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ABSTRACT

This doctoral thesis aimed to describe elements that enhance participation of 
children with disabilities in pediatric rehabilitation practice. The thesis contains 
three original studies that were conducted utilizing a qualitative research design 
and inductive content analysis. Study I described meaningful participation 
in everyday life from the perspective of children with disabilities (n=9, 5–10 
years) through individual photo-elicitation interviews. Study II explored how 
professionals and parents perceive practices for promoting a child’s best interests 
in pediatric rehabilitation that aims to secure children’s right to participation. 
The study data comprised of 11 interviews, with a total of 39 participants: five 
focus groups with professionals (n=27), three focus groups with parents (n=9), 
and three individual interviews with pediatric neurologists (n=3). Study III 
involved a co-development process with family members and professionals 
(n=334), which was set out to design, pilot, evaluate, and generate the final 
version of the new tool to enhance children’s participation in rehabilitation that 
is embedded in everyday life.

Study I showed that meaningful participation for children constituted 
leisure activities that enabled children to experience enjoyment, autonomy, 
social involvement with peers and family members, and capability. In Study II, 
it was found that practices for promoting a child’s best interests in rehabilitation 
included collective framing of child-specific rehabilitation, fostering a fulfilling 
daily life for the child, and ensuring appropriate and comprehensive rehabilitation 
to secure children’s right to participation. The results demonstrated notable 
difficulties in family–professional collaboration with the child as an active 
participant as well as in addressing the child’s and family’s needs, especially as 
a cross-sectoral effort. A new tool, CMAP (Children’s Meaningful Activities and 
Participation in rehabilitation) Book, was co-developed in Study III to enhance 
children’s participation. The CMAP Book guides the identification of factors that 
either hinder or promote the child’s participation and of what is important from 
the child’s perspective in everyday life. Based on the three sub-studies, the key 
elements enhancing children’s participation in rehabilitation were identified as 
follows: 1) Identification and embracing a child’s meaningful participation; 2) 
Creating and applying child-specific practices in collaboration; 3) Collaborative 
building of a child’s opportunities for participation and an inclusive daily life 
environment; and 4) Co-construction of a comprehensive view of a child’s 
rehabilitation in accordance with the child’s best interests. 

This dissertation demonstrated that the elements enhancing a child’s 
participation in pediatric rehabilitation practice are interactive, dynamic, 
and interwoven within the collaborative rehabilitation process enabling the 
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child’s agency. The findings display a substantial tension between the current 
system-controlled and professional-led practices and the child-specific and 
collaboration-based practices created and embedded in the child’s everyday 
situations. Shifting the emphasis to a collaboratively constructed and jointly 
integrated comprehensive view of the child’s rehabilitation in daily life in 
accordance with the child’s best interests appears to be decisively important. 
The results provide new evidence for how adopting a systemic and ecological 
approach could steer the rehabilitation process in line with a child’s best interests 
and safeguard the child’s right to participate. According to the findings, the 
elements enhancing children’s participation are created and realized through 
child-specific partnership, focusing on what is important to the child in their 
daily life. 
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TIIVISTELMÄ

Tässä väitöskirjassa tavoitteena oli kuvata lasten osallistumista edistävän 
kuntoutuksen elementit. Väitöskirja koostuu kolmesta osatutkimuksesta, jotka 
perustuvat laadullisen tutkimuksen asetelmaan ja joissa analysointimenetelmänä 
on käytetty induktiivista sisällönanalyysiä. Osatutkimuksessa I kuvattiin, mitä 
on lapselle merkityksellinen osallistuminen arjessa erityistä tukea tarvitsevien 
lasten (n=9, 5–10 v.) toiminnallisilla yksilöhaastatteluilla. Osatutkimuksessa 
II kuvattiin, mitä ovat lapsen edun mukaiset käytännöt lapsen osallistumista 
edistävässä kuntoutuksessa ammattilaisten ja lasten vanhempien näkökulmasta. 
Tutkimusaineisto koostui 11 haastattelusta, joihin osallistui yhteensä 39 
henkilöä: viidestä ammattilaisten ryhmästä (n=27), kolmesta vanhempien 
ryhmästä (n=9) sekä kolmesta lasten neurologin yksilöhaastattelusta (n=3). 
Osatutkimus III oli yhteiskehittämisprosessi perheiden ja ammattilaisten kanssa 
(n=334), jonka tarkoituksena oli suunnitella, pilotoida, arvioida ja tuottaa uusi 
lasten osallistumista edistävä väline lapsen arkeen nivotun kuntoutumisen 
yhteistoimintaan. 

Ensimmäisen osatyön tulosten perusteella lapselle merkityksellinen 
osallistuminen koostui vapaa-ajan toiminnasta, jossa lapselle mahdollistui 
ilo ja nauttiminen, kokemus autonomiasta, pystyvyydestä sekä osallisuudesta 
yhteisössä ja yhdessä tekemisessä erityisesti kavereiden ja perheen jäsenten 
kanssa. Toisessa osatyössä osoitettiin, että lapsen edun mukaisia käytänteitä 
olivat: lapsikohtaisen kuntoutumisen yhteinen määrittely, lapsen hyvän 
arjen edistäminen sekä tarkoituksenmukaisen kuntoutuksen kokonaisuuden 
varmistaminen. Tulokset ilmensivät huomattavia haasteita perheen ja 
ammattilaisten yhteistoiminnassa, jossa lapsi toimii aktiivisena osallistujana. 
Erityisesti lapsen ja perheen tarpeiden huomioiminen lapsen edun mukaisesti 
oli haastavaa yli sektorirajojen toteutettavassa yhteistyössä. Kolmannessa 
osatyössä yhteiskehittämisen tuloksena oli lapsen osallistumista edistävä uusi 
väline, Metku-kirja (lapselle merkityksellisen toiminnan kuvaus). Sen käyttö 
ohjaa tunnistamaan lapsen osallistumista rajoittavia ja edistäviä tekijöitä sekä 
kuvaamaan lapsen näkökulmasta tärkeitä asioita arjessa. Kolmen osatyön 
tulosten perusteella lapsen osallistumista edistävät elementit kuntoutuksessa ovat 
1) Lapselle merkityksellisen osallistumisen tunnistaminen ja hyödyntäminen, 2) 
Lapsikohtaisten käytänteiden luominen ja soveltaminen yhteistoiminnassa, 3) 
Lapsen osallistumismahdollisuuksien ja inklusiivisen arjen toimintaympäristön 
yhteiskehittäminen, ja 4) Lapsen kuntoutuksen kokonaisuuden rakentaminen 
yhdessä lapsen edun mukaisesti.

Väitöskirjatutkimuksen mukaan lapsen osallistumista edistävän 
kuntoutuksen elementit ovat vuorovaikutteisia ja sidoksissa lapsen toimijuutta 



8

Tiivistelmä

mahdollistavaan yhteistoiminnalliseen kuntoutumisprosessiin. Tulokset 
osoittavat, että nykyisten organisaatiolähtöisten käytänteiden ja lapsikohtaisesti 
soveltuvien ja yhteistoimintaan perustuvien käytänteiden välillä on jännitteitä, 
jotka horjuttavat lapsen edun mukaisen kuntoutumisen suunnittelua ja 
toteuttamista. Lasten kuntoutuksessa painopisteen tulisi siirtyä lapsen 
kuntoutumisen kokonaisuuden kehittämiseen ja yksilölliseen sovittamiseen 
lapsen arkeen sektori- ja organisaatiorajoja ylittävässä yhteistoiminnassa. 
Tulokset tarjoavat uutta näkökulmaa siihen, kuinka systeeminen ja ekologinen 
lähestymistapa voisi ohjata kuntoutumista lapsen edun mukaisesti ja turvaten 
hänen oikeutensa osallistua. Väitöskirjan tulosten mukaan lapsen osallistumista 
edistävät elementit kuntoutuksessa kehitetään ja toteutetaan lapsikohtaisessa 
yhteistoiminnassa keskittyen siihen, mikä on lapselle tärkeää arjessa. 
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1	 INTRODUCTION

It has been estimated that 240 million children worldwide live with disabilities 
(UNICEF 2021). Disability is an “umbrella term”—including impairments, activity 
limitations and participation restrictions (WHO 2001)—which, in interaction 
with the child’s social, attitudinal, and physical living environment, may restrict 
their participation in society on an equal basis with others (UNCRPD 2006). 

This doctoral research focuses on children with disabilities and, especially, 
on their active participation in the context of pediatric rehabilitation. The term 
“children” refers to individuals who are younger than 18 years old (UNCRC 
1989). In this study, children are primarily understood as children, rather than 
being defined by their disabilities or limitations in functioning. Therefore, they 
are mostly referred to simply as children in this study.

Children who receive rehabilitation may have varying disabilities, 
impairments, and functional statuses (Kerbl et al. 2016). Thus, it is not a group 
of children with certain challenges but heterogeneous needs that are individual, 
contextual, situational, and related to the factors in a person’s living environment 
(UNICEF 2021; WHO 2001). WHO (2017: 1) defines rehabilitation as “a set 
of interventions designed to optimize functioning and reduce disability in 
individuals with health conditions in interaction with their environment.” In 
pediatric rehabilitation, the concept of habilitation is also used (Kerbl et al. 2016; 
UNCRPD 2006) to underline that, for children with childhood-onset disabilities, 
the core of rehabilitation lies in learning and developing abilities, not in regaining 
lost abilities (Hayton & Dimitriou 2019). In this study, the concept of pediatric 
rehabilitation is employed, but it encompasses habilitation for children. For 
children with childhood-onset disabilities, rehabilitation is usually a long-term 
process with family–professional collaboration aiming to promote the child’s 
functioning and well-being in daily life and optimize their future opportunities 
(Järvikoski 2013; Rosenbaum & Gorter 2012; Trapacca et al. 2016). In addition 
to the children and their family members and rehabilitation professionals, 
collaboration in rehabilitation involves important contributions from actors in 
the immediate environment, such as schools and daycare facilities, as the child’s 
rehabilitation is implemented in their everyday lives and situations (Autti-Rämö 
et al. 2022; Sipari et al. 2022).

The adoption of UN’s Convention on the Rights of the Child (CRC) in 1989 
sparked a movement advocating for children’s rights and provided a framework 
and justification for developing policies and practices to promote children’s 
wellbeing and participation (Streuli et al. 2011). Participation is underlined as 
a core human right for children and is highlighted in both the CRC (UNCRC 
1989) as well as in the Convention for Persons with Disabilities (UNCRPD 2006). 
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Moreover, the values of equity and participation are underlined by the UN’s 
Sustainable Development Goals (SDGs), which state the needed focus to develop 
equitable and inclusive societies for all people without discrimination based on 
age, abilities, religion, or cultural background (United Nations n.d.). Focusing 
on children with disabilities, UNICEF’s Disability Inclusion Policy and Strategy 
2022–2030 set a vision for a barrier-free and inclusive communities that realize 
and secure children’s rights and promote their achievement of full and effective 
participation (UNICEF 2022). 

A significant step forward in Finland is the National Child Strategy, formulated 
in 2021, aiming to create a society that respects the rights of every child, 
strengthen children’s inclusion in the society as equal members with valuable 
perspectives, and provide tools and opportunities for inclusion of children 
with disabilities (Finnish Government 2022). Overall, children’s participation 
has a strong value base in democracy and in meeting social justice principles 
(Ullenhag et al. 2024), and it is seen as beneficial for developing sustainable 
societies and strengthening social capital (Simovska & Jensen 2009). The goal 
of equitable participation in society clearly states that an important challenge is 
to examine, advocate, and improve the participation opportunities of children 
with disabilities in different contexts (Long & Guo 2023), such as in pediatric 
rehabilitation (Ullenhag et al. 2024). 

Participation has been increasingly recognized as a crucial element of 
every individual’s functioning, health, and wellbeing (WHO 2001). Moreover, 
participation is linked with quality of life for every child, irrespective of if 
the child is typically developing or has a disability (Dahan-Oliel et al. 2012). 
One major factor pushing forward the interest in participation, in the field of 
rehabilitation and disability studies in the last twenty years, was the publication 
of the International Classification of Functioning (ICF), Disability and Health 
framework by WHO (2001). It was followed by a dedicated classification for 
Children and Youth in 2007 (Leonardi et al. 2022). The ICF classification 
provides a framework for multidisciplinary and interdisciplinary collaboration 
in pediatric rehabilitation (Björck-Åkesson et al. 2010), integrates the 
medical and social model of disability into the biopsychosocial model, and 
conceptualizes functioning, disability, and health with neutral terms without 
unnecessary negative connotations (WHO 2001: 3–9). According to the ICF 
framework, activities and participation together form one key component in a 
person’s functioning, alongside the component of the person’s body functions 
and structures. These components interact with contextual factors, including 
environmental and personal factors. This dissertation focuses on one interactive 
and multifaceted aspect of functioning—participation as being involved in life 
situations. (WHO 2001: 10–11.) 

Tisdall (2012) presents that, in the same way that disability studies have 
sought to reconsider concepts pertaining to disabled people and disability, 
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studies focused on children and adolescents have aimed to rethink concepts 
regarding children and childhood. The traditional view of seeing children as 
vulnerable, passive, and incomplete is being replaced by a new paradigm of 
childhood years; that is, understanding childhood as a social construction and 
children as active social actors who construct their lives and influence the life 
of others and society around them (Karlsson 2020; Prout & James 2015). These 
redefinitions of disability and childhood are not just theoretical but closely tied 
to the movements supporting disability rights and children’s rights and have 
pushed a change in policies and practices, especially with an emphasis on 
viewing children as agents and active participants in their social communities 
(Tisdall 2012). 

This same paradigm shift can be seen in pediatric rehabilitation, wherein 
increasing interest is being placed on children’s participation (Anaby et al. 2022). 
For example, the UN (2019) underlines that rehabilitation serves to promote the 
inclusion and participation of individuals with disabilities, enabling them to 
achieve, sustain, and maximize their independence, full physical, mental, social, 
and vocational ability, and participation in various facets of life including full 
and equal members of society. Accordingly, novel understanding in pediatric 
rehabilitation emphasizes participation in daily life as a main outcome, but 
participation is also a means in the pediatric rehabilitation process to thrive 
for children’s opportunities to actively participate in their daily lives (Imms et 
al. 2017) and as equal members within their communities and society (Long & 
Guo 2023).

Even though children’s and youth’s participation have received growing 
interest, the actualization of children’s participation rights continues to face 
both conceptual and practical challenges (Davies et al. 2024a; Hultman et al. 
2019; Koller et al. 2024; McMellon & Tisdal 2020). Further, studies show that 
participation of children with disabilities is especially restricted in social and 
healthcare encounters with professionals (Hultman et al. 2019; Teleman et 
al. 2021) as well as in activities across different settings at home, school, and 
community (Allonsius et al. 2021; Axelson et al. 2013; Bedel et al. 2013)—which 
are the typical contexts in which children’s rehabilitation is implemented. There 
is strong evidence that children with disabilities lack opportunities for equal 
participation because of restrictions caused by impairment and the attitudinal, 
social, and physical barriers in children’s living environments, for example 
(Fauconnier et al. 2009; Steinhardt et al. 2019). Also, professional practices fail to 
realize children’s participation rights (Teleman et al. 2021). Participation barriers 
lead to a risk of children and adolescents with disabilities being excluded from 
the benefits of participation, restrict their possibilities to realize their agency, 
and develop their capabilities (Gorter & Gibson 2015). 

In pediatric rehabilitation, professionals and guardians of children with 
disabilities have the responsibility to collaboratively secure the realization of 
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the child’s rights and enable their agency (März 2022). Although children’s 
active participation in family–professional collaboration has been increasingly 
underlined in rehabilitation, there is a clear lack of research evidence on how 
to engage and what tools and strategies are needed to facilitate participation of 
children, especially for young children and children with difficulties expressing 
their views (Curtis et al. 2022). Moreover, pediatric rehabilitation comprises 
cross-sectoral efforts with a multidisciplinary and interdisciplinary approach, 
involving collaboration between healthcare professionals and specialists in 
education, employment, social welfare, and various other fields depending on 
needs of the child and family (Autti-Rämö et al. 2022; Kerbl et al. 2016; Sipari 
et al. 2022; Sipari et al. 2017a). Current literature has, however, remained scarce 
on collaborative promotion of children’s participation rights in pediatric settings 
with interprofessional practice and cross-sectoral efforts (Koller et al. 2024).

The aim of this dissertation study is to describe the elements that enhance 
children’s participation in pediatric rehabilitation—a challenge that arises 
from both practical needs and the knowledge gap in research and one that has 
significant implications at the societal, community, and individual levels. This 
study is based in Finland, where children with disabilities are entitled to receive 
rehabilitation funded by the Social Insurance Institution (Kela) if the child 
experiences considerable difficulties in everyday activities and participation (Kela 
2023). Kela funded intensive medical rehabilitation for over 24,000 children, 
amounting to nearly 136,000 million euros in 2021 (Kela 2021). Considering 
the challenges in current pediatric rehabilitation practice and the significant 
investments at the individual, community, and societal levels, it is crucial to 
explore what is needed to promote the realization of children’s participation 
rights in line with the child’s best interests in rehabilitation and examine whether 
we are focusing on the right things within rehabilitation to strengthen the child’s 
participation. Today, there is a substantial lack of understanding of the elements 
that enhance the child’s participation in rehabilitation and enable the child to 
be an active participant and a subject influencing their own life.

This thesis was conducted as part of the LOOK (Right of the Child to 
Participate in his/her Rehabilitation, Assessing the Child’s Best Interest) project 
(2015–2017). The LOOK project aimed to strengthen the participation of children 
with disabilities and was funded by the Social Insurance Institution of Finland 
(Kela). The project was managed by Metropolia University of Applied Sciences, 
in co-operation with the Central Union for Child Welfare.

This doctoral thesis includes three sub-studies. The first sub-study describes 
what children with disabilities perceive as meaningful participation. The second 
sub-study explores what the current and required rehabilitation practices are for 
promoting a child’s best interest, which is intertwined with the child’s right to 
be heard and the realization of a child’s opportunities for active participation in 
rehabilitation. The third sub-study describes how a child’s active participation in 
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rehabilitation can be enhanced with a concrete tool, co-developed in collaboration 
with family members and professionals. Finally, this thesis intends to advance 
knowledge and invite a multifaceted discussion on the elements that need to be 
assessed, determined, and balanced when enhancing participation of children 
in pediatric rehabilitation. 

In this thesis, the pediatric rehabilitation process is underlined as a 
collaborative learning journey that is actualized through family–professional 
partnership, with the child as an active participant. A child’s right to participate 
creates a value base upon which child-specific rehabilitation is built upon through 
collaboration.
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2	 REVIEW OF THE LITERATURE

2.1	 Participation of children with disabilities in pediatric 
rehabilitation

2.1.1	 Children’s right to participate as the foundation

2.1.1.1	 Children’s right to participation embedded in international 
conventions and national laws

The right to participation is a cornerstone of children’s rights outlined in the 
United Nations Convention on the Rights of the Child (UNCRC 1989). The 
CRC, adopted in 1989 and ratified in 1991 in Finland, is a legally binding 
international agreement encompassing the principles of protection, promotion, 
and participation for all children and youth under 18 years. With a total of 54 
Articles, the CRC covers a range of rights relating to education, healthcare, 
parental responsibility, children’s freedom of religion and expression, and 
social security. (UNCRC 1989.) The best interests of the child (Article 3) and 
the child’s right to be heard (Article 12) are at the core of the CRC as two of the 
four main principles that steer the application, utilization, and interpretation of 
other rights in the Convention, alongside with the child’s right to life, survival, 
and development (Article 6) and non-discrimination of children (Article 2). The 
CRC emphasizes the importance of respecting and valuing children as active 
participants in society and acknowledging children’s agency and respecting them 
as right-holders and actors who can influence their own lives, the lives of others, 
and society (Donnelly & Kilkelly 2011). For children with disabilities, the rights 
stated in the CRC are amplified by the convention on the rights of the persons 
with disabilities (UNCRPD 2006) that was ratified in 2016 in Finland. 

In Finland, children’s right to participation is embedded and reflected in 
several national laws through provisions that specifically mention the child’s 
best interests and children’s participation right in matters affecting them 
(Pajulammi 2014: 4–6). The Constitution of Finland (731/1999) entails that 
children must be treated equally as individuals and should be allowed to 
have a say in matters that concern them in accordance with their age and 
abilities. Further, other laws, such as the Child Welfare Act [Lastensuojelulaki] 
13.4.2007/417, Perusopetuslaki [Basic Education Act] 1.8.1998/628, Social 
Welfare Act [Sosiaalihuoltolaki] 30.12.2014/1301, and Act on Early Childhood 
Education and Care [Varhaiskasvatuslaki] 13.7.2018/540, concretize children’s 
participation rights and subjectivity in matters regarding themselves. The Act 
on the Status and Rights of Patients 17.8.1992/785 and Laki sosiaalihuollon 
asiakkaan asemasta ja oikeuksista [Act on the Status and Rights of Social Welfare 
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Clients] 22.9.2000/812 include a specific provision regarding the status of minors 
and requires that children’s opinion be sought and that their care be planned 
in accordance with their age and developmental level, in mutual agreement. 

Although children’s participation rights have been integrated into different 
laws, in 2020, Finland’s Ministry of Justice concluded that children’s participation 
rights have been inadequately realized. As Streuli et al. (2011) point out, the 
laws present abstract rules and regulations but do not provide specific guidance 
on how to realize children’s rights in everyday practice and encounters with 
individual children. Thus, further research-based knowledge is needed on how 
to enhance children’s participation opportunities in practice.

2.1.1.2	 Children’s participation rights in the context of pediatric 
rehabilitation

Professionals working in pediatric rehabilitation engage with children daily, 
thereby encountering children’s rights in their practice (Streuli et al. 2011). 
Children’s participation rights have a strong value base in human rights (UNCRC 
1989) as well as in the moral and ethical grounds of healthcare (Streuli et al. 2011). 
One core right of children and a central ethical principle guiding professionals’ 
work is the child’s best interests (Bester 2019; März 2022). The CRC obliges 
all professionals working with children to consider a child’s best interests as 
primary in all decisions relating to children (Committee on the Rights of the 
Children 2013; UNCRC 1989). Thus, the assessment and determination of the 
child’s best interests precede all decisions that affect the child (März 2022). The 
ultimate purpose of a child’s best interests is to:

•	 safeguard the full and effective enjoyment of all the rights 
acknowledged in the Convention, and 

•	 uphold the development of the child to their full potential 
(Pajulammi 2014: 250).

To safeguard children’s best interests, it is critical that the views of the child are 
explored and considered in decision-making in accordance with the child’s age 
and maturity as stated in Article 12 (UNCRC 1989). Children’s right to participate 
in decision-making process together with adults recognize child as an agent, 
owner of rights and a subject in their world (Pollari 2019). Pollari (2019) outlines 
that the assessment of a child’s maturity and capacity for decision-making is based 
on the interaction process between the professional and the child, including the 
child’s guardian who has responsibility for the child’s upbringing. In addition, 
children with disabilities are entitled to be provided with age-appropriate and 
suitable assistance based on the child’s needs to engage in decision-making 
(UNCRPD 2006: Article 7.3). 
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In practice, acting in a child’s best interests involves careful weighing of 
what is best for the child (Birchley 2014; März 2022; Streuli et al. 2021) through 
conducting a comprehensive evaluation and balancing the relevant factors in 
a certain circumstance (General Medical Council 2018; Lansdown 2000; Paul 
2007; Streuli et al. 2011). Thus, the concept of the best interests of the child 
is described as situational, context-dependent, and adaptable (Quaye et al. 
2021; Ruggiero 2022). Accordingly, the determination of a child’s best interests 
includes exploring the child’s own perspectives, the combination of up-to-date 
research on the child’s growth and development (Pajulammi 2014: 250–251), 
identification of the child’s individual characteristics and needs, and considering 
the short- and long-term consequences as well as the different perspectives of 
related stakeholders (Committee on the Rights of the Children 2013; Quaye et 
al. 2021; Ruggiero 2022). 

