
$§

$§
PhD Dissertations in Child and Youth Participation and Competence 
Development • 2021

Faculty of Social and Health Sciences

Friedolin Steinhardt

‘How can I participate’ –
Development of ActiveYou II

Friedolin Steinhardt • ‘H
ow

 can I participate’ – D
evelopm

ent of A
ctiveYou II • 20

21
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Increasing participation has become one of the main goals and outcomes 
of rehabilitationinterventions for children and youth with disabilities. This is 
based on the knowledge about the positive effects on the physical, social and 
emotional development children and youth of participation in leisure activities. 
However, valid instruments to assess the individual’s participation patterns in 
leisure activities and factors that might facilitate or hinder this participation 
aren’t available for the Norwegian setting thus far. 
This thesis contributes to the development-process of a new instrument – 
ActiveYou II - which aims to cover the need for such an instrument. Several 
research-methods during this process are used. To enhance the understanding 
of two important subdimensions of participation – involvement and engage-
ment – a structured literature search, using the scoping review method, was 
carried out. In group interviews with children, parents and healthcare profes-
sionals, facilitators and barriers for the participation in leisure activities in the
Norwegian setting were investigated. Finally, cognitive interviews were used to 
test a first version of the instrument for Item Quality and Applicability.
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Summary 

Participation in physical leisure activities and sports plays an important role in the overall 

development and well-being of children and youth. The participation pattern of children and 

youth with disabilities differs from their non-disabled peers. Therefore, optimising participation 

has become one of the main goals for rehabilitation interventions, Valid instruments to measure 

the participation patterns, including facilitating and hindering factors are currently unavailable 

in the Norwegian setting.  

Aim of this thesis was to develop a web-based self reported instrument of participation: 

ActiveYou II  

The process followed a in three phases, which adapted different interview-methods and a 

scoping review. In the first phase a scoping review was performed to explore the constructs of 

involvement and engagement, which represent the subjective aspects of participation. Thirty-

seven publications from different fields of research were included. The results point to define 

involvement as the personal level of interest, motivation or arousal towards an activity, and 

engagement as the individual’s behavioural, cognitive, and affective investment during role 

performance. In the second phase, facilitating and hindering factors for participation were 

explored. Group interviews with children, parents, and professionals were conducted. The 

results showed that children focused on enjoyment and positive peer relationships as facilitators 

for participation. Parents and professionals talked about how the individual physical, cognitive, 

emotional, and social abilities of the children affected participation. Crucial factors for 

participation were the relationship with and support from parents, and the knowledge and 

attitude of activity leaders or professionals in the home environment. In the third phase, the first 

version of ActiveYou II was tested using cognitive interviews with children. Children 

articulated problems with comprehension and responding to different questions, mainly 

connected to formulations the children did not understand, or answer alternatives that were not 

clear enough or they were missing. ActiveYou II was then adjusted for further steps in 

development.   

Summarized, this thesis covers several fundamental steps of the development of ActiveYou II. 

Further testing of psychometric properties is needed. In addition, the thesis contributes to the 

discussion on the understanding of the participation construct in the International Classification 

of Functioning, Disability, and Health (ICF) and the importance of including the perspective of 

children when exploring a topic concerning them.  
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1. Introduction 

Looking back to one’s childhood and youth, almost everyone retains positive memories of their 

favourite leisure activities and hobbies, no matter whether these are connected to the football 

pitch, horse barn or excursions into the ‘wild’ with one’s scouting group. Personally, most of 

my youth memories are in some way connected to activities surrounding my martial arts 

training – be it training in the dojo, travelling to seminars with our Japanese Master, competing 

or my first experiences as an assistant coach for children. Research has shown that these are 

more than ‘nice memories’, as participation in leisure activities, especially physical activities, 

with others has various positive effects on physical, mental, and social development and overall 

well-being (M. M. Bedell, Khetani, Cousins, Coster, & Law, 2011; Bult, 2012; Chien, Rodger, 

Copley, & Shorka, 2014; Imms et al., 2016; Jahn & Senf, 2006; Khetani, 2011; G. King et al., 

2003; Law et al., 2013).  

The World Health Organization (WHO, 2018b) recommends 60 minutes of daily moderate 

physical activity for children and youth 5–17 years old to promote health. As a youngster, I 

neither knew nor cared about these scientifically proven effects or recommendations. I just 

experienced how spending my teenage years mostly in the dojo influenced my development. 

This motivated me to study sports science, mainly so I could be a part of another generation’s 

positive experience during childhood and youth. Through my work, I became involved with a 

group of children and youth who have trouble participating in leisure activities and even more 

so organised physical activities and sports – specifically, children and youth with disabilities. 

Helping this special group to have the same positive experiences as I had in my youth became 

the motivation for this thesis. Therefore, the aim of this project was the development of a web-

based instrument—ActiveYou II—to measure participation in physical leisure activities in the 

child’s home environment. For its first application at Beitostølen Healthsports Center (BHC), 

Norway, this new instrument is designed to assist in planning and evaluating rehabilitation 

interventions aimed at increasing participation for children and youth with disabilities. 
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2. Background 

2.1 Participation in leisure physical activities for children with disabilities 

Children and youth with disabilities often face restrictions on their participation in leisure 

activities. As a group, these youngsters show lower levels of participation in organised or 

unorganised leisure activities, especially physical activities, outside the family setting (G. 

Bedell et al., 2013; M. M. Bedell et al., 2011; Chien et al., 2014; Dolva, Kollstad, & Kleiven, 

2017; G. King et al., 2003; M. King, Shields, Imms, Black, & Ardern, 2013; Krieger et al., 

2018; Law et al., 2013; Murphy, Carbone, & Disabilities, 2008; Schreuer, Sachs, & Rosenblum, 

2014; Shikako-Thomas, Kolehmainen, Ketelaar, Bult, & Law 2014; Solish, Perry, & Minnes, 

2010). Based on the positive effects of participation in leisure activities, improving such 

participation has become one of the most important aims and outcomes of rehabilitation 

interventions for children and youth with disabilities (B. Adair et al., 2018; G. Bedell et al., 

2013; Chien et al., 2014; Cogan & Carlson, 2018; Coster et al., 2011; Hemmingsson & Jonsson, 

2005; G. A. King et al., 2006; M. King et al., 2013; Philips, 2013; Sakzekski, Boyd, & Ziviani, 

2007; Shikako-Thomas et al., 2014). Every culture has their priorities and tendencies regarding 

leisure activities. This Ph.D. project is focused on the Norwegian setting, with a culture heavily 

centered around outdoor and physical activities, as explained in the next chapter. 

2.2 Participation in physical leisure activities in Norway 

According to the Norwegian Directorate for Children, Youth and Family Affairs (Bufdir), 

physical activity and sports are the most popular leisure activities for children and youth in 

Norway. Moreover, 77% of Norwegian children aged 1–16 years participate in some form of 

organised leisure activity (Bufdir, 2018). According to Green et al. (2015), Norwegians show 

higher levels of participation in leisure activities than children in most other European countries. 

The Norwegian Helsedirektoratet (2012) reported that 69.8% of nine-year-old girls and 86.2% 

of nine-year-old boys in Norway follow the WHO’s recommendations for physical activity The 

numbers drop to 43.2% and 58.1% for 15-year-old girls and boys respectively 

(Helsedirektoratet, 2012).  

The WHO (2018a) defined physical activity as ‘any bodily movement produced by skeletal 

muscles that requires energy expenditure’. Furthermore, the WHO defined a moderate level of 

physical activity as ‘requir[ing] a moderate amount of effort and noticeably accelerates the 

heart rate’ with a metabolic equivalent (MET) between 3 and 6. According to the Centers for 

Disease Control and Prevention (CDC), this level of activity burns between 3.5 and 7 calories 

per minute. While participation in physical activities has decreased in other European countries 
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over the last years – especially for 16–19-year-olds – the numbers in Norway remain stable 

(Green et al., 2015; Statistics Norway, 2015). In particular, 76% of 6–8 year olds and 87% of 

10–15-year-olds participate in physical leisure activities at least once a week. The most popular 

activities for younger children were football, cycling, swimming and skiing, while older 

youngsters included going to the gym or health clubs as their favourites (Green et al., 2015). In 

Norwegian culture, even more importance is placed on enabling children and youth with 

disabilities to participate in these kinds of activities. This project focused on developing a 

measure for participation in leisure activities, specifically physical activities during leisure time; 

thus, this thesis uses the term terminology physical leisure activities (see also chapter 2.6). To 

develop such an instrument, the first step is to define the concept to be measured (Clark & 

Watson, 1995; Peterson, Peterson, & Gilmore Powell, 2017). Therefore, the concept of 

participation is described in more detail in the following section. 

2.3 Participation – A constantly discussed construct 

2.3.1 Historical perspectives on disability 

To understand the construct of participation, one must take a deeper look into the understanding 

of disability. Throughout history, and depending on the culture, there have been different 

understandings of disability. For example, Schuelka (2013) explained the ambivalent attitude 

towards disability in Ancient Greece. The ability to survive disabilities that occurred throughout 

life (e.g. soldiers wounded in war, disabilities brought by common disease and famine) was 

seen as a blessing by the gods. This view led to an inclusive society, including laws protecting 

the rights and properties persons with a disability. In contrast, persons born with disabilities 

were looked upon as being punished or cursed by the gods, whom their family had displeased. 

This view led to the widespread practice of infanticide (Schuelka, 2013). 

There were several developments within Western, Christian societies (Sastre, 2016) 

before the creation of the biopsychosocial model of disability promoted by the WHO today 

(World Health Organisation, 2001) . One of the earliest understandings of disability in Western 

society is based on religion, specifically the Bible and its interpretations. Such understanding 

has been called ‘the moral model’ (Kaplan, 2000). Similar to ancient Greece, in both Judaism 

and Christianity, disability often has been understood as a kind of punishment for sin (Sastre, 

2016; Schülein & Reitze, 2016). In the Middle Ages and with Martin Luther’s Reformation, 

God was no longer responsible for disability; instead, the devil was assumed to possess the 

person. This shift brought about the notion of disability as curable – mostly through exorcism, 

devoutness and God’s grace (Schuelka, 2013). Although the moral model is less prevalent 
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today, it still influences cultural associations of sin and shame with disability for the individual 

and the family (Kaplan, 2000).  

In the modern age, new concepts and models of disability appeared. With the rise of 

empiricism – in the late 19th and early 20th century – ‘the medical model’ of disability emerged 

(Schuelka, 2013). This model explained disability on a physical or biological level (Llewellyn 

& Hogan, 2000). The main critique on this approach is the denial of environmental effects and 

influences in creating disability (Hemmingsson & Jonsson, 2005; Llewellyn & Hogan, 2000). 

(Martin, 2013)In contrast, a constructivist approach – called ‘the social model’ – evolved in the 

1960s and 1970s as a result of the human rights movement (Llewellyn & Hogan, 2000). Here, 

disability was viewed as a pure construct of society, with the environment creating disability 

by not adapting to every individual’s unique circumstances. The main critique here – even by 

persons with disability – has been the neglect of the physical and biological origins of 

disabilities, suggesting that simple adaptation processes in society could erase disability (Sastre, 

2016; Swain & French, 2010). To combine the medical and social models of disability, the 

‘social-relational model’ was developed (Martin, 2013). One variation of this model is the 

biopsychosocial model of participation within the ICF (World Health Organisation, 2001). 

2.3.2 Participation within the International Classification of Functioning, Disability and 

Health  

When we talk about ‘participation’ today – at least in healthcare and rehabilitation – it is often 

in reference to the definition of participation within the ICF – the  International Classification 

of Functioning, Disability and Health  (World Health Organisation, 2001). According to the 

practical manual for the ICF, the ICF is ‘a framework for organising and documenting 

information on functioning and disability’ and ‘provides a standard language and conceptual 

basis for the definition and measurement of disability’ (World Health Organisation, 2013, p. 3). 

Here, participation is defined as ‘involvement in life situations’ (World Health Organisation, 

2001, p. 10).  

The ICF is the result of a long process implemented by the WHO to develop an international 

framework. The first classification was the International Classification of Diseases (ICD) 

published in 1973. According to experts, the ICD gave valuable information about patients with 

diseases, yet was insufficient in describing the influence of diseases in daily life, which was 

vital for planning therapy and rehabilitation (Hemmingsson & Jonsson, 2005). Therefore, the 

ICD was further developed into the International Classification of Impairments, Disabilities and 
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Handicaps (ICIDH), which was published in 1980. According to Hemmingsson and Jonsson 

(2005), the ICIDH was the first attempt to classify the consequences of disease.  

However, the ICDIH did not consider the role of the physical and social environment. Such 

factors were first included in the ICF, where participation is a central component, alongside 

Health condition, Body Functions and Structures, Activities, Environmental Factors and 

Personal Factors. These components interact with each other, as shown in Figure 1.  

 

Figure 1: Interactions between the components of ICF (World Health Organisation, 2001, p. 18) 

With its introduction of the biopsychosocial model, the ICF was seen as an important step 

forward in understanding disability (Badley, 2008; Hemmingsson & Jonsson, 2005; Maxwell, 

Alves, & Granlund, 2012), combining both the medical and social models of disability (World 

Health Organisation, 2013). The ICF does not generally assume that a person is ‘normal’ or 

‘disabled’ but instead evaluates the individual level of functioning in a specific setting (World 

Health Organisation, 2013). However, the ICF was criticised for its lack of individual 

perspective, and its lack of clarity on the different aspects of participation, and distinction 

between participation and activities (Badley, 2008; G. Bedell et al., 2013; Coster et al., 2011; 

Hemmingsson & Jonsson, 2005; Imms et al., 2016; Imms et al., 2017; Maxwell et al., 2012). 

Since its publication, multiple authors have tried to improve, adapt or supplement the ICF. 

Granlund et al. (2012) argued for adding for a third qualifier – in addition to the in the ICF 

included qualifiers of ‘capacity’ and ‘performance’ – to capture the subjective perspective of 

participation. 

Rosenbaum and Gorter (2012) adapted the ICF framework and incorporated what they call the 

five ‘F-words’ (family, friends, fitness, fun and future) in childhood disability’. They intended 

a more holistic approach towards childhood disability, distancing themselves from the 
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traditional focus on ‘fixing’ and ‘normality’ and moving towards an approach centred around 

the individual’s strength and abilities. This more holistic approach had considerable impact 

within research on childhood disability. According to a review by Soper and colleagues (2019), 

this included research on physical activity and rehabilitation. 

