
 

 

 University of Groningen

Family matters
Luijkx, Jorien

IMPORTANT NOTE: You are advised to consult the publisher's version (publisher's PDF) if you wish to cite from
it. Please check the document version below.

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

Publication date:
2016

Link to publication in University of Groningen/UMCG research database

Citation for published version (APA):
Luijkx, J. (2016). Family matters: The experiences and opinions of family members of persons with (severe)
or profound intellectual disabilities. [Thesis fully internal (DIV), University of Groningen]. Rijksuniversiteit
Groningen.

Copyright
Other than for strictly personal use, it is not permitted to download or to forward/distribute the text or part of it without the consent of the
author(s) and/or copyright holder(s), unless the work is under an open content license (like Creative Commons).

The publication may also be distributed here under the terms of Article 25fa of the Dutch Copyright Act, indicated by the “Taverne” license.
More information can be found on the University of Groningen website: https://www.rug.nl/library/open-access/self-archiving-pure/taverne-
amendment.

Take-down policy
If you believe that this document breaches copyright please contact us providing details, and we will remove access to the work immediately
and investigate your claim.

Downloaded from the University of Groningen/UMCG research database (Pure): http://www.rug.nl/research/portal. For technical reasons the
number of authors shown on this cover page is limited to 10 maximum.

Download date: 26-05-2023

https://research.rug.nl/en/publications/32e7c70d-7413-4ae5-8c64-0a41e01a5117


i 
 

Family matters 
The experiences and opinions of family members of persons with 

(severe or profound) intellectual disabilities 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Jorien Luijkx 



ii 
 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

ISBN: 978-90-367-9215-8 

ISBN: 978-90-367-9219-6 (electronic version) 

NUR: 948 

Cover Design: Rieuwerd Tillema 

Printed by Gildeprint 

© 2016 Jorien Luijkx 



iii 
 

 
 

 
 
 

Family matters 
 
 

 The experiences and opinions of family members of persons with          
(severe or profound) intellectual disabilities 

 
 
 

Proefschrift  
 
 

ter verkrijging van de graad van doctor aan de 
Rijksuniversiteit Groningen 

op gezag van de 
rector magnificus prof. dr. E. Sterken 

en volgens besluit van het College voor Promoties. 
 

De openbare verdediging zal plaatsvinden op  
 

donderdag 27 oktober 2016 om 12.45 uur 
 
 

door  
 

Jorien Luijkx  

geboren op 29 juni 1986 
te Noordoostpolder 

 



iv 
 

Promotor 
Prof. dr. C. Vlaskamp  
 
 
Copromotor 
Dr. A.A.J. van der Putten  
 
 
Beoordelingscommissie 

Prof. dr. B. Maes 

Prof. dr. M.J. Jongmans 

Prof. dr. H.W.E. Grietens 

  



Content 

v 
 

Contents 
1 ........................................................................................................................ 1 
Introduction ...................................................................................................... 1 

1.1 Aim and questions .................................................................................. 7 
1.2 Outline of the thesis ................................................................................ 7 

2 ........................................................................................................................ 9 
How Parents Experience the Quality of Support: A Survey in Residential 
Care .................................................................................................................. 9 

2.1. Introduction ........................................................................................ 11 
2.2 Methods ............................................................................................... 14 

2.2.1 Participants and setting .................................................................. 14 
2.2.2 Instrument ..................................................................................... 15 
2.2.3 Procedure ....................................................................................... 19 
2.2.4 Analysis .......................................................................................... 19 

2.3 Results .................................................................................................. 20 
2.3.1 Response ........................................................................................ 20 
2.3.2 Client Characteristics ..................................................................... 20 
2.3.3 Overall Rate of Quality of Support ................................................ 23 
2.3.4 Scores per Subsection on Quality of Support ................................ 23 
2.3.5 Perceived Importance Per Subsection ............................................ 24 
2.3.6 Factors Related to Rated Quality of Support ................................. 24 

2.4 Discussion ............................................................................................. 25 
3 ...................................................................................................................... 31 
Does the severity of disability matter? The opinion of parents about 
professional support in residential facilities ................................................... 31 

3.1 Introduction .......................................................................................... 33 
3.2 Methods ................................................................................................ 35 

3.2.1 Participants and setting .................................................................. 35 
3.2.2 Instrument ...................................................................................... 36 
3.2.3 Procedure ....................................................................................... 39 
3.2.4 Analysis .......................................................................................... 39 

3.3 Results .................................................................................................. 40 



Content 

vi 
 

3.4 Discussion ............................................................................................. 45 
4 ...................................................................................................................... 49 
Time use of parents raising children with severe or profound intellectual and 
multiple disabilities. ....................................................................................... 49 

4.1 Introduction .......................................................................................... 51 
4.2 Method .................................................................................................. 53 

4.2.1 Participants ..................................................................................... 53 
4.2.3 Procedure ....................................................................................... 55 
4.2.4 Data collection: time use app ......................................................... 57 
4.2.5 Analysis .......................................................................................... 59 

4.3 Results .................................................................................................. 60 
4.3.1 Contracted time .............................................................................. 60 
4.3.2 Necessary time ............................................................................... 61 
4.3.3 Committed time ............................................................................. 61 
4.3.4 Free time ........................................................................................ 62 

4.4 Discussion ............................................................................................. 65 
5 ...................................................................................................................... 71 
A valuable burden? The impact of children with profound intellectual and 
multiple disabilities on family life ................................................................. 71 

5.1 Introduction .......................................................................................... 73 
5.2Method ................................................................................................... 75 

5.2.1 Participants ..................................................................................... 75 
5.2.2 Procedure ....................................................................................... 78 
5.2.3 Questionnaire ................................................................................. 78 
5.2.4 Analysis .......................................................................................... 79 

5.3 Results .................................................................................................. 79 
5.3.1 Positive and negative appraisal of the impact on family life ......... 79 
5.3.2 Overview of negative and positive impacts on mothers and fathers
 ................................................................................................................. 80 

5.4 Discussion ............................................................................................. 84 
 
 



Content 

vii 
 

6 ...................................................................................................................... 89 
‘I love my sister, but sometimes I don’t’. A qualitative study into the 
experiences of siblings of a child with profound intellectual and multiple 
disabilities ....................................................................................................... 89 

6.1 Introduction .......................................................................................... 91 
6.2Method ................................................................................................... 95 

6.2.1 Participants ..................................................................................... 95 
6.2.1 Qualitative Research Design and Photo Elicitation Interview ....... 96 
6.2.2 Data Collection .............................................................................. 97 
6.2.3 Analysis .......................................................................................... 99 

6.3 Results .................................................................................................. 99 
6.3.1 Joint Activities ............................................................................. 101 
6.3.2 Mutual Understanding ................................................................. 102 
6.3.3 Private Time ................................................................................. 103 
6.3.4 Acceptance ................................................................................... 104 
6.3.5 Forbearance .................................................................................. 105 
6.3.6 Trust in Well-being ...................................................................... 105 
6.3.7 Exchanging Experiences .............................................................. 106 
6.3.7 Social Support .............................................................................. 107 
6.3.8 Dealing with the Outside World .................................................. 108 

6.4 Discussion ........................................................................................... 108 
7 .................................................................................................................... 113 
General discussion ................................................................................... 113 

7.1 Main findings ...................................................................................... 114 
7.2 Theoretical reflections ........................................................................ 118 
7.3 Methodological reflection and future research ................................... 121 
7.4 Implications for practice ..................................................................... 123 

References .................................................................................................... 127 
Summary ...................................................................................................... 137 
Samenvatting ................................................................................................ 145 
Dankwoord ................................................................................................... 154 
About the author ........................................................................................... 159 



Content 

viii 
 

 

 



Introduction 

1 
 

 

1 
Introduction 
 

 

  



Chapter  1 

2 
 

Although the birth of their child is something most parents look forward to, 

the transition to parenthood can also be quite challenging (Doss et al., 2014). 

When a child is born with a disability such as an intellectual disability (ID), 

this is even more challenging and stressful for parents (Beckman, 1991). The 

attention we currently pay to the position and experiences of parents and 

siblings of children with ID is in contrast with earlier times, were the only 

consistent service offered to families by professionals was encouragement to 

seek an institutional placement for their child as soon as possible (Baker & 

Blacher, 1994; Beltman, 2001). In those days parents were advised to 

‘detach’ from their child and were viewed as being incapable of raising 

children with ID, while professionals were regarded as experts in the 

provision of support to people with ID (Baker & Blacher, 1994; Beltman, 

2001). Today, parental expertise concerning the abilities, disabilities and 

wishes and needs of children with ID is regarded as an essential and vital part 

of the support services (Rosenbaum, et al., 1998) Parents are viewed as 

experts in a child’s needs and are in the best position to determine the child’s 

needs and well-being in family centred services (Dunst, 2002; King et al., 

2004). Families are also regarded as unique and as a constant in a child’s life. 

According to systems theory, a family should also be regarded as a unit of 

interdependent individuals, where all members and their experiences 

influence each other. The ID of one family member impacts on all of its 

members (Seligman & Darling, 2009). This acknowledges the importance of 

the well-being and the needs of all the family members, not just those of the 

family member with an ID (King, et al., 2004). It also highlights the 

important role family members can play in the life of a person with ID. Even 

more so, research has shown that working in partnership with parents 

positively affects (the development of) the child with ID and is related to 

increased parental well-being and satisfaction with services (Dunst, Trivette, 
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& Hamby, 2007). The recognition of the role and position of family members 

and the importance of their well-being has resulted in increased interest in the 

opinion of family members and in the effects of having a child with ID on a 

family.          

 Many parents and/or siblings remain involved in the lives of their 

relative with ID, even when the person with ID no longer lives at home but 

lives in a professional service facility. When people with ID live in a 

professional service facility, the vast majority of their informal network 

consists of family members, although informal networks are small in number 

(Robertson, 2001). Several factors are related to the size and structure of the 

informal network: the size of the network for example decreases as the 

person with ID grows older, and people with profound intellectual and 

multiple disabilities (PIMD) have smaller informal networks than people 

with less severe ID (Kamstra, Van der Putten, & Vlaskamp, 2015; Kamstra et 

al., 2015; Robertson, 2001). Family members often not only maintain contact 

with their relative with ID, but also stand up for their rights since it is hard for 

people with ID to do this themselves. Parents are therefore often important 

advocates for their relative with ID (Todd & Jones, 2003). Despite the 

involvement of parents, and their important position, parents are often not 

formally asked for their views on the quality of support offered to their 

children with ID. There are several studies using client self-reports, in which 

persons with ID themselves are asked for their own view on the quality of 

support (Bonham, et al., 2004). However, it is more difficult or even 

impossible for persons with a severe to profound ID to give their own view 

on the quality of support they receive (Schwartz & Rabinovitz, 2003). In that 

case, parents are asked as proxies to speak on behalf of their child or relative. 

Several of these studies have revealed problems with validity and client-

parent agreements (Cummins, 2002). When parents respond on behalf of 
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their child, their views may not correspond to how their child would evaluate 

the care, or how they would evaluate the care of a relative with ID 

themselves. This discrepancy might be interpreted as a difference in the 

perspectives of parents and persons with ID instead of a sign of unreliability 

(Schwartz & Rabinovitz, 2003). Therefore, parents/legal guardians should not 

only be asked to provide their opinion if their relative with ID is unable to 

give their own view/or as a proxy measurement, or in name of their child, but 

also from their own view because the view of parents and legal guardians on 

the quality of support for their child with ID is an important and unique view 

on the matter. Asking for the views of parents concerning the quality of 

support provided to their relative with ID is in line with family centred 

services and promotes partnership and cooperation between parents and 

support services. So far, large-scale studies into the views of parents 

concerning the quality of support provided to their relatives in professional 

support services is scarce. In addition to gaining greater knowledge about the 

views of parents, it is also important to obtain a better understanding of the 

characteristics related to the views of parents concerning quality of support. 

Some studies reveal a relationship between the severity of the disability and 

the quality of support. These studies indicate that quality of support decreases 

when the disability is more severe (Felce & Emerson, 2001; Mansell, 2006). 

However, it is unknown whether the views of parents on the quality of the 

support offered to their son or daughter are also related to their child’s 

disability. Gaining greater knowledge about the opinions of parents and/or 

legal guardians on the quality of support in relation to the severity of the 

disability is essential to improve the partnership and collaboration between 

support service providers and parents and/or legal guardians, which is 

consistent with the idea of family centred care.    

 In keeping with the philosophy of family centred services, knowledge 
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about the impact on family members of raising children with ID at home is 

also of great importance in order to improve family quality of life. A large 

number of studies is conducted into the experiences of family members of 

children living at home with ID. Many studies have shown that parents of 

children with ID are likely to experience significantly higher levels of 

parenting stress than parents of typically developing children (Beckman, 

1991; Dyson 1993). A meta-analysis performed by McCann and Winzenberg 

(2012) showed that parents raising children with ID at home carry a 

significant care burden in terms of time that often does not diminish as the 

age of the child increases. In addition to a burden in terms of time, the parents 

of children with ID also experience a positive impact of a child with ID on 

family life (Blacher & Baker, 2007). A child with ID not only has an impact 

on the life of parents, but also affects siblings. A meta-analysis study into the 

experiences of siblings of children with ID showed that children experience 

at most a small negative effect (Rossiter & Sharpe, 2001). Several studies 

show that siblings are not only influenced negatively, but also benefit from 

having a sibling with ID (Taunt & Hastings, 2002).    

 Many of the above studies, however, focus on a broad group of 

persons with ID. The literature shows that disability severity and type might 

be related to the experiences of parents (Wang et al., 2004) However, 

knowledge about the impact on family members of children with the most 

severe disabilities – those with PIMD – is still limited. People with profound 

intellectual disabilities are dependent on others for all aspects of daily care, 

health and safety (American Psychiatric Association, 2013). In addition to 

profound intellectual disability, these persons have profound or severe motor 

disabilities (Nakken & Vlaskamp, 2007). These disabilities are often 

accompanied by additional impairments and health problems (Nakken & 

Vlaskamp, 2007; Timmeren, et al., 2016).      
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Tadema and Vlaskamp (2010) confirmed the assumption that providing the 

basic care needs of children with PIMD has a great impact on the lives of 

families. So far, it remains unclear what the daily time use patterns of parents 

raising children with PIMD at home are. Although we assume it takes a lot of 

time, this does not give us objective concrete and detailed information about 

the impact of raising a child with PIMD on the time use of all the parents’ 

daily activities. Fathers are also often not included in studies into time use 

and many time use studies solely focus on care tasks, although we know 

fathers play an important role in the lives of children with ID (Thomas et al., 

2011). Collecting data on all daily activities would provide greater insight 

into the activities sacrificed for care tasks and offer indications for the 

support needed by families in order to promote family quality of life. 

Comparing it to the time use of parents of typically developing children helps 

us to understand the differences and shows in which areas parents raising 

children with PIMD specifically need support. In addition to the lack of 

knowledge of the objective impact of having a child with PIMD on parents in 

terms of time, how parents subjectively value the impact of children with 

PIMD on family life is also unknown. Knowledge of the subjective impact of 

a child with PIMD growing up at home on family life is of great importance 

in order to empower families and tailor the support better to the wishes and 

needs of families.         

 Since families are interdependent units, children with PIMD not only 

influence the lives of their parents but also of their siblings. Although 

previous research into the experiences of siblings of children with ID showed 

that there is only a minor negative effect on siblings, this has never been 

studied for siblings of children with PIMD (Rossiter & Sharpe, 2001). 

Several studies have also shown that the type of disability might influence the 

experiences of siblings of children with ID, since the siblings of children with 
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Down Syndrome were, for example, more positive than the siblings of 

children with autism (Orsman & Seltzer, 2007). Several studies, for example 

into family quality of life, have thus been conducted where parents were 

asked to answer on behalf of their children, instead of asking children for 

their experiences themselves (Brown et al., 2006; Hoffman et al., 2006). 

Insight into the impact on children of having brothers or sisters with PIMD 

can be used to improve the support for parents and siblings of children with 

PIMD. This is also important knowledge because of the future role these 

siblings will play in the lives of their brothers or sisters with PIMD.  

1.1 Aim and questions 

The overall aim of the research project is twofold. First, we want to acquire 

knowledge about the views of parents/legal guardian concerning the quality 

of support provided to their relative with ID in residential care and how their 

opinion is related to the severity of the disability of the person living in 

residential care. Secondly, we want to acquire knowledge about the objective 

(in terms of time) and subjective impact on family life on parents and quality 

of life of siblings of having a child/sibling with PIMD.  

1.2 Outline of the thesis 

After the introductory first chapter, chapters 2 and 3 focus on mothers and 

fathers (and/or legal guardians) of people with ID living in residential care. 

We describe the views of parents and/or legal guardians on the quality of 

support provided to people with ID in residential care in the Netherlands. We 

also report on the relationship between the severity of a person’s disability 

and the quality of support experienced by the parents/legal guardians of the 

person on several aspects of the quality of support received in residential 

care. The relationship between the other characteristics of the person with ID 

and the parents/legal guardian and the quality of support are examined.  
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In the studies described in chapters 4 and 5, we focused on mothers and 

fathers raising their child with PIMD at home. Chapter 4 describes the 

objective time use of parents raising children with PIMD at home. We were 

not only interested in the time parents spent on care tasks related to their 

child with PIMD, but also examined all the parents’ other daily activities. We 

wanted to compare the time use of parents raising children with PIMD with 

the time use of parents raising typically developing children. Chapter 5 

describes the subjective impact of raising children with PIMD on family life, 

and reports both the positive and negative impacts on family life as 

experienced by mothers and fathers.  