The rights of children with disabilities are entangled in pediatric rehabilitation 
as guiding principles but also steer the focus of rehabilitation towards enhancing 
children’s opportunities for active participation in their everyday communities 
and in society (Ullenhag et al. 2024). Accordingly, children’s rights become 
concrete in children’s access to such physical, social, and attitudinal environments 
that meet the child’s needs for provision, protection, and participation (Campbell-
Barr 2021; UNCRC 1989). Besides the right to be heard (UNCRC 1989: Article 12) 
and the freedom of thought (UNCRC 1989: Article 14), children with disabilities 
are entitled to living in conditions guaranteeing the child’s dignity, self-reliance, 
and active participation in the community (UNCRC 1989: Article 23). Children’s 
participation in everyday life is underlined as children’s right to rest and leisure, 
to engage in age-appropriate play and recreational activities, and to take part 
in cultural life and the arts (UNCRC 1989: Article 31). Further, children with 
disabilities must be guaranteed the opportunity to participate equally with 
others in family and public life, health maintenance, education, and activities 
in daily life, including sports and leisure (UNCRPD 2006). Additionally, the 
CRPD underlines that persons with disability should have the possibility to 
express themselves using their own communication methods and to access 
public information on an equal basis with others (UNCRPD 2006: Article 21).

Rehabilitation, from the perspective of providing services, is linked to several 
articles in the CRC and CRPD. Article 23 acknowledges a child’s right to special 
care based on the child’s needs and access to services that enable them to attain 
the “fullest possible social integration and individual development” (UNCRC 
1989). Article 24 in the CRC states the child’s right to health and services such 
as rehabilitation. A separate article (UNCRPD 2006: Article 26) concerning re/
habilitation states that it should:

•	 begin as early as possible,
•	 be grounded in a multidisciplinary assessment of individual needs and 

strengths,
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•	 aim to enhance full participation and inclusion across all areas of life,
•	 not be compulsory, and
•	 be accessible close to a person’s own community.

The CRPD directs that effective and appropriate actions must be taken to achieve 
and preserve a person’s maximum independence, best possible physical, mental, 
social, and vocational ability as well as to secure their inclusion and participation 
in every aspect of life (UNCRPD 2006: Article 26). Although highlighted in both 
the CRC and CRPD, studies on current pediatric rehabilitation practices indicate 
a limited focus on fulfilling the aims of children’s inclusion and participation 
in all areas of life (Anaby et al. 2016; Kronsell et al. 2021; Nisius et al. 2024; 
Nowak et al. 2020).

2.1.1.3	 Critical views on research regarding children’s right to 
participation in rehabilitation

The focus on children as social actors and rights-holders has led to research 
that critically reflects on the roles and positions that children are offered and 
acknowledges the unique viewpoints of the children (Karlsson 2020; Tisdall 
2012). In research, examining adult perspectives alone is not sufficient for 
addressing issues related to children; it is also essential to explore the children’s 
own perceptions (Karlsson 2020).

The participation rights of children with disabilities in the context of pediatric 
rehabilitation are multifaceted. It is, however, worth noting that the CRC 
represents the perspective of adults and that children themselves have not been 
involved in defining or developing the content of the Convention (Campbell-Barr 
2021; UNCRC 1989). Thus, there is a limitation of knowledge pertaining to how 
participation rights are perceived by the children themselves. Another critique of 
current knowledge on children’s participation rights is the prevailing perspective 
of seeing children with disabilities as vulnerable or incapable (Martin & Franklin 
2009). This perspective tends to emphasize their limitations and downplay their 
abilities, thereby focusing more on the negative aspects of their impairment 
and how it may restrict their participation, especially in settings where adults 
hold power (Martin & Franklin 2009). Moreover, current research on children’s 
right to participation focuses overly on children’s and adults’ encounters and 
interactions in official institutions, such as in hospitals or public healthcare 
settings (Foster et al. 2022; Olli et al. 2012; Ortju et al. 2022; Quaye et al. 2021). 
Consequently, Harcourt and Hägglund (2013) claim that research on children’s 
rights lacks understanding from children’s perspectives of their everyday life. 

In the context of pediatric rehabilitation—which is often conducted in the 
everyday environment of the child, such as at child’s home, school, or daycare, 
and in interdisciplinary collaboration including the family, rehabilitation, and 
education professionals (Härkäpää et al. 2020: 50–57)—focusing on merely 
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institutional contexts and interactions with a single professional is not enough. 
In line, Koller et al. (2024) underline the need to explore the collaborative 
promotion of children’s participation rights with interprofessional practice.

2.1.2	 Dimensions of participation

2.1.2.1	 ICF classification: a biopsychosocial approach

The concept of participation is widely used, but it is defined and discussed 
differently, in relation to the contexts and fields of study (Lansdown 2009; 
Malone & Harting 2009, Pajulammi 2014: 6). In the context of pediatric 
rehabilitation, participation is often defined based on the ICF classification 
that is recommended to plan and evaluate interventions and outcomes and to 
develop services and policies (Maxwell et al. 2018; Paltamaa et al. 2011: 225–235; 
WHO 2001), with multidisciplinary and interdisciplinary collaboration (Björck-
Åkesson et al. 2010). 

The ICF classification conceptualizes disability and functioning as a 
biopsychosocial model by integrating the medical and social model of disability 
(WHO 2001). While disability is described by the medical model as consequence 
of an individual’s medical condition or diagnosis, the social model frames 
disability as stemming from inadequacies in society, such as in policy, cultural 
norms, and physical environments, which leads to a failure in accommodating 
people’s impairments (Haegele & Hodge 2016). The biopsychosocial model of ICF 
provides a comprehensive framework, wherein a child’s functioning, health, and 
disability are understood as interwoven and interactive with factors in the child’s 
environment, also considering a child’s personal factors such as age, gender, 
and habits.

According to the ICF classification, participation is “involvement in life 
situations” (WHO 2001), thus covering a wide range of actions and encounters in 
a child’s everyday life. Moreover, restrictions in participation refer to challenges 
that a child may experience in involvement (WHO 2001). Involvement remains 
unspecified in the ICF classification (Maxwell et al. 2018), with only a footnote 
(WHO 2001: 13) stating that involvement can be viewed as taking part, being 
included, engaged or accepted or as having access to needed resources. The 
ICF classification states that the subjective experience of sense of belonging 
should be distinguished from involvement. Thus, the ICF contains only qualifiers 
for capacity and performance for activities and participation, and there is no 
qualifier for involvement nor subjective satisfaction in the ICF for participation 
(WHO 2001). Because the current qualifiers can only be used to describe 
participation frequency or attendance, Grandlund et al. (2012) suggest that a 
person’s subjective experiences should be added to the definition with a third 
qualifier.
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The definition of participation in the ICF classification has received criticism 
because of its broad and nonspecific nature and interwovenness with activities, 
leading to different interpretations of its content and meaning in practice 
(Bernard et al. 2024; Maxwell et al. 2018; Steinhardt et al. 2022). Consequently, 
researchers argue that the construct of participation requires broader elaboration 
in the ICF classification, as it overlooks the individual’s personal experiences 
(Bernard et al. 2024; Granlund et al. 2012; Maxwell et al. 2018). In pediatric 
rehabilitation, the differences and limitations in understanding the participation 
concept pose challenges for measuring participation and choosing appropriate 
strategies to enhance participation in practice (Coster & Khetani 2008; van de 
Velde et al. 2018). Additionally, the diverse definitions and utilizations of the 
concept hinder communication across different fields and the interdisciplinary 
formation of knowledge in pediatric rehabilitation (Kinnunen et al. 2021).

2.1.2.2	 Participation as attendance and involvement

In recent years, Imms et al. (2016; 2017) have significantly advanced 
understanding of the concept of participation. Imms et al. (2017) presented the 
Family of Participation Related Constructs (fPRC) framework that is grounded 
in the ICF classification and focuses on the construct of participation. According 
to Imms et al. (2017), there are two main elements in participation: attendance 
and involvement in activities. Attending describes a child’s physical presence, 
i.e., being where the activity takes place, and involvement describes the child’s 
experience while attending. Imms et al. (2017) present that attendance is thus 
a prerequisite but not sufficient for the child’s full participation. Involvement 
may include elements of engagement, motivation, persistence, social connection, 
and affect (Imms et al. 2017). Steinhard et al. (2021) present that, as opposed 
to attendance, involvement is an internal state and interest towards a specific 
activity that is not necessarily visible outside. Accordingly, involvement can be 
described only by the child itself. 

The participation-related constructs in the fPRC framework can be intrinsic 
factors (person-related) or extrinsic factors (context and environment related). 
Intrinsic factors include activity competence, sense of self, and preferences 
that are influenced by past and present participation and impact future 
participation. Extrinsic factors describe the participation context (see 2.1.2.4) 
and the environment that is the broader, external social, and physical structures 
where children live (Imms et al. 2017). Granlund and Imms (2024) state that 
participation as attendance and involvement applies similarly to the child’s daily 
life situations on an individual level as well as withing the child’s interactions 
with professionals and adults providing support and services.
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2.1.2.3	 Participation as having agency and opportunity to influence

Participation in literature refers to having agency (Karlsson 2020; Montreuil & 
Carnevale 2016) or as a child’s sense of agency (Sairanen & Kumpulainen 2014). 
Agency is closely linked to taking part in decision making on issues concerning 
their own life and power to act and contribute to choices that influence a child’s 
future (Kellet 2009). When a child is acknowledged as a social actor and agent, 
they own their rights and are enabled to have an impact on their own life course 
(Donnelly & Kilkelly 2011) and in social interactions (Mayall, 2002: 21). 

Karlsson (2020) describes that the realization of a child’s agency necessitates 
that the child is encountered as an actor with meaningful views. Especially 
adults, who are often in a position of power and control over a child, can either 
enable or restrict the child’s opportunities for agency (Kellet 2009). Similarly, 
other factors in the environment, such as other children, social atmosphere, 
and physical spaces, as well as the child’s personal factors, such as experiences 
and expectations and relationship between these factors, influence the child’s 
opportunities to become an active participant in the community (Karlsson 2020). 
On the other hand, Montreuil and Carnevale (2016) define agency as “children’s 
capacity to act deliberately, speak for oneself, and actively reflect on their social 
worlds, shaping their lives and the lives of others,” which is not dependent on 
adults enabling their active agency but dynamic and changing in nature. 

Jyrkämä (2007) presented a theory containing six modalities for human 
agency that relate to situations and environments. The modalities constructing a 
person’s agency in each sociocultural context are their 1) abilities, 2) competences 
in relation to the activity and environment, 3) feelings and experiences about the 
activity and situation, 4) what the person wants and aims for, 5) possibilities, 
and 6) musts in the situation and environment. Although, Jyrkämä’s theory 
was originally developed in the context of the elderly, the theory has been also 
utilized in studies with children (Hilppö 2016; Sairanen & Kumpulainen 2014) 
and applied in the development of pediatric rehabilitation practices (Sipari & 
Launiainen 2011).

As with the definition of children’s agency, childhood studies often describe 
participation in terms of opportunity to express views, being listened to, and 
influencing and engaging in decision making in matters concerning themselves 
(Coyne & Harder 2011; Foster et al. 2022; Lansdown 2009). Many participation 
models focusing on children’s participation in terms of opportunities for 
influencing and engaging in decision-making have been developed. For example, 
the ladder of participation theory (Hart 1992) categorized the various forms of 
adult–child interactions present in participatory practice. Further, Shier (2001) 
developed a model referring to a child’s right to participate in the decision-
making process (Appendix 1). Lansdown (2009) divided children’s participation 
into three categories: a) consultative participation, where adults seek a child’s 
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perspectives to understand their views and utilize this in knowledge building; 
b) collaborative participation, which enables children’s engagement more fully 
in decision making in partnership with adults; and c) child-led participation, 
which is described as children taking initiatives and actions more freely with 
adults as facilitators. 

Another model representing participation as being heard and influencing 
decisions is the model presented by Lundy (2007), which was originally developed 
in the education context and further applied in healthcare (Davies et al. 2024a). 
Lundy’s model conceptualizes the right according to CRC’s Article 12 (UNCRC, 
1989) and has four key elements: space, voice, audience, and influence. Providing 
a space for children gives them the opportunity to express their views. The 
element of voice means that children are facilitated to express their views. The 
audience element ensures that children’s views are listened to, and the element 
of influence secures that their views are taken seriously and appropriately acted 
upon. (Lundy 2007.) This model underlines the necessity of adults acknowledging 
their responsibility to provide opportunities and accommodations to children’s 
needs to enhance their participation (Davies et al. 2024a).

2.1.2.4	 Contextual and situational participation

Children’s participation in everyday life, communities, and wider society is 
diverse and has many dimensions that are attached to the structures of the 
participation context and specific situation (Maxwell et al. 2018). Thomas (2007) 
describes participation related to children’s different contexts as including daily-
life interactions within relationships, participation in daily-life institutions, such 
as school or daycare, encounters in public services, participation in communities 
and public spaces, participation in commercial places such as shopping malls, 
participation within societal structures, and children’s political participation. 

The interconnectedness of participation and the environment and, more 
specifically, the participation context/life situation where the activity takes 
place has been well established in literature (Anaby et al. 2013; Steinhard et 
al. 2021; WHO 2001). Imms et al. (2017) define the “context” as the setting for 
participation, comprising the place, activity, people, time, and objects. These 
participation contexts have certain elements that influence a child’s possibilities 
and capabilities to participate as well as feelings towards participation (Imms et 
al. 2017). These contextual factors influence a child’s engagement through the 
child’s motivation, feelings, and experiences during participation (Steinhard et 
al. 2021). Because children also have an impact on their surroundings, Imms 
et al. (2017) underlined the transactional relationship between the child and 
participation context, which promotes change over time in both the child and 
the environment. Imms et al. (2017) also presented that participation can thus 
be understood as an “entry-point” for a child’s learning, development, and 
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promotion of functioning in everyday life in addition to participation being an 
outcome of learning and change. 

Bronfenbrenner’s (1979) bioecological model of human development has 
strongly influenced the understanding of how children’s development progresses 
in interaction with the environment. The model has been applied to different 
study contexts, including pediatric healthcare and rehabilitation research (Foster 
et al. 2022; Kinnunen 2021). The model posits that environment can be divided 
into various interconnected systems: microsystem, mesosystem, exosystem, and 
macrosystem (Bronfenbrenner 1979). Since its publication, Bronfenbrenner’s 
model has expanded, and concepts regarding the person in context, interaction, 
and change over time have been emphasized, and chronosystem was included 
to the model (e.g. Bronfenbrenner 2018; Bronfenbrenner & Evans 2000). In 
this interconnected and multisystem environment, the child’s development is 
a process in which the child learns abilities that enable them to cope with the 
complexity of the demands, forms, and content of these systems. The microsystem 
constitutes the child’s immediate growth and development environment, such as 
their family, home, and daycare settings, which include people, activities, roles, 
and interpersonal relations. Mesosystems are shaped by the interrelations among 
different settings as the child grows and participates in a new environment, such 
as school. Exosystems refer to the wider environment in which the child does 
not actively participate in but which influence the child’s immediate growth 
environment indirectly, such as the parent’s workplace. The macrosystem is 
formed by the cultural, economic, and ideological atmosphere and actions in 
the society or community, which influence the forms and contents in the lower 
order systems. (Bronfenbrener 1979: 16–27; Bronfenbrenner 2018.)  

The bioecological model underlines the child’s placement at the center and 
perceives the child’s participation as an interaction with the environment’s 
different systems (Bronfenbrener 1979). Correspondingly, to enhance children’s 
participation in pediatric rehabilitation, a child’s immediate environment and 
activity context can be adapted to the child’s needs and the practices promoting 
child’s engagement between systems level can be utilized (Anaby et al. 2022; 
Imms et al. 2017). The characteristics of the environment at different system 
levels may also require the child to learn new skills in order to participate. 

Figure 1 illustrates the dimensions of participation in this study’s context of 
focusing on enhancing a child’s participation in their daily life environments and 
rehabilitation in accordance with children’s participation rights. Participation 
in this study is understood to constitute attendance and involvement (Imms 
et al. 2017). At best, participation provides children opportunities to engage 
in a meaningful way in everyday life situations (Palisano et al. 2012) that 
enable children to practice their agency (Kellet 2009). In this study, a child’s 
participation is understood to be contextual and situational. Accordingly, the 
child’s participation is changed and molded by interaction between the child 
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and the environment over time. In line with Bronfenbrener (1979; 2018), the 
environment includes the different system levels with the child at the center and 
family being the child’s key developmental environment.

Attendance Involvement

Family
Communities

Participation context/ 
life situation

Enabling child’s 
agency

Society

CHILD’S 
Participation

Figure 1 Interactive dimensions of participation in the child’s interconnected and multisystem 
developmental environment

2.1.3	 Child’s participation in a collaborative rehabilitation process

2.1.3.1	 Key elements in child–family–professional collaboration

Children’s rehabilitation is based on individual needs and multidisciplinary 
collaboration between family and professionals (King & Chiarello 2014; Sipari et 
al. 2022). Due to the complex health needs of the children, pediatric rehabilitation 
is a long-term, goal-oriented and interactive process of learning and change for 
the child, family, and environment (Järvikoski 2013; Rosenbaum & Gorter 2012; 
Trapacca et al. 2016). In Finland, pediatric rehabilitation is based on an individual 
plan (Autti-Rämö et al. 2022), with a multiprofessional team within the public 
sector responsible for planning a child’s rehabilitation. The rehabilitation plan, 
however, is usually implemented with rehabilitation professionals working in 
the private sector in the family’s home area. The rehabilitation plan should be 
implemented as part of the child’s and family’s everyday life according to jointly 
agreed goals and relevant activities (Committee of Rehabilitation Reform in 
Finland 2017).
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Depending on a child’s needs and severity of the disability, the child’s 
rehabilitation network may include several professionals from different 
occupations, such as pediatric neurologist, physical therapist, occupational 
therapist, speech therapist, nurse, rehabilitation counsellor, and social counsellor 
(Kerbl et al. 2016), and experts from the child’s daily life network, such as teachers 
in kindergarten or school (Autti-Rämö et al. 2022). In Finland, the obligation 
for collaboration between the social and health sectors and early childhood 
education is mandated in both the Health Care Act [Terveydenhuoltolaki] 
(30.12.2010/1326) and in the Act on Early Childhood Education and Care 
[Varhaiskasvatuslaki] (13.7.2018/540). Also, the Social Insurance Institution of 
Finland (Kela), which provides access to rehabilitation services for people who 
experience severe functional restrictions in their everyday lives due to sickness 
or disability, requires that rehabilitation is conducted in collaboration with the 
child, family, and professionals working with the child in daily life (Kela 2022). 
From the perspective of a child or young person and their family, rehabilitation, 
education, and healthcare services form a comprehensive whole, promoting the 
child’s functioning, learning, and wellbeing (Sipari et al. 2022). 

Rehabilitation based on family–professional collaboration acknowledges the 
expertise of family members in their own situation, needs, and preferences; thus, 
the family is considered an equal partner in rehabilitation (An & Palisano 2014; 
Blue-Banning et al. 2004; King & Chiarello 2014). A collaborative rehabilitation 
process for the child means that every step of the process is planned while 
respecting the child’s and family’s preferences, utilizing shared goal setting 
and decision making, joint implementation, and evaluation of outcomes (An & 
Palisano 2014). Accordingly, the rehabilitation process should contain family–
professional discussions and multiprofessional assessment that combines the 
child’s and the parents’ experiences of functioning in everyday life with the 
professionals’ evidence- and experience-based knowledge (Jeglinsky et al. 2021; 
Novak et al. 2021). The general rehabilitation process, starting from the needs 
of the child, is illustrated in Figure 2.

Assessment of 
outcomes and 

achievement of 
goals, planning of 

the next steps

Implementation of 
plan

Establishment of 
individual goals 

and rehabilitation 
plan

Assessment of 
functioning and 

identifying needs 
and preferences 
for rehabilitation

Family-professional collaboration

Figure 2 Example of a general rehabilitation process (modified from: An & Palisano 2014; 
Autti-Rämö 2021)
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Family–professional collaboration with children as active participants facilitates 
the promotion of children’s best interests (Foster et al. 2022; März et al. 
2022). Family–professional collaboration is strongly value-based, but it is also 
fundamental to successful rehabilitation (An & Palisano 2014; An et al. 2017; 
McCoy et al. 2019). Family–professional collaboration is associated with family 
empowerment and better outcomes in rehabilitation (Järvikoski et al. 2015). 
Järvikoski et al. (2013) found the following key factors that were connected to 
parents’ satisfaction with the planning and the correspondence between the 
rehabilitation plan and the needs: 

•	 professionals’ sharing of information,
•	 a multidisciplinary team of rehabilitation and education professionals 

actively taking part in planning and implementing rehabilitation, 
•	 parents’ experience that the child’s and parents’ preferences are heard, 

and 
•	 the child’s motivation towards rehabilitation. 

Further, the means of rehabilitation that were based on children’s needs were 
linked to increased participation in family and recreation activities (McCoy et 
al. 2019). Also, Novak (2011) found that parents experienced partnership-based 
home programs that responded to their family’s individual needs and situation 
beneficial.

Family–professional collaboration fosters child and parent engagement, which 
has been underlined as an essential component of a successful rehabilitation 
process (Antoniadou et al. 2024; King et al. 2020). In the fPRC framework, 
Imms et al. (2017) refer to engagement as a person’s active involvement in 
decision making and influence in matters on a personal and between-systems 
level. They argue that engagement is a unifying construct across ecological levels 
and that the content is determined by the direction of the focus or effort (Imms 
et al. 2017). Steinherd et al. (2021) presented that engagement constitutes a 
child’s behavioral, cognitive, and affective investment during participation in a 
certain context. Rehabilitation research on engagement has focused specifically 
on examining engagement from the perspective of rehabilitation services, such 
as the child’s and/or their parents’ engagement in therapy sessions (King et al. 
2020; King et al. 2019; Melvin et al. 2021), and exploring professional strategies 
to promote child engagement in intervention process (Antoniadou et al. 2024). 
Accordingly, King et al. (2020) and Melvin et al. (2019) depicted engagement as 
a complex and multifaceted state and a dynamic process that professionals and 
family members construct together over time. 

In a child’s collaborative rehabilitation, engagement is characterized by a 
child’s and parents’ involvement, investment, motivation, and commitment 
towards the rehabilitation or intervention process (Antoniadou et al. 20204; 
King et al. 2020). Based on the literature, it is important to direct more attention 
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to the child’s and parents’ engagement and collaboratively tailor rehabilitation 
that is meaningfully attached to their everyday situations (An & Palisano 2014; 
King et al. 2020) and to engage families in the development of collaborative 
practices (Chow et al. 2024).

2.1.3.2	 Critical perspectives on children’s participation in collaboration

In practice, the implementation of family–professional collaboration in pediatric 
rehabilitation varies greatly (Jeglinsky et al. 2012), and many researchers have 
posited that more weight should be given to collaboration with the family 
throughout the rehabilitation process (Järvikoski et al. 2015). From a family 
perspective, collaboration with many professionals and service providers is 
challenging and burdensome (Särkikangas 2020). With several stakeholders in 
the child’s rehabilitation network, family–professional collaboration according 
to the child’s best interest may involve multiple and possibly competing 
interests and pressures (Birchley et al. 2022). Thus, research indicates that the 
determination and promotion of the child’s best interest within collaborative 
family–professional dynamics in healthcare practice are both complex and 
insufficiently studied (Birchley et al. 2022; Coyne & Harder 2011; März 2022; 
Woo et al. 2015). 

According to several studies, children want to be active participants in family–
professional collaboration, to be listened to and influence matters important for 
them (Bekken 2014; Coyne & Gallagher 2011; Davies et al. 2024b; Davison et al. 
2021; Garth et al. 2009; Pritchard Kennedy 2012; Pritchard et al. 2022; Vinblad 
et al. 2019). For example, in a study by Pritchard Kennedy (2012), school-age 
children with chronic illness stated the importance of being actively supported in 
identifying and upholding their best interests in collaboration with parents and 
professionals. Studies show, however, that the child’s role as an active partner in 
collaboration has been neglected, and children’s active participation in planning 
their rehabilitation and care has been implemented inadequately or not at all 
(Curtis et al. 2022; Järvikoski et al. 2015; Kronsell et al. 2021; Nisius et al. 2024; 
Nowak et al. 2020; O’Connor et al. 2021; Teleman et al. 2021). 

