
 

 

 

Parents’ role in enabling the participation of their child
with a physical disability : Actions, challenges and
needs
Citation for published version (APA):

Piskur, B. (2015). Parents’ role in enabling the participation of their child with a physical disability :
Actions, challenges and needs. Maastricht: Datawyse / Universitaire Pers Maastricht.

Document status and date:
Published: 01/01/2015

Document Version:
Publisher's PDF, also known as Version of record

Please check the document version of this publication:

• A submitted manuscript is the version of the article upon submission and before peer-review. There can
be important differences between the submitted version and the official published version of record.
People interested in the research are advised to contact the author for the final version of the publication,
or visit the DOI to the publisher's website.
• The final author version and the galley proof are versions of the publication after peer review.
• The final published version features the final layout of the paper including the volume, issue and page
numbers.
Link to publication

General rights
Copyright and moral rights for the publications made accessible in the public portal are retained by the authors and/or other copyright
owners and it is a condition of accessing publications that users recognise and abide by the legal requirements associated with these
rights.

• Users may download and print one copy of any publication from the public portal for the purpose of private study or research.
• You may not further distribute the material or use it for any profit-making activity or commercial gain
• You may freely distribute the URL identifying the publication in the public portal.

If the publication is distributed under the terms of Article 25fa of the Dutch Copyright Act, indicated by the “Taverne” license above,
please follow below link for the End User Agreement:

www.umlib.nl/taverne-license

Take down policy
If you believe that this document breaches copyright please contact us at:

repository@maastrichtuniversity.nl

providing details and we will investigate your claim.

Download date: 25 May. 2019

https://cris.maastrichtuniversity.nl/portal/en/publications/parents-role-in-enabling-the-participation-of-their-child-with-a-physical-disability--actions-challenges-and-needs(ef90ffed-32c8-418f-8d5d-91fcc40a683a).html


Barbara Piškur

PARENTS’ ROLE IN ENABLING THE 
PARTICIPATION OF THEIR CHILD 
WITH A PHYSICAL DISABILITY
Actions, challenges and needs



 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
ISBN: 978 94 6159 437 2 
Production: Datawyse | Universitaire Pers Maastricht 
Illustration: Jaime Langeweg, student Communication & Media Design, Zuyd Hogeschool  



 
 
 
 

Parents’ role in enabling the participation  
of their child with a physical disability 

 
Actions, challenges and needs 

 
 
 

Dissertation 
 

to obtain the degree of Doctor 
at Maastricht University, 

on the authority of the Rector Magnificus, Prof.dr. L.L.G Soete 
in accordance with the decision of the Board of Deans, 

to be defended in public 
on Wednesday, 17 June 2015, at 16.00 hours 

 
by 

 
Barbara Piškur 

 
  

UNIVERSITAIRE
PERS MAASTRICHT

U P

M



  

Promotoren 
Prof.dr. Anna JHM Beurskens 
Prof.dr. Rob JEM Smeets 
Prof.dr. Marian J Jongmans (Utrecht University) 
 
Co-promotor 
Dr. Marjolijn Ketelaar (University Medical Center Utrecht  

and De Hoogstraat Rehabilitation) 
 
Manuscript commission 
Prof.dr. Klasien Horstman (chair) 
Prof.dr. Jan-Willem Gorter (McMaster University, Canada) 
Prof.dr. Maria WJ Jansen 
Dr. Niina Kolehmainen (Newcastle University, UK) 
Prof.dr. Luc JI Zimmermann 
  



Contents 
 

CHAPTER 1 General introduction 7 

PART I LITERATURE INQUIRY 21 

CHAPTER 2 Parents’ actions, challenges, and needs while enabling participation of 
children with a physical disability: A scoping review 23 

CHAPTER 3 Participation and social participation Are they distinct concepts? 47 

PART II MIXED METHODS INQUIRY 63 

CHAPTER 4 What do parents need to enhance participation of their school-aged 
child with a physical disability? A cross-sectional study in the 
Netherlands 65 

CHAPTER 5 Daily actions, challenges, and needs among Dutch parents while 
supporting the participation of their child with a physical disability at 
home, at school, and in the community: A qualitative diary study 81 

CHAPTER 6 The lived experience of parents enabling participation of their child 
with a physical disability at home, at school and in the community:  
An Interpretative Phenomenological Analysis 101 

CHAPTER 7 Summary and general discussion 125 

CHAPTER 8 Valorisation 151 

Nederlandse samenvatting (Summary in Dutch) 159 

Appendix 1  169 

Acknowledgements 177 

Curriculum Vitae 185 



 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
“Inclusion is communion. No one becomes included by receiving hand-outs, even if these 
hand-outs are given by public bodies and with public resources. No one becomes includ-
ed by being treated by a program in which he or she is no more than a number or a 
statistic. Inclusion is … to participate in a process of changing one’s own life and collec-
tive life”. 
Cezar Busatto [1] 
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CHAPTER 1  
 
General introduction 
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Taking care of a child is one of the complex tasks every parent hopes to succeed in [2]. 
Parents are the constant factor in a child´s life [3] and for most parents caring for a child 
is an experience full of triumphs and joy as well as challenges and stress [4]. Parent 
involvement is a crucial force in children’s development, learning, and success at school 
and in life [5]. As child development is primarily seen as a social process, the child’s 
family is the central social context where this development occurs. In particular parents 
or primary care givers, have a major influence on child development by for example 
making decisions on choosing their child’s friends or peer groups [6]. Also parents of 
children with a physical disability play an important role in the development of their 
child. 
 
