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ABSTRACT
Understanding the experiences of parents with their child's intervention might
help meet the needs of parents and, subsequently get them engaged in their
child's intervention. As parents’ early beliefs regarding their child's intervention
has consequences for treatment participation, it is important to understand these
parental perspectives. The aim of this mixed studies review was to give an
overview of the experiences and related factors of parents of young children (0–
5 years of age) with cerebral palsy in relation to the physical and/or
occupational therapy of their child in a rehabilitation setting. The literature was
searched systematically for qualitative and quantitative studies published
between January 1990 and July 2011. Inclusion criteria were (1) the study
population consisted of parents of children with cerebral palsy, with at least
25% of children under the age of five; (2) children had received physical and/or
occupational therapy in a rehabilitation setting; and (3) the experiences of the
parents with their child's therapy were addressed. Data were synthesized with
the framework synthesis method resulting in a conceptual framework describing
the factors that are related to the parents’ experiences with their child's
interventions. A total of 13 studies (eight qualitative and five quantitative) were
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included and evaluated. Parents expressed various aspects in context, process
and outcomes when asked about their experiences with their child's intervention.
They had different needs over time and needed time to build a collaborative
relationship with their child's therapists. The proposed framework acknowledges
the various aspects in context, process and outcomes that parents reported when
asked about their experiences. Knowing this, the importance of the broader
context of the child in a family should be acknowledged; realizing the impact
that the demands of daily life, supports and resources provided to parents,
attitudes in the community and culture have on parental experiences.
INTRODUCTION

Children with cerebral palsy (CP) typically receive physical and or occupational
therapy, with the goal of promoting performance and participation in daily life
activities. Traditionally, physical and occupational therapists used to focus on the
child's impairments and limitations (Bly 1991). The therapist acted as the primary
decision-maker and parents had a passive role in their child's therapy (Bazyk 1989).
Since the 1980s the traditional treatment paradigm has shifted towards a focus on the
functional abilities of the child in daily life. The family needs in addition to the
child's needs became increasingly important. Currently a family-centred approach
(Bamm & Rosenbaum 2008) is a key concept in the treatment of children with CP
and their families (Gorter 2009), with partnership and collaboration being the
principal aspects of care (Kuo et al. 2012). Today, parents and therapists ideally
decide on goals and fulfil the intervention as equal partners, i.e. shared goal setting
and decision-making (Bamm & Rosenbaum 2008). The shift from patient focused to
family-centred care is not only noticed in physical and occupational therapy, but also
in general paediatric care for children with disabilities or other special health care
needs (Arango 2011).
Family-centred interventions in a rehabilitation setting typically imply active
engagement of families (Whyte & Hart 2003). For young children this means that
therapists should take in consideration the ability of parents, primary caregivers and
other family members to actively engage. It is known from research on child
behaviour problems that parent ideas about treatment may be especially important in
determining treatment participation, as parents typically are responsible for initiating
treatment, providing consent and payment, and ensuring treatment attendance (Nock
et al. 2007). It is also suggested that parent beliefs about their child's treatment very
early on in the process could have a significant impact on treatment participation and
consequently on outcomes (Nock et al. 2007).
Parents are more satisfied when interventions are applied in a family-centred manner
(King et al. 1996). Every family is unique with different preferences for their child's
care (Nijhuis et al. 2007). Information regarding parent perspectives may inform
clinical practice and service delivery, therefore facilitating changes in services that
align with family needs and maximize opportunities for their engagement in
rehabilitation. Given that early parental beliefs regarding their child's intervention
has consequences, it is important to understand the perspectives of parents of young
children with CP. So far there are only a few quantitative and qualitative studies on
the experiences of this specific group of parents. In this article we will conduct a
mixed studies review by including qualitative as well as quantitative studies to
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answer the following questions: (i) what are the experiences of parents of young
children (0–5 years of age) with CP in relation to the physical and/or occupational
therapy of their child in a rehabilitation setting; and (ii) which factors are related to
these experiences?
METHOD