Another attempt to supplement the shortcomings of the ICF is the ‘Family of Participation-

Related Constructs’ model (fPRC-model; Imms et al., 2017), which is specifically aimed at 

supporting children with disabilities in their participation. Here the child is seen within its 

environment or specific context, with all the individual and environmental factors that influence 

participation, and how these relate to each other. 

Mitra and Shakespeare (2019) argued that the ICF framework has fallen behind the many 

developments in research and should be revised accordingly. This revision should include a 

stronger focus on the individual perspective and socioeconomic determinants, as well as how 

the health conditions themselves are influenced by personal and environmental factors.  

2.3.3 A pragmatic approach to the participation construct 

As one might expect from the critique on the understanding of participation in the ICF, the 

discussion of the participation construct remains ongoing (Hemmingsson & Jonsson, 2005; 

Imms et al., 2016; Imms et al., 2017; G. King et al., 2003; Maxwell et al., 2012; Mitra & 

Shakespeare, 2019; Shikako-Thomas et al., 2014). Even though the ICF works as a starting-

pointy of this thesis, this thesis also needs to consider ways to improve the understanding of 

participation within the ICF.  

In their systematic review, Adair and colleagues (2018) argued the importance of having clear 

definitions of the construct one wants to measure. Furthermore, measure development must 

keep up with the developments of the participation construct. The ICF lacks clear definitions 

of subconstructs like involvement and especially the subjective perspective of participation. As 

the aim of this PhD project is to develop a measure of participation, it is important to find valid 

definitions for the construct and to include the subjective perspective of participation. 

Therefore, a more pragmatic approach must be adapted, in which definitions from multiple 

disciplines are combined into a ‘pragmatic’ working theory upon which the new instrument can 

lay. Such working theories are regularly used to measure development when the definition of 

the measured construct available at the start of the development process is insufficient 

(Pospeschill, 2010). 
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Figure 2 shows the understanding of participation at the beginning of this PhD project. The 

clouds in the figure visualize the uncertainties in the interactions between the parts in the 

participation construct, which require further research to develop an instrument measuring 

participation in physical leisure activities for children and youth with disabilities. 

 
Figure 2: Understanding of ‘participation’ at the beginning of the research process 

2.3.4 Why ‘pragmatic’ – A short interlude 

To understand the approach undertaken here, a short introduction to its philosophical 

background may be useful. The aim of this working theory is to enhance the understanding of 

participation for children and youth with disabilities. In pragmatism, one does not see 

knowledge, truth or reality as an absolute – but rather as ideas that constantly evolve (James 

1908). When constructing a model or theory, the aim is to find the ‘right’ language to further 

understand and better cope with the world (Hellmann 2009). This process is always grounded 

in doubt or conflict with the current state of knowledge (James 1908; Schubert, 2010).  

In this sense, the work on the participation construct in this thesis is grounded in the ongoing 

discussion and missing clarity of different aspects of the participation construct – the starting 
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doubt. In the research process, one should be open to all theories that might make a practical 

difference (James 1908). Following this maxim, it makes sense to include disciplines in one’s 

research that may not be immediately at hand. As explained later, research in this thesis, 

therefore, examined other research fields—aside from rehabilitation—to identify sufficient 

definitions for parts of the participation construct, which are presently lacking. 

2.4 Incorporating the child’s perspective into research 

William James (1908), a founder of the philosophical school of pragmatism, noted that one can 

never understand another person’s reality completely but can only try one’s best to empathise 

with the opponent’s position. Therefore, to understand the position of children and youth with 

disabilities with regards to their participation in leisure activities and sports, the most valid 

source of data are the children and youth themselves. This is in line with the United Nations 

Convention on the Rights of the Child (UNCRC), which provides in article 12 that it is 

important to  

[…] assure to the child who is capable of forming his or her own views the right to 

express those views freely in all matters affecting the child, the views of the child being 

given due weight in accordance with the age and maturity of the child […]. (Unicef, 

1989, p. 5) 

Additionally, the Convention on the Rights of Persons with Disabilities provides in article 7 

that on the matter of hearing the children’s voice  

States Parties shall ensure that children with disabilities have the right to express their 

views freely on all matters affecting them, their views being given due weight in 

accordance with their age and maturity, on an equal basis with other children, and to 

be provided with disability and age-appropriate assistance to realize that right. (United 

Nations, 2006, p. 8) 

Both of these international declarations demand incorporating the voice of children, according 

to their abilities, on matters that affect them. In a focus group study, Hammel et al. (2008) found 

that their participants with a variety disabilities did not ‘want people to make assumptions about 

their needs; they wanted to be recognized as the experts regarding their needs, and wanted to 

be consulted…’ (Hammel et al., 2008, p. 1452). In line with this notion, researchers studying 

children and youth with disabilities have put an increased focus on including children in their 

studies (Andersen & Dolva, 2015; Baksjøberget, Nyquist, Moser, & Jahnsen, 2016; Cuskelly, 

2005; Hedegaard & Fleer, 2008; A Nyquist, Moser, & Jahnsen, 2016; West, Hauser, & Scanlan, 
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1998; C. Willis, Nyquist, Jahnsen, Elliott, & Ullenhag, 2018; C. Willis et al., 2017; C. Willis, 

Reid, et al., 2018).  

2.5 The need for Norwegian Instruments on adapted physical activity in a rehabilitation context 

To evaluate the effect of interventions designed to enhance participation in (physical) leisure 

activities, research and intervention providers need valid measures (B. Adair, Ullenhag, Keen, 

Granlund, & Imms, 2015; Babulal et al., 2015; Chien et al., 2014; Coster & Khetani, 2008; 

Coster et al., 2012; G. King et al., 2004; M. King et al., 2013; Philips, 2013; Sakzekski et al., 

2007). However, especially for the Norwegian setting, such a measure is still missing. There 

have been previous efforts to undertake cultural validation of existing international instruments, 

like the Preferences for Activities of Children (PAC) and the Children’s Assessment of 

Participation and Enjoyment (CAPE; (Hoberg & Nyquist, 2011; Nordtorp, Nyquist, Jahnsen, 

Moser, & Strand, 2013). Hoberg and Nyquist (2011) conclude in their report that there are 

specifics to the Norwegian setting and its variety of activities that cannot be captured using 

PAC and CAPE. In addition, they report difficulties in administering the questionnaires, 

especially with children and youth with learning disabilities. As well, participants expressed 

their wish for a digital questionnaire that they can administer using the computer, tablet or 

smartphone. Furthermore, there have been issues publishing the Norwegian version of PAC and 

CAPE. Pearson declined to publish the Norwegian version because Norway is a very small 

market (Dalen et al., 2020; Nordtorp et al., 2013).  

Coster and colleagues (Coster et al., 2011; Coster et al., 2012) developed the web-based 

Participation and Environmental Measure for Children and Youth (PEM-CY). This instrument 

is designed to serve children with various physical, mental and/or emotional disabilities. The 

child’s parents administer it. Besides traditional variables like frequency and setting, this 

instrument also included factors that facilitate and hinder participation. However, PEM-CY is 

an instrument administered by parents and therefore does not fit the intention to hear the child’s 

voice directly. 

To meet this challenge, the development of ActiveYou I (Dalen, 2019; Dalen et al., 2020) and 

ActiveYou II was initiated by Beitostølen Healthsports Center (BHC), inspired by PAC and 

CAPE. BHC is a rehabilitation center within the Norwegian specialist healthcare system and a 

provider of interventions based on adapted physical activity for children and youth aged five to 

17 years, with different disabilities and chronic diseases. The aim of rehabilitation at BHC is to 

increase activity and participation throughout life, especially physical activities in the 

individual’s local environment (Nyquist, 2012). The instruments are designed to focus on 
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physical activities the individuals would like or already participate in (Dalen et al., 2020). 

ActiveYou I is an instrument—similar to PAC—that measures the individuals’ activity 

preferences during their rehabilitation intervention (Dalen et al., 2020), and adjusts the 

rehabilitation intervention to the individual needs of every client. ActiveYou II, on the other 

hand, aims to evaluate the effect of the intervention. In other words, ActiveYou II assesses 

whether there is a change in the participation pattern, involvement, or hindering and facilitating 

factors for participation after the intervention. Therefore, clients are expected to fill out the 

ActiveYou II before they start the intervention, and 3 months post intervention to see if there 

has been a change in any of the participation dimensions (see also figure 3). Both ActiveYou I 

and ActiveYou II are designed to be generic instruments. Apart from their first application at 

BHC, which will focus on physical activities, applying the instrument in other settings comes 

with the possibility of varying the set of activities according to individual needs. 

2.6 The context of the development of ActiveYou I and II: Beitostølen Healthsport Center 

As a rehabilitation service provider for children and youth with disabilities, BHC is the first 

applicant for the new instruments. One of their therapy models for children and youth is called 

the ‘Local Environment Model’ (A Nyquist, Jahnsen, Moser, & Ullenhag, 2019; C. Willis et 

al., 2017) for children and youth from age five to 17 with any disability. This model is family-

centered and focuses on collaborating with local educators and healthcare service providers 

(Nyquist et al., 2019). The main goal of the intervention is to facilitate participation in the 

children’s home environment. The process of the intervention within the ‘Local Environment 

Model’ is shown in figure 3. ActiveYou I and ActiveYou II are supposed to facilitate the 

planning process for the intervention, by mapping the children’s activity preferences for their 

stay at BHC (ActiveYou I), their participation pattern in their home environment, and the 

facilitators and barriers to participation (ActiveYou II). ActiveYou II is also expected to capture 

possible changes in the children’s participation after their 3-week stay at BHC. Therefore, the 

instruments focus on activities the clients perform in their home environment or desire to 

participate in.  

ActiveYou II is developed in a specific context and in close connection to the rehabilitation 

program of children and youth aged 5 to 17, with a large variety of disabilities; thus, the target 

group for the new instrument was pre-set before the beginning of the project. Furthermore, 

within the setting of BHC, the main focus lies on physical activities. Therefore, the instrument 

mainly includes physical activities the children participate in during their leisure time. 
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However, as mentioned above, the activities and pictures may be changed according to the 

needs of other contexts (see Appendix 4B).  

 
Figure 3: Local Environment Model at BHC 

2.7 Aim of this project 

As described above, there is a lack of self-reported, web-based instruments that evaluate the 

participation in physical leisure activities for children and youth with disabilities in Norway – 

which are needed to plan and evaluate interventions aiming towards increasing participation – 

this research project aims to develop such an instrument.  

As a result, the development of ActiveYou I and ActiveYou II were initiated, as described 

above. This PhD project is dedicated to the development process of ActiveYou II. This new 

measure is aimed at measuring participation patterns in different physical leisure activities of 

children and youth with disabilities in their home environment. Therefore, the main research-

aim of this project is to: 

Develop a web-based, self-reported instrument for participation in physical leisure 

activities for children and youth with disabilities, adjusted to the Norwegian setting. 

Initially, the instruments were called BARNAS I (now ActiveYou I) and BARNAS II (now 

ActiveYou II), which later have been changed to AktivDeg I and AktivDeg II. Therefore, some 

information letters found in the appendix still have the name BARNAS II or use the Norwegian 

AktivDeg II. As this thesis is written in English, it will use the English name of the instrument. 

2.8 Research questions 

The aim of the project leads the researcher to pose several research questions.  
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First, to measure something, clear definitions of the construct at hand are needed (B. Adair et 

al., 2018; Andrews, Durvasula, & Akher, 1990; Barki & Hartwick, 1989; Himmelfarb, 1975; 

G. King, Currie, & Peterson, 2014; M. King et al., 2013; Zaichkowsky, 1985). Furthermore – 

as described above – the participation construct remains under constant discussion and further 

development (B. Adair et al., 2018; Babulal et al., 2015; Hemmingsson & Jonsson, 2005; Imms 

et al., 2017; G. King et al., 2003; Maxwell et al., 2012; Mitra & Shakespeare, 2019; Shikako-

Thomas et al., 2014). In their systematic review on measures for participation, Adair and 

colleagues (2018) discussed how measurement development must keep up with the 

development of the construct. Therefore, it is important for this project to take a deeper look at 

the participation construct.  

Here, in the field of rehabilitation there is a knowledge gap regarding the subjective dimensions 

of participation, involvement and engagement (B. Adair et al., 2018; Imms et al., 2016; Imms 

et al., 2017). Therefore, Article 1 poses and discusses the following research question: 

Are there definitions for the constructs of ‘involvement’ and ‘engagement’ suitable for 

measurement development in other fields of research, which can be transferred to 

healthcare and rehabilitation? 

Second, every setting has its own specifics that warrant consideration when developing a valid 

and reliable instrument (Arvidsson et al., 2019; Coster et al., 2012; Hoberg & Nyquist, 2011; 

Law et al., 2013). Therefore, it is important to research specifics relating to the Norwegian 

setting. Ullenhag et al. (2012) discussed, for example, how different policies or support from 

the welfare system can influence participation in Norway, Sweden and the Netherlands. Several 

international studies have investigated barriers for participation in leisure activities (Krieger et 

al., 2018; Rimmer, Riley, Wang, Rausworth, & Jurkowski, 2004; Shields & Synnot, 2016; 

Shields, Synnot, & Barr, 2012). Some of these studies have pointed out that beyond just 

researching barriers for participation, research and rehabilitation service providers should also 

focus on the potential of facilitators (Rimmer et al., 2004; Shields et al., 2012). Coster and 

colleagues (2012) decided to include facilitating and hindering factors in their instrument PEM-

CY. These factors may vary internationally.  

Therefore, it is important to identify facilitators and barriers specific to the Norwegian setting. 

Because ActiveYou II is designed to be a generic instrument, with the option of changing the 

sample of activities; it was important to study these facilitators and barriers for leisure activities 

and not just the physical activities. The second article discusses the following research question: 
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What kind of facilitators and barriers for participation in leisure activities do children 

and youth with disabilities and their families experience in Norway? 

Third, before applying a new instrument in practice, it is important to test the instrument for 

item quality and psychometric properties. The third article discusses the item quality of 

ActiveYou II using cognitive interviews and poses the following research question:  

Can cognitive interviews with children and youth help to improve item quality of 

ActiveYou II? 

