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What parents find important

3.1 Introduction

In the support of persons with chronic illnesses and/or disabilities, the concept of 

family-centred care or family-centred services (FCC) has gained increasing interest 

over the last 20 years (Dunst, Trivette, Davis & Cornwell, 1988; Epse-Sherwindt, 

2008; King, Rosenbaum & King, 1996b; King, Teplicky, King & Rosenbaum, 2004). In this 

context support is defined as “resources and strategies that aim to promote the 

development, education, interests, and personal well-being of a person and enhance 

individual functioning” (American Association on Intellectual and Developmental 

Disabilities [AAIDD], 2010, p.224). Whereas chronic health problems were initially  

approached using the medical model, with its focus on professionals as experts, 

over the past few decades a shift has taken place to a model in which the needs of 

the child with chronic illnesses and/or disabilities are placed at the centre of care, 

in the context of the family and community (MacKean, Thurston & Scott, 2005). FCC 

recognizes that each family is unique and a constant factor in a child’s life (King et 

al., 2004). In cooperation with service providers the family can make informed deci-

sions about the support needed, corresponding with their child’s needs and wishes. 

This collaborative relationship or partnership between professionals and parents 

is one of the key elements of FCC (MacKean et al., 2005; Espe-Sherwindt, 2008). 

With regard to the support of persons with profound intellectual and multiple  

disabilities (PIMD), there are no data on the family-centredness of services, as far as 

we know. Persons with PIMD are characterized by profound intellectual and profound 

or severe motor disabilities (Nakken & Vlaskamp, 2007). Communication of persons 

with PIMD is mainly preverbal and they are totally dependent on others in their 

daily lives. Many of them are confined to a wheelchair, frequently with little or no 

use of their hands or arms, along with difficulties in maintaining posture balance. 

Another characteristic of persons with PIMD is their extensive ‘additional’ impair-

ments: sensory disabilities, seizure disorders, chronic pulmonary infections and 

skeletal deformations (Dunn, 1991; Evenhuis, Theunissen, Denkers, Verschuure & 

Kemme, 2001; Hogg, 1992; Janicki & Dalton, 1998; Oberlander, O’Donnell & Montgomery, 

1999; Zijlstra & Vlaskamp, 2005). It goes without saying that this is a chronic, life-

long condition, starting from birth or early childhood, as is the case with many chil-

dren in pediatric rehabilitation. However, there are also many differences between 

the two groups in terms of models of service delivery, specific aims and length of  

‘treatment’. Persons with PIMD need high levels of support if they are to engage 

meaningfully socially or educationally. Beside it, they will continue to require high levels 

of personal care. Because of this the role that parents play is a very important 

one. Given the severity and complexity of their disabilities, parents of children with 

PIMD are often spokespersons for their children, as their children cannot speak for 

themselves. Accordingly, parents are essential in formulating the needs and wishes  

of their children. Due to their detailed knowledge of their children, parents of children 

with PIMD should be considered as experts in their care (De Geeter, Poppes & 

Vlaskamp, 2002). 

Abstract

Background The importance of a partnership between parents and professionals 

 in the support of children with disabilities is widely acknowledged

 and one of the key elements of ‘family-centred care’. To what  

 extent family-centred principles are also applied to the support 

 of persons with profound intellectual and multiple disabilities 

 (PIMD) is not yet known. 

Aim The purpose of this exploratory study was to examine what  

 parents with a child with PIMD find important in the support of 

 their child. In addition, we examined which child or parent 

 characteristics influence these parental opinions. 

Method In total, 100 parents completed an adapted version of the Measure  

 of Processes of Care. Mean unweighted and weighted scale scores 

 were computed. Non-parametric tests were used to examine  

 differences in ratings due to child (gender, age, type and number 

 of additional disabilities, type of services used, and duration of 

 service use) and parent characteristics (gender, involvement with 

 support and educational level).

Results Parents rated situations related to ‘Respectful and Supportive 

 Care’ and ‘Enabling and Partnership’ with averages of 7.07 and 6.87

 respectively on a scale from 1 to 10. They were generally satisfied 

 with the services provided, expressed in a mean score of 6.88  

 overall. The age of the child significantly affected the scores for 

 ‘Providing Specific Information about the Child’. Parents of children 

 in the ‘6-12 years’ age group gave sinificantly higher scores on

 this scale than did parents of children in the ‘≥ 17 years’ age group

 (U = 288, r = -.34).

