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Abstract: Purpose: Collaboration between parents and professionals is essential to enable participation
of children with disabilities. Participation is a widely researched topic in pediatric rehabilitation,
and evidence for it providing opportunities for involvement and a sense of belonging in community
and in larger society exists. There are, however, less research results on how collaboration builds
participation pertaining to involvement in life situations. In collaboration with parents, therapists and
teachers, the aim of the study was to describe factors that (a) promote and (b) prevent participation in
life situations for school-aged children with disabilities, working towards participation in adulthood.
Methods: The study applied a qualitative research design. The data was collected during the 2015-2016
academic year with five focus-group interviews by sampling procedure. The study involved five
parents of children with disabilities, three therapists and two teachers. The research data was
analyzed by inductive content analysis. Results: The results identified thirteen factors that promote
child participation, with an emphasis on taking the child’s individuality into account. There were
three barriers, which focused on attitudes or technical issues. Conclusions: The results suggest that
collaboration on child-related factors has been well identified and implemented, but collaboration on
enabling environmental factors needs to be developed. The results can be utilized to design what
adults’ collaboration should focus on in promoting child participation.

Keywords: participation; collaboration; pediatric rehabilitation

1. Introduction

Participation in the child’s close environment and everyday life has, during the last
decade, become an important area of interest within rehabilitation and healthcare. This area
of interest has been strongly influenced by family-centered care, the ecological approach
and the International Classification of Functioning, Disability and Health (ICF), [1,2]. The
definition of participation is multidimensional. In the ICF, participation is defined as
“involvement in a life situation”, reflecting the activity the child is engaged in within
the environment where he/she lives and acts [3]. Participation enhances individuals’
health, well-being [3] and quality of life [4]. A semantic analysis of the word participation
shows that it can mean inclusion, belonging, having mutual responsibility, taking part,
attending, engagement [5-7]. Thus, participation is not only a matter of taking part and
being present in activities, but also influencing opportunities and decisions of one’s own
life course [8]. The child’s opportunities in participation are linked to the promoting and
restricting factors in the environment and the context within which the participation takes
place [9,10]. Consequently, enhancing participation is closely linked to physical, social and
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attitudinal changes in the child’s participation environment such as accessibility of the
activity and supportive social relationships [11-13].

Even though participation-focused practice is the current evidence-based recommen-
dation in rehabilitation and habilitation, clinical practices often focus mainly on improving
body function and activities [14,15]. As described by Anaby et al., (2021), change is needed
at both the individual level and at all levels of the rehabilitation delivery system in order to
promote participation-focused practices and outcomes in rehabilitation. It is also essential
to better understand the families” as well as the professionals’ perspective of the different
perceptions of participation [16].

Modern child research seeks to examine a child’s life from the child’s perspective,
since the child is a legitimate member of society [17,18]. Today, children are identified
as individuals who shape their own lives, learning and future, but who still need adult
support. Children have the right to express themselves and to be heard and should be
empowered to make decisions based on their individual ability and cognitive level [19,20].

The Declaration of the Rights of the Child (1989) underlines the realization of the
child’s participation in everyday practice. In the Declaration, all activities should identify
the child as an individual and support his or her personal development in the family
environment. The aim is to support the child’s growth to develop into a full and equal
member of society [21]. Participation in everyday life and affirmative experiences in
social contexts are needed to optimize the child’s development in functioning and self-
determination towards adulthood [11,22,23].

Children’s participation in the immediate environment and community calls for them
to face several transitions on the path from infancy to adulthood, such as starting day-care,
preschool, primary and secondary school, and then tertiary studies. The environmental
requirements and need for participation differ and become more demanding during each
transition phase [24,25]. Furthermore, these transition phases include major developmental
tasks (e.g., career choices, autonomy from parents). For adolescents with disabilities,
transition also means a shift to adult healthcare and rehabilitation services, which can be
challenging if the services do not meet the needs of the adolescent [26]. Therefore, the
preparation for transition to adolescence and adulthood should start early on in childhood
to enhance participation and agency in adulthood. According to the ecocultural theory, a
child’s development takes place and is built above all in everyday situations of action and
interaction. This means that everyone involved in the child’s growth environments need to
work closely together, enabling good planning of appropriate developmental activities and
participation [27]. Thus, collaboration between adults in the child’s life is crucial. Despite
this, research on children’s rehabilitation has focused little on collaboration that enables
participation from childhood to adulthood. For the child to develop competencies to act as
an active participant in society, preparations for the future must begin early on [2].