Based on the results of these three articles – and additional work that will be described in more 

detail in this thesis – the development process of ActiveYou II will be summarised and 

discussed. 

2.9 Structure of this thesis 

This thesis is organised as follows. Chapter 1 introduces the thesis. Chapter 2 presents the 

background of the research. Chapter 3 discusses the methodology used during the research for 

this thesis, which included scoping reviews as a method for structured literature research and 

different interview technics. Furthermore, a description of the recruitment and data collection 

in the different parts of the study is given along with the ethical considerations.  

Chapter 4 explains the results of the research, which are based primarily on the three articles. 

These articles are discussed in relation to the overarching aim of the thesis. Chapter 5 provides 

a general reflection on the project as well as its strengths and limitations. Chapter 6 concludes 

the thesis. 

2.10 Process of instrument development 

According to Moosbrugger and Kelava (2012), tests and measures work on the assumption that 

we can describe a person based on his/her individual properties, which relate to a concrete 

construct – as is the case of ActiveYou II participation. The development of such an instrument 

is based on a multistage process (Moosbrugger & Kelava, 2012; Pospeschill, 2010). The first 

step is to determine what construct needs to be measured and if sufficient theories/models are 

available (Moosbrugger & Kelava, 2012). Even though the ICF presents an international 

framework that includes the concept of participation, this framework may not be sufficient for 

the development of ActiveYou II. Pospeschill (2010) argued that in such a case, a working 

model should be developed throughout the research process – as done in this thesis. To clarify 
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the construct, a more in-depth literature research is needed (Moosbrugger & Kelava, 2012; 

Pospeschill, 2010).  

After clarifying, construct decisions on item development are needed. Such decisions are 

affected by whether the construct is uni- or multidimensional, if it is stabile over time and if the 

measured properties are nominal or ordinal nature (Moosbrugger & Kelava, 2012; Pospeschill, 

2010). As described earlier, participation is a multidimensional construct. The target population 

influences further item development, such as the general layout of the instrument, test length 

(number of items), duration (time needed to administer the test) and types of items 

(Moosbrugger & Kelava, 2012; Pospeschill, 2010). To incorporate the target group into the 

development of ActiveYou II, group interviews were included in the research process (article 

2), as well es cognitive interviews in order to test a first version of the instrument (article 3). 

Furthermore, the instrument needs to be tested with an analysis sample similar to the target 

group (Moosbrugger & Kelava, 2012; Pospeschill, 2010). In this thesis, testing – using 

cognitive interviews– with the target group were executed, as represented in article 3. 

The process of developing ActiveYou II is illustrated in Figure 4. Such process includes past 

research on the cultural validation of PAC and CAPE in Norway (Hoberg & Nyquist, 2011; 

Nordtorp et al., 2013), which led to the development of the instrument and future directions, 

and further research (e.g. psychometric properties of the new instrument) that went beyond the 

capacities of this PhD thesis. In this regard, the literature research and article 1 build a 

theoretical foundation regarding the participation construct. More specifically, the subjective 

aspects of participation ‘involvement’ and ‘engagement’ is discussed as a contribution to fill a 

knowledge gap where these dimensions have often been missing in measures thus far. Article 

2 investigates peculiarities to the Norwegian setting regarding the facilitating and hindering 

factors for participation in leisure activities. Together, these two articles build a basis for the 

draft of the first version of ActiveYou II, which then was tested using cognitive interviews 

(article 3). 
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Figure 4: Flow chart describing the research process for this thesis 
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3. Research methods 

This project adopted different methods. Both qualitative interview methods and a structured 

literature review were used to answer the research questions. As explained in Chapter 2.4, this 

thesis promotes the importance of incorporating the perspective of children and youth with 

disabilities. The ICF practical manual argues that persons with disabilities ‘can provide direct 

information in an interview, through a questionnaire, or through other forms of self-reporting’ 

(World Health Organisation, 2013, p. 15). The methods used in this thesis were a structured 

literature research (a scoping review), group interviews and cognitive interviews with the new 

ActiveYou II under development.  

This chapter explains why these methods were chosen, including special considerations, 

especially involving interviews with children or developing questionnaires for children (with 

disabilities). Table 1 gives an overview of the different research methods applied during the 

project and their aims. 

Table 1: Research methods applied during the research 

Article or study 

title 

Method used Research aim 

1 Scoping review Find valid definitions for the participation sub-

constructs of involvement and engagement 

2 Group interviews Identify facilitating and hindering factors for 

participation in leisure activities for children and youth 

in Norway 

3 Cognitive interviews Test the first version of ActiveYou II for item quality 

and applicability 

 

3.1 Structured literature research using scoping reviews 

A structured literature review was not originally part of this project. However, during an early 

phase, when basic literature research on the participation concept was done, it became apparent 

that several parts within the participation construct seemed unclear. Discussions with 

experienced researchers and further literary work made it clear that one cannot possibly 

measure a construct without having concrete definitions of the constructs to be measured (B. 

Adair et al., 2018; Andrews et al., 1990; Barki & Hartwick, 1989; Himmelfarb, 1975; G. King 

et al., 2014; Zaichkowsky, 1985). This is especially true for subjective subdimensions of 
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participation – involvement and engagement – which to date have often been neglected in 

measures (B. Adair et al., 2018). However, scholars see a necessity of including the subjective 

perspective when measuring participation (B. Adair et al., 2018; Babulal et al., 2015; Coster & 

Khetani, 2008; Granlund et al., 2012). Therefore, it was important to find more clear definitions 

for these subjective aspects of participation to measure them. This challenge called for a more 

structured approach in the literature research, which led to the first article included in this thesis. 

There are many forms of structured literature research, with the most known possibly being the 

systematic review or meta-analyses. According to Arksey and O’Malley (2005), the main 

difference between a systematic and a scoping review is that the former is based on one well-

defined question with a quite narrow scope, while the latter often has a broader topic. As the 

task in this project was to examine several quite broad concepts that seemed unclear, the 

research question for the review also needed to be quite broad and open. Therefore, a scoping 

review seemed to be the most feasible method. There are four reasons for using the scoping 

review method (Arksey & O'Malley, 2005): (1) to examine the extent or range or of research 

activity in one field; (2) to determine the value of a full systematic review; (3) to 

summarise/disseminate research findings; and (4) to identify research gaps. For this thesis, it 

seemed clear that there was a research gap. The approach was to summarise ideas and findings 

in other fields of research that might be adapted into the field of disability research or healthcare 

and rehabilitation. This is closest to the third reason for using the scoping review method, as 

noted above.  

As scoping reviews are a relatively new variant of literature research, guidelines that have been 

established for systematic reviews for a long time were not available for scoping reviews at the 

beginning of the project (Arksey & O'Malley, 2005; Levac, Colquhoun, & O'Brian, 2010). 

More recently, the PRISMA-ScR guidelines (Preferred Reporting Items for Systematic 

Reviews and Meta-Analyses extension for Scoping Reviews) were published as a general 

guideline for authors to follow while using the method (Tricco et al., 2018). PRISMA-ScR 

provides a framework for the process of the review process, including (Tricco et al., 2018): 

 Report the chosen method in the title 

 Provide a structured summary 

 Describe the rationale and objective of the review 

 Report existing review protocols, sources of evidence, databases used, search strategy, 

inclusion and exclusion criteria, data charting and condensation of data 
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 Give an overview of the number of sources screened and the screening process (ideally 

in flow diagram) 

 Report results from each individual source of evidence 

 Summarize the results and relate them to research questions, objectives and existing 

research 

 Discuss the limitations of the research process 

 Provide a general interpretation of the results and implications for future research 

 Report sources of funding and the role of the funders of the scoping review 

Today, most journals require authors to submit a completed PRISMA-ScR checklist when 

submitting a scoping review. Therefore, the scoping review performed in this thesis also applied 

the PRISMA-ScR guidelines/checklist. In this project, to target definitions of the constructs of 

involvement and engagement, the databases shown in Table 2 were included in the research. 

These databases were chosen through a discussion with experienced researchers in the field of 

literature -studies. It was expected that the research would cover the most relevant fields and 

publications.  

Table 2: Databases included in the Scoping review on involvement and engagement 

Involvement 

Healthcare and rehabilitation MEDLINE; PubMed 

Leisure research Academic Search Complete; PsychINFO 

Engagement 

Healthcare and rehabilitation MEDLINE; PubMed 

Educational psychology Academic Search Complete; PsychINFO 

Human resource management Business Source Complete 

After screening titles and abstracts, relevant full texts were analysed. In addition, snowball 

search was applied to catch important publications that were missed in the research due to 

keywords or filters. 

3.2 Considerations when interviewing children (with disabilities) 

A considerable part of this thesis consisted of data collection with various forms of interviews. 

Group interviews were used at the beginning of the developmental process of ActiveYou II. 

This interview method helped to identify facilitators for and barriers to participation in the 
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Norwegian setting (see also article 2) and a more general perspective of parents, children and 

professionals on participation in leisure activities. Later, cognitive interviews were used to 

improve the item quality and applicability of ActiveYou II. As this project concerns the 

participation of children and youth with disabilities, it was essential to include those among the 

group of informants.  

However, there were several issues to consider when interviewing children, especially children 

with disabilities (Docherty & Sandelowski, 1999; Finley & Lyons, 2001; Heath, Brooks, 

Cleaver, & Ireland, 2009; Lewis & Porter, 2004). Lewis and Porter (2004) developed guidelines 

for interviewing children and youth with disabilities. They contain several questions the 

researcher should address during the research-process. These guidelines were used during the 

interviews in this project. A summary of the guidelines for interviewing children with learning 

disabilities can be viewed in Table 3. 

Table 3: Guidelines for interviewing children with learning disabilities (Lewis & Porter, 2004) 

Part of the research Questions to consider 

Research Aims  Will the research be useful to/relevant for the lives of persons with 
disabilities? 

 Have persons with disabilities contributed in establishing the aims or 
purpose of the research? 

 Can the research possibly be harmful for the persons involved? 

Access / Gatekeepers  How can participants be contacted (e.g. locations, institutions)? 
 How can the involvement of multiple players/agencies facilitate or 

hinder the research? 
 Are the views of participants represented by the gatekeepers or 

proxies? 

Consent / Assent  Are participants fully informed to give consent? 
 Are participants capable of giving full consent? 
 If third parties give consent for participants, did the participants give 

assent? 
 Is consent/assent checked for throughout the research process? 
 Have the participants been informed about the confidentiality and 

anonymity of the data? 

Confidentiality / 

Anonymity / Secrecy 

 Can the confidentiality of all parties be guaranteed? 
 Is anonymity guaranteed in all cases? 
 How can confidentiality and anonymity be guaranteed and sustained 

throughout the research process? 

Recognition / Feedback / 

Ownership 

 Are participants rewarded for their involvement in the research – and 
how? 

 Have participants adequate chances to give feedback? 
 How can participants contact the researcher(s)? 
 Is the end of the research process/involvement clearly communicated 

to the participants? 
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Social Responsibility  Does the research follow all social, moral and legal responsibilities? 

Sampling  Is there adequate heterogeneity in the sample with regards to diagnosis, 
demographics or socioeconomic factors? 

 Is there awareness of communication needs and their possible impact 
on researcher requirements/sampling (e.g. resigning capabilities/ICT 
skills and access)? 

 What are strategies to adapt the research to the different cognitive 
levels of the participants? 

Design  Are research questions and aims communicated clearly? 
 How is the relationship with participants built over time? 
 What are the benefits for individual participants and for the general 

population? 
 Are (and how) is the target population involved in the research design? 

Communication  Are interview guides adjusted to the target population? 
 How can individuals with limited communication abilities participate 

in the research?  
 How can interview situations be facilitated by the use of multimedia, 

cue cards, etc.? 

 

3.2.1 Group interviews 

For this thesis, it was important to get an insight into the individual perspective of children with 

disabilities, parents and healthcare professionals. It was important to identify facilitators for and 

barriers to participation specific to the Norwegian setting and the participants’ perception of 

their participation and of participation (as a construct) in general. According to Frey and 

Fontana (1991), group interviews are useful to satisfy the researcher’s curiosity and attain a 

better understanding of a social construct. McLafferty (2004) further argues that group 

interviews enable the researcher to have a source of data based on participant interaction 

because they can enhance the development of questionnaires. These are arguments that 

facilitated the decision to include group interviews in the developmental process of ActiveYou 

II.  

Furthermore, research on the development of other instruments – specifically the PEM-CY – 

used group interviews during the development of their instrument (Coster et al., 2012). For the 

development of the PEM-CY, the researchers interviewed both parents and healthcare 

professionals about their perspective of participation as well as about hindering and facilitating 

factors. However, as explained earlier, there has been an increased focus on incorporating the 

child’s perspective into research. Furthermore, the PEM-CY is an instrument that is meant to 

be administered by the parents of the child, while ActiveYou II is intended to be a self-reported 

instrument, where the child – with parental assistance if needed – responds. Therefore, it was 
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seen to be especially important to incorporate the perspectives of children and youth as direct 

informants into the study. 

Three specific groups – parents, healthcare professionals and children – took part in the 

interview-process, and the interview guide needed to be adjusted for them. An English 

translation of the interview guide can be found in article 2. Regarding sample size, McLafferty 

(2004) differentiates between full groups with 10–12 participants and mini groups with four to 

five participants. She also provides pros and cons for both variants, noting that mini groups are 

more labour intensive because more interviews are needed to reach an appropriate number of 

participants and saturation. However, mini groups tend to be easier to manage, and there is a 

higher chance that all participants will be able to be active in the interview situation.  

For these reasons, and especially to give the children a more intimate atmosphere, mini groups 

were used. Inclusion criteria for interviews were: 

 For all groups: 

o Consent for participation 

o Ability to participate in an interview in Norwegian 

 Children: 

o Consent by both caregiver and children 

o Age 7–17 years old 

o Being identified with some kind of disability 

 Parents 

o Consent from both parents and consent/assent from children with disability 

o Caregiver for a child with some kind of disability 

 Professionals: 

o Experience of at least one year in working with children with disabilities  

The number of interviews was decided primarily by the point of saturation. When there were 

no new themes appearing in the interviews with one group (parents, professionals or children), 

one more interview was conducted before finalizing the interview period for this group.  

