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Paediatric rehabilitation focuses on children with a temporary or sustained primary motor 
disturbance. It aims at restoring the child’s (potentially) disturbed interaction with its 

environment and at achieving an optimal level of autonomy for the child. Paediatric rehabilitative 
care inherently has a pedagogic scope as it fulfils a major function in the rearing of the child and 
hence encompasses both the physical, psychosocial and educational development of the child and 
the impact on its family (Meihuizen- de Regt et al., 2003). Since most children seen in paediatric 
rehabilitation have a chronic condition (e.g. cerebral palsy), this implies continued treatment 
in different developmental stages in the child’s life. The three key elements that make up the 
rehabilitation process are rehabilitation treatment, education at a school (for special education) 
and child-rearing at home. 

Because the child’s needs and problems can be complex and change over time, a variety of 
professionals from different organizations are involved in the provision of health care and education 
involving both the child and its parents. It is widely acknowledged that close collaboration between 
these professionals (Bakheit, 1996;Barnes & Turner, 2001;Hinojosa et al., 2001;Lyon & Lyon, 
1980;Radan, 1997;Robards, 1994;Rosen et al., 1998;Thylefors et al., 2000;Yerbury, 1997) and the 
parents (DePompei & Williams, 1994;Hostler, 1999;King et al., 1997;King et al., 2004;Rosenbaum 
et al., 1998) is indispensable and of crucial importance to the quality of paediatric health care. 
Yet, although the need for close collaboration between the parents, children and professionals 
in specialised teams has become a well-established view both in the literature and in the clinical 
practice, there is still a gap in our knowledge about how existing team approaches are being 
implemented in clinical practice. In other words, there is a lack of information on how child 
rehabilitation professionals and parents actually cooperate. To bridge this gap in our knowledge 
and to explore deficiencies in and possibilities to improve current practices in Dutch paediatric 
rehabilitation, this thesis describes how today the various parties communicate and work together 
in the care for children with cerebral palsy. Which factors or elements are important when defining 
or describing collaborative team practices in paediatric rehabilitation? How is team collaboration 
organised in actual practice? Are services family-centred and how are (treatment) goals set?

This introductory chapter provides a brief background on teamwork in paediatric rehabilitation 
in the Netherlands. First, a short description of current practices is given, with a focus on the 
organizational structure of and recent developments in teamwork in Dutch paediatric rehabilitation. 
Subsequently, a short description of the research project occasioning this thesis is provided. The 
chapter concludes with an outline of the individual studies of the project. 

1.1 pAediAtRiC RehAbilitAtion in the netheRlAnds

In the Netherlands paediatric rehabilitation services are delivered in both clinical (inpatient) and 
day-care (outpatient) settings. The 23 national rehabilitation centres with paediatric facilities and 
the rehabilitation departments of all medium-sized and larger hospitals offer treatment on an 
outpatient basis only. For inpatient treatment children can be referred to one of nine specialised, 
regional rehabilitation centres. Each year 9000 children are treated on an outpatient basis and 
300 children on an inpatient basis (Revalidatie Nederland, 2005). 

As a rule, paediatric rehabilitation is targeted at children between the ages of 0 and 20 years 
although in daily practice the upper age limit is determined by the young adult’s social situation 
and depends on whether paediatric or adult care is the best option (Meihuizen- de Regt et al., 
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2003). Services for the youngest children are mostly provided by therapists working in a community 
setting, often combined with outpatient visits to a consultant paediatrician specialised in paediatric 
rehabilitation medicine, with or without additive specialised support from the rehabilitation centre. 
Preschool children (1 to 4 years) with complex motor problems, which are often accompanied 
by significant delays in other developmental domains as well, can visit specialised therapeutic, 
classroom-based toddler programmes (Hendriks, 2001) the rehabilitation centre offers several 
days a week. In addition to therapeutic activities, the programme includes medical care, technical 
support, developmental programming by an infant teacher, and parental and family guidance. Once 
the children have reached school age, they are either referred to mainstream schools or to schools 
for special education. Preferably, the children will attend mainstream schools that may engage 
the services of a local school for special education to support general educational requirements. 
When disabilities are more complex and children need care and nursing on a daily basis, they will 
be enrolled in schools for special education. 

More than half of the children undergoing treatment in Dutch paediatric rehabilitation have been 
diagnosed with cerebral palsy (CP) and of these children the majority attend schools that exclusively 
provide education adapted to children with disabilities. These schools for special education, in the 
Netherlands called Mytyl and Tyltyl based on a fairytale by Maurice Maeterlinck (1908), often 
have close connections with the local rehabilitation centre enabling the rehabilitation specialists 
and teachers to jointly decide on the nature of the care each child is to receive.

However, the ideas and priorities of the various professionals involved in the child’s rehabilitation 
and education may differ according to the goals they have set for the child at any given time. The 
school may, for example, have opted to specifically focus on teaching the child to learn to read 
while the rehabilitation centre may have recommended surgery to correct deformities in one of 
the child’s legs, thus frustrating the schools plans and delaying the child’s intellectual development. 
This example clarifies the need for integration of services and jointly established treatment plans. 
In the Netherlands the provision of comprehensive and integrated care is high on the agenda, both 
in rehabilitation and educational practices as well as in research. The Dutch Council of Health 
Research (RGO, 1997) has advocated close collaboration between the rehabilitation centres, 
schools for special education and parents by describing paediatric rehabilitation as “oriented on 
children with physical disabilities in which medical, sociological and psychological disciplines are 
integrated”. This desired integration of services is also captured by the motto “One child, one plan” 
featuring on the website of Revalidatie Nederland1. Because the national rehabilitation centres and 
schools for special education are separate entities residing under different ministerial departments 
and thus subject to different funding and legislation, integration and co-ordination of services is 
crucial to ensure optimal and comprehensive treatment and support for both the children and 
their parents. Besides the rehabilitation professionals and special education professionals the third 
main stakeholder group is the child’s parents. Therefore, in the “One child, one plan” strategy 
educational and rehabilitation goals as well as important characteristics of the home environment 
need to be integrated and the three stakeholders need to be able to interchange priorities. At times 
rehabilitation should be given priority over educational objectives and at other times learning 
should prevail with rehabilitation activities taking a back seat for the time being. 

1 Revalidatie Nederland is the official organization for rehabilitation services in the Netherlands
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To optimise the planning, delivery and efficacy of integrated rehabilitation programmes in 
the Netherlands a communication instrument called the Rehabilitation Activities Profile for 
Children or Children’s RAP (Roelofsen et al., 2001) has been introduced and implemented 
by rehabilitation services nationwide. This communication instrument, partly based on the 
International Classification of Impairments, Disabilities and Handicaps (ICIDH)(World Health 
Organization, 1980) provides the parents and professionals with a common language about the 
abilities of the child and its parents, and a common reference framework about their respective 
needs, which helps all parties to put the actual problems of the child into words during the 
(mostly) annual or semi-annual team conferences. Besides the support in formulating actual 
problems, this communication instrument is intended to serve as a checklist and to help prevent 
team members forgetting to report on relevant information, or adding irrelevant information 
(Roelofsen et al., 2002). Furthermore, the instrument directs the team towards the formulation 
of interdisciplinary rehabilitation goals adjusted to the needs of the child and its proxies2, and the 
subsequent evaluation of these goals. 

The Children’s RAP was primarily developed as a communication instrument for the paediatric 
rehabilitation sector. Because of the increasing need for co-ordination of services, especially the care 
provided by rehabilitation centre and schools for special education, various collective paediatric 
services have started to adapt the profile to accommodate and fine-tune the plans and programmes 
of the various disciplines from rehabilitation centre and school for special education. Yet, we have 
no insight into the exact status of the implementation of such integrated rehabilitation plans and 
the (combined) use of the Children’s RAP in the centres and schools at this point in time.

During the time the Children’s RAP was developed and implemented, the ICIDH framework 
(World Health Organization, 1980) has been revised. From emphasizing people’s disabilities 
(ICIDH), the focus now is on their level of health (ICF). The ICF (International Classification 
of Functioning, Disability and Health; World health organization, 2001) provides a standard 
language and framework for the description of health and health related status in order to improve 
communication between different users, such as health care workers, researchers, policy makers and 
the people with disabilities themselves. Because the original ICF did not adequately capture the 
functional characteristics specific to the developing child the ICF for children and youths (ICF-
CY) (World Health Organization, 2007) was developed.  Like the ICF, the ICF-CY provides a 
systematic coding scheme that classifies the level of health of a child in the domains; body functions 
and structures, activities and participation, environmental factors and personal factors. 

Along with the increasing implementation of “Family-Centred Care” (FCC) (King et al., 
2004;Rosenbaum et al., 1998) in other countries, the active involvement of parents and family 
of children with disabilities in the service delivery and decision-making process has increasingly 
become an important aspect of care policy, quality assessments and research in the Netherlands. 
Parent involvement and FCC have been described as key issues in various reports on the perspectives 
and policies in Dutch paediatric rehabilitation (Dutch Council of Health Research, 1997;Siebes 
, 2006;Stichting toekomstscenario’s Gezondheidszorg, 2000;Stichting toekomstscenario’s 
Gezondheidszorg, 2001;VRA Kinderplatform et al., 2003;VRIN/VRA, 2000). Besides the views 
and policies in clinical practice, also health-care laws and regulations are being adapted to allow 

2 “proxies” refers to the child’s parents, siblings, peers and all significant others in the child’s environment.
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for the changing relationship between parents and health-care providers. Parents can choose from 
a wide range of services and arrange to have these paid for directly by health insurance companies 
(van Schie et al., 2004). More recently they can apply for a so-called PGB, a personal budget 
that is managed by the parents and allows them to arrange and purchase the support their child 
needs in the broadest sense. Nevertheless, although the involvement of parents and family in the 
care for their children has been high on everyone’s agendas, improvements both at the national 
and at the institutional level are still warranted. In their final inventory of future innovations, the 
Dutch Advisory Committee on Paediatric Rehabilitation selected increased attention for parents 
and the family and appropriate psychosocial support (Stuurgroep Vooronderzoek Landelijk 
Innovatieprogramma Kinderrevalidatie, 2005) as one of their three main themes for innovation, 
which should support the optimisation of the family-centredness of current paediatric services. 

whAt pARents And pRofessionAls think of the teAm CollAboRAtion in the CARe foR 
ChildRen with CeRebRAl pAlsy

“We would really like to work as an interdisciplinary team but for the most part it just doesn’t come 
about”

“We function as a collaborative, truly cooperative, and goal-oriented team” 

“Communication about the children is open but communication about our approach, method of 
working and goals is more restricted ”

“Collaboration does not get off the ground because of time restrictions. Collaboration is restricted 
to just keeping each other informed”

“There is too little contact time; everybody sticks to his or her own “island of professionalism””

“The distance between the rehabilitation centre and the school for special education restricts 
collaboration”

“The infrastructure for collaboration is lacking and appointments and consultations are insufficient”

“No adequate distribution of reports”

“Goals are mainly discipline-specific and formulated parallel for each discipline,
never collectively”

“There is no collective treatment plan, professionals mainly work from the perspective of their own 
profession”

“There is too little tuning of services between the rehabilitation centre and the school for special 
education”

“Parents and school professionals should attend team conferences”
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1.2 the peRRin-pRoCp study

The studies presented in the current thesis are the outcome of the so-called ProCP research project: 
“The child with Cerebral Palsy: Towards a comprehensive study of the rehabilitation, education at 
school and rearing at home”, which aimed to describe collaboration practices among the parents 
and rehabilitation and special-education professionals engaged in the care for children with 
cerebral palsy. 

The ProCP study is one of the six interrelated studies of the PERRIN research programme 
(PEdiatric Rehabilitation Research in the Netherlands). PERRIN focuses on three major themes: (1) 
the course and determinants of activities and participation, (2) the development of instruments to 
measure the levels of functioning, and (3) the description of rehabilitation programmes. Taking the 
International Classification of Functioning, Disability and Health (ICF) as a conceptual framework, 
activities and participation are the central concepts in the programme. One of the PERRIN goals 
is to improve the understanding of the course of activity limitations, participation restrictions 
and quality of life in children and adolescents with cerebral palsy (CP). Children, adolescents and 
young adults with CP in the age range of 1 to 24 years are monitored several years. To facilitate 
an accurate evaluation of their activities and participation, special attention has been paid to the 
selection and further development of measures that are responsive to changes in personal and 
social functioning, and to the description of rehabilitation programmes.

The ProCP study was started in 2002 and the results are presented in this thesis. The difficulties 
professionals and parents encountered in the attainment of the “One, child, one plan” strategy and 
the principles of FCC formed the basis of our investigations. Although parents, team members 
and management are all committed to cooperation, coordination and integration of services, 
implementation of the prescribed approaches (e.g. an interdisciplinary team approach) and 
collaboration in daily practice proved complex and is as yet not optimal, which is illustrated by 
the selection of quotes from parents and professionals presented in the text box above. We clearly 
need to enhance our insights into the characteristics and dynamics of today’s collaboration among 
parents, rehabilitation professionals and special education professionals if we are to improve current 
practices and ascertain the critical points (“bottlenecks”) that at present restrict them. In an attempt 
to provide these insights we started our descriptive study on team collaboration in paediatric 
rehabilitation, of which the aims and objectives are highlighted in the following paragraphs. 

A first orientation showed that there is a considerable body of literature available on team 
collaboration in paediatric rehabilitation: theoretical principles and models of team collaboration 
are extensively described. Nevertheless, although everybody supposedly knows what collaboration 
means and should be well informed on the various approaches (multi-, inter- and transdisciplinary 
collaboration) on hand, it still proved remarkably difficult to come up with a clear definition of 
collaboration and to provide a complete overview of related factors and variables. In view of this 
and to help us define the concept of team collaboration, we first conducted a systematic review 
of the literature describing the elements defining team collaboration processes in paediatric 
rehabilitation. Subsequently, we used the most salient elements in our subsequent description 
and evaluation of current organizational characteristics and collaborative practices in five Dutch 
paediatric rehabilitation settings. 
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The threefold aim of this thesis hence was:
1. To define the concept of team collaboration in paediatric rehabilitation;
2. To describe the organizational characteristics of collaborative efforts in five Dutch paediatric 

settings and
3. To describe current collaborative practices in the care for children with cerebral palsy (CP).

1.3 outline of the thesis

The outline of this thesis follows the three aims of the ProCP study as described above. In Chapter 2 
an account is given of the systematic review of the most salient elements defining team collaboration 
in paediatric rehabilitation. The survey yielded 29 elements describing six key features of team 
collaboration: communication, decision making, goal setting, organization, team process and 
parent involvement. The elements and their relevance to team collaboration are summarized and 
relevant elements subsequently served as guidelines in our further explorations. 

Chapter 3 comprises our study of the current views on how team collaboration should be organised 
and we analyse the current policies and the actual involvement of the team members, which 
also includes the parents, in five Dutch paediatric rehabilitation settings delivering treatment to 
children with CP. 

In Chapters 4, 6 and 7 the current practices in the five participating Dutch rehabilitation venues 
are described. In Chapter 4 the focus is on the family-centredness of care. We evaluate how parents 
perceive the family-centredness of the services they receive and how the professionals interpret their 
family-centred behaviours during service delivery. In a family-specific analysis we assess parental 
perceptions by means of the Measure of Processes of Care (MPOC) and those of the professional 
team members by means of the family-specific Measure of Processes of Care for Service Providers 
(MPOC-SP). We also analyse whether the parents’ and professional team members’ views on the 
importance of specific family-centred behaviour concurred and whether the parents received the 
care they deemed important. 

In Chapters 6 and 7 the goal-setting process is the focus of study. We respectively examine the 
quality and content of the children’s needs, principal problems and goals as they are formulated in 
the centres’ treatment plans (Children’s RAPs) and whether the needs and problems are effectively 
integrated into the treatment goal(s). 

Chapter 5 describes the utility and validity of the MPOC-SP as a family-specific measure, i.e., as 
filled in for each child and its family. This broadly focused, valid, and reliable instrument allows 
service professionals to self-assess the family-centredness of the services they deliver. In contrast 
to the general MPOC-SP, the family-specific version can be used for the evaluation of the care 
provided for each individual child and its family and may subsequently also serve as a quality-
control system to help maintain or augment the family specificity of the ongoing programme.

The thesis concludes with a general discussion of the reported findings. Clinical implications 
are considered and recommendations for improvements of team collaboration in paediatric 
rehabilitation in the Netherlands are provided. 
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AbstRACt

Objective: To explicate the complex process of team collaboration and identify salient elements 
of team collaboration in paediatric rehabilitation.

Data sources: After an initial search to define key features of team collaboration a systematic 
search on team collaboration and the key features was executed to identify salient elements. 
The systematic search was carried out in Index Medicus (MEDLINE), Educational Resource 
Information Clearinghouse (ERIC) and American Psychological Association (PsycINFO) covering 
the period from January 1993 to December 2004.

Review methods: Based on title and abstract relevant publications were identified and qualitatively 
assessed by two reviewers. To facilitate the interpretation of the salient elements, the articles were 
also classified according to the criteria ‘participants and setting’ and ‘research method’.

Results: Of the total of 930 identified publications 28 studies proved eligible and were subsequently 
assessed. The evaluation yielded 29 salient elements defining five key features of team collaboration 
(i.e. communication, decision making, goal setting, organization and team process). Parent 
involvement proved to play a dominant role and was mentioned in relation to all five features.

Conclusions: Based on the results, rather than an underlying element, it is proposed to consider 
parent involvement as the sixth feature of team collaboration. The 29 distinctive elements of 
teamwork could be useful as a guideline and checklist for empirical studies and may help enhance 
multidisciplinary collaboration in paediatric care. However, additional exploratory research focusing 
on the way these elements interact with each other and the key features and whether they facilitate 
or restrict team collaboration is warranted.
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2.1 intRoduCtion

Providing adequate health care and education for children with disabilities, involving and 
supporting their families, is a complex issue. Each child confronts the health and education 

professionals with a diversity of individual problems in the physical, psychological, social and 
educational domains. Because of their diversity, the child’s problems can only be adequately 
addressed if rehabilitation medicine, special education and the home environment are seen 
as integral parts of the rehabilitation process. The child and its family thus need to receive 
comprehensive treatment and support, which requires the professionals from the various disciplines 
to form specialized teams that work closely together.

The prerequisite of multidisciplinary collaboration has become a well-established view both in 
the literature on paediatric rehabilitation and in the clinical practice (Franck & Callery, 2004). 
In order to optimize the collaboration in Dutch paediatric rehabilitation, especially between the 
rehabilitation centre, the school for special education and the parents, we intended to start an 
empirical research on team collaboration in paediatric care for children with cerebral palsy in the 
Netherlands. However, despite a considerable amount of literature on the need for collaboration 
and collaborative models (Bakheit, 1996;Robards, 1994;Roelofsen et al., 2000;Toner et al., 1994) 
we were not able to find a structure or instrument to measure team collaboration in paediatric 
rehabilitation. In-depth empirical knowledge of what characterizes the process of team collaboration 
is lacking and practical guidance for professionals is scarce. Therefore, the aim of the current study 
is to explicate the complex process of team collaboration and to identify salient elements of team 
collaboration in paediatric rehabilitation.

By defining the concept of team collaboration more closely, useful tools for empirical research into 
the efficacy of current child rehabilitation practices can be developed. Furthermore, more in-depth 
knowledge could be utilized for the development of guidelines for the clinical practice aimed to 
enhance the quality of the collaboration between the professionals of the various disciplines.

2.2 method

2.2.1 Procedure
Initial search
To specify the concept of team collaboration in paediatric rehabilitation more closely we first 
conducted a broad (not systematic) search of the literature on collaboration in paediatric 
rehabilitation and other research areas. This search comprised all kinds of literature, for example 
parental stories, empirical studies, descriptive studies, opinion papers, organizational documents 
and educational materials. With this initial search we wished to establish which features are 
believed to be important in the collaboration between professionals working in rehabilitation, 
those involved in special education, and the parents. Terms we used in the search were, for 
example: ‘collaboration’, ‘team collaboration’, ‘interdisciplinary rehabilitation approach’, integrated 
services’, ‘multidisciplinary or integrated or interdisciplinary team’, ‘parent school relationship’ and 
‘rehabilitation care team’. In this search certain terms recurrently became apparent in the different 
research areas as well as in the different types of literature. These terms recurrently found in the 
literature were discussed in our research group and these discussions revealed ‘key features’ that 
appeared to be important in the explication of team collaboration. Subsequently these features 
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were presented to eight experts in the field and these experts were inquired on the applicability 
of these features to study team collaboration.

The experts and the research group agreed on the importance of five features: communication, 
decision making, goal setting, organization and commitment. These five features were subsequently 
used in the systematic search, which aimed at the identification of constituent elements that actually 
underlie team collaboration in general or its five key features in particular.

Systematic search
To identify publications on team collaboration in the context of paediatric rehabilitation a 
search was performed using the databases of Index Medicus (MEDLINE), Educational Resource 
Information Clearinghouse (ERIC) and American Psychological Association (PsycINFO) covering 
the period from January 1993 to December 2004. Because updates of its database could not be 
accessed, data collection from ERIC ended in June 2004. MESH terms and free text words were 
used and the search was restricted to literature regarding the collaboration of teams and team 
members involved in the care of children with disabilities. The search structure and search terms 
are listed in Appendix 2.1. The search terms ‘team’, ‘team work’, ‘team development’, ‘team 
process’, ‘interdisciplinary approach’ were used in combination with ‘child’, ‘student’, disabled’, 
‘disabilities’, ‘health’ and ‘chronic’. These were in turn combined with the terms describing 
the five key features of team collaboration (i.e. communication, decision making, goal setting, 
organization and commitment). Only original scientific publications in English were considered. 
To exclude non-scientific publications, the journals in which the papers were published needed to 
be listed in the (Social) Science Citation Index ((S)SCI), the Arts and Humanities Citation Index 
(A&HCI) or appear in the journal list of the Institute for the Study of Education and Human  
development (ISED). 

The first author subsequently screened the titles and abstracts of the selected publications using 
the following two criteria: (1) a primary focus on team collaboration in the context of paediatric 
rehabilitation and (2) a setting restricted to paediatric rehabilitation, special education or parenting 
in relation to a child with a disability. 

Studies investigating team collaboration in general education settings were excluded, because 
these studies did not describe a systematic involvement of rehabilitation. Guides, tutorials, clinical 
comments and editorials were also excluded. Finally, the references of the selected publications 
were checked for relevant articles, which were then screened following the procedure described 
above.

Next, two of the authors of the present study (BJGN, WGO) independently assessed all selected 
publications using a review procedure they had jointly established during an earlier meeting. 
For each review they used a one-page coding form (see Appendix 2.2) to record their findings 
on participants and setting, research method and the salient collaborative elements. Only those 
elements related to one of the five key features or team collaboration in general were considered. If 
elements were identified the authors registered the original terms, statements on the relationships 
between element and team collaboration and definitions of the elements as described in the 
reviewed publication. In a subsequent meeting the results were compared and any discrepancies 
or ambiguities concerning element identification or classification were discussed until consensus 
was reached. If consensus could not be reached the third author (HAR) was consulted for a 
binding judgement.
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2.3 Results And disCussion

Of the 930 publications that were initially identified, the first author selected 126 potentially 
relevant, non-overlapping publications based on their titles and abstracts. Twenty-four remained 
after scrutiny of the full article. Examination of the references of the selected studies yielded another 
four relevant publications, resulting in 28 studies to be assessed. A flowchart of the selection 
procedure is presented in Figure 2.1. 

Search: (keywords: ‘team’, ‘team work’, ‘team development’, ‘team process’, ‘interdisciplinary approach’) and  
(keywords: ‘child’, ‘student’, ‘disabled’, ‘disabilities’, ‘health’ and ‘chronic’) combined with respectively (keywords 

related to: ‘communication’, ‘decision making’, ‘goal setting’, ‘organization’ and ‘commitment’)-

 
Medline: 623 hits  

 
ERIC: 167 hits  

 
PsycINFO: 140 hits

 
 

930 references

126 publications initially selected 
based on abstract

804 references excluded based on 
abstract

4 additional publications derived from 
reference lists of selected publications

130 publications selected for further
assessment

28 publications included for systematic review

102 publications excluded based on 
the assessment of setting and primary focus 

Figure 2.1 Flowchart of the search procedure
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The independent evaluations of the two reviewers (BJGN, WGO) resulted in 239 identifications 
of salient collaborative elements. Sixty-one (26%) of these required joint discussion to establish 
their relationship with the five features or team collaboration in general. After consensus was 
reached on element identification, element names and definitions were examined by the two 
reviewers on overlapping definitions and/or use of different terms for the same principle. This 
examination resulted in small adaptations and grouping of terms and definitions of elements. 
Finally, consensus was reached about the classification of participants and settings and research 
methods and consultation of the third independent author was not needed. 

    Team process
(Parent involvement)  

 Common framework  
 Commitment 
 Evaluation  
 Leadership  
 Professional background  
 Professional education  
 Power  
 Professional territories  
 Roles  
 Responsibilities  
 Development  of team culture  
 Team membership  
 Team mission  
 Team member participation  
 Team structure  EDUCATION 

FAMILY  

REHABILITATION

MEDICINE

 

Organization  
Assessment  
Boundaries  
Environmental context  
Fragmentation of services  
Organizational process  
Planning 
Support/resources  
Time 
Team  meetings  
 

Goal setting  

Parent involvement

Communication  
Conflict 
Information sharing  
Professional language  
 

Decision making  
Problem solving  

Figure 2.2 Visual representation of the key features and underlying elements of team collaboration 
identified by the current review

2.3.1 Determining the key features and classifying the salient elements 

The current review of the literature yielded 29 elements that were widely mentioned as defining 
team collaboration in paediatric rehabilitation. However, the key feature commitment proved to 
be part of a larger concept. By renaming this feature in team process we were able to classify all 
29 elements adequately. The five key features and the 29 underlying elements are presented in 
Figure 2.2. (Note: For parent involvement see Discussion.) Table 2.1 provides short descriptions 
of the defining elements and lists the number of publications in which they were identified. The 
descriptions are based on a compilation of the descriptions in the original articles.

The key feature communication proved to be further defined by the aspects communication 
type, conflict, information sharing and use of profession-specific language or jargon. For decision 
making only problem solving was mentioned and for goal setting no further particulars were 
found. Assessment, boundaries, environmental context, fragmentation of services, organizational 
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process, planning, support/resources, team meetings and time were mentioned as aspects playing 
an important part in organization. Finally, this review yielded 16 aspects for team process: parent 
involvement, common framework, evaluation, commitment, leadership, professional background, 
professional education, power, professional territories, roles, responsibilities, team culture, team 
membership, team mission, team member participation and team structure. 

Before discussing the results in more detail, we will first report on the status of the studies that 
were reviewed.

2.3.2 General study characteristics
Participants and setting

Table 2.2 provides the details per study. Twelve of the 28 studies were conducted in rehabilitation 
and five in an educational setting. Four studies described team collaboration in relation to both 
education and rehabilitation and seven studies lacked specifications. In 13 of the 28 studies parents 
were reported as study participants or as team members.

Table 2.1 Overview and description of the salient elements of team collaboration, categorised per key 
feature

Key Feature Salient Elements n1 Description of Salient Elements
Communication Communication 

type
18 Speaking and listening. Communication skills. Type of 

communication, open, formal, informal communication, etc. 
Communication channels. Possibilities for discussion. Verbosity 
and ambiguity. Interaction

Conflict 5 Presence of conflict situations and or conflict management.
Information sharing 7 Amount of information. Presentation of information. Record 

writing/ minutes. Information sharing. Collecting, evaluating and 
discussing information. Accessibility of information.

Professional 
language

8 Jargon. Use of discipline-specific terms.

Decision making Decision making 12 Decision-making process. Consensus. Authority in decision 
making. Involved team members/persons. Role of team members 
in decision-making process. Responsibilities in decision making. 

Problem solving 5 Consensus. Problem-solving process. Involved team members/
persons. Role of team members in problem-solving process. 
Problem identification and solutions

Organization Assessment 8 Assessment procedure, joint assessment, and discipline-
specific assessment. Persons involved in the assessment process. 
Assessment instruments. Mutual consultation. 

Boundaries 2 Agency boundaries, intra-agency and interagency collaboration 
as well as disciplinary boundaries or organizational boundaries. 
Professional boundaries

Environmental 
Context 

4 Context factors as space for team meetings. Organizational 
context, the environment in which services are provided. 
Institutional setting.

Fragmentation of 
services 

5 Sequencing of services. Continuity of care. Communication 
between members of the various services or disciplines. 

Organizational 
process 

4 Organizational structure. Bureaucracy. 
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Key Feature Salient Elements n1 Description of Salient Elements
Planning 8 Team logistics, planning of meetings and treatment. Scheduling 

of interventions. Co-ordination of planning between services 
and/or professionals

Support/Resources 7 Support and resources both internal from team members and 
external from management or government. The ability and need 
for support and availability of sufficient resources.

Team meetings 4 Organization of regular, structured, and planned team meetings. 
Management of team meetings.

Time 6 The time available for collaboration activities or other activities 
related to collaboration. Time pressure.

Goal setting Goal setting 10 Development and evaluation of goals. Team members involved 
in goal-setting procedure. Content of goals. Level of goals 
(disciplinary, shared, measurable). Satisfaction with goals. Priority 
of goals. Goal implementation. 

Team process Common framework 3 Common understanding. Shared framework for different 
professions. 

Evaluation 2 Evaluation of team-collaboration process. Evaluation of team 
efforts.

Commitment 4 Commitment to the team and/or parents. Liaison, interest in 
team members and/or parents. Punctuality, lack of discipline.

Leadership 12 Hierarchy. Type of leadership-model applied. Based on purpose of 
team/team task or status of person.

Professional 
background 

6 Norms and goals of disciplines. Professional background and 
beliefs. Philosophical practice models.

Professional 
education 

7 Need for training of professionals in team-collaboration practices. 
Content of training for professionals. Development of training 
for professionals.

Power 9 Powerful positions. Equality in status. Team procedures. Balance 
of power. Professional hierarchy.

Professional 
territories 

13 Protection of disciplinary field, knowledge, expertise. Losing 
discipline-specific identity.

Roles 13 Role perception. Role description. Role exchange. Role conflict. 
Role release. Role enrichment. Role division. Role expectation. 
Role ambiguity.

Responsibilities 6 Shared responsibilities. Description of responsibilities. 
Team culture/
development 

20 The development or apparent level of trust, respect and harmony 
among team members. Relationships between team members. 
Emotional support. Collaborative climate. Team cohesion.

Team membership 7 Right to participate in team. Type of membership, equal partners 
or full members.

Team mission 4 Mission, purpose and goal of the team.
Team-member 
participation 

6 Active participation/engagement of team members in the team 
process.

Team structure 7 Composition and size of the team. Professionals involved. 
Hierarchy. Flexibility of the team.

Parent 
involvement 

17 Family perspective. Full partnership for parents. Equal team 
member status. Family priorities. Role of parents in the team 
process. Parent/family participation. Family-centredness.

1 Number of publications in which a variable was identified
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Research method

Eighteen studies were classified as empirical studies (Table 2.2). Seven reports had used a qualitative 
and nine a descriptive research design, whereas only two studies had collected data in an experimental 
design. Ten publications were categorized as reports of non-empirical studies, five of which were 
classified as expert opinions and the other five as position papers. 

Next, we will describe the results in more detail in relation to the five key features. More specifically, 
we will consider which elements are described as facilitators of and which as barriers for team 
collaboration.

2.3.3 Communication

For this key feature the four aspects listed in Table 2.1 were identified 38 times. Most of the studies 
focused on the facilitating or restraining properties of the particular aspect under investigation. Open 
and clear communication styles were cited as facilitating communication (Bakheit, 1996;De Moor 
et al., 1999;Fleming & Monda-Amaya, 2001;Nahmias, 1995;Ogletree et al., 2001;Rosen et al., 
1998;Simeonsson et al., 1995;Thylefors et al., 2000) as well as a regular structural communication 
within the team and with members belonging to other parts of the organization’s hierarchical 
structure (Briggs, 1997). Well developed communication skills of professionals providing care for 
children with disabilities, such as information sharing and listening were also mentioned (Briggs, 
1997;Case-Smith & Nastro, 1993;De Moor et al., 1999;Dule et al., 1999). Roelofsen et al. (2002) 
reported improvements on 13 aspects of team functioning in one or more teams after having 
implemented their newly developed Children’s RAP, a rehabilitation activities profile for children. 
The tool-enhanced communication by eliciting explicitly formulated goals, comprehensive reports, 
categorization of information and transparent delineations of the roles of the various members 
during the team meetings. 

Aspects that are mentioned as hampering communication are conflict, confusion and lack of 
time (DePompei & Williams, 1994;Hinojosa et al., 2001;Malone et al., 2001;Ogletree et al., 
2001;Thylefors et al., 2000). Also poor reporting and poorly prepared team meetings tend to 
interfere with collaboration practices (Bakheit, 1996;Rosen et al., 1998). The use of discipline 
specific jargon resulting in miscommunication was another frequently mentioned problem 
(Berman et al., 2000;Clark, 1996;Hinojosa et al., 2001;Ogletree et al., 2001;Stepans et al., 2002). 
Our review confirmed that because communication can facilitate or impair team collaboration 
at every level, it is a fundamental dimension warranting due consideration when developing or 
evaluating team practices. 

2.3.4 Decision making

This dimension generated 17 references denoted as either decision making or problem solving. 
Problem solving mainly concerned the manner in which teams deal with problems and which 
team members are responsible for conflict resolution (Bakheit, 1996;Fleming & Monda-Amaya, 
2001). Although the studies varied greatly as to objective and design, they did allow three important 
conclusions to be drawn. Consensus between the professional team members and the parents and 
shared decision making procedures were found to improve team collaboration (Crais, 1993;Lawlor 
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& Mattingly, 1998;Simeonsson et al., 1995) and effective team leadership proved to facilitate the 
collaboration between health and education professionals by advancing the decision making process 
(Bailey, 1995;De Moor et al., 1999), as did efficient group decision making strategies (Dule et al., 
1999;McClelland & Sands, 1993). The various studies, however, failed to clarify the facilitating 
items they mentioned and lacked information about how decision making should be organized 
(e.g. what is meant by ‘effective leadership’ and ‘efficient group decision making strategies’).

2.3.5 Goal setting

The term goal setting yielded 10 hits. A common goal is mentioned as the best starting point 
for efficient team collaboration and an integrated treatment plan (Bakheit, 1996;De Moor et 
al., 1999;DePompei & Williams, 1994;Dule et al., 1999;Fell & Pierce, 1995). For a goal to be 
appropriate, it needs to meet the minimal standards ‘clearly stated’, ‘prioritized’ and ‘regularly 
evaluated and adapted’, all prerequisites of optimal collaboration and critical in the development 
of an integrated treatment plan (De Moor et al., 1999;Fleming & Monda-Amaya, 2001). 
Unfortunately, no studies could be identified that described the relationship between different 
goal setting procedures and their effect on collaboration.