Söderbäck et al. (2011) argues that, in order to safeguard child’s participation 
rights and the best interests of the child in healthcare situations, a distinction 
must be made between the adults’ perspective and the child’s own perspective. 
Traditionally, parents have acted as proxies for children, and children’s 
perspectives have been interpreted through the lens of adults. Parents’ and 
children’s views may, however, differ as shown in studies regarding children 
with disabilities (Costa et al. 2017; Liao et al. 2019), chronic conditions (Nap-
van der Vlist et al. 2021), and children and youth with acquired brain injuries 
(Allonsius et al. 2021). For example, Costa et al. (2017) compared priorities 
for goals among children, parents, and teachers. They found that children 
prioritized goals focusing on specific activities and participation meaningful 
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for them, whereas parents focused on productivity, school, body functions, and 
task performance, and teachers on body functions and school activities. Thus, 
exploring the perspectives of both parents and children is considered as good 
practice (Allonsius et al. 2021; Liao et al. 2019; Söderbäck et al. 2011), and a more 
child-centered approach would include both the adults’ child perspective and 
the child’s own perspective (Coyne et al. 2016; Söderbäck et al. 2011; Sommer 
& Pramling-Samuelsson 2010). 

Ehrich et al. (2015) pointed out that enhancing children’s participation 
in family–professional collaboration needs the acknowledgement of children 
not only as rights-holders but also as collaborative “duty- and responsibility-
bearers.” However, at the same time, as researchers call for a more child-centered 
approach, some critique has been presented that services are directed only for 
children and do not consider what services could be offered to meet parent and 
family needs (King et al. 2017).

2.2	 Factors influencing children’s participation in 
pediatric rehabilitation

2.2.1	 Barriers and facilitators for children’s participation in 
encounters with professionals

There are several barriers and facilitators for a child’s active participation in 
the rehabilitation process and encounters with professionals in healthcare. 
Children’s opportunities to influence healthcare decisions vary, depending on, 
for example:

•	 professional practices (Coyne & Gallagher 2011; Davies et al. 2024c; 
Ehrich et al. 2015; Franklin & Sloper 2005; Garth et al. 2009; 
Jeglinsky et al. 2012; Quaye et al. 2019),

•	 the weight of the decision (Andersen & Dolva 2014; Coyne et al. 2014; 
Coyne & Gallagher 2011),

•	 the information available to the child (Coyne & Gallagher 2011; 
Davies et al. 2024c; Davison et al. 2021; Teleman et al. 2021),

•	 the interaction and level of trust between the child and the adults 
(Coyne & Gallagher 2011; Davies et al. 2024c; Davison et al. 2021; 
Teleman et al. 2021),

•	 children’s own preferences on how they wish to participate  
(Coyne & Gallagher 2011; Garth et al. 2009; Quaye et al. 2019), and

•	 a child’s age and abilities, as participation increases with age and 
development of the child’s abilities (Garth et al. 2009;  
O’Connor et al. 2021). 
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Teleman et al. (2021) studied children’s barriers to participation in pediatric 
rehabilitation services. They found that adult-centered services and lack of trust 
and power-imbalance in adult–child relationships form obstacles for children’s 
participation. Similarly, Davison et al. (2021) described children’s experiences 
when adults did not allow the child to participate or when the child’s views were 
ignored. Ignorance triggered children’s distrust towards staff and uncertainty 
about what was happening, which further caused fear, irritation, disengagement, 
and resistance in children (Davison et al. 2021). Karlsson (2020) stated that 
children’s perspectives are easily overshadowed by adults’ perspectives, who 
often control the time and space for knowledge construction with specialist 
knowledge, power, and experience. Coyne et al. (2016) stated that adult-centered 
practices in healthcare form asymmetric relationships between adults and the 
child, weakening the child’s opportunities for agency. Accordingly, studies show 
that adults’ attitudes and the belief that children need to be protected from their 
perceived inability to make good decisions prevail when determining what is in 
their best interest in healthcare (Davies et al. 2024a).

In a study of children’s experiences of taking part in consultations at a 
pediatric rehabilitation unit, Bekken (2014) stated that children have negative 
experiences, such as not being listened to, the feeling of not being enough or 
adequate, and anxiety about what will be decided for them. Children’s experiences 
in encounters with professionals are relevant because positive experiences are 
associated with favorable health outcomes (Doyle et al. 2013) and, thus, children’s 
negative experiences may have an opposite influence. In a study by O’Connor et 
al. (2021), children experienced not engaging in decision making as a common 
practice, with the adult leading the discussion and child taking part when direct 
questions or alternatives to choose from were presented. In rehabilitation, the 
various professionals working in multidisciplinary teams and unclear role of 
children as part of the team also pose a challenge in children taking an active 
role in family–professional meetings (Koller et al. 2024).

Adults’ know-how and skills to be attentive, sensitive, supportive, and 
encouraging enable children to express their own perspectives and experiences 
and facilitate children’s participation (Davies et al. 2024c; Davies et al. 2024b; 
Söderbäck et al. 2011). Children value trusting relationships with the professional, 
being involved in discussions and decision-making, adults’ treating them with 
respect, and their views being given due weight (Coyne & Gallagher 2011; Davies 
et al. 2024b; Davison et al. 2021; Garth et al. 2009). Trusting relationships/
bonds are created through repeated contact and dialogue (Davison et al. 2021). 
Sharing accurate information in a manner that the child is able to understand, 
giving time to think and to ask questions (Davies et al. 2024b; Davies et al. 
2024c; Davison et al. 2021), and talking to the child as much as they talked 
to the parents was appreciated by children and promoted positive emotions 
(Davison et al. 2021). On the other hand, unclear or no information given to the 
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children restricted their involvement or taking part in the decisions (Bekken 
2014; Coyne & Gallagher 2011; Davison et al. 2021; Garth et al. 2009; Vinblad 
et al. 2019). Additionally, speaking too fast, busy schedules, and unfamiliarity 
between the child, professionals, and practices acted as barriers for building a 
trusting relationship with professionals (Coyne & Gallagher 2011; Davison et 
al. 2021). Bekken (2014) underlines the importance of implementing children’s 
everyday experiences and knowledge of living with impairment into rehabilitation 
planning. 

It is worth noting that parents may also act as barriers or facilitators for the 
child’s participation in healthcare situations (Bekken 2014; Coyne & Gallagher 
2011; Davies et al. 2024b; Davison et al. 2021; Garth et al. 2009; Quaye et al. 
2019; Teleman et al. 2021; Vinblad et al. 2019). Teleman et al. (2021) underlined 
the need for discussions about what a child’s participation should comprise of in 
pediatric rehabilitation as well as focus on managerial support and guidelines 
for practice to achieve the participation rights of children in encounters with 
professionals (Quaye et al. 2021).

2.2.2	 Barriers and facilitators for children’s participation in daily life

Children with disabilities experience participation restrictions in both younger 
(Di Marino et al. 2018) and older age groups (Bult et al. 2011; Steinhardt et al. 
2019) and in different settings, such as in school (Asbjørnslett & Hemmingsson 
2008; Eriksson et al. 2007) and in community and leisure activities (Bedell et al. 
2013; Shikako-Thomas et al. 2014; Steinhardt et al. 2019; Ullenhag et al. 2014). 
Studies show that children face more difficulty engaging in community activities 
than in home-based activities (Di Marino et al. 2018). Although the forms of 
participation for children with and without disabilities in communities were 
alike in a UK-based study by Arakelyan et al. (2020), children with disabilities 
participated less for example in unstructured and organized physical activities 
(Arakelyan et al. 2020; Bedel et al. 2013; Bentzen & Malmqvist 2022) and had 
a more limited range of activities than typically developing peers (Engel-Yeger 
et al. 2009). Further, children with disabilities have more limited participation 
with friends (Arakelyan et al. 2020; Bedell et al. 2013), participate more actively 
with family-members or adults than with peers (Nyquist et al. 2016; Solish et al. 
2010), and have fewer peer friendships (Eriksson et al. 2007; Solish et al. 2010). 
Children with disabilities experience lower autonomy than children without 
disability (Eriksson et al. 2007). It is worth underlining that children with 
disabilities experience as much enjoyment in participation as other children 
when given an opportunity to participate (Engel-Yeger et al. 2009) and wish to 
engage more with peers (Nyquist et al. 2016). Moreover, studies demonstrate that 
social participation is highly valued by children, especially adolescents (Bernard 
et al. 2024).
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Studies show that barriers and facilitators for children’s participation 
may exist in any domain in the ICF classification. Fauconnier et al. (2009) 
evaluated the participation variation for children with cerebral palsy (CP) in 
a cross-sectional European study. They showed that pain and impairments in 
walking, fine motor skills, communication, and intellectual abilities restricted 
participation (Fauconnier et al. 2009). In a study by McManus et al. (2008), where 
parents rated their children’s participation, the results showed that the level 
of impairment of 8–12-year-old children with cerebral palsy was significantly 
associated with participation in everyday activities. Because of a significant 
variation in children’s participation between regions, the researchers argue that 
the accessibility of services and environments varies in different regions, which 
explains differing participation, and also policies and regulations at the national 
level influence participation (Fauconnier et al. 2009). Research shows that a 
child’s personal factors, such as gender (Law et al. 2004), age (Bult et al. 2011; 
Law et al. 2004; Orlin et al. 2010; Steinhardt et al. 2019), and preferences (King et 
al. 2006a; Souto et al. 2024; Steinhardt et al. 2019), also influence participation.

A substantial body of research exists on the impact of environmental factors 
on children’s participation (Anaby et al. 2014; Bedell et a. 2013; Di Marino et al. 
2018; Imms 2008; Law et al. 2004; Steinhardt et al. 2019). Colver et al. (2012) 
showed that physical, social, and attitudinal environments have a significant 
influence on participation in everyday activities and in social roles for children 
with CP, accounting for 14–52% of the variation in children’s participation. 
Environmental factors—such as availability and adequacy of resources, i.e. 
information and suitable programs for the child (Souto et al. 2024)—and, 
further, physical, social, and cognitive demands of the activity as well as weather 
influence children’s participation opportunities (Bedell et al. 2013). Maxwell et al. 
(2018) describes that availability, accessibility, affordability, accommodability/
adaptability, and acceptability, “the 5 A’s,” are central environmental dimensions 
for participation; their realization and features determines whether the activity 
environment will hinder or promote a child’s participation. For example, Souto 
et al. (2024) found that insufficient support from staff and service providers, 
such as the unavailability of personal assistance, specialists, and information, 
restrict children’s participation. Likewise, significant environmental facilitators 
or barriers to children’s participation are their possibilities for interaction with 
other people and the ways that children are supported in their communication 
efforts (Fylkelnes & Ytterhus 2021). 

Family function has a strong effect on children’s participation (Di Marino 
et al. 2018). Further, family type, parental ethnicity, parental education and 
socio‐economic status impact 5–12-year-old children’s participation, as shown 
in a study by Arakelyan et al. (2019). The researchers also presented that parents 
with adequate resources, time, and support, along with mental and physical 
health and functioning, are in a good position to support children’s participation 
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outcomes. Whereas lesser parental self‐efficacy beliefs, parental support, 
parental time, family preferences, and negative activity orientation towards 
social and recreational activities negatively impacted children’s participation 
(Arakelyan et al. 2019). Studies show that parents play a central role in enhancing 
a child’s participation, utilizing a range of applicable strategies that aim to break 
down participation barriers and help the child with activity-related difficulties 
(Axelsson et al. 2014; Piskur et al. 2017). On the other hand, parents can also 
over-protect their children and hinder their attempts to participate (Heah et 
al. 2007).

Shields and Synnot (2016) explored the barriers and facilitators to participation 
in physical activity from the perspectives of children with disabilities (10–18 
years), parents, and sport and recreation staff. The results show that the possibility 
to influence decisions about issues around the activity and participation, a 
pathway for mastering skills, and having a sense of competence and family 
support were important facilitators for children’s participation. According to 
the findings, a lack of collaboration between stakeholders was a key barrier 
alongside negative attitudes among parents, staff, and peers (Shields & Synnot 
2016). Participation restrictions create risks of being excluded from the benefits 
of participation. For example, limitations to participation in physical activity 
create a risk for health problems associated with inactivity (MacEachern et al. 
2021; Woodmansee et al. 2016).

2.3	 Enhancing children’s participation as a core focus 
in pediatric rehabilitation

2.3.1	 Participation-focused tools and practices

To enhance children’s participation and address participation barriers, 
participation is seen as the main outcome of rehabilitation and also serves as 
a method to achieve the outcome (Granlund & Imms 2024). This emphasis on 
participation as a means and an end (Imms. et al. 2017) is described by the term 
“participation-focused” in this study. 

In novel pediatric rehabilitation literature, the concepts of participation-
based and participation-focused rehabilitation are both used. Both concepts 
underline a child’s participation as the main outcome of rehabilitation and 
the importance of active involvement of the child and family in the process 
of achieving the desired outcome (Anaby et al. 2022; Palisano et al. 2012). 
In a study by Kolehmainen et al. (2020), participation-focused practice was 
determined as clinicians’ behavior that targets participation outcomes, involves 
the child and/or parent in setting participation outcomes, and measures progress 
towards the established participation outcomes. Similarly, in participation-
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based rehabilitation, the goals are aimed at enhancing children’s possibilities 
to engage in their preferred activities in everyday life in a meaningful way 
(Palisano et al. 2012). Participation-focused rehabilitation includes participatory 
practices that promote a child’s opportunities for active participation in the 
collaborative rehabilitation process, aiming to enhance participation in everyday 
life (Granlund & Imms 2024). Thus, participation-focused practices in pediatric 
rehabilitation contain tools and methods that a) are based on family–professional 
collaboration, b) consider children as active participants, and c) aim to enhance 
children’s participation in their everyday life situations (Anaby et al. 2022).

In participation-focused rehabilitation, children’s and families’ active 
involvement in the assessment of everyday life participation by identifying 
preferred participation types and life situations of interests is important 
(Fauconnier et al. 2009). There are several participation assessments and measures 
available for children with disabilities (0–17 years), including self-report, proxy-
report, and interview administrations (Chien et al. 2014; Quartermaine et al. 
2024; Vänskä et al. 2016). The limitations of these tools include that most of 
these measures focus on parents’ and professionals’ perspectives and rely on 
proxy reports with parents completing standardized assessments or interviews 
(Schiariti 2014; Vänskä et al. 2016). Another shortcoming is that only a small 
number of self-reporting tools provide accessible design features to meet the 
needs of people with communication support needs (Quartermaine et al. 2024). 
In addition, another limitation of the existing participation measures is that 
they cover a different range of the activities and participation domains in the 
ICF classification, focusing on certain life areas such as recreation and play or 
child’s activities and participation in home environment or school (Chien et al. 
2014). Further, the focus of participation assessment is usually on quantifying 
the frequency, intensity, amount, or number of times a certain activity is taken 
part in. Thus, the focus is on the objective attendance dimension of participation 
and not on subjective involvement (Bernard et al. 2024; Granlund et al. 2021; 
Quartermaine et al. 2024). 

In recent years, evidence on participation-focused intervention’s effects 
and various benefits has accumulated (Adair et al. 2015). The findings from 
the systematic review by Adair et al. (2015) support the use of personalized 
programs that combine both individualized and group-based strategies to 
improve participation outcomes for children with disabilities; however, it only 
included a few high-quality studies. Several studies exploring interventions that 
aim to enhance children’s participation in daily life situations underline the 
importance of identifying modifiable environmental factors that promote or 
restrict participation (Anaby et al. 2020; Dimakopoulos et al. 2024; Guichard 
& Grande 2017; Maciver et al. 2019; van der Kemp 2021) and creating solutions 
in collaboration to overcome obstacles in the participation context or promoting 
change in the way that a child and the setting interact (Ullenhag et al. 2024).
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2.3.2	 Participatory practices with children in goal setting and action 
planning

Individualized goal setting in family–professional collaboration has been 
underlined as a best practice in pediatric rehabilitation (Brewer et al. 2014; 
Øien et al. 2010). Although children’s active participation and self-identified 
goals have traditionally receiver little attention (Pritchard-Wiart & Phelan 2018), 
increasing consideration is placed on a child’s active involvement by regarding 
the child as a subject in rehabilitation planning and, especially, in establishing 
meaningful goals and, to some degree, also in the different phases of the goal-
oriented rehabilitation process to achieve the set goal (Costa et al. 2017; Pritchard 
et al. 2022; Ryan et al. 2024; Vroland-Norstrandt et al. 2016). 

Studies show that children with disabilities can identify achievable goals 
(Vroland-Norstrand et al. 2016), and children’s participation in setting priorities 
for therapy goals has shown to improve their motivation and commitment to 
work towards the goal (Pritchard et al. 2022). In a scoping review, Curtis et al. 
(2022) reported, however, that there is limited knowledge regarding the ways 
in which and extent of how children take part in goal setting and implementing 
in occupational and physical therapies, despite its recognized importance in the 
literature. Similar findings have been reported with regard to multidisciplinary 
rehabilitation in Finland (Sipari et al. 2019); however, there are also studies 
showing children actively participating in rehabilitation planning within family–
professional collaboration (Jeglinsky et al. 2021). 

Studies indicate that the reasons behind children’s varying and, to some 
extent, neglected role in goal setting are (1) divergent views among the child, 
parent, and professionals regarding suitable goals (Costa et al. 2017; Pritchard-
Wiart et al. 2022), (2) adults’ lack of confidence in children’s ability to set 
meaningful goals (Pritchard et al. 2022), and (3) organizational barriers, such as 
lack of time and professional know-how on practices to support child’s active role 
(O’Connor et al. 2021; Sipari et al. 2019). Also, Ryan et al. (2024) identified that 
children with communication difficulties were often excluded from goal setting, 
and the possible reason for this could be that many of the goal setting tools rely 
on interview-format and child’s verbal expression. Overall, literature shows the 
need to improve the theoretical basis for a child’s participation in collaborative 
goal setting in pediatric rehabilitation (Pritchard-Wiart & Phelan 2018).

Some goal-setting strategies and tools that are based on collaborative goal 
setting have been developed (Table 1), but their implementation with the child 
as an active contributor in practice varies (Anaby et al. 2016; Coussens et al. 
2022; Curtis et al. 2022). It is also worth noting that some goal-setting tools, 
such as COPM and GAS, were not originally designed for children, making their 
reliability when applied to child self-respondents uncertain (Ryan et al. 2024). 
In Finland, many of the tools supporting children’s participation in goal setting 
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and participation-focused rehabilitation process have not been translated and/
or evaluated in practice (Vänskä et al. 2016). Studies on the usability of the GAS 
method in Finland have shown that it requires adequate time to reflect upon the 
needs to achieve goals in family–professional collaboration as well as a special 
consideration for children’s possibility to actively participate in setting their own 
goals and plans to achieve the goals (Sipari et al. 2019).

Table 1 Goal-setting strategies and tools in pediatric rehabilitation based on family–
professional collaboration with the child as an active participant

Goal-setting tools/
approaches

Short description of the tool/approach Author

COPM: Canadian 
Occupational Performance 
Measure (adapted for 
children)

An interview-based method originally developed 
for occupational therapy, which is used to assess 
changes in functionality over time as perceived by 
the child/parent. COPM is used widely and adapted 
to several cultural contexts, including Finland (COPM 
2024).

Law et al.  
2005;  
Cusick et al. 
2007

Enhancing Child 
Engagement in Goal 
Setting (ENGAGE) 
approach

ENGAGE aims to promote children’s participation 
in goal setting and to support clinicians to adapt 
the use of tools and strategies to meet the specific 
needs of children and their families. Ongoing study 
on the effects of the approach.

Pritchard-
Wiart et al. 
2022

Goal Attainment Scaling 
(GAS)

In the GAS method, developed in the 1960s in the 
mental health context, goal setting progresses 
step by step from identifying and naming the goal 
to choosing an indicator and modifying a scale to 
measure goal attainment, to finally assessing the 
achievement of the goal. The use of the GAS method 
is recommended by Kela, the funder of children’s 
pediatric rehabilitation in Finland (Kela n.d.).

Kiresuk & 
Sherman 
1968; 
Kiresuk et al. 
1994

Perceived Efficacy and 
Goal Setting Tool (PEGS)

Children (ages 5–9 years) self-assess their perceived 
competence in everyday activities by using a set of 
cards to set intervention goals.

Missiuna et 
al. 2006

Although participation has been underlined as the main outcome in rehabilitation, 
literature shows that this focus on participation is not yet seen in children’s 
rehabilitation goals (Anaby et al. 2016; Graham et al. 2020). Most goals set in 
pediatric rehabilitation are focused on body functions or, for example, on skill 
development and not on participation in everyday activities (Kolehmainen et al. 
2020; Ryan et al. 2025). Contrary to what professionals might assume, enhanced 
skills or body functions do not automatically lead to improved participation 
(Adair et al. 2015).

In recent years, novel participation-focused tools have been developed that 
underline a child’s meaningful participation in daily life as a goal and support the 
utilization of participatory practices for development of an action plan to achieve 
the participation goal (Table 2). The approaches behind the tools are based on 
identification and removal of participation barriers, focusing on possibilities and 
strengths and co-developing solutions (Anaby et al. 2018; Palisano et al. 2022). 
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Participatory practices and co-development embraces children’s, parents’, and 
professionals’ co-construction of knowledge and building a joint understanding 
of the ways to achieve rehabilitation goals (Palisano et al. 2022).

Table 2 Collaboration-based tools that support achieving child’s participation goals

Tool Short description Author

Collaborative 
process for 
participation goals

A tool that guides a collaborative process in 
which family and rehabilitation professionals 
assess child, family, and environment 
strengths and areas for improvement to 
identify strategies and develop an action plan 
for participation goals.

Palisano et al. 
2012; Palisano 
et al. 2022

PREP: Pathways 
and Resources for 
Engagement and 
Participation

Intervention that aims to minimize and/
or remove barriers and identify and utilize 
supporters for participation within the 
environment to enable children/ youth to 
engage in preferred activity of their choice. 

Anaby et al. 
2018

2.3.3	 Knowledge needs in enhancing children’s participation 

Despite the evidence on the benefits of participation-focused rehabilitation and 
importance of family–professional collaboration with the child as an active 
participant, pediatric rehabilitation practices have remained professional-led 
(Coussens et al. 2022; O’Connor et al. 2021) with a lack of focus on enhancing 
children’s participation in their everyday lives (Anaby et al. 2016; Kolehmainen et 
al. 2020). A change in clinical practices towards participation-focused practices 
is needed but challenging and slow (Coussens et al. 2022), and the gap between 
research and practice has been well-identified (Anaby et al. 2022; Granlund & 
Imms 2024; Novak et al. 2021). 

Given that participation is acknowledged to be a fundamental value (Streuli 
et al. 2011), understood as the means and principal outcome of rehabilitation 
(Imms et al. 2017; Palisano et al. 2012) as well as a key prerequisite for the 
development and well-being of the child (WHO 2001), there is a substantial lack 
in knowledge on how to address the challenges in realizing child’s participation 
rights in multidisciplinary rehabilitation (Curtis et al. 2022; Koller et al. 2024). 
To shed light on this knowledge gap, this study describes the elements that 
enhance participation of children with disabilities in pediatric rehabilitation 
practice.
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3	 AIMS OF THE STUDY

The overall aim of this doctoral thesis was to describe elements that enhance 
participation of children with disabilities in pediatric rehabilitation practice. 
This thesis contains three original studies.

Study I 	 The aim was to describe meaningful participation in everyday life 
from the perspectives of children with disabilities.

Study II 	 The aim was to explore how professionals and parents of children 
with disabilities perceive the practices for promoting a child’s best 
interests in pediatric rehabilitation.

Study III 	 The aim was to design, pilot, evaluate, and generate the final version 
of a new tool to enhance children’s participation.