Conclusion This study shows that parents with children with PIMD find  

 family-centred principles in the professional support of their 

 children important. Although the majority of parents are satisfied 

 with the support provided for their children, a substantial minority 

 of the parents indicated that they did not receive the support 

 they find important. 
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1 In The Netherlands parents with a child with PIMD can choose from an extensive system of professional services, 

such as different types of schools for special education, with or without therapy services, daycare  centres or 

residential facilities. 

What parents find important

found in parental satisfaction relates to maternal education (Bodin et al., 2007). The 

abovementioned studies also found no significant relationships between parental 

satisfaction and the number of disabilities, parental age, ethnicity, family income, 

or the child’s gender. As far as we know, no data are available on the relationship 

between these characteristics and parental satisfaction for children with PIMD.

The purpose of this study was to examine what parents find important in the support 

of their children with PIMD and to examine whether this opinion is related to the 

children’s characteristics (gender, age, type and number of additional disabilities, 

type of services used (e.g. residential facility, school, daycare centre, etc.), or the 

duration of service use) and the characteristics of the parents (gender, involvement 

with support and educational level).  

3.2 Method

3.2.1 Participants 

The participants were parents with a child with PIMD. Inclusion criteria were:

• The child has a developmental age of up to 24 months and motor disabilities that 

 prevent independent mobility (Nakken & Vlaskamp, 2007).

• The child receives care from professional service providers, such as a residential

 facility or a daycare centre1. 

3.2.2 Measurements

The opinion of parents about the support of their child was measured with an 

adapted version of the Dutch version of the Canadian Measure of Processes of 

Care (MPOC) (Van Schie, Siebes, Ketelaar & Vermeer, 2004). The MPOC was developed 

in the field of pediatric rehabilitation and is a 56-item self-administered parent 

questionnaire that was developed to measure parental experiences and perceptions 

of the care provided by healthcare professionals (King et al., 1996b). 

The items from the original Canadian MPOC and the Dutch MPOC (MPOC-NL) cover 

five scales: (1) Enabling & Partnership (16 items); (2) Providing General Information (9 

items); (3) Providing Specific Information about the Child (5 items); (4) Coordinated & 

Comprehensive Care for Child and Family (17 items); and (5) Respectful & Supportive 

Care (9 items) (King et al., 1996b). Each item can be scored on a 7-point scale ranging 

from ‘not at all’ (1) to ‘to a very great extent’ (7), with an additional ‘not applicable’ 

category. The values of the response options (2) through (6) are, respectively, ‘to a 

very small extent’, ‘to a small extent’, to a moderate extent’, ‘to a fairly great extent’ 

and ‘to a great extent’ (King, King & Rosenbaum, 2004). Each of the items asked the 

parents to what extent a certain ‘behaviour’ was exhibited by the care providers 

at the centre working with their child. Each item was presented as a question, ‘To 

what extent did the people who worked with your child in the last year…’ followed by 

However, parents can only play this role if the facilities which deliver services to the 

children and parents are equipped with a kind of framework in which this parental 

expertise can be embedded. For example, before parents can contribute their  

expertise and make decisions about the best kind of support for their children, they 

must be informed about all the available options in terms of therapy, living environment, 

daily activities, etc. (De Geeter et al., 2002). 

As mentioned above, partnership is one of the key elements of FCC. In order to deliver 

FCC and cooperate with parents, it is important for organizations to know what 

parents with children with PIMD think about what is done by service providers and 

about how often it is done. However, in addition to being aware of these views about 

the support provided, it is even more crucial to know what parents find important 

in the support of their children. If parents find certain aspects of the services provided 

important, and these aspects are indeed provided, a logical assumption is that  

parents will then be satisfied with the support their child receives. Likewise, service 

providers may have opinions about the support they provide in terms of its impor-

tance and frequency. The results of a study conducted by Neece, Kraemer & Blacher 

(2009) suggest that there is a relationship between what service providers do and 

how satisfied parents feel. Therefore, when the opinions of parents about what is 

done and how often it is done by service providers correspond with the opinions of 

service providers, it is reasonable to conclude that a foundation for cooperation 

has been laid.

The opinion of parents about what is important for their child may depend on the 

specific characteristics of the child, such as age or type and number of additional  

disabilities. The characteristics of the parents may also influence their opinion 

about or satisfaction with the care their child receives. Various studies in other  

fields (e.g. pediatric neuropsychology, mental health care, or care for persons with 

mental or physical disabilities) in other countries (Sweden, U.K. and the U.S.A.)  

however, have examined the relationship between parental satisfaction with child 

care and a variety of demographic variables. The variables that have been studied 

include sex and age of parent, age of child, maternal education, ethnic group, and 

disability severity (King, King & Rosenbaum, 1996a; Godley, Fiedler & Funk, 1998; Granat, 

Lagander & Börjesson, 2002; McConachie & Logan, 2003; Bjerre et al., 2004; Bodin et 

al., 2007). The results of these studies, however, are not unambiguous. Some studies 

show a negative correlation between the age of the child and parental satisfaction, 

suggesting that the parents of younger children view their services more positively 

(Granat et al., 2002; McConachie & Logan, 2003; Bjerre et al., 2004), while other 

studies have not found such a relationship (Godley et al., 1998; Bodin et al., 2007). 