3.2.2 Cognitive interviews 

Cognitive interviews are another interview variant specifically used in instrument development. 

The method has proven to improve item quality and applicability of new instruments 

(Moosbrugger & Kelava, 2012; Peterson et al., 2017; Spencer, Bouffard, & Watkinson, 2020; 

G. B. Willis, 1999, 2015). When conducting cognitive interviews, the researcher goes through 
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the instrument with the participants, who articulate their thoughts while reading and answering 

the questions.  

Peterson and colleagues (2017) describe two strategies for this method – think aloud and verbal 

probes. When following the think aloud strategy the interviewees freely express their thoughts 

and ideas while going through the instrument. Here, the researcher adopts more of a passive 

and observant role. This variant has the ability not only to catch aspects the researcher has 

considered beforehand but also to bring in new perspectives on the instrument, including 

possible weaknesses not considered.  

However, the ‘think aloud’ variant of cognitive interviews needs some practice beforehand and 

a high cognitive level of the participants (Peterson et al., 2017). As children were the 

respondents in this study, Spencer, Bouffard & Watkinson (2020) argue that the ‘verbal probe’ 

method should be preferred. Therefore, this study used the ‘verbal probe’ method. Here, the 

researcher has a more active role in leading the participants through the instrument, following 

a previously developed interview guide (Peterson et al., 2017). The interview guide focused on 

specific formulations (verbal probes) or mechanics of the instrument, which might be 

challenging or difficult for the participants. Peterson et al. (2017) recommend 5–15 

interviewees. 

3.3 Considerations regarding the use of survey methods with children (with disabilities) 

This thesis aimed to develop a new instrument based on a child-reported questionnaire; thus, it 

was important to consider issues connected to the use of such methods with children. Applying 

surveys to groups of children, and especially to children with disabilities, poses several 

challenges. Heath and colleagues (2009) present a general overview on what to expect, and 

what to consider,  when including children of different ages: 

- 4–7 years: 

o Short attention span 

o Limited language skills/reading skills 

 Surveys should be guided and short and composed of simple questions 

- 8–11 years: 

o More developed language skills 

o Ability to distinguish between different points of view 

 Ability to answer simple self-administered questionnaires with attractive and 

focused questions 
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- 12–16 years: 

o Well-developed cognitive function 

 Ability to complete standardised questionnaires as with adults but use 

appropriate language 

Furthermore, Heath and colleagues (2009) see many opportunities in online surveys, with the 

internet being a natural feature of young people’s lives nowadays. 

According to Finley and Lyons (2001), instruments developed for the general public often have 

shown to be inappropriate for children with disabilities. During research on PAC and CAPE in 

Norway, it has been shown that even if these instruments were developed for children with 

physical disabilities, they appear to present challenges when applied with children with 

cognitive or learning disabilities (Hoberg & Nyquist, 2011). Finley and Lyons (2001) offer 

several points to consider when designing questionnaires for children with cognitive or 

developmental disabilities, including: 

- Avoid Likert-type scales 

- Check phrasing and understanding of questions and answers 

- Avoid negative wording/phrasing 

- Avoid modifiers, particularly at the end of sentences 

- Avoid passive phrasing 

- Ask specific rather than general questions 

- Check the design of the instrument beforehand 

Based on the formulation and understanding of issues, this project chose to test a first version 

of ActiveYou II using cognitive interviews, as described earlier. I regards to Likert-type scales, 

Read and Fine (2005) researched various alternatives in questionnaires for children and found 

that smileys work best, especially with young children. Another alternative would be the use of 

the visual analogue scale (VAS). Von Baeyer (2006) argues, in a study on pain experience, that 

children prefer face scales (pictures of facial expressions that show different stages of pain) 

over VAS. In his study, VAS gave valid results, starting at the age of seven. Funke, Reips and 

Thomas (2011) have found that slider scales (a variant of VAS) show higher response times 

and break-off rates, especially for participants with a lower educational level. Therefore, 

smileys were chosen when developing ActiveYou II. Not least because most of the children 

and their families already have experience from several surveys and questionnaires – within the 
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healthcare system, education or related to research – prioritising smileys over other alternatives 

should be double-checked during group interviews and cognitive interviews.  

3.4 ActiveYou II 

As mentioned in Chapter 2, the development of ActiveYou I and ActiveYou II resides in the 

experiences made while testing the Norwegian versions of the PAC and CAPE instruments for 

its psychometric properties (Nordtorp et al., 2013). ActiveYou I – similar to PAC – focuses on 

the activity preferences of children (Dalen, 2019). ActiveYou II focuses on the participation 

patterns in leisure physical activities among children and youth in their local environment. 

However, experience with CAPE has shown several aspects that needed consideration for the 

home environment, as reported by Hoberg and Nyquist (2011). These aspects included that the 

sample of activities in PAC and CAPE did not seem optimal; they lacked facilitating and 

hindering factors and had difficulties applying the paper forms.  

These shortcomings enhanced the need for an instrument that can be administered on the 

internet, incorporates facilitating and hindering factors for participation, and includes a sample 

of activities fitting for the Norwegian setting. Furthermore, with the focus on the individual 

perspective, these aspects of participation should be included as well. Therefore, in the early 

stages of the development, it was decided that the following aspects of participation should be 

covered: 

- Frequency of Participation:  

o How often does the individual participate? 

o Is the individual satisfied with his/her frequency of participation? 

- Setting: 

o With whom or where does the individual participate in the activity? 

o Is the individual satisfied with the setting? 

- Level of Involvement/Attraction:  

o How important is the activity for the individual? 

o How much is the individual attracted to the activity? 

- Sense of Mastery: 

o How well does the individual master the activity? 

- Facilitating factors: 

o What helps the individual to participate? 

- Hindering factors/Barriers: 
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o What, if anything, hinders the individual from participating in the activity in the 

way they would like? 

Many children participate in a variety of activities in various settings. For example, one might 

play football both unorganised with their friends and organised at a football club. Research on 

the constructs of involvement and engagement has shown that involvement describes the general 

interest towards an activity, while engagement is context-specific (see also Article 1). In the 

latter case, an instrument would need to measure the level of engagement for each setting in 

which the child participates. Therefore, it did not seem feasible to include the level of 

engagement in the instrument. This decision was made for reasons of practicality, as it would 

have been difficult to programme this option, and time, as this would have extended 

substantially the time needed to answer the questionnaire. A more detailed description of how 

the first version of ActiveYou II was constructed is given in chapter 4.3. 

3.5 Recruitment and data collection 

This project was done in close cooperation with Beitostølen Healthsports Center in Beitostølen, 

Norway (see also chapter 2.6).  

Altogether about 400 children and youth between five and 17 years of age attend a three-week 

intervention each year. This range meant the project could have a broad cohort of potential 

participants to recruit from, in terms of diagnosis, urban and rural areas, and other 

sociodemographic variables. Furthermore, it was beneficial to have insight into the setting and 

the (daily) routines of the clinic (the PhD student has worked at the clinic for several years, see 

also chapter 3.7) to coordinate different aspects of the project and have close contact with the 

therapy team, as the main gatekeepers.  

The recruitment process for the different parts of the project is described in the second and third 

articles. Information letters and consent forms can be found in the appendix of this thesis. The 

recruitment and data collection process for group interviews took place over a four-month 

period. In this period, ten different groups with approximately 90 children altogether and their 

parents were invited to participate in the project. The recruitment for cognitive interviews was 

especially assisted by another researcher (Lars Kristian Dalen; as mentioned in Appendix A4), 

how participated in the information-meetings with the children groups. For cognitive 

interviews, recruitment included three children’s groups at BHC with  25 children altogether. 

Further details on the recruitment process are given in articles 2 and 3. 
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3.6 Ethical consideration 

The project has been approved by the Norwegian Centre for Research Data (reference number 

52305/3/STM). From the beginning, it was clear that when one conducts research with children 

and youth with disabilities, the main informants would be part of a vulnerable group. This fact 

needed to be considered within recruitment, data collection, and analysis and reporting of the 

data. Most of these aspects have been identified in Table 3. During recruitment, both children 

and parents were informed about all parts of the project, so they could decide together. 

Furthermore, contact information was included in the information letters and questionnaire, so 

the participants could reach the researcher at any given point. For interviews with parents, it 

was requested that the children give their own consent because they would be the main topic of 

the interviews in some way. During the analysis and reporting of the results, much attention 

was given to the anonymity of the children. Participants’ names were anonymized and replaced 

with fictional names in the results. Furthermore, details in quotes that might lead to 

identification of individual informants in articles or this thesis were changed.  

3.7 Considerations regarding the researcher’s position/connection in the research context 

I worked at BHC before starting this Ph.D. project; thus, it is important to reflect on my 

connection to the research setting. Because of my close connection to the setting, I quit my 

employment relationship with BHC—rather than a leave of absence for the PhD period—when 

I started working on the thesis, to avoid bias. However, my connection to the research setting 

came with both advantages and disadvantages. On the one hand, my knowledge of the research 

setting facilitated the communication between me as the researcher and the gatekeepers at BHC. 

Furthermore, I was able to work closely with the researchers at the research section of BHC. 

For example, Lars Kristian Dalen (nurse, master student, and head of the Rehabilitation 

department)—who led the development of ActiveYou I—assisted during the recruitment of 

participants for cognitive interviews (see Appendix A4). Knowing the daily schedule of 

rehabilitation facilitated the coordination of the project. In addition, being familiar with the 

intervention activities enhanced the possibility of building relationships with the potential 

participants of the project and organizing the data collection (i.e., information meetings or 

interviews) around the daily schedule of the participants. This again facilitated and shortened 

the communication with the staff.  

On the other hand, being so familiar with the research setting and intervention came with a risk 

of being biased. Therefore, as a former employee, it was important to take on a new role as a 

researcher and establish a new relationship with the research setting. There was a risk of 
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interpreting data based on one’s own experiences. I incorporated different groups of participants 

besides the group of healthcare professionals within my professional background to help 

minimize this risk of bias. 

3.8 Analysis 

This thesis adopted an approach that combined different interview-methods and a structured 

literature review, so the analysis process varied across different parts of the project. 

For the scoping review, the analysis followed the framework of Arksey and O’Malley (2005) 

and the PRISMA-ScR guidelines (Tricco et al., 2018). After screening databases for articles 

and snowball research, publications were analysed and information relevant to the research 

questions was extracted as follows: 

- Author and year of publication  

- Type of study 

- Definition of involvement or engagement 

- Important results / information about involvement or engagement 

o Subdimensions 

o Measures used or developed  

After the first phase of review, these data were further reduced and prepared for reporting. 

Data from the group and cognitive interviews were analysed using qualitative content analysis 

(Elo et al., 2014). The analysis process was conducted using MAXQDA 2018 software (Verbi, 

2018). First, data from the group interviews were prepared for analysis by transcribing the 

interviews and reading through the transcripts several times. Thereafter, a first round of coding 

was done using the questions of the interview guide as main categories. This was followed by 

an inductive analysis, with open category building.  

During the inductive analysis process for the group interviews, categories similar to the 

conceptual model of factors affecting the recreation and leisure participation of children with 

disabilities appeared (G. King et al., 2003). To facilitate reporting the results and 

communication within the field of healthcare and rehabilitation, the model was adapted for a 

more deductive round of analysis. Hereafter, the information from the data was charted as 

follows: 

- Category / conceptual theme 

- Information from the interviews 
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- Exemplary quotes 

These charted data formed the foundation for reporting the results. 

The cognitive interviews were also processed using qualitative content analysis and MAXQDA 

2018 software. Coding took place directly in the audio data. The analysis followed 

Tourangeau’s (1984) question and answer model, with the main categories as follows: 

- Comprehension 

- Retrieval 

- Judgement 

- Response  

Quantitative data were analysed with support of SPSS version 25 software. 
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4. Results 

This chapter presents the results of the project. First, there is a summary of the three articles 

included in the thesis. In addition to the results specific to the articles, these will also be 

discussed in relation to the understanding of participation and their influence on the instrument 

development. In a separate chapter (4.3), the construction of the first version of ActiveYou II 

will be described. 

4.1 Article I: Exploring two subdimensions of participation, involvement and engagement: A 

scoping review  

Published in: Scandinavian Journal of Occupational Therapy (2021) 

Searching different databases, 5.418 results were found. Of these, 74 abstracts met inclusion 

criteria. Among these 74 full texts, two were excluded as duplications and 46 did not meet all 

inclusion criteria. The remaining 26 publications met all criteria and were included in the study. 

In addition, 11 more publications were added through snowball research. 

4.1.1 Involvement 

Of the 35 included publications, ten discussed the construct of involvement. These originated 

in marketing/consumer research (Laurent & Kapferer, 1985; Zaichkowsky, 1985) and leisure 

research (Funk & James, 2001; Funk, Ridinger, & Moorman, 2004; Havitz & Dimanche, 1997; 

Havitz, Kaczynski, & Mannell, 2013; Jun et al., 2012; Kyle, Absher, Norman, Hammitt, & 

Jodice, 2007; Suhartanto, Dean, Sumarjan, Kartika, & Setiawati, 2019; Wiley, Shaw, & Havitz, 

2000). Within healthcare and rehabilitation, no publications were found that specifically 

discussed the construct of involvement. It is important to note that multiple authors within 

leisure research referred to prior research done by consumer research (Havitz & Dimanche, 

1997; Kyle et al., 2007; Wiley et al., 2000).  

All publications defined involvement as a multidimensional construct. In consumer research, 

involvement is defined as a ‘person’s perceived relevance of the object based on inherent needs, 

values, and interests’ (Zaichkowsky, 1985, p. 342). Building on that, leisure research defines 

involvement in leisure activities as ‘an unobservable state of motivation, arousal or interest 

toward a recreational activity or associated product’ (Havitz & Dimanche, 1997, p. 246). Note, 

however, that the labels for the four dimensions changed from ‘importance’, ‘pleasure’, ‘sign’ 

and ‘centrality to lifestyle’ used by Havitz and Dimanche (1997) to ‘attraction’, ‘centrality’, 

‘social bonding’, identity affirmation’ and ‘identity expression’ (Havitz et al., 2013; Jun et al., 

2012; Kyle et al., 2007). The latest publication included in the review (Suhartanto et al., 2019) 
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argue for the dimensions of ‘importance’, ‘centrality’ and ‘self-expression’ to be the most 

important. All authors agreed that involvement is an intrinsic and unobservable construct. 