2.3.6 Organization

Forty-eight aspects were mentioned that fall within this dimension. With eight hits assessment 
was the most frequently cited and extensively described aspect. Bailey (1995) claims that if the 
team members involved in the child’s assessment come from various backgrounds, this will offer 
the team multiple perspectives on the child and its family, resulting in a holistic view on its needs 
and resources. Others mention that inclusion of the family perspective in the assessment facilitates 
the development of a co-ordinated treatment plan (Crais, 1993;Papenfus & Bryan, 1998;Yerbury, 
1997). McClelland and Sands (1993) postulate that in joint assessments different team members 
bring in different knowledge and observational perspectives, and that team deliberations tend to 
depend on those present and the issue negotiated. All studies agreed that the participation of team 
members from the various disciplines involved, including the child’s parents, is essential.

A common framework and joint planning were also cited as factors augmenting collaboration 
practices (Dule et al., 1999;McClelland & Sands, 1993;Roelofsen et al., 2002), whereas lack of 
time and organizational boundaries were cited as restricting factors (Dule et al., 1999;Larsson, 
2000;Malone et al., 2001;Thylefors et al., 2000). The aspects described above can all serve as 
guidelines to define the initial organizational structure of the multidisciplinary collaboration.

2.3.7 Team process

A total of 15 separate elements delineated the nature of the various underlying processes and 
the diversity of teams. Among other aspects the definition of roles, the need for mutual respect 
and the protection of professional territories were mentioned as prerequisites for teamwork and 
team diversity was discussed in terms of team structure, leadership and team membership. Most 
studies aimed at specifying the various aspects of the team process and their interaction with 
the other dimensions and distinctive elements of team collaboration. Thylefors et al. (2000) for 
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instance, point out that the need for a good team culture helps to facilitate communication and 
Simeonsson et al. (1995) underscore the mutual awareness of respective skills as a prerequisite 
for multidisciplinary assessment (organization). All reports lacked information about the causal 
relationship between the aspects under study and team collaboration. Furthermore, because most 
of the issues discussed were subjective in nature and their definitions lacked consistency, making 
them difficult to assess objectively or reliably, their exact contribution to the team process and 
ultimately to the quality of the collaboration remained vague. Nevertheless, they are inherent to 
the team process and future empirical research is needed to define these pivotal aspects of team 
collaboration more closely and to set more objective parameters to allow a proper evaluation.

Table 2.2 Overview of the empirical and non-empirical studies published between 1993 and 2004 
selected for review

Author Participants and setting Method Study Objective
I.  Empirical research 
Case-Smith & 
Nastro (1993)

Five mothers of preschool 
children with cerebral 
palsy and their children’s 
occupational therapists

Empirical, 
qualitative

Relationships between mothers and their 
children’s occupational therapists

McClelland & 
Sands (1993)

Teams evaluating children 
with mental retardation or 
developmental disabilities

Empirical, 
qualitative

Team process and consequences of the 
presence or absence of a team member in team 
assessment. Identification and discussion of 
critical issues and the subsequent decisions 

DeGangi & 
Wietlisbach (1994)

26 professionals from early 
intervention programmes 
and parents

Empirical, 
qualitative

Challenges for collaboration between families 
and professionals related to cultural diversity 
and socio-economic status

Bailey (1995) 72 professionals from 
nine state-supported 
developmental evaluation 
centres. 

Empirical, 
descriptive

Agreement between interdisciplinary teams of 
professionals in rating the functional abilities 
of children with disabilities. Independent 
individual ratings followed by a consensus 
rating developed by the team as a unit.

Simeonsson et al. 
(1995)

81 professionals from 15 
developmental evaluation 
centres in the state of North 
Carolina and 39 parents

Empirical, 
descriptive

The various expectations and perceptions the 
professionals and parents introduce into to 
the assessment process and the congruence 
between the two perspectives regarding the 
process of child assessment and the role of the 
family

Yerbury (1997) Multidisciplinary child 
development teams, parents 
of 15 children. Districts: 
one in rural Britain, one in 
London and one  in Canada

Empirical, 
descriptive

Discussion of key issues of multidisciplinary 
work in relation to the care of children with 
disabilities and their families. Key issues are: 
team model, leadership, decision making, and 
dual accountability

Rosen et al. (1998) Population-based sample 
of 19 rehabilitation 
specialists and educators 
from an educational and 
rehabilitation outpatient 
programme based at a 
university medical centre

Empirical, 
experimental

Differences in team functioning between the 
multidisciplinary and transdisciplinary models 
of team meetings
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Author Participants and setting Method Study Objective
Dule et al. (1999) 138 occupational therapists, 

physiotherapists, speech 
therapists, and speech 
pathologists providing 
services for students with 
high support needs in New 
South Wales

Empirical, 
descriptive

Team members’ perceptions of their roles, 
criteria used to set priorities for therapy 
services, decision-making priority regarding 
therapy services, agreement with best practice 
related to the collaborative team model and 
implementation

Moor de et al. 
(1999)

team members (n=51) 
associated with a division of 
a rehabilitation centre in the 
Netherlands

Empirical, 
descriptive

Description of the first step in the process 
of improvement of interdisciplinary team 
functioning, assessment of team members’ 
specific needs for additional training

Berman et al. 
(2000)

A population-based sample 
of 19 rehabilitation and 
education specialists 
from an educational and 
rehabilitation outpatient 
programme based at a 
university medical centre 

Empirical, 
experimental

Differences in team functioning during team 
meetings before and after assessment training 

Larsson (2000) Two samples of  families 
(n=385) receiving services 
from the same habilitation 
centre

Empirical, 
descriptive 

Organization and co-ordination of services 
as part of the co-operation between 
receivers of both family and professional 
habilitation services. Differences between a 
multi-professional habilitation team and an 
individualised team

Roelofsen et al. 
(2002)

Seven paediatric 
rehabilitation teams from 
five rehabilitation centres in 
the Netherlands

Empirical, 
qualitative

The changes in functioning of the 
rehabilitation team induced by the 
Rehabilitation Activities Profile for children 
(Children’s Rap), an instrument designed to 
improve interdisciplinary communication in 
paediatric rehabilitation.

Thylefors et al. 
(2000)

Swedish paediatric 
habilitation teams, a 
nationwide sample of 202 
professionals representing all 
seven professions normally 
working in these teams

Empirical, 
descriptive

Description of current teamwork practices in 
Swedish habilitation through the analysis of 
the perceptions of seven professional groups 
with a focus on professional co-operation and 
interaction during different types of formal 
meetings.

Barnes & Turner 
(2001)

40 teachers of students 
who received occupational 
therapy in a public school.

Empirical, 
descriptive

Collaboration practices between teachers 
and occupational therapists. The relationship 
between collaboration practices and individual 
education plan (IEP) objectives.  

Bartolo et al. 
(2001)

Two tertiary-level 
multiprofessional groups in 
London, UK; one medical 
and one educational and 
the family of four preschool 
children with multiple 
disabilities

Empirical, 
qualitative

Group-decision-making process in 
transdisciplinary assessment procedures

Hinojosa et al. 
(2001)

A research team and 
a early-intervention 
team (educational and 
rehabilitation) and a family 
of a child with CP in a 
clinical setting

Empirical, 
qualitative

Evaluation of the process of collaborating in 
the research team and describes the results of 
the observation of an interdisciplinary team in 
a clinical setting



23

defininG teAm CollAboRAtion in pAediAtRiC RehAbilitAtion

Author Participants and setting Method Study Objective
Malone et al. 
(2001)

Thirty-one professionals 
from teams supporting 
people with disabilities

Empirical, 
descriptive

Descriptive analysis of the attitudes and 
perceptions about teamwork and team 
processes as reported by professionals. 

Fleming & 
Monda-Amaya 
(2001)

32 team members from 
wraparound teams in an 
educational setting

Empirical, 
qualitative

Identification and validation of a list of critical 
process variables that support team efforts and 
effectiveness

II.  non-empirical  research
Crais (1993) Families of children 

with special needs and 
professionals

Nonempirical, 
expert opinion

Several issues that affect collaborative efforts 
within the assessment process

Fell & Pierce 
(1995)

Parents, children with 
attention deficit disorder 
(ADD), professionals and 
educators in a educational 
setting

Nonempirical, 
position paper

A framework for developing a strong 
collaborative model in the educational setting, 
need for adequate provision of information, 
participation of students

Nahmias  (1995) Home and school, children 
with attention deficit 
disorder (ADD)

Nonempirical, 
expert opinion

Identification of areas appropriate for 
collaborative efforts and how collaboration 
can be used effectively for students with ADD

Bakheit (1996) Rehabilitation teams in 
general

Nonempirical, 
position paper

Description of an effective rehabilitation 
team, factors associated with team process 
and differences between multidisciplinary and 
interdisciplinary team processes 

Clark (1996) Special education Nonempirical, 
expert opinion

Historical trends in special education, types 
of conflicts and problems arising from the 
use of interdisciplinary teams, varying degrees 
of participation of team members (including 
families), satisfaction with team process. 
Decision-making process and proposed 
models. 

Briggs (1997) Early intervention teams in 
hospital, community agency 
or school-based and family

Nonempirical, 
expert opinion

Interactions between early intervention 
team members and a systems perspective 
that considers the interrelationships and 
interdependencies of the various elements 
comprising early intervention services

Lawlor & 
Mattingly (1998)

Paediatric practitioners and 
parents of children with 
special health-care needs 

Nonempirical, 
position paper

Various critical dilemmas in the 
implementation of responsive and efficacious 
services and family- centred care highlighting 
the complexities involved in building effective 
partnerships among all key players 

Papenfus & Bryan 
(1998)

Educational and health-care 
setting and family

Nonempirical, 
position paper

Interdisciplinary team evaluations. Review 
and reframing of the family’s perspective on 
nursing assessment categories and presentation 
of a systematic integrated history and 
assessment format

Ogletree et al. 
(2001)

Professionals from 
education and allied health 
disciplines

Nonempirical, 
position paper

Overview of current models of team-based 
service delivery for students with disabilities 
and key features of models

Stepans et al. 
(2002)

Early-intervention teams, 
public-health nurses

Nonempirical, 
expert opinion

Assessment of young children with disabilities 
by a team of professionals from several 
disciplines. Description of key features of 
transdisciplinary assessment processBrief 
descriptions of the characteristics of 
multidisciplinary and interdisciplinary teams

ADD, attention deficit disorder; CP, cerebral palsy
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2.3.8 Parent involvement: the sixth dimension?

During the period under investigation, the importance of involving the child’s parent(s) in the 
treatment received much attention in the literature on paediatric rehabilitation. There is a growing 
recognition that on account of their special bond and extensive experience with their child, parents 
can provide valuable and reliable information regarding the required care and education when 
planning the child’s treatment (Appleton & Minchom, 1991;Squires et al., 1997).

Formerly predominantly restricted to professionals, service delivery has also shifted towards a model 
of ‘family-centred care’ (Dunst & Trivette, 1987). This model emphasizes a partnership between 
the parents and service providers and underscores the family’s role in the decision making process. 
It also identifies parents as the experts on their child’s status and needs (Hostler, 1999;Rosenbaum 
et al., 1998). Our systematic search confirmed the significance of parent involvement in team 
collaboration. It was mentioned in 17 of the 28 publications and, more importantly, was described 
as a distinctive component of all five key features. 

Because of its prevalence and significance we propose to consider parent involvement as the sixth 
key feature rather than one of the many underlying aspects of team collaboration (see Figure 2.2). 
Investigating different dimensions of team collaboration, many studies describe the integration 
of the family perspective as the key to effective care and the development of co-ordinated 
family-sensitive plans (Briggs, 1997;Fell & Pierce, 1995;Hinojosa et al., 2001;Ogletree et al., 
2001;Papenfus & Bryan, 1998) or claim that team collaboration requires an equal partnership 
between parents and professionals (Crais, 1993;Larsson, 2000;Yerbury, 1997). However, although 
the need to involve the parents in and the importance of incorporating the family perspective 
into the care process is extensively described, the studies all lack hands-on information about 
implementation or implications. Thus, none provided structural directions indicating how effective 
partnerships between parents and team members are to be established. Also the true influence of 
the participation of parents in the team meetings on decision making strategies and treatment 
planning has not been catalogued. Furthermore, there is an ongoing debate about the exact status 
the parents should be awarded. Do we need to perceive them as full, professional partners or as 
experts in a consulting role?

It needs to be noted that because parent involvement was not among the key features of team 
collaboration and therefore not among our original search terms, we were unable to establish 
whether specific aspects of parent involvement and its relationship with team collaboration have 
been described in more detail. Nevertheless, because it was so extensively described and supported 
in the literature generated by our limited search, we feel justified in proposing parent involvement as 
a separate dimension of team collaboration in child rehabilitation warranting further research. 

The above-described results provided an overview of the features and elements that define and 
underlie team collaboration in paediatric rehabilitation. The search described in the current study 
was restricted to paediatric rehabilitation literature. In paediatric rehabilitation most children 
that receive treatment have a chronic disease, which requires treatment to continue in different 
developmental stages of the child’s life. Besides the rehabilitation treatment, education at school and 
rearing at home are important cornerstones in a child’s life. These areas of development intertwine 
with the rehabilitation process and as a result, responsibility in paediatric rehabilitation is shared 
by rehabilitation professionals, special education professionals and parents. 
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Collaboration is complicated because concerns, priorities and goals of all three parties need to be 
integrated and discussed. Moreover, paediatric rehabilitation has been characterized in the last 
century by important developments such as family- centred care and inclusive education, which will 
certainly have had an influence on collaboration, practices. However, despite the above-mentioned 
reasons to restrict our search, the restriction could have had an influence on the information and 
elements we identified.

Future research should focus also on other research areas to improve our understanding of the 
eventual causal relationship between team collaboration and the collaborative elements and to be 
able to better delineate facilitating and restricting processes.

2.4 ConClusions

With our systematic search we have shed more light on the underlying elements of team collaboration 
within the context of child rehabilitation, although we by no means contend to have unravelled 
this complex puzzle. This study concerned a preliminary inventory and the findings described 
should be considered in this perspective. 

The complexity of the issue was underscored by the large number of themes and aspects that were 
discussed in relation to the five dimensions as well as by their (expected) mutual interactions. 
Moreover, the moderate level of evidence characterizing most of the studies in our review calls 
for a cautious interpretation of the results. Despite these restrictions, we feel that by listing and 
describing the salient elements of team collaboration, the current findings will facilitate future 
research into team collaborative processes and help improve paediatric rehabilitation practices. We 
specifically recommend to further explore the role of parents (full partners or expert consultants), 
to investigate the causal relationship between team collaboration and the collaborative elements 
mentioned, and to better delineate facilitating and restricting processes.

2.5 CliniCAl messAGes

	 The need for team collaboration in paediatric rehabilitation is acknowledged in literature and 
by professionals in clinical practice, but insight in the complex process, guidelines on good 
practice and tools to improve team collaboration are lacking.

	 The description of salient elements and six key features of team collaboration will facilitate 
future research into team collaborative processes and help improve paediatric rehabilitation 
practices.

	 In the literature on team collaboration parent involvement plays an important role, but 
further exploration of the role of parents (full partners or expert consultants) in optimal team 
collaboration and care is needed.
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AppendiX 2.1- seARCh teRms And mesh heAdinGs used

AND Child
Student

Disabled
Disabilities

Health
Chronic

Communication
Decision making

Goal setting
Organization
Commitment

ANDAND

Team
Teamwork

Team 
  development
Team process

Interdisciplinary 
  approach

Figure A2.1 shows a flowchart of the search terms used in the literature search.

Table A2.1 MesH headings, free text words, and combinations used in the literature search of 
MEDLINE, ERIC and PsycINFO

NR/# MEDLINE ERIC PsycINFO
1 team in MesH “teamwork” “teams” or “work teams”
2 interdisciplinary team process or team 

development
“work teams” or “self managing 
work teams”

3 (interdisciplinary in MesH) or 
(multidisciplinary in MesH)

“interdisciplinary-approach” “interdisciplinary treatment 
approach”

4 #1 or #2 or # 3 #1 or #2 or # 3 #1 or #2 or # 3
5 explode “child”/ all subheadings child* or student* child* or student* 
6 explode “students”/ all subheadings disabl* or  disabil* or handicap* 

or chronic* or health or (explode 
disabilities)

disabl* or disabil* or handicap* 
or chronic* or health 

7 #5 or #6 #5 or #6 “disabilities” or “developmental 
disabilities’ or “learning 
disabilities” or “multiple 
disabilities” or “reading 
disabilities”

8 explode “disabled-persons/ all 
subheadings

#6 or #7

9 “learning-disorders”/ all 
subheadings

10 “developmental-disabilities”/ all 
subheadings

11 disabl* or disabil* or  handicap* or 
chronic* or health 

12 #8 or #9 or #10 or #11
13 “goals-“ in MIME, MJME goal setting “goal setting”
14 explode “decision-making”/ all 

subheadings 
explode “decision-making” “decision-making” or “choice 

behavior” or “group decision-
making” or “management 
decision-making”

15 commitment commitment “commitment” or “organizational 
commitment” or “involvement” 
or “motivation”
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NR/# MEDLINE ERIC PsycINFO
16 “communication”/ all subheadings (communication in title, abstract, 

descriptors) or “interpersonal 
communication”

“communication” or 
“interpersonal communication” 
or “group discussion” or 
“listening interpersonal”

17 “interdisciplinary-communication’ 
in MiME, MJME

“communication disorders” or 
“communication problems”

“negotiation” or “social 
interaction” or “conflict” 
or cooperation” or “group 
participation” or “interpersonal 
influences” or ‘participation”

18 #16 or #17 #16 not #17 #16 or #17
19 “organizational-culture” in MIME, 

MJME
(organi?ation* or structur* or 
member* or role*) 

(organi?ation* or structur* or 
member* or role*) 

20 “organizational-objectives”/ all 
subheadings

21 explode “professional-practice”/ all 
subheadings

22 (organization* or structur* or 
member* or role*) in title, abstract

23 #19 or #20 or #21 or #22
24 #4 and #7 and #12 #4 and #7 #4 and #5 and #8
25 #13 and #24 #13 and #24 #13 and #24
26 #14 and #24 #14 and #24 #14 and #24
27 #15 and #24 #15 and #24 #15 and #24
28 #18 and #24 #18 and #24 #18 and #24
29 #23 and #24 #19and #24 #19and #24
30 #25 or #26 or #27 or #28 or #29 #25 or #26 or #27 or #28 or #29 #25 or #26 or #27 or #28 or #29
31 #30 and (LA = “English”) #30 and (LA = “English”) #30 and (LA = “English”)
32 #31 and (py > 1992)
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AppendiX 2.2- study summARy foRm 
General information
Reviewer’s Name:
Reference Number:
Authors (year of publication): 

Information about research method and study population
Research method: 
Participants:
Setting:
Disciplines in team (rehabilitation, education, parents or a combination): 
Team structure (mono-, multi-, inter- or transdisciplinary):

Salient elements and definition
For all elements the relationship between team collaboration and the element needs to be recorded. 
If provided the definition of the element needs to be recorded. 

Element Relationship with team collaboration Definition Page number

Notes
Empirical studies:
•  Experimental studies investigating the effects of manipulation of variables in single-subject or 
group designs.
•  Qualitative or observational studies focusing on the identification of variables underlying or 
explaining the five key collaborative features using observation, interviews, Delphi rounds and 
focus groups in a natural setting.
•  Descriptive studies aimed at formulating and clarifying hypotheses or analysing the relationship 
between non-manipulated variables with the aim to attain general knowledge, including interviews, 
normative surveys, case studies and documentary analyses.

Non-empirical studies: 
•  ‘Expert opinions’, i.e. publications describing or reporting opinion-based ideas of respected 
authorities or expert committees, or information collected from an unsystematic review of the 
literature.
•  ‘Position papers’, i.e. publications in which the author(s) present a philosophical or policy statement 
including personal statements or viewpoints, opinions, and personal narratives.
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AbstRACt

Aim: Worldwide, family-centred and co-ordinated care are seen as the two most desirable and 
effective methods of paediatric care delivery. This study outlines current views on how team 
collaboration comprising professionals in paediatric rehabilitation and special education and 
the parents of children with disabilities should be organized, and analyses the policies of five 
paediatric rehabilitation settings associated with the care of 44 children with cerebral palsy (CP) 
in the Netherlands.

Methods: For an overview of current ideas on collaboration, written statements of professional 
associations in Dutch paediatric rehabilitation were examined. The policy statements of the 
five participating settings were derived from their institutional files. Documents detailing the 
collaborative arrangements involving the various professionals and parents were evaluated at the 
institutional level and at the child level. Involvement of the stakeholders was analysed based on 
team conferences.

Results: Also in the Netherlands collaboration between rehabilitation and education professionals 
and parents is endorsed as the key principle in paediatric rehabilitation, with at its core the 
team conference in which the various priorities and goals are formulated and integrated into a 
personalized treatment plan. As to their collaborative approaches between rehabilitation centre 
and school, the five paediatric settings rarely differed, but at the child level approaches varied. 
Teams were large (averaging 10.5 members), and all three stakeholder groups were represented, 
but involvement differed per setting, as did the roles and contributions of the individual team 
members.

Conclusion: Collaboration between rehabilitation and education professionals and parents is 
supported and encouraged nationwide. Views on collaboration have been formulated, and general 
guidelines on family-centred and co-ordinated care are available. Yet, collaborative practices in 
Dutch paediatric care are still developing. Protocols that carefully delineate the commitments to 
collaborate and that translate the policies into practical, detailed guidelines are needed, as they 
are a prerequisite for successful teamwork.
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3.1 intRoduCtion

Because the care of children with disabilities is commonly wide-ranging, medical, rehabilitation 
and education professionals need to work together closely. Many professionals working 

in paediatric care have come to agree that involving the child’s parents in the care process can 
also support them in managing their young patient’s diverse physical, psychological, social and 
educational problems. Ideally, co-ordinated healthcare and education for children with disabilities 
should support as well as involve the child’s parents or his/her immediate family. 

The need for collaboration between professionals within and from different services, as well as 
between professionals and parents, has received ample attention in the literature (Franck & Callery, 
2004). The two central themes in collaboration in paediatric rehabilitation are ‘family-centred 
care’ (FCC) and ‘integration of services’, also called ‘co-ordinated care’. 

Partnership between parents and service providers lies at the heart of FCC, emphasizing parents’ 
role in the decision-making processes relating to their child’s care. It also identifies parents as the 
experts on their child’s status and needs (Hostler, 1999;Rosenbaum et al., 1998). There is evidence 
to indicate that FCC enhances outcomes for both children and their families (King et al., 2004). 
The philosophy of FCC promotes families and professionals to jointly plan, deliver and evaluate 
the child’s healthcare services (Shelton, 1999). Nowadays, FCC has become the standard for 
service delivery in paediatric rehabilitation in many western countries. 

Because health care for children with disabilities is delivered by a range of (varying) professionals 
from different organizations operating from various locations (medical and rehabilitation centres 
(RCs), allied healthcare facilities, special schools, etc.), care co-ordination is proved to be an 
important aspect (Larsson, 2000). In several countries, legislative and policy requirements impose 
collaboration between professionals, between agencies, and between agencies and service users 
(British Department of Health 1999; Education of the Handicapped Act Amendments of 1986 
[Public Law 99–457]; RBU, FUB & RFA 1993; Americans with Disabilities Act [Public Law 
101– 336]). This has led to various concepts of multidisciplinary collaboration, which have since 
been implemented and evaluated nationally (Simeonsson et al., 1995;Stallard & Hutchison, 
1995;Yerbury, 1997;Youngson-Reilly et al., 1995). 

Also in the Netherlands parental participation and integration of services are high on the agenda, 
both in rehabilitation research and in the clinical practice. The Dutch Council of Health Research 
(1997) has prompted close collaboration between the RCs, schools for special education (SSEs) and 
parents by describing paediatric rehabilitation as ‘oriented on children with physical disabilities in 
which medical, sociological and psychological disciplines are integrated’. This desired integration of 
services has been captured in the motto ‘one child, one team, one plan’. Because in the Netherlands, 
RCs and SSEs are separate entities residing under different ministerial departments and thus subject 
to different funding and legislation, integration and co-ordination of services is crucial to ensure 
an optimal and comprehensive treatment and support for both children and their parents. Parents, 
RC professionals and SSE professionals are the main three stakeholder groups in this process. 

To provide integrated and co-ordinated care, sound communication between the professionals 
from various disciplines and the child’s parents is needed. In Dutch paediatric rehabilitation, 
all rehabilitation services use the same communication instrument. This instrument is called 
the Rehabilitation Activities Profile for Children, or Children’s RAP (Roelofsen et al., 2001). 
It facilitates and structures the communication between parents and various professionals by 
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providing guidelines on how to formulate children’s needs, define the service goals and develop 
tailored co-ordinated care programmes. 

In the Netherlands, treatment takes place in a clinical setting and in an outpatient setting. The 
23 national RCs with paediatric facilities and the rehabilitation departments of all medium-sized 
and larger hospitals provide the treatment. Each year 9000 children are treated on an outpatient 
basis and 300 children on an inpatient basis (Revalidatie Nederland, 2005). More than half of the 
children referred for rehabilitation have been diagnosed with cerebral palsy (CP), and the majority 
attend schools that exclusively provide special education for children with disabilities. The schools 
often entertain close connections with the local RC, enabling the rehabilitation specialists and 
teachers to jointly decide on what care each child needs. 

However, how in the Dutch situation co-operation between various care services and parents is 
organized has, to date, not been charted. The present study was conducted to investigate the current 
views on collaboration and to describe the organizational features of five existing collaborative 
settings in paediatric care involving the teams and team members of the RCs, SSEs and the parents 
of children with CP. The survey describes the collaborative arrangements between the services 
and the parents at the institutional level and at the child level by examining the practices of the 
child-tailored teams. 

3.2 ReseARCh Questions

The work presented here focuses on the ways in which collaboration between the three stakeholder 
groups is organized, and we focused our evaluations on the following four research questions:

	 What are the national views on how collaboration between the three stakeholder groups in 
the care for children with CP should be organized?

	 What are, at the institutional level, the policies on collaboration between the RC, the affiliated 
SSEs and the child’s parents in the five participating settings?

	 What are their policies on collaboration at the child level?

	 What is the nature of the involvement of the professional team members in the collaborative 
care for the children with CP and their parents?

3.3 methods

3.3.1 Participating paediatric settings

To be included in our applied survey, the paediatric RCs needed to be situated in different regions 
of the Netherlands and be affiliated with a local SSE. The research team jointly selected five Dutch 
paediatric RCs and affiliated SSEs, which were subsequently approached for participation. The 
participating RCs represented approximately a quarter of the registered paediatric RCs in the 
Netherlands.
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3.3.2 Procedure

The current project is part of a larger study (ProCP), which aimed to describe collaboration 
processes between parents, rehabilitation professionals and special education professionals in 
paediatric rehabilitation. The current project was executed between January 2003 and January 2005. 
Each RC and affiliated SSE assigned a staff member as a liaison person to maintain communications 
with the other staff members and the researchers. The RC liaisons also approached the parents 
of children who were undergoing treatment at their centre for their consent if the child met the 
following criteria: diagnosed with CP, aged between 4 and 8 years, and attending an SSE (Mytyl) 
that was affiliated with the RC. The parents were approached at the beginning of the ProCP study, 
and participation of parents differed between the various parts of this study. We restricted our 
study to teams working with children with CP, because this is the largest group seen in paediatric 
rehabilitation. The liaisons of each RC and SSE received a request to indicate which and how 
often team members were involved in the care of the selected children. To facilitate the inventory 
and prevent ambiguities, we defined a team member as a professional who (a) is involved in the 
treatment of the child, (b) attends the team conferences about the child, and/or (c) participates 
in the exchange of information about the child.

3.3.3 Participants

In the current project, parents were not participating, but had to consent for the teams surrounding 
their child to be part of the study. Of the 60 parent couples who were approached, parents of 44 
children with CP (29 boys, 15 girls, mean age 7.0 years, SD 1.2 years; mean Gross Motor Function 
Classification System (GMFCS) score 2.29, SD 1.53 (Palisano et al., 1997)) agreed to having 
their child’s team join the study, and all gave their informed consent. Due to ethical restrictions, 
no information was obtained concerning the 16 parent couples who refused to participate. The 
number of consenting parents per centre varied from 7 to 12. 

The group of professionals contributing to the treatment of one or more of the 44 children 
comprised 83 professionals associated with the five RCs and 89 professionals working at the 
affiliated SSEs. Of these professionals, 90% are women, and the professionals have a mean age 
of 39 years, with a standard deviation of 10.2 years. The working experience of the professionals 
in paediatric rehabilitation was distributed as follows: 45% of the professionals had a working 
experience of more than 8 years, 22% more than 3 years but less than 8 years, and 34% had a 
working experience of less than 3 years. Table 3.1 provides information about the distribution of 
professionals across disciplines.
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Table 3.1 Distribution of professionals (n=172) across disciplines 

Professional discipline RC (n)1 SSE (n)

Rehabilitation specialists 12 -
Physiotherapists 26 5
Occupational therapists 24 3
Speech therapists 7 14
Special-education teachers - 27
Special-education teaching assistants - 27
Social workers 7 -
(Clinical) child psychologists 3 3
Creative arts therapists 3 1
Case manager - 9
Care co-ordinator 1 -

1Presented data concern amount of professionals (persons). A professional can be a team member of more than one 
child- specific team.

RC, rehabilitation centre; SSE, school for special education

3.3.4 Measures
National perspectives on collaboration between the three stakeholders 

Nationwide, documents from professional organizations stipulating policies on the organization 
of collaboration in paediatric care in the Netherlands were collected from the Internet or via 
direct written requests to associations, to make an inventory of the various views on collaboration 
between rehabilitation professionals, professionals in special education and the parents of children 
with disabilities. The data consulted concerned a fact sheet on child rehabilitation (future) policy 
documents and web-based documentation.

Next, the first author of the present study (B.J.G.N.) assessed these data to record perspectives, 
statements, policies or guidelines on collaboration between professionals in paediatric rehabilitation 
and special education and parents. Afterwards, a second evaluator (H.A.R.) verified the assessment 
of perspectives, statements, policies or guidelines in the data sources. In a subsequent meeting, 
the two authors discussed discrepancies or ambiguities. After the discussions, the records were 
summarized and ordered into four categories: organization, goal setting, communication and 
parent involvement in a final document.

Policies on the organization of collaboration at the institutional and child level of the five selected 
paediatric settings

The institutional documents collected from the five participating RCs and SSEs were analysed to 
determine how the views on collaboration had been translated into policy. All liaisons received a 
structured list detailing the desired documents, i.e. annual reports, policy documents, documents 
on parent participation, information brochures, mission statements and protocols on collaboration, 
treatment protocols and the school’s yearbook. When documents were absent, one of the researchers 
contacted the RC or SSE by telephone to try and collect supplementary information. 
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After collection of the institutional documents, a checklist was used to systematically and uniformly 
analyse the documents of the five settings on organization of collaboration at the institutional and 
child level. The analysis of collaboration at the child level served to chart team practices (among 
the three stakeholders) related to the care of the individual child and his/her immediate family. The 
items on this checklist were selected on the basis of knowledge on organization of collaboration 
derived from the literature and discussions with experts in paediatric care. After the systematic 
analysis, collected data were summarized and charted per setting in two tables, one containing 
the information at the institutional level and the other containing the information at the child 
level. These data tables were sent out for review to the liaisons of the participating settings. The 
tables sent to the liaisons contained only the information of their specific setting. The liaisons 
were asked to verify whether the charted information corresponds with the actual practice in their 
setting. In case a liaison reported a discrepancy between charted data (from the documents) and 
actual practice, the liaison was subsequently asked to substantiate the actual practice data with 
a written resource. Changes in the data tables were only made if liaisons were able to provide a 
written foundation for the manner in which collaboration was organized in actual practice.

Involvement of team members

To gain insight into the composition of the teams in our sample settings, we compiled an overview 
of the type and number of active team members. Because team conferences lie at the core of 
collaboration and because generally it is the attending members that model the team processes, we 
asked the liaisons of the RCs and SSEs to hand in a list of the attending team members for the first 
scheduled team conference for each specific child for the duration of the study. They indicated for 
each team member whether he/she had or had not been invited to the team conference, whether 
his/her involvement was direct (i.e. has structured contact with the child) or indirect (i.e. no 
structured contact with the child but maintaining communications with the parents, coaching 
other team members or managing logistical matters), and whether he/she had or had not attended 
the actual conference. 

3.4 Results

National perspectives on collaboration between the three stakeholders

The results of our national inventory of current perspectives on collaboration between rehabilitation 
and special education professionals and parents are presented in Table 3.2.  In the documents from 
the professional organizations, collaboration between rehabilitation and education professionals 
and parents is endorsed as the main principle in paediatric rehabilitation. The multidisciplinary 
team conference, in which goals and priorities are formulated and rehabilitation and educational 
goals are integrated into a child-specific treatment plan, formed the core of all team practices. 
The documents contained statements on how collaboration between the three stakeholders should 
be implemented in the clinical practice. The fact sheet, for instance, stated that paediatric teams 
need to abide by the procedures prescribed in the interdisciplinary team model. Also, views and 
guidelines on the participation of team members in the preparation of team conferences and the 
dissemination of information following the team conference are described. It is stipulated that 
prior to the team conference, the parents and team members fill in the Children’s RAP, that they 
attend the team conference, and that the parents also receive the conference minutes.
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The policies on collaboration at the institutional level

Tables 3.3 and 3.4 provide an overview of the documented policies of the five participating settings, 
reflecting their perspectives on collaboration. The results presented were collected from the centres’ 
most recent written mission statements and were verified and confirmed by the liaisons of the 
RC or SSE. It was only in one setting at one item (setting 4, recipient of final Children’s RAP) 
that a discrepancy between the charted data and actual practice was reported by the liaison. The 
liaison was not able to substantiate this difference with a written resource, so no changes were 
made in the data table. 

As regards their policies on collaboration between the RC and affiliated SSE, the five paediatric 
settings rarely differed (see Table 3.3). In all five, a written agreement on collaboration was 
available, either laid down in a separate statement or as part of other publications, such as the 
annual report, a general statement of policy or the school’s handbook. The degree to which these 
policies or ideas were specified varied widely, ranging from a general statement in which the 
managements of the RC and SSE express their support for collaboration to detailed protocols 
in which collaborative arrangements are methodically described. In four of the five settings, RC 
professionals administered therapy in the classroom, and these professionals use the Children’s 
RAP for report of treatment. In the other setting, classroom therapy was delivered by therapists 
employed by the school, and their intervention was not reported in the Children’s RAP. In all five 
settings, it was the RCs that were responsible for treatment planning and the co-ordination of 
joint conferences and reporting. In three of the five settings, the child-specific teams formed part 
of a larger organizational unit. The settings used different grouping criteria for their units (see 
Table 3.3): one based their units on the team members’ expertise regarding specific syndromes, 
and the two others on the children’s ages.