Furthermore, significant differences were found in parental satisfaction in relation 

to disability type by Granat et al. (2002), while McConachie & Logan (2003) and Bodin 

et al. (2007) did not find differences. Another significant difference that has been 
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Table 1 

Items and scaling of the MPOC-NL-PIMD

Item descriptiona

Enabling & Partnership (EP) (14 items)

• Fully explain the individualized support programme choices to you?

• Tell you about the options for support or services for your child (e.g., equipment, 

 day-activities, school or support)? 

• Trust you as the ‘expert’ on your child?

• Anticipate your concerns by offering information even before you ask?

• Make sure you had a chance during visits to the service provider (e.g., residential 

 facility, special educational centre, daycare centre) to say what is important to 

 you?

• Let you choose when to receive information and the type of information you 

  want? 

• Tell you about the reason for support or equipment?

• Provide opportunities for you to make decisions about certain methods or  

 treatment?

• Recognize that your family has the final say regarding the individualized support 

 programme for your child?

• Consult with you when discussing equipment or the implementation of specific 

 interventions or support?

• Tell you about details about your child’s services, such as the reasons for the 

 support, the type of support and its duration?

• Make sure you had opportunities to explain what you think are important  

 treatment goals? 

• Make you feel like a partner in your child’s support?

• Listen to what you have to say about your child’s needs for equipment or specialized 

 services for persons with profound intellectual and multiple disabilities?

Providing Specific Information about the Child (PSI) (3 items)

• Tell you about the results from therapeutic (e.g. physical/occupational therapist, 

 speech therapist, dietician) or psychological assessments?

• Provide you with written information about your child’s activity during the provided 

 support?

• Provide you with written information about your child’s progress?

an item describing a specific action or behaviour of the care provider, for example  

‘…accept you and your family without judging?’. 

The instrument has become a widely used measure, translated into five languages 

and distributed to 23 countries around the world (King et al., 2004). Both the original 

Canadian MPOC and the MPOC-NL have sound psychometric properties with Cron-

bach’s α ranging from 0.80 to 0.96 and ICCs (intraclass correlation coefficient) 

ranging from 0.78 to 0.94 (King et al., 1996a; Van Schie et al., 2004). The MPOC-NL 

was supplemented with importance ratings. In addition to the original item scales, 

participants are asked to rate concurrently the importance of a behaviour (item) 

in family-centred care provision on a 5-point scale ranging from (0) ‘not at all  

important’ to (4) ‘very important’. The values of the response options (1) through (3) 

are ‘not very important’, ‘neutral’ and ‘important’ respectively (Siebes et al., 2007b).

In the current study, minor adjustments were made to the MPOC-NL to adapt it 

to a different target group. These adjustments concerned terminology and questions 

not suitable for the target group. Hence, some concepts and questions were  

formulated differently (e.g. the term ‘patient’ was replaced by ‘client’ and ‘therapy’  

by ‘support’). Finally, the ‘Providing General Information’ scale was omitted. This 

scale contains questions about, for example, information gathering and contact 

with other parents. The reason for its omission is that there is an important  

difference in the information requirement for parents with children with PIMD and 

parents with a chronically ill child admitted to a rehabilitation clinic. It is obvious 

that those parents need different information about the methods and procedures 

in their new situation. The adjusted questionnaire (MPOC-NL-PIMD) consists of four 

scales covering 39 items: (1) Enabling & Partnership (14 items); (2) Providing Specific 

Information about the Child (3 items); (3) Coordinated & Comprehensive Care for 

Child and Family (16); and (4) Respectful & Supportive Care (6 items) (see Table 1). 

(Table continues)a Each item begins with, ‘To what extent did the people who worked with your child in the last year…’
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limitations, general health problems, service type (e.g. residential facility, school, 

daycare centre etc.) and the duration of service use. 