However, it is expected to influence the individual’s behaviour.  

With regards to participation, the level of involvement in its different dimensions might affect 

whether the individual will attempt to participate in the activity. In contrast, the quality of the 

participation experience – both positive and negative – will influence the individual’s level of 

involvement and in turn influence his/her motivation for future participation.  

4.1.2 Engagement 

Research on the databases found 27 publications for the construct of engagement. Of these, 

seven originated in the field of management or economics (Bhuvanaiah & Raya, 2014; 

Harashitha, 2015; Kahn, 1990; Kim, Park, & Kwon, 2017; Kumar & Pansari, 2016; Madan, 

2017; Megha, 2016); 10 from educational psychology (James  J. Appleton, Christenson, & 

Furlong, 2008; James J. Appleton, Christenson, Kim, & Reschly, 2006; Axelson & Flick, 2010; 

Dhanesh, 2017; Finn & Zimmer, 2012; Fredricks, Blumenfeld, & Paris, 2004; Fredricks, 

Bohnert, & Burdette, 2014; Hollingshead, Carnhan, Lowrey, & Snyder, 2017; Liem & Martin, 

2012; Moreira et al., 2015); and nine from healthcare and rehabilitation (Alegria et al., 2014; 

Bright, Kayes, Worall, & McPherson, 2015; Graffigna, Barello, & Bonanomi, 2017; G. King 

et al., 2017; G. King et al., 2014; Kortte, Falk, Castillo, Johnson-Greene, & Wegener, 2007; 

Lequerica & Kortte, 2010; Mayhew et al., 2019; Rieckmann et al., 2015). As with involvement, 

most authors saw engagement as a multidimensional construct, apart from Algeria and 

colleagues (2014), who saw engagement mainly as attendance. Furthermore, most authors saw 

engagement bound to a specific setting and role the individual was to fulfil in that setting. These 

could be the role of an employee at work (Bhuvanaiah & Raya, 2014; Harashitha, 2015; Kumar 

& Pansari, 2016; Madan, 2017; Megha, 2016), a student at school (James  J. Appleton et al., 

2008; James J. Appleton et al., 2006; Axelson & Flick, 2010; Finn & Zimmer, 2012; Fredricks 

et al., 2004; Fredricks et al., 2014; Hollingshead et al., 2017; Moreira et al., 2015) or a 

patient/client in a rehabilitation setting (Graffigna et al., 2017; G. King et al., 2017; G. King et 

al., 2014; Kortte et al., 2007; Mayhew et al., 2019; Rieckmann et al., 2015).  

In all three fields, researchers referred to three main dimensions of engagement: an observable 

dimension of behavioural engagement (e.g. attendance, frequency, duration, time on task) and 

two unobservable dimensions of cognitive engagement (e.g. self-regulation, relevance for 

future endeavours, personal goals, autonomy) and affective/emotional engagement (e.g. feeling 

of identification, sense of belonging, relationships with other participants/teachers/therapists). 
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This set-up of the engagement construct resulted in measures that tried to assess the 

unobservable dimensions of engagement as mainly self-administered instruments (James J. 

Appleton et al., 2006; Graffigna et al., 2017; Liem & Martin, 2012). Only the field of healthcare 

and rehabilitation relied on questionnaires or protocols administered by the therapist (G. King 

et al., 2017; Kortte et al., 2007; Mayhew et al., 2019). 

4.1.3 Discussion: Influence of the scoping review on the use of the participation construct and 

the measure development 

The aim of the scoping review was to answer the following research question:  

Are there definitions for the constructs of ‘involvement’ and ‘engagement’ suitable for 

measurement development in other fields of research, which can be transferred to 

healthcare and rehabilitation? 

The scoping review revealed definitions for both constructs. While there is no clear distinction 

for the two constructs within healthcare and rehabilitation thus far, based on the literature from 

different fields of research, involvement and engagement can be differentiated.  

Involvement is seen as a more general motivation or interest towards an activity and is 

unobservable. For further research in this thesis, the definition of leisure involvement was 

adapted (Havitz & Dimanche, 1997), not least because the aim of this project was to develop a 

measure for participation in leisure activities. Furthermore, the definition worked as a basis for 

the development of a measure of involvement (in leisure research) that has proven its 

psychometric properties (Kyle et al., 2007).  

Engagement, in contrast, is always connected to a specific setting and role that the individual 

fulfils. Different settings for participation may lead to a different role and specific differences 

in cognitive and affective engagement. For example, an individual may participate in football: 

during physical education lessons at school as a student, with the formal goal of getting good 

grades; unorganised with his friends during his free time to socialise and have fun; and in a 

football club to improve their skills and compete. Therefore, measures are always context-

specific. Summarising fields of research, engagement was defined as the ‘individual’s 

behavioural, cognitive and affective investment during role performance’. Connected to 

participation, the combination of the three engagement dimensions describes the individual’s 

participation experience. 
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However, it cannot be denied that the two constructs – involvement and engagement – influence 

each other. Such influence can be seen in Figure 5. Good participation experiences will, in the 

long term, influence the individual’s level of involvement. The general level of involvement 

will influence the individual’s willingness/motivation to participate in the activity. This loop 

effect may – depending on whether participation experiences are positive or negative – facilitate 

participation or lead to drop-out or refusal of participation. 

In comparison to previous definitions for involvement in the ICF (World Health Organisation, 

2001) or both involvement and engagement in the fPRC model (Imms et al., 2017), the 

definitions found in this scoping review, particularly with more detailed sub-dimensions, give 

a sharper definition of these constructs. The ICF defined involvement rather loosely in a single 

footnote and gave no specifics for engagement. The fPRC model defined both constructs. 

However, these definitions were rather broad and not in line with the findings of the scoping 

review. The definition for involvement by Imms and colleagues (2017) is understood as 

engagement in most literature included in the scoping reviews, and most authors refer to 

engagement in the fPRC model as involvement. 

Having a more detailed definition, in theory, should help develop a more valid measure (Adair 

et al., 2018; Himmelfarb, 1975). It is important to consider that ActiveYou II is meant to 

measure multiple activities in multiple settings. As engagement is context-specific, an 

instrument like ActiveYou II cannot aim to measure validly the level of engagement of children 

and youth with disabilities. For example, a child might participate in a certain activity—say, 

football—in multiple settings. In one setting, the child might be kicking on the pitch with his 

peers in an unorganised manner. In this setting, the main motivation would be fun, social 

interaction, and building positive peer relationships. Another time, the same child might be 

training at a football club. Although fun might also be a motivation here, there is the intention 

to train to improve activity-specific skills and give the best possible performance in upcoming 

competitions/tournaments. Therefore, the child takes part in the same activity; however, the 

motivation for doing so (social interaction vs. training for performance) and the relevance to 

future life (having positive peer relationships vs. succeeding in competitions) differ. As a result, 

the level of engagement in both settings differs and needs to be assessed individually for every 

setting. ActiveYouII can, at best, evaluate the general level of interest or attraction towards the 

different activities, since it does not evaluate all the different settings the child participates in 

each and every activity. One can conclude that it would be most feasible to measure the level 

of involvement or, more specifically, the dimension of attraction within the new instrument. 
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Figure 5: Understanding of ‘participation’ after the scoping review 

4.2 Article II: Perceived facilitators and barriers for participation in leisure activities in children 

with disabilities: perspectives of children, parents and professionals 

Published in: Scandinavian Journal of Occupational Therapy (2019) 

There were 61 interview participants. Of the 61 participants, 32 parents participated in seven 

interviews, 20 professionals in five interviews and nine children in four interviews. As the 

analysis of the interviews was based on the model of factors facilitating and hindering 

participation by G. King et al. (G. King et al., 2003), the results were also structured according 

to this model (definitions in table 4). 

4.2.1 Child factors 

The first overarching dimension was ‘Child factors’. Here, the children who participated in the 

interviews talked mostly about their different activity preferences. They reported only on 

barriers – with regards to physical, cognitive or communicative function – when talking about 

other children. One boy, for example, questioned how another girl in the group interview could 

participate in dancing since she was sitting in a wheelchair. This may be a result of the young 
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age of the participating children (mean age 11.1 years). Parents and professionals, on the other 

hand, talked much about how children become demotivated and might drop out of activities 

when the ability gap, in contrast with their non-disabled peers, becomes more apparent with 

age, especially during their early teenage years. Both parents and professionals mostly saw the 

following barriers within the ‘Child factors’ dimension:  

- Increasing ability gap compared with non-disabled peers  demotivation, low self-

esteem, drop-out 

- Overall level of energy, fatigue 

- Attention deficits compared with non-disabled peers 

- Unpredictable situations that could lead to resistance to further participation 

- Parents or assistants might not be able to assist children in their preferred activities 

In contrast, parents and professionals mentioned only a few facilitating factors and strategies in 

this dimension: 

- Finding activities or a niche within an activity that suited the children’s abilities 

- Masquerading: finding an activity where the disability was not visible 

- Adapting the activity to the child’s needs/abilities 

- Focusing on individual activities and one-on-one support to cope with attentional issues 

- Considering the child’s preferences in the choice of activities. 

4.2.2 Family factors 

The dimension of ‘family factors’ was mainly covered by the participating parents and 

professionals. The main barriers here were: 

- Activities available only at long distances 

- The child’s need for support during participation 

- Expenses for one-on-one support or lessons 

- Conflicts with the working hours of the parents and organised activities 

- Coordination of leisure activities, especially with multiple children in one family 

- Parental exhaustion from work and everyday life 

- Social isolation 

- Parents’ mental stress due to coping with the child’s disability or from trying to protect 

children from negative experiences 

- Parental physical/mental restrictions due to own disability/illness 
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Parents and professionals alike found several facilitating factors. Both groups agreed that 

support from parents were the most relevant facilitating factor for participation in leisure 

activities. Other facilitators and facilitating strategies included: 

- Using gaming to facilitate social participation (e.g. through online multiplayer games) 

or physical training (e.g. using Wii Sports, EA Sports Active, Xbox Your Shape or 

Happy RehabTM) 

- Working part-time (with economical support from the Norwegian welfare system) 

- Supporting the child’s autonomy during participation 

- Using parents and siblings as active role models 

4.2.3 Environmental factors 

For the third category, ‘environmental factors’, children talked the most about positive peer 

relationships. Some mentioned that they changed activities or sports clubs based on negative 

peer interaction, but overall a more positive attitude dominated the contributions of the children 

participating in the interviews. Parents and professionals had a more differentiated view, with 

many factors being both barriers and facilitators, depending on the situation. In the view of 

parents and professionals, the main barriers were: 

- Lack of physical accessibility 

- Little variety of (adapted) activities, especially in rural areas 

- Restrictions in (local) legislations and regulations, especially on personal assistance 

- Lack of knowledge/competence of activity leaders about children with disabilities (also 

based on the structure of Norwegian sports clubs, where parents often worked as 

voluntary activity leaders during their free time) 

- Other persons (e.g. friends, parents of peers) perceiving insurmountable barriers that 

actually were easy to handle 

- General lack of thoughtfulness in society 

- Activity leaders with an exclusionary attitude 

- Peers with an exclusionary attitude 

- Lack of information 

- Lack of informal support 

- Unmotivated/stressed local professionals/unclear responsibilities 

In contrast, the main facilitators identified were: 

- Adapted/accessible public areas 
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- Living in urban areas with a larger variety of available activities 

- General legislation and support from the Norwegian welfare system 

- Leisure/personal assistants 

- Active and knowledgeable activity leaders with an inclusive attitude 

- Peers with an inclusive attitude 

- Inclusive peer groups consisting of children both with and without disabilities 

- Informal support from relatives and friends 

- Exchange with other parents of children with disabilities 

- Motivated and knowledgeable professionals 

- Advocacy groups 

- Local welfare offices 

4.2.4 Discussion: Influence of the interviews on the participation construct and measure 

development 

The purpose of the second article was to find facilitators and barriers to participation in leisure 

activities (specific to the Norwegian setting) to include in the new instrument—ActiveYou II. 

Following from this, the research question for the second article was: 

What kind of facilitators for and barriers to participation in leisure activities do children 

and youth with disabilities and their families experience in Norway? 

The interview process was able to show several specifics of the Norwegian setting. The 

interviews with children, parents and healthcare professionals showed how incorporating 

different perspectives improved the research process. It was of special significance to 

incorporate the perspectives of children. They mostly focused on – or even perceived – 

facilitators for participation in leisure activities, and not so much on barriers. As ActiveYou II 

is supposed to be a self-reported instrument, this result supported the reasoning about including 

facilitating factors for participation into the instrument. In addition, this also brings forward the 

fact that most children would possibly need assistance when reporting barriers—especially 

financial barriers or organizational issues that only parents were aware of. This supports the 

decision of ActiveYou II being a self-reported instrument, with the child/youth as the main 

respondent, yet, with the possibility of assistance of an adult guardian when administering the 

instrument. 

Furthermore, the interviews showed differences from international studies. Financial aspects 

were less relevant than in studies from, for example, Rimmer and colleagues (2004) in the 
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United States of America, Shields and Synnot (2016) in Australia, or Wright et al. (2019) in 

Australia. Most financial barriers, like less income or extra costs for special equipment or 

assistance, were often compensated by the Norwegian welfare state, according to the parents 

and professionals. One main barrier, especially in rural areas, was the availability of appropriate 

activities within a reasonable distance. Parents also reported, as a barrier, a lack of information 

on where to find activities or where to receive support. Summarising the interviews, a list of 

facilitators and barriers for a first version of ActiveYou II was developed. After discussions 

with experienced researchers (Ph.D. supervisors) and the leader-group of BHC, these were 

supplemented with some factors that were not that relevant in the Norwegian setting, but 

important to know in order to be able to compare results with international studies. This list 

consisted of the following factors: 

Facilitators: 

- Somebody tells me where I can participate 

- Activity is available close by 

- Participation is free 

- Participate together with family 

- Participate together with friends 

- Mom, dad or siblings assist me 

- I have a personal assistant or leisure assistant 

- The activity leader adapts the activity  

- I experience no pain or fatigue 

- I have the equipment I need 

Barriers 

- I don’t know if there are possibilities to participate 

- Activity is not available where I live 

- Too far away 

- The date does not work for me 

- Too expensive 

- Nobody can assist me 

- The others aren’t nice to me 

- The activity leader doesn’t take care of me 

- I’m too exhausted 
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Because ActiveYou II is a generic instrument with the possibility of changing out activities in 

different settings, it was important to focus on both physical and leisure activities during the 

interviews, even though all the activities included for the first application of ActiveYou II at 

BHC were physical activities (see Appendix B4).  