Chapter 6 is a qualitative study of the experiences of young siblings of 

children with PIMD. We were interested in both the positive and negative 

impacts on children of having brothers or sisters with PIMD. The thesis 

concludes with a general discussion (Chapter 7) of the reported findings and 

their shortcomings, and focuses on the implications and recommendations for 

research, practice and policymakers.  
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Abstract 

As parents and/or legal guardians are considered to be part of the care system 

of a person with intellectual disabilities (ID), it is of import to acquire more 

specific and transparent views from parents and/or legal guardians regarding 

quality of support. This study examined the views of parents and/or legal 

guardians on the quality of support provided to clients with an ID in 

residential care in the Netherlands, in order to improve the partnership 

between parents/legal guardians and facilities. A questionnaire developed in 

close cooperation with parents specifically for this aim was sent to 1,785 

households (parents and/or legal guardians) of clients in the Netherlands. The 

questionnaire consists of the following five subsections: daily care, housing, 

day services, leisure activities, and communication. A multiple regression 

analysis was performed to determine which factors contributed to the 

satisfaction of parents and/or legal guardians. The questionnaires returned (n 

= 1,058) showed that respondents rated the overall quality of support at an 

average grade of 7.3 out of 10 (SD: 1.2). Small but mostly significant 

differences were found between the subsections. A significant model for the 

overall quality of support emerged; nevertheless, the predictor variables 

accounted for only 4.0% of the explained variance in the data set. Special 

attention should be paid to the percentage of parents and/or legal guardians 

who gave unsatisfactory scores (10%) and the substantial percentage (25%) 

of parents and/or legal guardians that rated the quality of care only 

marginally satisfactory (grades 6–7). The results of this questionnaire provide 

opportunities for optimal use of the qualities and knowledge of parents and/or 

legal guardians, opportunities for mutual communication between the service 

organization and parents and/or legal guardians, and guidance for policy 

regarding improvements in support. 
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2.1. Introduction 

Until the early 1980s, professionals generally discouraged parents of 

children with intellectual disabilities (ID) from raising them at home. 

Involvement with the child was not advised, because of the amount of 

stress a child with ID could bring into the family (Blacher & Baker, 

1994). Professionals strongly recommended that parents place children 

with ID away from home at birth or in early childhood, and to sever ties 

with their children. In the eyes of professionals, the parents were laymen, 

less able to attend adequately to their children’s needs (Beltman, 2001).

 Today, it is advised to allow children to grow up with their 

family until they reach an age at which it would be generally expected 

for children to move out (Blacher, Baker, & Feinfield, 1999). Raising a 

child with ID at home enables a secure attachment between parents and 

the child with ID, and parents can fulfill their usual family role (Spreat 

& Conroy, 2002). Parents thus gain an extensive experience in 

understanding their children’s behaviour, wishes, and needs. This renders 

them suitable individuals to provide the required knowledge and skills 

for the care of their children once they move to a professional facility.

 In addition to providing knowledge and skills, most parents 

remain involved in the lives of their children after placement away 

from home (Baker & Blacher, 2002; Blacher et al., 1999; Robertson et 

al., 2001). The contact between parents and their children was found to 

be stable and to endure; no evidence was found of detachment (Baker, 

Blacher, & Pfeiffer, 1996). Even after living away from home for 

decades, more than half of the clients still had contact with their family 

(Stancliffe, Lakin, & Taylor, 2006). Variation in the amount of contact 

between family and child is associated with different variables, such as 

age or time spent in placement. It was found that being younger 
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increases the amount of family contact a person with ID has 

(Robertson et al., 2001), and the longer period in placement, the less 

family contact a person has (Baker et al., 1996). However, parents or 

siblings (acting as legal guardians when the parents are too old or 

deceased) are the most loyal and consistent people in the life of someone 

with ID. 

Parents not only remain involved, but they also provide useful 

information and practical/emotional support for their children 

(Robertson et al., 2001). They also stand up for their children’s rights, 

as it is often hard for people with ID to assert themselves. This makes 

family members the greatest advocates, decision makers, and protectors 

of individuals with ID. The role and involvement of parents in their 

children’s lives makes them third parties in the care process, alongside 

the client, and the provider organization.     

 Nevertheless, when it comes to establishing the quality of support, 

the emphasis is on the client’s self-reporting by providing persons with ID 

with the opportunity to express their own views about the quality of the 

support they receive (e.g., Bonham et al., 2004; Cummins, 2002). 

Measuring client satisfaction with the support provided by using a self-

rating instrument causes some difficulties. Due to the person’s ID, there 

are limitations to the complexity of the questions which can be asked. 

Another problem is the limited or absent verbal ability of persons with 

ID, as some verbal ability is required to perform the task (Schwartz & 

Rabinovitz, 2003). In addition to this, a more severe level of ID 

imposes serious limitations on the reliability of the self-report test results 

(Cummins, 2002). Furthermore, self-report data from people with ID 

can be affected by the “acquiescence” response bias, which is a person’s 

desire to answer “yes” to questions (Stancliffe, 2000).   
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Partly because of these problems, questionnaires have been developed 

in which parents and/or legal guardians respond as proxies, by 

judging the quality of support on behalf of the person with ID. 

Several studies have revealed problems with validity and client-

parent/legal guardian agreement (Cummins, 2002). However, these 

differences between the ratings of clients and parents and/or legal 

guardians can also be interpreted as different perceptions or 

viewpoints between the two groups, rather than as a sign of 

unreliability (Schwartz & Rabinovitz, 2003). Parents should not be 

regarded as substitutes for client self-reports, but as persons with 

different views on care (Schwartz & Rabinovitz, 2003). There are 

ample studies where parents have been asked to be substitutes for 

client self-reports in rating quality of life (e.g., Koch, Marks, & Tooke, 

2001; Schalock, Bonham, & Marchand, 2000), but only a few where 

parents have been asked to respond on behalf of themselves and their 

view on quality of support (e.g., McIntyre, Kraemer, Blacher, & 

Simmerman, 2004). Thus, it is necessary to gather information about 

parental views on the quality of support.    

 Initiated by and in close cooperation with parents, Vlaskamp, Van 

der Putten, and Jansen (2010) have developed a questionnaire titled the 

Groningen Care Barometer (GCB). This questionnaire aims to measure 

the views of parents on the quality of support for a client with ID 

residing in a residential care facility. Knowing which aspects of care 

parents perceive as adequate or inadequate can make it possible for 

organizations to be more specifically informed about perceived 

satisfaction. The views of parents can be used as a starting point for 

negotiations and discussions about the quality of support provided, and 

can guide policy on the improvement of residential care facilities. In 



Chapter  2 

14 
 

addition, deliberation between parents and residential care provider 

organizations about the quality of support can improve mutual 

communication and partnership between parents and professionals, 

resulting in greater parental satisfaction with services (Applequist & 

Bailey, 2000). Given the aforementioned, the aim of this study was to 

specifically examine parents’ views on the quality of support provided 

to their children in one organization’s care programs. 

2.2 Methods 

2.2.1 Participants and setting 

In this study, a questionnaire was sent to the private addresses of 

parents and/or legal guardians of all clients with ID (n = 1,824) living 

under the auspice of a large secular organization for support services in 

the Netherlands. This service organization provides living units, day 

services, and varied support for people with ID. The living units have 

many forms, varying from group homes, community living, and 

assisted living facilities, to more sheltered housing and institutional 

placements. This service organization provides a total of over 200 

residences in different regions in the Netherlands. The service 

organization is publicly funded, which is common practice in the 

Netherlands. The severity of the ID of clients provided housing by this 

service organization ranges from mild to profound. Comorbidities 

(such as motor and sensory impairments, health-related disorders, and 

behavioural problems) are evident in a majority of the clientele. In the 

Netherlands, almost 90% of out-of-home living situations are organized 

in a way similar to that of this service organization, and offer similar 

types of support (Sociaal en Cultureel Planbureau, 2002). Parents are 

involved in the decisions regarding the support of their relative by being  
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 part of the biennial individual support plan meetings.   

 Variation in clients is shown by the variability in the so-called  

 “care intensity packages.” These packages describe the amount and type 

of care a person with ID needs. There are seven care intensity packages 

(or levels of care) for people with ID. Individuals with care package 1 

receive the least support; whereas individuals with level 7 receive the 

most intensive support (see Table 1). The level of supports or care 

intensity packages is assigned to the client under the Exceptional 

Medical Expenses Act (Algemene Wet Bijzondere Ziektekosten). The 

Exceptional Medical Expenses Act is national insurance in the 

Netherlands which insures the -often long-term- costs of treatment,  

 support, nursing, and personal care. 

Table 1 

Explanation of care packages 
Care intensity package Client profile/ amount and type of care 
Care intensity package 1 Assisted living with minor support 
Care intensity package 2 Assisted living with moderate support 
Care intensity package 3 Assisted living with intensive support and nursing 
Care intensity package 4  Assisted living with intensive support and intensive 

nursing 
Care intensity package 5 Assisted living with intensive support and extremely 

intensive nursing 
Care intensity package 6  Assisted living with intensive support, nursing, intensive 

support and severe behavioural problems 
Care intensity package 7 Assisted living with extremely intensive support, 

extremely intensive nursing, intensive support, and 
severe behavioural problems 

2.2.2 Instrument 

The development of the GCB was initiated by the parents of persons 

served by the residential facility and consequently developed as follows. 

First, two sessions with a panel of parent– council members were 

conducted, in which they were consulted about what they considered to 
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be the most prominent topics concerning the quality of support for their 

children. A combination of these topics and recent literature were used 

to develop a first draft of the list. This draft was presented to the panel 

for approval. Subsequently, a random pilot study (n = 72) was 

conducted, after which the wording was slightly adapted, to clarify the 

terms used in the questionnaire. The questionnaire was then presented to 

the panels for final approval.      

 The GCB is meant to be completed by (one of) the parents; 

however, if they were unable to do so (because they were deceased, or 

had handed over their guardianship to another member of the family), 

the legal guardian completed the list. The GCB is a short but concise 

questionnaire containing three sections. 

The first section consists of 15 questions about the client’s 

characteristics: gender (male/female), date of birth, the year in which the 

client moved from home, the severity of intellectual and motor impairments 

(mild, moderate, severe, or profound), the occurrence and type of sensory 

impairments and behavioural problems, the name of the current residential 

facility, and the name of the group within this facility. The section also 

contains information on the “care intensity package” to which the client is 

entitled. In addition to the previous topics, this section contains questions 

about the characteristics of the parents and/or legal guardians; the type of 

relationship between the client and respondent (parents or other legal 

guardian); and the number of times the respondents visited the client. The 

second section of the questionnaire is divided into five subsections with a 

total of 25 questions. Each subsection contains five questions on the view of 

parents on the quality of provided support, rated by the respondent with a 

score from 1 (lowest) to 10 (highest). If the respondent is not familiar with 

the topic in the item, respondents can respond “unknown.” If an item is not 
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applicable to the client’s situation, a respondent can respond “not 

applicable.” 

The first subsection is daily care, containing questions on the client’s 

clothing, nourishment, hygiene, medical care, and the availability and 

suitability of resources. The second subsection is housing, containing a 

question on the adequacy of the client’s bedroom and questions on the 

security, privacy, environment, and the composition of the group. The third 

subsection concerns day services, containing questions on the amount and 

variety of activities at the day-service facility, the fit between the activities 

provided and the needs and opportunities of the client, the environment in 

the group, and finally questions on the ratio of direct support staff compared 

with the number of clients. The fourth subsection is leisure activities, 

containing questions on the amount and variety of activities, the fit between 

the activities provided and the needs and opportunities of the client and the 

opportunity for the clients to go on holiday or to go outdoors with or without 

their direct support staff. The subject of the final subsection is 

communication, containing questions on the level and nature of 

communication between parents and/or legal guardians and direct support 

staff, other professionals, and the management. In addition, this subsection 

contains a question on the contact between direct support staff and the 

client, and a question on the procedures concerning the Individual Education 

Plans. 

The final section of the questionnaire contains five questions asking 

respondents to indicate the importance of the five individual subsections. 

Respondents can score the importance of the subsections on a five-point 

Likert scale, where “1” is “not important” and “5” is “very important.” Next 

to this, the final section gives parents and/or legal guardians the opportunity 

to state reasons for their ratings, or provide additional information. 



Chapter  2 

18 
 

To assess validity, a principal component analysis was conducted, using 

data from 1,052 participants answering 25 questions. The Kaiser–Meyer–

Olkin (KMO) measure verified the sampling adequacy for the analysis 

(KMO = 0.94). This value can be interpreted as “superb.”When interpreting 

the gap between the eigenvalues of the first and second factors, we conclude 

that there is only one factor. This corresponds with the aim of the 

questionnaire, to measure the overall views of parents and/or legal guardians 

on the quality of support. 

A further differentiation of the items in the questionnaire was 

required. SPSS (SPSS version 19.0, 2010, SPSS Inc., Chicago, IL, USA) 

was therefore forced to create five factors out of the data. Because of the 

expected theoretical intercorrelation between the scales, a direct oblimin 

rotation was used to create these factors. The factors found corresponded 

perfectly with the five GCB scales (see Table 2). 

A combination of these five factors explained 77.5% of the variance. 

The structure matrix and the pattern matrix were used for interpretation, 

both showing the same pattern. In both the pattern matrix and the structure 

matrix, the first factor represented all the items from the communication 

subsection, the second factor represented all the items from the leisure 

activities subsection, and the third factor represented all the items from the 

daily services subsection. All the items from the housing subsection loaded 

on the fourth factor, and items from the daily care subsection loaded on the 

fifth factor. The correlation matrix (see Table 2) shows that there is 

interdependence between the five factors, thereby confirming the choice to 

apply direct oblimin rotation. Maximum correlation (0.57) was found 

between the daily services and leisure activities subsections. The minimum 

correlation between subsections was -0.36 between the housing and leisure 

activities subsection.  
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Furthermore, the GCB possesses good internal consistency. Cronbach’s 

alpha within subsections was between 0.88 and 0.93, which is highly 

acceptable (Nunnally, 1978). Because the clustering of the items generally 

confirmed the subsections as they were conceived of in advance, and the 

high alpha values, no changes in the five subsection items were required. 

2.2.3 Procedure 

The final version of the GBC was presented to the service organization by 

the parent’s council; they advised the service organization to use this 

questionnaire. The organization’s management agreed to distribute the 

questionnaire throughout its various services. All households of parents 

and/or legal guardians (n = 1,824) of clients with ID permanently living in 

the organization’s residences were invited by mail to voluntarily complete 

the GCB. The questionnaire’s cover letter included the purpose of the list, a 

recommendation from parent’s council to complete the GCB, and 

assurances of anonymity and confidentiality. After 2 weeks, all households 

received a reminder to complete the questionnaire. In this study, 1,785 

parents and/or legal guardians were included. Excluded were: (1) parents 

and/or legal guardians of clients in assisted living facilities; (2) legal 

guardians working with the client as professionals; and (3) parents and/or 

legal guardians for whom no current postal addresses were known. 

2.2.4 Analysis 

The responses and respondents’ characteristics are presented next as well as 

the descriptive results of the prevalence and severity of the clients’ 

impairments. The prevalence of motor and sensory impairment and 

behavioural problems was calculated. The overall rate of quality of support, 

and the rate of quality of support per subsection are presented. Respondents 

who answered all the questions within a subsection with “not applicable” or 
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“unknown” were not included in further analyses. Ten paired-samples t-tests 

were conducted to compare the mean differences between the five 

subsections. Finally, a multiple regression analysis (forced entry) was 

performed to calculate the degree to which the overall quality of support 

could be explained by various client characteristics. The criterion variable 

(dependent) in the regression model was the overall quality of support. Five 

independent variables were included: (1) the care intensity package; (2) the 

respondent’s number of visits per month; (3) the age at which the client 

moved out from home; (4) the number of years the client lived in a facility; 

and (5) the type of relationship with the client (parent or other legal 

guardian). The care intensity package data were used to describe the severity 

of the clients’ disabilities (see Table 1), and is a categorical variable. 

Therefore, this variable was converted into a dummy variable before it was 

included in the regression model. Because multiple significance tests were 

conducted in this study, with the consequent increased risk of Type I error 

occurring, the alpha was revised downwards. 

2.3 Results 

2.3.1 Response 

The questionnaire was completed by 1,058 (59.3%) parents and/or legal 

guardians. The respondents were divided into two groups: 51.9% of the 

respondents were the clients’ parents and 46.2% of the respondents were the 

clients’ legal guardians, and 1.9% of respondents did not complete this 

question. 

2.3.2 Client Characteristics 

A total of 54.8% of the clients were reported as male, 43.3% of the clients 

were female, and this information was missing for 1.9%. The clients were 

aged from 10 to 95 (mean: 46; SD: 14.4). The mean age at which clients 
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moved out of home was 16 years (SD: 12.3). The number of years a client 

had lived away from home in a service organization ranged from < 1 year to 

78 years (mean: 29; SD: 16.1). The number of visits from parents and/or 

legal guardians to their relative ranged from none to 224 per year (mean: 42; 

median: 24; SD: 61.9). Table 3 shows the severity of the ID and the 

prevalence of motor and sensory impairments and behavioural problems. 

Table 3 
Severity and prevalence of client impairments (n = 1,058) 
 n % 
Intellectual disability   

Mild 93 8.8 
Moderate 315 29.8 
Severe 385 36.4 
Profound 213 20.1 
Missing 52 4.9 

Prevalence of motor impairment 639 60.4 
Missing 34 3.2 

Sensory impairment   
Visual problems 312 29.5 
Auditory problems 78 7.4 

Behavioural problems   
Autism spectrum disorder 337 31.9 
Aggressive/destructive behaviour 169 16.0 
Self-injurious behaviour 48 4.5 
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2.3.3 Overall Rate of Quality of Support 

Parents and/or legal guardians rated the overall quality of support at an 

average of 7.3 (SD: 1.2); the distribution of the scores varied from 1 to 10. 

The score most frequently given by parents and/or legal guardians was a 7. 

Ten percent of parents and/or legal guardians rated the quality of support as 

unsatisfactory on average (scores from 1 to 6). The majority of the 

respondents rated the average quality of support at 6 (25%) or 7 (38.9%); the 

remaining respondents (26.1%) rated the quality of support from 8 to 10 

inclusive. 

2.3.4 Scores per Subsection on Quality of Support 

Table 4 shows the respondents’ average score for the quality of support 

divided among the five subsections. As shown in Table 4, the average score 

varied from 6.8 to 7.6. A paired- samples t-test was conducted to compare the 

mean difference between the five subsections. The results and significant 

differences in the scores are shown in Table 5. 

 
The highest percentage of unsatisfactory scores was found in the 

leisure activities subsection (24.2% of respondents), followed by 

communication (12.4%), day services (10%), and housing (9.9%). The daily 

care subsection had the fewest number of respondents giving an 

unsatisfactory score (only 6%). 

Table 4 
Average scores for the quality of support subsections 
Domains n Average rate SD 
Daily care 1,028 7.6 1.24 
Housing 1,032 7.5 1.35 
Day services 979 7.4 1.38 
Leisure activities 1,001 6.8 1.75 
Communication 1,024 7.4 1.46 
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Table 5 
Significant differences in the quality of support between the subsections 
 Housing 

 
Day services Leisure activities Communication 

 t df t df t df   t df 
Daily care 5.096* 1,025 6.560* 972 18.075* 995 7.247* 1,023 
Housing   2.836* 977 15.136* 997 2.555* 1,027 
Day services     14.345* 956 -0.333 975 
Leisure 
activities 

      -12.92* 999 

*p <.01         

2.3.5 Perceived Importance Per Subsection 

As shown in Table 6, the average score for the perceived importance per 

subsection varied from 4.4 to 4.9 (based on a five-point Likert scale). The 

highest perceived importance was found in the subsection daily care. A 

paired-samples t-test was conducted to compare the mean difference between 

the five subsections. Between all subsections, significant differences (p 

<.001) were found, except for the mean difference between the subsections 

housing and day services. 

