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“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]



CHAPTER 1

General introduction






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-



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-
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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:
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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
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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).
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Outline of the study

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

Parents’
actions Participation vs
challenges & Social participation
needs

Literature inquiry

Mixed methods inquiry

Phenomenological study

Figure 1: Outline of the study

Part | 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 Il — 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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