Regarding the understanding of participation, the interview process – especially the analysis – 

showed that the framework factors affecting the recreational and leisure participation of 

children with disabilities, developed by King and colleagues (2003), were efficient for 

explaining the perspectives of children, parents and professionals. Therefore, the pragmatic 

framework of participation used to develop ActiveYou II, and to understand participation, was 

supplemented with this framework. Figure 6 illustrates the pragmatic working model for 

participation. Table 4 gives an overview of the definitions and background of the included parts 

of the constructs of the pragmatic model for participation. 
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Figure 6: Pragmatic working model of participation for ActiveYou II 
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Table 4: Definitions included in the pragmatic working model of participation 

Part of the construct Definition/description 

Participation Participation is a multidimensional construct describing both 

observable and unobservable components that contribute to a 

person’s partaking in life situations 

Participation experience/engagement  The individual’s behavioural, cognitive and affective investment 

during role performance 

Behavioural engagement (James J. 

Appleton et al., 2006) 

Refers to a range of actions that reflect involvement in activities 

(attendance, frequency, time-on-task) 

Cognitive engagement (James J. 

Appleton et al., 2006) 

Refers to self-regulation, relevance for future endeavours, personal 

goals and autonomy 

Affective engagement (James J. 

Appleton et al., 2006) 

Refers to feelings of identification and/or belonging and 

relationship with adults and peers 

Involvement (Havitz et al., 2013) Involvement is an unobservable state of motivation, arousal or 

interest toward a recreational activity or associated product – 

evoked by a particular stimulus 

Attraction A combination of the individual’s importance, preferences and 

pleasure 

Centrality (to lifestyle) The extent to which an individual’s lifestyle choices and personal 

investment are structured around an activity 

Social bonding Explains the social ties that bind the individual to a specific activity 

Identity affirmation The degree to which a leisure activity offers opportunities to affirm 

the self to oneself 

Identity expression How one can express one’s self to others 

Competence (Winterton, Delmare Le 

Deist, & Stringfellow, 2005) 

Competence describes a person’s innate abilities, emotions, 

attitudes, skills and knowledge, and the motivation and ability to 

apply in certain context. 

Functional  Refers to the ability and willingness to execute skills 

Cognitive Refers to the underlying knowledge and understanding of a task 

Social  Refers to the ability and willingness regarding behaviour and 

attitudes 
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Sense of Mastery (Pearlin & Schooler, 

1978) 

Describes the extent to which one regards one’s life chances as 

being within one’s own control. 

Self-Esteem (Rosenberg, 1965) Describes a person’s positive or negative attitudes towards oneself 

Environmental factors (G. King et al., 

2003) 

Refer to physical and social factors that appear to provide important 

opportunities for people to participate. 

Physical and institutional 

environment 

Absence of cost restrictions; policy barriers and physical barriers; 

accessibility; and location of facilitations/activities 

Relationships for the child Support from parents, other adults and peers 

Relationships for the parents Informal and formal support for parents 

Family factors (G. King et al., 2003) Refer to circumstances that appear to provide important 

opportunities for people to participate 

Financial and time impact on the 

family 

Financial and time impact of caretaking of the disabled child on a 

daily basis 

Family demographics Parent’s education, employment, family income 

home environment Physical, mental, social well-being of the parents, family’s social 

function, function of family as a unit 

Family’s preferences for recreation 

and leisure activities 

Family’s preferences for recreation and leisure activities 

 

4.3 Construction of the pilot version of ActiveYou II 

Based on the results of articles I and II, a pilot version of the questionnaire was developed. For 

ActiveYou II to work in conjunction with ActiveYou I, the general design and layout of 

ActiveYou I, which was developed through a multi-stage process (Dalen et al., 2020), was 

adapted (see appendix B5). Important aspects of this layout are small slide shows that illustrate 

each activity and the implementation of three red, yellow, and green smileys as an alternative 

for a traditional three-point Lickert-Scale. This layout was supplemented with items from 

ActiveYou II. As the development of ActiveYou I and ActiveYou II have their roots in research 

done with PAC and CAPE (Hoberg & Nyquist, 2011; Nordtorp et al., 2013), highlights from 

these studies were implemented in the item selection. Items measuring involvement were 

adapted from the attraction dimension of the Modified Involvement Scale (MIS) (Kyle et al., 

2007), and the item on sense of mastery and self-efficacy was adapted from the Canadian 

Occupational Performance Measure (COPM). In the case of the MIS, the items were translated 
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to Norwegian. All formulation of the items was discussed with several experienced researchers 

(Ph.D. supervisors) and the leader group at BHC. 

The activities included in the questionnaire were pre-set because they had to work in 

conjunction with ActiveYou I. Dalen and colleagues (2020) described the multi-stage process, 

which led to the 17 activities included in the questionnaire. The intention was to include various 

activities that represent the most common and popular activities in an actual setting. Therefore, 

data from a study by Nyquist (2012), using PAC and COPM resulted in the first set of activities, 

which was discussed with professionals and leaders at BHC and brought forward to a set of 19 

activities. After a first pilot test of ActiveYou I, the activities were reduced to 17 and included 

in both ActiveYou I and the first pilot version of ActiveYou II (Dalen et al., 2020). 

The facilitators and barriers were included based on the results of article II and further 

discussions with the leader groups of BHC. 

4.4 Article III: Testing ActiveYou II: applying cognitive interviews in improving item quality 

and applicability of a web-based, self-report instrument on participation in children with 

disabilities 

Published in: International Journal of Environmental Research and Public Health  

After the theoretical work and group interviews regarding specifics of the Norwegian setting, 

described in the previous two articles, a first version of the instrument was developed. The main 

questions of the third article were: 

(1) Can cognitive interviews with children and youth (target group) improve item 

quality and applicability of ActiveYou II? 

(2) Which adjustments are needed before advancing in the development process of 

ActiveYou II? 

4.4.1 Cognitive interviews  

Nine children (two boys and seven girls; mean age 12.6 years) participated in cognitive 

interviews. Each item was shown to the participants via a projector. At the same time, the 

participants could read and answer the questions on a printed version of the questionnaire (see 

Appendix B4). In addition to the children, five mothers participated to observe the interview 

situation or assist their children.  

The interviews showed that most of the children found the questionnaire difficult to answer. 

The main issues lay in the comprehension- and response-phase of the question-answer-model 
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(Tourangeau, 1984). Three of the five children who had their mothers seated in the background 

turned to them (verbally or non-verbally) asking for their help in addition to the assistance from 

the interviewers. Two of the mothers assisted verbally from the background, while one mother 

seated herself close beside her child to assist. All the children could read the questions. 

However, some did not have enough reading comprehension skills to fully comprehend the 

intent of the questions. The main concern for the children was specific terminology. Words like 

‘activity leader’, ‘adapt’ and ‘relative’ were difficult for the children to understand. Most of 

them had no idea what these words meant or could not explain them. In order to enhance 

comprehension, these words needed to be changed. After explaining the terms, alternative 

formulations were found. 

Regarding the general design of the questionnaire, the children experienced the illustration of 

the activities with pictures positively. They also perceived the use of smileys for the three-point 

Likert scales as easy to use. However, they had several other issues.  

From their everyday life, the participating children were mostly familiar with weekly schedules. 

When asked about participation frequency, they tended to answer in categories like ‘I do this 

every Friday’ or ‘I do this every day’ and had problems converting these to the given response-

alternatives like ‘1–2 times a week’ or ‘3–7 times a week’. Eventually, due to issues 

programming the online survey, a weekly schedule for answering the participation frequency 

was not possible.  

In addition, items with several written response alternatives like ‘setting’, ‘facilitators’ and 

‘barriers’ were perceived as overwhelming for the children. Besides issues with terminology, 

many children used a lot of time reading all the alternatives and understanding them. 

Participants – especially the participating mothers – argued to combine different alternatives. 

However, for the setting of participation, participants requested an additional category ‘together 

with schoolmates’, since many children tended to participate in leisure activities in the school 

setting outside class (e.g. during free minutes or after school using school facilities), yet this 

kind of participation was not represented in the response alternatives. 

Another set of items that caused confusion among the participating children were items on the 

individual’s ‘level of involvement’ (‘It is fun to do this activity’ and ‘The activity is important 

to me’) and ‘sense of mastery’ (‘How well do you think you can do the activity’). Many children 

did not comprehend the difference between the items, especially whether the activity was 

important to them and whether the activity was fun to do. Even when mothers tried to explain 



 

48 
 

 

the difference to their children, they did not follow their reasoning. Children argued that they 

did activities because they were fun to do and that was also why they were important to them. 

Therefore, one of the two items was removed after the cognitive interviews (‘The activity is 

important to me’). 

Regarding facilitators and barriers – as known from the group interviews (see article II) – 

children mostly focused on factors facilitating their participation. They could not relate to most 

of the barriers, especially economic barriers. These oftentimes were mentioned by the mothers 

who were participating in the cognitive interviews.  

Following the cognitive interviews, the questionnaire was adjusted according to the results. 

4.4.2 Discussion: Influence of cognitive interviews on measure development 

The results from the cognitive interviews showed the potential of this method in order to 

improve item quality and applicability. Combining the method with the question-answer-model 

by Tourangeau (1984) proved to be especially resourceful. Here the phases of comprehension 

and response were especially relevant. Cognitive interviews showed more specific issues with 

terminology, formulations and overall comprehension. This first-hand information from the 

target population can be applied to adjust the instrument before further psychometric testing. 

Several items were adjusted in their formulation, and the vocabulary was changed according to 

the suggestions of participants in the interviews. In addition, the item ‘The activity is important 

to me’ was deleted because it only confused children due to its similarity to the item ‘It is fun 

to do this activity’. This decision was made based on the reasoning that other instruments – 

including the subjective perspective of participation – also focused mainly on 

attraction/enjoyment rather than on importance (B. Adair et al., 2018). By including one item 

focusing on attraction towards an activity, the possibility remained to compare the results of 

ActiveYou II with other instruments. A detailed overview of the changes made to the instrument 

after the cognitive interviews is available in the published version of the article. 

4.5 Overarching results on the children’s perspective on participation 

Children were included as respondents in group and cognitive interviews. Data from this thesis 

showed that the parents’ perception of the child’s participation was not automatically identical 

to the child’s perspective. A prominent example is a case where both the mother and her son 

participated in group interviews. When asking what kind of at-home activities the child 

participated in, the mother explained:  
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“We are living at a farm so there is a lot to do all the time. My son loves to help out, 

feeding the animals, helping his father with all the machinery and all this stuff…” 

However, when asking the children whether there were any activities they had to do, but did 

not really like doing, the son stated: 

Boy: ‘I’m allergic to work.’ 

Researcher: ‘What do you mean by that?’ 

Boy: ‘We are living at a farm, and I have to help out all the time: feeding the calves and 

assisting my dad with fixing all the machinery. I just hate it.’ 

This example shows how the mother’s perception just did not mirror the child’s perspective – 

and was completely opposite. This supports the argument of King (2013) that the parental and 

individual perspective can differ. Additionally, as discussed in the second article, on facilitating 

and hindering factors, children tended to have a more positive mindset towards their 

participation. Whereas parents and professionals named many hindering aspects, the children 

almost exclusively focused on facilitating factors, like enjoyment and positive peer 

relationships. 
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5. Reflection on the project and future direction 

The original aim of this project was purely measure development. However, during the 

research, process multiple aspects arose that warrant further discussion. First, the development 

and future steps of ActiveYou II need reflection to finalize the instrument for clinical use. 

Second, children were the main respondents of the study, both in group and cognitive interviews 

and moving on for testing the new self-reported instrument. Not everything went as planned 

while developing the instrument and addressing children with disabilities. Several 

considerations need to be addressed. Third, to develop ActiveYou II, the project required clear 

definitions of the main constructs of participation. Therefore, a working theory was developed. 

The results from the working theory in this thesis are discussed in light of the discussion on the 

conceptualisation of participation in the ICF. 

5.1 The state of ActiveYou II 

The main goal of this thesis was to develop a web-based instrument to measure participation in 

(physical) leisure activities for children and youth with disabilities. The current state of 

ActiveYou II will be discussed in relation to the Consensus-based Standards for the selection 

of Health Measurement Instruments (COSMIN) guidelines (Mokkink, Prinsen, Bouter, de Vet, 

& Terwee, 2016; Prinsen et al., 2016). These guidelines aimed to ‘improve the selection of 

outcome measurement instruments both in research and in clinical practice by developing tools 

for selecting the most appropriate instrument’ (Mokkink et al., 2016, p. 105). As ActiveYou II 

is an instrument aimed towards clinical use and supposed to measure outcomes of rehabilitation 

interventions, it seems logical to use these guidelines as an orientation. 

In selecting an instrument, researchers and clinicians should follow the four steps outlined by 

(Prinsen et al., 2016):  

- Step 1) conceptual considerations 

- Step 2) finding existing outcome measurement instruments 

- Step 3) quality assessment of outcome measurement instruments 

- Step 4) generic recommendations on the selection of outcome measurement instruments 

for outcomes 

Regarding ‘Step 2’, the development of ActiveYou II was started because of a lack of self-

reported instruments measuring patterns of participation in leisure activities, including 

facilitating and hindering factors for children and youth with disabilities, culturally validated 

for the Norwegian setting. ‘Step 4’ can only be decided by the individual researchers and 
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clinicians who might want to apply ActiveYou II. Therefore, this discussion focuses on ‘Step 

1’ and ‘Step 3’. This discussion also gives direction for future research. 