Table 6 
Average scores for the perceived importance subsections 
Subsections n Average rate SD 
Daily care 1,027 4.9 0.49 
Housing 1,027 4.7 0.62 
Day Services 1,016 4.6 0.69 
Leisure activities 1,015 4.4 0.87 
Communication 1,019 4.7 0.63 

2.3.6 Factors Related to Rated Quality of Support 

The data were analysed by multiple regression. The criterion variable was 

overall quality of support. The following predictor variables were used in the 

model: (1) the care intensity package, which describes the severity of 

disabilities; (2) the number of visits per month; (3) the age at which the client 

moved from home; (4) the number of years the client lived in a facility; and 
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(5) the type of relationship with the client (parent or other legal 

representatives). Care packages 1 and 2, for clients with mild disabilities, did 

not cover enough clients to be included in the regression analysis. In addition, 

three outliers were omitted from the dataset because their z-scores were 

>3.92. When some of the required variables had been omitted by the parent 

or legal guardians, their questionnaire was not used for this analysis. In total, 

211 questionnaires were omitted for these reasons.  

A significant model emerged (F(8,838) = 4,398, p <.01) from the 

regression analysis, with R square = 0.040. A summary of the regression 

predictor variables is shown in Table 7. The number of visits was negatively 

related to the overall rate of the quality of support, decreasing by 0.121 for 

every standard deviation. The number of years a client lived in a facility was 

positively related to the rate of overall quality of support, increasing by 0.120 

for every standard deviation. 

Table 7 
Summary of predictor variables in multiple regression analysis 
Predictor variable B Beta p 

Care intensity package 3a 0.262 0.053 p = .142 

Care intensity package 4a 0.168 0.045 p = .242 

Care intensity package 5a 0.152 0.051 p = .208 

Care intensity package 6a 0.127 0.033 p = .385 
Number of visits per month -0.002 -0.121 p <.01 
Age out of home 0.005 0.053 p = .194 
Number of years living in a facility 0.009 0.120 p <.01 
Type of relationship with client 0.083 0.35 p = .427 
a: Care intensity package 7 was used as 
reference category    

2.4 Discussion 

The purpose of the study is to determine the views of parents and/or legal 

guardians on the quality of support provided to their children with ID. This 

study shows that the majority of parents and/or legal guardians were 
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satisfied with the quality of support provided in this service organization, 

with an average score of 7.3. However, 10% of parents and/or legal 

guardians rated the overall quality of support with a score below 6, and with 

25% seeming to be “just” satisfied, rating support between 6 and 7.  

The analysis of the views of parents and/or legal guardians, divided 

by subsection, predominantly shows satisfaction with the quality of support. 

Mostly significant but small differences have been found in scores reported 

between subsections. The predictor variables used formed a significant 

regression model for the overall quality of support, but the variables could 

only account for a small proportion of explained variance in overall quality 

of support in the dataset. The number of visits per month was negatively 

related to parental ratings of the quality of support. A possible interpretation 

of these findings is that parents who visit their relatives more often are better 

informed about service quality and have greater first-hand experience of the 

quality of the service delivery. Additionally, these parents could be more 

closely involved with the clients’ care and may therefore have a more 

critical view of the quality of care.     

 The reliability of the GCB is satisfactory. However, it is important to 

recall that social desirability could have influenced the way parents and/or 

legal guardians completed the questionnaire. Parents could have been 

reluctant to express criticism of the quality of support, because they feared 

their children would be adversely affected for their negative views of the 

service organization. Even when anonymity is guaranteed, reactions from 

parents and/or legal guardians to a questionnaire can be affected because of 

the fear of possible consequences. Parental ratings can also be influenced by 

the more positive scores from elderly parents, who may be grateful for the 

facility’s lifelong commitment to their children. These influences could have 

biased our results: Data collection from extensive interviews with parents 
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and/or legal guardians might have revealed a more differentiated view of the 

quality of support.       

 Parents and/or legal guardians supplied the data regarding client 

characteristics. Certain characteristics, such as the prevalence of auditory 

problems, showed unexpected results. The prevalence of auditory problems 

(7.4%) in the sample was low compared with the expected prevalence 

(varying from 21 to 30%) drawn from previous research (Evenhuis, 

Theunissen, Denkers, Verschuure, & Kemme, 2001; Meuwese-Jongejeugds 

et al., 2006). This discrepancy may be an example of decreased validity in 

questions following the client characteristic items in the questionnaire. On 

the other hand, the diagnosis of these problems is often unknown to 

professionals, direct support persons, and parents; therefore, it can also be a 

sign that sensory problems in people with ID go unnoticed. Various 

strategies were used to improve the chances of having the questionnaire 

completed. First, the questionnaire was developed in cooperation with 

parents, which made it of greater interest to the respondents. Additionally, 

the number of questions was confined to a minimum, stamped return 

envelopes were used, and nonrespondents were provided with a reminder to 

complete the questionnaire and a second copy of the questionnaire (Edwards 

et al., 2002). These strategies led to the relatively high response rate of 

59.3%, compared with an average response rate of 52% for large sample 

questionnaires (Cummings, Savitz, & Konrad, 2001). Although a well-

defined number of questions were used in the questionnaire, we do not claim 

that the questionnaire covered every aspect of the quality of support. As well 

as providing an overview of the quality of support experienced by parents 

and/or legal guardians, this questionnaire should be seen as a starting point 

for the conversation between the service organization and parents and/or 

legal guardians about the quality of support. Such an outcome could provide 
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clear indications for service organizations improvement policies. 

This study has shown that only 10% of parents and/or legal 

guardians rated the quality of support negatively, but more than25% of 

respondents rated it moderately positive (between 6 and 7). This is contrary 

to the belief that parents are always highly satisfied with the support 

received, regardless of its objective quality. Hatton and Ager (2002) state 

that there is evidence that client-subjective well-being is a stable, 

dispositional trait unrelated to objective life circumstances. The substantial 

proportion of dissatisfied and marginally satisfied parents showed us that 

parental ratings of quality of support and client-subjective well-being are 

clearly not the same thing. Special attention should be paid to this group of 

respondents, as they could be at risk of becoming more dissatisfied with the 

quality of support. Moreover, parents and/or legal guardians are currently 

seeking attention in public and social media. One instance is in situations 

where they have had negative experiences with the support offered at a 

facility where their children are living. To prevent the dissatisfaction of 

parents and/or legal guardians, the quality of support and variables which 

affect this quality must be clarified and evaluated. Small changes in the 

quality of support in the service organization can lead to large differences, 

positively or negatively, to the views of respondents. It may be genuinely 

worthwhile for service organizations to invest in these respondents, to 

communicate with them, and try to understand their concerns and what 

needs improving in terms of the care being provided. 

This research has shown the overall views of parents and/or legal 

guardians, but more specific questions about the quality of support still need 

further investigation. Therefore, further data, such as ours, should be 

analysed at the item level to gain a clearer understanding of the problem 

areas in the support provided by care facilities. The small proportions of 
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variance explained by the predictor variables of the regression model in this 

study suggest that there are many other variables which could affect the 

views of parents and/or legal guardians on the quality of support. Therefore, 

in the future, reasons parents and/or legal guardians gave for their ratings 

should be further analysed. 

Monitoring the quality of support in residential care facilities care is 

important with regard to the policy of maintaining and improving the 

support that service organizations provide. The involvement of parents 

and/or legal guardians is an ameliorating factor in the well-being of the 

residents of such facilities (Knox, 2000). The use of the GCB is consistent 

with the ideas of involving of parents and family centred care. By allowing 

parents and/or legal guardians to participate in the evaluation of the service 

organization, we can make optimal use of the qualities and knowledge that 

parents and/or legal guardians possess, and empower them (Dunlap, 

Newton, Fox, Benito, & Vaughn, 2001). The results of this questionnaire 

provide opportunities for communication between the service organization 

and parents and/or legal guardians. They should be included in the process 

of improving the care provided for clientele of service organizations. 

Furthermore, the GCB could be applicable to similar service organizations 

in the Netherlands, which could enable qualitative comparisons between 

service organizations. In addition, the use of such questionnaires can be 

useful as an evaluation mechanism that could help “keep a close eye” on the 

positive and negative developments in the quality of support according to 

parents and/or legal guardians. 

 

 

  



 

30 
 

 



Does the severity of disability matter? 

31 
 

3 
 Does the severity of disability 
matter? The opinion of parents 
about professional support in 
residential facilities 
 

 

 

 

 

 

 

 

 

 

Luijkx, J., Ten Brug, A., & Vlaskamp, C. (2016). Does the severity of 
disability matter? The opinion of parents about professional support in 
residential facilities. Child: Care, Health and Development, 42, 8-15. 



Chapter  3 

32 
 

Abstract 

Background. Researchers have shown that the characteristics of a person with 

an intellectual disability (ID), in particular the severity of the disability, are 

related to the outcomes of professional support. Hardly any studies have 

asked parents and/or legal guardians for their own opinion about the quality 

of support given to their child/family member with ID. Therefore, this study 

examined the relationship between the severity of a person’s disability and 

the opinions voiced by the parents and/or other legal guardians of that person 

concerning several aspects of the quality of support received in residential 

care. 

Method. Questionnaires were completed by 1058 parents and/or legal 

guardians of people with ID living in residential facilities. A multiple 

covariance analysis was conducted to explore the relationship between the 

severity of the disability and the parents’ and/or legal guardians’ opinions. 

Results. Only small differences in the opinions about the quality of support 

were observed between parents and/or legal guardians of people with mild to 

moderate ID and those of people with severe to profound ID. 

Conclusion. This study showed that there are differences in parental opinions 

about the quality of support, but that most of these differences are not related 

to the severity of disability. The only significant difference related to the 

severity of disability is on the leisure activities domain. Parents and/or legal 

guardians of a person with severe/profound ID were less satisfied with leisure 

activities than parents and/or legal guardians of persons with mild/moderate 

ID. It is important to determine to what other factors parental opinions are 

related, as these opinions concerning the quality of support are important 

measures alongside client self-reports and measures of the facility itself. The 

quality of support should be measured using a combination of methods for 

different stakeholders. 
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3.1 Introduction 

People with an intellectual disability (ID) need support from others in their 

daily lives. For some, the need for support is intermittent, for others it is 

pervasive. Supports can be defined as ‘the resources and strategies that aim 

to promote the development, education, interests and personal well-being of 

a person and that enhance individual functioning’ (Luckasson et al., 2002, 

p.151). The type and intensity of support offered are dependent on the 

person’s individual capacities (Thompson et al., 2009) and should be 

tailored to the specific needs, competencies and preferences of the person 

with ID and his/her social network (Bossaert et al., 2009). Individual 

capacities are related to the severity of the disability and the presence of 

multiple disabilities (Guscia, et al., 2006). Support needs increase as the 

severity of a person’s ID increases and additional disabilities, such as 

sensory or motor impairments, increase the level of support needed even 

further. 

In the Netherlands, as in other countries, a substantial amount of the 

support required is offered by service providers, especially for adults with 

ID. These service providers offer various types of support – for instance 

either daily personal care at the recipient’s own home or daytime activities 

in daycare services. In addition to these services, long-term 24-h services are 

provided. In 2011 there were 40 266 people in the Netherlands receiving 

long-term residential support, which is the most common form of support 

provided by service providers which support people with ID (a steadily 

growing number) (Van der Kwartel, 2013). Those arrangements vary in size 

– from small to large – and are either located within a community or 

sheltered on institutional grounds. All aim to deliver a high level of support. 

These service providers have altered their views on parental 

collaboration over the past 20 years. Today, family centred support (FCS) is 
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broadly accepted. FCS is a philosophy and a method of service delivery 

which emphasizes collaborative partnership between parents and service 

providers (Rosenbaum et al., 1998). One of its basic assumptions is that 

parents and/or legal guardians (mostly relatives, for example siblings) are 

often the most consistent and important people in the lives of people with 

ID. Their often ongoing involvement and their specific knowledge and skills 

concerning their child or family member with ID make them experts when it 

concerns the support of their child or relative (Rosenbaum et al., 1998; De 

Geeter et al., 2002). 

Although the position of parents has changed dramatically in recent 

decades (Beltman, 2001), hardly any research with large groups of 

participants has been conducted into the opinions of parents and/or legal 

guardians on the quality of the services. The focus has been on the 

experience of support of the persons with ID themselves (Bonham et al., 

2004), or where their level of disability prevents them from participating in 

a study, in asking their parents by proxy. Little focus has been placed on the 

personal experiences of parents regarding the quality of support for their 

own child. Asking parents about their own opinions is consistent with the 

principles of FCS, recognizing the family perspective in this matter. Parents 

and/or legal guardians should therefore not only act as knowledgeable 

proxies, but should also be able to express their own opinions of the services 

provided (Schwartz & Rabinovitz, 2003; Verdugo et al., 2005).  

 A large-scale study (n = 1058) focused on the opinion of parents and 

legal guardians on the services provided to their relatives showed that the 

majority of parents and/or legal guardians were satisfied overall, with a 

small but persistent percentage (10%) of parents and/or legal guardians 

remaining dissatisfied with the services provided. A substantial 25% were 

only moderately satisfied with the quality of support (Luijkx et al., 2013). It 
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is not clear what these large differences in opinions of parents and/or legal 

guardians are related to. Researchers have repeatedly shown that the 

characteristics of a person with ID are related to support outcomes, in 

particular the severity of the disability. Felce and Emerson (2001) and 

Mansell (2006), for example, state in their review studies that the support 

provided to persons with greater support needs, resulted in poorer client 

outcomes. Specifically on the relationship between the severity of the 

disability and the opinion of parents and/or legal guardians about quality of 

support (Luijkx et al., 2013), data is lacking and more research is needed. 

Therefore, the main goal of this study is to determine in more detail 

than in the study of Luijkx et al. (2013) whether and how the opinions of 

parents and/or legal guardians vary for different groups of persons with 

intellectual disabilities and/or additional disabilities while controlling for 

other variables. Gaining greater knowledge of the opinions of parents and/or 

legal guardians on the quality of support in relation to the severity of the 

disability is essential to improve the partnership and collaboration between 

support service pro- viders and parents and/or legal guardians, which is 

consistent with the idea of family centred care (King et al., 1999). 

3.2 Methods 

3.2.1 Participants and setting 

The participants were parents and/or legal guardians of people with ID (n = 

1824). Their child/family member received residential support in one of 200 

different homes located in different regions of the Netherlands. These homes 

vary from community housing up to sheltered housing. All homes belong to 

the same, government funded, service provider. In the Netherlands the 

majority of people with ID who receive residential support live in homes of 

large government funded service providers. The severity of the disability of 
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the people with ID that participated in this research varied, ranging from 

mild to profound ID. In addition to ID, other disabilities were sometimes 

present, like motor and sensory disabilities. Challenging behaviour was also 

a frequent characteristic (see Table 1). The study’s research group was 

independent and not involved in the service providers’ organization. 

3.2.2 Instrument 

The opinion of parents and/or legal guardians about the quality of 

support was measured using the Groningen Care Barometer (GCB) 

(Vlaskamp et al., 2010; Luijkx et al., 2013). This questionnaire consists of 

three sections. In the first section, parents and/or legal guardians provided 

general information about the person with ID and themselves (16 topics). 

The second section consisted of 25 topics, divided into five equal 

subsections: daily care, housing, day services, leisure activities and 

communication. Each topic in the second section was marked out of ten, 

with ‘1’ as the lowest and ‘10’ as the highest score. The third section asked 

respondents to indicate the importance of the five individual subsections 

discussed in the second section on a five-point Likert scale. The 

questionnaire has good psychometric properties (Luijkx et al., 2013). 
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Table 1 
Characteristics of the persons with ID* 

    

 Group 1 
Mild or moderate ID 
(n=408) 

Group 2 
Severe or profound 
ID (n=598) 

Group 2A 
Severe/ profound ID 
and severe additional 
disabilities (n=278) 

Group 2B 
Severe/ profound ID 
without additional 
disabilities (n=320) 

Characteristics  N % N % N % N % 
ID 

Mild 
Moderate 
Severe 
Profound 

 
93 

315 
- 
- 

 
22.8 
77.2 

- 
- 

 
- 
- 

385 
213 

 
- 
- 

64.4 
35.6 

 
- 
- 

140 
138 

 
- 
- 

50.4 
49.6 

 
- 
- 

245 
75 

 
- 
- 

76.6 
23.4 

Prevalence of motor impairment 
Mild 
Moderate 
Severe 
Profound 
Missing 

187 
101 
56 
17 
11 
2 

45.8 
24.8 
13.7 
4.2 
2.7 
0.5 

433 
125 
71 

102 
129 

6 

72.4 
20.9 
11.9 
17.1 
21.6 
1.0 

278 
- 

47 
102 
129 

- 

100 
- 

16.9 
36.7 
46.4 

- 

155 
125 
24 
- 
- 
6 

46.9 
39.1 
7.5 
- 
- 

1.9 
Sensory impairment 

Visual problems 
Auditory problems 

 
72 
27 

 
17.6 
6.6 

 
230 
51 

 
38.5 
8.5 

 
156 
30 

 
56.1 
10.8 

 
74 
21 

 
23.1 
6.6 

Behavioural problems 
Aggressive/ destructive 
behaviour 
Self-injurious behaviour 

 
55 
 

12 

 
13.5 

 
2.9 

 
112 

 
34 

 
18.7 

 
5.7 

 
39 

 
23 

 
14.0 

 
8.3 

 
73 

 
11 

 
22.8 

 
3.4 

Type of relationship with the person 
Parent(s) 
First degree-relative(s) 
Second degree -relatives 
Other 

 
231 
117 
16 
40 

 
57.2 
29.0 
4.0 
9.9 

 
285 
202 
21 
67 

 
49.6 
35.1 
3.7 

11.7 

 
127 
93 
13 
30 

 
48.3 
35.4 
4.9 

11.4 

 
158 
109 

8 
37 

 
50.6 
34.9 
2.6 

11.9 
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 Mean SD Mean SD Mean SD Mean SD 
Age of the person supported 44.7 16.1 46.7 13.2 48.2 13.2 45.4 12.9 
Age at which left family home 20 12.9 14.7 11.5 14.7 11.9 14.6 11.1 
Number of years in a care 
organisation 

24.7 16.9 31.7 14.9 33.2 14.4 30.5 15.3 

Number of visits per 
year from parents/legal 
guardians 

53.8 102.5 53.6 158.2 51.8 102.5 55.2 193.2 

*The sum of the percentages does not always equal 100 because of rounding 
 



Does the severity of disability matter? 