All five settings provided written directions on parent involvement, which mostly concerned general 
statements rather than protocols of elaborated viewpoints. Most mentioned the following requisites 
for parental involvement in the rehabilitation process: care based on the parents’ and the child’s 
needs, the use of a parent form (part of Children’s RAP developed for inventory of information 
from parents), active parental involvement and participation in treatment and decision making, 
sound communications between the team and parents, and parent access to reports.
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Table 3.2 National perspectives on collaboration between professionals in paediatric rehabilitation, special 
education and the parents of children with disabilities in the Netherlands

Principle/ guideline description1

Organization
Rehabilitation specialists, professionals and teachers work together in the care for children with disabilities with the 
aim to optimize the children’s participation in society 
Paediatric rehabilitation teams work according to the interdisciplinary team model requiring close collaboration 
between team members from the different disciplines 
The paediatric rehabilitation specialist is the team member responsible for the indication for rehabilitation and is 
appointed as the co-ordinator and team leader
The rehabilitation goal prescribes which professionals are members of the team
Goal setting
Individual programme plans are formulated in which the educational and rehabilitation goals are integrated
Rehabilitation programme and goals are evaluated on a regular basis
Communication
The Children’s RAP is a good communication tool guiding parents and team members to compile a report before the 
team conference in which they formulate the child’s needs from their individual perspectives
Prior to the team conference parents and team members report on paper
In the team conference team members together make a synthesis of observations and desired goals and prioritise 
future goals
Parents regularly attend the team conferences about their child and receive the minutes of all team conferences 
Good communication between parents and team is essential
Parents involvement
The needs of the child, its parents and immediate family are guiding principles in the treatment. 
The expertise of the rehabilitation team is utilized to interpret the problems and needs the parents and the child have 
pointed out as important and to translate and incorporate these into the team’s strategies

1Sources: Future perspectives for paediatric rehabilitation in the Netherlands (2000); Multidisciplinary view on 
paediatric rehabilitation (2003); Paediatric rehabilitation fact Sheet (2004); Revalidatie Nederland (2005)

RAP, Rehabilitation Activities Profile
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Table 3.3 Policies on collaboration of the five paediatric settings at the institutional level

Collaboration between 
rehabilitation centre (RC) 
and school for special 
education (SSE)

Setting 1 Setting 2 Setting 3 Setting 4 Setting 5

Team collaboration statement Y Y Y Y Y
Therapy in classroom/school 
setting by professionals from RC

N Y Y Y Y

Planning/co-ordination of joint 
documentation and conferences

RC RC RC RC RC

Organization of teams/units NA School/ class NA Diagnosis 
specific

School/ class

Directions on parent 
involvement

Setting 1 Setting 2 Setting 3 Setting 4 Setting 5

Parents’ and 
child’s needs are 
basis for care

Participation 
of parents in 
formulation 
of goals and 
treatment plan

Newsletter for 
parents

Parent form

Parents’ and 
child’s needs are 
basis for care

Good/ efficient 
communi-
cation between 
team and 
parents

Access to 
reports

Walk-in day for 
parents

Parents’ and 
child’s needs are 
basis for care 

Active 
involvement of 
parents

Parent 
participation 
in decision 
making

Good 
communi-
cation between 
team and 
parents

Parents’ and 
child’s needs 
identified

Parents as 
experts

Active 
involvement 
of parents 
in treatment 
and com-
munication

Good/ efficient 
communi-
cation between 
team and 
parents

Conver-sation 
with parents 
before team 
conference

Parent form

Active 
involvement 
and 
participation of 
parents

When not 
invited to 
the team 
conference, 
parents received 
an oral update 

Y, Yes; N, No; NA, Not Applicable ; RC, Rehabilitation Centre; SSE, School for Special Education
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Table 3.4 Policy on collaboration of the five paediatric settings at the child level

Collaboration / involvement 
of stakeholder groups

Setting 1 Setting 2 Setting 3 Setting 4 Setting 5

RC sse p RC sse p RC sse p RC sse p RC sse p

Team leader1 Y - - Y - - Y - - Y - - Y Y -
Joint diagnostic assessment (of 
child) - - - Y Y - - - - Y Y - Y Y -

Communication (Use of Children’s RAP)
Completing Children’s RAP Y - Y Y Y Y Y Y - Y Y Y Y Y Y

Child-specific team conference Y Y Y Y Y - Y Y - Y Y - Y Y Y
Recipient of final Children’s 
RAP Y Y Y Y Y Y Y - Y Y Y - Y Y Y

1 For the RC, this concerned a paediatric rehabilitation specialist and for the SSE the assistant director or case manager.
RC, Rehabilitation Centre; SSE, School for Special Education; P, Parents; RAP: Rehabilitation Activities Profile. 
Y, Yes; -, No 

Collaboration policies at the child level

At the child level the settings’ policies varied considerably (Table 3.4). In all five settings, team 
leadership and responsibility for the treatment plan was assigned to the rehabilitation specialist. 
In one setting (setting 5), team conferences were alternatingly chaired by the team leaders of the 
RC and the SSE (rehabilitation specialist and assistant director or case manager respectively). At 
the first team conference of the new school year held in the absence of the parents, the RC team 
leader presided over the meeting and, at half term, the school’s case manager chaired the team 
conference in which the parents took part. 

In three of the five settings, the RC and SSE jointly performed the multidisciplinary diagnostic 
assessment of newly referred children. 

Although all settings used the Children’s RAP to organize and structure the teams’ communications, 
the manner and extent of the involvement of the stakeholder groups in the use of the Children’s 
RAP differed among settings. In this study, we distinguished three stages in which the Children’s 
RAP was used: (a) preparation of the team conference, (b) the joint drafting of the treatment plan 
during the team conference, and (c) the distribution of the finalized treatment plan. Only in three 
settings were all three stakeholder groups involved in the preparatory stage. In one setting (setting 
1), the Children’s RAP was completed by the RC professionals and parents only, and in another 
(setting 3), this was done by the RC and SSE professionals only. In each setting, the professionals 
from the RCs and SSEs were invited to attend all team conferences. Only two settings also invited 
the parents for their child’s team conferences. With regard to the distribution of the final treatment 
plan, three settings (1, 2 and 5) sent all participating stakeholders the Children’s RAP: one (setting 
3) excluded the SSE professionals and one (setting 4) excluded the parents in this third stage.
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Table 3.5 Involvement of team members

Site / Disciplines Team 
members

(% of the 44 
child-specific 
teams)

Team conference 
attendance

(% of concerned 
professionals in 44 team 
conferences)

Involvement in 
treatment 

(number of team 
members)2

Invited Attended 1 Direct Indirect
Rehabilitation Centre

Paediatric rehabilitation 
specialists 100 100 86 44 -

Physiotherapists 89 72 92 54 -
Occupational therapists 96 73 87 56 -
Speech therapists 39 100 88 17 -
Social workers 66 100 69 19 10
(clinical) Child

psychologists 
39 100 100 2 15

Creative arts therapists 7 100 100 3 -
Care co-ordinators 83 100 88 - 8

School for Special Education
Special-education teachers 100 93 68 44 -
Special-education teaching 
assistants 100 93 34 44 -

Physiotherapists 233 100 22 9 -
Occupational therapists 183 100 13 8 -
Speech therapists 61 93 40 27 -
(clinical) Child psychologists 41 61 100 11 7
Creative arts therapists 18 0 0 8 -
Case managers 100 57 68 - 44

Parents 100 39 88 - -
1 % of invited team members who attended the team conference
2 n exceeds 44 teams because some disciplines are involved in different manners in the treatment of the 44 children, e.g. 
group and individual treatment sessions 
3 Profession only exists in one participating centre, paramedical professions occupied at the SSE exists only in one 
setting

Involvement of team members

Table 3.5 provides details on the nature and extent of the involvement of the various team 
members (total 430: 228 RC and 202 SSE) of the participating settings. In all 44 child-specific 
teams, members from all three stakeholder groups were represented, and all teams were large, 
averaging 10.5 members per team. Parents were considered as (full) members of the team in all 
cases. The four RC disciplines that were most highly represented in the various teams included 
paediatric rehabilitation medicine (100%), occupational therapy (96%), physiotherapy (89%) 
and social work (66%). For the SSEs, special education teachers, special education teaching 
assistants, case managers (all 100%) and speech pathologists (61%) were the most prominent. 
As to their contribution to the children’s treatments, the results showed that the involvement of 
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most professional team members was direct (RC 86% and SSE 75%). The results on our query 
as to who were invited for the child-specific team conferences revealed that this was 87% (n= 
199) for the RC team members, 79% (n= 160) for the SSE team members and 39% (n= 17) for 
the parents. Finally, Table 3.5 also shows the percentages of invited team members who actually 
attended the team conferences. The attendance average was higher for RC members (89%, n= 
177) than for SSE members (42%, n= 70). Of the invited parents, 88% (n= 15) attended their 
child’s team conferences.

Differences between the five settings on the team conference invitation and attendance results 
are visualized in Fig. 3.1. 

In the two settings where parents were invited, the attendance rate for parents was high (78% 
and 100%). According to professionals’ invitations, in four settings (1, 2, 4 and 5), more than 
70% of both the rehabilitation and education specialists were invited for the team conference. In 
one (setting 3), this was only 35% for the SSE members, whereas all RC professionals received 
an invitation. As to the professionals’ attendance rates, large differences between settings were 
reported. In setting 1, only 17% of the invited SSE team members attended the team conference, 
in contrast to 73% of the invited RC members, whereas in setting 5, this was 83% and 78% 
respectively. In the other three settings, attendance of the invited RC members was always higher 
than that of the SSE members. 

Figure 3.1 Number of team members from the three stakeholder groups that were invited and that 
attended in the team conferences in the five paediatric settings. P, Parents; R, rehabilitation centre; S, 
school for special education 

0

10

20

30

40

50

60

70

Stakeholders and Setting

A
m

ou
nt

 te
am

 m
em

be
rs

 

not invited 
invited- not attended

invited-attended
P R S
Setting 1

P R S
Setting 2

P R S
Setting 3

P R S
Setting 4

P R S
Setting 5



46

ChApteR 3

3.5 disCussion

Our survey of the literature yielded various perspectives on the organization of collaboration 
between professionals in paediatric RCs, SSEs and parents of children with disabilities. They 
were all formulated to serve as general guidelines and incorporated ideas on FCC and care co-
ordination. 

Although at the national level, the various guidelines were clear, our comparative study of five 
Dutch paediatric teams revealed that the actual paradigms of collaboration between the three parties 
involved differed both at the institutional and at the child level. It could not be significantly tested 
whether these differences were attributable to the settings’ different viewpoints on collaboration 
or to variations in their environmental contexts, such as history of collaboration, disciplines’ site 
of employment, geographical distance between the RC and SSE, support and resources for joint 
activities, or commitment of team members. Although we did try to collect data on all these aspects 
using the checklist, documentation on some of these aspects was incomplete or lacking, which 
prevented us from drawing any causal conclusions. This clearly reflects the need for paediatric 
rehabilitation services to update their institutional records, especially the documentation in which 
viewpoints on collaboration are specified and translated into policy.

Next, we will discuss our findings in the light of this conclusion and make recommendations for 
improvement. No differences were found between the settings regarding their general policies on 
team collaboration. However, they did differ significantly in the way that their policies had been 
specified. In the settings where policies were not particularized in protocols, the structure and 
organization of team collaboration seems to be unclear for both the professionals and the parents. 
To enhance the transparency of paediatric services and optimize multidisciplinary care delivery in 
the Netherlands, it is crucial that current ideas and policies are translated into practical guidelines 
and protocols without delay. Improved documentation that carefully stipulates the co-ordination 
of multi-agency services would also facilitate the systematic comparison of collaborative practices 
in relation to child outcomes, professional satisfaction and parental well-being. 

Because in the Netherlands RCs and special schools are separate organizations that reside under 
different ministerial departments, aspects relating to collaborative arrangements that exceed 
service boundaries merit particular attention. Boundary-crossing teams are likely to be confronted 
with discipline-specific policy-making issues, boundary management (i.e. decisions about which 
agencies should deliver which intervention), and problems with communication and the definition 
of roles and responsibilities (Larsson, 2000). Also the location of the affiliated services can affect 
co-operation (Zahir & Bennett, 1994). In our study, the RC and SSE of one of the participating 
settings were located farther apart, and team members indeed reported that this restrained joint 
procedures, among other aspects, by complicating communication and attendance of team 
conferences scheduled at the other site. Indeed, our survey uncovered that in this particular 
setting, only 17% of the invited team members from the SSE attended the team conferences held 
at the RC. Clearly, it is undesirable when education specialists are absent at meetings in which 
integrated treatment plans are formulated and evaluated. At the other settings where service facilities 
were situated closer together, SSE attendance was higher (ranging from 54.2% to 83.3%), but 
attendance rates were still lower than those of the team members of the RC. Our data did not 
allow a conclusion as to the exact causes of these differences in attendance, but strong indications 
were found. Data that were found indicate that location of the meeting, attendance priorities and 
invitations (personal or group invitation) influenced attendance rate. To increase attendance rate, 
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current procedures should be reconsidered, documented and made available for all parties. 

Collaboration and co-operation between different services in paediatric rehabilitation has 
become even more complex due to recent shifts in views concerning the education of children 
with disabilities. Worldwide, children with disabilities are increasingly recommended to attend 
mainstream schools (Nakken & Pijl, 2006). The connections that most regular schools have with 
healthcare and rehabilitation services are vague, and service facilities tend to be less proximate. 
This could jeopardize the quality of care for this vulnerable group. These developments emphasize 
yet again the urgent need for coherent arrangements regarding the organization and content of 
the collaboration between local paediatric services and (mainstream) schools. 

Our documentary analysis showed that an integrated, coordinated service plan plays a central 
role in paediatric team collaboration. The development and implementation of an individual 
child-specific service plan is widely advocated as an important tool to optimize collaboration 
and care co-ordination (de Geeter et al., 2002;Larsson, 2000;Stallard & Hutchison, 1995). In 
the Netherlands, the rehabilitation activities profile for children (Roelofsen et al., 2001) fosters 
such an integration of paediatric services. Primarily, the Children’s RAP was developed as a 
communication instrument for the paediatric rehabilitation sector. Because of the increasing 
need for coordination of services, especially the care provided by RC and special schools, various 
collective paediatric services have started to adapt the profile to accommodate and fine-tune the 
plans and programmes of the various disciplines. Although the Children’s RAP is implemented 
and modified nationwide, in our study we found differences between the five participating settings 
in its implementation and involvement of their team members. Only two settings (settings 2 and 
5) used individual co-ordinated care plans, consisting of a compilation of the original children’s 
RAP and the Individual Education Plan. It was also these settings that had protocols detailing 
their collaborative procedures. Our results indicate that both the use of the Children’s RAP and 
the formulation of co-ordinated care plans are still in development in Dutch paediatric care. To 
improve collaboration between the three stakeholder groups, future discussions and refinements 
of the Children’s RAP and treatment plans should take their perspectives into account. 

Despite the difficulties associated with the organization of multi-agency collaboration, co-
ordination of services in child-specific teams that cross agency boundaries also has its advantages. 
It allows professionals from various disciplines to assemble their different ideas and to create a 
collective focus on the individual child and his/her family, which will contribute to the quality of 
care, because services can be better geared to each other in time and content. 

The teams in our settings were large, with an average of 10.5 team members. These large teams 
can hinder collaboration. At first, the high number of members in a team challenges team stability, 
because the chance that a team’s composition changes increases with team size. Good team 
collaboration is proved to be dependent on this team stability: the more stable the team (i.e. the 
fewer staff and discipline changes), the more successful the collaboration proved to be (Thylefors 
et al., 2000). Second, in large teams, the formation of close working relationships among team 
members is complicated, as it is difficult to maintain the same intensity of communication and 
sharing as is viable in smaller teams (Adair, 1987). More importantly, it affects the parents because 
large teams are difficult to consult and communicate with. 

Counter to the substantial body of literature that endorses the importance of FCC, insight on how 
to implement the concept is scarce. The data in our study revealed considerable between-setting 
differences in the nature and structure of parent involvement; the policies showed that all RCs 
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and SSEs aimed to involve the parents in the care process, although their approaches and stage 
of implementation of family-centred practices varied. In the past decade, the views on what role 
parents could or should play in paediatric care have changed. There is growing recognition that 
parents, because of their knowledge about and experience with their (disabled) child, can provide 
valuable information about their child and his/her needs. The logical assumption that parents know 
their child best does not imply that parents should or want to be regarded as experts in all areas. 
Exceptions are likely to concern government policies on funding, the most appropriate therapy 
and medical diagnoses or interventions. Parent involvement is a theoretical concept that each 
team needs to translate into a practical approach. The concepts of FCC can be implemented in 
various ways, allowing for the viewpoints of the different stakeholders, and be finalized in working 
protocols. Moreover, because families differ and parents’ views may differ, a generic protocol may 
not suffice; it should contain flexible elements that allow for individual differences and personal 
preferences. In sum, although FCC implies increased involvement of parents in information 
sharing and decision making (de Geeter et al., 2002;King et al., 2004), for the co-operation to be 
successful in the clinical practice, the first step should always involve the compilation of a working 
protocol in which the parental role within the team is carefully delineated. 

This study provided us important insights into the current status and level of collaboration in 
the Dutch paediatric rehabilitation. This project may serve as an eye-opener for the management 
of the settings, as well as for the professionals working in paediatric rehabilitation. During data 
collection, participants were confronted with ways of working and lack of formal arrangements. 
Although the information collected in documents did not differ much from actual practice, a 
considerable amount of organizational characteristics of collaboration seen in actual practice were 
not translated in documents and were therefore not analysed in the current study. In the present 
study, we focused on points of view and did not evaluate collaboration practices. Especially in 
settings where collaboration between RC, SSE and parents was still in a developmental stage, 
and documentation of protocols lagged behind, the use of documentary analysis as research 
method proved to be limited. We accordingly suggest future research to describe organization of 
collaboration in actual practice.

3.6 ConClusion

The notion that rehabilitation professionals, educationalists working in special education and 
parents of school-age children with disabilities should work together as a team is supported and 
encouraged in the Netherlands. The institutional policies on collaboration of the five RCs and 
affiliated special schools we evaluated were very similar, although at the child level their approaches 
did differ. Despite the fact that the concepts of family-centred and co-ordinated care are endorsed 
and have been described, our findings indicate that their practical implementation in the Dutch 
clinical practice of paediatric care is still in a preliminary stage. Commitments to collaborate need 
to be translated into practical guidelines and protocols defining team procedures and guaranteeing 
involvement. To optimize team interactions, the nature of each stakeholder group’s involvement, 
and the roles and responsibilities of each team member in the various team interactions need to 
be justified and formally settled. Our study showed that the involvement of stakeholder groups 
was more transparent in policy and in practice in those settings that had expounded their mission
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statements on collaboration in protocols. Because the nature of involvement depends on the 
stakeholder and is determined by his/her responsibilities, preferences and/or the organizational 
characteristics, these issues need to be discussed and defined in working protocols that are decided 
on in meetings in which all parties, including management, take part.
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AbstRACt

Objective: Evaluate the perceptions and views of parents and rehabilitation and special education 
professionals on the family-centredness of care delivered and received.

Design: Descriptive study with comparison of ratings in family-specific teams

Setting: Five paediatric facilities in the Netherlands.

Subjects: Parents of children with Cerebral Palsy and professionals providing their children’s 
rehabilitation and educational services.

Main measures: The Dutch Measure of Processes of Care for families (MPOC-NL) and the 
Measure of Processes of Care for service providers (MPOC-SP). Data were collected and analysed 
per family. 

Results: In total 38 MPOC-NLs and 204 MPOC-SPs were returned. The family-specific team 
analysis of importance ratings yielded significant differences (p <0.05) on all domains between 
parents, rehabilitation professionals and special education professionals. For Enabling and 
partnership (p <0.01) and Specific information about the child (p <0.01), parents considered the 
behaviours to be significantly more important than rehabilitation professionals. The problem-score 
analyses showed that in all domains a considerable amount of parents (19 -38%) did not receive 
the care they deemed important. 

Conclusion: Family-specific analyses of MPOC importance ratings revealed differences in attitudes 
towards importance of specific care behaviours of team members, which subsequently may have 
caused the relatively high incidence of parents not receiving the care they deemed important. 
This underscores the need to explore and attune opinions on what constitutes proper service 
delivery. 
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4.1 intRoduCtion 

The concept of family-centred care is being advocated in the literature on adequate health-care 
and education for children with disabilities. The guiding principles of family-centred care, 

i.e. the involvement of the child’s parents and siblings, stipulate that information is shared with 
the child’s parents, that teams collaborate with its family and empower the family to make choices 
(King et al., 1999;King et al., 2004;Rosenbaum et al., 1998). In 1996 a consensus definition on 
family-centred care was formulated: “Family-centred service delivery, across disciplines and settings, 
views the family as the unit of attention. This model organizes assistance in a collaborative fashion and 
in accordance with each individual family’s wishes, strengths, and needs.” (Allen & Petr, 1996, p. 64). 
Evidently, this requires parents and professionals to work closely together in specialised teams.

In line with above mentioned consensus definition, true family-centred care means that each 
family can choose its own, optimal service delivery and should, for example, be given options 
with respect to their level of involvement (Law et al., 2003). Different families have different 
preferences when it comes to their involvement in their child’s care. Ideally, professionals should 
be able to recognize and let themselves be guided by the family’s individual preferences, resulting 
in highly individualized care programmes. 

When children with disabilities reach school age, the team’s three main stakeholder groups 
are the parents and the professionals of both the rehabilitation centre and the child’s school 
for special education. In the Netherlands, rehabilitation and special-education facilities are 
separate entities residing under different ministerial departments and thus subject to different 
funding and legislation. This arrangement tends to result in differences between organizations 
according to institutional responsibilities, primary interests of care and the communication of the 
professionals with the parents. As regards the latter aspect, in the Netherlands both organizations 
have acknowledged family-centred care as pivotal to their philosophy of care (Meihuizen- de 
Regt et al., 2003).

Several measures have been developed to evaluate the family-centredness of services for children 
with disabilities (e.g. King et al., 1996;Mahoney & Osullivan, 1990;Murphy et al., 1995;Woodside 
et al., 2001). One of the first is the widely used Measure of Processes of Care (MPOC) (King et 
al., 1997). After having been successfully administered to parent populations a version for service 
providers, the Measure of Processes of Care for Service Providers (MPOC-SP), was developed 
(Woodside et al., 2001). In their recent summary of the literature on the MPOC and MPOC-SP, 
Dyke et al. (2006) concluded that the MPOC is used across countries to assess the professional 
service provision for children with a wide range of disabilities and that it is sensitive to differences 
between care programmes. 

Since the MPOC and MPOC-SP solely measure the extent to which behaviours occur, family’s 
preferences are not included. An accurate measure of family-centred care that acknowledges the 
uniqueness of families, their preferences and needs, should link the occurrence of behaviours 
with the weight specific families attribute to them (van Schie et al., 2004). However, no studies 
are available that included such weighted inventories of MPOC behaviours. Only one study had 
physiotherapists value their family-centred behaviours, which yielded positive ratings and further 
analyses showed that the weights they attributed to Respectful and supportive behaviours explained 
a small but significant amount of the variance of the mothers’ perceptions of the occurrence of 
these behaviours (O’Neil et al., 2001). In conclusion, despite the fact that true family-centred care 
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concerns “custom-made services” for each family, to date only group means for parent (MPOC) and 
professional ratings (MPOC-SP) have been presented and analysed (Bjerre et al., 2004;Granat et 
al., 2002;King et al., 2004;King et al., 1996;Law et al., 2003;McConachie & Logan, 2003;O’Neil 
et al., 2001;van Schie et al., 2004;Woodside et al., 2001). Also, areas for improvement were based 
on the occurrence of behaviour only and not linked to the weight the parties attribute to the 
behaviours (Dyke et al., 2006). 

To accommodate for these limitations we wished to answer the following three questions:

	 How do parents perceive the family centredness of the services received and how do professionals 
perceive their family-centred behaviours during service delivery?

	 Do parents, rehabilitation and special education professionals from the same team have 
concurrent views on the importance of specific family-centred behaviours? 

	 Do parents receive the family-centred care they deem important?

4.2 method

Because of the descriptive nature of the present study, the medical ethics committee of the University 
Medical Center Groningen decided that the study did not require their approval. 

Parents of children with cerebral palsy (aged 4-8) of 5 rehabilitation centres were asked to participate 
in the study. After written informed consent was obtained, the concerning rehabilitation centres 
and special schools were asked to indicate which team members were involved in the care of the 
selected child. To facilitate the inventory and prevent ambiguities we defined a team member 
as a professional who is (a) involved in the treatment of the child, and/or (b) attends the team 
conferences about the child and/or (c) participates in the exchange of information about the child. 
Parents were defined as team members in all cases.  

Parents were mailed information about the study and a copy of the MPOC-NL. If the questionnaire 
was not returned within 6 weeks, a researcher not involved in the child’s care telephoned the 
parents to remind them about the study. 

The rehabilitation and special education professionals involved were also mailed information 
about the study and a copy of the MPOC-SP bearing the relevant child’s name. Six weeks after 
the initial letter all team members received a general reminder per email and after 10 weeks non-
responders were once more reminded by telephone. 

4.2.1 Family-specific teams

For our evaluation we collected the service-delivery data per family. Consequently, the data analyses 
concerned family-specific teams, which consisted of three groups of team members: the parents, 
the rehabilitation professionals and special education professionals. For each family, mean scores 
were calculated for rehabilitation professionals and special education professionals separately. 
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4.2.2 Measures
The Measure of Processes of Care (MPOC-NL) and the Measure of Processes of Care for Service 
Providers (MPOC-SP)

Both the MPOC-NL and the MPOC-SP are designed to determine the extent to which parents 
and professionals perceive the services as family centred. To assess the parents’ perceptions of the 
services’ family-centredness, the Dutch translation of the MPOC (King et al., 1997;King et al., 
1995;van Schie et al., 2004) was used. The service providers’ perceptions were measured using 
the Dutch version of the MPOC-SP (Siebes et al., 2006;Woodside et al., 2001). The MPOC-
NL is a 56-item self-administered questionnaire and the MPOC-SP a 27 item self-administered 
questionnaire. The items of the parent’s questionnaire are categorised in five domains and the items 
of the service provider’s questionnaire in four domains. In both questionnaires all questions refer 
to behaviours occurring during the past year. The responses are given on a 7-point scale ranging 
from “not at all” to “to a very great extent”, with an additional “not applicable” category. Domain 
scores are calculated as the mean of the ratings for the items in the domain. Both the MPOC-NL 
and MPOC-SP are psychometrically strong with good evidence of construct validity with a sound 
confirmation of the domain structure, internal consistency and good reliabilities (Siebes et al., 
2006;van Schie et al.,2004;Woodside et al., 2001).

Crucial to our investigations is that we used the questionnaire for service providers (MPOC-SP) 
as a family-bound measure. In other words, its contents remained unaltered, only the measure’s 
target differed. Rather than gauging the service provider’s treatment population in general, it now 
evaluated their services pertaining to a particular child and its family.

Appendix 4.1 shows the analogy between the MPOC-NL and MPOC-SP domains. Note that the 
MPOC-NL domain “Coordinated and comprehensive care” is not measured in the MPOC-SP. 

 
Importance ratings

To determine and compare the views of the parents and the professionals on the weight of specific 
family-centred behaviours and to establish between-family differences in wishes and needs, we 
supplemented the two measures with importance ratings. In addition to the original item scales 
all participants were also asked to concurrently rate the importance of the behaviour (item) in 
family-centred care provision on a 5-point scale that ranged from 1 (not important) to 5 (very 
important)(Siebes et al., 2006). Importance scores were calculated parallel to the domain scores. 

Match between importance ratings and services received

To determine whether parents had received the family-centred care they considered important 
we dichotomized both the domain and the importance scores. Cut-off scores for both scales 
(received and non-received care vs. important or not important, respectively) were determined by 
consultation with an expert in paediatric care. A mean MPOC-NL domain score ≥ 5 was taken 
to reflect that parents had received care in this domain and scores < 5 they had not. For the mean 
MPOC-NL importance scales per domain scores of ≥ 4 were defined as important and scores < 
4 as not important. When parents had not received the care that they had rated as important, 
this was defined as a “problem”. The following remaining combinations were labelled as “non-
problematical”: (a) important / received, (b) non-received / not important (c) not-important / 
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received. In the subsequent item-specific analysis each item of the identified problem domain(s) 
was examined separately using the same cut-off scores and definitions as used in the domain 
analyses. 

4.2.3 Statistical Analysis

The data were analysed using the Statistical Package for the Social Sciences (SPSS-12). Descriptive 
statistics were calculated for the parents’ and rehabilitation and special education professionals’ 
responses for the MPOC-NL and MPOC-SP domains separately. We did not test the MPOC 
domain scores for group differences because the respondents’ perspectives were different: the 
parents rated the care as delivered by their child’s team, and the rehabilitation and special 
education professionals rated the care they personally provided to a specific family. To determine 
the significance of differences in the importance ratings between members in a team (p < 0.05) we 
used the Friedman test (non-parametric paired analysis). These differences concern the differences 
in scores between parents, rehabilitation professionals and special education professionals from 
the same family specific team. When this yielded a significant effect, the Wilcoxon signed rank 
test was run for multiple comparisons to determine which members differed (p <0.05 with 
Bonferroni correction for multiple testing). We used descriptive frequency analysis to evaluate 
the problem scores. 

4.3 Results

Of the 44 families that participated, 38 (86%) returned valid (see below) questionnaires. With 25 
of the parents it concerned a son, with 13 a daughter. The children’s mean age was 6.9 years (SD 
1.2) and their Gross Motor Function Classification System (Palisano et al., 1997) scores ranged 
from level I to level V (median level II).  

A total of 430 family-bound MPOC-SP questionnaires were sent out to the 172 participating 
professionals of which 204 proved valid for our family-specific analysis. 

The validity criterion for the questionnaires was completion of at least half of the items (MPOC-
NL: ≥ 29; MPOC-SP: ≥ 13) with the response option “not applicable” treated as a valid response 
(King et al., 1995;King et al., 1996). 

The valid questionnaires were filled in by 117 professionals, i.e. 58 rehabilitation professionals 
and 59 special education professionals (a mean of 1.7 questionnaires per professional). The team 
members who filled in the 204 questionnaires represented 10 disciplines, with rehabilitation 
physicians (35, 17%), physiotherapists (33, 16%), special-education teachers (32, 16%), speech 
therapists (28, 14%) and occupational therapists (27, 13%) constituting the largest respondent 
groups. Per family a mean of 5.4 family-bound MPOC-SPs (range: 2-9) were completed. Table 4.1 
presents the MPOC-NL and MPOC-SP response rates for the parents and the professionals. 
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Table 4.1. Response rates of the parents and professionals on the MPOC-NL and MPOC-SP 

Respondents Response of parents and professionals
Response 
(n questionnaires, % of sent out)

Family-specific team analysis1 

(n questionnaires, % of sent out)
Parents 38   (86 %) 38   (86 %)
Rehabilitation professionals 139 (61 %) 114 (50 %)
Special-education professionals 103 (51 %) 90 (45 %)

1 Data of professionals in teams in which parents did not respond on the MPOC-NL were not analysed
MPOC-NL: Dutch version of the Measure of Processes of Care
MPOC-SP: Dutch version of the Measure of Processes of Care for Service Providers

Perceptions on the services provided and received 

Table 4.2 lists the MPOC mean scores and standard deviations (SD) of the parents (five domains), 
the rehabilitation and the special education professionals (four domains). The group means indicate 
that on two of the four concurrent domains the parents, the rehabilitation and special educations 
rated occurrence of behaviours almost identical, while the rehabilitation and special education 
professionals rated the occurrence of item behaviours on Enabling and partnership and Specific 
information about the child somewhat lower than parents (see Table 4.2). 

Table 4.2. Means and standard deviations (SD) of the MPOC-NL and MPOC-SP domains for the 
parents and the professionals

Domain scores Parents Rehabilitation Special education 
n1 Mean SD n1 Mean SD n1 Mean SD

Enabling and partnership 37 5.0 0.9 100 4.1 1.1 85 3.7 1.0
General information 35 3.2 1.3 78 3.2 1.4 69 3.3 1.3
Respectful and supportive 36 5.2 0.9 110 5.4 0.9 85 5.4 0.9
Specific information about the 
child

36 5.2 1.0 105 4.2 1.3 68 4.2 1.6

Coordinated and Comprehensive 37 4.9 0.9
1n varies due to missing data on specific domains
MPOC-NL: Dutch version of the Measure of Processes of Care
MPOC-SP: Dutch version of the Measure of Processes of Care for Service Providers

Comparison of importance ratings

In Table 4.3 the mean scores and SDs of the parents (five domains), the rehabilitation professionals 
and the special education professionals (four domains) on the importance scales are presented. The 
group means indicate that parents, rehabilitation professionals and special education professionals 
rated importance of family centred behaviours almost identical. On three of the four domains the 
parents, the rehabilitation and special educations rated behaviours as important (scores around 4), 
while the parents and rehabilitation professionals rated the item behaviours on Providing general 
information somewhat lower (3.7).
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Figure 4.1. Family-specific team importance scores on the (A) Enabling and partnership domain, (B) 
General information domain, (C) Respectful and supportive domain and (D) Information about the child 
domain. In all graphs n=38
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In Figure 4.1 the data on the mean importance ratings on the four domains are plotted for the separate 
family-specific teams. Each line corresponds to one family-specific team, with a star representing 
the ratings of that team’s parents, a square the mean ratings of the rehabilitation professionals 
and a triangle the mean scores of the special education professionals. On all domains almost all 
team members classified family-centred behaviour between “neutral” and “very important”. Their 
ratings for the domain General information were somewhat lower. 

The figures show a large variation between parents, rehabilitation and special education professionals 
in family specific teams (varying lengths of lines). The Friedman test for paired comparisons in 
family-specific teams identified that these differences between team members were significant on all 
domains (p < 0.05). As Figure 4.1 and Tables 4.3 and 4.4 show, in the teams the parents judged the 
domains Enabling and partnership and Information about the child as significantly more important 
than the rehabilitation professionals did (p< 0.05 bonferonni corrected). Importance ratings for 
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the Respectful and supportive domain were highest for the special education professionals. The two 
professional groups differed significantly on three of the four domains, with higher ratings for the 
special education professionals on all three scales (see Table 4.3). 