The aim of the study was to describe factors that (a) promote and (b) prevent partici-
pation in life situations for school-aged children with disabilities. These factors were con-
structed in collaboration with parents, therapists and teachers in focus group discussions.

2. Materials and Methods
2.1. Participants

The study participants were selected using purposive sampling [28]. The participants
(N = 10) were recruited by rehabilitation instructors from Northern Savo area in eastern
Finland. The researcher provided information about the study to the instructors, who
invited families suitable for the study. Families indicated their willingness to volunteer
to participate to the researcher by phone or email. The parents passed on the information
provided by the researcher about the research to their child’s therapist and teacher, who,
after becoming interested, contacted the researcher. Parents and professionals who gave
their consent to participate were contacted by the researcher to agree on a time and place
for the interview. The collection of data was carefully planned. Focus group interviews
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were conducted with parents, therapists and teachers in their own groups as well as in
mixed groups.

Inclusion criteria for participants were (1) teacher, therapist or parent of school-aged
children receiving intensive medical rehabilitation (physical or occupational therapy) from
the Social Insurance Institution of Finland and who took part in special education, (2)
participating in the child’s daily life and (3) have understanding and experience of the
research phenomenon in various contexts in daily life. All the children aged 8-12 years had
learning disabilities and physical disabilities at GMFCS [29] levels II to III. Ten participants
fulfilled the inclusion criteria and gave their informed consent to participate (Table 1). The
operating environments for the therapists were hospital, home, school and/or therapy
facilities. They worked as professionals in public and private sectors.

Table 1. The study participants.

Participants (N = 10) Mean Age (Range)
Parents (N = 5) of three primary Mother (N = 3) 42.7 (29 to 52 years)
school children (age 8-12) Father (N =2) 58.0 (both were 58 years old)
Therapists (N = 3)
(two physiotherapists and 41.3 (35 to 49 years)

one occupational therapist)

Teachers (N = 2)
(one class teacher and one 28.0 (30 to 26 years)
special teacher)

Professionals (N = 5)

2.2. Data Collection

The study applied a qualitative research design. A qualitative research approach
allowed the description of the phenomenon in a real life environment and approach to
the phenomenon holistically [30]. The data was collected during the 2015-2016 academic
year with five focus-group interviews (Table 2). The focus group interviews were selected
as a data collection method enabling construction of information in parents’, teachers’
and therapists” discussions. The focus group was a multi-voiced group of people with
interest, expertise and experience in the research phenomenon [30]. The focus group inter-
views were carefully designed to obtain perceptions within a permissive, non-threatening
environment [31]. The interviews followed loosely theory-driven themes described in
Table 2 and were followed up with open questions that allowed a multidimensional view
of the phenomenon. The focus groups were partly divided according to professions and a
parental group, and partly mixed with parents, teachers and therapists in the same group.
The interviews were conducted by the first author (AK).

Table 2. The interview themes in the focus group discussions.

Focus Groups Participants Focus Group Discussion Themes

Participants’ perception of the

Interview 1. Participants in their own gr . S
erview 1cipants mn thewr own groups child’s participation

Factors promoting the child’s participation in

Interview 2. Participants in mixed groups school, home and therapy

Factors preventing the child’s participation

Intervi 3. Partici ts in thei .
nterview articipants in their own groups in school, home, and therapy

Factors of collaboration promoting

Interview 4. Participants in mixed groups participation of a child with disability

Factors of collaboration promoting
Interview 5. All together participation of a child with disability
working towards participation in adulthood
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The interviews lasted 20-60 min. The interviews were tape-recorded for spelling
verbatim and recordings allowed the researcher to return to these situations in order to
re-observe the situation [32]. In total, the data consisted of 10 h and 27 min of tape-recorded
data and 160 pages of verbatim text (Times New Roman, font size 12, line spacing 1).