39 
 

3.2.3 Procedure 

The management and the parents’ council of the service provider approved 

our research proposal and distributed an information letter and the 

questionnaire to all parents and/or legal guardians of persons with ID 

permanently living at the service providers’ residential unit. The information 

letter explained the purpose of the questionnaire and a guarantee of 

anonymity and confidentiality. 

A reminder was sent after two weeks. By returning the questionnaire, 

parents and/or legal guardians indicated their consent to participate in this 

study. Parents and/or legal guardians working at the service provider were 

excluded (n = 23) from the study. Several questionnaires were returned 

because no accurate postal address was known or because the respondent 

did not feel sufficiently involved with the person with ID (n = 16). 

Therefore, a total of 1058 questionnaires were used in the analyses (59.3%), 

which corresponds to the sample that Luijkx, ten Brug and Vlaskamp used 

in their study (2013). 

3.2.4 Analysis 

Parents and/or legal guardians were divided into groups based on the 

severity of the ID and/or the occurrence of additional disabilities (motor 

disability and/or sensory impairments) as indicated by the person’s parents 

and/or legal guardians (see Fig. 1). Two multiple covariance analyses 

(MANCOVA) were conducted for this study to compare the opinions of 

parents and/or legal guardians. A MANCOVA was chosen because the 

dependent variables correlated. The independent variable was the severity of 

the ID in the first MANCOVA. Persons with severe to profound intellectual 

and multiple disabilities can be regarded as a special group (Nakken & 

Vlaskamp, 2007) which have motor and/or sensory disabilities co-occurring 

with an intellectual disability. This combination of disabilities further 
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increases a person’s support needs (Guscia et al,. 2006) and makes them 

dependent on others in all aspects of daily life (Nakken & Vlaskamp, 2007); 

therefore a second MANCOVA was performed. The independent variable in 

the second MANCOVA was the occurrence of severe additional disabilities 

in persons with severe to profound ID. 

The five quality-of-support subsections were used as dependent 

variables. Six variables were selected as covariates in the two MANCOVAs. 

These variables were: age of the person with ID, behavioural problems, 

number of visits per year, age at which left family home, the number of 

years the person with ID lived in a residential or community home setting 

and type of relationship with the person supported (parent(s), first degree 

relative(s), second degree relative(s) or other legal guardian(s)). These 

covariates were selected because they could affect the relationship between 

the dependent variable and independent variables. 

3.3 Results 

First, the respondents were divided into two groups. The first group 

consisted of parents and/or legal guardians of people with mild or moderate 

ID (group 1). The second group consisted of parents and/or legal guardians 

of people with a severe or profound ID (group 2). Parents and/or legal 

guardians who did not give an indication of the severity of their child’s ID 

were excluded (n = 52). ‘Group 2’ was divided into two subgroups. ‘Group 

2A’ consisted of parents and/or legal guardians of people with a severe or 

profound ID and severe additional disabilities (motor and/or sensory 

impairments). ‘Group 2B’ comprised parents and/or legal guardians of 

people with severe or profound ID without severe additional disabilities. 

The characteristics of the people in the two groups are displayed in Table 1. 

Relationship between the severity of the ID and the opinions of 

parents and/or legal guardians. Table 2 shows the differences in the opinion 
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reported on the various subsections between groups 1 and 2. Using Pillai’s 

trace, a significant difference between the opinions of parents and/or legal 

guardians between the two groups was found (V = .027, F(5, 794) = 4.349, 

P < .001); the separate ANCOVAs on the dependent variables revealed also 

a significant difference between the opinion on the ‘leisure activities’ 

subsection (F(1,808) = 7.38, P < .01, η2 = 0.009). The parents and/or legal 

guardians of people with a severe or profound ID (Group 2) rated the quality 

of support in leisure activities significantly lower than the parents and/or 

legal guardians of people with a mild or moderate ID (Group 1). 

 

 
Figure 1. Division of respondents into groups. 
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Table 2 

Opinions of parents and/or legal guardians of persons with mild or moderate ID and severe or profound ID. 
 Group 1: Mild or moderate ID Group 2: Severe or profound ID 
Subsection N 𝑿 SD 5 number summary N 𝑿 SD 5 number summary 
Daily Care 401 7.7 1.40 2.0 - 7.0 - 7.8 - 8.5 - 10.0 591 7.6 1.10 4.4 - 7.0 - 7.6 - 8.0 - 10.0 

Housing 405 7.4 1.54 1.5 - 6.8 - 7.6 - 8.2 - 10.0 592 7.5 1.21 4.0 - 6.8 - 7.6 - 8.2 - 10.0 

Day Services 381 7.4 1.50 1.8 - 6.8 - 7.6 - 8.0 - 10.0 566 7.4 1.28 2.5 - 6.8 - 7.5 - 8.0 - 10.0 

Leisure Activities 
389 6.9 1.83 1.3 - 6.0 - 7.2 - 8.0 - 10.0 576 6.7 1.66 1.8 - 6.0 – 6.8 - 8.0 - 10.0 

     Significant difference in between the groups: F(1,808)=7.38, p<.01, η2=0.009 

Communication 403 7.4 1.60 1.3 - 6.7 - 7.6 - 8.2 - 10.0 593 7.4 1.32 3.2 - 6.8 - 7.6 - 8.0 - 10.0 
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Table 3 provides an overview of the grade distribution in groups 1 and 2 for 

the five subsections by showing the percentage of parents and/or legal 

guardians who reported an unsatisfactory rate (<6), a rate from 6 to 7 or a 

rate higher than 7. The rates in the subsections ‘daily care’, ‘housing’, ‘day 

services’ and ‘communication’ are quite similarly distributed for the two 

groups, with the majority (68.5–79.9%) rating the quality of these 

subsections between 7 and 10. A different pattern was found for the leisure 

activities subsection. First, because a smaller proportion of the parents 

and/or legal guardians from the two groups rated the quality of leisure 

activities between 7 and 10 (49.8–60.9%). Second, because two groups 

reported different results in this respect, as more than half of the parents 

and/or legal of persons with severe to profound ID (50.2%) rated the quality 

of leisure activities at below 7, while only 39.1% of parents and/or legal 

guardians of persons with mild to moderate ID rated the quality of leisure 

activities below 7. 
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Table 3 
Grade distribution in percentages of the respondents per subsection of quality of support. 
 Daily care Housing Day services Leisure activities Communication 
Rate 1-

5.99 
6-

6.99 7-10 1-
5.99 

6-
6.99 7-10 1-

5.99 
6-

6.99 7-10 1-
5.99 

6-
6.99 7-10 1-

5.99 
6-

6.99 7-10 

Group 1* 6.7 15.7 77.6 11.1 17 71.3 11 14.2 74.8 22.4 16.7 60.9 13.4 18.1 68.5 
Group2* 5.1 15 79.9 8.8 18.8 72.5 8.8 17.9 73.3 24.7 25.5 49.8 11.5 16 72.5 
Group 2A* 4.8 14.6 80.6 9.9 18.9 71.2 8.8 19.1 72.1 36.6 17 46.4 12.7 16.3 71 
Group 2B* 5.3 15.5 79.2 7.9 18.5 73.6 8.9 16.8 74.3  27.7 52.7 10.4 15.8 73.8 
*Persons and/or legal guardians of persons with: 
Group 1: mild or moderate ID 
Group 2: severe or profound ID 
Group 2A: severe or profound ID and severe additional disabilities 
Group 2B: severe or profound ID and no severe additional disabilities 
 

Table 4 
Opinions of parents and/or legal guardians of persons with and without severe additional disabilities 
 Group 2A: Severe/profound ID, and severe additional 

disabilities 
Group 2B: Severe/profound ID,  no severe additional 
disabilities 

Subsection N 𝑿 SD 5 number summary N 𝑿 SD 5 number summary 
Daily Care 273 7.7 1.18 4.0 - 7.0 - 7.6 - 8.2 - 10.0 318 7.5 1.02 4.5 - 7.0 - 7.6 - 8.0 - 10.0 
Housing 274 7.6 1.30 4.3 - 6.8 - 7.6 - 8.4 - 10.0 318 7.4 1.12 3.8 - 6.8 - 7.4 - 8.0 - 10.0 
Day Services 262 7.4 1.35 2.0 - 6.8 - 7.4 - 8.0 - 10.0 304 7.3 1.21 2.5 - 6.8 - 7.6 - 8.0 - 10.0 
Leisure Activities 265 6.6 1.79 1.4 - 5.4 - 6.8 - 8.0 - 10.0 311 6.8 1.54 1.8 - 6.2 - 7.0 - 8.0 - 10.0 
Communication 276 7.4 1.36 3.7 - 6.8 - 7.6 - 8.3 - 10.0 317 7.4 1.28 3.0 - 6.8 - 7.6 - 8.0 - 10.0 
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3.4 Discussion 

The purpose of this study was to examine the relationship between the 

severity of a person’s ID and the opinions of parents and/or legal guardians 

about several aspects of the quality of support. No significant differences 

were found between the opinions of parents and/or legal guardians of people 

with moderate to mild and severe to profound ID on the daily care, housing, 

day services and communication subsections. Additionally, the results did 

not indicate significant differences between the opinions of parents and/or 

legal guardians of people who had severe additional disabilities and those 

who did not. All the parents and/or legal guardians were on average 

‘moderately satisfied’ to ‘satisfied’ with most aspects of support. However, 

there could be alternative reasons for the moderate to high ratings in all 

groups, such as that it is a coping strategy or that it is explained by theories 

of subjective well-being homeostasis in parents (Cummins 2005). 

A significant difference was found for one of the subsections. On 

average, the parents and/or legal guardians of people with severe to 

profound ID rated the quality of leisure activities significantly lower than 

the other group. Because the difference between both groups was small, 

results have to be interpreted with some caution. However, the results are 

consistent with the study of Zijlstra and Vlaskamp (2005), which revealed 

concerns about the quality of leisure provision for people with profound 

intellectual and multiple disabilities, who are likely to spend a large amount 

of their leisure time unoccupied and to have an abundance of unstructured 

free time (Emerson & Hatton 1996; Duvdevany & Arar 2004; Zijlstra & 

Vlaskamp 2005). Facilities in the Netherlands often do not have enough 

budget and/or volunteers to cater for quality leisure time. Therefore, the 

GCB results should be used as a starting point for service providers to learn 

from parents and/or legal guardians and seek collaboration in defining how 
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leisure activities should be shaped. 

Although we attempted to control for several variables in this study, 

the influence of unknown confounding variables cannot be ruled out. The 

type of housing (large or small-scale) and staff client ratio, for example, can 

both be confounding factors. However, we were unable to take this factor 

into account in this study. Another limitation of this study was that parents 

and/or legal guardians were asked to provide the details regarding the 

characteristics of the person with ID. Research shows that certain 

characteristics such as vision and hearing problems are significantly under-

reported by parents when compared to the actual figures confirmed on 

examination (Ackland & Wade 1995). The number of sensory problems also 

appeared to be underestimated by parents and/or legal guardians in our study 

when compared to other studies (Evenhuis et al., 2001), which can either be 

a sign of incomplete information provided to parents by a service provider 

or insufficient knowledge of this topic by parents and/or legal guardians. 

The under-reporting of sensory problems by parents and/or legal guardians 

could have led to a bias in the composition of groups 2A and 2B and explain 

the absence of any difference between them. Even though the difference on 

leisure activities between group 2A and 2B is non-significant, parents and/or 

legal guardians of persons with severe/profound ID, and severe additional 

disabilities in this sample are less satisfied with leisure activities than the 

parents and/or legal guardians of persons with severe/profound ID, without 

additional disabilities. 

In this research we studied the relationship between the severity of 

the disability and opinions of parents on the quality of support provided and 

considered parental reports as an important measurement for this purpose. 

The opinions of parents and/or legal guardians, however, are not necessarily 

the same as the opinions of the people themselves, and therefore provided us 
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with a different perspective on understanding the quality of support in 

general. Quality is, without doubt, a relative term which can be viewed and 

defined in different ways by different stakeholders (World Health 

Organization 2012). Therefore, the best way of measuring the quality of 

support would be by using a combination of methods – not only studying the 

opinions of parents and/or legal guardians, but also the opinions of people 

with an ID (or their proxies), and then acting on the information from both 

studies. 

This study showed that there were predominantly only small 

differences between the opinions held by the different groups of parents 

and/or legal guardians. Their opinions seemed to be less dependent on the 

severity of the intellectual and other disabilities than was found in other 

studies (Felce & Emerson 2001; Mansell 2006). This shows us that parents 

and/or legal guardians have their own perspectives on the quality of support. 

Their opinions can be related to aspects other than the severity of the 

disabilities. It is possible that the parents and/or legal guardians are more 

sensitive to the overall ambience, the atmosphere in the care homes or to 

how day-to-day support was provided to their loved ones by the staff. By 

discussing the quality of support with parents and/or legal guardians, service 

providers make optimal use of the knowledge and capabilities of parents, 

which is consistent with the principles of FCS and helps develop support 

better tailored to the specific needs and preferences of people with ID. 
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4  
Time use of parents raising children 
with severe or profound intellectual 
and multiple disabilities. 
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Abstract 

Background. Raising children with severe or profound intellectual and 

multiple disabilities (PIMD) is expected to put extreme pressure on parental 

time use patterns. In this study we focused specifically on the total time use 

of mothers and fathers raising children with PIMD and compared it to the 

time use of parents of typically developing children. 

Method. Twenty-seven fathers and 30 mothers raising children with PIMD 

completed a time use diary on a mobile phone or tablet app, as did 66 fathers 

and 109 mothers of typically developing children. Independent t-tests and 

Mann-Whitney tests were performed to compare mean time use.         

Results. There are no differences in the time use of mothers or fathers of 

children with PIMD on contracted time (paid work and educational activities) 

and necessary time (personal care, eating and drinking and sleeping) when 

compared to mothers and fathers of typically developing children. There are 

significant differences between the mothers and fathers of children with 

PIMD and the mothers and fathers of typically developing children in terms 

of committed time (time for domestic work and the care and supervision of 

their children) and free time. The mothers of children with PIMD spend 

significantly less time on domestic work and more time on care and 

supervision than mothers of typically developing children.           

Conclusions. This study shows that the mothers and fathers of children with 

PIMD have to spend a significant amount of time on care tasks, and have on 

average 1.5 hours less free time per day than parents of typically developing 

children. This is a striking difference, since leisure time can substantially 

contribute to well-being. Therefore, it is important not only to consider a 

child with PIMD’s support needs, but also identify what parents need to 

continue their children’s daily care and supervision.  
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4.1 Introduction 

The transition to parenthood is a life-changing event with major 

consequences for people’s lives. Becoming a parent strongly affects daily 

time use and it is demanding for both fathers and mothers to combine family 

work and paid work (Craig & Mullan, 2010). The time parents spend on 

family work often limits their leisure time, including the time spent with 

friends and activities done together as a couple (Claxton & Perry-Jenkins, 

2008). Demands on time can become inordinate when a child has a disability 

(McCann et al., 2012). Due to the limitations in for instance self-care, 

adaptive behaviour, healthcare problems and mobility, raising a child with a 

disability can require extra work, effort and time from parents. Many children 

with disabilities grow up at home, which is in agreement with the Convention 

on the Rights of Persons with Disabilities (2006). This is, however, not 

without consequences for parents, as they have to juggle work and family 

responsibilities on a day-to-day basis. McCann and colleagues (2012) 

performed a literature review which yielded 32 studies conducted on the time 

use of parents raising children with a disability. The main conclusion from 

this review was that parents of children with a disability carry a significant 

caregiving burden which often does not reduce as the age of the child 

increases (McCann et al., 2012). The severity of a child’s disability is related 

to higher frequencies of childcare activities in parents (Crowe, 1993; Curran 

et al., 2001; McCann et al., 2012). The review by McCann et al. (2012) also 

gave detailed information about the time use of parents of children with 

disabilities in general and some information about a few specific groups of 

parents (such as parents of children with Down’s Syndrome).   

 However, there is hardly any research on children with the most 

severe disability: those with profound intellectual and multiple disabilities 

(PIMD). This is odd, since families of children with PIMD can be seen as a 
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specific group, because these children are dependent on others in all aspects 

of daily life (Nakken & Vlaskamp, 2007). Due to their intellectual, motor and 

sensory impairments and health problems, raising a child with PIMD is a 

highly intensive and lifelong task. As the degree and severity of a child’s 

disability are related to patterns in the parents’ time use (Crowe et al., 1993; 

Curran et al., 2001), we may assume that parents raising children with PIMD 

have a tough job to manage. Tadema and Vlaskamp (2010) confirmed this 

assumption by showing that providing the basic care needs of a child with 

PIMD has a great impact on the lives of families. Parents of younger children 

with PIMD experience care tasks as being more burdensome than parents of 

older children with PIMD (Tadema & Vlaskamp, 2010).    

 Even though the study by Tadema and Vlaskamp (2010) showed the 

great impact a child with PIMD has on the lives of his/her parents, it does not 

provide insight into parents’ objective time use. Except for a study from 1989 

(Edebol-Tysk, 1989), there are no studies focused specifically on the (total) 

time use of parents raising children with PIMD. It is also not known if, and if 

so how the time use of parents of children with PIMD is different from the 

time use of parents of typically developing children. Also, fathers are not 

included in most studies of time use, even though a family is an 

interdependent unit and what happens to one member of the unit has an 

impact on other members (Thomas et al., 2011). Finally, the focus in many 

time use studies is solely on care tasks, whereas collecting information on all 

daily activities, including leisure time, would provide an indication of which 

other activities are sacrificed for those concerning the child with PIMD 

(Thomas et al., 2011).        

 Therefore, the main goal in our study is to gather information about 

the time used for all daily activities for both mothers and fathers raising 

children with PIMD, and to compare them with parents of typically 
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developing children. Knowledge of the time use demands on parents raising 

children with PIMD provides important insights into the quality of life of 

families raising children with PIMD. Better understanding of these families’ 

quality of life could help professionals and people involved with these 

families understand what these families need, to work in collaboration with 

these families and to develop services which are sensitive and applicable to 

the needs of the whole family unit. As long as these parents’ time use remains 

invisible and unknown, professionals, policy stakeholders and the general 

public cannot fully understand the parents and their care tasks, or the 

consequences on their work and leisure time.  