The three studies were designed to describe the elements enhancing children’s 
participation from three perspectives to cover the multifaceted whole of pediatric 
rehabilitation practice. The relationship between the aim of the dissertation and 
the aims of the original studies is presented in Figure 3.

Enhancing participation of 
children with disabilities

Participation in 
everyday life

Participation in 
the rehabilitation 

process

Collaboration in pediatric 
rehabilitation

Child’s agency 
(enables)

Promoting the 
child’s best 

interests 
(enables)

Study I
Child’s perspective

Study III
Shared perspective –
co-development of a 

new tool

Study II
Parents’ and 

professionals’
perspectives

Figure 3 The three sub-studies of the dissertation research in the theoretical framework
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4	 METHODS

4.1	 Qualitative research approach

Children’s participation is a multidimensional and interactive phenomenon 
behind the study’s methodological choices. In this research, the interest of 
knowledge is practical (Habermas 1978: 195–204), aiming to understand the 
elements enhancing children’s participation in the daily practice of pediatric 
rehabilitation from different stakeholder perspectives. Unlike purely theoretical 
research, this study’s findings aim to be of use to inform improvements and guide 
development in practice (Habermas 1978: 195–204) in accordance with children’s 
best interests and to secure children’s participation rights in rehabilitation.

Studying children’s participation benefits from methodological choices that 
allow rich description and understanding of the multifaceted phenomenon in 
pediatric rehabilitation practice. Exploring the phenomenon from different 
perspectives is particularly important in the multidisciplinary pediatric 
rehabilitation process, in which the knowledge of the person’s needs and 
situation is collected, shared, and applied individually in the person’s daily 
life (Autti-Rämö et al. 2021; Jeglinsky et al. 2021). Thus, it makes sense 1) to 
choose research methods that enable participation of multiple stakeholders and 
accommodate their views to enrich the understanding of the study phenomenon 
(Lincoln et al. 2024) and 2) to allow both the exploration of a child’s individual 
perspectives (Kvale 1996: 10–11) and the construction of common knowledge 
(Barbour 2007: 29–40) to shed light on the elements enhancing children’s 
participation in pediatric rehabilitation. 

This dissertation utilizes qualitative research methodology. Qualitative 
research traditionally stems from the need to understand the study phenomenon, 
meanings related to it, and build knowledge about the social world and human 
experience (Kyngäs 2020a; Lincoln et al. 2024). Typical qualitative research 
seeks to understand the study phenomena from an insider perspective and 
explore how people construct the world around them (Barbour 2007: xi-xv; 
Creswell & Creswell 2023: 5). Accordingly, in this study, enhancing children’s 
participation in rehabilitation is explored from the perspectives of stakeholders 
with experience and expertise in pediatric rehabilitation—children with 
disabilities, their parents, and professionals. 

A qualitative approach was selected in this study because it is especially 
suited for exploring a person’s individual life experiences and the complex and 
multifaceted phenomena in their natural contexts (Kyngäs 2020a), such as 
participation. Another grounds for selecting the qualitative approach was that 
it allows for utilization of multi-perspective knowledge construction (Lincoln 
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et al. 2024). The constructivism paradigm means that knowledge is actively 
constructed, not just passively obtained (Schwandt 2000), and individuals 
form meanings of their experiences through interaction (Creswell & Creswell 
2023: 9–10). This interactive meaning-making results in more informed and 
sophisticated reconstructions of knowledge (Guba & Lincoln 1994; Lincoln 
et al. 2024). In other words, knowledge is created through social interaction 
(Kvale 1996: 10–11). Koro-Ljungberg (2008) described social interaction as a 
space where researchers and participants engage in activities and collectively 
co-construct knowledge that is negotiated and interactive as well as situational 
and changing. Both the researcher and participant are knowing subjects who 
actively and intentionally engage in knowledge creation during interaction with 
others (Koro-Ljungberg 2008). In this study, a new understanding of the study 
phenomenon is produced through interaction, which enables participants to 
express and share views to form new knowledge (Creswell & Creswell 2023: 
9–10; Kvale 1996: 10–11; Lincoln & Guba 2000). 

This study focuses on the participants’ perceptions: what and how participants 
describe the meanings of the study phenomenon (Kvale 1996: 3–7; Creswell 
& Creswell 2023: 9–10). The researcher supports participants’ engagement by 
asking questions and facilitating discussion about the study phenomenon; this 
interaction between investigator and participants refines and elicits the creation 
of new knowledge (Creswell & Creswell 2023: 9–10; Guba & Lincoln 1994). 
The nature of knowledge in constructivism refers to individual or collective 
reconstructions that sometimes form consensus (Lincoln et al. 2024). In this 
study, instead of aiming to reach consensus, the goal was to produce rich and 
multifaceted understanding of the study phenomenon. 

A special interest of this dissertation was to attain children’s perspectives of 
meaningful participation. Accordingly, the methodological choices in this study 
acknowledge the child as an active participant in collaboration with parents 
and professionals. By enabling children’s participation in the research, the aim 
was to align with the fundamental value of the right to participate in the study 
(Karlsson 2020). As McMellon & Tisdal (2020) state, the active involvement of 
children and young people in knowledge co-production and discussions about 
participation are essential to create practices and tools that are meaningful from 
the children’s perspective and to enhance the realization of participation rights 
in their daily lives. Accordingly, the participation phenomenon was intertwined 
with the theoretical background, value base, and methodological choices of this 
dissertation. 

In Study I, meaningful participation was described from the perspectives of 
children with disabilities and with experience in rehabilitation who took part in 
individual interviews. Study II explored the practices for promoting a child’s best 
interest in pediatric rehabilitation from parents’ and professionals’ perspectives 
through interviews. In Study III, family members and professionals took part in 
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co-developing a new tool to promote child’s participation. The study’s qualitative 
data collection was conducted in multiple phases of the co-developmental 
process. An overview of the three sub-studies’ design, questions, participants, 
and qualitative research methods are presented in Table 3.

Table 3 Overall description of the three sub-studies

Study Study aims Study question(s) Participants Data 
collection 
methods

Data 
analysis

I To describe 
meaningful 
participation in 
everyday life from 
the perspectives 
of children with 
disabilities

What are the types 
of participation 
that are meaningful 
for children with 
disabilities?

What do children 
consider meaningful 
in participation?

What factors support 
or limit children’s 
participation?

N=9

Children with 
disabilities 
receiving 
rehabilitation 
(5–10 years)

Individual 
photo-
elicitation 
interviews

Inductive 
content 
analysis

II To explore how 
professionals 
and parents of 
children with 
disabilities perceive 
the practices 
for promoting 
the child’s best 
interests in pediatric 
rehabilitation

What are the 
current and 
required practices 
for promoting 
a child’s best 
interests in pediatric 
rehabilitation from 
the perspectives of 
professionals and 
parents of children 
with disabilities?

N=39 

Rehabilitation 
professionals 
(n=30), parents 
of children 
with disabilities 
(n=9)

Focus group 
and individual 
interviews

Inductive 
content 
analysis

III To design, pilot, 
evaluate, and 
generate the 
final version of 
the new tool to 
enhance children’s 
participation

What kind of tool 
promotes children’s 
participation in 
collaborative 
rehabilitation?

N=334

Child with a 
disability (n=1), 
parents (n=6), 
rehabilitation 
professionals 
(n=328) 

Literature, 
workshop 
discussions, 
oral and 
written 
feedback, 
questionnaires

Inductive 
content 
analysis

Content 
analysis
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4.2	 Study design and participants

4.2.1	 Study I

To describe meaningful participation for children with disabilities in their daily 
lives, three study questions were formulated: 

1.	 What are the types of participation that are meaningful for children with 
disabilities?

2.	 What do children consider meaningful in participation?
3.	 What factors support or limit children’s participation?

Children with disabilities aged 5–10 years and with experience of pediatric 
rehabilitation were selected as participants in the study through purposive 
sampling (Holloway & Galvin 2024: 141–144). Inclusion criteria for enrolling in 
the study was twofold. First, the child had taken part in rehabilitation funded 
by the Social Insurance Institution of Finland (Kela), who provide intensive 
medical rehabilitation to children who have an illness or impairment causing 
substantial challenges with daily activities (Kela 2023). Second, the child was 
able to express themselves through speech or other means of communication. 
The study design is described in Figure 4.

Recruitment and 
informed consent
• Child’s therapists from 

the rehabilitation 
center gave the parents 
written and oral 
information about the 
study. 

• A written and pictorial 
description of the study 
that the parent could 
read out loud or the 
child could read herself 
was given if parent 
approved.

• After both parent’s and 
child’s informed 
consent, a contact with 
the researcher was 
settled.

Photographs and 
descriptions
• Parent and child were 

requested to 
photograph together 
important activities and 
participation from 
child’s perspective or 
activities that the child 
wanted to do or learn.

• Children's description 
about what they 
wanted to demonstrate 
with the photos were 
written by the parent.

• Children selected one 
or more photographs 
which the parent then 
sent to the researcher 
with the descriptions.

Interviews
• Interview location and 

time was agreed on.

• Nine children’s 
individual and 
functional interviews 
based on the 
photographs were 
established.

Figure 4 Study I design
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Participants in the study included nine children with disabilities, aged between 
5–10 years (mean age: 7.2 years). Four of the children were girls and five boys. 
The main type of disability for six of the children was physical/motor impairment 
resulting from cerebral palsy (n=4), hemiplegia and visual impairment (n=1), 
and specific developmental disorder of motor function (n=1). Two children had 
autism disorder and one had a developmental disorder. Seven children expressed 
themselves through speech and two also used pictures/sign language.

4.2.2	 Study II

Study II set out to explore the practices promoting children’s best interests in 
rehabilitation from the perspectives of professionals and parents of children 
with disabilities. The participants were selected through purposive sampling 
(Holloway & Galvin 2024: 141–144). Participants were professionals with at 
least one year of experience in pediatric rehabilitation and parents who had 
experience of their child receiving rehabilitation by Kela. Kela delivers access to 
intensive rehabilitation services in Finland for people whose functional capacity 
is severely restricted in their everyday lives (Kela 2023). To enroll in the study, 
voluntary participants contacted the researcher directly or parents gave approval 
to the therapist to give their contact information to the researcher. The study’s 
design is presented in Figure 5. The study’s participants are listed in Table 4 
and participant distribution in interviews are given in Table 5.

Recruitment and informed consent
Therapists:
• The study information was sent to professionals in the 

participating organizations by the researcher/ contact person. 
• Volunteer participants enrolled in the study by contacting the 

researcher.
Parents:
• Therapists from the rehabilitation centers gave the parents 

written and oral information about the study.
• Volunteer parents either contacted the researcher or gave 

the therapist an approval to give their contact information for 
the researcher. 

• Additionally, the secretary of the Association for families with 
disabled children sent study information for the members. 

• Voluntary participants contacted the researcher to join the 
study. 

Pediatric neurologists:
• Secretary of the Finnish Association of Pediatric Neurologists 

sent email to the members, after which volunteer study 
participants contacted the researcher.

Interviews
• The researcher informed the 

participants about the location and 
time for the focus group interviews. 

• When the scheduled interview time 
was unavailable, the researcher 
invited the participant to join another 
group or arranged a new time and 
location that suited the participant.

• Eleven interviews were conducted:

ꟷ five focus group interviews with 
rehabilitation professionals

ꟷ three groups with parents of 
children with disabilities

ꟷ three individual interviews.

Figure 5 Study II design
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Table 4 Study II participants

Participants N 
(39)

Experience 
in rehab. 

Work sector Children’s 
disabilities (N)

Children’s 
ages

Physiotherapists 11 2–35 years, 
mean 18.9 
years

Rehabilitation center (8), 
University hospital (3)

Occupational 
therapists

9 6–16 years, 
mean 12.9 
years

Rehabilitation center (6), 
University hospital (3)

Speech 
therapists

3 3–25 years, 
mean 17.7 
years

University hospital (3)

Pediatric 
neurologists

7 2–28 years, 
mean 19.6 
years

Hospital/University 
hospital (2), Provider of 
access to rehabilitation (1), 
Disability outpatient clinic 
(3), Centre for learning and 
consulting (1)

Mother  8 Visual impairment 
and hemiplegia (1)
Cerebral palsy (5)
Autism (2)
Progressive 
neurological 
disorder (1)

5–14 
years, 
mean 9.3 
years

Father 1

Table 5 Study II participants’ distribution in interviews

Interviews (N= 11) /  
Participants (N=39)

PT OT ST Mother Father PN

Group 1 (N=8) 4 3 1

Group 2 (N=8) 4 3 1

Group 3 (N=7) 3 3 1

Group 4 (N=3) 2 1

Group 5 (N=2) 2

Group 6 (N=4) 4

Group 7 (N=2) 2

Group 8 (N=2) 2

Individual interviews (N=3) 3

PT = physiotherapist, OT = occupational therapist,  
ST = speech therapist, PN= pediatric neurologist

4.2.3	 Study III
The aim of Study III was to 1) design, 2) pilot, 3) evaluate, and 4) generate the final 
version of the new tool together with families and professionals through a co-
development process. The aim of the tool was to enhance children’s participation. 
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The study’s design, with four phases of the co-development process, is described 
in Figure 6.

Phase 1: Designing the first version of the tool
• Results from previously conducted literature review and interviews as a 

foundation
• Collaborative workshop
• Technical implementation

Phase 2: Piloting the tool
• Discussions with families and professional who tested the tool

Phase 3: Evaluation of the tool – collecting feedback and reflection of 
the CMAP Book
• Round-table seminar and written feedback
• Two-day educational course for the CMAP Book including workshops 

with group discussions and questionnaires

Phase 4: Creating the final version of the CMAP Book
• Summary of the results utilized to co-design the CMAP Book’s final 

version and an accessible e-publication

Figure 6 Study III design

This study was part of the LOOK project, and the study’s participants were 
invited though the project’s development network. The project’s development 
network included university hospitals and three private, multi-professional 
rehabilitation centers that provided pediatric rehabilitation services financed 
by Kela. The developmental network expanded as the project progressed and as 
more participants expressed interest in joining the co-development process. The 
participants in the different phases of the co-development process reported in 
this dissertation study were a child with disability (n=1), parents of children with 
a disability and receiving rehabilitation (n=6), and rehabilitation professionals 
(n=328). The parents included five mothers and one father. Rehabilitation 
professionals were physiotherapists, occupational therapists, speech therapists, 
teachers/special educators, rehabilitation counsellors, nurses, pediatric 
neurologists, and other professionals working in pediatric rehabilitation. In total, 
during the multi-phased and iterative co-development process, there were 334 
instances of participation in various forms, some of which involved the same 
participants (See Table 8, page 55). In other words, the lists of participants were 
not compared at different stages of the process to ensure that the count reflects 
unique individuals; rather, the total count indicates instances of participation 
through the different types of involvement in the co-development process.
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4.3	 Data collection

4.3.1	 Study I

In Study I, the data was collected through functional interviews with children 
based on photographs (See Table 6). Photo-elicitation interviews (Einarsdottir 
2005; McCloy et al. 2016) with children were held individually. Photography 
combined with individual interviews was chosen because it has been proven 
to be useful when identifying and analyzing children’s perspectives (Schiller 
& Einarsdottir 2009); this method enabled the active participation of children 
with functional limitations. The individual interviews with children included 
activities of their choice, such as play and drawing, to help the children feel 
comfortable and express their thoughts freely (Cameron 2006).

Table 6 Overall description of data in Study I

Study Data collection Number of 
participants

Description of material 

Study I Photo-elicitation 
interviews with 
children

N=9 Interview duration: 
22–53 minutes 
(mean 38.4 min) 

Transcribed 
interview data in 
total: 89 pages 
(Times New Roman, 
font size 12, line 
spacing 1)

The location for the interview and whether the child wanted to be alone with the 
researcher or have their parent present was decided by the children along with 
their parents. Interviews were conducted mostly in the children’s homes (8/9), 
and one interview was conducted in a gymnasium at Metropolia University of 
Applied Sciences. In two interviews, the child’s parent was present and supported 
the child in expressing their views through pictures or sign language. 

A semi-structured interview was guided by themes formulated based on 
the literature. The interview questions focused on the children’s photographed 
participation and what was meaningful for them in the participation type in 
question. The researcher aimed to support the child’s self-expression through 
sensitive and child-centered interactions, deepening the conversation with 
questions about topics the child raised.

4.3.2	 Study II

To describe the practices for promoting a child’s best interests in pediatric 
rehabilitation, focus group interviews were designed to generate multifaceted 
discussion and knowledge construction among participants (Barbour 2007, 
30–31; Krueger & Casey 2009: 1–6; Kvale 2007: 72). Previously, focus groups 
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have been successfully used in rehabilitation research to facilitate the creation 
of multifaceted understanding of multidisciplinary rehabilitation (for example, 
Jeglinsky et al. 2012; Øien et al. 2010; Sipari 2008). 

In this study, the researcher facilitated the discussion and interaction 
between the group members, encouraged everyone to take part, and moderated 
conversations in line with the interview’s themes (Barbour 2007: 32–33; Wilkinson 
2004). The interview’s themes were constructed based on the literature to obtain 
deeper insights into participants’ perceptions on the practices for promoting 
children’s best interests in rehabilitation. The themes were 1) child’s agency and 
participation, 2) child, family and professional collaboration, and 3) realization 
of the child’s best interests in practice. The conversations did not proceed in a 
predetermined order but were shaped by the views expressed by the participants. 
The interviews did not aim to reach consensus between the participants nor to 
compare the differences between groups but to gain multifaceted perspectives 
into the study phenomenon (Barbour 2007: 30–31; Kvale 2007: 72). 

In total, eleven interviews were conducted in Study II (see Table 7). All the 
interviews were held in a private environment with no disturbances, enabling 
confidential discussion.

Table 7 Overall description of data in Study II

Study Data collection Number of 
participants

Description of material 

Study II Eleven interviews 
with parents and 
professionals

N=39 Interview duration: 
79–129 minutes 
(mean time  
106.7 min)

Transcribed 
interview data in 
total: 379 pages 
(font Calibri, font 
size 12, line spacing 
1.5).

4.3.3	 Study III

The data collection in Study III followed the multiphase process of co-
developing the tool enhancing children’s participation (Table 8). In the study’s 
first phase, a first version of the new tool was designed. As a foundation for 
the design, we utilized results from a literature review (Vänskä et al. 2016), 
interviews with children with disabilities (n=6), three focus group interviews 
with multidisciplinary rehabilitation professionals (n=23), one focus group 
interview with parents (n=3), and one future workshop with a parent (n=1) and 
professionals (n=7) (Sipari et al. 2017a).

The summarized results from the first co-development phase were presented 
in a collaborative workshop with rehabilitation professionals and parents of 
children with disabilities. The workshop utilized collective idea-sharing and 
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small group discussions, where participants were encouraged to engage in 
conversation on what the main task of the new tool would be, what the necessary 
features of the tool are, and how it could be used in rehabilitation. The audio-
recorded discussions and small groups’ written memos served as data.

In the second phase of the co-development process, four families piloted the 
new tool by following the draft of instructions for using the tool and describing 
the child’s meaningful activities and participation in everyday life using the tool. 
Then, participants were asked to provide verbal feedback on the use of the tool, 
its benefits, the clarity of the instructions, and areas for improvement.

In the third phase of development, data was collected through written 
feedback from participants at the roundtable seminar with the project’s 
development partners, where the new tool was introduced. The results were 
utilized for creating the final version of the tool and planning an educational 
course for rehabilitation professionals. Next, we evaluated the tool by collecting 
feedback and reflections from professionals taking part in the educational 
course. We used two questionnaires consisting of statements with five-point 
Likert scale, open-ended questions, and open feedback opportunities. During 
the educational course, we also collected data through group discussions with 
written memos. The questionnaires and discussions focused on exploring the 
participants’ views on the use of the tool and the benefits and challenges of using 
it in rehabilitation. The second educational day’s questionnaire also addressed 
participants’ feedback regarding the usefulness and learning experiences of the 
training as well as open-ended feedback about the tool.
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Table 8 Overall description of data in Study III

Phase of the 
study

Data collection Number of 
participants

Description of 
participants

1. Designing the 
first version of 
the tool

Foundation for the design based on prior research: 

Literature review’s results (reported in Vänskä et al. 2016) 

Study results based on interviews with children with disabilities, 
parents, and professionals and a future workshop with parents and 
professionals (reported in Sipari et al. 2017a). Overall participants 
(n=40) in Sipari et al. (2017a) not included in this dissertation. 

Collaborative 
workshop

N=30 5 OT, 14 PT, 2 ST, 1 PN, 6

other experts and 
2 parents (1 mother/ 
1 father)

2. Piloting 
the tool

Feedback discussion 
after four pilots with 
families

N=5 3 parents (3 mothers), 
1 child with disability 
(10 years, boy) and 1 PT

3. Evaluation of 
the tool

Roundtable seminar, 
written feedback

N=20 9 OT, 9 PT, 1 nurse, 
1 parent (father)

Educational course 
day 1: four group 
discussions 

N=110 51 OT, 20 PT, 18 ST, 
3 nurses, 3 teachers/ 
special educators, 
2 rehabilitation 
counsellors, 13 did not 
notify their occupation

Educational course 
day 1: questionnaire

N=98

Educational course 
day 2: seven group 
discussions 

N=37 25 OT, 6 PT, 4 ST, 
2 did not notify their 
occupation

Educational course 
day 2: questionnaire

N=34

PT = physiotherapist, OT = occupational therapist,  
ST = speech therapist, PN= pediatric neurologist
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4.4	 Data analysis

In Study I and II, the transcribed interview data was analyzed through inductive 
content analysis (Elo & Kyngäs 2008; Graneheim & Lundman 2004; Miles et 
al. 2020: 61–99). Inductive refers to the data-driven nature of research and 
means that the logic of reasoning in the analysis progresses from the individual 
to the more general. Thus, through inductive content analysis, we moved from 
empirical data towards a more conceptual interpretation of the phenomenon 
under study. (Miles et al. 2020: 61–99.) Since this dissertation’s central study 
phenomenon, “enhancing participation for children with disabilities,” had 
remained unaddressed in previous studies, especially from children’s perspective 
and existing understanding was fragmented (Kyngäs 2020b), inductive content 
analysis was especially suited for this study’s aim. 

During the analysis process, we used a table to compile, organize, and display 
the data related to the research question. The analysis table helped structure 
the progress of the analysis step by step. The steps of the analysis are illustrated 
in Figure 7.

Grouping codes 
based on 

similarities and 
differences into 

subcategories and 
further into 
categories

3. Abstraction

Formation of main 
categories

Condensation of the 
meaning units

Condensed meaning 
units into codes

Systematical reflection on the transcribed interviews, codes, 
categories, and results through the analysis process

Results

Reading the 
transcripted 

interviews to gain 
picture of the whole

IdenƟfying meaning  
units and exporting 
to  the analysis table

1. Extracting 
meaning units 

2. Condensation and 
coding

Figure 7 The inductive content analysis process (Elo & Kyngäs 2008; Graneheim & Lundman 
2004)

In the first step of the analysis, the transcribed interviews were read through to 
gain a picture of the whole. The sections corresponding to the research question 
were marked in the material with a pen. Meaning units, consisting of words, 
phrases, or sentences that answered the study question, were identified. These 
meaning units were copied to the analysis tables’ left column. We were careful 
to consider the content and discussion in which the meaning unit was produced 
to ensure a correct interpretation. The analysis then proceeded by using the 
analysis table. 
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Second, the meaning units were condensed in the second column in the 
analysis table. The condensed meaning units were written close to the original 
text and then labelled with a code in the third column. “Codes” in this study 
refer to labels or “simplified expressions” that briefly describe the core content 
of the condensed meaning units related to the research question. The codes were 
then used to help with the identification and grouping of meaning units with 
similar content. (Miles et al. 2020: 62–64.) Since the amount of transcribed data 
was large, especially in Study II, we found it useful to mark the initial codes in 
different colors. The colors helped identify, compare, and group meaning units 
with the same core content.