2.3. Data Analysis

This research data was analyzed by inductive content analysis [33]. First, the inter-
views were transcribed by the author (AK) and the text was read several times to gain
familiarity. Meanings and phrases with information relevant to the object of the study were
identified and extracted together with the surrounding text to preserve the content. This
was accomplished by searching for meaning units (thought entities) that answered the
data analysis questions, which were: (a) what factors promote and (b) what factors pre-
vent participation for children with disabilities, constructed in collaboration with parents,
therapists and teachers in order to enhance the child’s participation in adulthood.

Next, the data was divided into sections based on their content and these meaning
units were abstracted and coded. The coded meaning units were grouped based on
similarities and differences. By grouping the data, the codes with the same content were
combined into a sub-category that was named with a concept closely describing the content.
The abstraction reduced the number of categories by collapsing those that are similar or
dissimilar into broader higher order categories. Each category was named using content-
characteristic words. The formed categories were constantly compared with the interview
material to characterize the original meaning. All in all, 13 sub-categories were grouped as
a result of the data analysis.

3. Results
3.1. Factors Promoting the Child’s Participation in Life Situations through Adults” Collaboration

The following factors were described as promoting factors for the child’s participation
in life situations with the adults collaborating: encountering and listening to the child,
encouraging the child, supporting decision-making, making agreements together, open-
ness and future-oriented activity in collaboration, establishing child-oriented goal setting,
designing individual practices, supporting the child’s friendships (Figure 1).

Engouraging
the child
i Encountering
Supporting ! 1
friendships atr;dt::ttce:illr;s
Factors
Desingning =~ . | Supporting
individual =~ promotmg | the decision
practices L. . making
participation
Child oriented ag::.:l:rl:;gnts
goal setting orentn i
future-
oriented
active
collaboration

Figure 1. Factors promoting the child’s participation in life situations.

Participants stated that encountering and listening to the child should be the starting
point for collaboration. According to the participants, an adult should observe and listen
to what is truly relevant to the child and thereby encourage the child to express her/his
views. According to the data, the adult should be genuinely present and sensitive to
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listening to the child’s message. The data described situations where the child had not been
listened to. Situations where, for example, therapists had spoken to the parent over the
child or, according to therapists and teachers, parents had decided on behalf of the child
where, for example, activities and learning support would be organized and in what way,
were observed.

“Adults should try to listen to children. Children’s views should be taken into account.
The child can tell, if only he gets a chance.” (Teacher 1)

The child should be supported to act independently and make his/her own decisions.
According to the participants, the child should be involved in decision-making at home,
at school and in therapy situations. Adults should, therefore, identify situations in which
they should stand back in order to enable the child to function independently and enable
space for the child’s expression of his/her own perspectives.

“I have always considered it really important to be honest with the child and to encourage
the child. You are an expert in your own affairs.” (Parent 1)

“The child has to be involved in all the meetings where her issues are discussed and have
an opportunity to say her own opinions, because she herself knows her own disability and
needs well and tells them what is involved in her disability.” (Parent 3)

The results highlighted the importance of making agreements between the child and
the adults. It is important to make joint agreements with the child so that the child learns a
goal-oriented and responsible approach for the future. The participants pointed out that
agreements can be made in everyday situations, at home, for example, for homework,
or in therapy when creating rehabilitation goals. In this way, the child learns to define
activities that are relevant to him or her, to set goals, and to commit to and evaluate his or
her own activities. This was also seen as an important tool in adult—child collaboration.
Additionally, adults can make an agreement to clarify everyone’s role in the collaboration.

Open and active collaboration is one of the most important factors in the requirements
of participation. Such collaboration looks at seamless communication, information sharing
and good interaction between different participants. Collaboration seeks common commit-
ment and open discussion together. The research material showed that the adults should
look at the child’s future together. The activities that are done today, with the child, will
have an impact on the child’s activities in the future as well.

“Not so that parents do their own path, therapists and teachers their own, but parents
together with others.” (Parent 5)

In their activities together with the child, adults need to consider what the child’s own
dreams and hopes for the future are like. All policies should support this goal in the long
run. How can a child be allowed to grow into a successful, independent adult? This should
be possible early on in childhood.

