life satisfaction in people with spinal cord injury.
Disability and Rebhabilitation, 29(18), 1417-1422.

Larsson, M. (2001). Organiserande av stid och service till barn med funktionshinder :
om projekindt, sprakliga forpackningar och institutionella paradoxer
[Organization of support and service to children with disabilities: the project
net, langnage packs and institutional paradoxes] Lund: Lund university:
Department of Psychology.

Law, M. (2002). Participation in the occupations of everyday life. The
American Journal of Occupational Therapy, 56(6), 640-649.

Law, M., Finkelman, S., Hutrley, P., Rosenbaum, P., King, S., King, G., et al.
(2004). Participation of children with physical disabilities:
relationships with diagnosis, physical function, and demographic
variables. Scandinavian Journal of Occupational Therapy, 11(4), 156-162.

Law, M., King, G., King, S., Kertoy, M., Hurley, P., Rosenbaum, P., et al.
(2000). Patterns of participation in recreational and leisure activities

113



among children with complex physical disabilities. Developmental
Medicine & Child Neurology, 48(05), 337-342.

Lee, A. M. (2011). Using the ICF-CY to organise characteristics of
children's functioning. Disability and Rebabilitation, 33(7), 605-616.

Leonardi, M., & Martinuzzi, A. (2009). ICF and ICF-CY for an innovative
holistic approach to persons with chronic conditions. Disability and
Rehabilitation, 31(S1), S83-S87.

Leung, G. P. K., Chan, C. C. H., Chung, R. C. K, & Pang, M. Y. C. (2011).
Determinants of activity and participation in preschoolers with
developmental delay. Research in Developmental Disabilities, 32(1), 289-
296.

Lidstrém, H. (2005). Mdjligheter och hinder for barn med funktionshinder att vara
delaktiga infor en intervention [Possibilities and obstacles for children with
disabilities to participate in intervention planning]. [Master thesis].
Milardalens hégskola, Visteris.

Lillvist, A. (2010). The applicability of a functional approach to social competence in
preschool children in need of special support. Orebro University, Orebro.

Lillvist, A., & Granlund, M. (2010). Preschool children in need of special
support: prevalence of traditional disability categories and
functional difficulties. Acta Pediatrica, 99(1), 131-134.

Luttropp, A. (2011). Narhet - samspel och delaktighet i forskolan for barn med
utvecklingsstirning [Proximity - interaction and participation in preschool for
children with developmental disabilities]. Stockholms universitet,
Stockholm.

Luttropp, A., & Granlund, M. (2010). Interaction - it depends - a
comparative study of interaction in preschools between children
with intellectual disability and children with typical development.
Scandinavian Jonrnal of Disability Research, 12(3), 151-164.

Majnemer, A., Shevell, M., Rosenbaum, P., Law, M., & Poulin, C. (2007).
Determinants of life quality in school-age children with cerebral
palsy. The Journal of Pediatrics, 151(5), 470-475.e473.

Martinuzzi, A., Salghetti, A., Betto, S., Russo, E., Leonardi, M., Raggi, A., et
al. (2010). The International Classification of Functioning,
Disability and Health, version for Children and Youth as a
roadmap for projecting and programming rehabilitation in a
neuropaediatric hospital unit. Journal of Rehabilitation Medicine, 42(1),
49-55.

Maxwell, G., & Granlund, M. (2011). How are conditions for participation
expressed in education policy documents? A review of documents
in Scotland and Sweden. European Journal of Special Needs Education,
26(2), 251-272.

McConachie, H., Colver, A. F., Forsyth, R. J., Jarvis, S. N., & Parkinson, K.
N. (2000). Participation of disabled children: how should it be

114



characterised and measured? Disability and Rehabilitation, 28(18),
1157-1164.

McCormack, J., McLeod, S., Harrison, L. J., & McAllister, L. (2010). The
impact of speech impairment in early childhood: Investigating
parents' and speech-language pathologists' petspectives using the
1CF-CY. Journal of Communication Disorders, 43(5), 378-396.

McFadzean, E. (2001). Cricital factors for enhancing creativity. Strategic
Change, 10, 267-283.