Third, the next step of the analysis was the creation of categories through 
abstraction. This was done by grouping the codes based on similarities and 
differences into subcategories. Thus, subcategories included codes (with 
condensed meaning units and original meaning units from the transcribed 
interview text) that shared a commonality. An effort was made to keep the 
wording in the subcategories as close as possible to the transcribed text, 
condensed meaning units, and codes in order to preserve their concreteness 
and original meaning without adding the researcher’s interpretation. After the 
creation of subcategories, the analysis proceeded into creation of categories 
again, comparing the differences and similarities between the subcategories. 
Some subcategories did not merge with other subcategories but remained at the 
subcategory level. After the construction of categories, the main categories were 
formed, which described the research phenomenon at a more abstract level but 
were still faithful to the original data. Appendix 2 contains an example of the 
inductive content analysis process, progressing from left to right, in Study I. 

The data in Study III was analyzed using content analysis (Elo & Kyngäs 
2008) in the different phases of the study process (see Table 8). The data was 
collected in a multiphase process and was versatile in nature. Thus, not all data 
was analyzed using a table in a step-by-step process; instead, and an agile and 
iterative approach  was used to guide the process of developing the tool forward. 
The results of the data analysis were often taken to the next meeting with the co-
developer partners, as a basis for the discussion and the co-planning of the next 
steps. Data in Study III also included questionnaires with statements with five-
point Likert scale and open-ended questions and feedback. During the analysis 
phase, the averages of the statements were calculated and the written responses 
were analyzed using content analysis.
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4.5	 Ethical considerations

Ethical issues were considered in all aspects and throughout the conducting 
of the research. The research followed the guidelines for responsible conduct 
of research (RCR guidelines 2012; TENK, 2019) at every step in the research 
process. This thesis was conducted as part of the LOOK (Right of the Child to 
Participate in Rehabilitation, Assessing the Child’s Best Interest) project (2015–
2017). Three rehabilitation centers and university hospitals took part in the 
LOOK project and provided the required permissions for the study.

The Ethics Committee of Universities of Applied Sciences in Helsinki 
metropolitan area approved Study I and Study II. Study III used results from 
interviews conducted as part of data collection during Study I and Study II. After 
this baseline data, the co-development process proceeded with collaborative 
workshops and piloting of the tool. Study III did not require an approval from 
the Ethics Committee because no sensitive data were collected and participants 
were volunteer partners in developing the new tool, not subjects in the study. All 
participation in this study was based on informed consent. Voluntary consent 
was obtained from both the guardian and then the child after providing written 
and oral information (TENK 2019).
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5	 RESULTS

5.1	 Meaningful participation for children with disabilities 
(Study I)

The participation types that children perceived meaningful in everyday life 
included recreational activities and play, which enabled them freedom and 
engagement with family members or friends. Meaningful participation types 
were also tasks and responsibilities that the children wanted to take care of 
independently. The participation types and activities that children described 
are depicted in Figure 8.

− Climbing and swinging (4) 
− Swimming and playing in the 

water (3) 
− Cycling (2) 
−Horseback riding (2)
−Running, playing tag (2) 
− Football (1)
− Parkour (1) 
− Skateboarding (1) 
− Trampolining (1)
−Wheelchair basketball (1)
− Sliding down a slope (1) 
− Ice hockey (1)

− Imaginative activities 
with different kinds of 
toys or games (9) 

−Drawing and coloring 
(3) 

−Building robots, Lego 
objects, and castles (2)

− Singing and acting (1)
− Playing a musical 

instrument (1)
− Playing/using an 

electronic device (2)

−Going to school 
independently (1)

− Learning to walk without 
falling at the family’s 
cabin (1) 

−Doing stretches (1)
−Doing homework (1) 
− Climbing stairs (1) 
−Watering own plant (1)

− Eating (3)
−Baking/cooking with 

parents or friends (2) 
−Visiting 

interesting/memorable 
places with family 
members or friends (2)

−Hanging out and fooling 
around with family 
members or friends (2) 

−Watching TV / videos (1)
−Reading (1)

Doing sports and physical 
activities 

Creative play and 
activities 

Tasks and 
responsibilities 

Other informal 
leisure activities 

Figure 8 Participation types and the number of children that named the activity as meaningful 
(Study I, Vänskä et al. 2020; reproduced with permission from the publisher)

The results encompassed four main elements that described meaningful 
participation for children: enjoyment, social involvement, autonomy, and 
capability. The results and the interactive elements of meaningful participation 
are depicted in Figure 9.
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• Having fun
• Free imaginative play
• Memorable experiences and 

excitement
• Good physical sensation

Enjoyment Social 
involvement

AutonomyCapability
• Experiences of 

succeeding and knowhow
• Taking care of own 

responsibilities
• Learning to do things 

independently and better

• Making choices and 
decisions

• Doing things based on one’s 
own interests and preferences

• Instructing others and 
structuring terms of actions

• Doing things together with 
family or friends

• Doing what others are doing
• Belonging to a significant group

• Sharing joy, experiences 
and thoughts

Figure 9 Elements in meaningful participation for children with disabilities (Study I, Vänskä 
et al. 2020; reproduced with permission from the publisher)

Children value enjoyable participation that enables them to have fun, use their 
imagination in play, have memorable experiences, and dare to do something 
exciting. Enjoyment also stemmed from good physical sensations within the 
environment, such as swimming in warm water, eating a treat, or being able to 
sit if tired. Meaningful participation included social involvement, which enabled 
children to do things with their family and/or friends and promoted children to 
feel included in a significant group, such as football team. For children, it was 
important to be able to join activities that the others were doing. Sharing joy and 
experiences with friends and having someone who wanted to listen to what they 
had to say were valued elements for children within meaningful participation.

Autonomy represented an element in participation that allowed children to 
have an influence on the activity and way of participating in the activity. Being 
able to choose, make decisions about, and determine the forms and ways of 
doing things based on their own interests and preferences was important for 
the children. Some children also wanted to be able to command what others 
did in the activity and they wanted to create and impact the terms of actions 
and participation situations.

Meaningful participation involved children’s feeling of capability. Capability 
was reinforced by the experience of winning or succeeding in the activity and 
through having the skills and/or know-how to manage oneself in the activity 
context, such as knowing the rules of the game or what is appropriate and 
expected behavior in certain situations. Children felt it was important to develop 
their skills and know-how. Some children said that they were not interested in 
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learning or developing skills but enjoyed concentrating on interesting activities 
and relaxing by watching TV, for example. The factors that limited and supported 
children’s participation were often opposite each other in the results (Figure 10).

- Friend/ family member attending to the activity
- Opportunity to make choices
- Positive physical experience
- Knowing the rules and expectations
- Activity adaptations to needs/ skills
- Suitable adaptive devices
- Water as enabling element
- Encouragement

- Difficulties or lack of interest in the activity
- Negative physical experiences
- Demanding or unpleasant physical environment and obstacles
- Previous accidents or pain, fears or doubts
- Insecurity about expectations or rules, quarrels about the rules 
- Not having somebody to do the activity with, being an outsider
- Bullying

Supporting 
factors

Limiting 
factors

Figure 10 Supporting and limiting factors for participation from the children’s perspective 
(Study I, Vänskä et al. 2020; reproduced with permission from the publisher)

Enjoyable emotional and physical sensations, such as feeling confident about 
taking part in the activity and warmth, promoted participation. Children’s 
opportunities to make choices supported their participation. Water, and 
especially warm water, was described as an element that enabled children to 
do movements that they were not able to do on dry land. 

Limiting factors for participation were difficulties the children experienced in 
the activity or not being interested in the activity. Environments with unpleasant 
features, such as cold, smell, or loud noises, were off-putting for children. Previous 
negative experiences, feelings of insecurity and fear towards the activity, activity 
setting, or other participants in the activity limited children’s desire to take part. 
Not having someone to do the activity with, the feeling of being an outsider or 
being bullied were also limiting factors for participation.
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5.2	 Practices for promoting a child’s best interests in 
pediatric rehabilitation (Study II)

Three main themes described the practices for promoting a child’s best interests 
in pediatric rehabilitation from the perspectives of professionals and parents. 
Figure 11 presents the study’s core findings.

Collective 
framing of 
child-specific 
rehabilitation

Practices for 
promoting a child’s 

best interests in 
rehabilitation

Figure 11 The core practices for promoting a child’s best interests in rehabilitation (Study 
II, Vänskä et al. 2024; reproduced with permission from the publisher)

The study’s results highlight the importance of family–professional partnership 
for promoting a child’s best interests. Collective framing of child-specific 
rehabilitation included four core practices: I) Defining an overall picture of 
rehabilitation needs and preferences, II) reaching a shared understanding of 
the child’s overall rehabilitation, III) building an empowering partnership, and 
IV) creating a safe space for the child’s involvement in rehabilitation planning. 

The collective framing of children’s rehabilitation is based on an individual 
assessment. To identify the needs and preferences of the child and family, a 
multiprofessional assessment of a child’s functioning, wellbeing, and development 
was carried out. The assessment included identifying risk factors and problems in 
daily life, combining experience- and evidence-based knowledge, and exploring 
and including a child’s individual perspectives. To create a shared understanding 
of a child’s rehabilitation, it was necessary to negotiate and balance different 
perspectives and deliberate over what was in the best interests of the child. 
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The negotiation of a shared understanding was challenged by the number 
of people involved, the differing priorities and perspectives of professionals 
and family members, the various needs of the child and the family, as well as 
cultural differences. The results underline the need for unifying goals between 
different stakeholders in a child’s developmental environment and making a 
comprehensive rehabilitation plan for the child. This was, however, described as 
challenging and uncommon in practice due to barriers in collaboration between 
education and social and healthcare professionals (e.g., lack of time resources and 
varying professional guidelines and practices). A comprehensive rehabilitation 
plan could secure a child’s best interests, as it would better consider the child’s 
and family’s everyday needs, resources, and strengths and avoid multiple 
simultaneous and overlapping goals and plans for the child.

Collective framing of child-specific rehabilitation encompassed building an 
empowering partnership between child, family members, and professionals. 
Empowering partnership was built through practices that supported parents’ 
active role and acknowledged their needs but also supported empowerment of 
the whole family. Trust and continuance in family–professional relationships 
were found to be important. Empowering partnership included practices that 
helped families in practical matters, such as arranging the required help and 
support network, providing everyday guidance with reliable and need-specific 
information, and learning to help the child together; however, it also included 
supporting the child and family members in dealing with and accepting disability 
and envisioning an empowering future. Promoting a child’s positive and realistic 
self-perception and focusing on learning, strengths, and solutions was a desired 
approach to build empowering partnerships.

The practices for promoting a child’s best interests, with a focus on the 
child’s participation, establish an emphasis on creating a safe place for child’s 
participation in rehabilitation planning. This includes respect for a child’s 
personality and individuality, sensitive interaction, understandable information, 
enough time, and individual adaptations that enable the child to attend and 
influence encounters with professionals. Children’s participation was described 
as resulting from learning when adults utilize practices that enable a child to learn 
how to take part in rehabilitation planning. At the same time, protecting a child 
from negative encounters and problem-based discussions were needed because 
of the usual negative focus on the child’s restrictions and problems prevalent 
in discussions between families and professionals as well as in the child’s daily 
life. The results highlight that the child’s involvement in rehabilitation planning 
varied greatly, depending on professionals’ practices, adults’ know-how, and the 
child’s age and functioning/abilities. The need to develop practices from a child’s 
point of view was emphasized.

The determination of children’s best interests in rehabilitation included 
fostering a fulfilling daily life for the child, which constituted two core practices: I) 
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Building a participatory learning environment in everyday life and II) enhancing 
a child’s functioning and meaningful daily life through the course of life. To 
build a participatory learning environment in a child’s everyday life, focusing 
on participation outcomes in real-life contexts was needed. The participants 
emphasized the need to protect and advocate for child’s participation rights and 
to ensure that the child’s special needs were acted upon in daily life. Building a 
participatory learning environment included integrating rehabilitation into daily-
life actions and building a rehabilitative network that collaboratively created 
solutions to support the child’s possibilities for learning and participation, for 
example, in the child’s school or daycare environment. 

Targeting to modify environmental supporters and barriers for participation 
as well as supporting a child’s social involvement and friendship-building was 
deemed important yet challenging. Collaboration across organizational and 
sectoral boundaries was described as particularly challenging; for example, 
rehabilitation efforts in schools. Although the importance of focusing on a 
child’s participation opportunities in everyday life was acknowledged, the results 
show a lack of tools, joint practices, and clear responsibility for collaborative 
promotion of the child’s participation in daily-life situations. 

Promoting a child’s best interests included practices that enhanced child’s 
functioning and meaningful daily life through the course of life. The life-
course perspective in discussion means balancing the needs in childhood and 
anticipating adulthood. Special attention is required for securing the child’s 
abilities and future possibilities for happiness, independence, meaningful social 
relationships, support network, and involvement in the community. To attain 
this goal, the importance of a child’s communication and interaction skills were 
underlined. The period of adolescence and transition into adulthood needed 
attention, with options to deal with the special issues concerning, for example, 
self-care, independence, disability, and identity.

The third theme for promoting child’s best interests was ensuring appropriate 
rehabilitation, which included three core practices: I) Managing beneficial 
rehabilitation process, II) safeguarding equity and quality in rehabilitation, and 
III) objectively assessing the child’s best interests.

It was in the child’s best interests that the rehabilitation process is beneficial 
for the child. To this end, it was important to ensure a goal-directed rehabilitation 
process, arrange effective therapy sessions, and motivating rehabilitation. 
Realistic and meaningful rehabilitation goals should be identified and established 
together with the child and family. There was a strong need to tailor need-
based rehabilitation with more flexibility. To determine rehabilitation according 
to the child’s best interests, assessing benefits and possible disadvantages 
of rehabilitation also needed special attention. The results indicate that 
rehabilitation may exhaust the child or hinder participation in other activities, 
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such as hobbies or learning situations, if the overall approach and the scheduling 
of therapies are not carefully considered.

Ensuring impartial access to rehabilitation was important to safeguard equity 
and quality in rehabilitation. Many parents established the need to fight for their 
child’s best interests in rehabilitation. The participants identified the risk for 
inequity resulting from varying professional practices, professional and parent 
resources, and structures in different settings that influenced the provision of 
rehabilitation. The practices for determination a child’s best interests were unclear 
and confusing, with no common understanding or guidelines. Consequently, the 
need for know-how and equal practices for promoting the child’s best interests 
and participation-focused practices was emphasized. Participants stated that the 
quality of rehabilitation based on the child’s best interests could be enhanced 
through better possibilities for multiprofessional collaboration and knowledge 
exchange. Some professionals established the need for an objective assessment 
of a child’s best interests to make decisions about the child’s rehabilitation that 
were not emotionally influenced and biased.

5.3	 Tool for enhancing children’s participation in 
rehabilitation and daily life (Study III)

In Study III, we 1) designed, 2) piloted, 3) evaluated, and 4) generated the final 
version of the new tool to enhance a child’s participation together with families 
and professionals. The results answer a study question: What kind of tool 
promotes children’s participation in collaborative rehabilitation?

In the first phase of the co-developmental process, the collaborative 
workshop resulted in the definition of the purpose of the tool, criteria of the 
tool’s main elements, and description of the tool’s use in rehabilitation. The 
findings highlighted the importance of the tool to enable identification of 
children’s perspectives as the starting point for rehabilitation planning, enabling 
children to prepare in meetings with professionals, and attaching the plans and 
collaborative implementation of rehabilitation more concretely to the child’s and 
family’s daily life. Also, the key themes and sample questions were developed 
to support the description of children’s meaningful activities and participation 
in everyday life. Based on the results, the first version of the tool was drafted 
to be used with a digital application.

In the second phase, the children, parents, and professionals piloted the 
tool. They described the tool’s benefits and usefulness and what aspects were 
especially important in using the tool in rehabilitation. The results in the pilot 
testing phase highlighted the importance of the strength-based and individual 
approach and of using the tool in collaboration. Based on the results, the tool’s 
instructions for use were refined and shortened. Also, pictorial questions for 
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children were added to the instructions to make usability better for children 
that used pictures to communicate. 

The evaluation results from the third phase of the co-development process, 
similar to those from the previous phases, highlighted that the use of the 
tool enhances the consideration of matters that are important to the child in 
rehabilitation. The use of the tool also reinforced the identification of the child’s 
individual needs for meaningful participation in everyday life. All the mean 
values of the statements in the questionnaires from day 1 of the educational 
course (n=98) showed that the participants “agreed” or “strongly agreed” that 
the tool is useful in pediatric rehabilitation to enhance children’s participation. 
The results indicated that the benefits of using the new tool extend beyond 
the child; both parents and professionals reported that the co-developed tool 
fosters collaboration among various stakeholders and concretizes and integrates 
rehabilitation into the daily lives of the child and their family. The challenges 
mentioned by participants, such as the need for sufficient know-how to use the 
tool, were considered when finalizing the tool’s instructions. 

In the fourth and final phase of the co-developmental process, an openly 
available e-publication of the new tool was created. To enhance the applicability 
and accessibility of the e-publication, videos, pictures, and user experiences 
were added to the text. Also, grammatical modifications and developments to 
the layout were made and instructions concerning data protection and ethical 
considerations were included. 

As an outcome of the co-developmental process, a tool called the CMAP 
Book (Children’s Meaningful Activities and Participation in rehabilitation) 
was produced. The CMAP Book is a digital and accommodating tool that can 
be used in children’s rehabilitation, based on a child’s and family’s needs and 
preferences. The CMAP Book enables the identification and description of 
meaningful activities, participation, and environmental factors in daily life for 
the child with videos, photos, pictures, recording, and writing. The description 
includes the identification of supporters and barriers for participation from a 
child’s perspective.

Creating a description with a CMAP Book is based on child-driven dialogue, 
which is supported by questions about activities and participation in everyday life 
that are meaningful for the child. The questions and prompts are constructed to 
cover the component of activities and participation, the supporters and barriers 
in the environment in the ICF classification (WHO 2001), and the modalities 
of human agency (Jyrkämä 2007). The CMAP Book utilizes the Book Creator 
application, but it can be used by any other means suitable for the child and 
family. An electronic publication of the CMAP Book contains the idea, theoretical 
background, and instructions with videos and examples on how to use the CMAP 
Book in rehabilitation (Sipari et al. 2017). An example section in the CMAP 
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Book, describing what is important from a child’s perspective in everyday life, 
is illustrated in Figure 12.

I want to ride my bicycle, which is my fire 
truck, every day.

What's important to me is playing with my friends and drawing flags

I want to learn all the flags of the world and draw them all. I 
always ask my neighbors if they can name flags as well as I can. I'm 
learning the flags by using a flag puzzle, watching YouTube videos, 

and playing flag games on my phone with Dad.

I want to travel to these countries to see fire trucks.

Playing with (name) is so 
much fun, better than with 
other friends. The two of us 
pretend to be employees at 

a grocery store.

In the game, it’s hard if my 
friend doesn’t want to play 

firefighter games, or if there 
are three of us and I end up 

alone.

Figure 12 Example of a page in the CMAP Book described by 6-year-old child (permission 
to publish from the child and parent, child not included in the research)

Based on the results, the description of a child’s perspective with the CMAP Book 
helps the child, family, and professionals build a partnership that is based on a 
shared understanding of the child’s meaningful participation in everyday life, 
individual needs, hopes and aspirations as well as factors promoting or hindering 
the child’s participation. The CMAP Book can be used in identification of needs 
and strengths, collaborative goal setting and action planning for rehabilitation 
goals. The use of the CMAP Book can follow the child’s rehabilitation process 
in terms of monitoring the child’s learning and development and reaching their 
rehabilitation goals. The CMAP Book is used in family–professional partnership 
with the child as an agent.  

5.4	 Summary of the study results: enhancing children’s 
participation

The results of the three sub-studies describe elements that enhance the 
participation of children with disabilities in pediatric rehabilitation from 
the perspectives of the child, parents, and professionals. A concrete tool, the 
CMAP Book (description of a Child’s Meaningful Activities and Participation), is 
provided that can be used in family–professional collaboration with the child as 
an active participant. The main findings of the three sub-studies are summarized 
in Figure 13.
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Based on Study I, identifying the factors contributing to meaningful participation 
from a child’s perspective is central to enhancing children’s participation in 
rehabilitation. The findings showed that children’s emotions and physical 
sensations, opportunities to have influence, knowledge about the activity and 
the participation context, assumptions, and previous experiences all influence 
their decisions and motivation to participate. Meaningful participation enabled 
children to be active in making choices and influencing how, when, and with 
whom they participate in the preferred activity. Besides autonomy, meaningful 
participation facilitated enjoyment, social involvement with family or friends, 
and experiences of capability for the children. The results of Study I indicate 
that children’s unique perspectives of barriers and facilitators for participation 
are important to identify and utilize in rehabilitation to enhance children’s 
participation.

Study II’s findings showed that enhancing children’s participation in 
rehabilitation, in line with the child’s best interests, is based on collective framing 
of rehabilitation, responding to a child’s individual needs and preferences, 
construction of a participatory environment, and negotiating a comprehensive 
view of rehabilitation integrated in the child’s and family’s daily life. According 
to the results, a shared framework and practice guidelines for promoting a 
child’s best interests in family–professional collaboration and know-how of 
child-specific practices are needed to ensure the realization of a child’s right 
to participation.

The results from Study III demonstrate that enhancing a child’s participation 
benefits from the use of strength-based and child-specific practices and tools, 
such as the CMAP Book. The CMAP Book enables active participation in family–
professional partnership in rehabilitation, which is based on identification of 
the child’s meaningful participation, individual needs, wishes, and aspirations 
in daily life as well as barriers and facilitators for participation from the child’s 
perspective.
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6.1	 Theoretical and practical implications

6.1.1	 Interactive and interwoven elements enhancing children’s 
participation

This dissertation study aimed to describe the elements enhancing participation 
of children with disabilities in pediatric rehabilitation with three sub-studies. 
The results of the sub-studies underline the importance of child-specific 
practices and empowering family-professional partnership for enhancing 
children’s participation in rehabilitation. According to the results, it was central 
that enhancing children’s participation was related and adapted to the needs 
and resources of the individual child and family in their daily life. The starting 
point for enhancing children’s participation was acknowledging and embracing 
children as a subject with unique views and turning attention to what constitutes 
meaningful participation from the child’s perspective in their daily life.

This dissertation found that elements enhancing children’s participation 
are realized in the interaction between the child and the environment and 
interwoven in the collaborative rehabilitation process. Four key elements are 
underlined from the dissertation’s findings and are discussed in more detail in 
the next chapters:

1.	 Identifying and embracing a child’s meaningful participation 
2.	 Creating and applying child-specific practices in collaboration 
3.	 Collaborative building of a child’s opportunities for participation and an 

inclusive daily life environment 
4.	 Co-construction of a comprehensive view of a child’s rehabilitation in 

accordance with the child’s best interests

6.1.2	 Identifying and embracing a child’s meaningful participation

The findings in this thesis from all sub-studies underlined that enhancing a 
child’s participation needed acknowledgement of a child’s unique views towards 
meaningful participation and exploring what is important for the child in 
their everyday life. According to the results (Study I, II, III), identification of 
a child’s unique views requires avoiding assumptions about the typical needs 
of children led by, for example, presumptions based on the child’s diagnosis. 
From the perspective of attaining children’s rights and planning rehabilitation in 
accordance with a child’s best interests, this emphasis on individuality is crucial 
(Krutzinna 2022) and underlined in the framework of ICF (WHO, 2007) and in 
the recommended evidence-based practices in pediatric rehabilitation (Novak 
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et al. 2021). The results of this thesis point out, however, that several factors 
challenge the consideration of a child’s individual perspectives in rehabilitation 
and limit the implementation of participation-focused rehabilitation in practice. 
Nevertheless, the results also highlight practices that, when utilized, enhance 
children’s participation and the best interests of the child and support the 
acknowledgement of the child’s individuality.