4.2 Method 

4.2.1 Participants 

A convenience sample of 31 families agreed to participate in this study, 

resulting in a total of 57 participants (30 mothers and 27 fathers). Informed 

written consent was obtained from the participating parents. All the families 

were two-parent families.       

 Mothers and/or fathers were included in this study if their child had a 

severe or profound intellectual disability (IQ score <35 points or a 

developmental age <48 months) and a motor disability, and was still living at 

home. The characteristics of the children and their families are presented in 

Table 1 and 2. The individuals with PIMD ranged in age from 3 to 34 years, 

with a mean age of 9.8 years. All the children had additional impairments 

(see Table 2). Of the 31 children included, 35.5% were male and 64.5% were 

female. Families received on average 41 hours (SD 8.9) of formal support per 

week, ranging from 18 to 60 hours per week. During these hours, parents are 

relieved of their care tasks and the child with PIMD receives formal support 
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in or outside the family home. Over half the children (51.6%) also visits a 

facility for respite care for at least one night per month.  

4.2.2 Comparison group 

A comparison group was used to provide ‘normative’ data to compare the 

time use of parents raising children with severe/profound intellectual and 

multiple disabilities with the time use of parents raising typically developing 

children. The comparison group is referred to as families with typically 

developing children. The data on the fathers and mothers of typically 

developing children were selected from a time use study performed by the 

Netherlands Institute for Social Research (SCP), in which members of the 

representative LISS panel (Longitudinal Internet Studies for the Social 

sciences) participated. The mothers and fathers in this study were not related 

to each other, resulting in one participating member per family. Father and 

mothers in the comparison group collected time use data for one to three 

days. The participants were selected for the comparison group based on the 

following criteria: 

• Raising one or more typically developing children aged between 0 

and 12 years 

• A member of a two-parent family 

• A time use diary was correctly completed for one to three days.  

This resulted in a group of 175 people (109 mothers and 66 fathers). The 

characteristics of the comparison group are described in Table 1. There are no 

significant differences (p<0.001) between the participating mothers and 

fathers raising children with PIMD and the participating mothers and fathers 
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raising typically developing children in terms of the characteristics described 

in Table 1. 

4.2.3 Procedure 

To reach as many families raising a child with PIMD at home as possible, 

information about this study was communicated widely. Several 

organizations such as parents’ organizations, websites for the parents of 

‘children with complex needs’ and our own research group raised awareness 

for this study in conventional and social media. An article about the rationale 

behind this study was published in a national magazine for parents of 

children with complex needs, inviting families to participate in the research 

project. Several organizations offering daycare activities for children with 

PIMD also informed the families of the children they were supporting about 

the study and encouraged them to participate. In addition, families with 

children with PIMD recruited other similar families to participate. On signing 

up for the study, we asked the families to provide us with some background 

information about themselves using a short questionnaire. Using this 

information we were able to include only families who met the inclusion 

study’s criteria.       

 These families were contacted by one of the researchers for an 

appointment at the family home. During this home visit, the researchers 

explained that participation was voluntary and that the parents’ privacy was 

guaranteed. The aim of the study was then explained again and the parents 

received verbal instructions on how to keep track of their time use. Written 

instructions were sent to the families after the visit. All the participating 

families received a home visit in the week before they completed their time 

use diary.  
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Table 1 
Participant and family characteristics  

Family characteristics Parents of a child with PIMD 
(n=57) 

Parents of a typically 
developing child (n=175) 

 n (%) n (%) 
Number of children living at home 

1 
2 
3 
4 
5 
6 

6 (19.4) 
13 (41.9) 
11 (35.5) 
1 (3.2) 
0 (0.0) 
0 (0.0) 

43 (24.6) 
82 (46.9) 
43 (24.6) 
4 (2.3) 
2 (1.1) 
1 (0.6) 

Children under 3 years  
Yes  
No 

10 (32.3) 
21 (67.7) 

65 (37.1) 
110 (62.9) 

Children 4-12 years   
Yes  
No 

25 (80.6) 
6 (19.8) 

142 (81.1) 
33 (18.9) 

 Fathers 
(n=27) 

Mothers 
(n=30) 

Fathers 
(n=66) 

Mothers 
(n=109) 

 n (%) n (%) n (%) n (%) 
Age  

20-30  
31-40 
41-50 
51-60 
Missing 

0 (0.0) 
9 (33.3) 
12 (44.4) 
5 (18.5) 
1(3.7) 

2 (6.7) 
14 (46.7 
13 (43.3) 
1 (0.7) 
0 (0.0) 

6 (9.1) 
29 (43.9) 
27 (40.9) 
4 (6.1) 
0 (0.0) 

9 (8.3) 
64 (58.7) 
36 (33.0) 
0 (0.0) 
0 (0.0) 

Age (Mean, SD) 43.4 (7.2) 40.1 (6.7) 40.0 (6.7) 38.0 (5.5) 
Level of education  

Secondary education 
Intermediate 
vocational training 
Secondary vocational 
training 
University degree 
Missing 

1(3.7) 
9 (33.3) 
 
11 (40.7) 
 
5 (18.5) 
1 (3.7) 

2 (6.7) 
14 (46.7) 
 
7 (23.3) 
 
7 (23.3) 
0 (0.0) 

15 (22.7) 
18 (27.3) 
 
24 (36.4) 
 
8 (12.1) 
1 (1.5) 

15 (13.8) 
43 (39.4) 
 
44 (40.4) 
 
7 (6.4) 
0 (0.0) 

Paid work  
Yes 
No 
Missing 

24 (88.9) 
2 (7.4) 
1 (3.7) 

20 (66.7) 
10 (33.3) 
0 (0.0) 

48 (72.7) 
8 (12.1) 
10 (15.2) 

73 (70.6) 
24 (22.0) 
12 (11.0) 
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Table 2 
Characteristics of the children with PIMD  

Characteristics (n=31) M (SD) n % 
Age (years) 9.8 (6.4)   
Developmental age (months) 12.1 

(9.6) 
  

Sex  
Male  
Female 

  
11 
20 

 
35.5 
64.5 

Gross motor function classification system (GMFCS)1 

I 
II 
III 
IV 
V 

  
0 
5 
4 

10 
12 

 
0 

16.1 
12.9 
32.3 
38.7 

Manual ability classification system (MACS)2 

I 
II 
III 
IV 
V 

  
1 
8 
3 
9 

10 

 
3.2 

25.8 
9.7 
29 

32.3 
Additional impairments and health problems 

Visual problems 
Auditory problems 
Epilepsy 
Reflux 
Chronic obstipation  
Behavioural problems 
Sleep disorders 
Use of feeding tube 
Scoliosis 
Chronic respiratory infection 

  
19 
2 

24 
10 
16 
18 
16 
14 
10 
12 

 
61.3 
6.5 

77.4 
32.3 
51.5 
58.1 
51.6 
45.2 
32.3 
38.7 

Formal support for the children with PIMD in hours per 
week 

<20 
20-30 
31-40 
41-50 
51-60 

  
 

1 
1 

15 
11 
4 

 
 

3.2 
3.2 

48.4 
35.5 
12.9 

1 Palisano et al., 1997 
2 Elliason et al., 2006 

4.2.4 Data collection: time use app 

Time use was measured using a time diary app for smartphones and tablets. 

This is a relatively new technology, but an earlier study examining the use of 

smartphone apps in time use studies obtained good results for both 
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experienced and less experienced smartphone users (Sonck & Fernee, 2013). 

Respondents could use the app everywhere at any time and complete their 

diary on their smartphone or tablet, independent from network accessibility. 

The original time use app was developed by CenterData for a time use study 

of the Netherlands Institute for Social Research (SCP), which was used as a 

comparison group for this study. The Harmonized European Time Use 

Survey (HETUS) guidelines were followed, although some minor adaptations 

were made. The app was further adapted by CenterData especially to study 

the time use of parents raising children with a disability. The adapted version 

of the time use app was tested in a small pilot study. Afterwards, small 

inaccuracies were resolved and the app was made even more user-friendly.

 Data for the current study were gathered over seven consecutive days 

in an ordinary week. The time use app divided hours into ten-minute intervals 

(identical to HETUS) and parents recorded their primary activity for each 

interval using a pre-coded list, and they could add an additional activity from 

the pre-coded list to indicate a secondary activity done at the same time 

(secondary activity). Using pre-coded categories deviated from the HETUS 

guidelines (which prescribe open categories described by the respondents 

themselves) but took the same HETUS activities into account. Typing in each 

activity on a tablet or smartphone would have been burdensome for the 

respondents, therefore a pre-coded list of activities was used. If people were 

unsure whether their activity matched one of the pre-coded categories, 

additional explanations and examples could be consulted under the 

information button in the app. If no pre-coded activity matched their activity, 

respondents could add a self-defined activity. The pre-coded lists of activities 

provided to parents with and without children with PIMD consisted of 14 

main categories and 37 subcategories. One main category with seven 

subcategories was added to the app for this particular study into time use of 
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parents raising children with PIMD: the time used for care and supervision of 

children with disabilities. These activities include physical care and 

healthcare-related tasks, supervision and vigilance. The activities in the ‘time 

used to care and supervise children with disabilities’ subdomain are based on 

childcare activities described in the review study by McCann, Bull and 

Winzenberg (2012) and thereafter controlled for inaccuracies by three of the 

respondents in the current study.  

Table 3 
Categories in the time use app 

1. Sleeping 
2. Personal or medical care 
3. Paid work 
4. Eating and drinking 
5. Educational activities 
6. Domestic work 
7. Shopping and use of services1 
8. Care and supervision of child with disability1, 2 
9. Care and supervision of typically developing children/ adults  
10. Social contacts 
11. Television, radio, reading 
12. Computer & internet 
13. Other leisure time 
14. Travel time 
15. Filling in the time use diary 

1 This domain was only available in the time-use app for parents of children with PIMD 

2 This domain consists of the following subcategories 

4.2.5 Analysis 

A participant’s time use data was included in the analysis if at least one day 

was logged in the time use app for at least twenty-three hours. First we 

distinguished four main categories which are fundamentally different at a 

broader level and were used in earlier studies (Aas, 1982), namely contracted 

time (including the two subcategories ‘time spent in paid work’ and 

‘educational activities’), necessary time (including the three subcategories 
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‘time spent asleep’, ‘eating and drinking’ and in ‘personal or medical care’), 

committed time (including the four subcategories ‘time spent in domestic 

work’, ‘shopping and services’, ‘care and supervision of typically developing 

children’ and ‘care and supervision of a child with PIMD), and free time 

(including the four subcategories ‘time spent in social contacts’, ‘time spent 

watching television, listening to the radio or reading’, ‘time spent browsing 

the internet or using a computer’ and ‘other leisure activities’). Subsequently, 

a combination of parametric and nonparametric methods was used to 

compare the mean duration spent by the participant on the four main 

categories and thirteen subcategories (expressed in minutes/day) for fathers 

and mothers raising children with PIMD, and mothers and fathers raising 

typically developing children. Independent t-tests (if normally distributed) or 

Mann-Whitney tests (if not normally distributed) were used to compare the 

mean duration of the main categories for mothers and fathers raising children 

with PIMD and fathers and mothers raising typically developing children. 

Because of the large number of significance tests, a Bonferroni multiple-

significance-test correction was applied, resulting in an alpha of .001. When 

interpreting the results of the analysis, the primary focus was on substantial 

differences between the mean times and patterns evident in the data.  

4.3 Results 

4.3.1 Contracted time 

As is shown in Table 4, on average the mothers of children with PIMD spent 

3.6 hours per day on contracted time and the fathers of children with PIMD 

5.2 hours per day. This duration is comparable to the time spent on contracted 

time by mothers and fathers raising typically developing children. The mean 

number of hours (M=5.2) the fathers of children with PIMD spend in paid 

work (only those who work) is higher than the mean number of hours 
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(M=4.0) the fathers of typically developing children work (only those who 

work); however, this difference is not statistically significant.  

4.3.2 Necessary time 

Mothers raising children with PIMD spent on average 10.3 hours per day on 

necessary activities, such as sleeping, eating and drinking and medical care. 

Fathers raising children with PIMD spent on average 10.4 hours per day on 

these activities. The amount of time spent on necessary activities overall, and 

specifically on sleeping, eating and drinking and personal/medical care, is not 

statistically significantly different from both the mothers and the fathers of 

typically developing children.  

4.3.3 Committed time 

The mothers of children with PIMD spent on average 6.2 hours per day on 

committed time and the fathers of children with PIMD spent on average 4.1 

hours per day on these activities. A similar time use pattern can be observed 

in parents of typically developing children, where mothers also spent more 

hours per day (M=4.6) on committed activities per day than fathers (M=2.7). 

The ‘committed time’ section in Table 4 also shows that the mothers of 

children with PIMD (M=6.2, SD=2.4) spend significantly more time on 

committed activities than the mothers of typically developing children 

(M=4.6, SD=2.3); t(137)=3.23, p=.001. The same trend is visible for fathers, 

but the difference is not significant.      

 A closer look at the subcategories shows that mothers of children with 

PIMD spend on average 2.8 hours per day (SD=1.7) on the care and 

supervision of their children. This can be divided into time spent on care and 

supervision of their child with PIMD (M=2.6, SD1.6) and time spent on the 

care and supervision of their typically developing children (M=0.2, SD=0.3). 

Mothers raising only typically developing children spent on average 0.2 
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hours per day (SD=0.7) on the care and supervision of their children, which 

is significantly less than the mothers of children with PIMD; U=111, z=-

8.932, p=0.001. The fathers of children with PIMD spend on average 2.1 

hours per day (SD=2.5) on the care and supervision of their children, while 

fathers of typically developing children spent significantly less time on the 

care and supervision of their children (M=0.2, SD=0.7); U=200, z=-6,522, 

p=.001. The time spent on the care and supervision of all children by fathers 

can be divided into 1.9 hours per day (SD=1.7) on care and supervision of the 

children with PIMD and 0.3 hours per day (SD=0.6) on the typically 

developing children.       

 Mothers of children with PIMD spend 2.8 hours per day (SD=1.3) on 

domestic work, while mothers of typically developing children spend 

significantly more (4.3 hours) per day (SD=2.2) on domestic work; 

t(78,905)=-4,670 p=.000. The same trend can be seen for fathers of children 

with PIMD (M=1.7, SD=1.4) and fathers of typically developing children 

(M=2.5, SD=1.8) but this difference is not significant.  

4.3.4 Free time 

Mothers raising children with PIMD spend on average 4.0 hours per day 

(SD=1.9) on free time and the fathers of children with PIMD spend on 

average 4.1 hours per day (SD=1.5). Both the mothers and fathers of 

typically developing children have significantly more free time. The mothers 

of typically developing children use on average 5.5 hours per day (SD=1.9) 

for free time; t(137)=-3,885, p=.000. The fathers of typically developing 

children use on average 5.8 hours per day (SD=2.4) for free time, t(74,595)=-

4,151, p=.000.         

 A closer look at the activities described within free time shows that 

both the mothers and fathers of children with PIMD spend time on all 

activities within the free time category separately, as do the parents of 
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typically developing children. Both the mothers and fathers of children with 

PIMD seem to ‘save’ time on all the separate subcategories compared to the 

mothers and fathers of typically developing children, though these 

differences are not significant. 

Table 4 
Mean time use during the week and weekend days 
Category Subcategory Parents of a child with 

PIMD 
Parents of a typically 
developing child 

  n Mean time in hours 
per day (SD) 

n Mean time in hours 
per day (SD) 

Total contracted time     
Mothers1   19 3.6 (2.1) 48 3.7 (2.2) 
Fathers 1  21 5.2 (1.7) 58 4.1 (2.0) 
 Paid work     
 Mothers2 30 2.2 (2.4) 109 1.6 (2.3) 
 Fathers2 27 4.1 (2.7) 66 3.6 (2.3) 
 Paid work (only participants who have paid work) 
 Mothers1  19 3.4 (2.2) 48 3.6 (2.2) 
 Fathers 1 21 5.2 (1.7) 58 4.0 (2.0) 
 Educational activities     
 Mothers 3 30 0.1 (0.2) 109 0.0 (0.2) 
 Fathers 3 27 0.1 (0.7) 66 0.2 (0.7) 
Total necessary time     
Mothers1   30 10.3 (0.9) 109 10.9 (1.3) 
Fathers 1  27 10.4 (2.2) 66 10.5 (1.4) 
  Sleeping time     
 Mothers1  30 8.2 (0.9) 109 8.4 (1.0) 
 Fathers 1 27 8.1 (1.3) 66 8.4 (1.3) 
 Eating & drinking 

Mothers 1 
 
30 

 
1.3 (0.5) 

 
109 

 
1.7 (0.7) 

 Fathers 2 27 1.6 (1.4) 66 1.6 (0.7) 
 Personal medical care     
 Mothers1 30 0.8 (0.2) 109 0.8 (0.4) 
 Fathers1 27 0.7 (0.5) 66 0.6 (0.4) 
Total committed time     
Mothers1   30 6.2 (2.4)*** 109 4.6 (2.3) 
Fathers 1  27 4.1 (3.0) 66 2.7 (1.8) 
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 Domestic work     
 Mothers 1 30 2.8 (1.3)*** 109 4.3 (2.2) 
 Fathers2  

 
 

27 1.7 (1.4) 66 2.5 (1.8) 

 Shopping and use of 
services 

    

 Mothers3  30 0.6 (0.3)  - 
 Fathers3  27 0.2 (0.3)  - 
 Care and supervision 

of all children 
    

 Mothers 2 30 2.8 (1.7)*** 109 0.2 (0.7) 
 Fathers 2 27 2.1 (2.5)*** 66 0.2 (0.5) 
 Care and supervision of typically developing 

children 
  

 Mothers 2 30 0.2 (0.3) 109  0.2 (0.7) 
 Fathers 2 27 0.3 (0.6) 66 0.2 (0.5) 
 Care and supervision of children with PIMD   
 Mothers3  30 2.6 (1.6) - - 
 Fathers3  27 1.9 (1.7) - - 
Total free time     
Mothers1   30 4.0 (1.9)*** 109 5.5 (1.9) 
Fathers 1  27 4.1 (1.5)*** 66 5.8 (2.4) 
 Social contacts     
 Mothers 2 30 1.5 (1.2) 109 1.9 (1.6) 
 Fathers 2 27 1.7 (1.8) 66 1.7 (1.8) 
 Leisure time     
 Mothers 2 30 0.3 (0.3) 109 0.6 (1.1) 
 Fathers 2 27 0.2 (0.2) 66 0.4 (0.7) 
 Computer & internet     
 Mothers 2 30 0.7 (0.5) 109 1.0 (0.9) 
 Fathers 2 27 0.6 (0.7) 66 1.1 (1.0) 
 Reading, tv & radio     
 Mothers 1 30 1.5 (0.9) 109 2.0 (1.2) 
 Fathers 2 27 2.1 (1.0) 66 2.5 (1.4) 
1 Independent samples t-test 
2 Mann Whitney test 
***p<.001 
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4.4 Discussion 

The aim of this study was to increase our understanding of how raising a 

child with a PIMD at home affects the time use of both mothers and fathers in 

all the activities of daily life. Our results show that both the mothers and the 

fathers of children with PIMD and the mothers and the fathers of typically 

developing children spend similar amounts of time on contracted and 

necessary time, but there are substantial differences in committed time (e.g. 

care and supervision of children with PIMD and domestic work) and free 

time. Notwithstanding the substantial professional support, mothers and 

fathers spend on average 2.1 to 2.8 hours per day on care and supervision of 

their children as their primary activity. This is significantly more than the 

average time both mothers and fathers of typically developing children spend 

on childcare and supervision (average <30 minutes per day). Mothers and 

fathers raising children with PIMD spend significantly less time on average 

on domestic work when compared to mothers and fathers raising typically 

developing children. Mothers and fathers raising children with PIMD thus 

spend on average 1.5 hours per day less on free activities than mothers and 

fathers raising a typically developing children, which is a striking difference. 