United Nation agencies roughly calculate that 10% of the world's population, currently 
650,000,000, is born with or acquires a disability within lifetime [7, 8]. Of this 650 mil-
lion, UNICEF has estimated that around one quarter or 150 million are children. In 2012, 
Tierolf et al. [9] showed that in the Netherlands there are between 109.000 and 
129.000 children with a disability (not including children with psychiatric problems), 
accounting for about 3,5% of all children between 0 and 17 years. Within this group, 
70% has a physical disability [9]. According to the Netherlands Organization for Applied 
Scientific Research (TNO), 5% of Dutch children between 4 and 15 years has a severe 
physical disability [10]. Based on these data, it can be estimated that in the Netherlands 
around 150.000 parents of children with a physical disability daily take care for their 
child at home, at school and in the community. 
 
The following paragraphs highlight concepts that relate to parents’ role while taking 
care of their child with a physical disability. 

Participation 

Participation is seen as an important outcome in the field of childhood disability [11] 
and mentioned as a core principle in several European policy reports (e.g., the European 
Health Policy: Health 2020 [12], the Europe Disability Action Plan 2006 – 2015 [13], and 
the Europe 2020 Strategy [14]. Participation is every child’s right [15], vital to the child’s 
health [16], and associated with the child's well-being [17, 18], quality of life, and devel-
opment [19]. Since its publication in 2001, the definition of participation “a person’s 
involvement in life situations”, as described in the International Classification of Func-
tioning, Disability and Health (ICF) [20], is the most frequently used in rehabilitation and 
research. For children, participation domains of involvement in everyday activities, as 
described in the ICF - Children and Youth (IFC-CY) [21], include ‘learning and applying 
knowledge’, ‘general tasks and demands’, ‘communication’, ‘mobility’, ‘self-care’, ‘do-
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mestic life’, ‘interpersonal interactions and relationships’, ‘major life areas’, ‘communi-
ty’, ‘social and civic life’. Regardless of its common use, the ICF definition of participa-
tion has been critically evaluated for its limitations, concerning issues as the meaning of 
involvement and the subjective experience of participation [22-25]. 
 
In particular, for children, being involved in life situations with other people is of great 
importance; children engage in formal activities organized by schools, sports clubs or 
hobby associations and informal activities initiated by peers, friends, or other social 
contacts [11, 26]. Several authors use the term social participation, emphasizing the 
importance of engagement in social situations [27-30]. Social participation refers to the 
relationships with family members, peers, community members, local institutions, and 
at the broadest level, with society [31-33]. A growing interest in social participation can 
be witnessed as the concept is used in several recent policy reports (e.g., the revised 
European Social Charter [34]). 
 
Despite the interest in the concepts of participation and social participation, it remains 
unclear how those concepts relate to each other. As both concepts are regarded as vital 
for child development, these concepts should be distinctly defined and clearly should be 
described how they are intertwined for the purpose of practice and research. 

Children with a physical disability 

Children with a physical disability participate less frequently in almost all activities com-
pared to children without physical disabilities [35, 36], and experience more difficulties 
in participating across a wide range of domains essential to daily life [37]. The degree of 
participation of children with a physical disability is associated with several variables, 
such as gross motor functioning and communication skills [38]. As a result, these chil-
dren have difficulty building relationships, and often feel socially isolated [39-41]. 
Through interaction with members of social networks, children gain knowledge, learn 
skills, express creativity, determine meaning of life, and form friendships [32, 42]. In 
addition, participation of children in social networks prepares them to become compe-
tent within the particular cultural or ecological context in which they live [43]. Conse-
quently, they are better equipped for adult life including work, marriage, and recreation 
[33]. 
 
In the last twenty years, the view on disability in our society has changed [44, 45] due to 
the prohibition of any discrimination on the ground of disability (Article 21- The Charter 
of Fundamental Rights) [46, 47] and the shift from a medical to a social model of disabil-



11 

ity [7]. Taking that perspective, any situation in which children with a disability partici-
pate less than their peers without a disability is not satisfactory [8]. 

Family-centred service 

In the Netherlands, as well as in Europe, children with a physical disability that is neuro-
logical and non-progressive in nature (e.g., Cerebral palsy, Spina bifida) and their par-
ents represent the major group in paediatric rehabilitation [48]. A shift in the paradigm 
of paediatric rehabilitation is the recognition that families have the expertise to care for 
their own children [49, 50]. Family-centred service (FCS), also named Family-centred 
care or Family centred practice [50-53] is described as a set of values, attitudes, and 
approaches to services for children with special needs and their families. It recognizes 
that each family is unique, a constant in the child’s life, and that parents are the experts 
in the child’s abilities and needs [50, 54]. In FCS, a family works in partnership with ser-
vice providers to make informed decisions about the services and supports the child 
and family are able to receive [54, 55]. There is recognition that collaboration with and 
support for parents have a positive influence on the contribution of parents to their 
child’s participation [56]. Recently, as children are seen as equal partners in the process 
of paediatric rehabilitation, the approach has been adapted into Child & Family-Centred 
Service - CFCS [57]. 
 