McLeod, S., & Bleile, K. (2004). The ICF: a framework for setting goals for
children with speech impairment. Child Language Teaching and
Therapy, 20(3), 199-219.

Meisels, S. J., & Atkins-Burnett, S. (2000). The elements of eatly childhood
assessment. In J. P. Shonkoff & S. J. Meisels (Eds.), Handbook of
early childhod intervention. (2nd ed., pp. 231-257). Cambridge:
Cambridge University Press.

Meisels, S. J., & Shonkoff, J. P. (2000). Early childhood intervention: A
continuing evolution. In J. P. Sholnkoff & S. J. Meisels (Eds.),
Handbook of early childhood intervention (2 ed., pp. 3-31). Cambridge:
Cambridge University Press.

Melchiorsen, H., & Ostergaard, H. (2010). Udarbejdelse af ICF-CY core set #i/
birn med svare handicaps [Development of ICE-CY core set for children with
severe disabilities]. Paper presented at the ICF-CY conference.

Mellin, A. E., & Winton, P. J. (2003). Interdisciplinary collaboration among
carly intervention faculty members. Journal of Early Intervention,
25(3), 173-188.

Meucdi, P., Leonardi, M., Zibordi, F., & Nardocci, N. (2009). Measuring
participation in children with Gilles de la Tourette syndrome: a
study with ICE-CY. Disability and Rehabilitation, 31(S1), S116-S120.

Michelsen, S. I. (2010). Evaluating participation in children and young
people with cerebral palsy. Developmental Medicine & Child Neurology,
52,113-118.

Missiuna, C., Pollock, N., Law, M., Walter, S., & Cavey, N. (2000).
Examination of the Percevied Efficacy and Goal Setting System
(PEGS) with children with disabilities, their parents, and teachers.
The American Jonrnal of Occupational Therapy, 60(2), 204-214.

Molin, M. (2004). At vara i sirklass — om delaktighet och utanforskap i
gymnasiesarskolan [Being by far - abont inclusion and exclusion in the upper
secondary special programmes for pupils with intellectual disabilities in
Sweden]. Linkoping.

Mortis, C. (2009). Measuring participation in childhood disability: how does
the capability approach improve our understanding? Developmental
Medicine & Child Nenrology, 51(2), 92-94.

115



Mortis, C., Kurinczuk, J. J., & Fitzpatrick, R. (2005). Child or family
assessed measures of activity performance and participation for
children with cerebral palsy: a structured review. Child: Care, Health
& Development, 31(4), 397-407.

Morrtis, J. (2003). Including all children: finding out about the experiences
of children with communication and/or cognitive impairments.
Children & Society, 17(5), 337-348.

Morse, J. M. (2003). Principles of mixed methods and multimethod
research design. In A. Tashakkori & C. Teddlie (Eds.), Handbook of
mixced method research in the social and bebavior sciences (pp. 189-208).
Thousand Oaks, CA: Sage.

Msall, M. E. (2005). Measuring functional skills in preschool children at risk
for neurodevelopmental disabilities. Mental Retardation and
Developmental Disabilities Research Reviews, 11(3), 263-273.

Msall, M. E., & Msall, E. R. (2007). Functional assessment in
neurodevelopmental disorders. In P. J. Accardo (Ed.), Capute and
Accardo's neurodevelopmental disabilities in infancy and childhood (3 ed., pp.
419-443). Baltimore MD: Paul Brookes.

Msall, M. E., Tremont, M. R., & Ottenbacher, K. J. (2001). Functional
assessments of preschool children: Optimizing developmental and
family supports in early intervention. Infants and Young Children,
14(1), 46-66.

Moller, K., Westerberg, C., & Adolfsson, M. (In prep.). Networks’
perspectives on everyday life situations of school-aged children
with severe disabilities.

Neander, K., & Skott, C. (2008). Bridging the Gap - the co-creation of a
therapeutic process: Reflections by patents and professionals on
their shared experiences of early childhood interventions.
Qualitative Social Work, 7(3), 289-309.

Nirje, B. (2003). Normaliseringsprincipen [The principle of normalization]. Lund:
Studentlitteratur.