Table 4.3. Means and standard deviations (SD) of the importance scores on the MPOC-NL and MPOC-SP 
for the parents and professionals

Importance scores Parents Rehabilitation Special education 
n1 Mean SD n1 Mean SD n1 Mean SD

Importance of Enabling and 
partnership

37 4.2 0.4 100 3.9 0.4 85 4.0 0.5

Importance of General 
information

35 3.7 0.6 77 3.7 0.6 66 4.0 0.5

Importance of Respectful and 
supportive 

36 4.1 0.5 110 4.2 0.4 85 4.4 0.4

Importance of  Specific 
information about the child

36 4.3 0.5 104 3.9 0.5 68 4.2 0.6

Importance of Coordinated and 
Comprehensive

37 4.2 0.4

1n varies due to missing data on specific domains
MPOC-NL: Dutch version of the Measure of Processes of Care
MPOC-SP: Dutch version of the Measure of Processes of Care for Service Providers

Table 4.4. Wilcoxon signed ranks test for multiple comparisons, significance values for the importance 
scales between all relevant groupings.

Multiple comparison Wilcoxon signed rank test (2-tailed exact significance level)
Importance 
Enabling and 
partnership

Importance 
General 
information

Importance 
Respectful and 
supportive

Importance 
Information 
about the child

Parents Rehabilitation 
professionals

0.000* 0.772 0.480 0.000*

Parents Special education 
professionals

0.127 0.016 0.001* 0.304

Rehabilitation 
professionals

Special education 
professionals

0.034 0.001* 0.001* 0.001*

* p<0.0042, significance level Bonferroni post-hoc corrected for multiple comparisons

Relationship between services received and importance ratings

Figure 4.2 depicts the scatterplots of the parents’ domain scores and importance ratings on the five 
domains. The vertical and horizontal lines represent the “problem” cut-off scores. The plots show 
that in four of the five domains most data points are grouped at the right-hand side, reflecting the 
high weights the parents attributed to the items. The data points in the remaining domain (General 
information) were more widely scattered with the data points right of the vertical line and below 
the horizontal line (fourth quartile) depicting the problem areas. In Table 4.5 the problem areas 
are presented as the percentages of parents that did not receive the care they rated as important 
for the five MPOC-NL domains (grey-coloured rows) as well as their separate items (see below). 
In all domains a considerable amount of parents (19% - 38%) indicated not to have received the 
care they thought important. A descriptive analysis revealed that identified “problems” were not 
dependent on child nor on setting.  
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Figure 4.5. Scatterplots of the domain scores and importance ratings of the parents in the five MPOC-
NL domains (n=38 parents). MPOC-NL: Dutch version of the Measure of Processes of Care
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Table 4.5. Percentages of parents reporting “problems” with the family-centredness of services

Item n, parents; 
% Parents

Total n

Enabling and partnership 14; 38% 37
Offer you positive feedback or encouragement (e.g. in carrying out a home 
program)

9; 25% 36

Tell about options for treatment or services for your child 16; 43% 37
Anticipate your concerns by offering information even before you ask 13; 42% 31
Let you choose when to receive information and the type of information you want 9; 26% 35
Provide opportunities for you to make decisions about treatment 11; 31% 35
Consult with you when discussing equipment or services 13; 35% 37
Listen to what you have to say about your child’s needs for equipment, services 
etc.

9; 27% 34

General information 10; 29% 35
Have information available to you in various forms, such as a booklet, kit, video 
etc.

16; 49% 33

Give you information about the types of services offered at the centre or in the 
community

14; 42% 33

Promote family to family gatherings for social, information or shared experiences 11; 32% 34
Provide opportunities for special quests to speak to parents on topics of interest 13; 38% 34
Provide support to help cope with the impact of disability 15; 47% 32
Have information available about your child’s disability (e.g. its causes, how it 
progresses, future outlooks)

20; 59% 34

Provide advice on how to get information or to contact other parents 13; 38% 34
Provide opportunities for the entire family to obtain information 16; 47% 34
Have general information available about different concerns (e.g. financial costs or 
assistance, sexuality)

19; 59% 32

Respectful and supportive 7; 19% 36
Provide a caring atmosphere rather than just give you information 10; 29% 35
Information about the child 13; 36% 36

Notify you about the reasons for upcoming case conferences, meetings etc. about 
your child

9; 25% 36

Coordinated and comprehensive 12; 32% 37
Suggest therapy plans that fit with your family’s needs and lifestyle 9; 28% 32
Take time to establish rapport with you or your child when changes occur in your 
services

10; 27% 37

Discuss with you everyone’s expectations for your child, so that all agree on what 
is best 

11; 29% 37

Provide ideas to help you work with the healthcare ‘system’ 15; 43% 35
Recognize the demands of caring for a child with special needs 9; 25% 36
Show sensitivity to your family’s feelings about having a child with special needs 
(e.g. your worries about your child’s health or function)

11; 29% 37

Make sure you are informed ahead of time about any changes in your child’s care 11; 30% 37
Seem aware of your child’s changing needs as he/she grows 9; 26% 34
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To get more insight into which specific behaviours accounted for the problematical domain scores, 
we identified the item-specific “problems” for those items in which 25% or more of the parents had 
reported dissatisfaction with the team’s behaviour. This yielded 26 items of which seven fell within 
the 16-item domain of Enabling and partnership, all nine items of Providing general information, 
one item of the nine-item domain Respectful and supportive, one of the five items of Information 
about the child and eight of the 17 items of the domain Coordinated and comprehensive care.   
 

4.4 disCussion

The analysis of family-centredness of care in family-specific teams revealed that with respect to the 
importance of family-centred behaviours parents, rehabilitation and special education professionals 
valued specific family-centred behaviours differently, and, more importantly, not all parents received 
the care they rated as important. Notwithstanding that the overall group means on perceptions 
on importance of family-centred behaviours did not differ much between parents, rehabilitation 
and special education professionals. Hence, we can conclude that group means do not provide 
any insight into existing discrepancies between team members that are crucial if family-centred 
care is to be improved. They may give a distorted picture of the actual situation and do not do 
justice to the needs and perceptions of individual families. The results described in this study 
on family specific teams clearly emphasize the need to explore the perception and evaluation of 
family-centred care per family. To be able to provide true family-centred care that is indeed tailored 
to individual families, professionals in paediatric services need to make an accurate inventory of 
each family’s specific wishes and needs. 

The findings and conclusions we have drawn from our family-specific analysis of family- centred 
care delivery do warrant some cautionary notes. First of all, we analysed and presented the results 
of the various professional team members as team scores. However, the teams’ compositions 
differed considerably because the physical, psychological, social and educational needs of the 
children were diverse. Hence, the MPOC-SP team means were computed from the scores from 
varying professions, which could have affected the outcomes.

Secondly, in our study we studied 38 family- specific teams, which provided care to parents and 
children with Cerebral Palsy in the Netherlands. The relatively small sample size and the specific 
setting, namely children with Cerebral Palsy and Dutch paediatric rehabilitation should be taken 
in consideration when generalizing the data to other settings or cultures. Additional research with 
a broader scope in a larger sample is required to be able to correctly generalize to other settings. 
However, the new proposed method of analyses per family can be applied in various settings. 

Finally, the literature mentions several problems in relation to the MPOC parent ratings. Parents 
have reported difficulties with judging the behaviours of health-care providers, especially when 
there were more caregivers involved. If one of these professionals exhibited “extreme” behaviour, this 
complicated their judgment (van Schie et al., 2004). Furthermore, parents found it very difficult 
to distinguish between the care delivered by the rehabilitation facility and the care provided by 
other services (van Schie et al., 2004). We accordingly suggest future researchers to have parents 
assess the family-centredness of the behaviours of members of the rehabilitation centre separately 
from their assessment of the school for special education teachers’ service delivery. Ideally, parents 
should rate each team member involved in their child’s care separately. 
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Although we have no reason to doubt the use of the MPOC-SP for individual families, it should 
be noted that we were the first to do so and no reference data were available. A practical problem 
that arose during the investigations was that at the time they needed to complete the scales some 
professionals had very recently been involved with the child and family and consequently decided 
that because of the short contact time they had with this child and family they could not fill in 
this particular MPOC-SP, which resulted in missing data. Also notable was the considerable 
amount of missing data due to the rehabilitation professionals and special education professionals 
frequent use of the “not applicable” option. We conclude that it would be worthwhile to include 
this response category of the MPOC-SP in the analyses since it could provide more insight into 
why professional respondents tick it so often. Was the item not suitable or not appropriate for 
that particular family or did it not apply to the respondent’s professional role and was the item 
therefore not applicable? Rather than treating “not applicable” responses as missing data, the 
proposed subdivision could foster our understanding of how professionals interpret the MPOC 
behaviours and, more importantly, how they see their role in providing this aspect of care.

Despite above-mentioned cautionary notes the results in this study revealed important implications 
for clinical practice. In clinical practice and optimisation of care delivery we should keep in mind 
that one of the core principles in family-centred care is that each family should be seen as a unique 
entity and that it are the needs and preferences of each specific family that should guide the way 
services are delivered (Bailey, 1995;Dyke et al., 2006;King et al., 2004;Rosenbaum et al., 1998). 
Based on our findings on importance ratings we believe that in our attempts to advance family-
centred care, we should focus more on the way services are geared to each parent’s preferences and 
how we can optimise the individualisation of service designs, rather then using group as a reflection 
of the family-centredness of organizations and family-centred services in clinical practice.

Combining the MPOC with importance ratings could be very useful in this process of 
individualisation of service design. Firstly, our study showed that parents differed between 
themselves according to what they found important in the provision of family-centred care 
(illustrated in Figures 4.1). They labelled all MPOC items as important but differed with respect 
to the degree of importance of certain behaviours. Although the range of parents’ ratings was not 
large, they did vary, especially in the domain General information. In the literature several factors 
have been mentioned that are associated with or tend to affect MPOC ratings. These include 
the age of the child, parental stress level, whether the families are urban or rural, severity of the 
child’s disability, ethnicity, satisfaction with services and service design (Dyke et al., 2006). The 
differences found between our parent ratings can be a reflection of one or more of the above-
described factors.

 The most important finding in our study is that the service receivers and service providers differed 
considerably in what they deemed essential in family-centred care. In two of the four domains 
(Enabling and partnership and Information about the child) the parents’ values were significantly 
higher than those of the rehabilitation professionals and in one domain (Respectful and supportive) 
the parents had significantly lower values than the special education professionals. These differences 
between team members in attitudes towards optimal service delivery complicate the evaluation and 
optimisation of care. This underscores the need to explore and attune opinions on what constitutes 
proper service delivery if collaboration between families and service providers is to be enhanced. 
Thus, at the beginning of each child’s treatment parents and the professionals involved should 
define, personalise and document the desired and required care. In the course of the treatment 
service, provision needs to be monitored, jointly evaluated and regularly adapted to keep meeting 
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the changing needs of the child and its family. The use of a combination of MPOC occurrence 
and importance ratings, as evaluated in the present study, may be helpful in optimising paediatric 
care programmes. 

Our family-specific identification of problem areas in family- centred care also showed that despite 
the fact that policy makers and service providers acknowledge and endorse the importance of 
family-centred principles, there are still quite a few aspects that warrant improvement as Figure 4.2 
illustrates. Our domain and especially the subsequent item problem analyses clearly showed that a 
considerable number of parents did not receive (part of ) the care they rated as important. In the 
General information domain the perception of the care received proved not geared to the weight 
the parents attached to these specific services. In the two domains that had received the highest 
parental importance ratings (Enabling and partnership and Specific information about the child) 
we also found high problem rates. The differences we observed between parents and professionals 
in the appreciation of which care aspects are important could be the cause of this relatively high 
incidence of problems. Evidently, importance ratings could serve as a guiding tool in improving 
the clinical practice. Attuning the views of parents and the professional team members on the 
essential behaviours will improve the focus of care. 

It should be noted that in the problem analyses per domain, percentages were based on the mean 
occurrence and importance ratings of all items and in this calculation extreme values on specific 
items were averaged. Because we used cut-off scores, these extremes were not taken into account. 
This is illustrated by the problem analysis of the General information domain: domain-score 
analyses showed 29% of the parents to not receive the care they had rated as important, whereas 
the item-specific analyses revealed much higher percentages (Table 4.5). To identify which areas 
of the family-centred care merit improvement, we therefore recommend an item-by-item scrutiny 
of the MPOC and importance ratings. 

4.5 CliniCAl messAGes

	 Rehabilitation teams and families do not always rate the family-centred nature of team care 
the same.

	 In some instances, rehabilitation teams are not addressing problems the family consider 
important.

	 Group mean scores that are similar hide considerable discrepancies between family perceptions 
and team perceptions.
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AppendiX 4.1- CoRRespondinG domAins

Table A4.1. Corresponding domains of the MPOC-NL (parents) and the MPOC-SP (service providers)

Domain MPOC-NL (number of items) MPOC-SP (number of items)
Enabling and partnership Enabling and partnership (16) Showing interpersonal sensitivity 

(10)
General information Providing general information (9) Providing general information (5)
Respectful and supportive Respectful and supportive care (9) Treating people respectfully (9)
Information about the child Providing specific information 

about the child (5)
Communicating specific 
information about the child (3)

Coordinated and comprehensive 
care

Coordinated and comprehensive 
care (17)

MPOC-NL: Dutch version of the Measure of Processes of Care
MPOC-SP: Dutch version of the Measure of Processes of Care for Service Providers
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AbstRACt

Objective: To examine the validity and utility of the Dutch Measure of Processes of Care for 
Service Providers (MPOC-SP) as a family-specific measure. 

Design: A validation study.

Setting: Five paediatric rehabilitation settings in the Netherlands.

Main measures: The MPOC-SP was utilized in a general (reflecting on services provided for all 
clients and clients’ families) and family-specific way (filled out in reference to a particular child 
and its family).

Subjects: Professionals providing rehabilitation and educational services to children with cerebral 
palsy.

Methods: For construct validity, Pearson’s product-moment correlation coefficients (r) between 
the scales were calculated. The ability of service providers to discriminate between general and 
family-specific ratings was examined by exploration of absolute difference scores.

Results: 116 service professionals filled out 240 family-specific MPOC-SPs. Additionally, a 
subgroup of 81 professionals filled out a general MPOC-SP. For each professional, family-specific 
and general scores were paired, resulting in 151 general–family-specific MPOC-SP pairs. The 
construct validity analyses confirmed the scale structure: 21 items (77.8%) loaded highest in the 
original MPOC-SP factors, and all items correlated best and significantly with their own scale 
score (r .565 to .897; p<0.001). Intercorrelations between the scales ranged from r=.159 to r=.522. 
In total, 94.4% of the mean absolute difference scores between general and family-specific scale 
scores were larger than the expected difference.

Conclusion: Service providers were able to discriminate between general and family-specific 
MPOC-SP item ratings. The family-specific MPOC-SP is a valid measure that can be used for 
individual evaluation of family-centred services and can be the impetus for family-related quality 
improvement.
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5.1 intRoduCtion

Today, the concept of family-centred service has become increasingly important in paediatric 
rehabilitation services. Family-centred service can be described as an holistic approach towards 

service delivery, in which the unique strengths, resources and set of needs of each child and its 
family form the base for a highly individualized and dynamic model of care (Dunst et al., 1988; 
King et al., 2004; MacKean et al., 2005). Parents and team members are equal partners and work 
together jointly, sharing aims, information, and responsibilities. Research indicates that providing 
family-centred service is associated with an increase in parents’ skills and knowledge about child 
development, improved parental satisfaction with services, decreased parental stress and improved 
well-being (King et al., 1996; King et al., 1998; Rosenbaum et al., 1998; King et al., 1999; Raina 
et al., 2005), improved children’s psychological adjustment (Stein & Jessop, 1984; Lewis et al., 
1990; Stein & Jessop, 1991), and child developmental gains and skill acquisition (Moxley-Haegert 
& Serbin, 1983; Caro & Derevensky, 1991; Law et al., 1998). 

Over the years, several measures have been developed to evaluate the family-centredness of services 
for children with disabilities from the perspective of parents and service providers. Of these 
measures, the Measure of Processes of Care for Service Providers (MPOC-SP)(Woodside et al., 
2001) is the only broadly focused, valid, and reliable instrument that is available for the evaluation 
of family-centred service by service professionals (Dyke et al., 2006; Siebes et al., 2006). In an earlier 
study, the MPOC-SP was translated into Dutch and validated (Siebes et al., 2006). The authors 
reported on a good reliability and validity and service providers judged the practical applicability 
of the general MPOC-SP in daily practice positively. The MPOC-SP will be helpful to formulate 
topics for general quality improvement. However, the MPOC-SP is primarily developed to assess 
the quality of care for a group of parents only and does not take the uniqueness of each family 
into account, which is one of the pillars of family-centred service. 

Truly family-centred service closely resembles the basic family-centred principles, acknowledging 
the uniqueness of each child and its family with an individual and dynamic approach. To accurately 
evaluate the degree of the family-centredness of care provided to a specific family and to improve 
this care, a measure of family-centred services that acknowledges the uniqueness of families, their 
preferences, and needs is requisite. Such a measure can be utilized for individual evaluation of 
family-centred services and quality control and to formulate topics for family-related quality 
improvement. 

A target shift of the MPOC-SP towards individual families, instead of clients in general, can fulfil 
this need for a family-specific evaluation of family-centred service by service providers. When this 
measure is used in a family-specific way, each team member involved in the care for a particular 
family fills out one MPOC-SP for that family. 

The use of the MPOC-SP as a family-specific measure is new, and therefore the main objective of 
the present study was to examine the validity and utility of the family-specific MPOC-SP. More 
specific, we examined (1) the construct validity of the family-specific MPOC-SP, and (2) the ability 
of service providers to discriminate between general ratings and family-specific ratings. 

For simplicity, in this paper the term ‘general MPOC-SP’ will be used to designate the use of 
the measure that reflects the extent in which events and situations concern a service provider in 
general. The term ‘family-specific MPOC-SP’ will be used to indicate the measure that was filled 
out in reference to a particular child and its family. 
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5.2 methods

5.2.1 Subjects and setting

In this study service providers of five rehabilitation centres and affiliated schools in the Netherlands 
who were involved in the care for children with cerebral palsy participated. These centres treated 
a different number of children and were situated in different parts of the Netherlands, covering 
both rural and urban areas. Although parents were not actually involved in the present study, their 
informed consent was obtained for the family-specific evaluation of their child’s care. Because 
of the descriptive nature of the present study, the medical ethics committee of the University of 
Groningen Medical Center decided that the study did not require their approval. 

5.2.2 Instruments
The Measure of Processes of Care for Service Providers

The MPOC-SP was designed to systematically measure the family-centred behaviours of health 
professionals working with children with chronic health or developmental problems (Woodside 
et al., 2001; Siebes et al., 2006). The MPOC-SP is based on the 56-item Measure of Processes of 
Care (MPOC)(King et al., 1996) and has 27 items covering four scales. A complete list of items 
is provided in the Appendix 5.1. All response options are labelled, ranging from 1 (‘never’) to 7 
(‘to a great extent’). The phrasing of items and response options captures both the quantitative 
and qualitative nature of service providers’ experiences, rather than a mere frequency count of 
occurrences. 

In the general MPOC-SP, service providers are asked to think back over the past year and choose 
one of the seven response options to indicate ‘how much this event or situation happened to them’. 
By contrast, when the MPOC-SP is used family-specific, a service provider is asked to fill out the 
measure in reference to a particular child and its family. The contents of the general MPOC-SP 
and family-specific MPOC-SP are identical, only the target of the measure differs: the service 
provider’s treatment population in general, or a particular child and its family. 

5.2.3 Procedure

The current study consisted of two phases: (1) collection of family-specific MPOC-SP data, and (2) 
collection of general MPOC-SP data. After parents’ informed consent was received, the involved 
service providers were mailed information about the study. Prior to the child’s first team conference 
after study entrance a family-specific MPOC-SP bearing the relevant child’s name was mailed to 
the involved service providers. Service providers could be involved in the treatment of more than 
one child, but did not receive more than one family-specific measure at the same time to improve 
independency of ratings. After completion of the family-specific MPOC-SP data collection (phase 
1), all participating service providers simultaneously received a general MPOC-SP (phase 2). On 
average, the time between phase 1 and 2 was four months.
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5.2.4 Analyses

To determine whether parametric statistics could be performed in the validation process, the 
skewness (sk) and kurtosis (k) of the items were examined at face value. 

Construct validity family-specific MPOC-SP

The validation study’s sample size was based on general guidelines requiring five to ten subjects 
per variable or item in order to conduct the planned analyses (Nunnally & Wilson, 1975; Norman 
& Streiner, 1986), which means at least 135 questionnaires were needed for the validation of 
the family-specific MPOC-SP.  For construct validity, the following research hypotheses were 
formulated: (1) Pearson’s product-moment correlation coefficients (r) between the scales of the 
family-specific MPOC-SP will be satisfactory, and (2) The family-specific MPOC-SP and the 
general MPOC-SP have a comparable multidimensional structure. First, Pearson’s product-moment 
correlation coefficient (r) was used to explore the measures’ factor structures by examining the 
correlation between an item score and its scale score without that item and other scale scores 
(Nunnally & Wilson, 1975). Second, a factor analysis with varimax rotation was performed to 
analyse the factor structure. In the construct validity study part, all family-specific questionnaires 
were included.

Service providers’ ability to discriminate between general and family-specific ratings

The ability of service providers to discriminate between general ratings and family-specific ratings 
was determined by exploration of absolute difference scores. For these analyses, only questionnaires 
were used of service providers who filled out a general MPOC-SP and at least one family-specific 
MPOC-SP. In the analyses the ratings of a service provider’s general MPOC-SP were paired with 
the ratings of each family-specific MPOC-SP of that service provider, resulting in general MPOC-
SP–family-specific MPOC-SP pairs. Absolute difference scores were calculated by deducting 
service provider’s individual item scores of the general and each family-specific SP. For each scale, 
the mean absolute difference scores between family-specific and general ratings were compared 
with the difference scores between the first and second assessment (at three months) of the general 
MPOC-SP test-retest reliability study, in which the mean absolute scale difference scores ranged 
from 0.12 (Treating People Respectfully) to 0.25 (Providing General Information) (Siebes et al., 
2006). In congruence with the family-centred principles, it was assumed that service providers 
were able to discriminate between general and family-specific ratings when the absolute difference 
scores between these ratings were larger than the expected differences which were based on the 
test-retest difference scores found in the general MPOC-SP validation study.

Finally, we examined whether service providers showed a specific bias, or in others words, we 
examined whether service providers scored higher (‘to a greater extent’) when filling out the general 
MPOC-SP or the family-specific MPOC-SP.
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5.3 Results

5.3.1 Construct validity

Of the 293 family-specific MPOC-SP questionnaires that were sent out to 125 service providers of 
five rehabilitation centres and affiliated schools, 240 were returned and analyzed (mean response 
rate 81.9%). The family-specific MPOC-SPs were filled out for 44 children (29 boys and 15 
girls, 4-8 years) and were filled out by 116 service providers (a mean of 2.1 questionnaires per 
service provider) representing 12 disciplines, among which physical therapists (n=22, 19.0%), 
teachers (n=21, 18.1%), speech therapists (n=18, 15.6%), occupational therapists (n=16, 13.8%), 
and rehabilitation specialists (n=11, 9.5%) were the largest respondent groups (76.0% of total 
group). Table 5.1 shows the numbers of participants and questionnaires that were included in the 
analyses to examine the family-bound MPOC-SP’s construct validity and service provider’s ability 
to discriminate between family-specific and general ratings, respectively. 

Table 5.1 Number of service providers and questionnaires in the analyses

Study part n service providers n family-specific 

MPOC-SP

n general 

MPOC-SP
Construct validity 116 240 0
Ability to discriminate between 
family-specific and general ratings

811 1512 81

1In the second part of the study only questionnaires were used of service providers who filled out a general MPOC-SP 
and at least one family-specific MPOC-SPs.
 2 The ratings of each family-specific MPOC-SP were matched to the ratings of that service provider’s general MPOC-
SP.

Firstly, the distributions of the scores were examined to determine the skewness and kurtosis 
of the scale scores. Twenty-five items (93.0%) used the full range of the response options. Item 
23 (‘promote family-to-family connections’) had the lowest mean item score (2.95, SD=1.68), 
whereas item 22 (‘treat children and their families as people rather than as “cases”’) had the highest 
mean score (5.83, SD=1.41). These items also scored lowest (3.70, SD=1.40) and highest (5.98, 
SD=1.14) in the general MPOC-SP validation study (Siebes et al., 2006). The item scores tended 
toward the higher end of the range, but the distributions were not found to be severely skewed 
(sk -2.07 to .12). Furthermore, the analyses showed only two peaks in the item score distribution 
(k=3.95 and 4.40 for item 17 and 22, respectively) (Stevens, 1986). Therefore, analysis of the 
ordinal data of the family-specific MPOC-SP with parametric statistics was allowed (Streiner & 
Norman, 1995; Thomas & Nelson, 2001). 

Next, the correlations between the scales of the family-specific MPOC-SP were calculated using 
Pearson’s correlation coefficient (r). Providing General Information did not correlate significantly 
with Communicating Specific Information about the Child, all other scales intercorrelated 
significantly, if low to moderately (r .176 to .522; see Table 5.2). Subsequently, the 27 MPOC-
SP items were correlated with their own and the other three scale scores to examine the factor 
structure (using Pearson’s correlation coefficient). All items correlated best and significantly with 
their own scale score (p<0.001) with r ranging from .565 to .897. Finally, a factor analysis with 
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varimax rotation was performed to examine the factor structure of the family-specific MPOC-SP. 
Seven factors with eigenvalues of at least 1.0 were identified, accounting for 72.2% of the variance. 
Our a priori interest in four factors, like the general MPOC-SP, was extracted by varimax rotation. 
This solution accounted for 58.3% of the variance. Twenty-one items (77.8%) loaded highest in 
the original general MPOC-SP factors. 

Table 5.2 Correlation between the family-specific MPOC-SP scales using Pearson’s rank correlation 
coefficient (r)

Scale name PGI CSI TPR
SIS .315** .491** .522**

PGI 1 .159 .176*

CSI 1 .403**

SIS, Showing Interpersonal Sensitivity; PGI, Providing General Information; CSI, Communicating Specific 
Information about the Child; TPR, Treating People Respectfully. *Correlations with p<0.05 (2-tailed); **Correlations 
with p<0.01 (2-tailed). Range n 183 to 235.

5.3.2 Service provider’s ability to discriminate between general and family-
specific ratings
The pairing of general and family-specific MPOC-SP ratings resulted in 151 general MPOC-
SP–family-specific MPOC-SP pairs of 81 service providers. After that, absolute difference scores 
between a service provider’s general MPOC-SP scale score and a family-specific scale score were 
calculated to determine the ability of service providers to discriminate between general ratings and 
family-specific ratings. Figure 5.1 shows the mean absolute difference score values for all scales 
and pairs (n=122–151 pairs). In this Figure, the grey dashed lines represent the mean absolute 
difference scores for each scale, with m=1.24 (SD=0.77) for Showing Interpersonal Sensitivity, 
m=0.96 (SD=0.76) for Treating People Respectfully, m=1.33 (SD=1.01) for Communicating 
Specific Information about the Child, and m=1.36 (SD=0.80) for Providing General Information. 
The black lines represent the test-retest absolute difference scores of the MPOC-SP validation study 
at three months, with a range of 0.12 (Treating People Respectfully) to 0.25 (Providing General 
Information) (Siebes et al., 2006). The Figure illustrates that 1.3%, 4.0%, 8.2%, and 9.0% of the 
absolute difference scores were below the red lines for the scales Showing Interpersonal Sensitivity, 
Treating People Respectfully, Communicating Specific Information about the Child, and Providing 
General Information, respectively. Consequently, 94.4% of the difference scores were above the red 
lines, suggesting that service providers can make a distinction between family-specific and general 
ratings regarding their involvement in family-centred paediatric rehabilitation services. 

Finally, we examined trends in the way service providers filled out the general and the family-
specific MPOC-SP. These analyses showed that the mean family-specific MPOC-SP ratings (4.40; 
SD=0.86) were lower than the mean general MPOC-SP ratings (4.82; SD=0.66). 
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5.4 disCussion

The aim of this study was to investigate the construct validity of the family-specific MPOC-SP 
and to determine whether service providers can discriminate between general ratings and family-
specific ratings. The Pearson correlations between the family-specific MPOC-SP scales were not all 
significant, but since the overall results fulfil our hypotheses, we consider the construct validity as 
satisfactory. Additional analyses confirmed that service providers can make a distinction between 
general MPOC-SP ratings and family-specific MPOC-SP ratings. 
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Figure 5.1. Absolute difference between a service provider’s general MPOC-SP scale score and a family-
specific scale score (n=122–151 pairs) reflecting the ability of service providers to discriminate between 
general ratings and family-specific ratings. The grey dashed lines represent the mean absolute difference 
scores for each scale, with m=1.24 (SD=0.77) for Showing Interpersonal Sensitivity (SIS), m=1.36 
(SD=0.80) for Providing General Information (PGI), m=1.33 (SD=1.01) for Communicating Specific 
Information about the Child (CSI), and m=0.96 (SD=0.76) for Treating People Respectfully (TPR). The 
black lines represent the test-retest absolute difference scores of the MPOC-SP validation study at three 
months, with values of 0.20 (SIS), 0.25 (PGI), 0.24 (CSI), and 0.12 (TPR).
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Truly family-centred service should be individually tailored, and therefore asks for a family-specific 
evaluation. The family-specific MPOC-SP is the best choice to evaluate such individualized 
care attuned to a family’s specific wishes, needs and preferences. When filled out in a family-
specific way, the MPOC-SP can be utilized for individual evaluation of family-centred services 
and quality control and to formulate topics for family-related quality improvement, whereas the 
general MPOC-SP provides a broader view. Founded on the present and earlier studies (Siebes et 
al., 2006; Siebes et al., 2007), Table 5.3 offers guidelines on the general and family-specific use 
of the measure.

Nevertheless, some critical remarks have to be made. Although the majority of the participating 
service providers worked together in a team and filled out more than one family-specific MPOC-
SP, independence of cases was assumed in our analyses. However, even though the questionnaires 
were each filled out at a different point in time and for an individual child and its family, hereby 
minimizing a possible bias, the bias within a service provider can only be controlled for by means 
of a multi level analysis with a large number of cases. 

As is the case with all other self-evaluative measurement tools, it remains unclear whether the 
respondents mirror on actual or on desired behaviours, and whether their scores are inflated or 
deflated to some extent. Therefore, the scores may not accurately reflect actual behaviours of 
service providers. An extended observational study on actual family-centred behaviours of service 
providers can provide insight in eventual differences between actual and desired behaviours. 

The current study could have been constrained by the specific study target group, that is, children 
diagnosed with cerebral palsy. However, in family-centred service the way in which families are 
involved in treatment is not predetermined by the child’s diagnosis, but each family is regarded as 
a unique system that is in need for a unique approach. Therefore, in a family-centred treatment 
setting our limited diagnose group should not negatively influence the generalizability of our 
findings. 

Table 5.3. Guidelines on the use of the general MPOC-SP and the family-specific MPOC-SP

General 
MPOC-SP

Family-specific 
MPOC-SP

Characteristics
International comparability of results1 + –
Respondent burden2 + +
Utility3

Use for general evaluation of family-centred service and quality control ++ +
Use for individual evaluation of family-centred service and quality control – ++
Use to formulate topics for general quality improvement ++ +
Use to formulate topics for family-related quality improvement – ++

1– = low comparability; + = good comparability. 2+ = low burden, 5 to 10 minutes. When the family-specific MPOC-
SP is used, the burden raises when the individual questionnaires have to be filled out all at once. We advise to choose 
fixed moments to fill out the family-specific MPOC-SP, for instance, prior to the yearly team conference meeting. 
3+ = intermediate utility; ++ = good utility.
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The analyses showed that service providers gave higher ratings on the general MPOC-SP than on 
the family-specific MPOC-SP. This could imply that service providers tend to score lower when 
they think of one particular family when they fill out the MPOC-SP family-specific, but it could 
also suggest that service providers work less family-centred when they work with children with 
cerebral palsy, or even the designated age group of the target population could have suppressed 
the family-specific ratings.  

Our study characteristics are formed by the complex care process of children with multiple 
disabilities and the numerous professions involved, resulting in highly intercorrelated data. This 
limited our analyses; additional research with a broader scope in a larger sample is required to 
clarify the aforementioned assumptions. Such a study can provide quantitative statistics on 
differences between general and family-specific ratings, whereas the present study was restricted 
to a descriptive nature. 

In the present study sample, large teams were involved in the care process of participating families. 
Therefore, a considerable amount of data is needed to study possible roles of different professions 
in the process of care and to show differences between families. Moreover, in a larger study sample 
intra-individual differences can be specified, which was not possible in the present study due to 
the low numbers of service providers who filled out two or more family-specific questionnaires. 
Nevertheless, we consider the results of this study as a rationale and a catalyst for the family-specific 
use of the MPOC-SP.  Once a family-specific use of the measure is ‘in the system’ and service 
providers are keen to explore further uses of the measure we can follow up on our research.

The current study confirmed that service providers are able to discriminate between general and 
family-specific MPOC-SP ratings. With these findings, a truly family-specific evaluation of services 
is facilitated, in which MPOC scores provided by parents can be compared with family-specific 
MPOC-SP scores of team members who are involved in the child’s care process. Comparisons 
between the ratings of parents and service providers are useful because different roles enable 
people to see different parts of the overall service. The evaluation of family-centred service should 
be a service wide process, involving the perceptions of people in various positions, including at 
least parents and service providers (Dyke et al., 2006). In a study by Nijhuis et al. (2007) such 
a comparison showed that service receivers and service providers differed considerably in what 
they deemed essential in family-centred care, and that opinions on what constitutes proper service 
delivery needs to be explored and attuned.  

As far as we know, at this time the MPOC-SP is applied as a family-specific measure in the 
Netherlands only. We consider the family-specific MPOC-SP to be the most suitable instrument 
for individual evaluation of family-centred services. Family-specific MPOC-SP results can initiate 
family-related quality improvement.

5.5 CliniCAl messAGes

	 The construct validity of the family-specific MPOC-SP is satisfactory.

	 Service providers can discriminate between general MPOC-SP ratings and family-specific 
MPOC-SP ratings.

	 The family-specific MPOC-SP can be used for the individual evaluation of family-centred 
services and can be the impetus for family-related quality improvement.
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AppendiX  5.1 items And sCAlinG of mpoC-sp

Table A5.1. Items and scaling of the Measure of Processes of Care for Service Providers (MPOC-SP)

Item no. Item description*
Showing Interpersonal Sensitivity

1 Suggest treatment/management activities that fit with each family’s needs and lifestyle?
2 Offer parents and children positive feedback or encouragement?
3 Take the time to establish rapport with parents and children?
4 Discuss expectations for each child with other service providers, to ensure consistency of thought 

and action?
5 Tell parents about options for services or treatments for their child?  
8 Discuss/explore each family’s feelings about having a child with special needs?
9 Anticipate parents’ concerns by offering information even before they ask?
11 Let parents choose when to receive information and the type of information they wanted?
12 Help each family to secure a stable relationship with at least one service provider who works with 

the child and parents over a long period of time?
21 Help parents to feel competent in their roles as parents?