Also, in the Netherlands, Family-Centered Care has become widely accepted as part of 
the philosophy in paediatric rehabilitation [58-61]. However, it still appears that current 
paediatric practice does not fall in line with the core principles of FCS [6, 62], and that 
parents do not always receive the support or collaboration that is meaningful to them 
[63, 64]. 
 
Situations like this are regarded as not acceptable, as parents have long been positioned 
as playing a central role in rehabilitation process [65]. 

Parents’ role in facilitating participation of children with a physical disability 

Scorgie et al. [66] illustrated that most parents of a child with a physical disability are 
able to find a way to support their child in daily life. However, caring for a child with a 
disability can be demanding [67, 68]. Discussions among Dutch parents of a child with a 
physical disability on social media illustrate that parents experience that caring for a 
child goes with a lot of organization and effort, as quoted in the following Tweet: 
 
 



12 

 
Translation: “Who has any idea of the amount of organization and effort required in 
caring for people with a disability? That in itself is a day’s work”. 

A large amount of studies with parents of children with a disability has been conducted 
[68-73]. However, most studies looked at the impact of having a child with a disability 
on parents’ life (e.g., parental mental health or parent personal stress). A few studies 
[74, 75] investigated the relationship between child physical functioning and family 
needs; others [11, 76] looked mainly at the relationship between parents’ factors such 
as socio-economic status and parents’ activity orientation and child’s participation. 
According to Lalvani & Polvere [77], there is a dominating medical perspective in re-
search concerning children with a physical disability. This perspective tends to look for 
negative outcomes or patterns of dysfunction; the perspectives of families of children 
with disabilities are usually not represented in this research [77, 78]. Parents, in particu-
lar, positively influence participation of their child with a disability. In the last 15 years, 
some studies described actions and strategies of parents of a child with a physical disa-
bility to support their child in daily life; for example by encouraging other people to 
accept their child with a disability [79] or by facilitating contacts outside of the family 
[80]. Studies also showed that these parents experience challenges or problems; insuffi-
cient school support, lack of acceptance and financial burden are among the examples 
[81, 82]. Research [83] suggests that the difficulties parents encounter in daily life seri-
ously affect the efforts they undertake to support their child to participate. 
 
Despite these studies, we still do not know enough what parents of children with a 
physical disability do in their daily life to support their child’s participation, what they 
might come across and what needs they might have while supporting child’s activities at 
home, at school or in the community. Understanding parents’ actions, challenges and 
needs is fundamental to take further steps in designing better strategies to improve 
participation of children with a physical disability. To reach understanding, the most 



13 

relevant is to capture the perspectives of these parents themselves; parents’ views and 
voice in the development of services and their evaluation of ‘what works’ need to be 
central [84]. 
 In conclusion, participation is seen as a key principle in paediatric rehabilitation, 
research and policy. Children with a physical disability are participating less in almost all 
activities of daily life compared to their peers without a disability. A situation as por-
trayed above is not acceptable since participation is a fundamental right for all children. 
Parents of children with a physical disability do support their child’s participation and 
are, within paediatric rehabilitation, regarded as experts on their child’s abilities and 
needs. Nevertheless, there is very little understanding of what parents actually do, what 
they come across and what their needs are in relation to their child’s participation. In-
depth knowledge about parents’ role regarding participation of their child with a physi-
cal disability would enable professionals to achieve meaningful collaboration with par-
ents. 

Aims 

The overall aim of this thesis is to generate new knowledge and insights into parents’ 
actions, challenges, and needs while enhancing the participation of their child with a 
physical disability. In addition, this research project took the motto “Nothing About Us 
Without Us” as a guiding principle. Hence, the research team involved service users in 
several ways; as a co-researcher, worked in cooperation with the Dutch association of 
people with a physical disability (i.e. the BOSK) and consulted a parent panel. 
 
The specific objectives of this thesis were: 
– To explore the scientific literature and define gaps about the scope of parents’ 

actions, challenges, and needs while enabling participation of their child with a 
physical disability (scoping review study). 

– To critically discuss the current scientific literature on the concepts of participation 
and social participation (discussion paper). 

– To provide an extensive description of parents’ needs and explore which factors are 
associated with these needs (cross-sectional study). 

– To describe parents’ actions, challenges and needs while enabling their child’s par-
ticipation at home, at school and in the community (diary study). 

– To perform an in-depth exploration by interviews and gain understanding of par-
ents’ thoughts, feelings and concerns as experienced while reflecting on their ac-
tions, challenges, and needs in enabling their child’s participation at home, at 
school and in the community (phenomenological study). 



14 

Outline of the study 

The outline of the thesis (chapter 2-6) is presented in the following figure (Figure 1). 
 

 
Figure 1: Outline of the study  

Part I called literature inquiry focuses on understanding of the earlier work through 
providing an overview and exploration of the literature on the key concepts of the the-
sis. Chapter 2 presents a scope in the literature on parent’s actions, challenges and 
needs while enabling their child’s participation and provides a thematic framework 
while in Chapter 3 the differences and similarities of the concepts of participation and 
social participation as described in the literature are discussed and a possible direction 
for the improvement of the definition of participation is provided. 
 