This reduction in free time cannot be traced back to one or more specific 

leisure activity, both mothers and fathers seem to cut a little time from all 

subcategories.        

 Several methodological strengths can be described. First, mothers and 

fathers participated in this study. Few studies have examined the impact of 

raising a child with disabilities on the time use of fathers (Crettenden, 2008). 

Mothers in the study by Crowe and colleagues (2000) reported that the 

fathers of young children with disabilities spend the same amount of time on 

childcare as the fathers of typically developing children, which agrees with 

the results of this study, which found that fathers are also involved to a large 
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extent in the care and supervision of their child with PIMD. The results also 

seem to indicate differences between the time use of the mothers and fathers 

of children with PIMD, which differences are similar to those between the 

mothers and fathers of the comparison group. Since the mothers and fathers 

of children with PIMD are related to each other, it was not possible to analyse 

this trend statistically.       

 Second, the diary method used in this study is widely described as a 

very accurate procedure (Frazis & Stewart, 2012; Stinson, 1999) when 

compared to questionnaires describing time use or recall diaries. Recall 

problems and over or underestimation are avoided with the diary method 

(Juster & Stafford, 1991), and by listing all the activities during one (or more) 

24-hour period, rather than a few specific activities, the data is less distorted 

due to ‘social desirability bias’ (Frazis & Stewart, 2012; Stinson, 1999). 

Third, the participants in this study used a time use smartphone or tablet app 

to keep track of their time use. Today, smartphones and tablets are an 

important and integrated part of everyday life in the Netherlands, which 

makes keeping track of time use easier and less burdensome than a paper 

time use diary (Sonck & Fernee, 2013).    

 Fourth, in our study we compared two groups of parents in the 

Netherlands using the same time use app. This enabled us to compare 

effectively the time use of mothers and fathers raising children with PIMD 

with parents raising typically developing children. The time use data of 

parents raising children with PIMD is difficult to compare with the time use 

of parents raising children with less severe intellectual disabilities or other 

types of disabilities in previously conducted studies. ‘Childcare’ has been 

inconclusively defined, for instance, in studies into the time use of mothers 

raising children with a disability, which makes it hard to compare time use 

between studies (Crettenden, 2008; McCann & Winzenberg, 2012). The way 
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people spend their time is thus not only related to personal and family 

characteristics, but also determined by national policies on the support for 

families raising children with a disability. When comparing our data to other 

studies, differences in time use could also be related to the definition of the 

time use categories and/or the nation’s policy.    

 In addition to the abovementioned methodological strengths, there are 

also methodological weaknesses in our study. First, not all the participants in 

this study completed the time use app for all the days requested. We therefore 

only included participants who completed at least twenty-three hours in a 

day, to get as much use out of the data as possible. However, more than 70 

percent of the parents raising children with PIMD completed the diary for six 

or seven days (out of the seven days requested) and only 10 percent kept 

track of their time use for three days or less (out of seven days requested). It 

is possible that the participants who only completed a small part of the time 

use diary are more burdened and therefore did not have the time to complete 

the time use diary. Second, time use is expected to differ on week and 

weekend days, which could have influenced the results presented. A follow-

up analysis distinguishing week and weekend days showed some slight 

differences. We found that mothers raising children with PIMD save time on 

domestic work on weekdays when compared to mothers raising typically 

developing children (t(88,877)=-4,669 p=0.000). The same trend was 

observed in mothers raising children with PIMD in the domestic work 

category on weekend days, but the difference was not significant. No 

significant differences were  found on week and weekend days for fathers 

raising children with PIMD in terms of free time when compared to fathers of 

typically developing children on week and weekend days, although the trend 

was similar to the combined time use data (week and weekend days together).

 Third, only the parents’ primary activities were described and 
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analysed in this study. Previous research has shown that a substantial part of 

the care and supervision of a child with a disability is described as a 

secondary activity, undertaken at the same time as other activities 

(Crettenden, 2008). This may have led to underreporting of the actual time 

spent on the care and supervision of the children with PIMD. Several parents 

in this study mentioned during the home visit that their child with PIMD 

could not be left out of sight and was in constant need of supervision. Dupont 

(1980) described the constant need for supervision of children with a 

disability as the heaviest burden that the parents in his study bore. It would 

therefore be interesting to analyse the secondary activities of parents raising 

children with PIMD further. Fourth, average times (average hours per day) 

per activity are described in this study. The high standard deviations, 

however, show that there is substantial individual variation in the time spent 

on all categories. Since this individual variation is not only observed in both 

groups in our study but also in several other time use studies (Crowe & 

Micheal, 2011; Padeliadu, 1998), this seems to be a common aspect of time 

use. Therefore, future research should focus on the differences in time use of 

individual parents raising children with PIMD and study if and how their 

time use patterns are related to personal factors in the parents and/or their 

children with PIMD.        

 In this study we measured the impact of raising a child with PIMD in 

terms of the parents’ objective time use. The children with PIMD in this 

study ranged in age from 3 to 34 years (with 34 years being an outlier), and 

the children with PIMD had siblings in 25 families. Although the parents’ 

care tasks in raising their children with a disability do not necessarily 

diminish with age (Curran et al., 2001), it is unknown if and how the time use 

patterns of parents raising children with PIMD change over time and change 

with transitions in life. It is unknown what having continuously different time 
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use patterns means for parents raising children with PIMD. Future research 

should provide greater insight into the subjective experience or parental 

appraisal account of raising children with PIMD because the time needed for 

care and supervision is not necessarily related to the parents’ subjective 

experience (Tadema & Vlaskamp, 2010).     

 This study shows that the mothers and fathers of children with PIMD 

have to spend a significant amount of time on care tasks and have on average 

1.5 hours less free time per day than the parents of typically developing 

children. This is consistent with the study by Axelsson & Wilder (2014), who 

showed that the majority of family activities happened less often in families 

with children with PIMD than in families with typically developing children. 

This is a striking difference, since leisure participation/free time substantially 

contributes to people’s well-being (Sirgy, 2012). Participation in leisure 

activities has been identified as a coping strategy for day-to-day stress (Qian, 

Yarnal, & Almeida, 2014). Since several studies state that parents raising 

children with a disability experience increased levels of stress (Baker-

Ericzen, Brookman-Frazee, & Stahmer, 2005), the availability of free time 

seems to be of great importance for these parents.     

 The radical impact on parental time use patterns and the limited 

amount of free time makes taking care of children with PIMD, 24/7, an 

extremely demanding task for parents. Therefore, formal support for families 

raising children with PIMD (such as short breaks/respite care) would appear 

to be extremely important for families to improve or maintain their well-

being and quality of life (O’Brien, 2001). In several studies parents describe 

that services meeting their specific needs are unavailable or they are 

dissatisfied with the respite services for their children with a disability 

(McGill et al., 2006). Parents also experience financial barriers to obtaining 

the necessary services (Resch et al., 2010). Organizations and practitioners 
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working with such families must be aware of these problems with services 

and the pressure parents experience on their time use in order to support 

families optimally. Therefore, organizations should explore ways of ‘giving 

back’ time to parents by creating family centred services and support 

interventions adapted to the needs and preferences of parents.  
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Abstract 

Background. This study analysed parents’ positive and negative appraisals of 

the impact of raising children with profound intellectual and multiple 

disabilities (PIMD) on family life, which is of great importance to tailoring 

the support to the families’ needs. 

Method. Mothers (n=52) and fathers (n=27) of 56 children with PIMD 

completed a questionnaire focused on their positive and negative appraisals 

of the impact of childhood disability on family life. Scale means (ranging 

from 10-40) were calculated, as was the relationship between the two 

subscales. 

Results. Parents indicated that their children affect family life both positively 

(M=31.4 and 32.8 respectively) and negatively (M=31.3 and 28.5 

respectively). Only fathers showed a positive significant relationship between 

the positive and negative subscales.  

Conclusions. Parents’ positive and negative appraisals co-occur. Although 

parents substantially positively appraise the impact on family life, their 

substantial negative appraisal demands tailored support for families raising 

children with PIMD.  
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5.1 Introduction 

Nowadays, the role that family members play in the life of a person with an 

intellectual disability is widely acknowledged (Turnbull & Turnbull, 2001). 

This has led to the recognition that a disability not only strongly influences 

the person themself, but has consequences for the whole family (Seligman & 

Darling, 2009). As family systems theory explains, all family members are 

related; family is viewed as a complex and interactive system in which all the 

members’ needs and experiences affect the others (Seligman & Darling, 

2009). Families are viewed both as partners in supporting the child with 

intellectual disabilities (ID) and as recipients of the support services 

themselves (Summers et al., 2005). When professionals and families work 

together in partnership and following the principles of family centred 

services, this positively affects the outcomes for the child, parents and family 

(Dempsey & Keen, 2008). To do this, knowledge about the impact of the ID 

on the whole family is of great importance. This is even more important 

today, as almost all children with profound intellectual and multiple 

disabilities (PIMD) grow up within the family circle.    

 Children with PIMD are characterised by their profound intellectual 

and severe physical disabilities, resulting in little or no apparent 

understanding of spoken language, for instance (Nakken & Vlaskamp, 2007). 

Sensory impairments often co-occur and these children have an overall risk 

of developing health problems (Nakken & Vlaskamp, 2007; Timmeren et al., 

2016). A consequence of this combination of disabilities is the need for 

pervasive support, which makes raising a child with PIMD at home a highly 

demanding task for parents. As a recent study showed, both mothers and 

fathers spend an amount of time on caretaking tasks which far exceeds the 

usual time parents spend on typically developing children (Luijkx, Van der 

Putten, & Vlaskamp, under review). This is in line with the study by Mencap 
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(2001) which describes the extraordinary amount of time parents raising 

children with PIMD spend on caretaking tasks, and the study by Tadema and 

Vlaskamp (2010) which reports the heavy demands that raising children with 

PIMD at home places on parents. Although we know what true objective 

consequences of raising children with PIMD are in terms of time, the study 

by Tadema and Vlaskamp (2010) also showed that this does not necessarily 

reflect the subjective impact on the family life of parents. The substantial 

amount of time parents spend on care tasks does not necessarily negatively 

influence parents’ experiences with raising children with PIMD. Even more 

so, some studies report positive experiences in parents raising children with 

an intellectual disability in addition to negative experiences and parental 

stress (Hastings & Taunt, 2002). The study by Trute et al. (2007) also showed 

that parents have both positive and negative appraisals of the impact of 

childhood disability on their family life. There is therefore evidence that 

parents’ positive and negative appraisals can exist independently and are not 

inversely related (Hastings & Taunt, 2002; Trute, Hiebert-Murphy, & Levine, 

2007). However, these studies were conducted with the parents of children 

with less pervasive disabilities, or parents of children with a broader range of 

disabilities, such as cerebral palsy or developmental disabilities. There have 

been no studies so far exploring parents’ subjective appraisals of the impact 

of raising a child with PIMD on family life. Therefore, this study explores 

both the positive and negative appraisals of raising a child with PIMD on 

family life for mothers and fathers. Knowing more about the positive and the 

negative appraisals of raising children with PIMD is important, along with 

the objective impact on parents (in terms of time). Knowing more about the 

parental appraisal of raising a child with PIMD on family life helps us to 

understand what influences family quality of life. This way it is possible to 
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tailor the support better to the families’ wishes and needs and help them 

sustain their care tasks for an extensive period.  

5.2Method 

5.2.1 Participants 

A convenience sample of 52 mothers and 27 fathers agreed to participate in 

this study. Participants were included in this study if their child had a severe 

or profound intellectual disability (IQ score <35 points or a developmental 

age <48 months), a motor disability and was still living at home. Both the 

mother and father participated from 23 families, while only the mother 

participated from 33 families. The characteristics of the participants are 

presented in Tables 1 and 2. The mean age of the parents was 41.7 years old 

(range: 25.7-60.5; SD 6.9). The mean age of the children with PIMD was 9.8 

years (range: 1.8-34.3; SD 6.5). All the children had additional impairments 

(see Table 2). The formal support families received ranged from 18 to 60 

hours per week, with an average of 40 hours per week (SD 9.9). Half of the 

children visited a facility for respite care for at least one night per month.  
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Table 1 
Participant and family characteristics  

Family characteristics (n=56) n % 
Number of children living at home   

1 
2 
3 
4 

9 
26 
19 
2 

16.1 
46.4 
33.9 
3.6 

 Fathers (n=27) Mothers (n=52) 
 n % n % 
Age (years)         

20-30  
31-40 
41-50 
51-60 
Missing 

0 
9 
11 
5 
2 

0.0 
33.3 
40.7 
18.5 
7.4 

2 
24 
23 
3 

0.0 

3.8 
46.2 
44.2 
5.0 
0.0 

Age (mean, SD) 43.1 7.1 41.0 6.8 
Level of education         

Secondary education  
Intermediate vocational training 
Secondary vocational training 
University degree 
Missing 

2 
9 
12 
3 
1 

7.4 
33.3 
44.4 
11.1 
3.7 

4 
21 
16 
11 
0 

7.6 
40.3 
0.8 

21.2 
0.0 

Paid work     
Yes 
No 
Missing 

4 
2 
1 

88.9 
7.4 
3.7 

32 
20 
0 

61.5 
38.5 
0.0 

Hours of paid work (mean, SD) 36.9 11.9 17.5 13.1 
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Table 2 

Characteristics of the children with PIMD (n=56) 

 M (SD) n % 

Developmental age (months) 10 (8.6)   
Sex  

Male  
Female 
Missing 

 
 

 
26 
19 
11 

 
46.4 
33.9 
19.6 

Gross motor function classification system (GMFCS)1 

I 
II 
III 
IV 
V 

  
3 
11 
19 
10 
13 

 
5.4 

19.6 
33.9 
17.9 
23.2 

Manual ability classification system (MACS)2 

I 
II 
III 
IV 
V 

  
2 
9 
6 
12 
27 

 
3.6 

16.1 
10.7 
21.4 
48.2 

Additional impairments and health problems 
Visual problems 
Auditory problems 
Epilepsy 
Reflux 
Chronic obstipation  
Behavioural problems 
Sleep disorders 
Use of feeding tube 
Scoliosis 
Chronic respiratory infection 

  
37 
9 
39 
10 
32 
22 
34 
30 
24 
20 

 
66.1 
16.1 
69.6 
19.7 
57.1 
39.3 
60.7 
53.6 
42.9 
35.7 

Formal support for the children with PIMD in hours per week 
<20 
20-30 
31-40 
41-50 
51-60 
Missing 

40.0 (9.9) 
 

 
1 
6 
24 
13 
9 
3 

 
1.8 

10.7 
42.9 
23.2 
16.1 
5.4 

1 Palisano et al., 1997 
2 Elliason et al., 2006 
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5.2.2 Procedure 

Participants were recruited in several ways. First, the parents who had 

participated in a previous study (into the time use of parents raising children 

with PIMD) were asked to participate in this study as well: 54 parents (97.4% 

of the sample) agreed to participate. Second, our call for participation was 

posted on several websites for parents of ‘children with complex needs’, on 

social media and circulated by families themselves. This resulted in 25 

participants. The parents who wanted to participate were contacted by e-mail 

and could complete the questionnaire online (voluntarily and anonymously). 

 5.2.3 Questionnaire 

The participants completed the translated (Dutch) version of the Family 

Impact of Childhood Disability instrument (FICD) (Trute & Hiebert-Murphy, 

2005). This instrument assesses the parents’ positive and negative appraisals 

of the impact of their child’s disability on family life. The FICD consists of 

an overall question ‘In your view, what consequences have resulted from 

having a child with PIMD in your family’. This question is followed by a list 

of 10 positive and 10 negative types of impact which can be scored on a four-

point Likert scale of 1 (not at all) to 4 (substantial degree). A positive (FICD-

POS) and negative (FICD-NEG) subscale can be calculated. The sum score 

of each scale varies theoretically from 10 to 40, higher scores indicate a 

higher positive or negative impact on the family (Trute et al., 2007). The 

original instrument showed high internal consistency (Chronbach’s alpha 

range from .81 to .89 for mothers and fathers on the two subscales) and good 

test-retest reliability (Trute et al., 2007). Internal consistency for the 

translated version of the FICD and the current sample varied from acceptable 

to high for mothers and fathers on the positive and negative subscales 

(ranging from 0.67-0.81). A principal component analysis with varimax 

rotation based on the data from the present study confirmed the two subscales 
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in the current study, with FICD-POS explaining 15.2% and FICD-NEG 

explaining 23.6% of total scale variance.  

5.2.4 Analysis 

Scale means were calculated for the FICD-POS and the FICD-NEG by 

adding up the scores of the items belonging to each subscale. The relationship 

between the two subscales was calculated for mothers and fathers using two 

Pearson’s correlation coefficients. An error bar was created for mothers and 

fathers in both subscales. A detailed overview of the scores (in %) of mothers 

and fathers on the individual items from both FICD subscales are presented. 