Search
The databases PubMed, Psychinfo, Embase and Cinahl were searched for studies
published between January 1990 and July 2011 with search terms of ‘child’,
‘cerebral palsy’, ‘parent’, ‘experience’ and ‘intervention’. Appendix I provides an
expansion on all terms entered in PubMed. The exact search string was adapted for
each database.
Study selection and data extraction
The resulting studies were screened to assess whether they met the following
inclusion criteria: (1) the study population consisted of parents of children with CP,
studies included in this analysis had at least 25% of children under the age of 5; (2)
children had received physical and/or occupational therapy in a rehabilitation setting;
and (3) the experiences of the parents with their child's therapy were addressed.
Qualitative as well as quantitative studies were included. The first selection of
studies was based on title and abstract by the first author (AK). Thereafter the
remaining studies were read full-text by both the first author (AK) and the second
author (MK). Studies that met all the inclusion criteria were included in this review.
Data of the included studies were extracted by two of the authors (AK, MK).
Quality appraisal
The methodological quality of the included qualitative and quantitative studies was
assessed with the Critical Review form – Qualitative Studies (version 2.0) and the
Critical Review form – Quantitative Studies respectively (Law et al. 1998; Letts et al.
2007). Both forms come with accompanying guidelines. The original dichotomous
format of these forms has no scoring system. Therefore the scoring system according
to Lekkas and colleagues (2007) was applied. In cases in which a critical appraisal
criterion was addressed adequately, a score of one point was awarded. If the criterion
was not, or insufficiently addressed a score of zero was awarded. Using this
approach, the maximum possible score was 14 points for either quantitative or
qualitative studies. To ensure that the appraisal of the methodological quality of the
study was consistent, the first three qualitative studies were appraised by four of the
authors (AK, MK, HB, OV). The differences were limited to an acceptable
maximum of two points. Thereafter, the remaining studies were discussed and
appraised by two of the authors (AK, MK).
Synthesis
Data were synthesized with the framework synthesis method (Barnett-Page &
Thomas 2009). In this approach an existing model from the literature is used as a
framework against which the data from the included studies are mapped. This
framework can then be built upon, expanded upon, reduced or added to by these new
data (Carroll et al. 2011). In the literature, no suitable model of parent experiences
with their child's intervention was available. Therefore, we used the ‘best-fit’ model
approach by Carroll and colleagues (2011) in which a model from the literature that
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best suits the subject of the study is used even though it does not fully correspond
with the subject. The Family-Centred Care model as described by Arango (2011) was
used as the ‘best-fit’ model (Fig. 1). This model provides the possibility to describe
parent perspectives on their child's intervention regarding context, process and
outcomes.
[FIGURE 1]

From the included studies, only findings from the Results section of each study were
analysed. Sandelowski and Barroso (2002) defined findings as ‘data based and
integrated discoveries, judgments, or pronouncements researchers had offered about
the experiences’. The data were synthesized following a stepwise approach. In step 1,
data were extracted independently by two of the authors (AK, MK). From the
quantitative studies we extracted the variables that were related to the parent
experiences, variables that were associated with parent experiences were not
included. Themes from the qualitative studies were not copied one-to-one, but were
labelled so they could serve to create new themes. From both these variables and
labels a new list of themes was constructed. In step 2, the extent to which the themes
of the ‘best-fit’ model were supported by the extracted data was checked.
Furthermore, the new themes that emerged from the data extraction were debated.
Finally, in step 3, a conceptual framework was developed to describe the factors that
were related to the parents’ experiences with their child's interventions.
RESULTS

Search
The search in the four databases resulted in a total of 701 references (Fig. 2). After
removing the duplicates a total of 417 articles were left. The title and abstract of each
article was read as a screening procedure. This resulted in 401 articles being rejected
because of a lack of description of the experiences of parents with their child's
intervention, or the child's intervention was neither physical nor occupational
therapy. The remaining 16 articles were read in full text, three of these were
excluded based on the content of their full text. A total of 13 articles were included in
this review, eight qualitative studies and five quantitative studies. Recorded features
of included studies are presented in Table 1.
[FIGURE 2]
[TABLE 1]

Quality of the studies
Quality appraisal explored the nature and quality of the evidence of the articles. The
median quality score for the eight qualitative studies was 10 points out of the 14point scale (range 5–12). The median quality score for the five quantitative studies
was nine points out of the 14-point scale (range 5–12 points). Despite a score of five
points in three studies, it was felt that it was still worth including them. These studies
were awarded, for example, a score of zero on items for not reporting obtaining
informed consent (Hinojosa & Anderson 1991) or for not reporting avoiding cointerventions (Bower & McLellan 1994; Chan et al. 2005) which may have been
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conducted but not reported. Scores of the quality appraisal for each study can be
found in Table 1.
Summarizing and synthesis
The themes with elucidation, as derived in step 1, are presented in Table 2. This table
reports the number of studies reflected as well as if the theme is supported by a
quantitative or/and qualitative study.
[TABLE 2]