Part II – mixed methods inquiry, using sequential data collection approach, provides a 
detailed picture using different research methods to better understand these complex 
research phenomena [85-87]. Three empirical studies were conducted with the Dutch 
parents of a child with a physical disability that is neurological and non-progressive in 
nature (e.g. Cerebral palsy, Spina bifida). The child had to be between 4 and 12 years 
old, still living at home and participating in regular or special education. Chapter 4 gives 
an overview of the number, domains and priority of needs as expressed by parents in 
supporting the participation of their school-aged child with a physical disability. Addi-
tionally, the possible associations between the factors (perceived parental general 
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health, family socio-economic status, child’s gross motor function level) and the number 
of needs are identified. Chapter 5 provides a description of parents’ own daily actions, 
challenges, and needs while supporting their child with a physical disability at home, at 
school, and in the community as illustrated in diaries. In addition, on the basis of the 
literature and data of this qualitative research a refined preliminary thematic frame-
work is presented. In Chapter 6, an in-depth exploration and understanding of parents’ 
thoughts, feelings and concerns as they reflect on their actions, challenges, and needs 
while enabling their child’s participation at home, at school and in the community is 
given. 
 
The thesis concludes in Chapter 7 with a summary and general discussion of the main 
findings with a focus on implications for service providers (elaborated in the Valorisa-
tion - Chapter 8), as well as theoretical and methodological considerations of the stud-
ies. 
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Abstract 

 Background: Paediatric rehabilitation considers Family-centred service (FCS) as a 
way to increase participation of children with a physical disability in daily life. An im-
portant principal is that parents greatly contribute to their child’s participation at 
school, at home, and in the community. However, it is unclear what kind of information 
is available from literature about what parents actually do to support their child’s partic-
ipation and what problems and needs they experience? Hence, the aim of this study 
was to provide an overview of the actions, challenges, and needs of parents in enabling 
participation of their child with a physical disability that is neurological and non-
progressive in nature. 
 Methods: Scoping review with extensive literature search (September 2011) and a 
thematic analysis to synthesize findings. 
 Results: Fourteen relevant articles revealed two major themes: ‘parents enable and 
support performance of meaningful activities’ and ‘parents enable, change and use the 
environment’. Each theme holds a number of actions (e.g. choosing the right type of 
meaningful activities for facilitating social contacts) and challenges (e.g. negative atti-
tudes of other people). Less information is available about the needs of parents. 
 Conclusions: This study indicates that parents apply a broad range of strategies to 
support participation of their children. They experience many challenges, especially as a 
result of constraints in the social and physical environments. However, this review also 
shows that little is known about needs of parents in facilitating participation. As Family-
centered service (FCS) philosophy is all about the needs of the child and the family, it is 
essential to further investigate the needs of the parents and to understand if and to 
what extent they wish to be supported in enabling their child’s participation in daily life. 
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BACKGROUND 

The concept of participation is important in the field of childhood disability [1]. Partici-
pation has been defined by the International Classification of Functioning, Disability and 
Health (ICF) as “a person’s involvement in life situations” [2]. For children, involvement 
includes participation in everyday activities, such as recreational, leisure, school, and 
household activities [3]. Participation is an important outcome for the health of adults 
and children [4-7]. Furthermore, children’s participation at home, at school, and in the 
community relates to well-being, quality of life, and development [5,8-10]. Several au-
thors use the term social participation for participation, emphasizing the importance of 
engagement in social situations [11-13]. Through participation in different social con-
texts, children gather knowledge and skills needed to interact, play, work, and live with 
other people [14,15]. 
 Several publications [16-18] consider participation to be a fundamental right for 
children; the more meaningful a child’s participation is, the more he or she develops a 
sense of identity and becomes confident and competent to deal with peers, adults, and 
the extended society. For these reasons, the enhancement of participation is a key topic 
of the revised European Social Charter [19]. The ICF operationalizes participation as 
what an individual does in his or her current environment and the individual’s ability to 
execute a task or an action in real life situations [2]. Others [20,21] stressed that in addi-
tion to performance, engagement in activities is part of participation. For example, 
several studies [22,23] show people might consider themselves to be engaged and par-
ticipate in activities without actually performing them. 
 The degree of participation of children with a physical disability is associated with 
several variables, such as gross motor function, communicative skills, and environments 
[24]. Children with a physical disability experience participation restrictions. They partic-
ipate less frequently in almost all activities compared to children without physical disa-
bilities [25,26]. As a result, they have decreased opportunities building relationships and 
often feel socially isolated [27-29]. It is commonly known that accessible or accommo-
dating facilities enable participation of children with physical disabilities [30]. 
 The support of the social environment is equally important: parents, peers, teach-
ers, community-members, and friends. Parents, in particular, greatly influence partici-
pation at school, at home and in the community [31]. They undertake many actions to 
improve their children’s participation in daily life [31,32]. Understanding the actions of 
parents and also their challenges and needs will contribute to how society can support 
these parents and thereby enable the participation of children with physical disabilities. 
Paediatric rehabilitation, aiming for optimal participation [33,34], could benefit from 
this understanding to improve Family-centered services (FCS). In FCS, the family is seen 
as an expert on the child’s abilities and needs, and professionals work in partnership 
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with the family [34,35]. Paediatric rehabilitation considers FCS as a way to increase 
participation of children with a physical disability in daily life. 
 However, it is unclear what kind of information is available in literature about what 
parents live through, do, and what kind of problems and needs they have in supporting 
their child’s participation? For these reasons, a scoping review was conducted in order 
to systematically map the research done in this area, as well as to identify any existing 
gaps in knowledge. Scoping review can be undertaken as a stand-alone project, espe-
cially where an area is complex or has not yet been comprehensively reviewed [36]. The 
following research question was formulated: What is known from the literature about 
parents’ actions, challenges, and needs while enabling participation of their children 
with a physical disability? It was decided to focus on parents of children belonging to 
the major group of paediatric rehabilitation clients in the Netherlands, as well as, in 
Europe [37]; children with physical disabilities that are neurological and non-progressive 
in nature (e.g. cerebral palsy, spina bifida). 