Nordenfelt, L. (2003). Action theory, disability and ICF. Dzsability and
Rebabilitation, 25(18), 1075-1079.

Nordenfelt, L. (2006). On health, ability and activity: Comments on some
basic notions in the ICF. Disability and Rebabilitation, 28(23), 1461-
1465.

Nislund, 1. (2007). Psykofarmaka anvinds alltfér ofta — pedagogiska
insatser vore bittre [Psychofarmaca are used too often -
educational interventions would be better|. Ldakartidningen, 14-
74(104), 1132-1135.

Ogonowski, J. A., Kronk, R. A., Rice, C. N., & Feldman, H. M. (2004).
Inter-rater reliability in assigning ICF codes to children with
disabilities. Disability and Rebabilitation, 26(6), 353-361.

116



Perenboom, R. J. M., & Chorus, A. M. J. (2003). Measuring participation
according to the International Classification of Functioning,
Disability and Health (ICF). Disability and Rehabilitation, 25(11/12),
577.

Peterson-Sweeney, K. (2005). The use of focus groups in pediatric and
adolescent research. Journal of Pediatric Health Care, 19(2), 104-110.

Pfeiffer, D. (2002a). The philosophical foundations of disability studies.
Disability Studies Quarterly, 22(2), 3-23.

Pfeiffer, D. (2002b). Too late, too little, or both? Disability and Rebabilitation,
24(18), 985-986.

Pierce, C. A., & Hanks, R. A. (2000). Life satisfaction after traumatic brain
injury and the World health organization model of disability.
American Journal of Physical Medicine and Rebabilitation, 85(11), 235-
243,

Pless, M., & Granlund, M. (2011). Handbok i att anvinda ICF och ICF-CY
[Manual in using the ICF and ICF-CY). Lund: Studentlitteratur.

Pless, M., Ibragimova, N., Adolfsson, M., Bjérck—Akesson, E., & Granlund,
M. (2009). Evaluation of in-service training in using the ICF and
ICF version for children and youth Jowrnal of Rebabilitation Medicine,
41(6), 451-458.

Poole, D. A., & Lamb, M. E. (1998). Investigative interviews of children: A guide
Jor helping professionals. Washington, DC: American Psychological
Association.

Portmann, M.-M., & Easterbrook, S. M. (1992). PMI: Knowledge elicitation
and de Bono’s thinking tools. In T. Wetter, K.-D. Althoff, J.
Boose, B. R. Gaines, M. Linster & F. Schmalhofer (Eds.), Current
Developments in Knowledge Acquisition (pp. 264-282). Belin/
Heidelberg: Springer Verlag.

Reed, G. M., Dilfer, K., Bufka, L. F., Scherer, M. J., Kotze, P., Tshivhase,
M., et al. (2008). Three model curricula for teaching clinicians to
use the ICF. Disability and Rehabilitation, 30(12/13), 927-941.

Reed, G. M., Lux, J. B., Bufka, L. F., Trask, C., Peterson, D. B., Stark, S., et
al. (2005). Operationalizing the International Classification of
Functioning, Disability and Health in clinical settings. Rebabilitation
Psychology, 50(2), 122-131.

Regeringskansliet. (1994). Act (1993:387) concerning support andservice for
persons with certain functional impairments. Retrieved 11-03-04
www.sweden.gov.se/sb/d/3873/a/72669

Regeringskansliet. (1995). 1Vardens svdra val. Siutbetinkande av
Prioriteringsutredningen [Difficult choices in health care]. SoU 1995:5.

Regeringskansliet. (2002). The Health and Medical Service Act (1982:763)
with amendments up to and including Swedish code of statutes:

117



2002:163. Retrieved 11-03-04
www.regeringen.se/content/1/c6/02/31/72/5ef21912.pdf,

Regeringskansliet. (2004, Dec 10, 2010 ). Swedish disability policy.
Retrieved 11-03-04 www.regeringen.se/sb/d/2197/a/15254

Rentsch, H. P., Bucher, P., Dommen Nyffeler, 1., Wolf, C., Hefti, H., Fluri,
E., et al. (2003). The implementation of the 'International
Classification of Functioning, Disability and Health' (ICF) in daily
practice of neurorehabilitation: an interdisciplinary project at the
Kantonsspital of Lucerne, Switzerland. Disability and Rebabilitation,
25(8), 411.