Treating People Respectfully
6 Accept parents and their family in a non-judgemental way?
7 Trust parents as the ‘experts’ on their child?
10 Make sure parents had a chance to say what was important to them?
13 Answer parents’ questions completely?
17 Treat each parent as an individual rather than as a ‘typical’ parent of a child with a ‘problem’?
18 Treat parents as equals rather than just as the parent of a patient?
19 Make sure parents had opportunities to explain their treatment goals and needs?
20 Help parents feel like a partner in their child’s care?
22 Treat children and their families as people rather than as a ‘cases’?

Communicating Specific Information about the Child
14 Tell parents about the results from tests and/or assessments?
15 Provide parents with written information about their child’s condition, progress, or treatment?
16 Tell parents details about their child’s services, such as the types, reasons for, and durations of 

treatment/management?
Providing General Information

23 Promote family-to-family ‘connections’ for social, informational or shared experiences?
24 Provide support to help families cope with the impact of their child’s chronic condition?  
25 Provide advice on how to get information or to contact other parents?  
26 Provide opportunities for the entire family, including siblings, to obtain information?
27 Have general information available about different concerns?

*Each item begins, ‘In the past year, to what extent did you...’, or, where applicable, ‘In the past year, to what extent 
did you (or your organization)...’. 

Published with consent of the authors. © Woodside, Rosenbaum, King & King, CanChild Centre for Childhood 
Disability Research, December, 1998, McMaster University, Hamilton, ON Canada.
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AbstRACt

Objective: To evaluate the quality and content of needs, principal problems and goals as formulated 
in the Rehabilitation Activities Profile for children (Children’s RAP) of 41 children with cerebral 
palsy (age range: 4-8 yrs) treated in five Dutch paediatric facilities. 

Methods: Raw text data were extracted and organised, after which two raters independently 
weighed the entries’ quality against the Children’s RAP criteria and linked the extracted content 
to ICF-CY categories.

Results: In 12% of the reports, no needs and in 24%, no principal goals were formulated. Although 
none were prioritised, 79% of the needs met the Children’s RAP criterion of description of a 
problem or desire. Quality criteria for problems were fulfilled in 24% (description in activity-and-
participation domain) and 83% (referred to a treatable problem) of all cases, respectively. Fifty-six 
percent of the goals were formulated in terms of intended result/effect and 63% as (child/parent) 
actions. Needs mostly pertained to the ICF-CY activities-and-participation domain (65%), whereas 
the principal problems and goals covered all three ICF-CY domains. 

Conclusion: Apart from providing deeper insights into the content of the rehabilitation 
programmes for young children with cerebral palsy, the current study demonstrates that the 
participating teams have not completely used the Children’s RAP as intended and prescribed in 
the manual. 
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6.1 intRoduCtion

In paediatric rehabilitation, professionals from diverse organizations such as medical and 
rehabilitation centres, special schools and allied health-care facilities work closely together to 

meet the complex needs of the child with cerebral palsy (CP), as well as those of its parents. Close 
collaboration between the members of the specialised teams (Bakheit, 1996;Barnes & Turner, 
2001;Hinojosa et al., 2001;Robards, 1994;Rosen et al., 1998;Thylefors et al., 2000;Yerbury, 
1997) and coherent care co-ordination (Larsson, 2000) are considered crucial to the quality 
of the (health) care. Nowadays, several countries impose these collaboration practices (British 
Department of Health 1999; Education of the Handicapped Act Amendments of 1986 [Public Law 
99–457]; Dutch Council of Health Research, 1997), resulting in various models of (mandatory) 
collaboration, which have since been implemented and evaluated nationally (de Geeter et al., 
2002;Larsson, 2000;Simeonsson et al., 1995;Stallard & Hutchison, 1995;Yerbury, 1997).

Communication is fundamental in this process: we found in a review of the literature that poor 
interactive procedures impede and good practices facilitate the collaboration among professionals 
and the exchanges with the child’s proxies (Nijhuis et al., 2007). Poor reporting and poorly prepared 
team meetings tend to hamper communication and hence interfere with collaborative efforts 
(Bakheit, 1996;Rosen et al., 1998). Conversely, following factors are mentioned as facilitating 
the communication in multidisciplinary teams: optimal information sharing, appropriate 
communication skills, explicitly formulated goals, the categorisation of information, a transparent 
delineation of the roles of the various people involved, the use of a common language and a 
common reference framework (Nijhuis et al., 2007).

In most paediatric settings individualised, integrated treatment plans are used to optimise team 
communication and thus the care for children with multiple disabilities. Both the international 
literature (Bakheit, 1996;Committee on Children With Disabilities, 1999;Roelofsen et al., 2001) 
and Dutch reports (Bernard et al., 1996;Vlaskamp & Gemert van, 1997) acknowledge the need 
for such tailored, joint plans as the basis for sound care planning and delivery. 

To help standardise interdisciplinary paediatric treatment plans in the Netherlands, in 2001 the 
Rehabilitation Activities Profile for children or Children’s RAP was developed and implemented 
(Roelofsen et al., 2001). It provides professionals and parent(s) with a common language describing 
the child’s and parental abilities and a common reference framework for their respective needs. In 
this way it helps all parties to better verbalise actual problems during the (annual or semi-annual) 
team conferences. The instrument further serves as a checklist and intends to prevent team members 
from forgetting to report relevant information or adding irrelevant information (Roelofsen et al., 
2002). Lastly, it guides the team towards the formulation and subsequent evaluation of tailored 
interdisciplinary rehabilitation goals. 

The Children’s RAP is divided into three sections: (1) General information comprising the particulars 
of the child and his or her proxies1; (2) Current situation delineating recent needs, impairments 
and abilities of the child and his or her proxies; and (3) Team-conference conclusions describing the 
principal problem and the shared principal goal. The shared principal goal forms the basis for the 
discipline-specific treatment goals. 

1 “proxies” refers to the child’s parents, siblings, peers and all significant others in the child’s environment.
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Table 6.1. The basic requisites (A1, B1, C1) and qualifications (A2, B2-4, C2) of the needs, problems and 
goals as described in the manual of the Rehabilitation Activities Profile for children (Children’s RAP)

Qualitative requirements
A. Needs of child or proxies
A1:  The concept describes a problem that hinders the child or parents in daily life or describes the wishes or                       

expectations the child, parents or environment have regarding treatment or education. 
A2:  In the case of multiple needs, priorities need to be established.
B. Principal problem
B1:  The concept describes a problem that hinders the child or parents in daily life or describes an aspect that 

hinders or stagnates the child’s development. 
B2:  The problem is formulated on the activity and participation1 level
B3:  The problem refers to a changeable, trainable, compliant, or manipulable concept. 
B4:  The problem is described in understandable language (no jargon). 

For each child the team needs to formulate only one principal problem per category                                               
 (i.e. child, parents or environment).

C. Shared principal goal
C1:  The concept describes the result or effect the team and parents aim at. 
C2:  The principal goal is phrased in terms of children’s and parental activities. 

For each child only one principal goal is formulated.
1  International Classification of Functioning, Disability, and Health for children and youth (ICF), World Health 
Organization, 2001

At present, all Dutch paediatric rehabilitation settings subscribe the use of the Children’s RAP 
to structure the treatment plans, and team conferences of the children treated. However, for 
the children’s RAP to be effective and serve as an instrument that supports an interdisciplinary 
team approach, which is regarded as the optimal model of team activity (Bakheit, 1996;Larsson, 
2000;Roelofsen et al., 2002;Thylefors et al., 2000), the in the manual described basic requisites 
and qualifications (see Table 6.1), needs to be fulfilled. Despite the adopted use of the Children’s 
RAP in Dutch paediatric rehabilitation, there is currently no insight into how well the Children’s 
RAP is being used in clinical practice. Information on current use might provide useful insights 
into improvements needed to achieve optimal appliance and proposed effects. Furthermore, we 
need to know how the Children’s RAP is actually used in practice before the evaluative information 
captured in the Children’s RAP can be used in future research to evaluate treatment planning, 
service use, and paediatric rehabilitation outcomes. With the current study we sought to assess the 
quality of the Children’s RAP reports of young (4-8 yrs) children with CP as completed by teams 
in five multidisciplinary paediatric rehabilitation settings in the Netherlands. Complementary to 
the analyses of the quality of the reports, this study aimed to describe the content of the reports of 
these children to provide information on what paediatric rehabilitation is like for young children 
with cerebral palsy in the Netherlands. We explicitly evaluated how the children’s and parental 
(proxy) needs, the principal problems and the (shared) principal goals were formulated, and 
subsequently analysed the content of these needs, problems and goals.  

To assess the content of needs, problems and goals as reported in the Children’s RAP, the 
International Classification of Functioning, Disability, and Health for children and youth 
(ICF-CY) (World Health Organization, 2007) was used. The children and youth version of the 
International Classification of Functioning, Disability and Health (ICF) is based on the original 
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version of the ICF (World Health Organization, 2001), which provides from a “biopsychosocial” 
approach to health, functioning and disability, “a coherent view of different perspectives of health 
from a biological, individual and social perspective” (World Health Organization, 2001, p28). In 
this way, the framework provides a common language, which will facilitate the communication 
and information sharing across settings and disciplines (Palisano et al., 1997). The use of this well 
defined, extensive and universally applicable framework is encouraged in interdisciplinary disability 
research and provides the opportunity for making results of research comparable (Rosenbaum 
& Stewart, 2004). 

6.2 methods

6.2.1 Subjects, material and setting

Parents were asked to give their consent for the use of their child’s rehabilitation report if their child 
was diagnosed with cerebral palsy (CP), was aged between 4 and 8 years and attended a school for 
special education that was affiliated with a rehabilitation centre. We restricted our study to children 
with CP because this is the largest group seen in paediatric rehabilitation in the Netherlands. 
We evaluated the Children’s RAPs of 41 children (28 boys, 13 girls; mean age 6.8y, SD 1.3y) as 
completed by five rehabilitation centres and affiliated local schools for special education from 
regions across the country. The intensity of disability varied between the participating children. 
The GMFCS classification (Palisano et al., 1997) from these children ranged from level I (a child 
is able to walk and run, but has some difficulty with more advanced skills) to level V (a child has 
very limited voluntary movement ability). Twenty- two children were classified in level I and II, 
15 children in level III and IV and 4 children in level V. The centres represented approximately a 
quarter of our national registered paediatric rehabilitation centres. The five participating settings 
all use the Children’s RAP to organise and structure the team communications and were using 
the Children’s RAP for more than 2 years. 

The professionals (86% women; mean age 39 yrs, SD 10 yrs) contributing to the treatment of 
one or more of the children represented 11 disciplines; 81 were associated with the rehabilitation 
centres and 89 with the affiliated schools. For 45%, work experience exceeded 8 years, for 22% 
it ranged between 3 to 8 years and for 34% it comprised fewer than 3 years. 

6.2.2 Procedure

Because of its descriptive nature, the medical ethics committee of the University of Groningen 
Medical Centre concluded the study did not require ethical approval. At the start of the project, 
each rehabilitation centre and affiliated school was asked to assign a liaison. Following the parents’ 
consent, the liaison provided information about the team members involved in a child’s treatment 
and the date of the first scheduled team conference. The liaison was also responsible for forwarding 
a copy of the treatment plan(s) drawn up during the child’s subsequent team conference. 
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Data collection and analysis comprised the following four steps: 

Step 1. The first author screened the original text of each child’s Children’s RAP and extracted 
the details (verbatim notes) entered under the theme headings child or parental needs, principal 
problems and principal goals. 

Step 2. Subsequently, the raw data were organised into elements describing a single issue: per 
Children’s RAP theme, each new issue was given a new line resulting in a final document listing 
all single entries per child and per theme, which will henceforth be referred to as “(Children’s 
RAP) concepts”.

Step 3. To determine the appropriateness of the various formulations, we used the requisites and 
qualifications as described in the Children’s RAP manual (see Table 6.1). For each requisite/ 
qualification, it was determined whether the requisite or qualification was met or not (scored with 
a Yes or No). To ensure reliable and comprehensive evaluations, all concepts were independently 
evaluated by two raters (BJGN and HAR), who established the evaluation procedure during a pilot 
session based on five random Children’s RAPs. They decided not to consider the qualification B1 
(Concept describes a problem or stagnating (hindering) aspect) because it could not be scored without 
background information on the child or its family nor B4 (Concept is described in an understandable 
language (no jargon)) because the dividing line between jargon and no jargon proved too vague as 
parents tended to adopt “professional language” (e.g. medical terms). After having evaluated all 
concepts, the two encoders discussed differences until consensus was reached. These final, consented 
data were used in the descriptive analysis of quality and reported in the results section. 

Step 4. Finally, for the content analysis, the two encoders independently linked all Children’s 
RAP concepts to the components, domains and categories (three-digit codes) of the International 
Classification of Functioning, Disability, and Health for Children and Youth (ICF-CY) (World 
Health Organization, 2007; see relevant section and Table 6.2 for a more detailed description) in 
accordance with the ICF manual (World Health Organization, 2001) and the Cieza et al. (2005) 
rules for linking health-status measures to the ICF. Consensus was established and ICF-CY encoding 
was practised during a pilot session using three randomly selected Children’s RAPs. Although 
the ICF-CY has a nondefinable category to classify concepts that do not allow classification in a 
specific ICF-CY category, it was decided to extend the linking parameters with three nondefinable 
categories. These extended nondefinable categories allowed a more specific classification of concepts 
describing an overall aspect of the child’s motor function, development or balance control that 
could not be assigned to any of the existing ICF-CY categories. Having analysed all Children’s 
RAPs, the raters discussed differences until consensus was reached.  

As the ICF criteria demand as precise a linking as possible, a particular Children’s RAP concept 
may fit more than one ICF-CY code. Although classified as a single concept, the goal “Tim is 
able to cycle in busy traffic”, for example, should be linked to both code d475 (cycling) and to 
code e2 (busy-traffic). Each Children’s RAP concept can be linked to one or more ICF-CY codes, 
which results in a possible difference between number of Children’s RAP concepts and ICF-CY 
codes. To emphasize the difference between the Children’s RAP concepts and the ICF-CY codes, 
we will in the remainder of this paper refer to the latter as “(ICF-CY) constructs”.

The interrater reliability of the raters’ scores in steps 3 and 4 was calculated prior to the final 
consensus discussion by means of Cohen’s Kappa (see Analysis section).
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The 4-step analysis described thus yielded an evaluation form listing the quality-weighted, 
concept-specific and ICF-CY-linked needs, principal problems and goals as derived from the 41 
Children’s RAPs.

Table 6.2. The International Classification of Functioning, Disability and Health for Children and Youth 
(ICF-CY; World Health Organization, 2007)

Part 1. Health conditions Part 2. Contextual 
Factors

Component Body functions (b) and Structures (s) Activities and 
participation (d)

(external) 
Environmental 
factors

Personal 
factors

Domains Body 
functions

Structures Activities/ 
participation

Categories Mental functions 
(b1)

Structures of the nervous 
system (s1)

Learning 
and applying 
knowledge (d1)

Products and 
technology (e1)

Sensory 
functions and 
pain (b2)

The eye, ear and related 
structures (s2)

General tasks and 
demands (d2)

Natural 
environment and 
human-made 
changes to the 
environment (e2)

Voice and speech 
(b3)

Structures involved in 
voice and speech (s3)

Communication 
(d3)

Support and 
relationships (e3)

Functions of the 
cardiovascular, 
haematological, 
immunological 
and respiratory 
system (b4)

Structures of the 
cardiovascular, 
immunological and 
respiratory system (s4)

Mobility (d4) Attitudes (e4)

Functions of 
the digestive, 
metabolic and 
endocrine 
systems (b5)

Structures related to 
digestive, metabolic and 
endocrine systems (s5)

Self- care (d5) Services, systems 
and policies (e5)

Genitourinary 
and reproductive 
functions (b6)

Structures related to 
the genitourinary and 
reproductive systems 
(s6)

Domestic life (d6)

Neuromusculo-
skeletal and 
movement 
related functions 
(b7)

Structures related to 
movement (s7)

Interpersonal 
interactions and 
relationships (d7)

Functions of the 
skin and related 
systems (b8)

Skin and related 
structures (s8)

Major life areas 
(d8)

Community, 
social and civic 
life (d9)
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The International Classification of Functioning, Disability and Health for Children and Youth 
(ICF-CY)

We used the ICF for children and youths (ICF-CY) (World Health Organization, 2007) to classify 
the Children’s RAP concepts because the original ICF did not adequately capture the functional 
characteristics specific to the developing child (Lollar & Simeonsson, 2005). 

As depicted in Table II, subdivided into various domains, the ICF-CY has two-parts (Health 
condition and Contextual factors), each consisting of two separate components; (1) body functions 
(b) and Structure (s), and Activities and participation (d) and (2) Environmental (e) and personal 
factors. The ICF-CY provides a list of numerous codes representing detailed categories to describe 
respectively the individual’s integrity of body functions and structures, the ability to perform 
daily-life activities and the scope of the individual’s participation, and environmental factors that 
might facilitate or impede functioning and personal factors. 

Like the ICF, the ICF-CY is a structured instrument. Its codes consist of a letter (b, s, d or e) followed 
by one or more numbers, where the letter refers to the domain and the subsequent numbers refer 
to the level of specification (chapter, paragraph, subparagraph etc.) of the domain.

6.2.3 Analysis

The data were analysed using the Statistical Package for the Social Sciences (SPSS-14). We used 
descriptive frequency analyses on the consented data of step 3 and 4 to evaluate the quality and 
content of the three Children’s RAP themes. In all analyses, we used the data as categorised in 
Children’s RAP concepts and ICF-CY constructs, with the exception of the two qualifications of 
one principal problem and one principal goal per child (see Table 6.1), for which we used the raw data 
files and counted the problems and goals as formulated in the Children’s RAP of a single child. 

The Cohen’s Kappa’s for interrater reliability for steps 3 and 4 (encoding of quality criteria and 
ICF-CY linking) were categorised as “poor” when lower than 0.4, as “fair to good” when between 
0.41 and 0.8, and “almost perfect” when exceeding 0.8 (Landis & Koch, 1977). 

6.3 Results

As explained, the 4-step analysis generated different volumes of Children’s RAP concepts (used 
in the quality analysis) and ICF-CY constructs (used in the content analysis). Table 6.3 lists the 
numbers per Children’s RAP theme. 

Table 6.4 presents the interrater reliability scores for analysis steps 3 and 4. The scores for the 
Children’s RAP quality assessment were all above 0.4 with some scores in the “almost perfect” 
category (A1, A2, B and B3). The interrater agreement in linking Children’s RAP concepts to 
the ICF-CY codes was “fair to good” for all three Children’s RAP themes, both at the domain (b, 
s, d or e) and the category level (e.g. b1, b7, d2, e4). These results show that the assessments of 
quality and content of the needs, problems and goals as performed in this study can be considered 
as fairly reliable. 
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6.3.1 Needs of child and proxies 

For five of the 41 children, no needs were formulated. In the other 36 Children’s RAPs, 163 need 
concepts were identified, of which 149 (91 %) pertained to the child, 7 (4%) to the parents, 
and 3 (2%) to the environmental system; in 4 (3%) it was not possible to identify the person(s) 
concerned. 

According to the quality assessment of the needs, 79% of the needs met the criteria of describing 
a problem that hindered the child or parents in daily life or encompassed wishes or expectations 
the child, parents or environment had regarding the treatment (see Table 6.5, A1). In all other 
cases, the concepts involved calls for information (e.g. parents informing about test results or the 
effectiveness of special treatments for their child). Where more than one need (per child) was 
formulated, none of the needs were prioritised, so criterion A2 was never fulfilled. 

Table 6.3. Number of extracted Children’s RAP* concepts and corresponding ICF-CY** constructs for 
the three Children’s RAP themes

Theme Children’s RAP concepts (Step2) ICF-CY constructs (Step 4)
Needs of child and proxies 163 182
Principal problem(s) 121 147
Principal goal(s) 71 95

*  Children’s RAP = Rehabilitation Activities Profile for children
** ICF-CY = International Classification of Functioning, Disability and Health for Children and Youth

Table 6.4. Interrater reliability scores (Cohen’s Kappa) for the Children’s RAP* quality evaluation and 
ICF-CY** classification per Children’s RAP theme

Evaluation Characteristic Interrater reliability
Needs of child or proxies Total N = 163
A: Concept concerns child, parents or child’s environment 0.50 
A1: Concept describes a problem or desire 0.91 
A2: Concepts are prioritized 1.00
ICF-CY encoding (n=182)+ Domains Categories

0.78 0.78
Principal Problems Total N = 121
B:   Concept concerns child, parents or child’s environment 0.89
B1: Concept describes a problem or stagnating (hindering) aspect Not possible to score
B2: Concept is described on the activity or participation level 0.72
B3: Concept is changeable, trainable, manipulatable 0.81
B4: Concept is described in an understandable language (no jargon) Not possible to score
ICF-CY encoding (n=147)+ Domains Categories

0.61 0.63
Shared Principal Goal Total N = 71
C: Concept concerns child, parents or child’s environment 0.74
C1: Concept describes the intended result or effect 0.53
C2: Concept is phrased in terms of parents or child’s activities 0.49
ICF-CY encoding (n=95) + Domains Categories

0.69 0.52

* Children’s RAP = Rehabilitation Activities Profile for children
** ICF-CY = International Classification of Functioning, Disability and Health for Children and Youth
+ N exceeds Total n because particular Children RAP concepts linked up with more than one ICF-CY code 
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Table 6.5. Proportions (%) in which the extracted concepts for the three Children’s RAP* themes met the 
quality criteria as specified in Table 6.1.

Children’s RAP themes Quality requirements

A1/ B1/ C1 A2/B2/C2 B3

Needs 79 0 -
Principal problem - 24 82
Shared principal goal 56 63 -

* Children’s RAP = Rehabilitation Activities Profile for children

6.3.2 Principal problems

For all children, one or more principal problems were formulated, resulting in 121 concepts. 
Almost all (97%) concerned the child and the remaining 3% the child’s environmental system. In 
66% the raw data files contained more than one principal problem per child that did not comply 
with the basic principle of only one principal problem per child as a way to prioritise and reach 
conformity between team members. According to the quality criteria, Table 6.5 shows that only 
24% of the principal-problem concepts were formulated in the activity-participation domain (B2) 
and that in 82% the problem was treatable (B3). 

6.3.3 Shared principal goals

We identified 71 concepts concerning shared principal goals. For 10 children (24%), no principal 
goal was formulated and in 39%, the Children’s RAPs mentioned 2 or more goals rather than the 
prescribed single goal per child. In 76% of the reports, the goal concepts concerned the child, in 
9% the environmental system and in 15% the person(s) concerned remained unclear. In these latter 
cases, goals were formulated as general statements such as “give advice” or “attune services”. Of the 
71 goals, 56% met the criteria of goal formulation in terms of intended result/effect (C1) and 63% 
of the goals were formulated in terms of child and parental activities (C2). If goals did not describe 
an intended result/effect, they mainly referred to proposed activities of the professional team 
members, e.g. “make a diagnosis” or “make an inventory of possible communication devices”. 

6.3.4 Content of the three Children’s RAP themes

Table 6.6 presents the proportions in which the (ICF-CY) constructs pertained to the various 
ICF-CY domains. 

As presented in Table 6.6, most of the need constructs (65%) were related to the activities-and-
participation domain, whereas the problem and goal constructs were more widely distributed 
across the three domains. Of these needs in the activities-and-participation (d) domain, 23% 
pertained to d4, the “mobility” category. Eighteen percent of the constructs coincided with the 
body-functions domain and 7% with environmental factors. The remaining 9% (n=17) could 
not be linked (ICF-CY category “nondefinable”).
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Table 6.6. The number of ICF-CY* constructs per domain and category reflecting the concepts as derived 
from the Children’s RAPs** (n=41) with between parentheses the percentages of ICF-CY constructs in 
relation to the total constructs in that Children’s RAP theme.

ICF-CY domain and category/ Children’s RAP themes Needs 
(%)+

Principal 
problems 
(%)+

Principal
goals (%)+

Body functions 

Body functions not specified (b) 1 (1) 1 (1) -
Mental Functions (b1) 17 (9) 43 (29) 17 (18)
Sensory functions and pain (b2) 2 (1) 2 (1) 1 (1)
Voice and Speech Functions (b3) 4 (2) 3 (2) 2 (2)
Functions of the cardiovascular, haematological, immunological and 
respiratory systems. (b4) 

1 (1) 2 (1) 2 (2)

Functions of the digestive, metabolic and endocrine systems (b5) 1 (1) 1 (1) -
Genitourinary and reproductive functions (b6) - - -
Neuromusculo-skeletal and movement related functions (b7) 7 (4) 12 (8) 4 (4)
Functions of the skin and related systems (b8) - - -
Total 33 (18) 64 (44) 26 (27)
Activities and participation
Activities and participation not specified (d) 1 (1) 1 (1) 2 (2)
Learning and applying knowledge (d1) 17 (9) 7 (5) 9 (10)
General tasks and demands (d2) 18 (10) 16 (11) 11 (12)
Communication (d3) 15 (8) 7 (5) -
Mobility (d4) 42 (23) 10 (7) 5 (5)
Self-care (d5) 11 (6) - 2 (2)
Domestic life (d6) 3 (2) 2 (1) -
Interpersonal interactions and relationships (d7) 5 (3) 4 (3) 1 (1)
Major life areas (d8) 3 (2) 2 (1) 5 (5)
Community, social and civic life (d9) 4 (2) 1 (1) 1 (1)
Total 119 (65) 50 (34) 36 (38)
Environmental factors
Environmental factors not specified (e) 1 (1) 3 (2) -
Products and technology (e1) 10 (6) 6 (4) 2 (2)
Natural environment and human-made changes to environment (e2) - - 1 (1)
Support and relationships (e3) 2 (1) - 11 (12)
Attitudes (e4) - - -
Services, systems and policies (e5) - - 1 (1)
Total 13 (7) 9 (6) 15 (16)
Nondefinable
Nondefinable 14 (8) 9 (6) 13 (14)
Nondefinable Motor system 1 (1) 5 (3) 2 (2)
Nondefinable Balance 2 (1) 3 (2) 1 (1)
Nondefinable Development - 7 (5) 2 (1)
Total 17 (9) 24 (16) 18 (19)

* ICF-CY = International Classification of Functioning, Disability and Health for Children and Youth
** Children’s RAP = Rehabilitation Activities Profile for children
+ Because percentages are rounded off, they do not necessarily add up to 100% 
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The principal-problem constructs mostly (44%) pertained to the b domain (body function), of 
which 29% to the category mental functions (b1); 34% matched the activities-and-participation 
and 6% the environmental factors domains and 16% were nondefinable. In the activities-and-
participation domain, the problems mostly concerned activities in the categories “general tasks 
and demands” (d2, 11%) and “mobility” (d4, 7%). As to the nondefinable ICF-CY constructs, 
6% was classified as problems, 3% as motor-system, 2% as balance and 5% as developmental 
problems. The latter three categories entailed recurring concepts that could not be linked to a 
specific ICF-CY code. 

The constructs regarding the principal goals mostly concerned the activities-and-participation 
domain (38%), with 12% relating to the d2 category (general tasks and demands) and 10% to 
d1 (learning and applying knowledge). A good proportion (27%) referred to the body-function 
domain, with 18% falling within the b1 category (mental functions). Sixteen percent of the goals 
were linked to environmental factors and 19% could not be linked and were thus assigned to the 
four nondefinable categories.

6.4 disCussion

Treatment plans form the basis from which paediatric professionals and the parents work closely 
together to optimise children’s health care and treatment outcome (Bakheit, 1996;Committee 
on Children With Disabilities, 1999;Roelofsen et al., 2001). In the present study, we identified 
and evaluated the quality and content of the needs, principal problems and shared principal goals 
as formulated in the Rehabilitation Activities Profile for children (Children’s RAP) of 41 children 
with cerebral palsy (CP) in the ages of 4 to 8 years. In the majority of reports, the formulations 
of the needs, problems and goals did not completely satisfy the Children’s RAP’s basic requisites 
and quality criteria. For example, in none of the Children’s RAPs were the children’s needs 
prioritised and only 24% of the principal problems were specified in terms of the ICF activities-
and-participation domain. As a consequence of the lack of information on the (eventually) set 
priorities of parents’ and team members in the reports, it remained unclear whether parents and 
team members had reached conformity on the most important needs, problems and goals for the 
child at this moment. 

The inadequate use of the Children’s RAPs found in this paper can be explained by the fact 
that some requisites and qualifications of the Children’s RAP may not fit actual practices. For 
example, the often complex, multi-facet problems of the children can make the identification of 
one major problem or goal, which determines the focus of treatment and formulation of discipline 
specific treatment goals, extremely difficult. Are a child’s mental problems, for example, more 
important than its motor problems? Alternatively, the professionals may have avoided defining 
vague or common problems or goals: they may, for instance, have opted to subdivide “to optimise 
motor functioning” into “to walk independently for 100 metres” and “to write legibly”. This is 
one example of a possible explanation for professionals not applying the basic requisites of the 
instrument used; however, this is very speculative. Further research that focuses on the reasons 
for not applying to the requisites of the instrument is needed. This research can provide insight 
into possible causes of current non- optimal use. The instrument might not fit with the realities 
of practice, but several other factors might have influenced the way (parts of ) the instrument are 
applied in the clinical practice. Team conference structures, prioritisation of tasks, the availability 
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of financial support and time to write reports and attend team conferences have been related to 
the realisation of the Children’s RAP principles (Roelofsen, 2001). 

The current results clearly demonstrated that despite the specific attention that is given to an 
effective, optimal implementation of the instrument in Dutch paediatric rehabilitation centres 
(Roelofsen, 2001), the administration of basic principles and qualifications after implementation 
warrants monitoring. Besides promoting the realisation of its requisites and identification of 
possible points for improvement, these evaluations of current use are a prerequisite for objectively 
quantifying and augmenting instrument effectiveness. Regardless of eventual needed adaptations 
of the Children’s RAP to fit actual practice, efficacy evaluation studies on the use of the Children’s 
RAP as an instrument and outcome measure is only feasible if the instrument is administered 
adequately and consistent, within and across settings. Earlier studies on the effect of the Children’s 
RAP on team functioning (Roelofsen et al., 2002) and the effect of the rehabilitation activities 
profile (RAP) on rehabilitation outcome in adult rehabilitation (Beckerman et al., 2004) underpin 
this. Inconsistent use and not adequate implementation of respectively the Children’s RAP and 
RAP in rehabilitation teams restricted conclusions on the effectiveness of the instruments. In the 
first study, changes in team functioning induced by the Children’s RAP were identified, but varied 
between the participating teams, and in some teams changes were not observed. In the second 
study, incomplete use was mentioned as a possible cause of the failure to show improvements on 
rehabilitation outcome after implementation of the RAP. We thus avoid passing judgment on an 
instrument that several teams claim to have adopted but at present do not administer adequately 
and consistently. 

It needs to be noted that our study only focused on a specific part of the Children’s RAP 
framework, i.e. the Children’s RAP report. We did not evaluate the oral communications during 
team conferences or informal meetings. Possibly, the written information in the reports did not 
adequately reflect the actual situation and practices. Perhaps a lack of time prevented teams from 
reporting properly or updating their records, which is why our conclusions should not be generalised 
to the quality of the implementation of the Children’s RAP framework as a whole. 

Nevertheless, our assessment of the Children’s RAP provided several indications to help improve 
current paediatric practices. For instance, the result found that only 24% of the principal problems 
were formulated in terms of ICF-CY activities and participation implies that team members should 
be instructed to focus more on this prerequisite, which may require additional training. Apart from 
the need to improve problem formulation according to Children’s RAP requisites, team members 
should also be trained to enhance problem prioritising and goal setting. 

As to the content of the rehabilitation reports, our analysis yielded valuable information on the 
actual needs and key problems of young children with CP and the teams’ goals. The ICF-CY (World 
Health Organization, 2007) proved very helpful in categorising the Children’s RAP concepts (Table 
6.6). The interrater reliability scores for linking the ICF-CY codes to the identified concepts were 
all “fair to good”. Consensus discussions mostly concerned the interpretation of the essence of the 
entries (concepts) and the best-matching ICF-CY category. Strict application of the linking rules 
(Cieza et al., 2005;World Health Organization, 2001) and a sound knowledge of the conceptual 
and taxonomical principles of the ICF-CY as well as its components, domains and categories 
were indispensable. As the interpretation of the underlying categories depends on the higher-level 
decisions, it was essential that encoding was performed in accordance with the ICF-CY hierarchy, 
i.e. from the component level via the domain level down to the best-fitting category. 
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The ICF-CY (World Health Organization, 2007) was specifically designed for children and youths 
and hence allows for more developmental aspects to be encoded and pays more attention to learning 
and children-specific environmental aspects (Lollar & Simeonsson, 2005). Nevertheless, we still 
encountered encoding difficulties. For example, we were unsure how to assign the goal “balance 
control”. The best-matching code seemed to be b235 (sensory functions and pain; vestibular 
functions) but for children with CP, the vestibular system is not necessarily the cause of balance 
problems; in fact a motor cause is more conceivable. As mentioned in the methods section, we solved 
this and other linking problems by creating three additional nondefinable categories (motor system, 
development and balance) for recurring aberrant themes. Despite our minor matching problems 
and corroborating its earlier effectiveness in classifying the diagnoses of children with disabilities 
(Ogonowski et al., 2004), we found the ICF-CY useful in categorising the needs, problems and 
treatment goals of children with CP provided strict linking rules and arrangements were adhered 
to. It enabled us to successfully describe and evaluate the content of (intended) services.  

Earlier studies provided information on the service needs of parents with disabled children 
(Hendriks et al., 2000;Milner et al., 1996;Sloper & Turner, 1992). To our knowledge, ours is 
the first study to investigate interdisciplinary paediatric rehabilitation programmes as to the way 
needs, principal problems and goals are formulated. The ICF-CY classification system allowed us 
to define the actual contents of the Children’s RAP themes for children with CP. The identified 
ICF-CY constructs covered almost all ICF-CY domains and categories. The needs and problems 
most frequently pertained to the categories: mental functions (b1), learning and applying knowledge 
(d1), general tasks and demands (d2), and mobility (d4). The principal goals were mostly linked 
to the categories: sensory functions and pain (b2), and support and relationships (e3). However, a 
closer inspection of the data indicated that the need and problem constructs were not in accordance 
with each other or with the treatment goal. Future child-specific analyses might help determine 
whether a child’s needs and principal problem are indeed integrated into the shared principal and 
discipline-specific goals.