5.3 Results 

5.3.1 Positive and negative appraisal of the impact on family life 

Mothers rate the positive appraisal of the impact of raising a child with PIMD 

on family life with a mean score of 31.4 (SD 4.7) ranging from 17 to 39 and 

the negative appraisal with a mean score of 31.3 (SD 5.3) ranging from 16 to 

40. Fathers rate the positive appraisal of the impact of raising a child with 

PIMD on family life with a mean score of 32.8 (SD 4.0) ranging from 24 to 

40, and the negative appraisal with a mean score of 28.5 (SD 5.9) ranging 

from 14 to 37. For fathers, there was a positive relationship between the 

positive and negative subscale, r=.44, p<.05. For mothers, the two subscales 

are not significantly related (r=.24, p=.2). Based on Figures 1 and 2, the 

scores of fathers seem to be less negative than the scores of mothers, and 

more positive scores are similar among mothers and fathers.  
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Figure 1 and Figure 2 

The mean score on FICD-POS and FICD-POS and standard error for 

mothers and fathers 

5.3.2 Overview of negative and positive impacts on mothers and fathers 

Table 3 gives a more detailed overview of the scores (in %) of mothers and 

fathers on the individual items of both FICD subscales. Concerning the 

negative subscale, more than half the mothers and fathers indicated negative 

consequences to a substantial degree in their lives in four out of ten items 

(40%). These items concern the topics ‘time demands’, ‘financial costs’, 

‘disruption in habits’ and ‘time with friends’. More than half the mothers 

experienced a positive impact (to a substantial degree) in their lives as a 

consequence of raising a child with PIMD for three items (value in life, 

awareness of family members, uniqueness). The majority of fathers indicated 

that raising a child with PIMD led to the following positive consequences on 

their family lives to a substantial degree: great spiritual fulfilment, more 
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awareness of family members, greater tolerance of family members, 

improved relationship with spouse and greater value in life.  
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Table 3 
Scores of mothers and fathers on the negative and positive subscales  
 Mothers (n=50 to 52) Fathers (n=26 to 27) 
 Not 

at all 
(%) 

To a mild 
degree (%) 

To a 
moderate 
degree (%) 

To a 
substantial 
degree (%) 

Not at 
all 
(%) 

To a mild 
degree (%) 

To a 
moderate 
degree (%) 

To a 
substantial 
degree (%) 

Negative subscale         
Extraordinary time demands created in looking 
after the needs of the child with disability.  

0.0 1.9 28.8 69.2 0.0 11.1 22.2 66.7 

There has been unwelcome disruption to 
‘normal’ family routines. 

3.8 7.7 25.0 63.5 3.7 3.7 22.2 70.4 

It has led to additional financial costs.  0.0 11.5 30.8 57.7 0.0 14.8 22.2 63.0 
It has led to limitations in social contacts 
outside the home.  

25.0 11.5 21.2 42.3 48.1 29.6 11.1 11.1 

Chronic stress in the family has been a 
consequence.  

4.0 20.0 34.0 42.0 3.7 25.9 51.9 18.5 

We have had to postpone or cancel major 
holidays.  

11.5 15.4 25.0 48.1 18.5 11.1 25.9 44.4 

It has led to a reduction in time parents could 
spend with their friends.  

2.0 3.9 21.6 72.5 0.0 11.1 33.3 55.6 

Because of the situation, parents have hesitated 
to phone friends and acquaintances.  

28.8 11.5 34.6 25.0 44.4 11.1 18.5 25.9 

The situation has led to tension with spouse.  23.5 23.5 31.4 21.6 44.4 22.2 22.2 11.1 
Because of the circumstances of the child's 
disability, there has been a postponement of 
major purchases.  
 

13.5 32.7 19.2 34.6 30.8 26.9 11.5 30.8 



A valuable burden? 

83 
 

Positive subscale         
The experience has made us more spiritual  23.5 9.8 29.4 37.3 3.7 7.4 22.2 66.7 
Family members do more for each other than 
they do for themselves.  

11.5 15.4 46.2 26.9 3.7 40.7 37.0 18.5 

Having a child with disability has led to an 
improved relationship with spouse.  

15.4 25.0 15.4 42.3 7.7 3.8 19.2 69.2 

The experience has made us come to terms with 
what should be valued in life. 

0.0 5.8 23.1 71.2 0.0 3.7 37.0 59.3 

This experience has helped me appreciate how 
every child has a unique personality and special 
talents.  

1.9 7.7 30.8 59.6 0.0 11.1 40.7 48.1 

Family members have become more tolerant of 
differences in other people and generally more 
accepting of physical or mental differences 
between people.  

0.0 11.5 40.4 48.1 0.0 7.4 33.3 59.3 

The child's disability has led to positive 
personal growth, or more strength as a person in 
mother and/or father.  

3.9 13.7 39.2 43.1 7.4 22.2 25.9 44.9 

The experience has made family members more 
aware of other people's needs and struggles 
which are based on a disability.  

0.0 5.8 28.8 65.4 0.0 3.7 37.0 59.3 

Raising a disabled child has made life more 
meaningful for family members.  

7.8 19.6 52.9 19.6 11.1 22.2 40.7 25.9 

The experience has taught me that there are 
many special pleasures from a child with 
disabilities.  

13.5 19.2 32.7 34.6 11.5 11.5 42.3 34.6 
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5.4 Discussion 

The aim of the study was to explore the parents’ positive and negative 

appraisals of the impact of children with PIMD on family life. A major 

finding of this study is that mothers and fathers indicate on average that 

children with PIMD affect family life both positively and negatively. This 

corresponds with several studies which show that positive and negative 

impacts co-occur in families with children with disabilities (Hastings & 

Taunt, 2002; Trute et al., 2007). Furthermore, the scores of fathers seem to be 

less negative than the scores of mothers. Several topics were, to a substantial 

degree, indicated as negative or positive by the majority of both mothers and 

fathers. The majority of parents indicated that raising a child with PIMD 

helped them understand what should be valued in life. The majority of 

parents also indicated that family members became more aware of other 

people’s needs and the challenges of living with disability. Negatively 

appraised items mostly concerned time use, extraordinary demands on time, 

reduction of time with friends and disruption in habits, but were also material 

in nature, such as the negative impact on finances. The negative impact on 

finances corresponds with a study by Dobson and Middleton (1998), who 

found that the costs of raising a child with severe disabilities are three times 

as high as those of raising a normally developing child. Parents’ negative 

appraisal of the extraordinary demands on their time corresponds with 

previous research into the objective time use of parents raising children with 

PIMD (Luijkx et al., under review). A recent study into the objective time use 

found that parents spend a significant amount of time in care tasks, while 

their free time was substantially limited in comparison to parents raising 

normally developing children (Luijkx et al., under review). The negative 

items show that families raising a child with PIMD need substantial support 

(financially and professionally) to make the time demands less onerous. This 
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is especially important since increased demands on time are not expected to 

decrease as the child grows older (McCann, Bull, & Winzenberg, 2012). 

 Several methodological issues need to be considered to interpret the 

results in this study. First, a PCA was conducted although the sample size of 

the study is rather small (27 fathers, 52 mothers) for this. The results of the 

PCA confirmed, however, the existence of two subscales in the FICD, 

corresponding with previous research. For theoretical reasons (gender 

differences, Trute et al., 2007; Crowley & Taylor, 1994) and methodological 

reasons (mothers and fathers were related in this study) both parents were 

included but analysed separately. This resulted in a sample size too small to 

examine the relationship between the characteristics of the parents and/or 

children and the parents’ appraisals, although previous research has shown 

that differences in impact might also be related to the age of the child (Trute 

et al., 2007) or social and cultural diversity (Seligman & Darling, 2009). This 

study used a convenience sample of exclusively Caucasian, two-parent 

families of children with PIMD living at home. This limits the 

generalisability of the study results. It would be interesting in future research 

to study both family and child characteristics such as families with different 

ethnic backgrounds, or single-parent households and families with children in 

different age ranges. The results of the current study suggest that there may 

be gender differences in the negative appraisal of the impact of raising a child 

with PIMD on the family. The results suggest that fathers appraise the impact 

of raising a child with PIMD less negatively than mothers, though it is 

unclear why. Previous studies into the relationship between gender and the 

impact of childhood disability on family life are inconclusive, they either 

indicated no differences between mothers and fathers or a negative impact 

(Trute et al., 2007; Trute & Hiebert-Murphy, 2002), but also found that 

mothers experience childhood disability as having a more positive impact 



Chapter 5 

86 
 

than fathers do (Trute et al., 2007). Our data shows a different picture, 

however. This might be related to the pervasive support needs of a child with 

PIMD. Fathers’ less distinctly negative appraisals could also be related to 

their roles in more traditionally organised families (with fathers as 

breadwinners and mothers as carers and/or working part time), which this 

study reflects. Being responsible for daily care tasks can be demanding on 

mothers. Previous research has also shown that mothers of children with ID 

show higher levels of stress and depression than their spouses (Beckman, 

1991). More research into this topic is needed to gain a better understanding 

of the relationship between gender and the impact of childhood disability on 

family life.         

 Although the co-occurrence of both positive and negative impacts on 

family life corresponds with previous research, the extent to which the 

parents of children with PIMD were positive and negative was substantially 

different to other samples of parents of children with less pervasive 

disabilities (Guyard et al., 2012; Pugh, 2004; Trute et al, 2007). The parents 

in our sample expressed substantially more positive and substantially more 

negative appraisals of the impact of children with PIMD on their family lives 

compared to the parents in previous studies (Guyard et al., 2012; Pugh, 2004; 

Trute et al., 2007). Therefore, the parents of children with PIMD should be 

regarded as a distinct group of parents with their own perspectives and 

experiences of the impact on family life. Apparently, the severity of the their 

children’s disabilities does not prevent the mothers and fathers of children 

with PIMD from seeing positive aspects to raising their children at home. 

Even more so, mothers and fathers might be positively reframing their child’s 

disability as a coping strategy to manage the negative aspects they experience 

(Thompson, Hiebert-Murphy, & Trute, 2012). Positive appraisals may be 

particularly important in helping parents continue their caretaking tasks over 
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a long period (Folkman & Moskowitz, 2000). On the other hand, the parents’ 

rather negative appraisals are not unexpected, since parents experience an 

extreme burden in terms of demands on their time (Luijkx et al., under 

review). Their substantial negative appraisal of the impact on family life 

combined with the extreme time burden calls for tailored support. Mothers 

might have different needs in terms of support than fathers. Therefore, 

support services need to be tailored to the needs and wishes of families with 

children with PIMD and promote optimal family quality of life. It is also 

important to track parental appraisals over time to gain a better understanding 

of how the positive and negative impacts develop or change. Transition 

periods, such as the transition from adolescence to young adulthood, have 

been identified as challenging and stressful periods for the parents of children 

with severe ID (Neece, Kreamer & Blacher, 2009). Knowing more about 

parental appraisals before, during and after a transition period could help 

tailor support to the wishes of families.  
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6  
‘I love my sister, but sometimes I 
don’t’. A qualitative study into the 
experiences of siblings of a child 
with profound intellectual and 
multiple disabilities 
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Abstract 

Background. Many previous family quality of life studies have relied on 

parental information for understanding if and how having a sibling with 

profound intellectual and multiple disabilities (PIMD) influences the sibling’s 

quality of life. In the current study, children had the opportunity to describe 

both positive and negative aspects of having a sibling with PIMD. 

Method . Photo elicitation interviews were conducted with 18 children (6–13 

years old) and thematically analysed using the following domains: joint 

activities, mutual understanding, private time, acceptance, forbearance, trust 

in well-being, exchanging experiences, social support, and dealing with the 

outside world. 

Results. Overall, the children described both positive and negative 

experiences, indicating that having a sibling with PIMD influenced their 

quality of life in multiple ways. Most mentioned were experiences classified 

in the joint activities domain 

Conclusion. Having a sibling with PIMD influences the life of the 

interviewed children both positively and negatively. Both the opportunity for 

shared activities with the sibling with PIMD and moments of private time are 

important for sibling quality of life. 
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6.1 Introduction 

International human rights conventions state that children with disability have 

equal rights concerning family life as children without disability (United 

Nations, 2006). Family systems theory describes families as interactive, 

interdependent, and reactive: if something happens to one member of the 

family, it affects all family members (Seligman & Darling, 2009; Turnbull & 

Turnbull, 2001). As the majority of children with an intellectual disability 

(ID) are raised at home by their family, a child with an ID not only influences 

the well-being of the main caregiver(s) (both positively and negatively; 

Hastings & Taunt, 2002) but also affects the other family members (such as 

siblings) and the family as a whole. 

In the last decade, the conceptualisation of family quality of life 

(FQOL) has received considerable attention in developmental/ID research. 

The concept FQOL describes the quality of life of all family members and the 

quality of life of the family system, and how family members interact and 

influence each other (Poston et al., 2003; Summers et al., 2005; Turnbull, 

Brown, & Turnbull, 2004). It is important to understand the influence of a 

child with an ID on his/her family (life), and this information can be used as 

an outcome for policy and services. Although there is still some lack of 

conceptual clarity regarding FQOL (Perry & Isaacs, 2015), several studies 

have been executed to gather information on FQOL (Brown et al., 2006; 

Summers et al., 2005). In these studies, the parents or main caregivers were 

asked to describe their family’s quality of life on behalf of themselves and 

other family members such as siblings (Brown, Anand, Fung, Isaacs, & 

Baum, 2003; Hoffman, Marquis, Poston, Summers, & Turnbull, 2006). 

Siblings are important persons in the lives of their brothers and/or sisters. 

Sibling relationships are likely to be the longest of family relationships 

(Cicirelli, 1994), and also when one of the children has an ID. In adulthood, 
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many siblings stay involved in the lives of their brother or sister with ID, and 

often take on caring roles, especially when parents are no longer able to 

(Orsmond & Seltzer, 2000). This makes the well-being and involvement of 

the sibling in the life of a person with an ID very important. 

A diverse range of studies have focused on the well-being of siblings 

of children with ID. In a meta-analysis on the functioning of siblings of 

children with an ID, Rossiter and Sharpe (2001) stated as a main outcome a 

statistically significant but small negative effect for having a sibling with ID. 

Previously conducted sibling studies have used several methods for accessing 

the experiences of siblings, namely, by parent reports and sibling self-reports. 

The FQOL studies (Brown et al., 2006; Hoffman et al., 2006) have 

incorporated parental views of the experiences of the sibling of a child with 

ID, as have other studies (Rossiter & Sharpe, 2001). This is odd, as research 

has also shown that siblings and parents have a different view on the 

influence of a child with ID on his/her sibling (Guite, Lobato, Kao, & Plante, 

2004). In studies where siblings were the primary informants, children were 

more positive in their self-reports about their relationships with their sibling 

with a disability than their mothers in parent reports (Guite et al., 2004). 

The difference between parent reports and sibling self-reports 

highlights the importance of asking siblings directly about their experiences 

too. In several studies into sibling experiences the premise that having a 

sibling with a disability must be negative or bad for children has been 

questioned (Hastings & Taunt, 2002; Stoneman, 2005). This supports the 

view that siblings are not or not only impacted negatively by having a brother 

or sister with a disability, but also benefit (Taunt & Hastings, 2002). Cuskelly 

and Gunn (2003) stated that sibling relationships involving a child with a 

disability may be even more positive than those between comparable siblings. 

Their study revealed that siblings of a child with a disability showed less 
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unkind behaviour, and more positive sibling interactions were reported 

(Cuskelly & Gunn, 2003). 

Another point of attention is the target group used in sibling studies 

and the influence of characteristics of the child with ID on the experiences of 

the sibling. Many sibling studies have used a heterogeneous group of children 

as participants; for example, siblings of children with all severities of ID 

(Moyson & Roeyers, 2012). Other studies have focused on a very specific 

group, or compare several target groups. Orsmond and Seltzer (2007), for 

example, showed that adult siblings of persons with autism experience less 

emotional closeness than adult siblings of persons with Down syndrome. The 

results of this study suggest that siblings of children with a disability cannot 

be seen as one homogeneous group. 

It is important to know how the experiences of siblings vary across 

different disabilities (Stoneman, 2005), especially when the disability is more 

severe. Parents of children with intensive supports need to spend more time 

and effort in taking care of their child with a disability (Curran, Sharples, 

White, & Knapp, 2001), which can result in less attention for the typically 

developing child. Furthermore, the way siblings interact and play with each 

other also depends on the severity of the disability for a substantial part 

(Stoneman, 2005) and therefore colours the experiences of a typically 

developing child. Children with profound intellectual and multiple 

disabilities (PIMD) are dependent on others in all aspects of daily life, 

because of their low cognitive level (developmental age below 24 months) 

and their severe or profound motor disabilities and sensory impairments 

(Nakken & Vlaskamp, 2007). Therefore these children have little or no 

apparent understanding of verbal language and may use other means of 

communication, such as sounds or body language (Hostyn & Maes, 2013). 

This combination of severe disabilities makes raising a child with PIMD a 
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highly intensive and lifelong task and a target group that is highly vulnerable 

(Tadema & Vlaskamp, 2010). Siblings of children with PIMD should 

therefore be seen as a distinctive group of siblings. 

It is, however, unclear how (young) children with this combination of 

severe disabilities influence the lives of their siblings (either positively or 

negatively). In the current study, we asked siblings of children with PIMD to 

describe positive aspects as well as negative aspects in order to get a 

comprehensive view of their lives as siblings of children with PIMD. This 

study focuses on outcomes for young siblings (between 6 and 13 years old) 

of children with PIMD. We define outcomes as impacts (either positive or 

negative) experienced by the siblings as a result of having a brother or sister 

with PIMD. 

In this study the main question is: How do children without disability 

experience (both positive and negative) having a brother or sister with 

PIMD? Insight into the impact that having a brother or sister with PIMD has 

for a child expands the knowledge about FQOL for this specific target group, 

which can be used in improving the support for parents and siblings of 

children with PIMD and can be a useful indicator of outcomes of policy 

initiatives on FQOL. Research into the positive and/or negative experiences 

of siblings of a child with PIMD is also important because of the future role 

of these siblings in the lives of their brother or sister with PIMD. Childhood 

experiences might influence the way these persons fulfil their future 

caregiving role and continuing involvement in the lives of their brother or 

sister with PIMD, especially when parents are no longer able to fulfil such a 

role. 
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6.2Method 

6.2.1 Participants         

Inclusion criteria in this study were the age of the typical developing child 

(between 6 and 13 years old) and the type of disability of their sibling 

(profound ID and significant motor disabilities as described by Nakken and 

Vlaskamp, 2007). We used a convenience sample and participants were 

recruited in various ways. First, families who participated in a previous study 

of the Research Centre on Profound and Multiple Disabilities, University of 

Groningen, the Netherlands, and met the inclusion criteria (n = 9) were 

contacted by email to ask for their participation, of which four families 

agreed to participate. Next, a support organisation in the northern part of the 

Netherlands agreed to select 25 families raising a child with PIMD (who 

received support from their organisation) who potentially met the inclusion 

criteria. They were asked to participate by mail. This resulted in two families 

who agreed to participate and met the inclusion criteria, 15 who did not 

respond, three families who did not want to participate, and five families who 

wanted to participate but did not meet the inclusion criteria. Finally, families 

were asked to participate by social media, 15 families self-administered to 

participate online and, after providing more information about the inclusion 

criteria, eight of these families actually participated. 