“Not just managing somehow in life, but to live the most diverse and rich, happy everyday
life as possible.” (Parent 3)

It is important to set goals through meaningful activities for the child. “For example,
music can be something for a child to gain enabling experience of succeeding.” (Therapist 1)
According to the participants, setting child-centered goals requires enabling the child to
act independently and to be consulted in the child’s own language. This helps them to get
motivated and stay motivated.

“In both the rehabilitation and school worlds, the child should be part of the goal setting.

Not just the object, but the child himself should be creating his own goals.” (Therapist 1)

Adults should also look at their behavior in relation to child orientation. In child-
centered alternative modes of action, the adult settles down to look at actions and behaviors
from the child’s world. According to the data, actions should always be done individually
utilizing the child’s potential and his or her strengths.
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“If weight training is boring in therapy for the child, then it should be considered what
would be an alternative training. For example, in downhill skiing we do exactly the same
thing but on skis. That child could find motivation for action. Of course, it demands a
bit from all of us adults, but you don’t always have to see it through those same lenses. 1
feel like child’s ideas can sometimes be pretty awesome, that I'd like to try something like
that.” (Therapist 1)

Friendships are one of the most important things for a child to support participation.
Therefore, adult practices should be child-centered (for example, through play) and en-
abling friendships. Peer support is also related to the child’s friendships. When comparing,
two worlds of experience are combined. For a child with disabilities, these relationships
are relevant. He gains experience working with a peer and understands that he is not the
only one with special features.

“Peers also give strength and alternatives to the child and adults should support friend-
ship building.” (Teacher 2)

The results of the study emphasized the need for open interaction, joint doing and
active learning together. There must be trust between the child and the adult, and col-
laboration must be based on it. It is important also to recognize what kind of action is
meaningful and possible for the child.

3.2. Factors Preventing the Child’s Participation in Life Situations in Adults” Collaboration

Factors preventing the child’s participation were physical barriers, prejudices, atti-
tudes and lack of shared information and common language and understanding of roles in
collaboration (Figure 2).

Prejudices

Lack of
common
language and Attitudes

understanding Fa CtOI’S
of roles A
preventing
participation

Lack of shared Physical
information barriers

Figure 2. Factors preventing the child’s participation in life situations.

It emerged from the results that adults” prejudices about the child’s interests and
opportunities for action can be a barrier to the child’s participation. Adults” actions are
regulated by their own values and attitudes and this appears in the behavior of adults and
therefore affects the child’s ability to participate. Attitudes can be negative out of fear of
things that are not so familiar to them. Attitudes affect an adult’s encounter with a child
and the ways in which he or she interacts with the child. Participants stated that prejudices
can be affected by fears that may arise from the support requirements and possible aids of
children with disabilities. Additionally, adults may not have sufficient information about
diagnoses, treatment, care or support needs.

“The one whose disability is visible is able to be directed at it and is placed in a different
position. There are certainly other children out there who need special attention and
special support and a different approach to getting and being able to receive the informa-
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tion that is passed on in class. That wheelchair does not stop a child from thinking and
learning and using his head.” (Parent 5)

Physical barriers in the environment such as old buildings with thresholds, narrow
passageways or toilets without easy access, limit the child’s opportunities for involvement
especially for a child who uses mobility aids. Additionally, the participants stated that it is
important to consider where the collaboration between family and professionals physically
takes place. Professionals’ environment such as hospitals or rehabilitation clinics may
influence how included the child and parent feel and their possibility to contribute to
the collaboration.

“Somewhere in the countryside there was a school in an old building where the toilet
could only be built upstairs, so a child in a wheelchair could visit the toilet once a day
only.” (Therapist 2)

“Environment has a huge affect on the child and parents. For example a clinical environ-
ment, like a hospital, may make it difficult to understand a home environment and its
needs. In the home, the atmosphere is freer for the child and parents to express thoughts
and ideas.” (Parent 3)

According to the results, counterproductive collaboration between parents, teachers
and therapists may be due to, for example, lack of information, lack of a common language
or a lack of understanding of another person’s role. Professionals’ perception or under-
standing of the individual daily life of the family, was a relevant factor. For example, if the
therapist did not understand the family’s daily routine or factors related to parents’ coping
or resources, collaboration was perceived as challenging. Professionals, on the other hand,
describe the attitude of parents to the child’s activities and collaboration with other adults
as a barrier to collaboration. For example, teachers and therapists describe the role of a
parent with a child as challenging in some situations.