The findings of this thesis contribute to existing research that identification of 
a child’s views alongside with parents and professionals is essential to certify that 
participation-focused activities are meaningful, motivating, and contextually 
relevant (Simpson et al. 2022). This argument was strongly supported by this 
thesis’s results in Study I, II, and III. In Study I, the children stated their desire 
to determine the ways and means of participating, when and how to participate, 
and with whom themselves. Further, in Study I and in line with Kanagasabai 
et al. (2018a), the child’s preferences, physical and emotional experiences, and 
previous understandings influence their motivation towards participation. 
Notably, Study I found that a child’s participation could be hindered by factors 
such as uncertainty about the rules of a game or in a swimming hall. Identifying 
these barriers from the child’s perspective is crucial, as they could be relatively 
easy to resolve by providing clear and understandable information to children 
and translating instructions that may seem obvious to adults into a format that 
is accessible and comprehensible to the child. 

Meaningful participation for children in Study I consisted of enjoyable leisure 
activities that enabled them to experience autonomy, social involvement, and 
capability. As in the results of Study I, the freedom to make and influence 
decisions (Kanagasabai et al. 2018a; Powrie et al. 2015; Willis et al. 2017), the 
opportunity to feel capable, learn, and develop (Kanagasabai et al. 2018a), having 
fun and enjoying activities (Heah et al. 2007; Kanagasabai et al. 2018a; Powrie 
et al. 2015; Willis et al. 2017), and feeling valued as a member of the group or 
community (Powrie at al. 2015; Willis et al. 2017) were important elements for 
children in their preferred activities. In Vinblad et al.’s (2019) study, similar 
elements (children’s experience of feeling involved, feeling independent, and 
working in partnership) enabled children’s empowerment in rehabilitation. In 
the work by Ryan and Deci (2000), similar elements—autonomy, relatedness, and 
competence—formed the basics of the self-determination theory. The connection 
between the self-determination theory and satisfactory participation from 
children’s perspective was also noted by Coussens et al. (2020). Thus, the findings 
from Study I and previous studies indicate that meaningful participation fosters 
self-determination and enjoyment and that emphasizing these aspects when 
enhancing children’s participation within the activity setting could enhance the 
appeal of the activity and boost the child’s motivation to take part. Moreover, 
experiencing self-determination in life has been linked to increased quality of 
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life (Lachapelle et al. 2005), more favorable outcomes in school and adulthood, 
and greater satisfaction (Wehmeyer 2020).

In a study by Kallinen et al. (2021) on Finnish children’s perceptions of factors 
promoting well-being in daily life, children embraced having the opportunity 
to actively engage and influence their own living environment. The key factors 
promoting well-being in daily life—the establishment of safety, feeling heard 
and understood, having opportunities for knowledge and decision-making, and 
active participation and agency (Kallinen et al. 2021)—resemble the elements 
found to enhance meaningful participation in Study I. Thus, the key elements 
of meaningful participation found in Study I have been confirmed as being 
critical from children’s perspectives in many different studies and may be valid 
regardless of context.

It is worth noting that meaningful participation in this dissertation refers to 
participation that holds a special and positive value to the child. Thus, it makes 
sense that the results in Study I highlighted the importance of enjoyment. It can 
be argued, however, that participation may not always require positive emotions. 
Further, the results in Study I highlighted the social dimension of meaningful 
participation; that is, the feeling of belonging to a community was important 
to the children. However, meaningful participation also included activities that 
children could do by themselves, such as drawing or tasks they felt responsible 
for. Thus, meaningful participation does not always require the presence of 
other people. According to the results in Study I, all four elements related to 
meaningful participation did not need to be present all the time and in every 
activity. Instead, their significance varied depending on the child’s preferences 
in the moment, activity, situation, and context.

An interesting finding from Study I is that none of the children described 
rehabilitation situations or encounters with professionals as meaningful 
participation but focused on leisure and participation with peers and family 
members. Accordingly, an important question revolves around what participation 
in children’s everyday lives is valued and from whose perspective. According 
to Study II, rehabilitation may not always be planned and implemented in a 
way and in surroundings that supports the child’s engagement. Adults also 
tend to focus their attention on participation in institutional contexts, such as 
school, and on skill development. They establish goals for more formal daily 
life activities and capabilities, whereas children focus their goals on enjoyable 
activities, independence, and social participation (Costa et al. 2017). If a child’s 
perspectives are not identified and acknowledged, these differences in priorities 
result in the risk of the children’s preferences being overshadowed by the adults’ 
priorities for rehabilitation (O’Connor et al. 2021). 

Disregarding the child’s perspective may also lead to the disappearance of 
the overall picture—what ultimately matters in a child’s everyday life and holistic 
wellbeing and development. For example, goals related to children’s participation 
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in leisure and community-based activities are rarely set in rehabilitation (Anaby 
et al. 2016; Graham et al. 2020), in spite of the fact that children with disabilities 
experience loneliness, bullying, exclusion, and limited social contact with peers, 
especially outside of school (Woodgate et al. 2020). Correspondingly, the results 
in Study I demonstrated that children experience bullying, being an outsider, 
and not having someone to participate with, restricting their participation. 
According to Kwan et al.’s (2020) scoping review on the effects of social isolation 
and loneliness in children with neurodevelopmental disabilities, social exclusion 
and loneliness may have consequences on children’s mental health, learning, 
and socio-emotional and behavioral development. Further, Kiuru et al. (2024) 
found that loneliness and being excluded by others (ostracism) exposes a child 
to a range of developmental risks. Thus, loneliness and social exclusion represent 
a significant risk for a child’s overall development and wellbeing, underlining 
the need to focus on the matter in pediatric rehabilitation.

The importance of a child’s opportunities for social involvement in everyday 
life was underlined from children’s perspective in Study I, and its significance 
was further emphasized by parents and professionals in Study II. Study II’s 
results showed that rehabilitation in the best interests of the child aims to build 
participatory daily life that promotes a child’s opportunities for meaningful 
social interaction, friendship building, and sense of belonging. These findings 
are amplified by previous research. In a study by Melbøe and Ytterhus (2016), 
youth with intellectual disabilities highlighted the importance of belonging to a 
group and engaging in activities like their peers and family members. Similarly, 
the feeling of belonging in social interaction (Bernard et al. 2024) and being there 
where things happen with peers was stressed as being important by adolescents 
(Asbjørnslett & Hemmingsson 2008). Even though the importance of the issue 
has been outlined from various viewpoints, the results from Study II indicate 
that this emphasis on social involvement is not yet sufficiently recognized in 
rehabilitation. Considering the research findings in this thesis and in previous 
research, there is a need to focus rehabilitation interventions on children’s 
participation in their everyday life to enable building friendships and enhance a 
child’s opportunities for experiencing a sense of belonging in social communities 
(Kwan et al. 2020; Woodgate et al. 2020). To this end, it is essential to identify 
the relationships and communities in everyday life that are meaningful to the 
child and where and with whom a child wishes to experience the involvement.

According to the findings in this dissertation study, children’s meaningful 
participation should permeate all aspects of rehabilitation. Based on the results 
(Study II and III), enhancing a child’s participation is not a one-time event 
but a cross-cutting principle in the systemic and comprehensive rehabilitation 
process enabling child’s agency. Thus, children’s meaningful participation must 
not only be identified but also continuously upheld and embraced in all phases 
and interactions of their rehabilitation.



74

Discussion

6.1.3	 Creating and applying child-specific practices in collaboration

According to the results from Study II, a child’s active role in family–professional 
partnership faced many barriers, as also noted in previous studies on rehabilitation 
(O’Connor et al. 2021; Teleman et al. 2021). In light of the findings (Study I, 
II, and III), child-specific practices are needed for creating opportunities for 
children to meaningfully engage in family–professional partnership through 
the rehabilitation process. As indicated by the results (Study I, II and III), child-
specific practices are characterized by solutions and situations that are:

•	 collaboratively created and applied in a real-life context to meet the 
needs and preferences of the specific child,

•	 based on sensitive, accessible, and supportive interaction with child’s 
own communication methods,

•	 accommodating to the child’s pace, abilities, and interests in a safe 
environment for participation, and

•	 focused on meaningful participation of the child in their everyday life.

In line with this dissertation study’s results, many prior studies have emphasized 
that children’s opportunities for participation and influencing their own matters 
in healthcare situations are either enabled or hindered by the interaction 
between children and adults, depending on the quality and characteristics of 
the participation situation and context (Coyne & Gallagher 2011; Davies et al. 
2024c; Davison et al. 2021; Teleman et al. 2021). This finding highlights the 
responsibility of adults to co-create participation opportunities in interaction 
with children and apply practices individually in an environment that is jointly 
accommodated to meet the child’s needs.

According to the results in Study II and previous research (Franklin & 
Sloper 2009; Teleman et al. 2021), many factors related to the organization’s 
operational practices and constraints of the rehabilitation professionals—such 
as limited time to address the needs of individual children—hindered the 
implementation of practices that align with the child’s best interests and facilitate 
their participation. Based on the findings of this thesis and prior research (Anaby 
et al. 2022; Quaye et al. 2021, Särkikangas 2020), enhancing child participation 
also requires changes in organizational-level structures that guide professional 
practices. 

The results in Study II showed the need to build a safe participatory 
environment to protect children from negative and problem-oriented discussion 
in rehabilitation meetings. Karlsson (2020) critiques that adult-centeredness is 
visible in how discussions revolve around problems, children’s shortcomings, 
impairments, and needs. In practice, prior studies have demonstrated the need 
to consider the child’s age and developmental level and create a balance between 
children’s protection and participation rights and parents’ needs (Paul 2007) 
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when determining which topics are discussed only between family caregivers and 
professionals. This approach aims to protect the child from unnecessary stress 
(Garth et al. 2009) and to ensure that some matters are addressed efficiently 
(Teleman et al. 2021). Also in Study II, parents and professionals called for 
honest and open discussion about diagnoses, needs, and difficulties in daily life. 
Accordingly, it is important to agree upon the best ways to approach and handle 
delicate matters in rehabilitation and respect the individual preferences of the 
child and family within the family–professional partnership. 

Recent studies have called for a more empowering and strength-based 
approach in planning children’s rehabilitation (Kronsell et al. 2021) and focusing 
more on identifying solutions and future possibilities than on the child’s problems 
and impairments (Rosenbaum & Gorter 2012). This was also underlined in Study 
II. It is noteworthy that the children in Study I focused on their capabilities and 
possibilities for participation and rarely mentioned their functional limitations. 
To have successful rehabilitation for a child, rehabilitation shouldn’t feel like an 
obligation or an attempt to “fix” something about them (Rosenbaum & Gorter 
2012). Instead, as the study’s results (Study I, II, III) underline, rehabilitation 
should be integrated into meaningful everyday activities, approached as fun, 
beneficial and useful, and a part of the child’s and family’s daily life, learning, 
and routines (as in Sipari et al. 2017a; Sipari 2008). 

Based on the study’s findings and previous research, a child-specific approach 
in rehabilitation would identify and enable the child’s individual preferences and 
ways to participate (Study I, II, III), take into account their age, abilities, and 
developmental maturity (Study II; Pollari 2019), view the child’s participation 
and engagement in decision-making as an evolving learning process (Study II), 
support the child to engage and take responsibility in collaboration (Ehrich et 
al. 2015), and enable them to practice their agency (Coyne et al. 2016; Gorter 
& Gibson 2015). In creating and applying child-specific practices, along with 
the child’s and family members’ expertise and experiences, integrating diverse 
expertise in collaboration can promote a more multifaceted understanding and 
practical solutions (Styczen et al. 2024). For example, in pediatric rehabilitation, 
a developmental psychologist could provide important expertise to ensure that 
the practices and approaches align with the child’s cognitive and emotional 
abilities and processing of information that develops with the child’s maturity.

The findings of Study II support the need to focus on strengthening 
knowledge of practices for promoting a child’s best interests, which in this 
study was focused on the child’s right to participate. Also, prior research has 
found challenges and lack of expertise relating to realizing children’s rights to 
participate in healthcare encounters to promote their best interests (Davies et 
al., 2024a; Franklin & Sloper 2009; Sahlberg et al. 2020). Georgousopoulou et 
al. (2023) investigated pediatric healthcare providers’ degree of knowledge and 
practices regarding children’s rights; they found that 54% of the participants were 
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unaware of the contents in UNCRC (1989). For children’s rights to be secured in 
pediatric rehabilitation, professionals must be aware of the rights that belong 
to children, understand their significance, and know-how to implement them 
in practice (Georgousopoulou et al. 2023; Picton-Howell 2023). Accordingly, in 
the future, information on the responsibilities of professionals to secure a child’s 
best interests in family–professional collaboration should be implemented on 
different levels of studies regarding professionals and training of staff working 
with children. This need has also been underlined in the National Child Strategy 
(Finnish Government 2022).

Study III provides a concrete tool that is based on child-specific use in 
dialogue with children. The CMAP Book can be utilized in family–professional 
collaboration with the child as an active participant. According to the results 
from Study III, the CMAP Book provides children a feasible tool to express 
what is important in their daily life and to engage in rehabilitation planning. 
The CMAP Book could be described as a dialogue-based tool that helps 
structure, visualize, and utilize information generated by the child in family–
professional collaboration. The results suggest that the CMAP Book may be 
applicable throughout the rehabilitation process, starting from identifying a 
child’s meaningful participation to steering the focus of rehabilitation towards 
the participation outcomes (Figure 14).

Exploration of 
meaningful 

participation in daily life 
with the child

Collaborative rehabilitation planning and goal 
setting aiming to enhance a child’s participation in 

meaningful activities in daily life

Identification of factors limiting and supporting a 
child’s participation in the participation context 

from the child’s perspective

Collaborative implementation of plans 
in a child’s daily life

Figure 14 Enhancing meaningful participation with the child as an active participant 
throughout the rehabilitation process
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Based on the findings in Study III, it appears that a strength-based use of the 
tool together with parents and professionals empowers the child and supports 
the co-designing of rehabilitation. Also, the results from Study I and III add to 
the knowledge that provision of various ways to express and concretize what 
is important to children, such as in the CMAP Book with photos, recordings, 
drawings, and videos, helps children’s involvement in rehabilitation planning, 
identification of goals, and discussion with adults. These findings are supported 
by previous studies that suggest the use of accessible methods, alternative 
communication means, and strategies—such as pictorial support and easy-
to-read texts to enable children’s views to be heard—to gain information and 
influence matters relating to themselves (Thunber et al. 2022). Also, more creative 
and playful approaches to fully actualize children’s participation opportunities 
are required in rehabilitation (Malone & Hartung 2009).

The guidelines of using the CMAP Book contain ethical considerations that 
need to be considered when using the tool in rehabilitation (Sipari et al. 2017b). 
It appears that the usability and feasibility of the tool is ultimately dependent on 
how the tool is used in a way that suits the situation, resources, and preferences 
of the family and the child and on their terms in rehabilitation. Thus, enhancing 
children’s participation with the use of the CMAP Book is not just about the tool 
and its features but how the use of the tool is individually enabled, adapted, and 
applied within reciprocal, accessible, and supportive interactions with the child. 

Based on the findings of Study III, families wish support from professionals 
in initiating the use of the CMAP Book. Some families, however, were proactive 
and introduced the tool to their child’s rehabilitation professionals themselves. 
Thus, families are unique in this respect too. It is worth noting that most 
professionals that took part in developing the CMAP Book were physiotherapists 
and occupational therapists. Thus, the tool may be more easily applicable in 
their professional role in multidisciplinary pediatric rehabilitation than to 
other professional roles that were not as involved in the co-development of the 
tool. Moreover, in practice, the same challenges (such as busy work schedules 
and adult-centered practices) that limit the professionals’ opportunities to 
build a shared understanding with the child and family (Study II; Davison et 
al. 2021; Teleman et al. 2021) may limit the child-specific use of the CMAP 
Book in family–professional collaboration. Study III shows that the use of the 
CMAP Book could guide professionals to prioritize the use of time resources 
and develop a revised orientation towards the planning and implementation of 
rehabilitation. However, this change toward a more child-specific rehabilitation 
may necessitate a meso-level transformation in the professionals’ organizational 
culture, fostering more child- and family-oriented ways of working.

It is noteworthy that the CMAP Book tool belongs first and foremost to the 
child, not to the adults. This approach reverses the conventional adult-driven 
practices in rehabilitation, shifting the focus towards promoting the ownership 
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of the rehabilitation process to the child. Instead of merely asking how a child can 
be better engaged in rehabilitation or therapy interventions, the tool encourages 
collaboratively considering how rehabilitation can be better integrated into 
meaningful participation in the child’s everyday life. 

6.1.4	 Collaborative building of a child’s opportunities for participation 
and an inclusive daily life environment

The study’s results (Study II and III) reinforced the idea that enhancing a child’s 
participation in rehabilitation is a collaborative process of reciprocal learning, 
joint knowledge-building, and creating solutions for participation in a child’s 
daily life. In Study II, enhancing children’s participation in rehabilitation in 
line with the child’s best interests included building a participatory learning 
environment in the child’s everyday life. This was initiated by assessing a child’s 
participation in real-life situations and through establishing participation goals. 

Although there was awareness of the importance of participation, 
participation goals were not necessarily prioritized, as has also been shown by 
other studies in Finland (Sipari et al. 2019) and elsewhere (Anaby et al. 2016; 
Graham et al. 2020; Ryan et al. 2025). Setting goals related to participation 
cannot be established based on professionals’ knowledge because participation 
goals build upon the child’s and parents’ knowledge of the child’s involvement 
in daily life. Accordingly, when establishing participation goals, key knowledge 
and power shifts to the family. Research shows that rehabilitation professionals 
are often knowledgeable about the need for participation-focused practices, but 
the change in practice is slow and resources and know-how on practicalities may 
be lacking (Anaby et al. 2016). Coussens et al.’s (2022) study of professionals’ 
views demonstrated that the resources and know-how available do not match 
with the needs for enhancing children’s participation in daily life in practice. 
Similarly, in a study by Kolehmainen et al. (2020) in the United Kingdom, the 
researchers found that only in 37/122 children’s cases, participation outcomes 
were a target of the intervention; in 16/122 cases, the child and/or parent were 
involved in setting participation outcomes; and in 24/122 cases, the progress 
towards participation outcomes was measured. 

These findings from previous research and results of Study II reveal 
a contradiction between the still-prevalent professional-led practices and 
organizational structures that continue to steer the focus of rehabilitation towards 
a child’s impairments. The novel approach places emphasis on participation-
focused practices (Anaby et al. 2022), viewing the children as owners of their 
own rights (Streuli et al. 2011), and the understanding of the biopsychosocial 
model of disability that underlines the need to modify environmental factors 
to meet the child’s needs (WHO 2007). In practice, this contradiction between 
the previous and more novel approach is challenging (Study II). To promote 
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change in pediatric rehabilitation towards focus on participation, Anaby et al. 
(2022) produced a participation-focused knowledge translation (P-KT) roadmap 
that describes an evidence-based, collaborative, and multi-level framework with 
guiding principles and strategies to support the uptake of participation-focused 
innovations. 

According to the results from Study I, II, and III, enhancing children’s 
participation requires the identification of barriers and supporters for 
participation and modifying the participatory context to meet the child’s needs. 
Study I showed that the participation barriers in the participation context from 
the child’s perspective may be somewhat surprising from the adults’ perspective. 
For example, children described that a weird smell or not knowing the rules 
guiding actions in the new setting, such as in a swimming hall, acted as 
barriers for participation. Therefore, participation-assessment methods should 
be enhanced by considering factors that are relevant to the child within the 
context of participation. 

Along with this study, previous studies have also stressed the importance of 
building an inclusive environment (Anaby et al. 2014; Anaby et al. 2022; Piškur 
et al. 2017) and stated that environmental factors should be assessed more 
systematically concerning children’s current or future participation restrictions 
(van der Kemp et al. 2022). Study II showed that parents and professionals 
were aware of the influence of environmental factors promoting and hindering 
the child’s participation in everyday life, but the systematic assessment and 
influence of those factors were missing or there were challenges in their practical 
implementation. Further, Study II demonstrates that efforts to enhance children’s 
participation in daily life were significantly limited by unclear responsibilities, 
a lack of resources, and inadequate collaboration, which is consistent with 
earlier findings (Coussens et al. 2022; Phoenix et al. 2020; Piškur et al. 2017; 
Salminen et al. 2024). Especially in Study II, collaboration to enhance children’s 
participation in educational setting was described as puzzling by parents and 
rehabilitation professionals, as the diverging priorities and practices between 
the systems became more pronounced.

Although collaborative goal setting is considered a key practice in successful 
rehabilitation (Costa et al. 2017; Pritchard-Wiart & Phelan, 2018; Pritchard-
Wiart et al. 2022), and previous studies have emphasized the importance of 
collaboration across organizational boundaries to integrate rehabilitation in a 
child’s daily life based on individual needs and goals (Kinnunen 2021; Sipari 
2008), little attention has been paid in research to the way in which a goal-
oriented network that might include several professionals and service providers 
across different organizations can be coordinated and facilitated. Study II shows 
that children may have many simultaneous rehabilitation goals and plans as well 
as education goals and plans. For example, according to Study II’s results, one 
child may have over 10 simultaneous rehabilitation goals for different ongoing 
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therapies. Without collaboration within the child’s rehabilitation network, these 
goals and their achievement may lack a sustainable foundation. Additionally, 
uncoordinated goal setting and planning practices in rehabilitation can place 
a burden on families, consume time, and lead to inefficient use of resources.

Study II suggests a need for placing greater emphasis on building a 
collaborative process for achieving and prioritizing a child’s rehabilitation goals 
for participation, with active engagement of stakeholders in the participation 
context (Ullenhag et al. 2024). Tools, such as The Ecological Assessment of 
Activity and Participation (Palisano et al. 2012) and Pathways and Resources for 
Engagement and Participation (PREP) (Anaby et al., 2018), have been developed 
in recent years to support the uptake of a collaborative rehabilitation process to 
attain children’s participation outcomes.

This study’s findings (II, III) support the shift from a multidisciplinary 
approach and detached interventions by different disciplines into a 
transdisciplinary model of partnership (Boyer & Thompson 2014; Sipari et al. 
2022). In a transdisciplinary model for rehabilitation, collaboration is based on 
joint assessment and practices in context, capacity-building of stakeholders in 
the child’s daily life, a holistic view of the child’s and family’s needs, and shared 
understanding instead of organizing rehabilitation based on organizational and 
professional boundaries and expertise (Castro-Kemp & Samuels 2022; Coussens 
et al. 2022). One example of a novel transdisciplinary model in rehabilitation 
is the partnering for change (P4C) model developed by Missiuna et al. (2015). 
The aim of the P4C model is to establish a school environment that supports all 
children’s participation through capacity building, collaboration, and coaching 
in context with the school as the client. In the model, occupational therapists 
focus on relationship building and knowledge translation in partnership with 
families and educators. (Missiuna et al. 2012; Missiuna et al. 2015.) Campbell 
et al.’s (2016) study in the Canadian context demonstrated a positive impact of 
the P4C model on school participation among all children, with and without 
special needs. Also, the implementation of the model has been shown to be 
feasible in the European context, such as in Sweden (Yngve et al. 2024) and the 
Netherlands (Meuser et al. 2022).

6.1.5	 Co-construction of a comprehensive view of a child’s 
rehabilitation in accordance with the child’s best interests

According to the results in this thesis (Study I, II, III), co-construction of a 
comprehensive view of a child’s rehabilitation according to a child’s best 
interests is needed. Based on Study II, creating a comprehensive view requires 
expertise and experiences to be combined from multifaceted perspectives—
children, parents, professionals in rehabilitation, education, and leisure—
and in interaction with the specific circumstances of a child’s developmental 
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environment. New knowledge was learned and constructed together during 
the child’s rehabilitation. This result unveils an intriguing perspective and a 
new research focus on collaborative learning and joint capacity building among 
stakeholders through the child’s rehabilitation process integrated in everyday 
life situations and contexts.

Study II’s findings underlined the importance of collaboration at every step 
of a child’s rehabilitation process. However, partially opposing viewpoints also 
emerged in the results, for example, about decision-making authority and a need 
for objectivity of professionals in assessing a child’s best interests. Consequently, 
these findings reveal somewhat contradictory perspectives and priorities among 
the different stakeholders. The findings in Study II reinforce the previous 
understanding that ensuring a child’s best interests is challenging and involves 
multiple competing interests and pressures that may be difficult to negotiate 
(Birchley et al. 2022). Notably, professionals in Study II were uncertain about 
how to address conflicts and differing perspectives or how to engage children 
in family–professional discussions.