Roelofsen, E. E., The, B.-M., Beckerman, H., Lankhorst, G. J., & Bouter,
L. M. (2002). Development and implementation of the
Rehabilitation Activities Profile for children: impact on the
rehabilitation team. Clinical Rebabilitation, 16(4), 441-453.

Rogers, E. M. (2003). Diffusion of innovations. (5th ed.). New York: Free
Press.

Rosenbaum, P., & Stewart, D. (2004). The World health organization
International Classification of Functioning, Disability and Health: a
model to guide clinical thinking, practice and research in the field
of cerebral palsy. Seminars in Pediatric Neurology, 11(1), 5-10.

Rutter, M. (2010). The impact of cognition and social factors on school children’s
health and academic achievements. Paper presented at the Skola, lirande
och psykisk hilsa [School, educational achievement, and mental
health among children and adolescents. A state of the science
conference].

Saarela Holmberg, T., & Lindmark, B. (2008). How do physiotherapists
treat patients with traumatic brain injury? Adpances in Physiotherapy,
10(3), 138-145.

Sameroff, A. J., & Fiese, B. H. (2000). Transactional regulations: The
developmental ecology of early intervention. In J. P. Shonkoff & S.
J. Meisels (Eds.), Handbook of early childhood intervention (2 ed., pp.
135-159). Cambridge: Press Syndicate of the University of
Cambridge.

Schenker, R., Coster, W., & Parush, S. (2005). Participation and activity
performance of students with cerebral palsy within the school
environment. Disability and Rehabilitation, 27(10), 539-552.

Schiariti, V., Fayed, N., Cieza, A., Klassen, A., & O'donnell, M. (2010).
Content comparison of health-related quality of life measures for
cerebral palsy based on the International Classification of
Functioning. Disability and Rebabilitation, Early online.

Sheldon, K. M., Ryan, R. M., Deci, E. L., & Kasser, T. (2004). The
independent effects of goal contents and motives on well-being:

118



It's both what you pursue and why you pursue it. Personality &
Social Psychology Bulletin, 30(4), 475-480.

Shogren, K. A., Wehmeyer, M. L., Palmer, S. B., Soukup, J. H., Little, T. D.,
Garner, N., et al. (2008). Understanding the construct of self-
determination: Examining the relationship between the Arc’s self-
determination scale and the American institutes for research self-
determination scale. Assessment for Effective Intervention, 33, 94-107.

Shonkoft, J. P., & Phillips, D. A. (2000). From neurons to neighborhoods: The
science of early childhood developmen. Washington D.C.: National
Academy Press.

Simeonsson, R. J. (2006). Defining and classifying disability in children. In
M. J. Field, A. M. Jette & L. Martin (Eds.), Workshop on Disability in
America, a New Look: summary and papers. Washington, DC The
National Academies Press

Simeonsson, R. J. (20092). International Classification of Functioning,
Disability and Health - version for Children and Youth (2007) -
plus 2 years. Part A [Webinar]: University of North Carolina at
Chapel Hill. Jénképing University. Retrieved from
http://breeze.unc.edu/p36151765/.

Simeonsson, R. J. (2009b). International Classification of Functioning,
Disability and Health - version for Children and Youth (2007) -
plus 2 years. Part B [Webinar]: University of North Carolina at
Chapel Hill. Jénképing University. Retrieved from
http://breeze.unc.edu/icfcypartb/.

Simeonsson, R. J., & Bailey, D. B. (1990). Family dimensions in early
interventions. In S. J. Meisels & J. P. Shonkoff (Eds.), Handbook of
early childbood intervention (pp. 428-444): Cambridge University Press.

Simeonsson, R. J., Carlson, D., Huntington, G. S., McMillen, J. S., & Brent,
J. L. (2001). Students with disabilities: a national survey of
participation in school activities. Disability and Rebabilitation, 23(2),
49-63.