5.1.1 Conceptual considerations of ActiveYou II 

According to the COSMIN guidelines, the first step in selecting an instrument is agreeing on 

the construct to be measured and the target population (Prinsen et al., 2016). Therefore, it is 

important for a measurement to answer these questions. In the case of ActiveYou II, the target 

population is defined as children and youth with disabilities aged 5–17 years old. The COSMIN 

guidelines suggest to further consider specific subgroups (e.g. by age, gender or disability 

characteristics). Thus far, such considerations are hard to be make for ActiveYou II. The target 

age group for the new instrument was pre-set based on the setting the instrument was developed 

for, as described in 2.6. There is too little information on which subgroups the instrument is 

most suitable for thus far. As ActiveYou II is meant to be generic, and the photos can be 

changed according to different target groups, this needs to be further explored in the actual 

target group, using cognitive interviews. 

However, the conceptual considerations of ActiveYou II are clearer. Following the working 

theory, all items have a clear definition on which subconstructs and aspects of participation are 

measured with the instrument. These aspects are: 

- Frequency of participation 

- Diversity of activities 

- Setting for participation 

- Sense of mastery 

- Involvement in the activity (especially, the attraction towards the activity) 

- Facilitating factors 

- Hindering factors 

Therefore, ActiveYou II is attractive for researchers, clinicians and service providers who want 

to measure these aspects. Possible applications for the instrument could be: 

- Researching differences in these aspects between different subgroups in a cross-

sectional study 

- Evaluating effects of an intervention that aims to affect one or several of these aspects 

using a pre-test/post-test design. 

- Studying trajectories of participation over time 
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5.1.2 Quality assessment of ActiveYou II – Future steps in development 

According to the COSMIN guidelines, nine properties can be sorted into the three categories of 

reliability, validity and responsiveness (Mokkink et al., 2016; Prinsen et al., 2016). As 

ActiveYou II thus far has been tested only for a few of these aspects, the discussion will focus 

primarily on if and how these properties should be tested in future studies. 

Since ActiveYou II is supposed to be a web-based instrument, future development will include 

online-research, which leads to several issues that need to be taken care of.  Many researchers 

have argued about the advantages and disadvantages on online research (Dzeyk, 2001; 

Fängström et al., 2016; Kraut et al., 2004; Zerback, Schoen, Jackob, & Schlereth, 2009). This 

is especially relevant now because, with easily available internet, the use of online surveys has 

become increasingly popular (Kraut et al., 2004; Zerback et al., 2009). Dzeyk (2001) explains 

several advantages and disadvantages of online research: 

- Advantages 

o No geographical bindings 

o Easy recruitment (via email) 

o Respondents choose where and when they want to answer 

o Very economical 

 Less time for recruitment 

 Less time and money spent on travelling during recruitment and data 

collection 

 Cost savings due to not printing questionnaires, or postage 

 Time saving because data often does not have to be entered manually 

into SPSS or Excel  

- Disadvantages  

o Harder to collect a representative sample 

o Some topics cannot be researched online easily 

o Possibility of ending up with an ad hoc study 

o Higher risk of data abuse 

o Issues concerning collecting consent online 

o Less chance of control (e.g., who answers the questionnaire; where, when and 

how seriously the respondent takes the process) 

For future steps in the development of ActiveYou II, it is important to address and minimize 

the disadvantages of online research. This is important for later studies regarding the 
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psychometric properties of ActiveYou II. The main focus should lie on carefully informing 

participants about the study. In addition, contact information to the researchers should be 

included in all information given to the participants to assure they could contact them easily. 

Furthermore, to avoid data abuse, the questionnaire should only be available with an account 

and password randomly created for each participant. To avoid an ad hoc sample, data collection 

should be planned carefully and coordinated with the gatekeepers to capture samples with as 

much variety and coverage on the target group as possible. In many aspects, future studies can 

also rely on experiences from the validation-process of ActiveYou I (Dalen, 2019). 

For reliability, it is important to test the instrument for internal consistency, reliability and 

measurement error (Mokkink et al., 2016). Both reliability and measurement error can be tested 

by applying a test-retest study design. According to De Souza and colleagues (2017), a 

meaningful test-retest design should consist of a sample of at least 50 participants.  

As the instrument is a web-based instrument, it will be challenging to assure that participants 

fulfil the optimal criteria of similar test conditions (e.g. setting, assistance), which are important 

to asses test-retest reliability appropriately (Moosbrugger & Kelava, 2012). This could be 

addressed by using institutions that could assure these conditions, such as testing children in 

their school environment (with teachers as a stable assistant, if needed), as done in the cultural 

validation of PAC and CAPE (Nordtorp et al., 2013). Alternatively, children could be tested 

during weekly appointments with their physiotherapist or other professional or testing children 

that participate in a stationary intervention. The latter would presuppose that the intervention 

does not affect the measured construct.  

De Souza and colleagues (2017) argue that the optimal time interval of the two tests is between 

10 and 14 days. In contrast, Moosbrugger and Kelava (2012) argue there is no concrete time 

interval. They maintain that the time interval depends on different aspects, such as a possible 

memory effect of the respondents or whether one can expect systematic or unsystematic change 

in the responses. Longer test intervals will make the design less susceptible to memory effects 

but more susceptible to unsystematic changes, and vice versa.  

Testing the instrument for internal consistency may be more difficult. Usually a test for internal 

consistency is done by applying Cronbach α, split-half reliability or Kuder-Richardson-20 (KR-

20) calculations. With ActiveYou II, several issues make the application of these calculations 

rather challenging. First, Cronbach α, or KR-20 is designed to test internal consistency for 

unidimensional constructs (De Souza et al., 2017; Streiner, 2003). However, participation is a 
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multidimensional construct, and ActiveYou II aims to measure several aspects of this construct, 

which make the use of Cronbach α inappropriate (Moosbrugger & Kelava, 2012). One 

possibility is to test the different dimensions within the construct for internal consistency 

individually. As most of the aspects within the instrument consist of dichotomous items (e.g. a 

facilitator or barrier either exists or does not exist), KR-20 calculations should be prioritised 

before Cronbach α because the latter does not work for these kinds of items (De Souza et al., 

2017). Even with KR-20, there are some logical considerations because one cannot really 

expect that, for example, one barrier (e.g. I’m too exhausted) would predict another barrier (e.g. 

The activity is too expensive). Moosbrugger and Kelava (2012) argue that even though tests for 

internal consistency are widespread and highly valued, they may not be relevant or meaningful 

for all instruments. In the case of ActiveYou II – based on the aspects discussed here – such 

tests do not seem meaningful. 

For validity, the COSMIN guidelines evaluate instruments based on content validity, construct 

validity and criterion validity (Mokkink et al., 2016). Moosbrugger and Kelava (2012) argue 

that there is no general recipe on what kind of validity needs to be tested for each individual 

instrument. This decision depends on what the instrument measures and what the field of 

application the instrument is aimed for. Content validity measures the degree to which the 

instrument reflects the measured construct (Field, 2019). Usually, this aspect is tested using a 

qualitative approach, with an expert committee rating the instrument, followed by a quantitative 

approach using the content validity index (CVI) (De Souza et al., 2017).  

Returning to the target group, more cognitive interviews – as done by Liljenquist and colleagues 

(2019) – will help to assure content validity. According to Prinsen and colleagues (2016), an 

instrument can fulfil requirements for content validity by reporting all aspects of the construct 

that are supposed to be measured: the relevant target population, the context in which the 

instrument should be applied and the fundamental definitions of the constructs measured linked 

to the items. Due to the extensive theory work in the beginning of the project, these criteria can 

be met for ActiveYou II. However, additional cognitive interviews – using an adjusted version 

of ActiveYou II based on the cognitive interviews presented in article 3 – with the target 

population are assumed to be an adequate method for testing the instrument for content validity 

(Moosbrugger & Kelava, 2012). Additionally, a traditional approach using an expert committee 

consisting of experienced researchers and clinicians could be applied in a future study.  

For construct validity, that consists of the three sub-dimensions of structural validity, cross-

cultural validity and hypotheses testing (De Souza et al., 2017; Mokkink et al., 2016), the 
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COSMIN guidelines focus on testing the instrument for structure validity. This can be tested 

by applying a Rasch analysis or item response theory (IRT). However, for nominal items – as 

used in ActiveYou II – a Rasch analysis is not an appropriate approach and is therefore not 

relevant for further testing of ActiveYou II.  

For cross-cultural validity, the COSMIN guidelines call for evidence that there is no difference 

between multiple language versions of the instrument. As ActiveYou II only exists in 

Norwegian thus far, there is no way to collect data for cross-cultural validity at this point. At 

the same time, ActiveYou II is designed specifically for the Norwegian setting, especially 

regarding facilitating and hindering factors for participation. These factors may vary 

internationally, as discussed in Article 2, so the question is how useful the instrument would be 

outside of the Norwegian, or maybe Scandinavian, setting. From experience from the cross-

cultural-validity of PAC and CAPE, were results for Norway and Sweden were very similar – 

as shown by Ullenhag et al. (2012) – other Nordic countries might be the first ActiveYou II 

could be transferred to. Consequently, testing ActiveYou II for cross-cultural validity is neither 

relevant nor meaningful in the current state of the instrument. 

Criterion validity, measuring whether an instrument measures what it claims to measure (Field, 

2019), is usually tested by comparing the instrument against a gold standard (De Souza et al., 

2017). ActiveYou II could be tested against the Norwegian version of CAPE, which has been 

tested for its psychometric properties (Hoberg & Nyquist, 2011; Nordtorp et al., 2013). Using 

CAPE, the aspects of participation frequency and involvement/attraction could be compared. 

However, this would not be a traditional test for criterion validity but rather a test of how data 

from these two measures for participation correlate.  

The last property the COSMIN guidelines apply involves evaluation of instruments meant to 

assess responsiveness. To give any information about this property, larger studies are needed 

to test results against hypotheses set beforehand. 

5.1.3 Considerations regarding the broad target group of ActiveYou II 

This Ph.D. project was closely connected to the rehabilitation setting at BHC and the intended 

application within the Local Environment Model. The target group for the new instrument was 

pre-set to cover children and youth from age five to 17, and was not open for discussion during 

the research process. Other measures like PAC and CAPE, designed as self-administered 

measures for a target group ranging from age 6 to 21 years (King et al., 2004), are facing similar 
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challenges. It is, however, important to reflect on the advantages and disadvantages of such a 

broad target group, with regard to the age range and wide range of disabilities. 

As explained in chapter 3.3, age implies different levels of reading skills, 

comprehension, and levels of reflection on own experiences, and consequently different 

abilities to respond to the questionnaire. It is expected that most children over the age of 12 can 

answer the self-administered standardized questionnaires (Heath et al., 2009). That means the 

youngest children in the target group would only be capable of answering short surveys in a 

guided manner. Therefore, it was expected that children younger than 12 years would need 

assistance. This need for assistance became even more apparent during cognitive interviews. 

Although the children who participated in the interviews were on the average older than 12 

years, they needed assistance to answer the questionnaire. Consequently, ActiveYou II was 

designed as a self-reported rather than a self-administered instrument. This implies that even 

though children are the main respondents, it was expected that they might need assistance from 

an adult guardian. Future studies should investigate how many children require such assistance.  

The age range was discussed during the group interviews. Professionals highlighted the 

challenges in developing an instrument for such a wide age range. It was determined that the 

design be orientated more towards younger children. For example, using smileys instead of a 

standard three-point Likert-Scale, illustrating the activities using small slide shows, and keeping 

the instrument as simple as possible would make the instrument easier for younger children to 

use. The use of such alternatives is also supported by literature (Read & Fine, 2005), as 

explained in chapter 3.3. The first cognitive interviews confirmed that the children could work 

with the general design but had difficulties regarding the comprehension of some items or 

formulations and transforming their answers to the given response alternatives. After 

adjustments, further individual cognitive interviews are necessary. These should also include 

children below the age of 10 years, and should examine how the young ones can answer the 

questionnaire (with assistance). 

A second important aspect to consider was the wide range of disabilities included in the 

target group. The Local Environment Model at BHC involves children with all kinds of 

disabilities, so there was a need for an instrument that addresses all these children and youth. 

This comes with a couple of challenges, advantages, and disadvantages. Research done with 

Norwegian versions of PAC and CAPE (Hoberg & Nyquist, 2011) showed that children with 

learning disabilities particularly struggled with the instruments. Therefore, the goal for 

ActiveYou I and II was to make them more applicable for these groups of children. In group 
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interviews, parents contributed with suggestions on adjusting an instrument for this group of 

children. The main points were to illustrate the activities (as done with the small slide shows 

for each activity); have a few questions per page; keep the language simple, and use the system 

of a weekly schedule to report participation in the different activities (something most children 

were familiar with), instead of written categories. The option of a weekly schedule could not 

be executed due to technical difficulties. Therefore, the same issue came up again during 

cognitive interviews, where children struggled with these written alternatives for their 

participation frequency. In conclusion, it seems logical to further investigate the possibilities of 

including a weekly schedule as a method of reporting participation, to make the instrument 

more applicable. 

In addition, different disabilities pose different challenges with participation in general 

and for the design of the questionnaire. Therefore, a questionnaire that aims to meet a wide 

variety cannot be optimized for each sub-group. For example, the implementation of smileys 

instead of the three-point Likert-scale was based on children’s previous experience with smileys 

when using ActiveYou I (Dalen et al., 2020). During the group interviews in this thesis, most 

parents explained that their children could work with this design very well. However, some 

parents expressed that children with visual impairments (e.g., color blindness) or autism 

spectrum disorder (ASD) or attention deficit disorder (ADD) had some challenges. For 

example, using the different facial expressions on the smileys and different colors 

simultaneously were too many stimuli to process for children with ASD or ADD. 

On the other hand, using only colors did not work for children with color blindness. 

Similar issues appeared with the implemented slideshow for the activities. These included 

different modes for performing each activity (i.e., sitting or standing alpine and cross-country 

skiing). While it was helpful for most children to visualize the activity, some children with 

ADD or ASD became distracted or caught up in some details in the pictures, as parents in group 

interviews reported from their experience with ActiveYou I. 

Further considerations were needed as children with physical and intellectual/learning 

disabilities were both included in the target group. Due to different cognitive abilities, some 

children—even at the upper end of the age range—might have more difficulties than others 

answering the questionnaire. Therefore, simply making different versions of the instrument for 

different age groups would not solve this specific issue. Assistance would be needed. 