To assess validity, a principal component analysis with varimax rotation was conducted 

using data from 100 participants. An a priori interest test for four factors was 

conducted to confirm the four-factor structure of the MPOC-NL-PIMD. Four  

factors with eigenvalues of at least 1.0 were identified, accounting for 64.2% 

of the variance, with factor 1 accounting for 18.6% of the variance, factor 2  

accounting   for 15.7%, factor 3 accounting for 14.0% and factor 4 accounting for 12.0%.  

The internal consistency of the four subscales was analyzed by calculating Cron-

bach’s α. They were 0.84 (Respectful & Supportive Care), 0.93 (Coordinated and 

Comprehensive Care for Child and Family), 0.90 (Enabling & Partnership) and 0.63  

(Providing Specific Information about the Child) respectively. Pearson’s product- 

moment correlation coefficient (r) was used to analyze the correlation between the 

scales. All the scales correlated significantly with the other scales (p <0.01). With r 

ranging from 0.55 to 0.92, the Pearson correlations were good. Overall, the psycho-

metric quality of the MPOC-NL-PIMD seemed adequate.

3.2.3 Procedure

Using BOSK, a Dutch organization for parents with children with disability, 600  

parents were invited by mail to fill in the MPOC-NL-PIMD. For this pilot, only the 600 

BOSK members who chose ‘Multiply Disabled’ as their area of attention were sent 

an invitation to take part in this study. The questionnaire was accompanied by a 

letter concerning the purpose of this study and the conditions for participation. All 

the participants were also assured of anonymity and confidentiality. If a child did not 

belong to the target group or the parents did not wish to participate, the parents 

were asked to declare this on the return form and send it back within two weeks in 

a prepaid envelope. 

3.2.4 Analysis

An MPOC scale score was calculated as the mean of the ratings for the items in the 

scale. As the items were not weighted, a scale score could range from 1.00 to 7.00.

To get an overall view of the parents’ satisfaction with the care provided, the mean 

unweighted MPOC scale scores were computed. Since not all items were equally 

important to all parents, scale scores were corrected by calculating weighted scale 

scores, using the respondent’s ratings of each item’s importance (on a scale from 

1 to 7). To improve the interpretability of these weighted scale scores, weighted 

grades on a scale from 1 to 10 (like the Dutch school grades) were calculated (Siebes 

et al., 2007) (see Table 2 for formulas). 

Coordinated and Comprehensive Care for Child and Family (CCC) (16 items)

•Suggest proposals that fit with your family’s needs and lifestyle?

•Take the time to establish rapport with you when changes occur regarding the 

support of your child?

• Discuss with you everyone’s expectations for your child, so that all are agreed on 

 what is best?

• Make sure that your child’s needs and wishes are known to all persons working 

 with your child, so that your needs and wishes are communicated between  

 service providers?

• Provide ideas to help you work with the healthcare system?

• Recognize the demands of caring for a child with special needs?

• Look at the needs and wishes of your ‘whole’ child (e.g., at mental, emotional and 

  social needs) instead of just at the physical needs?

• Show sensitivity for your family’s feelings about having a child with special needs 

 (e.g., your worries about your child’s health or function)?

• Follow up at the next appointment on any concerns you discussed at the previous 

 one?

• Make sure that the direct support professional of your child is involved with your 

 child for at least six months in a row?

• Develop both short-term and long-term goals for your child?

• Plan cooperatively so that they all work towards the same goals?

• Make sure you are informed ahead of time about any changes in your child’s care 

 (e.g., support, service providers, programmes or equipment)?

• Seem to be aware of your child’s changing needs as he/she grows?

• Make themselves available to you as a resource (e.g., emotional support, advocacy, 

 information)?

• Give you information about your child that is consistent from person to person?

Respectful & Supportive Care (RS) (6 items)

• Accept you and your family in a nonjudgmental way?

• Give you the impression that they are well informed about the personal 

 circumstances of your child and your family?

• Provide a caring atmosphere rather than just give you information?

• Help you to feel competent as a parent?

• Provide enough time to talk to you so you do not feel rushed?

• Treat you and your family as people rather than as a ‘case’ (e.g., by not referring 

 to you or your child by diagnosis)?

Additionally, questions were asked about the gender and date of birth of the child, 

and the gender, country of birth and the educational level of the parents. Next, 

parents were asked about their children’s additional disabilities, such as sensory  

Table 1 (continued)
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Table 2 

Formulas for converting MPOC scale scores or MPOC item scores into weighted 

scores and grades

s
w
 =            (b(-7 + m) + 4 (7 + m))

g
w
 = 3/2s

w
 - 

m unweighted MPOC scale score or item score (scale: 1 – 7); s
w
 weighted MPOC scale score or item score (scale 1 – 7); 

b score for the importance of a scale or individual items according to the respondents, with 0 = not at all important, 

1 = not very important, 2 = neutral, 3 = important and 4 = very important; g
w
 weighted MPOC grade for scale or item 

(scale: 1–10).  