Simeonsson, R. J., Leonardi, M., Lollar, D., Bjorck-Akesson, E.,
Hollenweger, J., & Martinuzzi, A. (2003). Applying the
International Classification of Functioning, Disability and Health
(ICF) to measure childhood disability. Disability and Rebabilitation,
25(11/12), 602.

Simeonsson, R. J., Sauer-Lee, A., Granlund, M., & Bjérck—Akesson, E.
(2010). Developmental and health assessment in rehabilitation with
the ICF for Children and Youth. In E. Mpofu & T. Oakland
(Eds.), Rebabilitation and health assessment. Applying ICE guidelines (pp.
27-46). New York: Springer.

119


http://breeze.unc.edu/p36151765/

Solish, A., Perry, A., & Minnes, P. (2009). Participation of children with and
without disabilities in social, recreational and leisure activities.
Journal of Applied Research in Intellectual Disabilities, 23(3), 226-236.

Sonn, U., Térnquist, K., & Svensson, E. (1999). The ADL Taxonomy—
from individual categorical data to ordinal categorical data.
Scandinavian Journal of Occupational Therapy, 6(1), 11-20.

SoS. (2005). Begrepp och termer inom vard och omsorg [Concepts and terms within
bealth and social care - Report from Infol"U project knowledge nenwork of
concepts and terms |. Stockholm: Socialstyrelsen & Sveriges
Kommuner och Landsting [National Board on Health and Welfare
& Swedish Association of Local Authorities and Regions].

Spagnola, M., & Fiese, B. H. (2007). Family routines and rituals: a context
for development in the lives of young children. Infants & Young
Children, 20(4), 284-299.

Stamm, T. A. (2005). Conceptualising the patient perspective of the International
Classtfication of Functioning, Disability and Health (ICF). Unpublished
Dissertation, Ludwig-Maximilians-Universitit zu Minchen,
Miinchen.

Stamm, T. A., Cieza, A., Machold, K. P., Smolen, J. S., & Stucki, G. (2004).
Content comparison of occupation-based instruments in adult
rheumatology and musculoskeletal rehabilitation based on the
International Classification of Functioning, Disability and Health.
Artritis & Rheumatism (Arthritis Care & Research), 51(6), 917-924.

Stein, R. E. K. (20006). Trends in disability in eatly life. In M. J. Field, A. M.
Jette & L. Martin (Eds.), Workshop on disability in America. A new look
(pp. 143-156). Washington D.C.: The National Academies Press.

Stenhammar, A.-M. (2010). Lyssna pa mig! Barn & ungdomar med

Sfunktionsnedsattningar vill vara delaktiga i moten med samballets stodsystem
En systematisk kunskapsiversikt [Listen to me! Children & young people
with disabilities want to be involved in meetings with community support
systems. A systematic review]. [Master thesis|. Halmstad University,
Halmstad.

Stiker, H.-J. (1999). A history of disability. Ann Arbor: The University of
Michigan Press.

Sturgess, J. (2003). A model describing play as a child-chosen activity-is this
still valid in contemporary Australia? Australian Occupational Therapy
Journal, 50, 104-108.

Sturgess, J. (2007). The development of a play-skills report questionnaire (PSSRQ)

Jor 5-10 year old children and their parents/ carers. University of
Queensland. School of Health and Rehabilitation Sciences,
Brisbane.

120



Sturgess, J. (2009a). Play as a child-chosen activity. In K. Stagnitti & R.
Cooper (Eds.), Play as Therapy (pp. 20-30). London: Jessica
Kingsleys Publishers.

Sturgess, J. (2009b). Play skill assessment for middle childhood. In K.
Stagnitti & R. Cooper (Eds.), Play as Therapy (pp. 102-114). London
and Philadelphia: Jessica Kingsley Publishers.

Sturgess, J., Rodger, S., & Ozanne, A. (2002). A review of the use of self-
report assessment with young children. British Journal of Occupational
Therapy, 65(3), 108-116.

Stahl, Y., Enskir, K., Almborg, A.-H., & Granlund, M. (2011). Contents of
Swedish school health questionnaires. British Journal of School
Nursing, 6(2), 82-88.