METHODS 

Scoping reviews 

For this review, the methodological framework of Arksey & O’Malley [38] was applied. 
This framework consisted of the following main phases: design and search for relevant 
studies, selection of studies, charting the data, and the collation, summarization, and 
reporting of the results. Similar steps used for mixed-method systematic reviews were 
followed [39]; typically in scoping reviews, the appraisal and inclusion of evidence is not 
limited by the methodological quality of that evidence [38,40]. 

Search terms and search strategies 

This review focused on the actions, challenges, and needs of parents having a child 
between 0-18 years of age with a physical disability resulting from a neurological cause 
(e.g. cerebral palsy, spina bifida). An initial orientation search was conducted to extract 
the key search terms. The search strategies used the following formula: parents AND 
children AND diagnose OR physical disability AND need OR wish OR problem OR action 
OR strategy AND social participation. Search terms for “parents” included MeSH terms 
like “parents”, “caregivers”, or “single parent” in combination with free-text terms such 
as “parenting” or “grown-up”. Search terms for “children” included the MeSH term 
“child” combined with free-text terms such as “children” or “scholar”. Search terms for 
“physical disability” included MeSH terms such as “disabled children” combined with 
free-text terms such as “physical impairment” or “physical dysfunction”. Diagnostic 
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labels were also added to the search process. MeSH terms like “cerebral palsy” or “spi-
nal dysraphism” were combined with free-text terms such as “infantile cerebral paraly-
sis” or “spina bifida”. Expressions that focus on parents’ actions, challenges, and needs 
were searched with free-text terms like “action”, “challenge”, “demand”, “wish”, “de-
sire”, “need”, or “problem”. MeSH terms like “social participation” and “social environ-
ment” were combined with free-text terms like “participation”, “social competence”, or 
“formal participation”. 
 During September 2011, the databases for PubMed, Psychology and Behavioral 
Sciences Collection, and PsycINFO were searched with no restrictions to the publication 
date. In addition, a manual search of articles in four journals (American Journal of Occu-
pational Therapy, British Journal of Occupational Therapy, Canadian Journal of Occupa-
tional Therapy, Scandinavian Journal of Occupational Therapy) together with an Inter-
net browser search (scholar.google.com) using the key search terms (“parents”, “chil-
dren”, “cerebral palsy [and other diagnoses]”, “physical disability”, “need”, “wish”, 
“problem”, “action”, “strategy”, “social participation”, “participation”) was conducted 
to locate and extract any additional publications or grey literature. 

Study selection criteria 

A four-stage process was used to identify selection criteria for study reviews. First, be-
cause parents’ actions, challenges, and needs were the subject of this scoping review, 
parents were the primary target population of in the study in order to meet the selec-
tion criteria. Further, any studies showing parents’ opinions or experiences, or both, 
towards the participation of their child with a physical disability were of particular inter-
est in the review process. Second, to limit the scope of the review, studies also had to 
include only parents of children between 0 and 18 years of age having a physical disabil-
ity that was deemed non-progressive and of neurological origin (e.g. cerebral palsy, 
spina bifida). If a study also included parents of children with other kinds of disabilities, 
that group had to be the minority of the study population. Third, studies were required 
to focus on those particular actions, challenges, or needs of parents that enabled partic-
ipation of their children in daily activities at home, at school and the community. Partic-
ipation could refer to the actual performance of activities or the engagement in activi-
ties. A “need” is described as a motivating force that compels action for its satisfaction 
[41] or a lack of something wanted [42]. An “action” was considered as the process of 
doing something, especially when dealing with a problem or difficulty [43]. A “chal-
lenge” is often threatening, provocative, stimulating, or inciting [44] and can be per-
ceived as a problem that is defined as a gap between the existing state and a desired 
state [41]. Fourth, no restrictions were imposed regarding the type of design or year of 
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publication for studies reviewed. The original language of each study, however, was 
limited to English, German, and Dutch. 

Study selection 

Three reviewers (BP, MN, CAF) independently evaluated and scored each study using 
the inclusion criteria described above. They recorded their evaluation by labelling each 
as either relevant (R), irrelevant (I), doubtful (D), or double (DO). Next, study abstracts 
were divided into three equal groups and assessed independently by the three review-
ers. This step was followed by a cross-check by BP of 40 abstracts to check for con-
sistency. Next, full-text articles were reviewed by BP and cross-checked by MN and ACF. 
In case of disagreement, a fourth person (AJHMB) stepped in to reach a consensus. 