Scores produced by the MPOC were ordinal because of the seven-point response 

option (varying from ‘never’ to ‘to a great extent’). Following Streiner and Norman 

(1995), ordinal data can be analyzed with parametric statistics unless severely 

skewed. Therefore, the distributions of MPOC scale scores were examined. These 

scores appeared not to be normally distributed. As a consequence, non-parametric 

tests were used to examine the differences in ratings related to the gender of 

the parents, their country of birth, the gender of the children and the type of ad-

ditional disabilities (Mann-Whitney), and to examine differences in ratings related 

to involvement with support, educational level, service type, service use duration 

and the child’s age (Kruskal-Wallis). Spearman’s correlation coefficient was used to 

analyse associations between scale scores and the number of additional disabilities 

(Field, 2009).   

3.3 Results

3.3.1 Characteristics of the participating parents and their children

A total of 152 parents (25.3%) returned the questionnaire. Of these parents, 41 

(27%) pointed out that their child did not belong to the target group and 11 par-

ents (7.2%)  did not wish to participate in the study. Therefore, 100 (65.8%) of the 

152 questionnaires returned could be used in this study. The characteristics of the 

parents are displayed in Table 3, those of the children in Table 4.

Table 3 

Characteristics of the participating parents 

N=100 %

Identity of respondent

Mother 78

Father 18

Other 1

Missing 3

Extent of involvement

Least involved 2

Most involved 64

As much 29

Missing 5

Country of birth

Netherlands 96

Other 4

Educational level

University degree 18

Secondary vocational training 48

Intermediate vocational training 17

Higher general secondary education 7

Lower general secondary education 5

Missing 5

1 2/

1 8/
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Table 4

Characteristics of the children 

Table 4 (continued)

N=100 %

Gender 

Male 54

Female 46

Age

2-5 14

6-12 26

13-16 21

≥ 17 37

Missing 2

Additional disabilities

Visual impairments 64

Hearing problems 19

Epilepsy 68

Reflux 21

Chronic lung infections 19

Problems with swallowing and chewing 58

Chronic obstipation 41

Behavioural problems 21

Sleeping disorders 22

Number of additional disabilities

1 6

2 22

3 22

4 24

5 9

6 10

≥ 7 6

Missing 1

N=100 %

Types of services used

Daycare centre for children 31

Residential facility 7

School 7

Combination residential facility + school 4

Combination residential facility + daycare centre for 

children

6

Other (1 setting) 12

Other combination 30

Missing 3

Length of time using services

0-2 years 13

3-5 years 25

≥ 6 years 51

Missing 11

(Table continues)
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Although parents were generally quite satisfied with the services provided, a closer 

look at the data reveals that a substantial proportion of the parents were not 

satisfied with the services provided for their children. Figure 1 shows the number 

of parents (%) who provided a negative score (<5.5) on the four MPOC-NL-PIMD 

scales compared with the number of parents who rated the scales from ≥5.5 - 

≤ 8.0 and those who submitted scores > 8.0. Of the 100 parents who completed 

the MPOC-NL-PIMD, 17, 22, 17 and 18 parents (respectively for ‘Enabling and Partner-

ship’ (EP), ‘Providing Specific Information about the Child’ (PSI), ‘Coordinated and  

Comprehensive Care for Child and Family’ (CCC) and ‘Respectful and Supportive 

Care’ (RS) were not sufficiently satisfied with the support provided by the various 

facilities.

3.3.3 Relationship with sample characteristics

No significant relationships or differences were found between the grades on 

the four scales and the characteristics of the parents or children, except for the  

characteristic ‘age of child’. The grades on the ‘Providing Specific Information about 

the Child’ scale differed significantly between the four age groups, H(3) = 8.57, p < .05. 

Mann-Whitney tests were used to follow up this finding. A Bonferroni correction 

was applied meaning that all effects were reported at a .01 level of significance.  

It appeared that parents with a child in the ‘6–12 years’ age group submitted  

significantly higher scores on the ‘Providing Specific Information about the Child’ 

scale than did parents with a child in the ‘≥ 17 years’ age group (U = 288, r = -.34). 

Although the grades on the scales ‘Providing Specific Information about the Child’ 

and ‘Coordinated and Comprehensive Care for Child and Family’ seemed to differ 

significantly between the type of services, Bonferroni corrections do not support 

these findings. See Table 6.