Stahl, Y., Granlund, M., Gare-Andersson, B., & Enskir, K. (2010).
Mapping of children's health and development data on population
level using the classification system 1CE-CY. Scandinavian Jonrnal of
Public Health, Online publication
http:/ | sip.sagepub.com/ content/ early/ 2010/ 08/ 05/ 1403494810378918.

Sundqvist, A. (2010). Knowing me, knowing you: Mentalization abilities of children
who use angmentative and alternative communication. Linképing
University, Linképing.

Teddlie, C., & Tashakkori, C. (2003). Major issues and controversies in the
use of mixed methods in the social and behavioral sciences. In A.
Tashakkori & C. Teddlie (Eds.), Handbook of mixed methods in social
and behavioral research (pp. 3-50). Thousand Oaks, CA: Sage.

Tempest, S., & Mclntyre, A. (2006). Using the ICF to clarify team roles and
demonstrate clinical reasoning in stroke rehabilitation. Disability and
Rebabilitation, 25(10), 663-667.

Thomas-Stonell, N., Oddson, B., Robertson, B., & Rosenbaum, P. (2009).
Predicted and observed outcomes in preschool children following
speech and language treatment: Parent and clinician perspectives.
Journal of Communication Disorders, 42, 29-42.

Thyberg, M. (2004). Medicinsk behandling av funktionshinder [Medical
treatment of disability]. In S. Férthammar & M. C. Nelson (Eds.),
Funktionshinder i ett historiskt perspektiv [Disability in a bistorical
perspective] (pp. 125-144 ). Lund: Studentlitteratur.

Trevarthen, C., Barr, 1., Dunlop, A.-W., Gjersoe, N., Marwick, H., &
Stephen, C. (2003) Supporting a young child's needs for care and
effection, shared meaning and a social place. The Scottish
Executive.
www.scotland.gov.uk/Resource/Doc/933/0007610.pdf.

Turnbull, A. P., Summers, J. A., Turnbull, R., Brotherson, M. J., Winton, P.,
Roberts, R., et al. (2007). Family supports and services in eatly

121



intervention: A bold vision. Journal of Early Intervention, 29(3), 187-
200.

Turnbull, A. P., Turnbull, R., Erwin, E. J., & Soodak, L. (20006). Families,
professionals, and exceptionality. Positive outcomes through partnerships and
trust (Fifth ed.). Upper Saddle River: Pearson.

Ueda, S., & Okawa, Y. (2003). The subjective dimension of functioning and
disability: what is it and what is it for? Disability and Rehabilitation,
25(11/12), 596.

Ullenhag, A. (2010). Kulturell validering av bedomningsinstrument som madter barns
och ungdomars delaktighet i fritidsaktiviteter [Cultural validation of an
assessment tool measuring pargicipation in leisure activities of children and
youth]. Paper presented at the HAB2010. Aktivitet, delaktighet och
helhetssyn [Activities, participation and a holistic approach].

U.N. Convention on the Rights of the Child (1989).

U.N. Convention on the Rights of Persons with Disabilities. (2009).

UNESCO. The Dakar Framework for Action. Paris, France: UNESCO
(2000).

UNESCO. (2003). Open file on inclusive education: support materials for managers
and administrator. Paris: UNESCO.

Wachs, T. (2000). Necessary but not sufficient. Washington DC: American
Psychological Association.

Vargus-Adams, J. N., & Martin, L. K. (2011). Domains of importance for
parents, medical professionals and youth with cerebral palsy
considering treatment outcomes. Child: care, health and development,
37(2), 276-281.

Wehmeyer, M. L. (2007). Promoting self-determination in students with
developmental disabilities New York: Guilford Press.

Wehmeyer, M. L., & Schalock, R. L. (2001). Self-determination and quality
of life: Implications for special education services and supports.
Focus on Exceptional Children, 33(8), 1-16.

Weigl, M., Cieza, A., Andersen, C., Kollerits, B., Amann, E., & Stucki, G.
(2004). Identification of relevant ICF categories in patients with
chronic health conditions: a Delphi exercise. Journal of Rebabilitation
Medicine, 36, 12-21.