“In some situations, parents try to be more as a friend to the child, rather than be a parent.
Giving too much freedom to the child, for example playing video games at anytime. That
can be a problem in school or therapy sessions when the child is forbidden to do that.”
(Teacher 1)

4. Discussion

The aim of this study was to describe factors that promote and prevent participation
in life situations for school-aged children with disabilities, constructed in collaboration
with parents, therapists and teachers. The results show that there are several promotive
factors in adults’ collaboration, whereas there are fewer preventing factors. In Figure 3, the
main results are reconstructed in relation to the theories used in the study in an interactive
relationship chart. Ecocultural theory and the ICF emphasize a child’s development and
participation in daily routines and versatile life situations where collaboration in reha-
bilitation should take place or should be linked [19,34]. The child’s rehabilitation is an
interactive process between a child and the environment [35] and in adults’ collaboration.
Factors promoting and preventing participation can be related to these components. Ac-
cording to the results, the child’s participation is promoted in everyday life situations, by
encouraging, listening, as well as supporting the child’s decision-making and goal setting.
The interaction needs to be open, active and based on jointly agreed matters. Individual
practices are planned, and the child is supported in making friends. The results show that
adults” collaboration focuses on supporting the child’s friendships rather than enabling
situations where the child could actively make friends herself/himself.

An important factor for promoting participation in collaboration is adults having a
joint understanding of the meaning of participation in rehabilitation (the upper row in
Figure 3). According to the results, an independent and self-determined, rich and unique
life as well as a positive identity, seem to be the main ingredients to enhance participation.
Collaboration that promotes participation, enables the child’s power and responsibility
towards his/her own affairs, strengthens the child’s self-esteem and self-efficacy and
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Construction of participation in collabaroation

Promote

Prevent

pays attention to the child’s dreams and wishes. This goes for both goal-setting and an
individual life (Figure 3).

The meaning of Independent & Positive identity Rich & unique life
participation self-determined life in the course of life
Construction in Power and responsibility ~ Self-esteem and self- Dreams and aspirations
collaboration as influencers efficacy as drivers of goals and
as strengths life
Everyday routines &
diverse life situations
Construction in Child Interaction Environment
collaboration related factors related factors related factors
Encouraging, Making agreements Designing individual
Listening, together, practices,
Supporting decision Open and active Supporting friendships
making, collaboration
Goal setting
- Lack of information, Barriers in physical
Lack of common environments,
language, Prejudices,
Lack of understanding of  Attitudes: fear of
roles, unfamiliar things,
Professionals” lack of insufficient information
understanding the about diagnoses,
family's daily life treatment and support
needs

Future orientation: participation from childhood to adulthood

Figure 3. Synthesis of the main results and theories.

In the discourse of adults’ collaboration, which promotes or prevents participation, the
child or his/her function appeared to be an object of the support instead of the child being
an active actor with whom opportunities for action are created. Surprisingly, only a few
barriers to the child’s functioning appeared in the results. This might be due to the fact that
support for the child and his/her functioning is, from the participant’s view, mainly seen as
a facilitator. However, barriers in relation to the interaction and the physical environment
were identified. Apart from the physical environment, identified barriers to participation
were lack of information, a common language, a joint understanding and fear of unfamiliar
things (Figure 3). Few factors, however, focused on the environment from a broader
perspective. Most of the results pointed to practices on how adults enhance participation
through interaction with the child, but not on targeting the needed modifications to the
physical, social and attitudinal environment in the participational context. Physical barriers
were mentioned, but these are usually visual and easy to observe. Additionally, professional
attitudes were something that parents brought up as a barrier. Additionally, in a study by
Maciver et al., (2019), the importance of the adults’ attitudes towards creating opportunities
for the child’s participation were underlined, as well as the need for an individualized
approach and flexibility in the routines and structures within the school environment [13].
From the child’s perspective, factors such as suitable assistive devices and adaptations to
activity demands, have been identified as relevant factors for meaningful participation in a
previous study by Vianska et al., (2020) [10]. Additionally, positive peer-relationships are
important for the children [10,12].