The results in this study demonstrate that building rehabilitation in line with 
the best interests of the child through partnership requires special collaboration 
competences in building empowering child–family–professional partnerships. 
The importance of empowering partnerships (Kronsell et al. 2021; Phoenix et 
al. 2020; Reeder & Morris 2021), supportive relationships between child and 
professional (Antoniadou et al. 2024; Foster et al. 2022; Quaye et al. 2021), 
and the need for dialogue to negotiate the possibly differing preferences of 
children and parents (Nap-van der Vlist et al. 2021) have been demonstrated in 
previous research. Accordingly, Salminen et al. (2024) suggest that professionals 
need collaborative competencies and skills to create shared understanding 
and dialogic interactions. In Study II, collaborative and reciprocal exploring, 
learning, and negotiation together supported family–professional partnership 
building. Further, based on Study II’s findings, an empowering relationship 
between children, parents, and professionals requires a conscious commitment 
to negotiating a shared understanding of the child’s best interests and promoting 
children’s and parents’ possibilities to engage through the rehabilitation process.

To the best of our knowledge, Study II was the first study to explore the 
practices for promoting a child’s best interests in pediatric rehabilitation. The 
study’s findings enhanced the understanding of how children’s best interests 
are promoted in the multidisciplinary rehabilitation process, which includes 
collaboration between system-levels. Alarmingly, the results from Study II 
indicate that limited time and collaboration, varying practices of different 
stakeholders, and the lack of a shared framework led to the dismissal of 
the child’s best interests and a disregard of the child’s perspective when 
determining and implementing children’s rehabilitation. The lack of focus on 
children’s participation in rehabilitation is problematic both from the children’s 
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rights perspective as well as owing to aspects concerning the quality, ethics, 
and outcomes of rehabilitation and of education. Endorsing the principles of 
protection, promotion, and participation rights for children and young people 
is the responsibility of all healthcare professionals and guardians of children 
(Coyne et al. 2016; Shikako-Thomas & Shevell 2018; United Nations Human 
Rights Office of the High Commissioner 1989). Based on the results of study 
II, it can be stated that a shared framework and practice guidelines for joint 
determination of a child’s best interests are necessary to ensure the realization 
of a child’s right to participation.

The challenges of collaboration presented in Study II were evident on multiple 
levels: between children, parents, and professionals; between rehabilitation 
experts from different organizations and sectors, such as private and public; 
and between different professions, such as rehabilitation, healthcare, and 
education, following different guidelines and structures for practice. According 
to the results in Study II, the rigidity of the system and professional practices 
and lack of resources, know-how, and guidelines for collaboration hampered 
the realization of rehabilitation that would best serve a child’s best interests and 
family’s needs in daily life. Accordingly, the service provision and funding of 
rehabilitation in Finland have been described as fragmented and the collaboration 
and integration of services strenuous (Kinnunen et al. 2023; Miettinen et al. 
2013; Särkikangas 2020: 196–204). Results obtained by Piškur et al. (2016), 
Phoenix et al. (2020), and Särkikangas (2020: 196–204) are consistent with 
our findings in Study II that parents indicate navigating and dealing with the 
complex and rigid rehabilitation system as laborious and challenging. Study 
II’s findings reinforce prior studies presenting the need for cross-sectoral and 
transdisciplinary collaboration in a holistic manner, rather than addressing the 
child’s and family’s needs in a fragmented and isolated way.

Participation in rehabilitation is often discussed in literature from the 
perspective of individual interventions, such as a child’s involvement in 
physiotherapy or occupational therapy. However, in a child’s life, multiple 
activities occur simultaneously, all aimed at promoting the child’s learning 
and functional abilities—at school, in extracurricular activities, during therapy 
sessions, and in daily life. Based on Study II, continuously requiring involvement 
and underlining efficiency with goal-oriented activities from the child as well as 
from their parents can become overwhelming for them and leave little room, for 
example, for relaxing family-time. According to Study II and prior research, the 
variety of therapies held in separate therapy spaces, along with the scheduling 
and transportation of the child, can be burdensome for families (Phoenix et al. 
2020) and may even hinder the child’s participation in other activities, such as 
hobbies. To promote effective rehabilitation, it is essential to examine the child’s 
daily life as a whole rather than focusing solely on individual interventions to 
prevent it from becoming too burdensome or unmanageable, which could hinder 



83

Discussion

the well-being of both the child and their family instead of supporting it. Thus, 
a shift in perspective towards the child’s and family’s view is needed instead of 
a system-oriented view.

Overall, the results of Study II show a tension between the current practices, 
knowledge, and resources in rehabilitation and what the study results describe 
as elements in rehabilitation that enhance children’s participation according 
to their best interests. In accordance with Anaby et al. (2022), the findings 
from this thesis emphasize the need to shift from professional-led practices 
towards a child-specific approach, focusing on meaningful participation from 
a child’s perspective. In line with Granlund and Imms (2024), attention needs 
to be turned to viewing participation in the rehabilitation process as a means 
of empowering children to develop the skills and expertise necessary to define, 
shape, and enhance their own participation. Further, following Ullenhag et al. 
(2024), this study’s results highlight the importance of a collaborative approach 
in facilitating the interactive processes of learning and change with the child, 
the family, and their everyday environment in a way that supports capacity 
building in context. 

This dissertation study’s results (Study I, II, III) indicate that enhancing 
children’s participation in daily life should be actualized through a joint process 
that is responsive to the available resources and changing needs of the child and 
that anticipates the child’s future. Joint determination of a child’s best interests 
integrates the participation rights of the child within a comprehensive view of 
rehabilitation integrated in daily life and guides the collaborative process in 
accordance with the child’s best interests. The synthesis of the accumulated 
knowledge of the multifaceted and interactive elements enhancing children’s 
participation in pediatric rehabilitation is depicted in Figure 15.

Daily life

Promoting a child’s best 
interests through the child’s  

rehabilitation process

Identification and 
embracing a 

child’s 
meaningful 

participation 

Co-constructing a 
comprehensive 
view of a child’s 

rehabilitation 

Collaborative 
building of a child’s  
opportunities for  
participation and 

an inclusive 
environment

Creating and 
applying child-

specific practices 
in collaboration 

Child-specific partnership with a child as an agent Future

Figure 15 Elements enhancing participation of children with disabilities in pediatric 
rehabilitation practice in accordance with a child’s best interests
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The findings call for realizing children’s right to participate as agents and to develop 
participation-focused rehabilitation in collaboration with children, families, and 
professionals. The findings from this dissertation crystallize into the insight that 
elements enhancing children’s participation in pediatric rehabilitation practice 
are created and realized through child-specific partnership, focusing on what 
is important to the child in their daily life.

6.2	 Methodological considerations

6.2.1	 Strengths and limitations

This qualitative study shed light on the elements enhancing participation of 
children with disabilities in pediatric rehabilitation. First, this study’s strength 
is that it described a multidimensional research phenomenon not just from one 
but from several perspectives: children, parents, and professionals. Second, the 
study was strengthened by the fact that the research phenomenon was not only 
structured theoretically but the results can also be used concretely in practice 
to enhance children’s participation in family–professional collaboration aligned 
with the child’s best interests. The study’s findings promoted tangible benefits 
and changes in rehabilitation practices with a concrete co-developed tool for 
children, reinforcing the usefulness of the study and highlighting its relevance, 
thus making it worthwhile for participants to take part in this research.

The methodological approach in this qualitative study was social 
constructionism, wherein reality and meanings are jointly created in the 
interactions between persons (Guba & Lincoln 1994; Lincoln & Guba 2000). 
Accordingly, it is understood that research phenomenon related to human life, 
such as children’s participation in this study, take shape and are realized through 
social interaction and individual experiences (Denzin & Lincoln 2000; Kyngäs 
2020a). Therefore, objective truth about the study phenomenon cannot truly 
ever be established, and the understanding of the research phenomenon is thus 
always incomplete, changing, and taking shape through changes in society and 
participants’ perspectives and meaning making over time (Lincoln et al. 2024). 
Accordingly, the results in this study, as with qualitative research overall, are 
context-specific, situational, and cannot be generalized. Although the focus in 
this study was not on generalizability or quantity, every observation obtained 
from a research phenomenon is valuable in a qualitative approach (Denzin 
& Lincoln 2000), and this dissertation provides new knowledge on elements 
enhancing children’s participation that support the realization of children’s 
participation rights and child-specific rehabilitation in practice. 

This study’s strength is that it unveiled the understudied perspectives of 
children with disabilities. Traditionally, in aiming to protect children, their 
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competence to engage in research has been questioned (Preston et al. 2024), 
especially in the case of children with disabilities (Fargas-Malet et al. 2010). The 
neglect of their perspectives has caused a lack of diversity in experiences and 
understanding of what is meaningful for the children (Njelesani et al. 2022). 
In this dissertation, Study I and Study III demonstrated that children are 
competent participants in the research process, especially if their participation 
is enabled through ethically sound choices and appropriate ways of participation 
that consider the unique needs of children (Kirk 2007). Adopting the child 
perspective in this dissertation research was about understanding children as 
active constructors of knowledge in a constantly changing relationship with 
the community and broader context of the phenomenon under study (Karlsson 
2020). The child perspective was provided not only by the children themselves 
but adults in Study II and III were also encouraged to view the activities 
and questions in hand from the child’s point of view (Sommer & Pramling-
Samuelsson 2010). 

In this study, the qualitative rigor of the research is assessed by utilizing 
the concept of trustworthiness, which is recommended as a vital concept 
in qualitative studies, instead of the concepts of reliability and validity 
(Krefting 1991; Kyngäs et al. 2020). Following the constructionism paradigm, 
trustworthiness entails credibility, dependability, confirmability, transferability, 
and authenticity (Lincoln et al. 2018). To establish credibility, the accurate 
description of participants and the selection of an appropriate method of data 
collection in line with the study’s aim and phenomenon was considered carefully 
(Graneheim & Lundman 2004). Dependability was assured by warranting 
quality and consistency through the research and reporting in detail the study’s 
processes and research methods in each sub-study, promoting the transparency 
of the choices made in this study, with their strengths and limitations (Kyngäs 
et al. 2020). To improve quality and consistency in the data-analysis phase, we 
used dialogue and reflection among co-researchers at every step of the process 
(Kyngäs et al. 2020). Confirmability of the study results was supported by careful 
inductive analysis and reporting findings that solely represented participants’ 
insights into the study’s questions. In this dissertation, a rich and detailed 
description of the study context, participants, and methods was utilized to 
promote transferability of the results. We fostered authenticity by presenting 
various citations in the reports that clearly illustrate the link between the 
findings and the data (Kyngäs et al. 2020). In the following sections, the choices 
made during the research process, along with their justifications, strengths, and 
weaknesses, are described in more detail.

The applicability of the research methods to the study of the phenomenon 
was carefully considered to fit the study questions. In line with this dissertation’s 
philosophical perspective on research, methodological approach, and study aims, 
data was collected mainly through interviews. This enabled the co-construction 
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of knowledge via interaction and exploration of the perspectives of children, 
parents, and professionals. Study III also utilized workshops and questionnaires 
as data collection methods that produced multifaceted perspectives on the CMAP 
Book tool and its use in rehabilitation. In collecting this type of qualitative data 
using interviews and workshops, the researcher plays a particularly active role 
and is entangled in the quality of the research project (Kvale 1996: 147–153). The 
way that the researcher interacts and forms relationships with the participants, 
creates opportunities for expression of different views, and facilitates discussion 
about the phenomenon under study have an impact on the form and content of 
the data (Barbour 2007: 49–51; Krueger & Casey 2009: 85–88).

In this study, the researcher’s previous experience in multidisciplinary 
rehabilitation and working as a physiotherapist with children with disabilities 
and their families worked as an advantage and supported the use and 
purposiveness of the selected study methods. For example, prior experience 
in conducting interviews and working within pediatric rehabilitation helped 
build sensitive and open interaction with the participants (Kvale 1996: 147–151), 
detect important topics and guide discussion deeper to enrich understanding 
of the phenomenon (Krueger & Casey 2009: 85–86) as well as identify many 
of the participants’ underlying assumptions (Barbour 2007: 50). Additionally, 
establishing rapport and credibility with the participants (Barbour 2007: 50) 
and being able to ask relevant follow-up questions was enabled by experience 
in pediatric rehabilitation (Krueger & Casey 2009: 85–86). The researcher did 
not have prior relationships with the children or families involved in the study. 
However, she had encountered some of the professionals from previous work 
who voluntarily participated in the research. This may have influenced their 
responses or sharing of perspectives (Tong et al. 2007), but because professionals’ 
data collection was based on focus groups, and not on individual interviews, the 
familiarity with few professionals in different groups is probable to only have 
a limited effect. The researcher strived to avoid making hasty conclusions or 
establishing preconceived limitations based on previous experiences without 
solid justification. Researcher triangulation and careful inductive analysis of 
the data that helped prevent biased data collection and analysis. 

Kvale (1996: 105–108) states that interviewing is a craft that is learned by 
practicing it, which was also true in this study. Through the process, it was 
important to critically assess and reflect on one’s actions as the researcher 
and facilitate participants’ own thoughts without any personal presumptions 
(Tong et al. 2007). Although the researcher had previous experience in data 
collection through interviews, the practical expertise, for example, of structuring 
focus group discussions, moderating interactions, facilitating participants to 
elaborate on their perceptions about the study phenomenon, and establishing 
clear questions, developed through the process of the study. 
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In this dissertation, we took careful steps to minimize the disparity of power 
between the adult interviewer and the child (Einarsdóttir 2007) and between 
participants and the researcher (Kvale 2007: 10–22) as well as to promote 
participants’ meaningful involvement in research. In the first sub-study, we 
deliberately designed the enrolment and research process to give the child as 
much decision-making power as possible at every stage, while remaining flexible 
and ensuring that we gathered the information essential for the research aim. 
In Study II, data collection was done through focus group interviews that were 
semi-structured to steer the discussion to provide knowledge in line with the 
research question in the time-frame available for the interview but also allow 
participants to elaborate freely (Barbour 2007: 74–91). In the third sub-study, 
the co-development process progressed collaboratively, with qualitative data 
collection at each stage of the process. The results of each phase were presented 
to the development group for review, allowing participants to influence the next 
steps of the process. Study III’s findings support the use of a partnership-based 
approach not only in rehabilitation practice but also in developing rehabilitation 
(Sipari et al. 2023), as the children’s, parents’, and professionals’ involvement in 
the co-development of the CMAP Book facilitated meaningful research findings 
and led to a concrete tool for enhancing children’s participation.

In line with previous studies, in Study I and Study III, the use of child-
centered methods, flexibility, and sensibility towards individual needs, feelings, 
and choices proved to be crucial in enabling children’s meaningful participation 
in research (Clark 2006). Another strength of this study was that the research 
environment and operational methods supported children’s free expression 
without any expectations or limitations on the part of the researchers. Following 
Karlsson (2020), who stated that the researcher needs to provide a participatory 
space in which the researcher enables the children to take part in research in 
ways that come naturally for them, the researcher in this dissertation aimed to 
listen and give physical space and time for the children to express themselves 
verbally and through actions, such as play and drawing (Cameron 2006). The 
photo-elicitation interviews in Study I proved to be a child-friendly means of 
exploring children’s perspectives, concretizing the real-life participation context 
through photos, as presented in prior research (Einarsdottir 2005; McCloy et al. 
2016; Schiller & Einarsdottir 2009). The data-collection method was also piloted 
by interviewing one child before the actual study was initiated.

To facilitate children’s meaningful engagement in research, the researcher 
provided children the space and opportunity to guide the activities of their choice 
during the interview. Activities during the interviews included drawing, showing 
their favorite activities and skills, such as singing and swinging, showing toys, 
games, or other personal items, and imaginative play. In line with studies by 
Kanagasabai et al. (2018b) and Cameron (2006), the children’s freedom to choose 
activities, draw, and physically demonstrate their meaningful participation 
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helped them communicate their thoughts, feel comfortable, and engage in the 
interview. 

Besides flexibility and sensitivity to children’s expressions, it was beneficial 
that the interviews mostly took place in the child’s own daily environment, 
as the research context can impact what children discuss (Fargas-Malet et al. 
2010). To gain perspectives on participation in a child’s daily life, photos from 
daily life and interviews conducted in the child’s homes were used to support 
what child shared about those matters. One child and their parent chose to hold 
the interview in the gymnasium room of the university, as the gymnasium was 
arranged in a way that was interesting and suitable for the child. Also, it was 
helpful that the children had the opportunity to prepare themselves for the 
interview through the photographs. The photos helped them focus on matters 
important to them without the researcher to steer the children’s answers too 
much to obtain inductive data. Thus, the photos enhanced the credibility and 
consistency of the interpretation of children’s opinions. The interviews were 
voice recorded and not videotaped, so some things that a child expressed only 
through action may have been discarded in the interview and data analysis 
if the researcher did not ask child to articulate the meaning of the action. 
Depending on the child’s ability to function and communicate, it was easier for 
some children to express their points of view more richly than others. During the 
interviews, the smaller children were especially curious and played and explored 
the surroundings as they spoke. From time to time, their interest changed rather 
quickly and was focused more on playing than on discussion. Some questions 
were therefore repeated to make sure that the child had concentrated on the 
response and had brought up substantive views.

To guarantee that all the relevant perspectives were explored in the data and 
to ensure that the participants were appropriate for addressing the research 
question (Kyngäs et al. 2020), we selected the participants through purposive 
sampling (Holloway & Galvin 2024: 141–144). In this study, the collection of 
participants’ background information was limited to information relevant to 
the study. We did not, however, collect more detailed demographic information 
of the participants, such as socio-economic status of the families, because this 
was not essential to the study phenomenon.

All participants were experts in pediatric rehabilitation either by experience 
or profession. The participants characterized a typical set of members of 
rehabilitation network of children with disabilities receiving Kela-funded 
rehabilitation in Finland. Diversity within the professionals taking part in the 
study was achieved through involving participants from different organizations 
representing both public and private sectors in rehabilitation and inviting 
two participants from each therapy discipline to take part in the group 
discussions (occupational, physical, and speech therapist). Some professionals 
also had a degree in music therapy or some other profession. Although the 
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participants represented different occupations, sectors, and experiences from 
the multidisciplinary rehabilitation, more participants from, for example, the 
education and social services could have made the data even more diverse. Also, 
it is noteworthy that the context of this study is the Finnish rehabilitation system, 
which limits the applicability of the results to other countries, cultures, and 
service systems.

The participants in this dissertation are limited in number, gender, and 
age, which may affect the generalizability of the results. The children in this 
dissertation were 5–10 years old, had different developmental, behavioral, 
physical, and/or motor disabilities and received rehabilitation funded by Kela. No 
adolescents or young people with disabilities participated in the study; therefore, 
the results lack their perspectives as well as the perspectives of children under 
5 years old. Also, all the children were able to make themselves understood 
using their own means of communication. As a result, participants with greater 
communication-support needs are underrepresented. 

Another clear limitation of this study is that, despite the effort, the number of 
children in this dissertation study is small (total n=10). Therefore, it is important 
to acknowledge that the results primarily reflect the adults’ child perspective and 
children’s own perspectives are limited in this study (Karlsson 2020; Sommer & 
Pramling-Samuelsson 2010). In Study III, only one child participated directly in 
the co-development of the CMAP Book, while the rest of the data was gathered 
with the children’s parents and professionals. However, the foundation of the 
tool was based on interviews with six children receiving rehabilitation, as 
reported in Sipari et al. (2017a), which was not included in this dissertation study. 
Additionally, three other children voluntarily participated in the piloting phase 
of Study III, but owing to communication limitations, data was not collected 
directly with them but through the perspectives of their parents.

In this dissertation, the number of parents is also small, especially in 
comparison to professionals. Additionally, most of the participants representing 
parents in Study II and III were mothers. Hence, it may be possible that fathers 
of the children have different views of the study phenomenon. However, it can 
be argued that what is more important than gender is to recognize everyone’s 
unique thoughts, which are not necessarily dependent on gender. Nevertheless, 
a limitation of this research is that very little is known from the fathers’ 
perspective. This thesis focused to gain a multifaceted understanding of the study 
phenomenon and, thus, instead of the number of participants and optimal group 
size, the variety of different perspectives, the expertise of the participants, and 
the richness of the data are important factors concerning the trustworthiness 
of the study (Kyngäs et al. 2020). Overall, the quantity and quality of data in 
this dissertation study were substantial and robust.

There are many lessons to learn from how this study was conducted and 
what can be improved in future research endeavors. The recruitment process 
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for participants in this study proved to be time-consuming. The challenges 
of recruiting people in vulnerable positions and children with disabilities in 
studies has been well acknowledged (Banas et al. 2019; MacNeil et al. 2014). 
Enhancing recruitment channels in closer collaboration with organizations and 
families and allocating additional resources at this juncture of the research 
and during the co-development process of the CMAP Book could have been 
beneficial (MacNeil et al. 2024). Studies show that parents of children with 
disabilities experience significant burdens in daily life and struggle with time 
management (Särkikangas 2020) and, consequently, participating in additional 
activities, such as in this study, may have been too burdensome (MacNeil et al. 
2024). The formulation of participation opportunities and designing the study 
in partnership with children, parents, and professionals from the start of the 
study could have mitigated barriers to participation that may not have been 
identified from the researchers’ perspective (Sipari et al. 2023). Another issue 
that is noteworthy to consider is that it is possible that individuals inherently 
more inclined towards studying phenomena and those who prioritize the 
significance of children’s participation may have exhibited greater enthusiasm 
for engagement in the study. Consequently, the research may not have captured 
participants with completely opposed viewpoints and experiences. 

During data collection for Study I and II, flexibility in choosing interview 
locations was adopted to maximize participation, with the researcher traveling to 
locations suggested by participants for one-on-one interviews. Since the time of 
conducting interviews, data collection through Microsoft Teams or other forms of 
remote connection have been established successfully (for example, Sipari et al. 
2022). In this study, remote interviews could have facilitated adults’ participation 
and, in the future, organizing remote interviews makes sense in terms of time 
and resources. However, conducting children’s functional interviews remotely 
might have been challenging, especially considering that some children needed 
support for communication. 

In Study I, it is possible that the emphasis on leisure activities in the results 
reflected the context and timeframe in which the study was conducted and the 
photographs were taken—i.e., at home rather than in school or daycare settings 
and during spring, summer, and early fall, rather than in wintertime. Asking 
children to take photographs over a longer period and in more diverse situations 
and times, with support from their parents and with the required permissions, 
for example, from children’s schools, might have resulted in a broader range of 
activities being represented. This approach, however, would have created more 
work for the families and could have increased the participation threshold. 

In Study II, the size of the groups varied from two to eight due to last minute 
withdrawals from participation. Barbour (2007) suggests that researchers 
should over-recruit participants in the focus groups to avoid last-minute 
cancellations and a small number of participants in the groups, but we did not 
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do so in this study. One-on-one interviews and focus group interviews have been 
shown to be combined successfully (Barbour 2007: 44–45), as was the case in 
Study II. The interview methods were combined due to practicalities, and three 
individual interviews were conducted to obtain further data on the perspectives 
of pediatric neurologists. This proved to work to this study’s advantage by 
enhancing the richness and value of the data. The pediatric neurologists in one-
on-one interviews were highly experienced in pediatric rehabilitation, and the 
interviews provided in-depth insights into the study phenomenon. The role of 
the pediatric neurologist in a child’s rehabilitation is often to be responsible for 
the management and planning of the whole, which is why individual interviews 
were a significant addition to the study material.