Charting the data 

In scoping reviews, the process employed in the selection and charting of data generally 
includes studies that use mixed methodologies. This requires a subsequent synthesis, 
grounded within interpretative, narrative, and descriptive analytical methods [40,45-
47]. A data-charting form was developed to determine which variables to extract. This 
form provided for descriptive entries (e.g., study design) and for specific narrative in-
formation (e.g., actions, challenges, needs in relation to supporting participation). The 
three reviewers independently charted the data and discussed the results. 

Collating, summarizing, and reporting the results 

Data collation and summarization was done in two steps, as recommended methodolo- 
gical procedures found in the literature [38,40]. A descriptive summary of each study 
was made, consisting of the following elements: author, year, country, aim of the study, 
study design and population, and principal findings (see Table 1). Narrative synthesis 
was used to summarize evidence from 3 streams (quantitative descriptive, mixed meth-
ods, and qualitative studies) involving a qualitative, thematic analysis [46-49]. Codes and 
labels were formatted in the findings section of each article. Labels were ordered and 
discussed by the three reviewers. This resulted in themes that define the scope of the 
study, including the reviewers’ interpretation of the data. 
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Table 1: Descriptive summary of the relevant studies 

 Author, Year, 
and Country 

Aim of the Study Study Design Description of Study 
Population 

Focus on Social 
Participation, 
Participation, or 
Activity 

50* Heah T, Case T, 
McGuire B, 
Law M 
2007 
Canada 

Parent/child experiences 
regarding 
- what successful 
participation means to 
children and families 
- what support and what 
hinders participation 

Qualitative research 
Phenomenological 
approach 
Semi-structured 
interviews 

8 parents (1 father, 7 
mothers) and 8 children     
(5 - 16 years; 5 boys, 3 girls) 
with physical disability 
(neurological and / or 
musculoskeletal disabilities) 

Participation in 
everyday 
occupations 

51 Antle BJ, Mills 
W, Steele C, 
Kalnins I, 
Rossen B 
2007 
Canada 
 

Gain insight into parental 
health promotion efforts 
within the family context 
where there is an 
adolescent with a physical 
disability 

Qualitative research 
Long interview 
Method 

15 parents (11 two-parent 
and 4 single parent families) 
and 15 children (11-16 
years; 13 boys, 2 girls) with 
a diagnosis of physical 
disability (Cerebral palsy: 7, 
Spina Bifida: 3, Muscular 
dystrophy 3, other 
conditions:2) 

Play, leisure, 
and educational 
activities 

52 Missiuna C, 
Moll S, King S, 
King G, Law M 
 2007 
Canada 
 

To explore parent 
perspectives regarding the 
early experiences of their 
children with 
Developmental 
Coordination Disorder  

Qualitative research 
Phenomenological 
approach 
In-depth interviews  

13 parents of children with 
Developmental 
Coordination Disorder (6-14 
years; 10 boys, 3 girls) 

Play, leisure, 
and educational 
activities 

53 Missiuna C, 
Moll S, Law M, 
King S, King G 
 2006 
Canada 
 

Explore the early 
experiences and 
participation patterns of 
children with 
Developmental 
Coordination Disorder, as 
perceived and reported by 
the parents.  

Qualitative research 
Phenomenological 
approach 
Semi-structured 
interviews  

13 parents (2 fathers, 13 
mothers; 13 two-parent 
families) and 13 children  
(6- 14years; 10 boys, 3 girls) 
with diagnosis of 
Developmental 
Coordination Disorder  

Play, leisure, 
and educational 
activities 

54 Bedell GM, 
Cohn ES, 
Dumas HM 
2005 
USA 

Describe parents’ 
perspectives about the 
strategies they use to 
promote social 
participation of their 
school-age child with Acute 
Brain Injury 

Qualitative research 
Semi-structured 
interviews (content 
and constant-
comparison analysis) 

16 Parents (3 fathers and  
16 mothers; 15 two-parent 
and 1 single parent families) 
and children (5-15 years; 6 
boys, 10 girls) with Acute 
Brain Injury 

Social 
participation  

55 Huang Y P, 
Kellett U, St. 
John W 
2011 
Taiwan 

Describe a range of 
challenging care-giving 
experiences of Taiwanese 
mothers providing for their 
children with cerebral palsy 

Qualitative research 
Hermeneutic 
Phenomenological  

15 Mothers of children with 
Cerebral palsy (8months-  
14 years) 

Activities of 
daily living and 
educational 
activities 
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 Author, Year, 
and Country 

Aim of the Study Study Design Description of Study 
Population 

Focus on Social 
Participation, 
Participation, or 
Activity 

(Cerebral palsy). 