In this study’s results, children’s possibility to influence goal setting and to establish
meaningful goals was a central practice in enhancing participation in collaboration. Collab-
orative goal setting in Pritchard’s et al., study (2020) with the child actively engaging in the
process, enabled the identification of functional and motivational goals [36]. Costa et al.,
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(2017) presented that in setting rehabilitation goals, adults focused more on the children’s
competencies and abilities instead of enjoyable social participation that was prioritized by
the children themselves [37]. Sipari et al. [38] found that children value agreement and that
agreed things were taken care of. Enabling children to take responsibility for what has been
collaboratively agreed on, seem to be important factors in promoting participation towards
adulthood. Additionally, King et al., (2020) presented that young people, parents and ser-
vice providers valued different aspects of collaboration [39]. Hence, different perspectives
of children, parents and professionals, should be acknowledged and negotiated in order
to establish shared understanding of collaborative rehabilitation that enhances the child’s
participation in adulthood. Thus, to develop a shared understanding for collaboration,
these different perspectives should be identified and intertwined. Palisano et al., (2012)
presented an assessment tool for the collaborative process in order to reach the child’s
participation goal [40]. Vianska et al., (2021) also presented a tool that could be useful
to enhance the participation focused and collaborative approach in the child’s daily life
contexts, with the child as an active actor [41]. In the future, best tools and practices should
be co-created in close collaboration with children, parents and professionals.

4.1. Limitations

Researcher triangulation was both a limiting and contributing factor in the internal
validity of the study. One researcher conducted the interviews and data analysis, which
strengthened the logical implementation of these phases, but this may have been a limita-
tion to the entire research group’s interpretation of the results and conclusions. However,
this was anticipated by careful data management and documentation which enabled trans-
parency, moving back and forth between data, data analysis tables and the researchers’
discussion throughout the process. Thus, the internal validity was checked in the research
group and credibility of the study was ensured with exact reporting.

The group of participants was small. The small sample size limits the generalization
of the results in this study. However, the study population was well represented for the
purpose of the study. As a method, the focus group interview was relevant as a data
collection method. Yet, larger representation of professionals or other stakeholders might
have resulted in more multifaceted perspectives of the phenomenon. The collection of
data was carefully planned. Focus group interviews with parents, therapists, and teachers
in their own groups as well as in mixed groups increased the possibility for broader
discussions. Even though the data was saturated, because no new categories emerged
in the latest data analysis, a larger and more versatile selection of participants might
have revealed more promoting or preventing factors. Focus group discussions promoted
both the richness of the data and reality of the practice because the information was built
collaboratively. This turned out to be a good solution when the point of interest was
practical and results were intended to be used for developing collaboration among parents,
therapists and teachers. However, it is notable that the results of the study are described
from the perspective of adults. Taking children’s perspectives into account in the study
would have added value to the results.

4.2. Future Directions

The results raise the question of whether promotion of participation pays attention to
the child’s functional capacity and environmental factors according to the components of
the ICF classification, or whether attention and research should be paid to the interaction
between the components.

According to the results, collaboration lays the foundation and a path for a child
with disabilities working towards participation in adulthood. Even when the focus of
doing and collaboration is in the present moment, the future should be kept in mind
in such a way that the child is allowed to dream of a unique, rich and good future. In
the child’s rehabilitation, there is a great deal of emphasis on goal setting. In addition
to setting goals, the results of this study suggest that children’s rehabilitation should
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envision also the child’s independent, rich and good future with children and adults
collaborating together. Further research could focus on methods for foreseeing the future,
such as reminiscing about the future with children. A tool guiding the co-creation and
evaluation of collaborative practices could be useful to further develop the collaborative
practices between child, family and professionals in the changing life circumstances and
environments of the child.

5. Conclusions

This study’s findings describe factors promoting and preventing the child’s partici-
pation in life situations constructed in collaboration with parents, therapists and teachers.
According to the findings, child-related factors in collaboration are well identified, but
there is a lack of focus on the needed changes in the child’s daily environment in order to
enhance the child’s participation. The study results emphasize the need to create a joint
understanding of the meaning of participation in rehabilitation and to enable the child’s
active role in collaboration related to the child’s daily life environments. The information
gained through this study enables adults to view and analyze their own and the activi-
ties of their community in planning, implementation and evaluation, thereby enabling
participation in the child’s everyday life.
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