3.3.2 MPOC-NL-PIMD

Table 5 shows the mean unweighted MPOC-NL-PIMD scale scores, divided into two 

scales: the extent to which specific situations occurred and the extent to which 

these situations were felt to be important.

As scale scores regarding the extent to which situations occurred varied from 1 

(‘not at all’) to 7 (‘to a very great extent’), the results show that the situations 

belonging to the four scales occur from ‘to a moderate extent’ to ‘to a fairly great 

extent’, with a tendency for ‘to a fairly great extent’, according to the parents. When 

looking at the importance scores, varying from 0 (‘not at all important’) to 4 (‘very 

important’), on average parents found the situations relating to the four scales 

‘important’ to ‘very important’, with a tendency towards ‘important’. 

Table 5 also shows the weighted scores and grades by scale. Parents were on average 

satisfied with the support provided for their child, given a mean grade of 6.88 over 

the four scales. The situations within the scale ‘Respectful and Supportive Care’ 

were rated the most positively (m=7.07), whereas the situations concerning the 

scale ‘Coordinated and Comprehensive Care for Child and Family’ (m=6.77) were rated 

the least positively, but positively nonetheless.   

Table 5

Characteristics of the children

N=98 Extent 

to which 

situations 

occur

Extent to which situations are felt to 

be important

Scale ma sd mb sd mc sd md sd

Enabling and Partnership 4.71 1.15 3.31 0.45 4.91 1.05 6.87 1.58

Providing Specific Infor-

mation about the Child

4.64 1.39 3.32 0.59 4.86 1.29 6.79 1.94

Coordinated and Com-

prehensive Care for Child 

and Family

4.62 1.15 3.27 0.48 4.85 1.04 6.77 1.57

Respectful and Suppor-

tive Care

4.79 1.25 3.12 0.59 5.05 1.10 7.07 1.65

Mean 4.69 1.24 3.26 0.53 4.92 1.12 6.88 1.69

a unweighted MPOC scale scores on a scale from 1 to 7;b unweighted MPOC scale scores on a scale from 0 to 4;c 

weighted MPOC scale  scores on a scale from 1 to 7;d weighted MPOC grades on a scale from 1 to 10;

n number of respondents; m mean; sd standard deviation.
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Figure 1 Grade distribution respondents by scale
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Table 6
Mean weighted MPOC-NL-PIMD scores and standard deviations by scale and characteristics of the parents and the children

Scale EP PSI CCC RS

ma sd ma sd ma sd ma sd

Identity of parent Mother (n=76) 6.96 1.51 6.85 1.97 6.90 1.47 7.21 1.57

Father (n=18) 6.71 1.73 6.91 1.87 6.57 1.76 6.89 1.75

Other (n=1) 4.05 - 4.50 - 3.20 - 4.52 -

p .501 1.000 .436 .555

Extent of involvement Least (n=2) 8.61 0.71 7.47 1.72 8.71 0.71 9.09 1.29

Most (n=62) 6.90 1.55 6.83 2.02 6.83 1.58 7.02 1.76

As much (n=29) 6.54 1.63 6.67 1.91 6.42 1.57 6.84 1.38

p .095 .831 .083 .139

Country of birth Netherlands (n=94) 6.91 1.53 6.83 1.89 6.80 1.55 7.09 1.64

Other (n=4) 5.92 2.65 5.75 3.08 6.71 2.04 6.64 1.89

p .788 .495 .619 .654

Educational level University degree (n=18) 6.82 1.62 6.63 2.03 6.82 1.55 7.51 1.34

Secondary vocational training (n=46) 7.08 1.60 7.26 1.81 6.94 1.69 7.16 1.79

Intermediate vocational training (n=17) 6.41 1.30 5.90 2.14 6.44 1.08 6.78 1.41

Higher general secondary education (n=7) 6.41 2.12 6.94 1.62 6.75 2.10 6.87 2.12

Lower general secondary education (n=5) 7.50 1.11 5.70 2.47 6.72 1.53 6.69 2.00

p .258 .167 .597 .578

Gender child Male (n=53) 7.01 1.55 6.65 2.10 6.90 1.57 7.14 1.63

Female (n=45) 6.70 1.61 6.95 1.73 6.62 1.56 6.99 1.68

p .285 .394 .452 .598

Age child 2-5 years (n=14) 7.56 1.30 6.87 2.20 7.65 1.17 7.70 1.42

6-12 years (n=26) 7.19 0.94 7.76 1.30 7.10 1.01 7.36 1.07

13-16 years (n=20) 6.77 1.69 1.54 1.65 6.63 1.68 7.00 2.03

≥ 17 years (n=37) 6.51 1.83 6.34 2.19 6.38 1.73 6.74 1.76

p .192 .036* .303 .056

Additional disabilities Visual impairments (n=62) 7.07 1.50 7.05 1.89 6.90 1.60 7.20 1.71