Context
The contextual aspects of the ‘best-fit’ model, family and community, were both
supported by the included studies. The subthemes that were added to family and
support from others at community were support from family, shared responsibilities
and roles within family.
Based on the synthesis the framework was extended to include a cultural aspect and
demands of daily life. Parents expressed a struggle with the balance between therapy
and demands of everyday life. This was especially true when parents had more
children. In these cases the child's therapy influenced family life and could be
experienced as a stressor.
Process
Of the process aspects of the ‘best-fit’ model, the family–professional partnership,
shared decision-making, respect and trust by partners, and open communication were
supported by the included studies. Only willingness to negotiate was not supported.
Based on the synthesis the framework was further elaborated with several new
themes on process and family–professional partnership, and extended with
intervention. In relation to the process, parents expressed the need for co-ordinated
care, comprehensive care, continuity of care, information and wanted the therapist to
have dedicated time with their child.
In relation to the family–professional partnership, parents wanted to share their
responsibilities with the therapists, and to collaborate with them, especially in goal
setting. Furthermore parents expressed the importance of enabling parents to make
own decisions, and the need and importance of receiving support from the therapists.
Moreover, parents said that they needed time to develop the relationship with their
child's therapist.
With regard to the process aspects of the interventions themselves, parents
mentioned that they tried to implement their child's intervention at home and to
integrate goals in everyday life, but sometimes did this partly by adapting the
intervention or self-selecting which parts they integrated because of difficulties with
implementing the intervention at home. Furthermore, parents expressed the
importance of the therapist–child relationship with the therapist understanding their
child. In relation to the intervention design, parents expressed that an intensive
training programme should allow a time of rest and no therapy between sessions.
With regard to the intervention content, parents said that they got engaged in
implementation by interventions that set short-term, realistic, small and achievable
goals. Even though therapists and parents had different perspectives on goals, many
goals that were important in the school setting did not reflect family priorities.
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Outcomes
The outcome aspects of the ‘best-fit’ model that were supported by the included
studies were improved child health and well-being, increased access and satisfaction
with care. Only cost savings was not supported.
Based on the synthesis, the outcome aspects of the framework were extended to
include negative child outcomes, and both positive as well as negative parental
outcomes. Parents in an intensive group training study reported a negative outcome
in their child's well-being, the intense nature of the programme caused fatigue in
their children. Progress and improvement in the their own confidence, motivation,
competence and acquired knowledge and understanding created positive parental
experiences. Furthermore, their child's intervention resulted in a widened
perspective, increased participation in the community, increased time with the child,
gave parents the opportunity to share experiences with other parents, caused parents
to become increasingly effective in goal setting, and to see progress. On the other
hand parents expressed negative outcomes as feelings of insufficiency, guilt and a
lack of confidence. Parents lost hope when goals were not reached.
Overall
On the basis of the list of themes in combination with the ‘best-fit’ model of Arango
(2011) the framework, as presented in Fig. 3, was generated with the framework
synthesis method (step 3). The framework displays the various factors that are related
to the experiences of parents of young children (0–5 years of age) with CP in relation
to the physical and/or occupational therapy of their child in a rehabilitation setting
and acknowledges contextual, process and outcome aspects.
[FIGURE 3]

Parents in the study of Piggot and colleagues (2002) expressed that they had different
needs over time. In the beginning, parents expressed a state of unreadiness to be
involved in therapy of their child, they needed time to develop a relationship with
their child's therapist. The framework, therefore, is a dynamic one.
The arrows in the ‘best-fit’ model suggested directed relations. However, the
literature on parental experiences did not reveal evidence for the direction of these
relations. Therefore, the proposed framework based on these experiences has
connectors indicating that the contextual, process and outcome aspects are
interrelated and indicate the dynamic entity of the framework, but give no explicit
direction to the relationship between the aspects.
DISCUSSION