Weisner, S., & Gallimore, R. (1994). Ecocultural studie of families adapting
to childhood developmental delays: unique features, defining,
differences and applied implications. In M. Leskinen (Ed.), Fawily
in_focus. New perspectives on early childhood special education (pp. 11-25).
Jyviskyld, Finland: University of Jyviskyld. Studies in Education.
Psychology and Social Research.

Verschuren, O., Ketelaar, M., Keefer, D., Wright, V., Butler, J., Ada, L., et
al. (2011). Identification of a core set of exercise tests for children
and adolescents with cerebral palsy: a Delphi survey of researchers

122



and clinicians. Developmental Medicine & Child Neurology 53(5), 449-
456.

Whiteneck, G. (20006). Conceptual models of disability: Past, present, and
future. In M. J. Field, A. M. Jette & L. Martin (Eds.), Workshop on
disability in America: a new look (pp. 50-606). Washington D.C.: The
National Academies Press.

Whiteneck, G., & Dijkers, M. P. (2009). Difficult to measure constructs:
Conceptual and methodological issues concerning participation
and environmental factors. Archives of Physical Medicine and
Rehabilitation, 90(Suppl 1), $22-35.

WHO. (1980). International Classification of Impairments, Disabilities and
Handicaps. Geneva: World Health Organization.

WHO. (2001). International Classification of Functioning, Disability and Health
Geneva: World Health Organization.

WHO. (2007). International Classification of Functioning, Disability and Health for
Children and Youth (ICF-CY). Geneva: World Health Organization.

WHO. (2010). Rehabilitation.
http://www.who.int/topics/rehabilitation/en/ Retrieved Nov 2nd
2010

Wiatt, L., Ray, L., Datrah, J., & Magill-Evans, J. (2010). Parents'
perspectives on occupational therapy and physicaltherapy goals for
children with cerebral palsy. Disability and Rehabilitation, 32(3), 248-
258.

Wilder, J. (2008). Proximal processes of children with profound munltiple disabilities.
Stockholm University, Stockholm.

Winton, P. (1996). Understanding family concerns, priorities and resources.
In P. J. McWillian, P. J. Winton & E. R. Crais (Eds.), Practical
strategies for family-centered intervention (pp. 31-53). London: Singular
Publishing Group, Inc.

Woods, J., Kashinath, S., & Goldstein, H. (2004). Effects of embedding
caregiver-implemented teaching strategies in daily routines on
children's communication outcomes. Journal of Early Intervention,
26(3), 175-193.

Vroland-Nordstrand, K., & Krumlinde-Sundholm, L. (Submitted-a). The
Perceived Efficacy and Goal Setting System (PEGS), Part I:
Cultural validation for Swedish Conditions.

Vroland-Nordstrand, K., & Krumlinde-Sundholm, L. (Submitted-b). The
Perceived Efficacy and Goal Setting System (PEGS), Part II: Test-
retest and goal stability of the Swedish version.

Wryngaarden Krauss, M. (1997). Two generations of family research in early
intervention. In M. J. Guralnick (Ed.), The effectiveness of early
intervention (pp. 611-624). Baltimore: Paul H. Brookes.

123



Xiong, T., & Hartley, S. (2008). Challenges in linking health-status outcome
measures and clinical assessment tools to the ICF. Advances in
Physiotherapy, 10(3), 152-156.

Ylvén, R., & Granlund, M. (2009). Identifying and building on family
strength — a thematic analysis. Infants and Young Children, 22(4), 253-
263.

Ustun, T. B., Chatterji, S., Bickenbach, J., Kostanjsek, N., & Schneider, M.
(2003). The International Classification of Functioning, Disability
and Health: a new tool for understanding disability and health.
Disability and Rebabilitation, 25(11/12), 565.

Aman, K. (2006). Ogonblickets pedagogik [The pedagogy of the moment].
Stockholm: Stockholm University, Department of Education.

Ostensjo, S., Bjorbikmo, W., Brogren Carlberg, E., & Véllestad, N. K.
(2006). Assessment of everyday functioning in young children with
disabilities: An ICF-based analysis of concepts and content of the
Pediatric Evaluation of Disability Inventory (PEDI). Disability and
Rebabilitation, 28(8), 489-504.

124