p .103 .067 .220 .136

Hearing impairments (n=19) 6.66 1.47 6.53 1.55 6.45 1.49 6.76 1.86

p .437 .293 .267 .411

Epilepsy (n=67) 6.83 1.57 6.62 1.85 6.71 1.62 7.12 1.6.8

p .792 .142 .613 .487

Reflux (n=21) 6.71 1.44 6.43 1.86 6.62 1.54 6.88 1.69

(Table continues)a weighted MPOC grades on a scale from 1 to 10 

n number of respondents; m mean; sd standard deviation ; EP Enabling and Partnership; PSI Providing Specific Information 

about the Child; CCC Co-ordinated and Comprehensive Care for Child and Family; RS Respectful and Supportive Care

* p < .05
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Scale EP PSI CCC RS

ma sd ma sd ma sd ma sd

Additional disabilities p .277 .336 .451 .491

Chronic lung infections (n=19) 6.65 1.72 6.93 1.72 6.68 1.79 6.89 1.55

p .637 .719 .943 .424

Problems with swallowing and chewing (n=56) 6.95 1.49 7.08 1.79 6.85 1.56 7.05 1.62

p .914 .081 .742 .855

Chronic obstipation (n=41) 6.64 1.67 6.57 1.99 6.53 1.64 6.77 1.73

p .249 .439 .282 .139

Behavioural problems (n=20) 6.35 1.99 6.11 2.69 6.35 1.96 6.76 1.86

p .284 .282 .393 .405

Sleeping disorders (n=22) 7.00 1.69 7.15 2.33 6.87 1.75 6.97 1.62

p .861 .197 .820 .655

Number of additional 
disabilities

1 (n=6) 6.62 1.60 6.98 1.70 6.92 1.46 7.06 1.37

2 (n=22) 6.70 1.80 6.23 2.19 6.66 1.70 7.13 1.75

3 (n=22) 7.31 1.45 7.30 1.95 7.12 1.23 7.51 1.56

4 (n=24) 6.99 1.20 7.30 1.54 6.77 1.15 7.11 1.36

5 (n=9) 6.78 1.89 6.22 1.79 6.44 2.11 6.72 1.91

6 (n=10) 6.15 2.10 6.62 1.68 6.42 2.37 6.34 2.23

7 (n=4) 7.43 1.25 6.72 2.34 7.34 1.97 7.58 1.59

8 (n=1) 5.48 - 1.50 - 6.12 - 4.97 -

9 (n=1) 5.93 - 6.65 - 5.54 - 5.19 -

p .560 .885 .579 .311

Type of services Daycare centre for children (n=30) 7.30 1.54 7.35 1.83 7.32 1.57 7.41 1.67

Residential facility (n=7) 6.26 2.09 5.22 2.41 5.59 1.90 5.85 1.47

School (n=7) 6.19 1.07 5.92 2.44 6.19 1.07 6.24 1.23

Combination residential facility + school (n=4) 5.38 1.72 5.15 2.15 5.45 134 6.36 1.69

Combination residential facility + daycare centre  
for children (n=6)

7.14 0.82 6.24 1.04 7.09 0.66 7.40 0.86

Other (1 setting) (n=12) 7.38 1.04 7.64 2.01 7.29 1.11 7.65 0.96

Other combination (n=30) 6.78 1.72 6.76 1.60 6.62 1.65 7.14 1.91

p .120 .027* .039* .135

Length of time using services 0-2 years (n=13) 7.50 1.42 6.86 2.67 7.52 1.39 7.56 1.64

3-5 years (n=25) 6.80 1.58 7.23 1.66 6.76 1.76 7.10 1.70

≥ 6 years (n=51) 6.96 1.51 6.82 1.74 6.71 1.43 7.05 1.63

p .248 .687 .182 .574

Table 6 (continued)

a weighted MPOC grades on a scale from 1 to 10 

n number of respondents; m mean; sd standard deviation ; EP Enabling and Partnership; PSI Providing Specific Information 

about the Child; CCC Co-ordinated and Comprehensive Care for Child and Family; RS Respectful and Supportive Care