56 Bennett K,   
Hay D 
2007 
Australia 

Test the hypothesized 
model to determine 
individual, family, and 
teacher characteristics 
associated with social skills 
development in children 
with physical disabilities 

Quantitative research 
Descriptive study  

212 parents and children  
(5-12 years) with a physical 
disability; 170 teachers in 
mainstream schools 

Educational 
activities 

57 Hewitt-Taylor J 
2008 
UK 
 

Reports the parents views 
of their children’s 
experiences in relation to 
these activities  

Qualitative research 
Semi-structured 
interviews 

14 parents and 14 children 
(18 months- 18 years)  

Play and 
educational 
activities 
 

58 Buran CF, 
Sawin K, 
Grayson P, 
Criss S 
2009 
USA 

Survey the parents of 
children with Cerebral palsy 
and report their needs for 
information, services, and 
access to treatment 

Quantitative 
research- 
Descriptive study 

475 families receiving 
services at a 
multidisciplinary Cerebral 
palsy Clinic; children (mean 
age 8 years 11 months; 266 
girls, 209 boys) 

Recreational 
activities 
 

59 Meehan DR 
2005 
USA 

Describe the experience of 
mothering a 3-6 year old 
child with hemiparesis 

Qualitative research 
Phenomenological 
approach 
Interviews  

5 Mothers (5 two-parent 
families) and children (3-6 
years; 4 boys, 1 girl)with a 
diagnosis of hemiparesis  

Leisure activities 

60 Lawlor K, 
Mihaylov B, 
Welsh S, Jarvis 
S, Colver A 
2006 
UK 

Identify features of 
environments that facilitate 
or restrict participation 

Qualitative research 
In-depth interviews 

12 Parents (3 fathers, 5 
mother, 1 grandmother) 
and children (5-17 years; 6 
boys and 6 girls) with 
Cerebral palsy 

Participation as 
defined by the 
International 
Classification of 
Function  

61 Vogts N, 
Mackey A, 
Ameratunga S, 
Stott NS 
2010 
New Zealand 

To pilot the use to the Craig 
Hospital Inventory of 
Environmental Factors 
(CHIEF) questionnaire to 
ascertain information 
regarding barriers to 
participation  

Mix-methods: 
Quantitative data 
with Qualitative 
feedback 

32 Parents and children    
(6-16 years, 15 boys and 7 
girls) with Cerebral palsy 

Participation as 
defined by the 
International 
Classification of 
Function 

62 Hewitt-Taylor J 
2009 
UK 

Gain understanding of 
parent’s views regarding 
the social inclusion of their 
children who have complex 
and continuing health 
needs 

Qualitative research 
Semi-structured 
interviews 

14 parents(2 fathers, 12 
mothers; 12 two- parent 
families, 2 single parent 
families) and 14 children  
(18 months- 18 years) with 
complex health needs 
(learning problems as well 

Leisure activities  
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 Author, Year, 
and Country 

Aim of the Study Study Design Description of Study 
Population 

Focus on Social 
Participation, 
Participation, or 
Activity 

as health problems) 

63 Palisano RJ, 
Almarsi N, 
Chiarello LA, 
Orlin MN, 
Bagley A, 
Maggs J 
2009 
USA 

Identify (1) differences in 
the number and types of 
family needs based on the 
child’s age and gross motor 
function level; (2) the most 
frequent expressed family 
needs; and (3) needs that 
differ based on gross motor 
function level  

Quantitative research 
Cross-sectional 
analytical design  

 501 parents (389 mothers, 
59 fathers, 25 
grandmothers, 28 others) 
and children (2-21 
years)with Cerebral palsy 

Physical 
activities 

 
The numbers in Table 1 correspond with the numbers in the reference list and the numbers in Figure 2 

RESULTS 

In total, 2,768 articles were identified as potentially relevant from the search in the 
following databases: PubMed, Psychology and Behavioral Sciences Collection, and 
PsycINFO. After screening the titles, 892 articles appeared to be relevant. Screening of 
abstracts resulted in 240 potentially relevant articles. In addition to these, the grey 
literature and manual search yielded an additional 133 articles. All 373 articles were 
then evaluated on a full-text level, resulting in a final total of 14 articles relevant for 
charting (See Figure 1). 

Descriptive summary of the studies 

The majority of the 14 relevant articles remaining after application of selection criteria 
were conducted in Canada and the United States followed by the United Kingdom (See 
Table 1). Parents of children aged between 0 – 18 years had participated in the included 
studies. All articles had been published between 2005 and 2011. Ten articles consisted 
of qualitative studies; three of quantitative descriptive studies, and one article used a 
mixed method approach. The study population in eleven articles included parents hav-
ing a child afflicted with a physical disability and children themselves. In two articles, 
only the parents of a child with a physical disability were included, and in one article, 
the study population involved the parents, the child with a physical disability, and their 
teacher. 
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Figure 1: Flowchart of study selection. 

Narrative summary of the studies 

Results of the qualitative thematic analysis were organized along two major themes: (1) 
parents enable and support performance of meaningful activities, and (2) parents ena-
ble, change, and use the environment. In Figure 2, the actions, challenges, and needs 
are graphically presented. 

PubMed: 2417 Psychological & Behavioral 
Sciences Collection: 276 PsycINFO: 75

Titles: 2768

Abstracts: 892
PubMed: 773

Psychology & Behavioral Sciences Collection: 96
PsycINFO: 23

Full Text: 373
PubMed: 209 + Psychology & Behavioral Sciences 

Collection: 20 + PsycINFO: 11 = 240

Scholar.google.com: 107 + Hand search: 26 = 133

Studies meeting inclusion criteria: 14
PubMed: 8

Psychology & Behavioral Sciences Collection: 0
PsycINFO: 0

Scholar.google.com: 4
Hand search: 2

Excluded: 1876
Double: 14

Irrelevant: 1862

Excluded: 652

Excluded: 359

Scholar.google.com: 107

Hand search: 26
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Figure 2: Flowchart of results based on thematic analysis. 