As the current study showed that the ICF-CY can be used to classify needs, problems and goals 
of children with cerebral palsy, a possible implication of the ICF-CY in the optimisation of 
collaborative goal setting and the use of the Children’s RAP might be to ask all team members 
involved in the care of one particular child to define its needs and problems in ICF-CY terms. 
In this way differences between coding strategies or choices would immediately become clear, 
prompting consensus discussion and priorities to be set because the rehabilitation profile obliges 
all team members to choose the best-fitting description, i.e. ICF-CY category. 

In conclusion, the current study on quality and content of the Children’s RAPs of young children 
with CP treated in Dutch paediatric rehabilitation provided useful insights into current use of 
the Children’s RAP in actual practice and information on what paediatric rehabilitation is like 
for these children. More research is needed on applicability of the Children’s RAP in clinical 
practice and reasons for current non-optimal use. The study also revealed that at this point in 
time, controlled studies on the relationship between the Children’s RAP, treatment planning, 
team functioning, and rehabilitation outcome are restricted by incomplete and inconsistent 
use. Furthermore, although the evaluation of proposed “best practices” is needed, the indirect 
relationships between the variables of interest (integrated treatment plans-treatment planning- 
team functioning- rehabilitation outcome) challenge proof of effectiveness and assessment of 
rehabilitation outcome. The current study served as an eye- opener as to the need to investigate 
appliance of requisites and qualifications of an instrument before assessment of its effectiveness 



99

QuAlity And Content of needs, pRinCipAl pRoblems And RehAbilitAtion GoAls of ChildRen with Cp

and moreover, provided very useful information on possibilities for improvements in the use of 
the Children’s RAP and a well-grounded basis to start from.
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AbstRACt

Objective: To evaluate whether the needs and principal problems of children with cerebral palsy 
(CP) as formulated in their interdisciplinary rehabilitation reports are integrated into the goal 
descriptions and whether this depends on the nature of the needs and problems. 

Design: Descriptive multiple-case study

Setting: Five Dutch paediatric rehabilitation facilities

Subjects: The rehabilitation profiles of 41 children with CP aged between 4 and 8 years 

Methods: The raw text data were extracted and organised, after which two raters independently 
linked the extracted content to the categories of the International Classification of Functioning, 
Disability and Health for Children and Youth (ICF-CY). Matches between needs, problems and 
goals were identified by ICF-CY-code comparisons. 

Results: The Cohen’s Kappa’s for ICF-CY encoding were all in the range of “fair to good” (0.52-
0.78). For five children (12%) no needs had been formulated and the reports of ten (24%) were 
excluded from further analyses as they lacked a principal goal. In the 31 reports analysed, 29 
(23%) need constructs and 46 (46%) problem constructs were incorporated into the goals. Of 
the total of 95 goal constructs 49 (52%) were not related to either a need or a problem construct. 
No clear relationship could be established between the type of needs and problems and their in- 
or exclusion in the principal goals. 

Conclusion: Overall, the integration of the needs and principal problems of children in their 
rehabilitation goals was not optimal. However, integration was difficult to objectify because needs, 
problems and goals were poorly documented.
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7.1 intRoduCtion

Most children seen in paediatric rehabilitation have a chronic condition that requires continued 
and tailored attention and treatment in the different developmental stages of their lives. 

Rehabilitation therapy, personalised education at mainstream or specialised schools and parental 
care in the home are all three important parts of the rehabilitation process. Since developments 
in these areas are all intertwined, the main concerns, needs, priorities and goals require careful 
deliberation involving all three parties concerned. 

In paediatric rehabilitation a range of (varying) professionals from different organizations work 
together in specialised teams to meet the often complex needs of the child and its parents. It is 
widely recognised that close collaboration between these professionals (Bakheit, 1996;Barnes & 
Turner, 2001;Hinojosa et al., 2001;Robards, 1994;Rosen et al., 1998;Thylefors et al., 2000;Yerbury, 
1997) and the child’s parents (DePompei & Williams, 1994;Hostler, 1999;King et al., 1997;King 
et al., 2004;Nijhuis et al., 2007;Rosenbaum et al., 1998) is crucial to the quality of the health 
care provided. Accordingly, shared interdisciplinary goals, in which the different perspectives 
of all parties involved are integrated, are of major importance (Bakheit, 1996;De Moor et al., 
1999;DePompei & Williams, 1994;Dule et al., 1999;Fell & Pierce, 1995;Roelofsen et al., 2001), 
where goal setting requires careful negotiation between parents and professionals to identify 
the desired outcome and direct the rehabilitation process (Holliday et al., 2005;Playford et al., 
2000;Randall & McEwen, 2000;Schut & Stam, 1994;Siegert & Taylor, 2004). 

Yet, even though it has been widely recognised as a key element, a recent efficacy review concluded 
that convincing evidence as to the most effective approach to goal setting in rehabilitation is still 
lacking (Levack et al., 2006). In our literature review of the salient elements of team collaboration, 
we also came to the conclusion that, despite extensive descriptions of the need for joint goal 
setting, none of the studies we reviewed described how effective different goal-setting procedures 
were (Nijhuis et al., 2007). After several years describing the theoretical foundations and desired 
improvements in current goal-setting strategies, we wanted to investigate goal-setting processes 
empirically in clinical practice. 

The rehabilitation activities profile for Children (the Children’s RAP)

In paediatric rehabilitation an interdisciplinary team approach is preferred, characterised by 
centralised client needs, shared problem formulation and shared formulation of treatment 
goals, which are reviewed in regularly scheduled team meetings (Bakheit, 1996;De Moor et al., 
1999;Robards, 1994;Roelofsen et al., 2002;Thylefors et al., 2000). To this end, in 2001 the 
Rehabilitation Activities Profile for children (the Children’s RAP) was developed and implemented 
in all regional paediatric rehabilitation settings in the Netherlands (Roelofsen et al., 2001). The 
profile or treatment plan provides professionals and parents with a common language about 
the child’s and parental abilities and a common reference framework for their respective needs, 
helping all parties to better verbalize the child’s and parents’ actual problems during the (annual 
and semi-annual) team conferences. Furthermore, the instrument helps the team formulate the 
interdisciplinary rehabilitation goals adjusted to the needs of the child and its proxies1, and the 
evaluation of these goals. 

1  “proxies” refers to the child’s parents, siblings, peers and all significant others in the child’s environment.
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In this goal-setting process the perspective of child and proxies is represented in their respective 
needs that have been jointly formulated. A need has been defined in the Children’s RAP manual as a 
concept describing a problem that hinders the child or parents in daily life or describing the wishes 
or expectations the child, parents or environment have regarding treatment or education. 

Although the children’s RAP prescribes to report the needs of child and proxies, in an earlier study 
into how the needs of children with cerebral palsy (CP) are documented in the Children’s RAP 
(Nijhuis et al., submitted), we found that 91% of the needs concerned the child and only 4% the 
parents and 2% the environmental system. For the remaining 3% it was not possible to identify 
whom the need pertained to. In the current study we will therefore solely consider the child’s need, 
which will mostly be formulated by the child’s parents (or proxies). 

The perspective of the professional team members, i.e. the rehabilitation and educational 
professionals, is represented in the definition of the principal problem. A principal problem 
has been defined in the Children’s RAP manual as a concept that describes the at present most 
important problem that hinders the child or parents in daily life or describes the aspect that 
hinders or stagnates the child’s development at present or in the future. In this way the principal 
problem is the by the team considered most important problem at this moment. After the needs 
and problems have been established, the profile recommends that the parents and professionals 
should jointly discuss and formulate the principal goal. The principal goal is defined as the 
effect, or result the team and the parents together aim at. The principal goal is directional for 
the discipline- specific treatment and education goals and is phrased in terms of children’s and 
parental activities. Optimally, the two perspectives (needs and problems) are thus incorporated 
into a shared principal goal. 

With the present study we investigated whether the parental and professional perspectives are 
indeed integrated into the goals as documented in the RAPs of children with CP currently receiving 
rehabilitation, focusing on the coherence between the child’s needs, principal problem and principal 
goal. Five research questions were addressed:
1. Are the child’s formulated needs integrated into the principal rehabilitation goals?
2. Are the child’s formulated principal problems integrated into the principal goals?
3. How many goals are formulated and which of those are directly related to either the needs or 

problems of the child concerned?
4. What is the content of the goals that are not related to the child’s needs and principal 

problems?
5. Does integration of needs and problems depend on their content?

7.2 methods 
7.2.1 Material

Parents were asked to give their consent for the use of their child’s rehabilitation profile (Children’s 
RAP) if their child was diagnosed with cerebral palsy (CP), was aged between 4 and 8 years and 
attended a school for special education that was affiliated with one of the participating rehabilitation 
centres. Because of the descriptive nature of the study, the medical ethics committee of the 
University of Groningen Medical Center decided that no ethical approval by the committee was 
needed. Following parental consent, we evaluated the RAPs of 41 children (28 boys, 13 girls; 
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mean age 6.8y, SD 1.3y) as completed by five rehabilitation centres and affiliated local schools 
for special education from regions across the country. The children’s intensity of disability varied. 
The Gross Motor Function Classification Measure (GMFCS) (Palisano et al., 1997) was used to 
assess intensity of disability. The GMFCS classifications of the participating children ranged from 
level I (“the child is able to walk and run, but has some difficulty with more advanced skills”) to 
level V (“the child has very limited voluntary movement ability”). Twenty of the children were 
classified as level I, two as level II, six as level III, nine as level IV, and four as level V. The centres 
represented approximately a quarter of our national, registered paediatric rehabilitation centres 
and were all familiar with using the Children’s RAP (Roelofsen et al., 2001). 

The professionals (86% women (N=146); mean age 39 yrs, SD 10 yrs) contributing to the treatment 
of one or more of the children represented 11 disciplines; 81 professionals were associated with 
the rehabilitation centres and 89 professionals with the affiliated schools. For 45% (N=76) work 
experience exceeded 8 years, for 22% (N=37) it ranged between 3 to 8 years and in 34% (N=57) 
it comprised fewer than 3 years. 

7.2.2 Procedure

The needs, principal problems and shared principal goals for each child were derived from a copy 
of the child’s RAP drafted during the most recent team conference. Data collection and analysis 
comprised the following four steps: 

Step 1. The first author (BJGN) screened the original text of each child’s report and extracted the 
details (verbatim notes) entered under the following Children’s RAP headings, child or parental 
needs, principal problems and principal goals. 

Step 2. Subsequently, per Children’s RAP theme (needs, problems or goals) the raw data were 
organised in elements describing a single issue. Each new issue was given a new line resulting 
in a final document listing all single entries per child and per theme, which will henceforth be 
referred to as “concepts”.

Step 3. For the content analysis two encoders (BJGN and HAR) independently linked all 
concepts to the components, domains and categories (three-digit codes) of the International 
Classification of Functioning, Disability, and Health for Children and Youth (ICF-CY) (World 
Health Organization, 2007)  (see relevant section below) in accordance with the manual of 
the International Classification of Functioning, Disability, and Health (ICF) (World Health 
Organization, 2001) and the Cieza et al. (2005) rules for linking health-status measures to the 
ICF. Consensus was established and ICF-CY encoding was practised during a pilot session using 
three randomly selected profiles. Although the ICF-CY has a nondefinable category to classify 
concepts that do not allow classification into a specific ICF-CY category, it was decided to extend 
the linking parameters with three nondefinable categories to allow more specific classification 
of concepts describing an overall aspect of the child’s motor function, development or balance 
control that could not be assigned to any of the existing ICF-CY categories. Having analysed all 
profiles, the raters discussed differences until consensus was reached.  

As the ICF criteria demand as precise a linking as possible, a particular concept may fit more than 
one ICF-CY code. Although classified as a single concept, the goal “Tim is able to cycle in busy 
traffic”, for example, should be linked to both code d475 (cycling) and to code e2 (busy traffic). 
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Each concept can be linked to one or more ICF-CY codes, which may result in a potential difference 
between the number of concepts and ICF-CY codes per child. To emphasise the difference between 
the concepts and the ICF-CY codes, we will in the remainder of this paper refer to the latter as 
(ICF-CY) “constructs”. 

The interrater reliability of the raters’ scores in step 3 was calculated prior to the final consensus 
discussion by means of Cohen’s Kappa (see Analysis section). 

Step 4. Finally, we determined if the child’s needs and principal problems were integrated into the 
profile’s principal goal(s). We considered one or both integrated if the ICF-CY codes of the need or 
problem constructs fell within the same ICF-CY category as the ICF-CY codes of the principal-goal 
constructs. When they did, this was noted as a “match”. Subsequently, in order to determine the 
proportion of goals that were related to a need or problem construct, the matches between goal 
constructs and need and problem constructs, respectively, was determined in the same way.

The described 4-step analysis accordingly resulted in 41 lists specifying each child’s needs, principal 
problems and principal goals linked to ICF-CY-codes (referred to as need constructs, problem 
constructs and goal constructs), detailing for each need and problem construct whether it was 
incorporated into the goal construct(s) and for each goal construct whether it was related to a 
need or problem construct.

The International Classification of Functioning, Disability and Health for Children and Youth 
(ICF-CY)

We used the ICF for children and youths (ICF-CY) (World Health Organization, 2007) to classify 
the Children’s RAP concepts because the original ICF did not adequately capture the functional 
characteristics specific to the developing child (World Health Organization, 2001). 

The ICF-CY has two-parts (Health condition and Contextual factors), each consisting of two 
separate components; (1) body functions (b) and Structure (s), and Activities and participation 
(d) and (2) Environmental (e) and personal factors. The ICF-CY provides a list of numerous 
codes representing detailed categories to describe respectively the individual’s integrity of body 
functions and structures, the ability to perform daily-life activities and the scope of the individual’s 
participation, and environmental factors that might facilitate or impede functioning and personal 
factors. For the complete list of ICF-CY domains and categories see the first column of table 7.2 
(see result section). 

Like the ICF, the ICF-CY is a structured instrument: its codes consist of a letter (b, s, d or e) followed 
by one or more numbers, where the letter refers to the domain and the subsequent numbers to 
the level of specification (chapter, paragraph, subparagraph etc.) of the domain.

7.2.3 Analysis

The data were analysed using the Statistical Package for the Social Sciences (SPSS-14). Cohen’s 
Kappa was calculated as a measure of interrater reliability for the ICF-CY-linking procedure. 
Cohen’s Kappa values were categorised as “poor” when lower then 0.41, “fair to good” when 
between 0.41 and 0.8, and “almost perfect” when exceeding 0.8 (Landis & Koch, 1977). 

The identification of matches between needs, problems and goals was performed at the ICF-CY 
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category level (single digit codes, i.e. b1, d2, e4) and for each child separately. Because the total 
number of needs, problems and goals differs per child and per child duplicate ICF-CY construct 
codes can be identified in the three different Children’s RAP themes, the number of need-goal 
matches can differ from the number of goal-need matches, as can the number of problem-goal 
matches from the number of goal-problem matches. To provide a comprehensive analysis of the 
relationship between the three Children’s RAP themes, matches in ICF-CY codes were identified 
in the following combinations of ICF-CY constructs: needs-goals, problems-goals, goals-needs 
and goals-problems. Constructs that were coded as “not definable (nd)” in the ICF-CY (i.e. could 
not be linked to a specific ICF-CY code) were handled as non-matches in the analysis. The added 
nd codes (nd motor, nd development and nd balance) were handled as matches if a combination 
of one of these categories was found (analogous to all other ICF-CY-category matches). We used 
descriptive frequency analysis to evaluate the matches between needs, problems and goals and 
to describe whether matches were equally distributed over the ICF-CY domains and categories 
(research questions 4 and 5). 

7.3 Results

The 4-step analysis and data categorisation resulted in a different number of concepts (step 2) and 
ICF-CY constructs (step 3) per category. Table 7.1 itemises the number of concepts and ICF-CY 
constructs per category and the ICF-CY-linking interrater reliability scores. At both the ICF-CY 
domain and category level the Cohen’s Kappa values were in the range of “fair to good” with the 
lowest values for the linking of ICF-CY codes to the principal goal constructs. 

For 10 of the 41 children (24%) no principal goals were formulated in the Children’s RAP, 
which reports were excluded from further analyses (see Table 7.1 for the final number of ICF-CY 
constructs as used in the further analyses). 

Table 7.1 Number of extracted Children’s RAP* concepts and corresponding ICF-CY**constructs for 
the three Children’s RAP themes and the interrater reliability scores (Cohen’s Kappas) for the ICF-CY 
classification per profile

Theme Children’s RAP 
concepts 

(Step 2)

N=41 children

Interrater reliability ICF-CY 
constructs 

(Step 3)

N=41 children

ICF-CY 
constructs*** 

(Final analysis)

N=41 children

Domains Categories

Needs of child and proxies 163 0.78 0.78 182 125
Principal problems 121 0.61 0.63 147 100
Principal goals 71 0.69 0.52 95 95

* Children’s RAP= Rehabilitation Activities Profile for Children
** ICF-CY = International Classification of Functioning, Disability and Health for Children and Youth
*** The profiles of 10 children were excluded from the final analysis because of missing data
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Figure 7.1. Number of matches and non-matches with one of the principal goal constructs for the need 
and principal-problem constructs per child (n=31)

7.3.1 Integration of needs

The child-specific need-integration analysis revealed that 29 (23%) of the 125 need constructs 
identified, matched one or more goal constructs. The number of need constructs varied widely per 
child (0-16 needs per child; mean 4.8, SD 3.4). On average 1.1 (1.0, range 0-3) need constructs 
per child matched one of its goal constructs. 

The left-hand panel of Figure 7.1 depicts the content matches between needs and goals for each 
child. In this figure each horizontal bar represents the number of need constructs per child, with 
black colour shading for matches and grey shading for the non-matches. It shows that for five of 
the 31 children (16%, child: 11, 16, 24, 29, 30) no needs were formulated in the reports. The 
panel also illustrates that for eight of the 26 children for whom needs were formulated (31%; 
child: 8, 9, 10, 12, 17, 19, 26, 28) none of the needs matched their goal constructs (total grey 
bars). For three children (12%; child: 3, 27 and 31) the full content of their needs matched their 
principal goals (black bars).  
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7.3.2 Integration of principal problems

In the problem-integration analysis, 100 problem constructs were identified with the number again 
varying considerably per child (range 1-13; mean 3.2, SD 2.5). Of these constructs on average 
1.4 (1.5, range 0-6) matched a goal construct. 

The right-hand panel of Figure 7.1 shows the matches and non-matches for the principal-problem 
and goal constructs per child. Of the 100 problem constructs 46 (46%) codes corresponded to a 
goal construct. For eight children (26%; child: 3, 8, 9, 10, 12, 17, 19, 30) no match was found. 
For seven children (23%; child: 6, 14, 15, 16, 24, 26, 27) the content of all problem concepts 
matched their goal construct(s). 

Together, the two panels demonstrate that fewer problems than needs were formulated for this 
group of children. Nevertheless, 46% of the identified problems matched a goal construct whereas 
of the formulated needs only 23% did. Furthermore, for six children (19%, child: 8, 9, 10, 12, 17 
and 19) no matches were found for either need or problem constructs, which means that the goals 
for these children did not take any of these variables into account. For one child (30) no needs had 
been identified and none of the problem constructs were integrated into its treatment goals. 
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Figure 7.2 Number of matches and non-matches with the need or problem constructs for the goal-
constructs per child (n=31)
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7.3.3 Related principal goals 

As stated before, for 10 of the 41 children (24%) no principal goals were formulated in the 
Children’s RAP, which reports unfortunately had to be excluded from further analyses. In the 
remaining rehabilitation reports of 31 participating children, 95 goal constructs were identified. 
Also the number of goal constructs varied widely per child (1-10 goals per child; mean 3.1, SD 
2.0). On average 1.0 (range 0-3) goal- construct was related to a need and 1.3 (SD 1.1, range 
0-5) to a problem construct. 

The last row of Table 7.2 lists the number of matches of goal constructs with either need or 
problem constructs and with both, as well as the non-matches. Forty-six (48%) of the 95 goals 
were related: 7 (7%) to a need, 14 (15%) to a problem and 25 (26%) to both a need and a problem 
construct. Thus, 49 goal constructs (52%) were unrelated to either variable. Figure 7.2 depicts the 
matches and non-matches per child. The same as in figure 7.1, each bar represents a child and the 
length of the bar indicates the number of goal constructs identified for this child. The different 
shadings indicate whether the goal construct was related to a need, to a problem, to both a need 
and a problem or not related (see legend for shadings). For 6 children (19%; child: 4, 5, 7, 14, 
23, 27) the goals all related to both their needs and their problems, for one child (3%; child: 3) 
they related to its needs only and for 7 children (23%; child: 8, 9, 10, 12, 17, 19, 30) the goals 
were related to neither the need or problem constructs of that child. 

7.3.4 Content analysis of unrelated goals

Figure 7.3 shows the distribution of matching and non-matching goal constructs for the different 
ICF-CY categories. In this figure the bars represent the number of goal constructs in the different 
ICF-CY categories and the shading of the bars indicates whether the goals matched or did not 
match with a need or problem construct(s). As figure 7.3 shows, and table 7.2 in more detail, there 
were 49 non-matches and the categories of the environmental factors domain (e1, e2, e3 and e5, 
n=13) and the three non-definable categories (motor, development, and balance, n= 4) contained 
mostly unrelated goal-constructs. Also the ICF-CY constructs in activities and participation (d, 
n=2), self-care (d5, n=2) and major life areas (d8, n=3) often did not match with the need and 
problem constructs of the children.

Table 7.2. In the first column, in percentages the distribution of matches and non-matches between 
need and principal problem constructs and the goal constructs across the ICF-CY categories, between 
parenthesis total N in that category (N=31children). In the last column, number of matches and 
mismatches of goal constructs with need and problem constructs per ICF-CY category (N=31 children).
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ICF Domain and Category Percentages of needs and 
problems that matched 
with a goal-construct

Amount of matches with need- and 
problem- constructs

Needs- goals

(total N)

Problems- 
goals

(total N)

Goals- 
needs

Goals- 
problems

Goals- 
needs and 
problems

Goals-
No match

Body functions
(b)   Body functions not specified - - - - - -
(b1) Mental functions 46% (13) 46% (35) 2 4 8 3
(b2) Sensory functions and pain 50% (2) 1 - - -
(b3) Voice and Speech Functions 100% (1) 66% (3) 1 - 1 -
(b4) Functions of the cardiovascular, 
haematological, immunological and 
respiratory systems 

100% (1) 50% (2) - - 2 -

(b5) Functions of the digestive, 
metabolic and endocrine systems 

0% (1) - - - - -

(b6) Genitourinary and reproductive 
functions 

- - - - - -

(b7)Neuromusculo-skeletal and 
movement related functions 

20% (5) 75% (4) - 2 1 1

(b8)Functions of the skin and related 
systems 

- - - - - -

Activities and participation
(d)  Activities and participation not 
specified 

- 0% (1) - - - 2

(d1) Learning and applying 
knowledge

50% (14) 71% (7) 1 5 3

(d2) General tasks and demands 33% (12) 54% (13) 1 3 2 5
(d3) Communication 0% (4) 0% (3) - - - -
(d4) Mobility 10% (29) 75% (4) 2 3
(d5) Self-care 0 (7) - - - 2
(d6) Domestic life 0 (1) 0 (2) - - - -
(d7) Interpersonal interactions and 
relationships 

40% (5) 75% (4) - - 1 -

(d8) Major life areas 100% (2) 100% (2) - - 2 3
(d9) Community, social and civic life 0 (4) 100% (1) - 1 - -
Environmental factors
(e)  Environmental factors not 
specified

0% (1) 0% (1) - - - -

(e1) Products and technology 0 % (7) - - - - 2
(e2) Natural environment 
and human-made changes to 
environment 

- - - - 1

(e3) Support and relationships 100% (1) - 2 - - 9
(e4) Attitudes - - - - - -
(e5) Services, systems and policies - - - - - 1
Non definable
Not definable NA (13) NA (9) - - -
Not definable Motor x 33% (3) - 1 - 1
Not definable Balance 0% (2) 0% (2) - - - 1
Not definable Development x 0% (3) - - - 2
Total 23% (125) 46% (100) 7 14 25 49



114

ChApteR 7

7.3.5 Content analysis of integration of needs and principal problems into 
the goals

The left-hand panel of Figure 7.4 depicts the distribution of matches between need and goal 
constructs for the different ICF-CY categories. The figure, and Table 7.2 in more detail, shows that 
the majority of needs concerned the categories b1 (mental functions), d1 (learning and applying 
knowledge), d2 (general tasks and demands) and d4 (mobility) with also a considerable number 
of needs encoded as not definable. Overall, the data do not show a relationship between type 
of need and integration into treatment goals. Most need-goal matches (24% of the 29 matches) 
fell within category d1 (learning and applying knowledge). Remarkably, only 3 of the 29 need 
constructs (10%) in category d4 (mobility) matched a goal construct. 

The right-hand panel of Figure 7.4 shows the distribution of matches between problem and goal 
constructs per ICF-CY category (see Table 7.2 for percentages and numbers). Principal problems 
mostly pertained to category b1 (mental functions) and this was also the category in which most 
matches were found (35% of all 46 goal-problem matches). Again, the data per ICF-CY problem 
category (Table 7.2 and Fig. 7.4) do not show a clear preference for specific categories being 
integrated into the treatment goals.

No match 
(with either a need or problem)

Match with need
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7.4 disCussion

The results in the current study showed that in clinical practice the integration of the needs and 
problems of children with cerebral palsy into their shared rehabilitation goals was not optimal. A 
remarkable finding, since shared principal goals have widely been recognised as a major prerequisite 
of and the starting point for effective rehabilitation (Bakheit, 1996;De Moor et al., 1999;DePompei 
& Williams, 1994;Dule et al., 1999;Fell & Pierce, 1995;Robards, 1994;Roelofsen et al., 2002) 
and all five participating settings claimed to subscribe the use of the Children’s RAP, which is 
designed to facilitate this process (Roelofsen, 2001).

Surprisingly, for 24% of the children no shared principal goal and for 12% no needs were 
formulated in the profiles. This is striking because it has extensively been described that an adequate 
delineation of the needs for treatment, sound reporting of treatment goals and clearly documented 
treatment plans are not only essential for proper team collaboration but also enhance treatment 
outcome (Bakheit, 1996;Monaghan et al., 2005;Rosen et al., 1998). 

We found that the parental and professional perspectives seemed reasonably incorporated into 
the principal treatment goals. For 77% (n=24) of the reports the principal goal represented one 
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or more need or problem construct (or both) reflecting an adequate translation of the formulated 
perspectives. However, only 23% of all formulated needs were in effect integrated. For the problems 
as formulated by the professionals, the proportion was higher: 46% of the principal problem 
constructs matched with a goal construct. For 7 children (23%) we found no matches at all, 
implying that their goals were not related to either their needs or their problems.

Moreover, because in none of the profiles needs and problems were prioritised, we cannot say 
whether the formulated goals covered the most relevant or urgent topics. The lack of insight into 
how and which needs and problems were translated into goals obstructs a well-founded conclusion 
about the quality of the goal-setting process. Although further research is needed, the striking 
result that half of the formulated goals were not related to either a need or problem as described 
in the profile emphasises the need to improve current goal-setting practices in Dutch paediatric 
rehabilitation. 

Our analysis of which needs were incorporated into the principal goals yielded an unexpectedly 
small number of matches with the goal constructs in the ICF-CY mobility (d4) category: 29 needs 
pertained to the child’s mobility and only 10% of these were included in a goal construct. This is 
in sharp contrast to the relatively large volume of matches in the categories b1 (mental functions), 
d1 (learning and applying knowledge) and d2 (general tasks and demands). Our analysis of the 
content of goals and the relationship between goals and encoded needs and problems generated 
few goals in the mobility domain, although the few goals that did fall in this domain (n=5) all 
related to a specific problem or need (see figure 4). Possibly, the team members had shifted the 
focus of the treatment for this specific group of children at this stage of their lives. Since all the 
children were of school age, their educational needs and goals may have been given priority over 
their mobility needs. Yet, many of the needs the parents reported still concerned their child’s 
mobility. It would be interesting to investigate why these were not represented in the children’s 
treatment goals. In addition to the mentioned potential shift of focus from treatment to education, 
the professionals may also have labelled the mobility needs as inappropriate or unfeasible, possibly 
attributable to an inadequate parental acceptance of the children’s condition or to impossible 
goals. To provide more insight into the reasons for not including needs into shared goals, future 
research should also incorporate an evaluation of the translation process during which needs and 
problems are interpreted and integrated into goals, the concomitant decision-making process and 
the way decisions and reasons for decisions are communicated. 

Besides the low representation of the mobility domain, our content analysis failed to show whether 
specific topics or ICF-CY categories were integrated more often than others, which was partly due 
to the wide distribution of the needs and problems across the ICF-CY categories.  However, the 
goal-content analysis revealed that unrelated goals mostly fell within the environmental factors 
domain (e1, e2, e3 and e5) and the non-definable categories. A possible explanation for the relatively 
large amount of unrelated goals in the environmental categories may be that in the formulation 
of goals preconditions are stipulated for the attainment of the goals that are not mentioned in the 
need or problem descriptions and it is reasonable to assume that in paediatric rehabilitation these 
preconditions will mainly be related to the child’s environmental context. This is illustrated by the 
following example of goal requirements: “The family system, education professionals and therapists 
provide Tim with structure and support to enable him to develop self-confidence in the execution of 
new tasks”. Additionally, that so many of the unrelated goals matched up with the non-definable 
categories may be due to goal formulations being too general in nature. Goals like “attuning 
services”, “changing motor strategies” or “general education” were, for instance, assigned to one 
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of the non-definable categories. As a result, however, matches with needs or problems failed to 
appear because the potentially corresponding concepts were defined more specifically and linked 
to an ICF-CY code that did not represent one of these non-definable categories. 

Although too generalised formulations hampered the categorisation of some of the profiles’ needs, 
problems and goals, the ICF-CY (27) proved valuable in the classification of the content of the 
concepts and helped determine whether they were integrated into the rehabilitation goals. The 
interrater reliability scores for the linking procedure in which ICF-CY codes were allocated to the 
concepts extracted from the Children’s RAPs, were all “fair to good” (Landis & Koch, 1977). The 
current study illustrates the utility of the ICF-CY in rehabilitation research and provided some 
usable evidence for the use of the ICF-CY as a tool for clinical documentation and communication. 
The use of this well-defined, extensive and universally applicable framework is encouraged in 
the literature and recommended for interdisciplinary disability research (Rosenbaum & Stewart, 
2004). 

Nevertheless, our evaluations also disclosed some demerits of the classification system. An 
important restriction in analysing the extent of integration of perspectives with the strict ICF-
CY coding method is that the links between preconditions, which are often at the body-function 
level, and actual activities are not always visible. Even though some needs or problems and goals 
do not match by ICF-CY code, they may in fact be related. Take, for example, the need termed 
as “voluntary control over hands” that is encoded as b7 (body-functions domain) and the goal 
“increase coordination and voluntary control of hand-arm use” that is encoded as d4 (activities-
and-participation domain). While the need was translated into a goal defined as a trainable aspect 
at the body-function level, in our analysis it was denoted as a non-match. Evidently, in our study 
the basic principle of the ICF methodology to distinguish three levels of human functioning (i.e. 
body functions and structures, activities and participation, and environmental factors) resulted 
in matching inaccuracies. Because we wondered whether the ICF-CY method had perhaps been 
too strict for our research purposes, we conducted a qualitative assessment of the matches and 
non-matches. The evaluation revealed that in the 225 combinations investigated only 9 ICF-CY 
non-matches were coded as matches in our qualitative assessment. Hopefully, this already negligible 
amount of classification errors with the ICF-CY will drop even further now that also in paediatric 
rehabilitation the rationale of the functional approach (functional physiotherapy) (Ketelaar et al., 
2001) is gaining ground. Here, the emphasis is on learning to perform functional tasks rather than 
attaining normal movement patterns, which automatically directs parents and team members to 
focus more on the domain the ICF-CY denotes as activities and participation. The Children’s 
RAP already allows for this approach by its requirement to formulate principal problems in this 
latter domain (Roelofsen, 2001). 

In this light the ICF-CY might even serve as a common framework to help optimise collaborative 
goal setting. If all team members involved in the care of one particular child were to define its 
needs and problems in ICF-CY terms, differences between coding strategies or choices would 
immediately become clear, prompting consensus discussion and priorities to be set because the 
rehabilitation profile obliges all team members to choose the best-fitting description, i.e. ICF-CY 
category. Also any discrepancies between team members’ focal points will become apparent (e.g. a 
retrieval of body functions versus the ability to perform an activity). Non-matches will force the 
team members to (re)define the definitive goals and decide on one or more mutually acceptable 
codes, thus obviating deviating interpretations of the same word or phrasing. This is best illustrated 
by an example. In Tom’s profile the following need is described: “Tom wants to obtain his swimming 
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certificate”. The physiotherapist subsequently defined his principal goal as “Help Tom improve 
the coordination and muscular strength of his legs” and Tom’s teacher wrote: “Help Tom concentrate 
longer so that he will be able to acquire swimming skills”. Because of their different backgrounds 
and reference frameworks the two professionals interpreted the problem and thus the solution 
differently. And although both interpretations are adequate, to optimise collaboration and hence 
the outcome, Tom’s parents, physiotherapist and teacher will first need to discuss priorities by 
establishing whether improving Tom’s muscle coordination and strength or his concentration, 
or a combination of the two, are the main target. If they were to use ICF-CY codes, all parties 
involved in Tom’s care would speak the same language, which would facilitate communications 
and thus help expose any dissimilarities in aims or approaches at an early stage. 

Some aspects of this study merit further discussion. In this study we solely based our investigations 
on the needs, problems and goals as they were formulated in the Children’s RAPs. The written 
information in these profiles may not have completely reflected the clinical practice and the 
actual way of working, where lack of time may have prevented team members from adequately 
documenting their activities and updating their records. We did not obtain information on the 
priorities that were eventually set, nor did we study the actual practices during and involvement 
of team members in the decision-making and goal-setting processes, or oral communications and 
resolutions. Although in the actual service delivery the goals may have been better tailored to 
the children’s needs and principal problems than they were on paper, transparency of the process 
remains poor. If oral arrangements, priorities and goals are not made explicit in the treatment 
plans, this will continue to preclude proper evaluation and augmentation of the quality of the 
care provided. The formulated needs and problems must clearly lead to corresponding goals and 
the process should be transparent for all parties involved. This process maybe optimised by team 
members fill out the profiles in a structured, uniform way, guided by clear directions about what 
should be reported and by whom (Siebes et al., 2007). In this way transparency is warranted and 
roles and responsibilities are delineated. Also the use of computer software that suppresses the 
distribution or handling of incomplete records may support this process.

 Furthermore, we based our findings on integration of needs and problems into rehabilitation 
goals on raw text data without investigating whether the issue formulated under the captions; 
child and parental needs, principal problems and principal goals, complied with the definitions 
and qualifications given for these concepts in the Children’s RAP manual. As a result we had no 
insight in the quality of the formulated needs, problems and goals. Since “low quality” or incorrect 
formulations might influence transparency and the analysis of integration of needs and problems 
into the goals, future research should incorporate such quality assessments. 