Furthermore, group interviews showed some differences regarding facilitators and barriers to 

participation. Children with physical disabilities often depended on specialized equipment and 
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adapted environments or had to deal with pain during participation (see article 2). Such aspects 

were not reported for children without physical disabilities. However, to account for facilitators 

and barriers in the complete target group, such aspects needed to be included in the instrument. 

This led to a higher number of response alternatives, which became especially challenging to 

deal with for children with learning disabilities, as cognitive interviews showed (see article 3). 

In conclusion, even though an instrument designed for a wide target group might be needed for 

the context ActiveYou II is designed for and might make the instrument attractive for similar 

heterogeneous settings, the instrument becomes less optimal for individual subgroups within 

the large target group, or for very specialised settings.  

5.2 Research with children 

One of the main aspects of this thesis was research that included children and youth with 

disabilities as respondents. Although there has been made extensive consideration on how to 

include this vulnerable group in interviews, and how to adjust the methods for this group – as 

explained in chapter 3 – some aspects need further discussion. In this section, key learnings will 

be discussed. These can be differentiated into children as informants in interviews and children 

as respondents to questionnaires. 

Generally, it can be said that including the children’s perspective in the research was valuable. 

Therefore, this thesis can support the CRC and the Convention on the Rights of Persons with 

Disabilities in their demand to include children’s voice to the best of one’s abilities (Unicef, 

1989; United Nations, 2006). The project showed how including the children’s voices brought 

forward positions and aspects that otherwise might have been overlooked. Group interviews 

showed that the perspective of parents did not automatically reflect the perception of the 

children. A very clear example was the earlier mentioned example when a mother reported how 

her child enjoyed helping out on the farm they were living on; whereas the child—in a separate 

group interview with children—reported that they hated to do these duties on the farm. Such 

differences can only be identified by including the children’s perspectives. Furthermore, as 

discussed in article 3, involving children in the developmental process through cognitive 

interviews brought forward the weaknesses of the instrument. These were mostly related to how 

questions were phrased and the terminologies used. Most of these aspects would most likely 

never been detected without asking the children directly. Adjustments after the cognitive 

interviews will help to enhance the quality of the instrument during the development process. 
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However, there have been challenges in this process that need to be addressed. The main one 

concerns recruitment of participants. One of the main issues of the project referred to problems 

in recruiting enough children to participate in the interviews. The main researcher (PhD scholar) 

invested time in informing both children and parents and spent several days participating with 

the children in their activities during their intensive intervention to build a positive relationship 

and trust. However, it was hard to motivate children to participate in the interviews. Even when 

agreeing to participate, children might change their mind at the last minute.  

One strategy to enhance participation in interviews involved offering small incentives to the 

children participating (valued around 50 NOK/ 5 EUR). Heath et al. (2009) discussed the use 

of incentives. In their opinion, this strategy is gaining acceptance in the scientific community, 

but it may lead to a bias in the sample. During this project, it became apparent that children, 

especially under the age of 10 years, primarily participated in the interviews to get the 

incentives. This led to the case where children asked several times during the interviews, ‘When 

do we get our bonus?’. From the perspective of this thesis, future studies should spend more 

time in building a positive relationship and trust with the children – possibly over a period of 

one or several weeks – than relying on incentives. Furthermore, as children tended to change 

their mind about participating quite spontaneously, research should have been more flexible 

and spontaneous during the project. Instead of scheduling interviews several days or even a 

week beforehand, (not least because the researcher had to travel a considerable distance), it 

could have been an advantage if the interviews could be done on a more spontaneous basis. 

Possibly an approach, more often used in anthropology, with a combination of participating 

observation, supplemented with spontaneous interviews over a longer period, could be more 

productive. If the scholar could have followed several groups at the cooperating center during 

their three-week rehabilitation stay, this might have been beneficial. Since the scholar had 

worked at the center for several years and already was familiar with the staff and routines, this 

should have been feasible. In retrospect, it is assumed that results of the thesis might have been 

strengthened with methods like participating observation. 

Another aspect of the interviews was the age of the participating children. According to 

Andersen and Dolva (2015), it is important that children are capable of reflecting on their 

experience. In their opinion, this could be the case for children age 8–14 years. Heath and 

colleagues (2009) argue that children age 8–11 years should be able to distinguish between 

different views, while children age 12–16 years should have even more abilities to reflect on 
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their experiences. According to Docherty and Sandelowski (1999), children at the age of 5 years 

might be able to participate in simple interviews researching their perspective on things.  

However, the research during this thesis found that interviews with children under the age of 

10 years old was especially challenging. Even when asking open questions, children tended to 

answer in yes-no categories or with simple responses like ‘I like it’’ or ‘It’s fun.’ When further 

asking why things are fun, the children responded ‘Because they are fun.’ It became apparent 

that the few children over the age of 10 years that participated in the group interviews were 

more reflective about their experiences and more capable of expressing these. In their 

guidelines, Lewis and Porter (2004) discuss that researchers should consider using different 

assets like pictures, drawings, diaries, videos or role play in interviews to enhance the narrative 

of the children.  

In retrospect, asking children to bring some pictures or equipment from their favourite activities 

with them, or to draw a picture of their favourite activity/activities, could have enriched the 

children’s responses and could have been used as an easier starting point to talk about their 

experiences in leisure activities. When doing cognitive interviews, the included children were 

exclusively older than 10 years (mean age 12.6 years). Compared with group interviews, where 

the majority of the participating children were below 10 years, participants in cognitive 

interviews were able to express their perspectives and opinions way better. Therefore, based on 

the research in this thesis, the age of the children should be considered carefully and depend on 

the aim of the interviews. 

Another important part of the thesis that involved children as respondents was the survey. Since 

the aim of this thesis was about development of a self-reported questionnaire for children and 

youth with disabilities, appropriate use of this method was of special value here. As explained 

in the methods chapter, designing questionnaires suitable for children to respond to comes with 

several challenges, the biggest being that the instrument should fit children and youth age 5–17 

years. In group interviews with professionals, this was pointed out specifically. Based on his 

experience with other instruments, one physician argued: 

I still think that the huge age span will be a challenge, since . . . well . . . I know other 

instruments. With these you usually have three different age groups. [. . . ] You have to 

expect that [the]activity interests of a 17-year-old differ from a 6-year-old. [. . .] I don’t 

really see how to combine them in one questionnaire. 
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Research on participation in leisure activities in Norway has shown that besides staples like 

cross-country skiing, swimming, outdoor activities and football, activities like visiting fitness 

centres become relevant for children age 14 years and older (Statistics Norway, 2015). 

Therefore, the instrument should apply a similar set of activities for all age groups. However, 

as Hoberg and Nyquist (2011) found when testing CAPE and PAC with each 55 activities, 

children had difficulties concentrating over a long period to complete the questionnaire. 

Therefore, ActiveYou II focuses primarily on physical leisure activities to reduce the number 

of activities included. 

A more important issue is assuring the applicability of the questionnaire to all age groups. As 

Heath et al. (2009) explain, there are considerable differences in concentration span, language 

and reading abilities, depending on the age of the respondent. To assure appropriate 

formulations and applicability, cognitive interviews were included in the project. Furthermore, 

in group interviews participants were asked about what they wished for in a self-reported 

questionnaire for children. As most parents and children already had experienced answering 

ActiveYou I (Dalen, 2019) or other questionnaires, they argued based on what they experienced 

as positive or negative features with these. Key points were: 

- As few questions per page as possible 

- As little text as possible 

- Applying a three-point smiley scale (standard Likert-type scales are too difficult, 

differentiating into a five-point scale) 

- Illustrating the activities with one or multiple pictures 

These important key points have been adapted to ActiveYou II. To evaluate further how many 

children are in need of assistance, future cognitive interviews and test periods should include a 

question about whether the child answered the questionnaire independently or needed/sought 

help. 

Using online research is expected to work well for the target population. Parents in group 

interviews reported (based on their experience with ActiveYou I) that children – especially 

those with cerebral palsy – often had poor fine-motor skills. Being able to answer a 

questionnaire digitally, using a mouse or touch-screen technology, worked far better for them 

than the traditional paper-and-pencil questionnaires they knew from before. Additionally, 

pictures or small slide shows helped to illustrate the activities for the children. This led to the 
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conclusion that online questionnaires may be the preferable administration mode for this group 

of children. 

5.3 Reflections the participation-construct within the ICF 

Developing an instrument on participation does automatically include an intensive 

confrontation with the concept of participation itself. Within healthcare and rehabilitation, the 

‘International Classification of Function, Disability, and Health’ (World Health Organisation, 

2001) is designed as a framework for research and clinical work in healthcare and rehabilitation 

(Hemmingsson & Jonsson, 2005; Maxwell et al., 2012). As discussed at the beginning of this 

thesis, the conceptualisation and definition of participation within the ICF have received many 

critiques, mainly for its lack of clarity and lack of subjective perspective like experience on 

participation. This thesis has worked both on theory building – via a scoping review on the 

concepts of involvement and engagement – and intensively collecting data on the subjective 

perspective on participation, doing group interviews. It is thus of interest how this research must 

be reflected in relation to the discussion around the conceptualisation of participation within 

the ICF, especially concerning the individual perception/perspective and definition of these 

individual aspects. 

On a theoretical level, the scoping review supports the argument about the lack of clarity in the 

terminology of the ICF. The ICF defines participation as ‘involvement in life situation’ (World 

Health Organisation, 2001, p. 10), but it lacks a definition of involvement, aside from an unclear 

footnote. The scoping review found no use of that the concept of involvement, as used in the 

ICF within healthcare and rehabilitation. In other fields of research – specifically consumer and 

leisure research – involvement describes the interest or motivation towards an activity or 

associated product.  

An argument can be made that purely being interested in a life situation does not qualify as 

participation. The practical manual for the ICF states that participation ‘always entails the 

execution of an action or task’ (World Health Organisation, 2013, p. 22). This condition would 

refer to the engagement in an activity. If one argues that taking part in a life situation and feeling 

a sense of belonging is part of participation – as can be interpreted by the vague footnote on 

involvement in the ICF – then most research would refer to the concept of engagement (see 

Article 1).  

In this concept, the scoping review showed a consensus over the fields of (human resource) 

management, educational psychology, and, more recently, healthcare and rehabilitation. In all 
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three fields, behavioural engagement is about attendance, time on task or frequency of 

attendance; cognitive engagement includes the individual’s goalsetting and reasoning for 

participation, and affective engagement, the emotional connection to other participants – that 

is, the sense of belonging. Therefore, if one wants to remodel the ICF – like Mitra and 

Shakespeare (2019) argue for – one could start by rephrasing the definition of participation into 

‘engagement in life situation’ and provide an accompanying definition of engagement: ‘The 

individual’s behavioural, cognitive and affective investment during role performance’. 

However, this would be an expansion, or supplementation, rather than a remodelling. 

Regarding the critique on the lack of the individual’s perspective and experience of 

participation within the ICF, group interviews may be a source of data in this thesis that can 

contribute to this discussion. During the group interviews, parents and professionals were asked 

about their understanding of participation. Most participants argued in the sense of ‘feeling 

included’, ‘partake with others on an equal level’, or ‘being part of a social group’. This general 

understanding of participation – as reported by the participants in this thesis – highly valued the 

subjective participation experience over purely observable aspects of participation. Research 

tends to focus on the observable aspects, like attendance, frequency of attendance, time on task 

or performance, and lack the subjective experience of participation (B. Adair et al., 2018). In 

contrast, parents shared stories of their disabled child being the ‘water boy’ or ‘assistant team 

manager’ in a football or handball club and experienced this as participation. Moreover, 

oftentimes – depending on the attitude of their peers – they felt like an equal member of the 

team.  

Observing these children in their participation – following a protocol, checking boxes for time 

on task or performance – would possibly conclude the observation with the statement that the 

children do not participate. The same would be the case when trying to measure participation 

in physical leisure activities using an accelerometer, heart rate monitors, or activity watches. 

Therefore, a conceptualisation of participation that lacks the individual’s perspective might not 

give a holistic description of the phenomenon. This leads to the necessity of including these 

aspects of participation in the ICF. In 2013, the World Health Organisation (2013, p. 24) also 

stated that they consider ‘develop[ing] a “qualifier for involvement or subjective satisfaction” 

for the activities and participation component’. Therefore, this thesis would like to support the 

argument for an extension with another subjective qualifier, as argued by Granlund et al. (2012). 
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6. Conclusion 

This thesis aimed to develop a new Norwegian, self-reported, web-based measure of physical 

leisure activities for children and youth with disabilities through theory work and a multistep 

developmental process. A first version of ActiveYou II could be developed, though the 

instrument is not ready for clinical use. Psychometric testing for qualitative properties of the 

instrument is the next step. This testing includes a test-retest approach for reliability and 

measurement error, as well as additional cognitive interviews with the target group and expert 

panels to assure content validity.  

Besides measure development, this thesis discussed relevant topics within participation 

research. These topics incorporated the direct perspective of the children into the research, 

which was perceived as valuable and should be addressed even more in future research. The 

thesis also delved into the discussion about the participation construct within the ICF 

framework. Based on theory work and data collection within the project, the critique on the 

conceptualisation of participation within the ICF by several researchers in healthcare and 

rehabilitation is supported by this study. An extension of the current framework in the ICF 

regarding the individual perspective in the conceptualisation of participation is needed.  
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Development of a new web-based, self-reported 
instrument to measure participation in physical leisure 
activities for children and youth with disabilities

Increasing participation has become one of the main goals and outcomes 
of rehabilitationinterventions for children and youth with disabilities. This is 
based on the knowledge about the positive effects on the physical, social and 
emotional development children and youth of participation in leisure activities. 
However, valid instruments to assess the individual’s participation patterns in 
leisure activities and factors that might facilitate or hinder this participation 
aren’t available for the Norwegian setting thus far. 
This thesis contributes to the development-process of a new instrument – 
ActiveYou II - which aims to cover the need for such an instrument. Several 
research-methods during this process are used. To enhance the understanding 
of two important subdimensions of participation – involvement and engage-
ment – a structured literature search, using the scoping review method, was 
carried out. In group interviews with children, parents and healthcare profes-
sionals, facilitators and barriers for the participation in leisure activities in the
Norwegian setting were investigated. Finally, cognitive interviews were used to 
test a first version of the instrument for Item Quality and Applicability.
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