Parents enable and support performance of meaningful activities 

This theme is about actions, challenges, and needs of parents in relation to helping their 
child with a physical disability to engage or be involved in meaningful activities in order 
to enable participation. Here, the term meaningful relates to the subjective perception 
of parents about the meaning of activities regarding participation of the child. Five out 
of 14 studies demonstrated the following actions or strategies: “choosing for”, “struc-
turing”, “educating”, and “modifying” activities. 
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“Choosing for” refers to the action by which parents make choices for or with the child 
about the kinds of activities in which he or she will engage. Heah et al. [50] found that 
parents had strong convictions that their children should experience a variety of activi-
ties in order to choose those that are particularly meaningful. Parents attributed differ-
ent meanings to activities: having fun, feeling successful, doing and being with others, 
and doing things yourself [50]. In the study of Antle et al. [51], parents stressed the 
importance of exploring physical activities in order for their child to stay healthy and to 
develop self-confidence and discipline. Missiuna et al. [52] provided similar examples of 
parents who decided to enrol their child with a physical disability in recreational activi-
ties or in team sports in order to be better engaged with their peers. Occasionally, how-
ever, parents chose to limit or avoid sports activities if these activities proved to be too 
demanding in relation to their child’s physical abilities, or to reduce the frustration lev-
els of both parents and their child [51,53,54]. In some cases, mainstream education 
includes activities that are too demanding for a child with a physical disability. In one 
example [50], when parents noticed their child was at risk of falling behind his or her 
peers, they choose another type of educational institution. 
 “Structuring” refers to the way in which parents apply strategies to organize the 
day so that enough time is left for a child to engage in meaningful activities. One article 
addressed this specific action. In a study of Bedell et al. [54], in order to promote partic-
ipation, mothers composed strategies that incorporated the daily needs of the family 
with that of the child by orchestrating activities and routines that enhanced the child’s 
participation and experience. Specific strategies were not further described. 
 “Educating” is about teaching and coaching a child on how to solve problems while 
performing new or difficult activities. One study [54] showed examples of how parents 
enabled their child’s participation by using several types of cognitive and behavioral 
strategies to improve performance. Modelling, showing, or describing the process, 
using trial and error, or repeating activities in the same or different contexts, were 
among the strategies found to be useful and valuable. Parents educated their child 
about how to deal with peers at school who engaged in behaviors, such as teasing [54]. 
Further, parents stimulated the learning process by setting limits, by being very con-
sistent, or by using cues that supported their child’s ability to perform meaningful activi-
ties. 
 “Modifying” stands for adaptations of activities to support the child’s independ-
ence and social interaction. Missiuna et al. [52] provided examples by which parents 
helped their child perform everyday activities more effectively. One such example – 
putting on a jacket for playing outdoors – was facilitated by buying clothes without 
buttons. Parents indicated that this was especially important when performance was 
interfering with a child’s routine situations during school time. In another example given 
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by Bedell et al. [54], parents broke down difficult household activities into smaller tasks, 
such as involving their child in parts of the laundry process. 
 While creating opportunities for their child to engage in meaningful activities, par-
ents experienced various challenges. These included “being supportive in a correct 
manner”, “coping with child safety”, “choosing the most appropriate leisure activities”, 
and “selecting the best type of education”. Such types of challenges were discussed in 
six of the 14 studies. 
 Two studies [52,55] illustrated the challenge of “being supportive in a correct man-
ner” during performance of difficult activities. Parents did not know how to help their 
child once he or she became angry while doing a homework assignment [52]. Huang et 
al. [55] showed that parents struggled between encouraging their child’s independence 
versus maintaining their responsibilities as parents. 
 “Coping with child safety” is another important challenge for parents. Studies by 
Heah et al. [50] and Missiuna et al. [52] demonstrated parents’ vigilance when children 
went out with friends, such as playing in the park or attending a party. The more severe 
the child’s disability, the more alert and involved his or her parents were [56]. Often, 
parents became overprotective, as described in the studies of Antle at al. [51] and 
Huang et al. [55]. 
 Parents faced other challenges in addition to home and school activities, such as 
“choosing the most appropriate leisure activities” that fit the child’s abilities while 
bringing a sense of accomplishment. For example, Missiuna et al. [53] described par-
ents’ struggles with physical leisure activities. Parents sought to avoid tasks in which the 
child experienced repeated failure, even taking the risk that by withholding their child 
from team sports, opportunities for peer connections might become more limited. 
 “Selecting the best type of education” to support their child’s future is yet another 
challenge confronting parents. The study reviews indicated that parents believed that 
an appropriate education was an important condition for future success. Antle et al. 
[51] found many worries among parents about the future of their children: worries 
about having a career, about being financially independent, and about being able to live 
on their own and having friends. While some parents believed that a mainstream school 
is the best way to succeed in society, others were afraid their child would be too differ-
ent from their peers in such a school system [56,57]. 
 Only one study [58] addressed the needs of parents in “identifying and obtaining 
information” about meaningful activities for their child. Concerns encompassed the 
need of obtaining more information about the availability of recreational and enter-
tainment activities, as well as information about education and special education. 
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