A way to improve goal-setting procedures would be to optimise the phrasing and documentation in 
the children’s rehabilitation profiles. To enhance the formulation of (parental) needs, for instance, 
the Canadian Occupational Performance Measure (COPM) (Law et al., 1990) could be a very 
useful tool. This semi-structured interview was originally developed to help occupational therapists 
identify work-related performance problems in adults and define treatment goals and is now also 
used in paediatric rehabilitation to assist goal setting (Verkerk et al., 2006). By expanding the 
focus of the interview, multidisciplinary teams can use the COPM to delineate the needs and 
priorities of both the child and its parents (Siebes et al., 2007). To improve the formulation of 
goals the often-cited Goal Attainment Scaling (GAS) (Kiresuk et al., 1994;Kiresuk & Sherman, 
1968) is recommended. It is specifically designed for use in settings in which explicit goals need 
to be set jointly (i.e. by professional team members, child and parents). In the GAS the expected 
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outcomes are defined, the degree of achievement of each goal is evaluated, distinguishing, for 
instance, between partial completion and additional achievement, and a time frame for a review 
of achievements is set. Treatment goals thus become explicit and measurable objectives, which 
improves the transparency and interpretability of the goals proposed by the parents and the 
professionals (Siebes et al., 2007). We feel that if these two instruments are used when completing 
the Children’s RAPs, they may improve the quality and transparency of the reports and augment 
the goal-setting process. 

7.5 CliniCAl messAGes

	 Integration of the needs and principal problems of children with cerebral palsy into their 
rehabilitation goals was not optimal. 

	 The integration was difficult to objectify because needs, problems and goals were poorly 
documented and never prioritised 

	 The ICF-CY tends to be a reliable instrument for an objective evaluation of goal setting in 
clinical practice.
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AppendiX 7.1 flow diAGRAm of the dAtA ColleCtion And dAtA oRGAniZAtion

Data Source: Children’s RAP
• Child and/ or parental needs
 “Jack would like to be able to transfer himself without  

 help at home, at school, everywhere. His parents would  
 like to place priority on Jack being able to dress and undress on 
his own”

• Principal problem
 “ Jack has a diplegia which expresses oneself in problems with 

independent mobility as well Jack experience problems 
according to bad sense of hearing”

• Principal goal
 “Jack trains his balance skills and is able to dress himself on his 

own”

Step 1.
Extraction of verbatim notes from 

Children’s RAP
Raw text under the following headings 
were extracted; Child or parental needs, 

principal problem and principal goal 

• Child and/ or parental needs
1. Jack would like to be able to transfer himself without help
 at home, at school, everywhere
2. His parents would like to place priority on Jack being able
 to dress and undress on his own 

• Principal problem
1. Diplegia
2. Problems with independent mobility
3. Bad sense of hearing

• Principal goal
1. Jack trains his balance skills
2. Jack is able to dress himself on his own

Step 2.
Organization of raw text data in text 

elements describing a single issue 
further referred to as “concepts”

• Child and/ or parental needs
1. Jack would like to be able to transfer himself without help
 at home, at school, everywhere (D460)
2. His parents would like to place priority on Jack being able
 to dress and undress on his own (D2 + D540)

• Principal problem 
1. Diplegia (B7353)
2. Problems with independent mobility (D4)
3. Bad sense of hearing (B230)

• Principal goal
1. Jack trains his balance skills (ND balance)
2. Jack is able to dress himself on his own (D2 +D540)

Step 3.
Two raters independently classified all 
concepts in the ICF-CY (three-digit 

codes). A single concept can be 
classified in more then one ICF-CY 
category. ICF-CY classifications of 

needs, problems and goals are further 
referred to as  

“(ICF-CY) constructs”

Need- goal:  1. D4-x = no match
        2. D2-D2 = match
                D5- D5 = match
Problem- goal: 1. B7- x = no match
             2. D4- x = no match
  3. B2-  x = no match
Goal- need:  1. ND balance- x = no match
             2. D2-D2 = match
  3. D5- D5 = match
Goal- Problem:  1. ND balance- x = no match
             2. D2- x = no match
  3. D5- x = no match

Step 4.
Determination of matches by means 
of ICF-CY-code comparison on the 

category level (1 digit) in the following 
combinations:

Needs-goals; problems- goals; 
goals-needs and goals- problems

    Steps  Example(Jack)
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8.1 RAtionAle of the ReseARCh pRojeCt

The view that in the care delivery and education of children with cerebral palsy (CP) or 
other transient or permanent disabilities close collaboration among the parents, children 

and professionals is indispensable has become well-established both in the literature and in the 
clinical practice (Bakheit, 1996;Hinojosa et al., 2001;Robards, 1994;Rosen et al., 1998;Thylefors 
et al., 2000;Yerbury, 1997). Theoretical principles have been exhaustively described and various 
approaches to team collaboration, including multi-, inter- and transdisciplinary models, have been 
proposed (Bailey et al., 1992;Bakheit, 1996;Barnes & Turner, 2001;Hinojosa et al., 2001;Larsson, 
2000;Thylefors et al., 2000). Notwithstanding the long history of the discussions and the extensive 
body of literature explaining and corroborating “the need for team collaboration”, there is some 
urgency in the need for a definitive explication of the concept: What does team collaboration in 
paediatric rehabilitation actually encompass? Moreover, the diversely composed multidisciplinary 
teams need guidance in applying the proposed principles, which accordingly requires methodical 
directives that help team members put the collaborative approaches into practice. Finally, as 
a consequence of the current lack of insight, evaluative tools that can accurately measure the 
effectiveness of team collaboration practices are lacking and we do need such tools to investigate 
how different approaches and procedures affect client (i.e. child and family) satisfaction, costs and 
functional status. In sum, team collaboration is endorsed but whether, why and in which manner 
it is effective we do not truly know.

It is evident that systematic research investigating how teams should collaborate, how  collaborative 
practices can be evaluated and how changes in specific elements of the collaboration process affect 
the rehabilitation outcome is crucial. We need a) “working protocols” that are based on the existing 
theoretical foundations and tuned to the unique characteristics of the client and the environment 
in which the collaboration takes place and b) valid assessment tools that help describe and evaluate 
current practices and outcomes, allowing close, continuous monitoring of the quality and efficacy 
of the care provided and thus facilitating the ongoing pursuit of qualitative improvements. 

The purpose of the studies presented in the current thesis hence was to explicate the concept of 
team collaboration, to capture the organisational characteristics of teamwork in Dutch paediatric 
rehabilitation and to describe the manner in which parents, rehabilitation professionals and special 
education professionals currently work together.

8.2 summARy And impliCAtions of the mAin findinGs 

We feel the results of our studies have contributed threefold to the charting and hence hopefully 
to the future enhancement of the collaboration among parents, rehabilitation professionals and 
special education professionals in paediatric rehabilitation in the Netherlands. 

First, by explicating the complex process of team collaboration and by identifying the most salient 
elements based on a detailed review of the literature (Chapter 2), we have made the collaboration 
process quantifiable, allowing current practices to be described and evaluated. The six key features 
of team collaboration - communication, decision making, goal setting, organization, team process 
and parent involvement - and the 29 salient elements we identified can serve as the basis for the 
development of working protocols. Currently, such practical guidelines on team collaboration 
at the institutional level are lacking (Chapter 3), which hampers the collaboration among the 
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parents, the rehabilitation centres and schools for special education. There is a strong need for the 
translation of commitments to collaborate into transparent protocols defining team procedures 
and guaranteeing a true and equal involvement of all parties concerned. It is expected that working 
protocols will significantly facilitate the delivery, assessment, adjustment and improvement of 
coordinated care.

Second, in addition to the presented findings, the data-collection tools and analytic strategies we 
have employed for our investigations provide the field of paediatric rehabilitation with new tools 
to evaluate (parts of ) the team collaboration process (Chapters 2, 4, 5, 6 and 7). As suggested in 
Chapter 2, the key features and core elements identified in our review can be utilised as a general 
checklist in the description of current collaborative practices. 

Completed for each child and family, the Measure of Processes of Care for Service Providers 
(MPOC-SP) enables the teams to evaluate whether the care they provide is sufficiently family-
centred (Chapter 5). Such family-specific evaluations are crucial given that the data reported 
in Chapter 4 showed that the use of group means for the parental MPOC and the generalised 
MPOC-SP can obscure considerable differences between the perceptions of the child’s family 
and those of the rehabilitation- and special education professionals. The addition of importance 
scales to the MPOC and the family-specific MPOC-SP affords those working in paediatric care an 
accurate measure of family-centred care (FCC) that acknowledges the uniqueness of the children 
and their families and allows for their respective preferences and needs. These additional scales 
make it possible to link the occurrence of behaviours to the weight specific families attribute to 
these behaviours, thus allowing professionals and researchers to determine whether the parents 
receive the care they find important. 

Moreover, the International Classification of Functioning, Disability and Health for Children and 
Youth (ICF-CY) proved very useful in our cataloguing and analysis of the content of the needs, 
problems and goals as formulated in the centre’s treatment plans (rehabilitation profiles) for the 
children with CP. We found that the ICF-CY can not only be used to evaluate the content and 
relevance of treatments plans, but also to determine whether the needs, problems and treatment 
goals of the children concur (Chapters 6 and 7).

The third contribution of our studies into team collaboration in Dutch paediatric rehabilitation 
is the new insights they have generated into current practices and the subsequent identification 
of areas for improvements. 

In our analysis of the current state of affairs in five regional rehabilitation venues we focused 
on three themes, i.e. the organisation of team collaboration, the family-centredness of the care 
provided and the goal-setting procedures applied. As mentioned, with regard to the organisation 
of the collaboration, to date working protocols are lacking and their development is strongly 
recommended. 

As to the family-centredness of the services, we found that families differed considerably in what 
they deemed important and, more importantly, so did the parents, the rehabilitation professionals 
and the special education professionals within the same team (Chapter 4). Moreover, despite 
the fact that policy makers and professionals explicitly endorse FCC, we had to conclude that a 
considerable number of parents did not receive the care they rated as important. 

The results on the goal-setting procedures in use, reported in Chapters 6 and 7, showed that 
the Rehabilitation Activities Profile for Children (Children’s RAP) is the standard to formulate 
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interdisciplinary paediatric treatment plans. However, the profiles of the children we examined 
did not (fully) satisfy the basic requisites and quality criteria as prescribed in the Children’s RAP 
manual, restricting the effective use of this communication instrument. The documentation of 
the child’s and parental needs, problems and goals was not optimal and the treatment plans also 
failed to provide information on whether parents and the other team members had set priorities 
or reached consensus on what the most important needs, problems and goals were. Consequently, 
we found it difficult to objectify the degree to which the needs and problems were integrated into 
the treatment goals. 

8.3 methodoloGiCAl RefleCtions

The descriptive methods we used to analyse collaboration in paediatric rehabilitation teams have 
helped deepen our understanding of how team members currently work together, have revealed 
more sophisticated ways to evaluate collaborative practices and identified areas for improvement. 
Due to the descriptive nature of our studies we were unable to investigate causal relationships 
between collaborative practices and progress or outcome. Given the existing lack of insight into 
what team collaboration actually is and given the lack of viable methods to assess the process, 
an empirical study of the effectiveness of team collaboration practices was “one bridge to far” 
for this thesis. With the present results we feel we have provided a solid basis for future effect 
studies. Our inventory has resulted in a (check)list detailing essential elements and core features 
of collaboration, making a description of current practices possible, and reliable assessment tools 
have been proposed, both facilitating future evaluations of paediatric services, team procedures 
and treatment outcome. 

The choice of written sources and documentary analyses (comprising policy documents, 
questionnaires, treatment plans) as the paradigm for the studies described in Chapters 3, 6 
and 7 of course had its drawbacks, because “practices on paper”, i.e. the documentation and 
interpretation of actual activities, behaviour and performance, are likely to lag behind and may 
misrepresent “actual practices”. Nevertheless, our paper-based inventory was essential as we needed 
to collect valid, consistent clues for future systematic, real-time observations and their analyses 
in the clinical practice.

One should furthermore keep in mind that self-evaluation instruments, i.e. the MPOC and the 
family-specific MPOC-SP we used in Chapters 4 and 5, carry the risk that respondents reflect, 
consciously or unconsciously, on desired behaviour instead of actual behaviour. By incorporating the 
perspectives of all those involved in the evaluation, we can get a more reliable, objective picture.  

In our studies we examined the data of 44 children with cerebral palsy and services were delivered 
by 83 professionals associated with one of the five regional paediatric centres and 89 professionals 
working at the affiliated schools for special education. All were involved in the treatment of one 
or more children and together they represented 11 disciplines. Due to its complex patterns of 
variability, this data structure restricted the scope of our statistical analyses. Nested sources of 
variability were present: professionals working in paediatric settings, professionals with different 
disciplinary backgrounds, settings with different organisational structures, and team members 
in child-specific teams. In the regular statistical analyses of such data, it is usually illuminating 
to take account of the variability associated with each level of nesting. One approach to nested 
data is multilevel analysis, which includes the statistical techniques as well as the methodology to 
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use them (Snijders & Bosker, 1999). It is an extension of multiple regression, in which eventual 
interdependence between levels of analyses (e.g. “if the team lacks a physiotherapist, the team 
approach is less family-centred” or “if parents attend team meetings, child specific treatment goals 
are more often achieved”) can be defined. Within-group differences as well as between-group 
differences are represented in a single analysis (hierarchical linear model), where group refers to the 
variable at the higher levels of the nesting hierarchy (e.g. settings and teams). However, because of 
the low number of children and professionals in the different disciplines (small amounts of data in 
the subgroups of the nested structure) we, unfortunately, were unable to perform such multilevel 
analyses. For future empirical research into the efficacy of team collaboration practices we do 
recommend multilevel analysis so that all relevant elements of the complex process can be part of 
the analysis and hence corrected for. For example, if a particular method of team collaboration 
is the subject of study and participating families differ with respect to the characteristics of their 
family system, the multilevel method can account for this variability in the analysis. The method 
also affords an exploration of the role and effect of specific elements of the collaboration process 
in relation to the effectiveness of the entire process. For such multilevel analyses to work, larger 
respondent groups and fewer levels of analysis are recommended (e.g. evaluations of teams in one 
or two settings or of teamwork among physiotherapists in five settings).

Finally, besides the targets proposed in the next section, future studies should carefully monitor 
and evaluate the implementation of the instruments already in use, among which the Children’s 
RAP, as well as the proposed instruments, viz. the MPOC, the family-specific MPOC-SP, the 
GAS, COPM, and the ICF-CY. Empirical investigations of the complex process of teamwork 
and the numerous elements that play a role should have mixed-method designs including both 
quantitative and qualitative methods with the quantitative method(s) serving to investigate the 
effects of the collaborative practices (Is there any effect? Does a particular effect occur?) and the 
qualitative methods to gain an understanding of the process (Why do we see this effect?).

8.4 tARGets, tools And ReCommendAtions      

With this descriptive study, a first important step towards improving the collaboration between 
parents, rehabilitation and special education professionals in the care for children with cerebral 
palsy in Dutch paediatric rehabilitation has been made. Based on the description and analyses of 
current practices, we have identified three targets for optimisation:

I     To capture team collaboration in working protocols, defining team procedures and guaranteeing    
the involvement of parents, rehabilitation and special education professionals.

II  To raise the family-centredness of the care by focusing more on the unique strengths and needs 
of individual families rather than on general client groups. 

III  To improve collaborative goal setting and promote adequate use of the Rehabilitation Activities 
Profile for children (Children’s RAP) by defining minimal requisites that predefine where and 
how the team members record and discuss the family’s needs, problems and goals.  

Taken together, the results of our studies, our experiences during the data collection and the 
theoretical knowledge from the literature as well as the available assessment tools allow us to 
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formulate specific recommendations for teams attempting to achieve abovementioned targets, 
which will be detailed in the next three sections.

 
I. Defining working protocols

Although collaboration of the three main stakeholder groups in child rehabilitation is endorsed 
and encouraged both nationally and internationally, protocols at the level of the rehabilitation 
centres and schools for special education that delineate their commitments to collaborate and that 
translate existing policies into practical, detailed guidelines are as yet lacking (Chapter 3). At the 
national level, broad guidelines on how to organise team collaboration are available, which the 
centres and schools can use as a starting point. Next, the key features and elements we identified 
(Chapter 2), especially the elements pertaining to the organisation of collaboration, the team 
process and parent involvement, should be incorporated into the protocol. The professionals can 
utilise the existing national guidelines and our list of salient collaborative elements as a checklist 
to see whether their protocols encompasses all the relevant features of team collaboration. Within 
the parameters of these fundamentals (the distance between centre and school, time available for 
team meetings, etc.), specific details may vary between settings, which is why we recommend each 
team to develop its own, custom-built protocol. Such protocols structuring collaboration in the 
clinical practice will make the processes transparent for all parties involved, as well as quantifiable 
and flexible. To encourage protocols to be drawn up and to realise sound protocols that will 
actually support the team members in their daily activities, requires the commitment and active 
involvement of both the parents and the various professionals. In view of the lack of carefully 
delineated, best practice guidelines on the organisation of teamwork, we feel that the following 
suggestions to improve collaborative practices that we based on the findings on the organisational 
characteristics of collaboration and team structures presented in this thesis, may be helpful. 

As mentioned in the literature on the care for children with disabilities and in Chapter 3, paediatric 
teams are large and composed of multiple members from various disciplines and different 
organisations ( Roelofsen et al., 2002;Nijhuis et al., 2007). In large teams (in our study teams had 
an average of 10.5 members) in which the various professionals all have their own viewpoints, 
preferences and agendas, collaboration in itself is already complex, let alone its organisation. Due 
to the large number of team members it is difficult to attune services and schedule meetings, 
and the necessity of reaching consensus and the need to give each member the opportunity to 
discuss his or her recent needs and goals all make the process extremely complicated. Seizing the 
opportunity to introduce or discuss particular needs, problems or goals tends to depend more on 
the personality of a team member than on the role he or she has in the actual service delivery or 
the priorities that have been set. 

To empower parents in this process the “key worker model” has been developed (Appleton et 
al., 1997;Drennan et al., 2005;McConachie et al., 1999;Sloper & Turner, 1992). In this model 
of service delivery an intermediary is appointed who is to fulfil a guiding role within the child’s 
family and who acts as the single point of contact for the family, helping it to coordinate the 
care they require, not only within the health-care system, but also across systems (school, social 
services, financial resources, recreation, transportation, etc.; Drennan et al., 2005). A multitude 
of synonyms for key worker have been used, including case manager, link worker, guide, guide 
worker, service coordinator, family support worker, family liaison worker, and care coordinator. 
Besides the widely cited advantages of such a “care coordinator”, potential disadvantages should 
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be taken into account. The system makes parents, for example, (too) dependent on one single 
person, i.e. the care coordinator, who, moreover, is often given insufficient weight. There may 
be problems with ultimate responsibility and it reduces contact between the parents and the 
professionals involved in their child’s care with communication running via the care coordinator, 
which can result in miscommunication. Moreover, the already large teams, their diversity and 
the often-changing complex needs and goals for child and family all place high, perhaps even 
too high, demands on the abilities and responsibilities of the care coordinator. The results of our 
investigations have unambiguously demonstrated that for team collaboration to be effective, 
comprehensive coordination of care and an explicit assignment of roles and responsibilities are 
requisite. The child’s parents and family should be maximally informed, involved and guided 
through the care process covering all organizations and professionals involved. However, in our 
view implementation of the concept of a care coordinator can only be a effective if roles and 
responsibilities and (organisational) conditions for optimal functioning of such care coordinators 
are most carefully delineated, and involvement of all parties is guaranteed and transparent.

Optimising care coordination may perhaps even necessitate a broader approach to the key worker 
concept, viz. the employment of a coordinator for the professional members of the team. Haig 
and LeBreck (2000) developed a tool that could be useful in this context. With their Issue-
Oriented Rehabilitation Staffing (IORS) they advocate both autonomy and a sharing of tasks and 
decision making. At the same time the system provides structure, time limits and leadership. The 
coordinating role is flexibly assigned to team members depending on the issue that needs to be 
coordinated. The system could be exploited to structure the multifaceted collaboration requirements 
in paediatric rehabilitation. Although the original IORS mainly focuses on staff members, it can 
easily be extended to FCC settings as it allows for the flexible assignment of coordinators, implying 
that both professionals and parents can be awarded the status of coordinator depending on the 
issue at stake. The structure the staffing system offers can foster individual-based, dynamic care 
for children with special care needs and their families.

II. Making care genuinely family-centred 

Everyone agrees that FCC should entail a balanced partnership between the parents and the service 
providers and that the families should have an important role in the decision-making process (de 
Geeter et al., 2002;King et al., 1999;King et al., 1997;King et al., 2004a;King et al., 2004b;Larsson, 
2000;Law et al., 2003;Law et al., 2005;Simeonsson et al., 1995). Yet, although it is easy to 
appreciate the importance of treating parents as equal partners and regarding them as the experts 
on their child’s status and needs and hence involving them in decisions about the proposed care 
for their child, how to implement these notions in an existing and robust health-care system that 
primarily focuses on its professional staff that is used to making decisions without consulting the 
clients (child or families) is quite another matter. Once the philosophy of FCC has been adopted, 
various vital steps need to be taken involving all contributing parties and organisations to allow 
a proper application of the concept in the clinical practice, entailing continuous refinements of 
initial attempts to make the care genuinely family-centred. As translating new ideas into workable 
procedures always takes time and a great deal of practical experience, changing the existing system 
of service delivery also requires considerable effort of all concerned, as the literature on practical 
implementations of FCC so unequivocally illustrates. The available evaluations, however,  mainly 
used group means to reflect the perceptions of parents and service providers on family-centred 
behaviours (Dyke et al., 2006), which method, does not tally with the core principle of FCC, viz. 
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the uniqueness of each child and family. Moreover, the studies mainly explored whether parents 
felt they were receiving FCC and whether the service providers thought they were delivering 
FCC, while the parents’ priorities, i.e. the different weights they might have awarded to specific 
behaviours, were not taken into account. Evidently, an accurate and reliable appraisal of FCC 
needs to comply with its basic principles and thus be family-specific and weigh the parental views 
on the care they received against the family’s specific wishes and needs. 

With the studies presented in Chapter 4 and 5 we demonstrated that the Measure of Processes of 
Care (MPOC) and the family-specific use of the Measures of Processes of Care for Service Providers 
(MPOC-SP), combined with relevant supplementary ratings, afford such a precise assessment 
of FCC. When adequately applied, the measures also allow the identification of family-specific 
needs and wishes. The data reported in Chapter 4 clearly showed that still a considerable amount 
of parents did not always receive the care they desired. Frequently, the families, rehabilitation 
professionals and special education professionals from the same child-specific team tended to 
rate the nature of the care differently. In other words, they did not concur on what they deemed 
important in the delivery of FCC. By exploring such potential discrepancies in within-team views 
will allow FCC to be optimised, giving team members the opportunity to modify their services 
and devise and provide more individualized care programmes. The MPOC and the family-specific 
MPOC-SP can thus not only be used for single individual programme evaluations, but also for 
repeated quality checks and identification of areas for improvement.

Discrepancies in how care delivery is perceived are not the only barriers preventing a proper 
implementation of the principles of FCC. Service providers have mentioned institutional 
characteristics, e.g. organisational structures and boundaries, policies and institutional culture, 
as significant barriers to achieving true FCC (King et al., 2000). At present, most organisations 
in the Netherlands are service-led rather than needs-led. Making care truly family-centred entails 
that the organisational preferences and priorities first need to be tailored to accommodate the 
family’s needs and preferences before they can be incorporated into the organisation’s policies and 
procedures. The organization of care should not be tuned to groups of clients; instead, clients 
should be given the possibility to choose their own preferred “care pathways”. It is the families, with 
their unique strengths, resources and sets of needs, that should be at the basis of service delivery 
if we are to provide highly individualised and dynamic models of care (King et al., 2004b; Siebes 
et al., 2006). This is all the more important since the results of the study reported in Chapter 5 
showed that parents differed considerably as to what they found important in their child’s care 
delivery, underscoring that there is no “uniform approach to parents” and thus underscoring the 
need for “optimally family-centred care pathways”. Parents should be free to determine their own 
role and level of involvement in their child’s rehabilitation process. Preferably, in optimal FCC 
programmes parents should always be invited to attend team meetings to allow them to elucidate 
and substantiate their needs. However, if they are unable or reluctant to attend, they should be 
offered an alternative to vent their views. Obviously, delivering genuine FCC programmes places 
high demands on the flexibility of all organisations, services and service providers, but it is highly 
plausible to assume that the more family-centred care becomes, the better the outcome will be 
for all parties concerned.

With the compilation and dissemination of hands-on information on the implementation and 
implications of FCC “Canchild”, the Canadian Centre for Childhood Disability Research in 
which researchers and clinicians have joined forces, has been instrumental in promoting FCC. 
Both families and service providers are furnished with an 18-part fact sheet series (Canchild, 2007; 



133

GeneRAl disCussion

www.canchild.ca) offering them guidelines and educational material on how to implement FCC 
and evaluate the care they deliver. Their straightforward objectives, organisation and layout make 
these sheets accessible for rehabilitation professionals, special education professionals, policy makers, 
service managers and families alike. The fact sheets underpin the broad scale of areas and aspects 
of service delivery in which family-centredness plays or should play a role. We think the Canchild 
initiative has great potential for service systems worldwide and should be made available for all 
families and professionals playing a role in paediatric rehabilitation teams in the Netherlands. We 
accordingly recommend the fact sheet series to be translated and adapted to the Dutch situation 
in collaboration with Canchild.

III. Improving collaborative goal setting and the use of the Rehabilitation Activities Profile for 
Children (Children’s RAP) 

Although the use of the Children’s RAP, designed to promote a patient-oriented interdisciplinary 
team approach (Roelofsen, 2001), has certainly improved team communication and collaboration 
in Dutch paediatric rehabilitation, the current studies demonstrated that the requisites and 
qualifications of the profile’s framework are not yet optimally implemented. Moreover, the 
adaptations of the instrument that were needed to accommodate and fine-tune the treatment plans 
and education programmes placed even higher demands on the implementation process. Especially 
imprecise directions are complicating the proper application as the integrated, coordinated service 
plans (adapted from the Children’s RAP) often fail to adequately specify what, how and where 
the various team members should report. Clearly, if paediatric venues do not adhere to the basic 
requisites and recommendations of the proposed framework, this will frustrate the success of any 
interdisciplinary approach. 

To enhance the appliance of the children’s RAP framework, a set of minimal requirements has to 
be developed that carefully delineates the requisites and observance of specific items of the profile 
and the persons that need to apply, monitor and document them. By detailing who reports what 
and where in the children’s RAP, the roles the parents and the various professionals are proposed 
to play will become clear to all parties involved. It is also strongly recommended to structure 
completion and distribution of the Children’s RAP for which the IORS staffing system proposed 
by Haig and LeBreck (2000) could be useful. 

In our analyses of the Children’s RAP reports we focused on the way the needs,  principal problems 
and shared principal goals of the children with CP and their proxies were formulated and we had 
to conclude that the documentation of these fundamental themes was not fully satisfactory. The 
rehabilitation profiles of the children did not provide information on whether parents and team 
members had set priorities or had reached conformity on the most important needs, problems and 
goals. We propose to modify the arrangement of the Children’s RAP and the structure of team 
meetings in such a way that team members are more convincingly induced to set priorities, strive 
for joint decisions and facilitated to improve their documentation of current needs, problems 
and goals. 

As to the structure of the Children’s RAP, we found that only in 6% of the profiles needs for 
proxies (4% parents and 2% environmental system) were reported and that in only 9% of the 
reports, goals concerned the proxies (environmental system). As in the philosophy on FCC, 
care delivery should encompass all members of the family, the needs and goals of proxies are an 
essential element. To promote the assessment and reporting of their perspectives, we recommend 
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to separate the documentation of the needs and the goals of the child and its proxies. We also 
recommend to explicitly allow for an opportunity to indicate the absence of any needs at any 
point in the rehabilitation or educational process. A fixed response option, e.g. in the shape of 
a box to be ticked reading “no (new) needs indicated at the present time” should be provided. 
With the current version of the Children’s RAP it is uncertain whether no needs are present or 
whether they have not been reported.

Besides these modifications of the Children’s RAP structure, we strongly urge teams to explicitly 
invite parents to prioritize their and their child’s needs, either alone or together with (specified) 
professionals. Prioritisation of needs and problems is essential if teams are to decide on a shared 
principal goal. The COPM (Law et al., 1990) may be applied to assist parents in this process. Also, 
the Goal Attainment Scaling (GAS; Kiresuk & Sherman, 1968; Vlaskamp, 1993; Vlaskamp et 
al., 1993) may be used to facilitate the prioritisation of the principal problems and subsequently 
the decision on shared goals; the tool will help adjust the goals to the individual child, ensuring 
they are attainable for that particular child. These tools can be used both in the preparation of 
and during the regular team meetings in which goals are set and evaluated. In the Children’s RAP 
framework the team meetings are proposed to discuss priorities, make decisions and set goals, all 
in collaboration. At present, team members seem to not utilize the meetings optimally; reports 
indicate that they tend to inform each other rather than discuss priorities and allow for other 
opinions in their decisions. Future observational studies are proposed to determine whether this 
assumption is accurate and whether team meetings warrant improving or (re)structuring. 

A final remark concerning the current use of the Children’s RAP, especially the recent adaptations 
as devised by various rehabilitation centres and affiliated schools: integration of goals and services 
is desirable but should not be forced to apply to all aspects of the child’s care and education. Only 
those aspects of the rehabilitation or educational process or home situation that may supplement 
or corroborate each other or that require fine-tuning between the professionals and parents should 
be discussed. Needs, problems and goals that are complementary and hence need not be attuned 
should be documented and reported but not discussed. It goes without saying that all (relevant) 
information should be clear and understandable and accessible for all team members, including 
the parents. However, although child-rearing practices at home, the rehabilitation programme and 
all educational activities are conditional upon each other, and parents and professionals should 
work closely together to jointly establish goals, all three stakeholder groups have their own ultimate 
goals and specific areas of interest. The foundation for integrated reports should always be the 
optimisation and coordination of care delivery and the prevention of overload for the child and 
its family. Informing each other about and discussing current needs, problems and goals should 
only serve to help set priorities, formulate shared principal goals, find common grounds or tweak 
competing views or interests.

In sum, services should be carefully attuned by joint priority setting and by reaching agreement 
on shared, interdisciplinary goals while still retaining time and space for own ultimate goals and 
specific areas of expertise and interest.
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This thesis describes the collaborative processes in Dutch paediatric teams engaged in 
the care for children with cerebral palsy (CP). The three main stakeholder groups in 
these teams are the parents and the professionals in child rehabilitation and special 
education. Although the need for close collaboration in these specialised teams has 

been described extensively in the literature and is advocated in the clinical practice, it has proven 
difficult to define team collaboration adequately and provide a complete overview of related factors 
and variables. Moreover, despite the commitment of parents, professionals and organisations to a 
collaborative approach, adoption of prescribed models and their implementation in daily practice 
proved to be complex. These observations were the rationale for our study. 

The aim of the studies reported in this thesis was threefold:
1. To define the concept of team collaboration in paediatric rehabilitation;
2. To describe the organisational characteristics of collaborative efforts in five Dutch paediatric 

settings and
3. To describe current collaborative practices in the care for children with cerebral palsy (CP).

In Chapter 1 a short description of paediatric rehabilitation in the Netherlands is provided with 
specific focus on the organisational structures and recent developments regarding teamwork in 
paediatric rehabilitation. 

Chapter 2 comprises a systematic search of the literature. After an initial search to define key 
features of team collaboration, a systematic search was conducted to identify salient elements of 
team collaboration. The search was aimed at English language studies covering the period from 
January 1993 to December 2004 and resulted in 28 studies that were analysed by two independent 
observers. The evaluation yielded six key features, i.e. communication, decision making, goal 
setting, organisation, team process and parent involvement, and 29 salient elements defining team 
collaboration. Together, these identified key features and elements can serve as guidelines and items 
on a checklist for empirical studies into the efficacy of current collaborative practices. They can, 
moreover, be utilised to develop new guidelines for the clinical practice that will help enhance the 
quality of collaboration among the various parties involved in the children’s team care. 

Chapter 3 discusses the organisational characteristics of team collaboration in Dutch paediatric 
rehabilitation. Views on how team collaboration should be organised are described and the 
policies on team collaboration of five paediatric rehabilitation settings and the involvement of 
team members associated with the care of 44 children with CP analysed. For a comprehensive 
overview of current ideas and policies on collaboration at the national, the institutional and the 
child-level written statements from professional associations in Dutch paediatric rehabilitation and 
the five participating settings were examined. The involvement of the stakeholders was analysed 
based on team conferences. At the national level, it was concluded that also in the Netherlands 
collaboration between parents, rehabilitation and educational professionals is endorsed as the key 
principle in paediatric rehabilitation with at its core the team conference in which the various 
priorities and goals are formulated and integrated into a personalised treatment plan. The policies 
on cooperation between the rehabilitation centre and schools for special education rarely differed 
between the five settings but at child level approaches did vary. As to the involvement of team 
members, teams proved to be large (averaging 10.5 members) and type of involvement differed per 
setting. The results merited the conclusions that in Dutch paediatric rehabilitation collaboration 
among the parents, rehabilitation and education professionals is supported and encouraged and 
that views on collaboration have been formulated and general guidelines on family-centred and 
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coordinated care have been made available. Yet, collaborative practices in Dutch paediatric care 
are still developing and protocols that carefully delineate the commitments to collaborate and 
that translate the policies into practical, detailed guidelines in which roles and responsibilities are 
defined, are needed, as they are a prerequisite for successful teamwork. 

Chapters 4, 6 and 7 describe the results fulfilling the third aim of this thesis, i.e. the description 
of current collaborative practices in the care for children with CP in five Dutch paediatric 
rehabilitation settings. 

In Chapter 4 the provision of family-centred care is examined. Although the acknowledgement of 
the uniqueness of families in the provision of care is a requisite of family-centred services, until now 
the analysis of family-centredness of care focused only on group means of parental and professional 
ratings. Such analyses, by definition, do not take the specific needs and wishes of individual families 
into account. Also, analyses of areas for improvement were based on the occurrence of behaviour 
only and not linked to the weight the parents attributed to the behaviours. To accommodate for 
these limitations, we conducted a family-specific analysis of family-centredness of care. In each 
family-specific team the perceptions and views on the importance of family-centred behaviours 
of parents, rehabilitation and special education professionals were compared. In addition, it was 
evaluated whether parents in fact received the family-centred care they deemed important. The 
parents’ perceptions were assessed by means of the Dutch version of the Measure of Processes of 
Care (MPOC-NL) and the perceptions of the rehabilitation professionals and special education 
professionals by means of the family-specific Measure of Processes of Care for Service Providers 
(MPOC-SP). To allow an accurate assessment of their respective views on the importance of 
family-centred behaviours, importance scales were added to both measures. The analysis revealed 
significant differences between the three stakeholders on all MPOC domains. Moreover, in all 
domains a considerable proportion of the parents (19-38%) indicated not to receive the care they 
deemed important, which was likely due to the differences in attitudes towards the importance 
of specific care behaviours of team members. The findings clearly showed that a family-specific 
evaluation of family-centred care is warranted and that the MPOC and MPOC-SP with the added 
importance scales allow an effective comparison of perceptions of people in various positions and 
different roles, in this case of the parents of disabled children and the service providers involved 
in their care.