* p < .05
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De Goede & Van Dijk, 2003). Due to the procedure chosen, it was not possible to 

send a reminder letter after a specific amount of time to the parents who did not 

return the questionnaire. Another explanation for the low response rate could be 

the differences in the definition of the target group. For this pilot, BOSK members 

who chose ‘Multiply Disabled’ as their area of attention were sent an invitation to 

participate in the study. However, a substantial number (27%) of the returned ques-

tionnaires reported that the child did not belong to the target group. Apparently the 

term ‘Multiply Disabled’ is not suitable because it covers every person with more 

than one disability, a much broader category than this pilot’s target. Nakken and 

Vlaskamp (2007) have already noted this problem and have argued for a taxonomy 

for PIMD. Although BOSK members come from all levels of the Dutch society, the 

sample might be biased given the high percentage of highly educated parents in the 

sample.

Although the response rate was low, gathering the opinions of 100 parents on what 

they find important in the support of their children with PIMD can be regarded as 

an important first step towards defining a partnership between parents and pro-

fessionals in the support of persons with PIMD. Parents of children with PIMD have 

– more than parents of children without disabilities – frequent and early contact 

with child support service providers due to the complex needs of their children. 

Partnership between parents and service providers therefore seems essential in 

providing the care a child with PIMD needs. This partnership can best be described 

as mutual cooperation consisting of shared expertise, shared information and 

shared decision-making (De Geeter et al., 2002). A important next step to arriving 

at a partnership between parents and service providers is to examine how  

service providers judge their own support of persons with PIMD in terms of family- 

centredness, so that differences and agreements in how parents and service providers 

value the support provided become apparent. 

 

3.5 Key messages

• The adapted version of the MPOC is a valid and reliable measurement on how 

 parents value the support provided.

• Parents with a child with PIMD find family-centred principles in professional  

 support important.

• A substantial minority of parents did not receive the support they find important.

• Partnership between parents and service providers seems essential in providing 

 the support a child with PIMD needs.

• An important next step to establish a partnership between parents and service 

 providers is to examine how service providers judge their own support. 

3.4 Discussion

The purpose of this exploratory study was to establish what parents with children 

with PIMD find important in the support they and their children receive and to  

examine whether these opinions are related to the children’s characteristics (gender, 

age, kind and number of additional disabilities, service type used and duration of 

service use) and the parents’ characteristics (gender, involvement with support 

and educational level). The results show that parents on average rated the items  

covered by the four scales ‘Enabling and Partnership’, ‘Providing Specific Information 

about the Child’, Coordinated and Comprehensive Care for Child and Family’ and  

‘Respectful and Supportive Care’, as important in the care of their children. The  

assumption that parents were satisfied with the support provided if they found certain  

situations important and found that the frequency of these situations is high seems to 

be supported by the grades provided, with a mean of 6.88 (on a scale from 1 to 10). 

Although the mean grades were positive (varying from 6.77 to 7.07), further analysis 

showed that an average of 18.8% of the parents gave the facility concerned a 

grade of 5.5 or less on the four scales, which indicates dissatisfaction with the 

support provided. Similar results were found by Nijhuis et al. (2007) in the field of 

rehabilitation, with a considerable number of parents (19–38%) pointing out that 

their child did not, in their opinion, receive the care they found important. It is worth 

mentioning on the other hand that an average of 24.9% of the parents gave a grade 

of more than 8.0 on the four scales, which implies greater than average satisfaction 

with the services provided.  

When related to specific child and parent characteristics, the results show just one 

significant relationship, namely that between the age of the child and the scores 

the parents submitted on the scale ‘Providing Specific Information about the Child’. 

However, this relationship only applies to the ‘6 to 12 years’ and ‘17 years and older’ 

age groups. A possible explanation may be that parents with younger children have 

less experience of services because their children are younger and therefore perhaps 

have fewer negative experiences with the services provided. Although these findings 

correspond to findings in other research (Granat et al., 2002; McConachie & Logan, 

2003; Bjerre et al., 2004), it is not clear why this does not apply to the two other  

age groups, ‘2 to 5 years’ and ‘13 to 16 years’. The fact that no other significant  

differences in the parental ratings and the particular child and parent characteristics 

were found corresponds to findings in other studies (King et al., 1996a; Godley et al., 

1998; Granat et al., 2002; McConachie & Logan, 2003; Bjerre et al., 2004; Bodin et al., 

2007). Nonetheless, it should be noted here that due to different models of service 

delivery in different countries, comparison of these findings requires some caution.

The response rate of 152 parents out of 600 was low in this study. General  

factors that influence response rate are the respondents not being reachable, 

their refusal to participate or stopping their participation early (Landsheer, ‘t Hart, 
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