In focus groups, five to eight participants are often considered an optimal 
group size (Krueger & Casey 2009: 67–68). However, as the complexity of the 
topic under discussion increases, the participants’ experience and passion for the 
subject intensifies, or the number of themes being addressed grows, it is advisable 
to reduce the number of participants (Krueger & Casey 2009: 67–68). Due to the 
broad and diverse study topic in Study II, and the aim to understand participants’ 
perceptions, smaller groups allowed each participant the opportunity to express 
their views on the topic more deeply and comprehensively. Also, in Study II 
participants in groups of eight had less space to express their perspectives 
and some participants had a more active role than others. In smaller groups, 
the participation in discussion was more balanced and interactive between 
participants. Participants were given note-taking equipment, so that they could 
write down memos during the discussion to keep in mind issues they wanted to 
express, if they did not have the chance to say them right away. This promoted 
the richness of the discussion and ensured that, even in larger groups, no points 
were left unsaid, despite the potential need to wait for a turn. It should be noted 
that, in focus group interviews, however, group dynamics can influence the 
discussion (Barbour 2007: 30–32), and some participants may have refrained 
from expressing certain viewpoints because of the group setting.

According to Barbour (2007: 30–31), the value of focus groups lies in the 
richness of perspectives and interaction between participants. The researcher 
encouraged discussion with prompts and follow-up questions on the issues that 
arose from the conversation. For example, “Did I understand correctly that ...,” 
“It emerged from the debate that ... Could you present a concrete example of how 
this works in practice.” The researcher took notes to enable asking questions 
using the same concepts and wording that were originally used in the debate. 
After the first focus group discussions, we learned that it was useful to go 
through the notes with the participants to summarize the discussion and provide 
a comprehensive overview at the end of the discussion. At the same time, the 
participants could clarify or add if something important was missing. The notes 
were not used as data in the study, but all the discussions were recorded. 
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We decided to conduct focus groups in peer groups, such that parents were in 
one group, therapists in one, and neurologists in one group. We anticipated that 
peer groups would create a comfortable environment and allow participants to 
share their thoughts openly without power differentials (Krueger & Casey 2009: 
21–23). Mixing parents and professionals might have caused some participants 
to feel intimidated with regard to voicing their own views. We also wanted 
to avoid situations in which the group would happen to have a professional 
and a parent with an ongoing therapy relationship that could have prevented 
them from openly sharing their experiences, especially negative ones. On the 
other hand, mixing participants could have broadened the discussion but 
could have caused ethical dilemmas in the sense that the relationship between 
parents and professionals would suffer from differences in perspectives and 
experiences. Barbour (2007: 30–32) underlines that participants’ expressions 
in the focus groups are dependent upon context, interaction, and dynamics in 
the group. In Study II and III, the participants’ feedback showed that they had 
found the conversation to be rich, perspective-expanding, empowering, and 
communal. The merit and value of the focus group discussions (Study I) and 
co-developmental process (Study III) for the participants was visible in the way 
they appreciated the opportunity to participate and hoped for similar discussions 
and co-development opportunities for the future as well. 

In Study III, the data was versatile in nature, and we utilized data triangulation 
in one phase of the process to promote the study’s credibility (Kyngäs et al. 
2020). Different data collection means were used to evaluate the usability of the 
tool through conducting workshops with group discussions and collecting data 
with questionnaires. To reinforce trustworthiness, the logic of the data analysis 
through inductive content analysis was checked with researcher triangulation in 
the beginning of the data-analysis process. Through constant crosschecking of 
the original interviews, analysis, and results we ensured that the interpretations 
accurately represented the information that the participants provided. (Elo & 
Kyngäs 2008; Graneheim & Lundman 2004.) At the end of the analysis process in 
Study I, II, and at the final phase of data collection, Study III, we did not identify 
new categories and, thus, concluded that saturation of data had been reached, 
supporting the credibility of the research (Kyngäs et al. 2020). The analysis and 
main results of Study I and II were discussed with external researchers. Also, 
in Study I, to validate the interpretation of the data, the results were reflected 
upon with three children of the same age as the study participants but who did 
not belong to the study group. However, member checking was not completed 
with the original participants, which could have supported the study’s credibility 
(Kyngäs et al. 2020).

Inductive content analysis was chosen as the analysis method in the sub-
studies of this dissertation. As the topics in the sub-studies are relatively 
unexplored and the key was to describe the study phenomenon from the 
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participants’ perspective without the constraints of a predefined theoretical 
framework during the analysis phase, a data-driven analysis was considered 
a suitable approach (Kyngäs 2020b). In Study II, applying deductive content 
analysis (Kyngäs & Kaakinen 2020) by utilizing a rehabilitation process (see 
Figure 2) as the theoretical framework for data collection and analysis could 
have yielded interesting results and described the elements of promoting a child’s 
best interests through the different phases of a child’s rehabilitation process. 
Choosing such a theoretical starting point for data collection and analysis would 
have, however, emphasized the expertise of professionals over the expertise and 
perspectives of the family.

The detailed description of the study’s process and authentic citations from the 
participants were reported in the original articles to increase the transparency 
and trustworthiness of the analysis and results (Kyngäs 2020b). Also, to promote 
transparency of the analysis logic, the analysis process was described with 
examples of the analysis. Study II also provided a supplementary table describing 
the main categories, categories, and subcategories of the analysis. Miles et al. 
(2020: 6) argue that no qualitative research can slavishly follow a particular 
methodology but must apply and adapt the research methods to the particular 
subject and purpose. To make the application of research methods and choices 
in this research process evaluable by the reader, they have been described as 
transparently as possible. The challenge in writing qualitative research reports 
is to represent the results in a small number of words as faithfully as possible 
to the rich and multi-faceted results. For example, due to the word limit in the 
research articles, there were not as many quotations as we would have hoped to 
give the readers an opportunity to interpret the results’ credibility. This challenge 
also applied to the description of the multi-phased Study III. The study’s process 
with its methodological choices and justifications is, however, presented to the 
readers as transparently as possible to enable reasoning for how the results can 
be utilized and applied in other contexts.

6.2.2	 Ethical considerations

As Kvale (1996: 110) indicates, even the choice of research topic constitutes an 
ethical decision, which in this study is well justified from the perspectives of 
society, communities, and individuals as well as academic and practical interests 
and benefits for children. The need to enhance children’s participation in 
rehabilitation and everyday life is at the heart of this study, and the choice of topic 
underlines the commitment to promoting children’s rights and acknowledges 
the equity of the child in family–professional collaboration as a foundation for 
good rehabilitation practice. Thus, a strength of this study was an ethically 
sound, justified, and “worthy topic,” which refers to the study topic’s relevancy, 
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timeliness, significance, and interest; according to Tracy (2010), this is one 
marker for the quality of qualitative research. 

All participation in this dissertation study was based on informed consent. 
Every participant was informed orally and using written material regarding the 
study and their rights. The researcher made sure that the participants understood 
their rights and what they were participating in before signing the approval. The 
participants had time to ask questions and consider their participation. The 
participants signed approval to take part in the study before the data-collection 
process. Two consent forms were signed, of which one remained with the study 
participant and the other with the researcher. Participants had the right to 
suspend their participation without giving a reason at any stage of the study. 
The study’s rights, including withdrawing from the study, had no influence on 
the treatment of individuals or the rehabilitation services or benefits for the 
participants. Participation did not incur any costs for the participants, and they 
were not paid for it (TENK 2019). There were no interruptions in this study.

A key issue in this dissertation was exploring children’s views and, thus, 
an important ethical issue was safeguarding their meaningful and voluntary 
participation in the research process (Karlsson 2020; Kirk 2007). Kirk (2007) 
presents that, although there are similarities in research conducted with children 
and adults, there are also differences that need to be considered. Therefore, 
children’s participation in this study is presented here in more detail. 

To secure a child’s voluntary and meaningful participation, we paid special 
attention to appropriately tailored and visual, written and oral information 
that considers the children’s ages, individual functioning, and needs. Before 
giving information to children and asking for their consent, approval from the 
child’s parents was attained. Parents who agreed to their child taking part in 
the study were asked to pass on the study information to the child to read or the 
parent could read the information to the child. Study material for children used 
pictures and language easy enough for the children to understand. If the child 
was also willing to take part in the study, the parent contacted the researcher 
or gave a contact person in participating organization permission to give the 
parents’ contact information to the researcher. Gaining consent both from the 
child’s parent and from the child not only acknowledges the child’s need for 
protection but also the child’s own agency to make informed decisions. (ERIC 
2024a; Harcourt & Sargeant 2012: 23–30.) 

Attention to negotiating children’s ongoing consent was carefully considered 
throughout the research process (ERIC 2024b). In Study I, children took photos 
with help of their parents of meaningful activities and participation in their 
everyday lives. Parents then sent the photos to the researcher with an explanation 
of what the child had meant by the photo. This step helped ensure that the photo 
was interpreted in a way that the child meant. Also, this step ensured that 
the photos were such that the parent knew what they were about and, thus, 
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tackled the potential challenges of the photos concerning issues of confidentiality 
(Fargas-Malet et al. 2010). Children had the opportunity to withdraw any photos 
from the study if they changed their minds about them. Before beginning data 
collection through interviews, the researcher explained what participation in 
the study entailed and asked if the child was still willing to participate. This 
was elaborated clearly with all participants and, especially, with the children. 
The child and researcher also agreed that, if the child changed their minds or 
wanted to stop the interview, they could just say “Ok, Nea, this is enough” or 
“Stop now.” One child used this option after 30 minutes of the data collection in 
Study I, stating “Enough with the questions, I just want to play with you now.” 
The ongoing negotiation of consent also included a commitment to checking 
the children’s willingness to participate throughout the interview and being 
sensitive and responsive to any negative reactions a child might have to being 
interviewed. Children’s participation in the interviews (Study I) was rewarded 
with tickets to an amusement park but, to avoid persuasion to participate in the 
study (ERIC 2022), the ticket was a surprise for the family and child and was 
sent after the interview by mail. 

An important ethical issue in engaging children in research is children’s 
unequal power relationships with adults, stemming from adult-centeredness 
in society (Kirk 2007), practiced writing and verbal skills, experiences, and 
physical differences in size (Karlsson 2020). Thus, an effort was made throughout 
the research process to enable the child’s agency and to diminish the power 
inequity between the researcher and child. The child’s agency was enabled by 
supporting the child to make decisions about what to present through the photos 
and concentrating on research phenomena that the child was the best expert of 
(meaningful participation in daily life). The children decided where the interview 
took place along with their parents and what was done during the interview, and 
the child could freely discuss and decide what photos they wanted to talk more 
about. One child wanted to ignore a few photos as he had changed his mind 
about the importance of the activity presented in the photo. Responsiveness to 
children’s initiatives was shown in the many of the activities the children wanted 
to do and important things they wanted to present during the interviews.

6.3	 Recommendations for future research

This thesis has extended the understanding of elements enhancing children’s 
participation in pediatric rehabilitation. It has also provided insights into the 
areas that need further investigation and development from the perspectives of 
the individual, community and organizations, and society.

This dissertation study’s findings indicate the need for promoting research 
in this area, especially from the viewpoints of children and young people. This 
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dissertation study involved perspectives from a small number of children, 
aged 5–10 years old, who were able to express themselves verbally and/
or with alternative communication methods. Thus, there is a need to study 
meaningful participation from the perspective of young people with disabilities 
and of children experiencing more complex communication restrictions. Future 
research should also acknowledge the expertise and experiences of children 
and adolescents in defining, exploring, and developing meaningful participation 
opportunities. 

In this study, enhancing children’s participation was explored through a 
multidimensional lens: participation as a means and an end (Granlund & Imms 
2024; Imms. et al. 2017) as well as a child’s right (UNCRC 1989). The findings 
underline the importance of a child’s involvement, agency, and influence over the 
rehabilitation process in family–professional collaboration. The findings further 
underscore the need to study children’s participation as an outcome of the 
process (Granlund & Imms 2024), to identify meaningful everyday participation 
from children’s perspective, and to identify promoting and restricting factors 
for participation in a child’s everyday environments and in the participation 
context. In Finland, however, many participation-focused tools or participation 
measures have not been translated or implemented (Vänskä et al. 2016), and the 
research and adoption of validated tools should be promoted, especially within 
cross-sectoral and transdisciplinary collaboration. 

In addition to children, participants in this study included parents and 
professionals. However, most of the participants representing family caregivers 
were mothers and only a few were fathers. Research on parental perspectives in 
rehabilitation has predominantly focused on the mothers’ viewpoint, because 
they have been more active with regard to participating in these studies. Thus, 
more research is particularly needed from fathers’ perspectives. In this study, 
there was also a lack of perspectives of professionals working in collaboration 
with rehabilitation experts and families, such as early childhood education and 
school staff as well as leisure program coaches and personnel, which should be 
addressed in future research.

Based on Study III, one strength of the CMAP Book was found to be its 
applicability to different situations in a child-specific way, directing attention in 
rehabilitation towards what constitutes meaningful participation for an individual 
child in their everyday life. A future step is to evaluate the usefulness of the 
CMAP Book for children of different age groups and with different backgrounds 
and needs. Another area of future research is to evaluate the use of the tool in 
family–professional partnership through the child’s rehabilitation process and 
identify its potential benefits and challenges. To explore the child’s individual 
perspective, it would be interesting to examine whether a tool similar to the 
CMAP Book could also serve as a data collection method in research, enabling 
children to participate actively and through enjoyable means. In addition, the 
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research findings offer insights into the co-development of new innovative 
tools that are owned by the child and family and whose use is grounded in an 
empowering partnership.

According to the results, the elements that enhance children’s participation 
are realized in the interaction between the child and the environment. The 
results in this study imply that focusing on the child and the family alone is not 
enough to enhance the child’s participation; instead, rehabilitation needs a more 
systemic approach to enhance participation and understand the transaction and 
interaction between different elements at various levels. Thus, the results of the 
dissertation advance the understanding of enhancing children’s participation in 
rehabilitation toward a more systemic way of thinking. For example, the results in 
this dissertation described substantial challenges in child–family–professional 
collaboration in accordance with the child’s best interests and with the individual 
needs of the family. These findings revealed a significant tension in current 
practices and silo-like implementation of rehabilitation and what was described 
as needed practices for promoting a child’s best interests in rehabilitation. The 
contradiction arises from the fact that organizational structures and practices 
of professionals are based on a system approach that attempts to answer child-
specific issues and needs through separate systems and silos. However, because 
the complex phenomenon of enhancing participation is systemic (Anaby et al. 
2022), it calls for a more comprehensive approach that goes beyond discipline and 
organizational boundaries. In the future, it is important to explore what kinds 
of structures and practices enable a comprehensive response to the needs of the 
child and family as a collaborative effort across organizational silos. Another 
interesting study question would be to explore what the collective impacts of the 
participation-focused collaboration process integrated into a child’s and family’s 
everyday lives are.

Interestingly, the study’s findings imply that the nature of the interaction 
and characteristics of collaboration have an impact on how children and family 
members experience and are motivated to participate in family–professional 
collaboration opportunities. In the future, attention should be given to the quality 
of collaboration and interaction between stakeholders that facilitate partnership 
building and promote effective participation-focused collaboration. Further, 
drawing on the findings in this dissertation, guidelines for participation-focused 
collaboration with practices to promote a child’s best interests in rehabilitation 
are needed and should be developed in partnership with children, family 
members, and professionals.

Addressing the participation challenges and inequities that children 
with disabilities experience in their daily life is of major importance for 
future research and is the responsibility of the adults in children’s daily life, 
professionals working with children as well as researchers and policy makers 
(Shikako-Thomas & Shevell 2018). Promoting meaningful change in practice and 
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exploring the complex challenges attached to the everyday lives of children call 
for partnership-based approaches in research (Sipari et al. 2023). Combining 
different perspectives, multidisciplinary expertise and experiences helps enrich 
the understanding of the phenomenon being studied and identify opportunities 
for improvement in practice and positive influences in daily lives (Morris et al. 
2011). Also, from the perspective of children and their family members, they 
have the right to influence matters affecting them, including research (Karlsson 
2020; Ketelaar et al. 2020). 

Accordingly, novel research approaches underline the ethical responsibility 
and benefits of involving different stakeholders as equal partners at every step of 
the research process (Ketelaar et al. 2020; Morris et al. 2011; Preston et al. 2024; 
Sipari et al. 2023). Engaging children, their family members, and professionals 
working with children in different disciplines in rehabilitation research is enabled 
by participatory research partnerships (Sipari et al. 2023). The partnership-
based research process has the potential to bridge the gap between research 
knowledge production and practice, thereby enhancing the overall impact of 
research within society (Sipari et al. 2023). Building partnerships based on 
equitable and reciprocal participation, however, demands investments and 
know-how in creating meaningful interaction and collaboration among different 
stakeholders (Nguyen et al. 2022). More knowledge on how to engage children as 
equal partners from the beginning to the end of the research process is needed 
(Morris et al. 2011; Njelesani et al. 2022).

Overall, research on the elements of enhancing children’s participation in 
pediatric rehabilitation in accordance with a child’s best interests is highly 
advisable in the future. A combination of children’s unique perspectives, family 
members’ experiences, and diverse professionals’ expertise as well as constructing 
new knowledge and innovations in collaboration is needed to tackle the barriers 
and promote the possibilities to enhance all children’s participation. The future 
steps in research should be taken together, in partnership with children, parents, 
professionals, and other stakeholders in pediatric rehabilitation. 
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The findings of this dissertation study present that the elements that enhance 
children’s participation in pediatric rehabilitation practice are interactive, 
dynamic, and interwoven in the collaborative rehabilitation process. Based 
on the study’s findings, the key elements enhancing children’s participation 
in rehabilitation include 1) identifying and embracing a child’s meaningful 
participation, 2) creating and applying child-specific practices in collaboration, 
3) collaborative building of a child’s opportunities for participation and an 
inclusive daily-life environment, and 4) co-construction of a comprehensive view 
of a child’s rehabilitation in accordance with the child’s best interests.

The findings present that a child’s participation in family–professional 
collaboration in pediatric rehabilitation is enhanced by creating and applying 
child-specific practices, starting from identifying and embracing the child’s 
unique perceptions of elements contributing to meaningful participation in 
daily life (Study I, II and III). From children’s perspectives, the importance of 
identifying participation barriers and facilitators in the participation context 
as well as creating opportunities for leisure participation that enable children 
to experience enjoyment, social involvement, autonomy, and capability was 
underlined (Study I). 

This dissertation’s findings demonstrate that, at best, enhancing children’s 
participation in rehabilitation is a collaborative process of joint knowledge-
building, learning, and creating participation opportunities through constructing 
an inclusive everyday environment (Study I, II, III). The findings show substantial 
tension between the current system-controlled and professional-led practices 
and the child-specific practices collaboratively created and embedded in the 
child’s everyday situations. The results reinforce the need to shift from the silo-
like implementation of rehabilitation with separate interventions, plans, and 
goals to a co-constructed and comprehensive view of rehabilitation integrated 
into the child’s and family’s everyday life (Study II, Study III). The need for a 
systemic and partnership-based framework for rehabilitation with the child as 
an agent to enhance their participation according to the child’s best interests 
was highlighted (Study II).

The study’s results indicate that the CMAP Book is a useful tool for enhancing 
children’s participation, enabling their agency in the collaborative rehabilitation 
process and shifting the focus of rehabilitation planning towards what is 
meaningful participation in daily life from the child’s perception (Study III). The 
findings yielded a deeper understanding and signaled a necessary development 
in rehabilitation from adult-owned tools to child-owned tools. The study’s 
findings support the use of a partnership-based approach not only in pediatric 
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rehabilitation but also in rehabilitation research and in developing rehabilitation 
practices, as the children’s, parents’, and professionals’ involvement in this 
dissertation produced meaningful research findings and co-created a concrete 
tool for enhancing children’s participation. Enhancing children’s participation 
in pediatric rehabilitation involves having a comprehensive view of a child’s 
rehabilitation that is created and embedded in the rehabilitation process through 
child-specific partnership, focusing on what is important to the child in their 
daily life.
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APPENDIX

Appendix 1. Shier’s (2001) pathways to participation-model

Table 9	 Shier’s (2001) pathways to participation-model

Levels of participation Openings Opportunities Obligations

1.	 Children are  
listened to

Are you ready to 
listen to children?

Do you work in a 
way that enables 
you to listen to 
children?

Is it a policy 
requirement that 
children must be 
listened to?

2.	 Children are 
supported in 
expressing their 
views

Are you ready to 
support children 
in expressing their 
views?

Do you have a 
range of ideas and 
activities to help 
children express 
their views?

Is it a policy 
requirement that 
children must 
be supported in 
expressing their 
views?

3.	 Children’s views are 
taken into account

Are you ready to 
take children’s 
views into account?

Does your decision-
making process 
enable you to take 
children’s views 
into account?

Is it a policy 
requirement that 
children’s views 
must be given due 
weight in decision 
making?

Minimum to achieve the UN Convention’s  
children’s right to participate

4.	 Children are 
involved in decision-
making processes

Are you ready to let 
children join in your 
decision-making 
processes?

Is there a 
procedure that 
enables children 
to join in decision-
making processes?

Is it a policy 
requirement that 
children must 
be involved in 
decision-making 
processes?

5.	 Children share 
power and 
responsibility for 
decision making

Are you ready to 
share some of your 
adult power with 
children?

Is there a procedure 
that enables 
children and adults 
to share power and 
responsibility for 
decisions?

Is it a policy 
requirement that 
children and adults 
share power and 
responsibility for 
decisions?
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Appendix 2. Example of inductive content analysis

Table 10	Example of the data analysis from study I, answering the following analysis question: what do children 
consider meaningful in participation? (R=researcher, C=child)

Original meaning unit from the 
transcribed interview text related to 
the research question

Condensed 
meaning units 
(description 
close to the 
text)

Code (labels 
that describe 
the essential 
content in the 
meaning units)

Subcategory Category Main 
category

R: What do you like most about 
swimming? 
C: That I can decide what I want to 
do. I can play and do tricks and go 
down the waterslide. 

Deciding what 
to do based on 
own wants

Deciding what 
to do

Making 
decisions and 
choices

Autonomy

C: Sometimes and sometimes not, 
but I rarely use them (floats in 
swimming). Depending on if I want 
to or not.

Using floats in 
swimming based 
on own wants

Making own 
choices about 
using aids in 
swimming 

R: What do you like about that 
drawing? 
C: Well, for example, it has a coloring 
picture, and you can choose and 
color it with any color.

Coloring 
pictures with 
the colors you 
choose

Choosing colors

R: What is the best thing about 
drawing?
C: Well, that you can draw in your 
own peace.
R: Ok, you can then concentrate
C: Yes
R: What’s a good drawing moment 
like when you have your own peace?
C: Well, being alone at home, in my 
own room and having peace when 
there is no noise.
N: Does the noise bother you?
B: Well, yeah.

Drawing 
peacefully 
in own room 
at home and 
being able to 
concentrate 
when there is no 
noise 

Concentrating 
on drawing 
without 
distractions

Concentrating 
on interesting 
activities

Doing things 
based 
on own 
interests 
and 
preferences

I’ve missed the (stretching exercises) 
in the summer. I haven’t done them 
terribly. I don’t know, I can’t do them 
when I’m not interested.

Not interested 
in doing the 
stretching 
exercises

Avoiding the 
uninteresting 
stretching 
exercises

C: I have something to say. 
R: Yes?
C: Quess what
R: Well, what?
C: I was skating with my shoes. 
R: With your shoes?
C: Yes.
Child’s mom: Yes, we have agreed 
that when others go skating, you can 
join them with shoes. 
C: Yes.
C: I want to go skating. I skate with 
my shoes.

Choosing to 
participate in 
skating in shoes

Preferring to 
join skating with 
shoes

Joining 
activity in 
preferred way
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Original meaning unit from the 
transcribed interview text related to 
the research question

Condensed 
meaning units 
(description 
close to the 
text)

Code (labels 
that describe 
the essential 
content in the 
meaning units)

Subcategory Category Main 
category

R: How does practicing feel like? 
C: It is nice because I can command 
and tell what (name) needs to do

Practicing is nice 
because can 
command and 
tell what others 
need to do

Commanding 
and instructing 
others

Giving 
instructions

Instructing 
others and 
structuring 
terms of 
actions

I would want to play games more, 
but I cannot. It’s just boring when 
my little brother always goes to play 
on the computer, and I have to go 
and watch. So, I’ll never get to play 
it terribly.

Boring because 
cannot play on 
the computer as 
much as would 
want to

Boring when not 
able to influence 
play time and 
amount

Influencing 
play time and 
amount
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