The purpose of this review was to give an overview of the experiences and the
factors related to these experiences of parents of young children (0–5 years of age)
with CP in relation to the physical and/or occupational therapy of their child in a
rehabilitation setting. Through a mixed studies review we gained a more complete
overview. For example, the need for co-ordinated and comprehensive care, and the
differences between experiences of mothers and father were only reflected in the
quantitative studies. The demands of everyday life that parents experienced, on the
other hand, were only reflected in the qualitative studies. The quantitative and
qualitative studies were complementary to each other. Even though the ‘best-fit’
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model approach by Carroll and colleagues (2011) is originally designed to synthesize
qualitative data, we were able to integrate the data of both study types by this
approach. The proposed framework, as generated with the framework synthesis
method, acknowledges the various factors in context, process and outcomes that
parents reported when asked about their experiences. Being aware of all these factors
helps therapists to meet the needs of parents and, subsequently, getting parents
engaged in their child's intervention.
The realization of the ‘best-fit’ model by Arango (2011) is not clearly based on
evidence and definitions or elucidations of the themes are lacking. Except for two, all
of the original themes of the ‘best-fit’ model were supported by the literature
reviewed in this study. The themes ‘willingness to negotiate’ and ‘cost savings’ were
not supported by the included studies. It is possible that the original theme
‘willingness to negotiate’ corresponds with our theme ‘shared decision-making’, as
these themes are quite similar. However, the rationale for the term ‘willingness to
negotiate’ is lacking in Arango (2011). It seems reasonable that parents did not report
cost savings when they were asked to share their experiences on their child's
interventions. The systematic analysis of the literature elaborated the model with
themes like the need for information, the adaption process of parents over time, and
parental outcomes that were related to their child's intervention.
We would like to stress that the framework as constructed in this review is not a
static, but a dynamic entity which can vary according to where parents are in their
process of adapting to having a child with a disability. This adaption process, as
described by Piggot and colleagues (2002) and later by Rentinck and colleagues
(2007), found that parent adaptation was related to change in their child's
development and in stages of family life over time. Similarly, Darrah and colleagues
(2012) also noted that preferences of families may change over time.
Even though most parents expressed that they appreciated to be involved in their
child's interventions and to collaborate with the therapists (Hinojosa & Anderson
1991; Piggot et al. 2002; Øien et al. 2010; Wiart et al. 2010; Morgan & Tan 2011),
some parents also expressed a negative side of this involvement. Parents reported, for
example, feelings of insufficiency and lack of confidence. In reaching a true
collaboration, trust and honesty are important prerequisites; otherwise, parents might
just keep up appearances (Piggot et al. 2002). In addition, parents expressed that they
needed time to develop a relationship with their child's therapist (Piggot et al. 2002).
As every family is unique, each has different preferences for how the collaboration is
established (Nijhuis et al. 2007). This is supported by a study on perspectives of
family-centred care, showing that the process of determining the role of parents in
their child's care was often not a true collaborative, even though family-centred care
is known for its emphasis on the family–professional partnership (MacKean et al.
2005).
The content of the physical and occupational therapy interventions was different for
most studies, even though part of parental reports were similar regardless of the type
of intervention the children received. Apparently, some of the experiences of parents
are more general and exceeded the precise therapy content.
In most studies the role of the parent in the child's intervention was not well
described, but this role was possibly also not well defined. This makes it difficult to
interpret the results in relation to the specific aspects of therapy. The degree of
parental involvement might have influenced parent experiences.
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Not all studies reported if the mother or the father of the child shared their
experiences. In the studies where it was reported (Hinojosa 1990; Piggot et al. 2002;
Ahl et al. 2005; Ödman et al. 2009; Christy et al. 2010; Øien et al. 2010; Wiart et al.
2010), in most cases more mothers than fathers participated in the study. Possibly
this has influenced the reported experiences because Ahl and colleagues (2005)
found that fathers and mothers report differently. This is also supported by Pelchat
and colleagues (2009), who found that mothers and fathers of young children with
CP have different views on the situation. In addition to realizing that every family is
unique, therapists should also realize that every family member is unique each
having their own needs and perspectives, which can change over time. In future
research on parent experiences the possible differences between mothers and fathers
should be addressed in more detail.
There was a lack of studies focusing specifically on experiences of parents of young
children with CP; only three of the 13 included studies solely including parents of
children aged 0–5 years. Unfortunately, not all studies distinguished between
experiences of parents of younger and older children with CP. As the adaptation
process of parents seemed to be important for parents’ experiences (Piggot et al.
2002), it could be that our results are influenced by the experiences of parents of
older children with CP. More studies specifically examining the experiences of
parents of young children with CP are needed.
This review focused on the experiences of parents of children with CP. However, it
is possible that these experiences are also transferable to parents of children with
other physical disabilities. For, most of the experiences that were reported were
related to family-centred care principles that can be applied irrespectively of the
child's diagnosis. Therefore, the aspects that were expressed by the parents of
children with CP might exceed diagnosis.
Professionals working with young children should be aware of the importance of the
family–professional partnership and the time it takes to build a collaborative
relationship with parents. Furthermore it should be realized that every family and
each member of the family is unique and might have different preferences in this
collaboration. Defining roles and tasks of both therapists and family members should
be a joint process in which preferences may vary over time. With this, the
importance of the broader context of the child in a family should be acknowledged,
realizing the influence that the demands of daily life, supports and resources
provided to parents, and attitudes in the community and culture have on the
experiences of parents of children with CP.
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