To be able to accurately evaluate the degree of family-centeredness of the care provided to a 
specific family and to acknowledge the uniqueness of families and their preferences and needs 
in this evaluation, the validity and utility of the family-specific use of the Dutch MPOC-SP was 
examined in Chapter 5. Based on 240 family-specific MPOC-SPs completed by 116 service 
providers involved in the rehabilitation and education of 41 children with CP, the study tests the 
tool’s construct validity. To test the ability of service providers to discriminate between general 
and family-specific ratings, a subgroup of 81 service providers filled in a general MPOC-SP and 
at least one family-specific MPOC-SP, resulting in 151 general–family-specific MPOC-SP pairs. 
The results confirmed the scale structure of the family-specific MPOC-SP and the analysis of the 
differences between the general and the family-specific MPOC-SPs indicated that service providers 
were able to discriminate between the two types of ratings. The family-specific MPOC-SP was 
accordingly concluded to be a valid measure suitable for use in individual evaluations of family-
centred services. In our view this measure could serve as an impetus for the further enhancement 
of the quality of family-centred care in Dutch paediatric rehabilitation.
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Chapters 6 and 7 relate to the collaborative goal-setting processes as they evolved in five Dutch 
paediatric rehabilitation venues. Here, the quality and content of the needs, principal problems 
and shared principal goals of 41 children with CP as formulated in the Children’s RAP, i.e. the 
Rehabilitation Activities Profile for Children, were the subjects of analysis. In the Netherlands 
the Children’s RAP is the benchmark for the formulation of interdisciplinary paediatric treatment 
plans. These individualised, integrated treatment plans are crucial for the communication among 
the various professionals and the parents. In both chapters the data analyses were child-specific. 
Raw text data describing the needs, problems and goals were extracted from each Children’s RAP 
and then organised, after which two raters independently weighed the entries’ quality against the 
protocol criteria and linked the extracted content to the categories of the International Classification 
of Functioning, Disability and Health for Children and Youth (ICF-CY). In Chapter 6 the data 
analysis mainly focused on the quality and content of the conceptualised needs, problems and 
goals and in Chapter 7 the main point of interest was the extent to which these need and problem 
concepts were integrated into the children’s rehabilitation goals. The study reported in Chapter 
6 revealed that the children’s treatment plans did not completely satisfy the basic requisites and 
quality criteria of the Children’s RAP, restricting an effective use of this communication instrument. 
In 12% of the reports no needs and in 24% no principal goals were formulated. Furthermore, 
the treatment plans did not provide information on whether parents and team members had set 
priorities and reached unity on the most important needs, problems and goals. The results of the 
study described in Chapter 7 showed that only 23% of the needs and 46% of the problems were 
incorporated into the goals. Furthermore, 52% of the formulated goals proved not to be related to 
either a need or a problem. Because of the often suboptimal documentation in the reports (Chapter 
6) and because the prioritisation of needs and problems was lacking, it was difficult to objectify 
the integration of the principal needs and problems into treatment goals and thus prevented a 
proper interpretation of the quality of integration. In summary, the data presented in Chapters 
6 and 7 clearly demonstrated that the goal-setting procedures in Dutch paediatric rehabilitation 
warrant improvement. Evidently, the Children’s RAP can only be effective in clinical practice if 
its basic requisites and recommendations are fulfilled. Adequate instruction of team members in 
how to implement the Children’s RAP paradigm and assistance in how to adhere to its stipulations 
is expected to help augment goal-setting practices. 

In Chapter 8 the main findings of this thesis are summarised and discussed and placed into 
perspective. The results of the various studies have contributed threefold to the charting and hence 
hopefully to the enhancement of the collaboration among parents, rehabilitation professionals and 
special education professionals in paediatric rehabilitation venues in the Netherlands. First, the 
present analysis of the operant team collaboration procedures has made the process quantifiable, 
allowing a transparent representation of current practices. Furthermore, the data collection 
methods and analytic strategies used in this thesis have provided the field of child rehabilitation 
with new tools to assess (parts of ) team collaboration practices, allowing targeted fine-tuning 
of the process. And finally, the new insights into the current collaboration practices has helped 
identify areas for improvement. 

To conclude the thesis, various methodological reflections are offered and three main targets for 
improvements in the clinical practice and recommendations on how to achieve these targets are 
provided. 
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In dit proefschrift staat de samenwerking tussen ouders, revalidatieprofessionals en 
onderwijsprofessionals in de zorg voor kinderen met een cerebrale parese (CP) centraal. 
Het belang van een goede afstemming en samenwerking in de veelal grote teams wordt 
breed gedragen in de kinderrevalidatie- praktijk. Ook in de literatuur over kwaliteit van 

zorg is samenwerken een kernbegrip. Echter, hoewel het begrip samenwerken brede bekendheid 
heeft en het de kinderrevalidatie niet aan kennis over verschillende samenwerkingsvormen (multi-, 
inter- en transdisciplinair samenwerken) ontbreekt, blijkt het tot op heden moeilijk om het begrip 
samenwerken te definiëren. In de literatuur en de klinische praktijk ontbreekt het aan inzicht in de 
factoren en elementen die een rol spelen in het samenwerkingsproces. Daarnaast blijkt dat ondanks 
het brede draagvlak voor samenwerken en betrokkenheid van ouders, professionals en organisaties, 
de uitvoering vaak erg complex is en problemen oplevert. Deze constateringen vormden de 
aanleiding voor ons onderzoek naar samenwerken in de Nederlandse kinderrevalidatie. 

De drie belangrijkste doelen van dit onderzoek waren:
1.  Het definiëren van het begrip samenwerken in de kinderrevalidatie;
2.  Het beschrijven van de organisatiekenmerken van samenwerken in de Nederlandse 

kinderrevalidatie en
3. Het beschrijven van de huidige manier van samenwerken in de zorg en het onderwijs voor 

kinderen met CP en hun ouders.

In hoofdstuk 1 (inleiding) wordt een korte beschrijving gegeven van de kinderrevalidatie in 
Nederland waarbij de focus voornamelijk ligt op de organisatiestructuur en recente ontwikkelingen 
ten aanzien van het samenwerken. 

Hoofdstuk 2 omvat een literatuuronderzoek naar kenmerkende (van rol spelende) factoren 
en elementen van het samenwerken in een team. Na een brede zoekopdracht met als doel het 
definiëren van kernbegrippen van samenwerken, werd een uitgebreide systematische literatuurstudie 
uitgevoerd naar samenwerken in het algemeen en de gedefinieerde kernbegrippen in het bijzonder. 
De systematische literatuurstudie was gericht op Engelstalige onderzoeken, gepubliceerd tussen 
januari 1993 en december 2004. Deze zoekactie resulteerde in 28 studies welke werden geanalyseerd 
en beoordeeld door twee onafhankelijke observatoren. In deze analyse werden zes kernbegrippen 
(communicatie, besluitvorming, doelen stellen, organisatie, team proces en ouderparticipatie) en 29 
elementen gevonden welke een rol hebben in de definiëring van samenwerken. Deze kernbegrippen 
en elementen van samenwerken kunnen als richtlijn en inventarisatielijst dienen voor empirische 
studies naar de effectiviteit van samenwerken in de dagelijkse praktijk. Daarnaast kan deze lijst 
waardevol zijn in de ontwikkeling van richtlijnen en protocollen om de samenwerking tussen 
ouders, revalidatieprofessionals en schoolprofessionals te optimaliseren. 

Dit proefschrift beoogt een karakterisering te geven van de huidige manier van samenwerken in 
de kinderrevalidatie in Nederland en hoofdstuk 3 richt zich op de organisatiekenmerken van dit 
proces. Visies op de organisatie van samenwerken werden beschreven en daarnaast werd het beleid 
ten aanzien van samenwerken tussen ouders, revalidatieprofessionals en onderwijsprofessionals van 
vijf kinderrevalidatie- instellingen onderzocht. Ten tweede richtte deze studie zich op het beschrijven 
van de manier waarop de verschillende betrokkenen (ouders, centrum en school) participeerden 
in het zorgproces van 44 kinderen met CP die deelnamen aan onze studie. De beschrijving van 
de organisatie van samenwerken op drie verschillende niveaus (nationaal, instelling en kind) 
was gebaseerd op schriftelijk materiaal zoals beleidsstukken en visiedocumenten van nationale 
branche organisaties en van de deelnemende revalidatiecentra en mytylscholen. Deze document 
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analyse wees uit dat op nationaal- niveau het samenwerken tussen ouders, revalidatieprofessionals 
en onderwijsprofessionals gezien wordt als een belangrijk onderdeel van de kinderrevalidatiezorg 
met als centraal uitgangspunt de teambespreking. In deze teambespreking dienen de verschillende 
betrokkenen gezamenlijke prioriteiten te stellen en doelen te formuleren met als eindresultaat een 
op ieder kind persoonlijk afgestemd zorgplan. De organisatie van samenwerken op instellingsniveau 
bleek niet veel te verschillen tussen de vijf instellingen, terwijl de samenwerking rond een 
specifiek kind en zijn of haar familie wel anders georganiseerd was in de verschillende instellingen. 
Verdere bevindingen waren dat de zorgteams relatief groot waren (gemiddeld 10.5 teamleden) 
en dat de deelname van de ouders en disciplines in de zorg verschillend georganiseerd was in de 
centra en scholen. De analyse van het aanwezige schriftelijke materiaal liet verder zien dat de 
organisatie van de samenwerking in de kinderrevalidatie nog volop in ontwikkeling is. In alle 
instellingen was een samenwerkingsovereenkomst tussen centrum en school aanwezig, echter in 
de meeste gevallen ontbraken uitgewerkte samenwerkingsafspraken en richtlijnen welke de taken 
en verantwoordelijkenheden van de verschillende betrokkenen in het proces nader beschreven. De 
ontwikkeling van degelijke protocollen waarin de welwillendheid van betrokkenen vertaald wordt 
in praktisch uitvoerbare samenwerkingsafspraken zijn noodzakelijk om een goede uitvoering in 
de praktijk mogelijk te maken. 

De hoofdstukken 4, 6 en 7 betreffen het derde doel van dit onderzoek, namelijk de beschrijving 
van de huidige manier van samenwerking in de zorg voor kinderen met CP en hun ouders. 

In hoofdstuk 4 staat het bieden van gezinsgerichte zorg centraal. Hoewel de uniciteit van een 
gezin centraal staat in de filosofie van gezinsgerichte zorg, zijn tot op heden specifieke voorkeuren 
en wensen van een gezin niet meegenomen in de evaluatie van gezinsgerichte zorg. Ook het 
bepalen van verbeterpunten in het aanbieden van zorg werd tot op heden gebaseerd op het 
voorkomen van bepaalde gezinsgerichte gedragingen zonder dat deze gegevens gekoppeld werden 
aan de belangrijkheid die specifieke ouders toekennen aan deze gedragingen. Om voor deze 
tekortkomingen te compenseren en recht te doen aan de uniciteit van elk gezin richtte de studie 
beschreven in hoofdstuk 4 zich op –gezinsgerichtheid- van zorg binnen kind(gezin) specifieke teams. 
Binnen ieder kindspecifieke team werden de perspectieven en ideeën over belangrijkheid van 
gezinsgerichte zorg van de teamleden (ouders, revalidatieprofessionals en onderwijsprofessionals) 
onderling vergeleken. Ten slotte werd ook bepaald of ouders de zorg ontvingen die zij belangrijk 
achtten. De Nederlandse versies van de Measure of Processes of Care (MPOC) en de Measure of 
Processes of Care for Service Providers (MPOC-SP) werden gebruikt om de perspectieven van 
respectievelijk de ouders en de professionals te bepalen. Naast de standaard vragen over in welke 
mate de in de lijst genoemde gebeurtenissen en situaties zijn voorgekomen (MPOC) cq. werden 
herkend (MPOC-SP) werd ouders en professionals ook gevraagd om aan te geven hoe belangrijk 
ze deze gebeurtenissen en situaties vonden. Ten aanzien van de vraag of ouders en professionals 
binnen één team hetzelfde belangrijk vinden bleek dat de teamleden (ouders en professionals) 
aspecten van gezinsgerichte zorg verschillend beoordeelden wat betreft mate van belangrijkheid. 
Uit de kindspecifieke analyses bleek daarnaast ook dat een aanzienlijk percentage (19 -38%) van 
ouders niet de zorg ontving die zij belangrijk vonden. De verschillen in opvatting van belangrijkheid 
tussen ouders en teamleden zouden een mogelijke verklaring voor deze hoge percentages kunnen 
zijn. De in deze studie gevonden verschillen in visie over optimale zorg en het hoge percentage 
van ouders dat niet de zorg ontving die zij belangrijk achtte, geven de noodzaak tot verbetering 
weer. Verder kunnen we concluderen dat de mate waarin gezinsgerichte zorg geboden wordt niet 
meetbaar is op instellingsniveau (groepsgemiddelden) maar, gezinsspecifiek bepaald moet worden. 
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Immers ieder gezin is uniek en heeft unieke wensen en verwachtingen. Het aanvullen van de MPOC 
en MPOC-SP met belangrijkheidscores kan een dergelijke analyse mogelijk maken.

Om in toekomstige evaluaties van zorg recht te kunnen doen aan de specifieke voorkeuren en wensen 
van een gezin werd in hoofdstuk 5 de validiteit en toepasbaarheid van een gezinsspecifiek gebruik 
van de MPOC-SP onderzocht. In deze studie werd de construct- validiteit van de gezinsspecifieke 
MPOC-SP bepaald en werd onderzocht of de gezinsspecifieke scores van professionals (revalidatie 
en onderwijs) zich onderscheiden van scores op de algememe MPOC-SP van diezelfde professionals. 
In de analyse van de construct validiteit werden 240 gezinsspecifieke MPOC-SP’s geanalyseerd. 
Deze MPOC-SP’s waren ingevuld door 116 professionals die betrokken waren in de revalidatie 
van en het onderwijs aan 44 kinderen met CP. In de bepaling van het onderscheidende vermogen 
van de vragenlijst werd voor elke betrokken professional iedere door hem of haar ingevulde 
gezinsspecifieke MPOC-SP gekoppeld aan zijn of haar ingevulde algemene MPOC-SP. Dit 
resulteerde in 151 koppels van gezinsspecifieke en algemene scores. De schaalstructuur van de 
gezinsspecifieke MPOC-SP werd bevestigd. Daarnaast leek de analyse van het onderscheidende 
vermogen aan te tonen dat professionals een onderscheid kunnen maken tussen het invullen van 
een gezinsspecifieke MPOC-SP en een algemene MPOC-SP. Hieruit kunnen we concluderen 
dat de gezinsspecifieke MPOC-SP een valide instrument is, dat gebruikt kan worden in de 
individuele (per gezin) evaluatie van gezinsgerichte zorg. Deze evaluatie kan een stimulans zijn in 
de optimalisatie van de kwaliteit van zorg in de kinderrevalidatie. 

In hoofdstuk 6 en 7 wordt het proces van gezamenlijk doelen stellen in de kinderrevalidatie 
beschreven. In deze hoofdstukken stond de evaluatie van de kwaliteit en inhoud van de hulpvragen, 
kernproblemen en hoofddoelstellingen  zoals geformuleerd in de KinderRAP verslagen van 44 
kinderen met CP centraal. Het KinderRAP is in Nederland het standaard communicatie instrument 
dat gebruikt wordt in de totstandkoming van interdisciplinaire besprekingen en behandelplannen. 
Deze kindspecifieke behandelplannen zijn van essentieel belang in het afstemmen en goed 
coördineren van zorg binnen en tussen instellingen en de communicatie met ouders. In beide 
studies werden de analyses kindspecifiek uitgevoerd. Uit ieder verslag werden de hulpvragen, 
kernproblemen en hoofddoelstellingen geëxtraheerd. Vervolgens scoorden twee onafhankelijke 
observatoren de hulpvragen, kernproblemen en hoofddoelstellingen op kwaliteitskenmerken van de 
KinderRAP systematiek en werd ieder onderwerp gekoppeld aan een ICF-CY code (International 
Classification of Functioning, Disability and Health for Children and Youth). De studie beschreven 
in hoofdstuk 6 besteedde aandacht aan de inhoud en kwaliteit van de onderwerpen terwijl 
in hoofdstuk 7 het integreren van de hulpvraag en het kernprobleem in de hoofddoelstelling 
onderwerp van studie was. De resultaten uit hoofdstuk 6 gaven aan dat de behandelplannen 
van de kinderen in geringe mate voldoen aan de uitgangspunten en kwaliteitscriteria van de 
KinderRAP waardoor de effectiviteit van dit communicatie instrument beperkt wordt. In 12% 
van de verslagen waren geen hulpvragen geformuleerd en in 24% van de verslagen ontbrak een 
gezamenlijk hoofddoel. Bovendien ontbrak het in de verslagen aan informatie over de door ouders 
en teamleden gestelde prioriteiten in de revalidatie en het onderwijs en was het niet inzichtelijk 
of ouders en teamleden het eens waren over de voor het kind op dit moment meest belangrijke 
hulpvragen en kernproblemen. De resultaten in hoofdstuk 7 lieten zien dat slechts 23% van de 
geformuleerde hulpvragen en 46% van de kernproblemen waren opgenomen in het hoofddoel. 
Verder bleek dat 52% van de geformuleerde hoofddoelen noch aan de hulpvraag, noch aan het 
kernprobleem gerelateerd was. Een goede objectieve analyse van integratie van hulpvragen en 
kernproblemen in de hoofddoelen werd echter beperkt door de in hoofdstuk 6 gerapporteerde 
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onvolledige verslaglegging en met name het ontbreken van prioritering. Door het ontbreken van 
deze prioritering was het onmogelijk om in de interpretatie van de percentages te verwerken of de 
meest belangrijke hulpvragen en kernproblemen al dan niet geïntegreerd waren. De resultaten uit 
hoofdstuk 6 en 7 laten zien dat er nog verbetering mogelijk is in het gezamenlijke doelen stellen 
in de Nederlandse kinderrevalidatie. De optimalisatie van het gebruik van het KinderRAP zou 
hier een aandeel in kunnen leveren. Teams zouden de mogelijkheid moeten krijgen een training 
te volgen in het op een juiste manier en volgens de uitgangspunten en kwaliteitcriteria toepassen 
van de KinderRAP.  

In hoofdstuk 8 wordt een overzicht gegeven van de belangrijkste boodschappen uit dit proefschrift 
en worden de belangrijkste bevindingen bediscussieerd. Daarnaast worden de methodologische 
beperkingen van onze studie besproken. De definiëring van samenwerking, de gebruikte en gevonden 
methoden en instrumenten voor het beschrijven van samenwerking en de inzage in huidige stand 
van zaken bleken drie belangrijke peilers in ons onderzoek en kunnen als bouwstenen dienen voor 
vervolg onderzoek. Voortbouwend op de gevonden resultaten en gebruikte instrumenten worden 
als laatste, drie speerpunten voor verbetering van samenwerking gepresenteerd en aanbevelingen 
gedaan om de samenwerking in de dagelijkse praktijk te verbeteren. 
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“mission ACComplished” 

Samen hebben we deze klus geklaard en hopelijk zijn jullie allemaal net zo trots als ik! Het 
heeft even geduurd voordat het ProCP doel bekend en “functioneel” was maar dankzij heel 

veel mensen is het doel geformuleerd, aangescherpt, aangepast en BEHAALD! Tijd voor nieuwe 
leuke dingen!

Ik zou graag op deze plek iedereen persoonlijk willen bedanken voor zijn of haar rol in het proces 
maar het is onmogelijk om iedereen bij naam te noemen. Daarom wil ik graag, voordat ik enkele 
mensen persoonlijk ga bedanken, alle brandstofvoorzieners, steunpilaren, feestbeesten, wegvoorbereiders, 
enthousiasmeurs, grensverleggers, ontspanners en vakantiegangers ontzettend bedanken! Zonder jullie 
was het nooit gelukt!

Als eerste wil ik de 44 kinderen, hun ouders en de 172 zorgverleners die deelnamen aan het 
onderzoek bedanken. Zonder spelers geen team! Met een grote inzet en betrokkenheid hebben 
jullie allemaal meegewerkt aan het invullen van de vragenlijsten en de observaties. Boven alles 
hoop ik dat het onderzoek resultaat voor jullie oplevert!

Om dit resultaat te kunnen bereiken hebben vele ProCP-ers zich ingezet. Het zeskoppige ProCP 
kernteam heeft menig probleem opgelost, werkwijze bedacht, discussie gevoerd en alle 22.345 
versies van manuscripten gelezen. Om te beginnen mijn eerste promotor, professor Klaas Postema. 
Beste Klaas, onmeunig bedankt! Ook al vond ik het soms bijna onmogelijk om te verkleinen, 
schrappen, verduidelijken, jij zorgde ervoor dat het onderzoek uitvoerbaar werd. Met een grap 
(waar ik altijd met beide benen in stonk) en altijd betrokken (ook in persoonlijke dingen) kwam 
er voor ieder probleem een oplossing! Daarnaast mijn tweede promotor, professor Han Nakken. 
Beste Han, jij leerde me met voorbeelden uit de praktijk het orthopedagogiek stuk. Met mooie, 
leuke en opvallende anekdotes werd voor mij de probleemstelling steeds weer vanuit een andere 
hoek zichtbaar. Mijn derde promotor, professor Johan Groothoff. Beste Johan, ik ben ontzettend 
blij dat je me hebt willen begeleiden nadat Koop vetrok. Altijd tijd voor een vraag of gesprekje en 
vliegensvlug antwoord op de stukken die ik stuurde. Zelfs in het weekend had je tijd voor ProCP 
en dacht je mee over “project- versnellingstactieken”. Dank daarvoor! Mijn co-promotoren, Heleen 
Reinders-Messelink en Kiek de Blécourt. Beste Heleen, als dagelijks begeleider was je heel direct 
betrokken. Altijd dacht je mee, altijd had je oor voor dingen naast het project en ook al botsten 
we heel af en toe, ons contact is gegroeid tot gezellig, oprecht en intensief. Ik kan zeggen, we zijn 
een teampje geworden! Beste Kiek, jij zorgde vaak voor een relativering van het geheel waardoor 
ik weer met een glimlach verder kon! Ik heb nog erg leuke herinneringen aan mijn eerste congres 
in Oslo en de vele keren dat je gewoon even binnen kwam lopen om te vragen hoe het ging. 
Het zesde kernteamlid, Annemarijke Boonstra. Beste Annemarijke, jij sluit de rij, ik wil je heel 
hartelijk danken voor alle zeer relevante en uitgebreide commentaren (vaak al met een alternatief ) 
op onderzoeksvoorstellen, promotieplannen, operationalisaties en uiteindelijk de manuscripten.

Naast het kernteam waren er vele ProCP-ers die het onderzoek vorm gaven, ondersteunden en 
leuk maakten! Lieve Grieke, jij hebt veel betekend voor het ProCP onderzoek en heel veel werk 
verzet! Leuk dat we afgelopen zomer samen op een congres waren. Helaas geen tropisch oord 
of bruisende wereldstad maar wel een mooie kroon op ons werk! Naast Grieke waren er nog 
twee “toppers”! Lieve Nynke en Barbara, ontzettend bedankt voor al jullie werk en voor jullie 
gezelligheid! Ik beloof…….ooit komen de IPZ-data nog in een artikel (ik zie ons nog zitten met 
de grote kartonnen met teksten en de vele bestanden)! 
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De leden van de beoordelingscommissie, Professor dr. J.G. Becher, Professor dr. M.J. Jongmans 
en Professor dr. C Vlaskamp, wil ik hartelijk danken voor het lezen en beoordelen van het 
manuscript.

Speciaal wil ik hier ook noemen de ProCP- coördinatoren en de deelnemende revalidatiecentra 
en mytylscholen. Beste Jans, Eline en Heleen (Roessingh/ OCR), Nienke en Wytske (Revalidatie 
Friesland/ school Lyndensteyn), Minou en Wilma (Blixembosch/ Mytylschool Eindhoven), 
Marjolijn, Mariette, Esther en Baukje (Sophia Revalidatie/ De Piramide) en Kiek en Willy 
(Beatrixoord/ mytylschool Prins Johan Friso) bedankt voor alles wat jullie geregeld hebben en voor 
jullie betrokkenheid. Ik hoop dat het ProCP vervolgtraject in jullie centra en op de scholen een voor 
jullie merkbaar resultaat oplevert. Ik vond (en vind) het leuk om met jullie samen te werken!

Op deze plaats wil ik ook de eerste ProCP-er, Koop Reynders, bedanken! Beste Koop, bedankt voor 
dit mooie en zeer leerzame project en jou inspanningen en betrokkenheid in de eerste jaren. 

Dan de mannen van de statistiek. Beste Pieter, dank voor het meedenken, oplossen, verder denken 
en je betrokkenheid, maar vooral voor de dansjes op de gang! Beste Roy, Leontien had me al veel 
over je verteld maar je hebt het allemaal waar gemaakt! Dank voor mijn MEGA-bestand en de 
kennismaking met de Multi-level analyses waar ik me in de toekomst nog meer in hoop te verdiepen! 
En om bij het NCG (sorry, tegenwoordig SHARE) te blijven, Truus van Ittersum. Beste Truus, 
jij stond aan de basis van mijn eerste artikel waarvoor je de literatuursearch deed en ook daarna 
bleef je geïnteresseerd. Naast deze Groningse groep was er ook nog een heel belangrijk iemand in 
Nijmegen, Hanneke Meulenbroek. Beste Hanneke, ik kan heel kort zijn, sinds jij de manuscripten 
op Engels corrigeert en de stukken redigeert worden ze geaccepteerd, proefondervindelijk bewezen 
in 100% van de cases, thanks!

Naast de directe ProCP betrokkenen heb ik het netwerk van de kinderrevalidatie in Nederland als 
heel waardevol ervaren. Leuke herinneringen aan gezellige congressen en andere dagen. Speciaal wil 
ik bedanken de PERRIN-groep. Beste PERRIN-ers, de vlieger is mijn inziens een prachtsymbool 
voor de vaak hoog opstijgende ideeën en voeten van de vloer mentaliteit! Bedankt voor het altijd 
meedenken, enthousiasmeren en de kaartjes op soms lastige momenten. Hopelijk komen er nog 
veel congressen met vele vliegers! Marjolijn Ketelaar voor jou een speciaal woord van dank. Dank 
voor al je tijd, je tips en betrokkenheid ook op persoonlijk vlak. Jeanine Voorman, dank voor de 
vele telefoontjes en gezellige mailtjes en kaartjes (ik kom snel een keer langs, ECHT!)! 

PERRIN leidde ook tot mijn contact met Renate Siebes. In vele opzichten een waardevol contact. 
Ha die Ren, nooit gedacht dat die GrUt samenwerking ‘Ut zou worden! Dank voor de leuke 
samenwerking en je goede zorgen! Geniet nog maar even van je rust want………

En naast ProCP nog heel veel meer! Lieve co-aio’s, lieve ex-co-aio’s, lieve kamergenoten, ontzettend 
bedankt! Eerst Leontien, Marije, Rients, Sandra, Wietske, Grieke en Anuschka en nu Juha, Aline, 
Henk, Carolin, Lonneke, Jaap en Gerda, bedankt voor alle koffie, glaasjes water bij tranen, 
uitstapjes, rotopmerkingen, mee-genieten, mee-balen, laminaatvloertjes, theepauzes met lekkers, 
borrels om van alles. Kort samengevat, dank voor de super leuke werkplek die het mogelijk maakte 
dit onderzoek te doen en het vol te houden! Ik hoop dat we elkaar zullen blijven zien! Juha, voor 
jou wil ik graag een stelling toevoegen: “Het leven is een bitterbal, niemand weet hoe die rollen 
zal”! Lieve Leontien, nu het af is hoop ik dat de frequentie van de lunches in Utrecht toe zullen 
nemen. Lieve Sandra, we zien elkaar iets minder maar bedankt voor je vriendschap en dat je me 
aan het “knutselen” hebt gekregen! Lieve Jannie, dank voor al je lieve ondersteuningen en peptalks. 
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Ik weet nu in welke Oostwold ik moet zijn om je op te zoeken! Lieve Marije (en natuurlijk ook 
de twee andere Elf-jes), van collegaatje naar iemand die heel belangrijk voor me is. Dank voor het 
thuisgevoel in Groningen en nog heeeeeeeel veel meer!

Lieve paranimfen, Bar en Chickie, ik weet eigenlijk niet zo goed hoe ik jullie moet bedanken! Voor 
jullie beiden geldt, ALTIJD gezellig, ALTIJD feest! Leuke lunches overal in Nederland, lekker 
weekendje weg, een avondje goed stappen en voor iedereen klaar staan, perfecte nimfen (tenminste 
als jullie de ganzenpas nu eindelijk onder de knie hebben) en nog perfectere vriendinnetjes! Tot 
snel, ik heb er nu al zin in!

Dan mijn (onze) vrienden. Hoe vaak hebben jullie niet gehoord…. ik wou dat het af was…..nou….
HET IS AF! Dank voor al jullie steun, relativerende grappen, leuke weekendjes weg, carnavals, 
festivals en andere gezelligheden! 

En voordat ik mijn familie wil bedanken een woord van dank aan mijn bijna-schoon-familie 
(ja, Monique nu is het echt bijna). Lieve van Asseldonkjes, dank voor de gezelligheid en de vele 
bezoekjes in het verre Groningen (“er gaat niets boven Groningen, nee want daar……”). Gelukkig 
hoeven jullie nu niet meer te stoppen voor koffie onderweg! 

Dan last but not least de Nijhuisjes! Lieve Mark, dank voor al je lieve sms-jes en de heerlijke 
ontspanningsmomenten bij jou thuis en bij jouw “tante”! Je bent een voorbeeld voor me, je leert 
me genieten. Lieve Frouk, ver weg maar toch heel dichtbij. Wat ben ik trots op je, je maakt je 
dromen waar (ook al is het soms moeilijk). Een wereld zus! Lieve Maart, al lang geen klein broertje 
meer maar een vent waar je op kan bouwen (letterlijk en figuurlijk)! Je fameuze stevige knuffels 
doen me (vaak) goed! Ongelooflijk bedankt voor de prachtige voorkant van mijn boekje (dat je 
het vol hield!). En broertjes bij deze zwart op wit, morgen hoef ik niets dus ik ga vanavond niet 
eerder naar huis dan jullie. En dan, lieve Pap en Mam, zonder jullie geen boekje! Jullie leerden 
me doorzetten, keuzes te maken en te genieten van de dingen die op je pad komen. Hoe moeilijk 
ik het soms ook vind om het juiste pad te kiezen ik weet dat jullie mee zullen gaan! Dat is een 
heerlijk gevoel. “A person is a person through other people” en ik ben ontzettend blij en trots dat 
ik jullie dochter ben! Bedankt voor mijn heerlijke thuis (nu lekker dichtbij). 

Lieve Edwin, lieve Simply-the-Bestert! In één woord kan ik het echt niet zeggen! Ik denk dat je 
weet dat ik je KEIdankbaar ben voor al je steun, gezellige afleidingen, computerstuff, de prachtige 
opmaak en het vele geduld dat je met me had. Maar waarvoor ik je het meest wil bedanken zijn 
……..al onze specials de afgelopen jaren: The starbucks everywhere, Chicago, Monaco, Nice, 
Mt Robson, de hotsprings, Lake louise, San Gimignano (en de ijsjes), PARIJS (JA in Jardin des 
Tuileries), Boston (en Newbury street), Barcelona, Rome (en hotel Bianca), Concert Coldplay 
(Green Eyes op Alpine Valley) maar ook het skaten en varen in Friesland, het stappen in Amsterdam, 
carnaval in Zijtaart en nog heel veel meer. Laten we deze lijst nog veel langer maken!  
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Bianca Nijhuis werd geboren op 27 september 1977 te Almelo. Na het behalen van haar HAVO 
diploma aan het Pius X College te Almelo in 1994 vervolgde zij haar middelbare school opleiding 
aan het Kandinsky College te Nijmegen, waar zij haar atheneumdiploma behaalde in 1996. In 
datzelfde jaar begon zij met de opleiding Bewegingswetenschappen aan de Vrije Universiteit 
van Amsterdam, die zij in augustus 2001 afrondde met een doctoraalexamen in de richting 
Bewegingscoördinatie, Leren en Ontwikkelen. Tijdens haar afstudeerstage op de afdeling 
Kinderfysiotherapie van het UMC St. Radboud te Nijmegen en een buitenland stage in Boston 
op het Physical Therapy Department van de Boston University maakte zij kennis met (toegepast) 
onderzoek in de kinderrevalidatie. Tijdens deze stages werd haar enthousiasme gewekt om dicht 
bij het zorgproces en in samenwerking met de vele betrokkenen zoals de kinderen zelf, hun ouders 
en de zorgprofessionals, onderzoek te doen. 

Op 1 januari 2002 werd zij aangesteld als AIO bij het Centrum voor Revalidatie van het Universitair 
Medisch Centrum Groningen. Het doel van haar promotieonderzoek betrof het beschrijven van 
het samenwerken tussen ouders, revalidatieprofessionals en onderwijsprofessionals in de zorg voor 
kinderen met een Cerebrale Parese (de ProCP studie). Het betrof beschrijvend onderzoek naar de 
organisatie van samenwerken tussen 5 kinderrevalidatiecentra en 5 mytylscholen in Nederland. 
Daarnaast richtte het onderzoek zich op de kwaliteit van de gezinsgerichte zorg en de inhoud en 
kwaliteit van hulpvragen, kernproblemen en hoofddoelen van de kinderen en hun ouders. De 
ProCP studie is een deelstudie van het landelijke onderzoeksprogramma PERRIN (Paediatric 
Rehabilitation Research in the Netherlands). 

Vanaf 1 december 2007 zal zij gaan werken als docent Gehandicaptenzorg bij het Departement 
Pedagogische en Onderwijskundige Wetenschappen van de Universiteit Utrecht. Daarnaast 
houdt zij zich bezig met het implementeren van de bevindingen uit het ProCP onderzoek in de 
deelnemende instellingen om het beoogde resultaat van het verbeteren van de zorg voor kinderen 
met CP en hun ouders te bewerkstelligen.
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