From these families (n = 14), 18 siblings of children with PIMD 

participated in this study (for participant characteristics, see Table 1). In four 

cases, two siblings from the same family participated. All families consisted 

of two parents, and the ethnicity of all families was Dutch. 
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Table 1 
Characteristics participants and children with PIMD 
 Typically developing 

child (n=18) 
Sibling with PIMD 

(n=14) 
Characteristics M 

(SD) 
n % M (SD) n % 

Age (in years) 9.1 
(2.1) 

  9.3 
(3.6) 

  

6-7  
8-9 
10-11 
12-13  

 
 

3 
8 
5 
2 

16.7 
44.4 
27.8 
11.1 

   

Gender  
Female 
Male 

  
9 
9 

 
50.0 
50.0 

  
8 
6 

 
57.1 
42.9 

Position in relation to child with PIMD  
Older 
Younger 
Missing 

 
 

 
8 
9 
1 

 
44.4 
50.0 
5.6 

   

6.2.1 Qualitative Research Design and Photo Elicitation Interview   

Several studies indicate that young children are capable of being active 

research participants (Danby, Ewing, & Thorpe, 2011; Mandleco, 2013) and 

share accurate personal experiences (Pyle, 2013). In this study, we were 

interested in how children themselves describe their experiences with having 

a sibling with PIMD. We used a qualitative research design, as we were more 

concerned with exploring and understanding the richness and variety in 

experiences of being a sibling from the sibling’s own point of view than with 

producing a large standardised dataset. The experiences we were trying to 

access may not come to light in written surveys or more traditional words-

only interviews; therefore, in this study, we chose to use the photo elicitation 

interview (PEI) method as described by Harper (2002) and Mandleco (2013). 

PEI is a method in which participants take photographs of their life and talk 

about those photographs in an interview. This method produces another kind 

of information, since the child’s memory is stimulated in different ways than 
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through verbal-based interviews (Clark-Ibáñez, 2004; Mandleco, 2013). It 

also gives structure to the interview, creates a comfortable atmosphere, and 

lessens (some of) the awkwardness as there is something to focus on (Clark-

Ibáñez, 2004). Because the children take the photographs themselves, they 

decide on the topics they want to talk about and this diminishes the power 

differential between interviewer and child (Pyle, 2013). 

6.2.2 Data Collection         

Prior to the data collection in families with a child with PIMD, a pilot study 

(n = 8) was performed with siblings of children with a chronic disease 

(diabetes type 1) to test the suitability of the method for the current goal of 

the study and the instructions for the siblings, both with positive results 

(Dirks, 2014). Also, the research proposal of the (pilot) study was discussed 

and subsequently approved by the Ethics Committee of Pedagogical and 

Educational Sciences of the University of Groningen. After conducting the 

pilot study, the current study was conducted. A team of four interviewers 

carried out the interviews, and were prepared for interacting with families 

with a child with PIMD by studying families with PIMD, listening to audio 

recordings of home visits of the pilot study, and practising with open-ended 

questions. 

The participating families were visited twice at home by the 

interviewer. During the first visit to the family, both the parent(s) and the 

participating sibling(s) were present. Considerable time was taken to get to 

know each other and for the family to get comfortable around the interviewer. 

The interviewer ensured the family understood the aim of the study and what 

was expected from the family and in particular the participating sibling(s). 

The interviewer explained that confidentiality and privacy were guaranteed, 

in accordance with the Ethical Principles Code of the Ethics Committee of 

Pedagogical and Educational Sciences (2012) of the University of Groningen. 
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Thereafter, the assignment was explained to the family. Because the concept 

of “quality” is hard to understand and/or difficult to explain to young 

children, the participating siblings were given the following assignment: 

“take approximately 15–20 photographs of moments you like to be a sibling 

of a child with PIMD and photographs of moments when you think it is tough 

to be the sibling of a child with PIMD.” The participating sibling(s) was/were 

asked to take photographs during the next week on two weekdays and two 

weekend days. All children used a camera available in their family. Parents 

were instructed to remind their child/children to take photographs during the 

agreed upon period, rather than suggest that certain images be photographed. 

The participating sibling received a copy of the photography assignment. 

Parents and siblings were explained that participating was voluntarily and 

that their privacy was guaranteed. Thereafter, parent(s) and the sibling(s) 

were asked if they still wanted to participate in the study, and if so, parent(s) 

gave their written consent and the sibling(s) gave their written assent. Finally, 

a second appointment for a home visit with the same interviewer was made 

between 1 and 2 weeks after the first appointment. During the second visit, 

the participating sibling was interviewed based on the photographs he or she 

took. The interviews were recorded and took place at the child’s home in a 

quiet location of their choice, to avoid disruptions and to allow the child to 

talk freely about his or her experiences. First, the sibling was reminded of the 

purpose of the interview. After this explanation, the sibling was asked to 

select the most important photographs (max. 10) he or she took, to ensure that 

the interviews were conducted with a manageable number of photographs. 

Then, the sibling was asked to identify each of the photographs and tell the 

interviewer why the photograph was important and what the photograph 

represented. An interview guide with open-ended questions was used for 

clarification and follow-up questions. Questions were posed to encourage 
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children to talk freely and explain more about their experiences with a sibling 

with PIMD. These questions were not asked in a particular sequence but 

rather were posed when they were applicable to the situation. When all 

photographs were discussed, the interviewer asked the sibling what 

photographs he or she would like to have taken but did not, and this 

photograph was discussed afterwards. Finally, the interviewer took time to 

end the interview and evaluate the interview with the child. 

6.2.3 Analysis 

After the interviews were conducted, they were transcribed verbatim. We 

coded the transcripts with Atlas.ti Version 7 (Friese, 2013) and then 

conducted a thematic analysis. We first developed a theory-driven coding 

system, in which the domains used were derived from Moyson and Roeyers’ 

(2012) study into sibling quality of life (see Table 2). After familiarising 

ourselves with the data, based on both data and theory, more detailed 

subdomains were generated by the researcher. This resulted in a coding 

system that was used to code all interviews. After coding the interviews, we 

reviewed and refined the codes for the (sub)domains into our final coding 

system (see Table 2). Thereafter, we reviewed the coded fragments for every 

subdomain. In order to facilitate the reliability of the codes, two researchers 

independently coded the transcript of two interviews, and the two documents 

were compared with one another (with a 75% interrater reliability as result). 

6.3 Results 

In the results the experiences of siblings of a child with PIMD are described 

per domain as shown in Table 2. 
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Table 2 
Coding system describing the number and percentage of coded fragments 
within a domain 
Domains of sibling quality of life  Operationalization of the domain (subdomains)  

1. Joint activities (n=170; 34.1%) No joint activity (n=56) 
Non-adapted joint activity (n=26) 
Adapted joint activity (n=55) 
Care related activities (n=33) 

2. Mutual understanding (n=91; 
18.3%) 

Understanding what sibling wants, mean, feels 
(n=67) 
Not understanding what sibling wants, means, feels 
(n=16) 
Feeling understood by the sibling (n=4) 
Not feeling understood by the sibling (n=4) 

3. Private time (n=44; 8.8%) Spending time without the sibling (n=30) 
Personal hobbies (n=6) 
Lack of time for personal activities because of the 
sibling (n=6) 
Lack of time with parent(s) because of the sibling 
(n=2) 

4. Acceptance (n=63; 12.7%) Accepting the disability in their own way (n=32) 
Difficulties with accepting the disability (n=21) 
Seeing advantages of having a sibling with a 
disability (n=10) 

5. Forbearance (n=40; 8.0%) Dealing/coping with behaviour of the sibling (n=7) 
Finding it hard to deal with behaviour of the sibling 
(n=32) 

6. Trust in well-being (n=62; 
12.4%) 

Trust in well-being of the sibling and the use of aids 
(n=27) 
Concern about welfare of the sibling (n=10) 
Feeling happy when the sibling is happy or sad 
when not (n=25) 

7. Exchanging experiences with 
other siblings of children with a 
disability (n=0; 0.0%) 

- 

8. Social support (n=13; 2.6%) Other brother(s) or sister(s) (n=2) 
Missing a normal sibling (n=4) 
From other relatives (n=2) 

From friends (understanding or not) (n=5) 
9. Dealing with the outside world 

(n=15; 3.0%) 
Support and help from wider circle (n=4) 
Difficulties with wider circle, frustrations, staring 
(n=11) 

Total coded fragments: 498 
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6.3.1 Joint Activities 

The domain most mentioned by the siblings is joint activities, which 

describes how they spent time with their brother or sister with PIMD and 

how they experienced these activities. Children with PIMD need help in all 

aspects of daily life, which has consequences for the activities they can 

participate in. All siblings described activities that were not possible to do 

together with their brother or sister. Many siblings (n = 15) described feelings 

of sadness because they were not able to do these activities with their brother 

or sister with PIMD; other siblings predominantly described why it is not 

possible for their brother or sister to join in this activity. A sibling stated: “I 

don’t like this photograph, because you can see that my brother can’t walk. 

So we can’t really do something together like football, or playing tag. That’s 

a pity.” Another sibling explained in the following: “We can’t take her into 

the city. She doesn’t have so much patience. Then she really starts crying, she 

wants to go, she doesn’t like standing still. I don’t like that, because we can’t 

do anything that way.” Even though the children have severe disabilities, 

their siblings (n = 13) also referred to regular, non-adapted activities with 

their brother or sister with PIMD. A sibling described: “I find it really cosy 

when we sit on the couch together and watch television and then he watches 

TV too. That kind of thing I really enjoy.” According to the siblings, the 

majority of joint activities described cannot be done without adaptation to the 

needs of their brother or sister with PIMD. In the interviews, they described 

how regular activities were adapted to the needs of their brother or sister and 

also described special games they played together. One sibling explained: 

“We have a special bike for the wheelchair, you can put the wheelchair 

behind the bike and so she can come along when we are cycling.” Another 

sibling explained: 
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We play together with a stick horse. My sister is lying on the ground 

and when we pass with the horse she is laughing a lot and sometimes 

we help her so she can hold the stick horse a little bit too. 

According to the children, care-related activities formed a part of the 

joint activities between siblings (n = 14). Many siblings did not explain how 

they felt about helping. Five siblings explained that they enjoyed helping 

their brother or sister, and two siblings mentioned that they do not like 

helping their brother or sister. 

On the weekends, I always open her curtains when she is awake. 

Then, I open the doors of her bed and join her. When her probe tubes 

are attached in the right manner, I take her out of her sleeping bag so 

she can play. 

Another sibling explained: 

In the morning when I sit on the couch and mum comes down with D. 

she asks me, can he sit with you for a while? I say ok, but after a 

while I want to do something too, but then he has fallen asleep. I feel 

sorry to wake him up, so I just sit there. This happens quite often and 

I find it really cute if he lies there with me. But sometimes it’s a bit 

annoying, because I can’t do anything myself. 

6.3.2 Mutual Understanding   

Many (n = 15) siblings described one or more situation(s) in which they 

understand what their brother or sister wants, means, or feels. The siblings 

explained that they know how to interpret the communication of their brother 

or sister and know what makes them happy or sad. 
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When she doesn’t sleep long enough, she gets really tired and then 

she sucks on her lips or her arm. During the day she is lying on the 

couch and sucking her arm. It’s kind of a little sign which says, “I 

want to go to bed.” 

Also, many siblings (n = 15) referred to moments when they find it 

difficult to understand their brother or sister. They explained how they are 

unaware what their brother or sister means or wants. A sibling described: 

“When he cries, we can’t just ask him, What is going on? Are you scared? 

Because he doesn’t understand, he just continues crying.” One of the topics 

referred to by the siblings is feeling understood by their brother or sister. 

Four siblings explained that their brother or sister sometimes understands 

them, whereas two siblings would like their brother or sister to understand 

them better. Many siblings did not mention this topic. A sibling stated: “I like 

this picture! Often when he hurts you, he gives you a kiss in his own way 

afterwards. He can’t give a normal kiss, but he gives you a little lick on your 

cheek.” 

6.3.3 Private Time 

According to the siblings, they enjoyed spending time with their brother or 

sister, but also spent time without their brother or sister with PIMD. Although 

the siblings did not mention this domain often, many siblings (n = 15) 

referred to moments when their sibling was not around because of 

(professional) support or a respite service, which resulted in private time with 

their parents. Six siblings also referred to hobbies in which their brother or 

sister did not participate. For example, “When my brother is away, I have 

some quiet time with mum and we can play a board game for example. It is 

nice and quiet when he is not around.” Another sibling explained: 
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We went on holiday without my sister. For me it was a little bit odd, 

she left to the respite care but didn’t know we were leaving for our 

holiday, because she doesn’t understand it when we tell her we are 

leaving. I missed her a little bit and it is really different without her. 

But it was also a lot of fun; we could do lots of fun things with mum 

and dad. 

On the other hand, four siblings explained that they are not always 

able to do what they want because of their brother or sister with PIMD. Three 

siblings mentioned that they do not like it when their parents are busy with 

the care-related tasks for their brother or sister with PIMD, as illustrated in 

the following: “This is something I don’t like, mum is on the phone. She is 

busy consulting the healthcare agency for my brother. It drives me crazy!” 

6.3.4 Acceptance  

Many siblings (n = 14) gave examples of how they saw their brother or 

sisters’ disability and/or explained the benefits of having a sibling with 

PIMD. One sibling, for example, explained: “I never fight with him. And he 

is very sweet. And he is never annoying.” Another sibling explained: 

For me it’s normal. If my brother did not have his disabilities, he 

wouldn’t be my brother. Because my brother has a disability I look at 

people with a disability differently. Other people think that this 

person looks funny. And I only think, “bad luck, to have a disability.” 

I feel for them, but they can’t do anything about it, you have to make 

the best of it. 

Ten siblings explained that they found it difficult to accept the 

disability of their brother or sister. They referred to feeling sad because their 

sibling won’t develop the way they have or will develop. A sibling described: 
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“I don’t like it that she can’t walk, that she can’t eat the same food, that she 

can’t talk and that one of her eyes is blind and one is not. And that she can’t 

swim.” Another sibling stated: “There are moments when I think, ‘I don’t 

want her to be like this. I want her to be just like me.’ But it feels a bit weird; 

I can’t imagine what she would be like.” 

6.3.5 Forbearance 

Many siblings (n = 14) described one or more situation(s) in which they 

found it hard to deal with the behaviour of their brother or sister with PIMD. 

Siblings also told of moments when their brother or sister was annoying, 

peculiar, or irritating, or when they had to adapt to make sure their sibling 

behaved well. A sibling described: “I made a picture of my hair, because she 

is pulling my hair sometimes and I don’t like that.” Another sibling 

explained: “It’s nice that she is not at home at some days, because she makes 

a lot of noise. She makes really loud sounds and sometimes I’m fed up with 

it.” 

6.3.6 Trust in Well-being 

Children with PIMD frequently need aids in order to participate in daily life 

and ensure they feel well. Many siblings (n = 10) referred to these aids and 

how it helped their brother or sister. For example: 

This is a mobile hoist. I find it really special we have one in the 

house. It comes in really handy, for example, when I’m home alone 

with my sister. And in a couple of years, he will be too heavy, also for 

my parents, and we really need it to lift him up. 
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Another sibling explained: 

This is her playpen. I think it is really important because this way she 

can be with us in the living room, otherwise she can only lie in bed in 

her bedroom. And if she has to sit on the couch she would fall off all 

the time. 

Few siblings (n = 7) talked about the moments they worried about the 

well-being of their brother or sister. One sibling described: “Sometimes when 

I come home there is an ambulance in front of the house, I know it’s for my 

sister and it fills me with dread.” Many siblings (n = 13) explained how they 

were affected by the mood and well-being of their brother or sister with 

PIMD. A sibling explained: 

In this picture you can see her smile. I took this picture because I like 

it when she is happy. She’s playing with her fingers, something she 

does quite often and she smiles really happy which makes me happy 

too. 

Another sibling described: 

She has to take a lot of medication. She has something which causes 

some kind of seizure and then she is acting strange. She becomes 

really stiff and it gives me an uncomfortable feeling. I usually tell 

mum and dad about the seizure. 

6.3.7 Exchanging Experiences  

None of the siblings mentioned a desire to exchange their private experiences 

with others. None of the siblings described special sibling meetings, having 

contact with siblings of other families with a child with a disability, or 

missing these persons or events in their life. 
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6.3.7 Social Support  

Social support is not a domain the siblings talked much about. Two siblings 

explained that they feel happy for having a healthy sibling to share 

experiences with too. On the other hand, three siblings referred to feeling sad 

about not having a sibling without disability, because they missed someone to 

play with or don’t have anyone to share responsibilities with. One of these 

siblings described: “It’s great that I have another sister. Someone who feels 

the same as I do and has the same experiences, that’s nice.” 

A few (n = 4) siblings talked about how their friends responded to 

their brother or sister with PIMD. They explained that some friends were 

supportive, whereas others were scared or made fun of their sibling. A sibling 

described: 

When I started a new school, I showed him to my new friends. It was 

a bit uncomfortable because they didn’t know how to respond. I do 

get it. He’s really disabled; you can see it in his face. And perhaps it 

would scare me too if I were one of them. 

 

Social support is not a domain the siblings talked much about. Two siblings 

explained they feel happy for having a healthy sibling to share experiences 

with too. On the other hand, three siblings referred to feeling sad about not 

having a sibling without disabilities, because they missed someone to play 

with or don’t have anyone to share responsibilities with. One of these siblings 

described, “It’s great that I have another sister. Someone who feels the same 

as I do and has the same experiences, that’s nice.”  A few (n=4) siblings 

talked about how their friends responded to their brother or sister with PIMD. 

They explained that some friends are supportive, while others are scared or 

make fun of their sibling. A sibling described: 
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When I started a new school, I showed him to my new friends. It was 

a bit uncomfortable because they didn’t know how to respond. I do 

get it. He’s really disabled; you can see it in his face. And perhaps it 

would scare me too if I were one of them.  

6.3.8 Dealing with the Outside World 

This theme describes experiences concerning people in the wider circle 

around the child who are aware that he or she has a sibling with PIMD. Nine 

siblings explained how the outside world reacted to their brother or sister 

with PIMD; for example, strangers or classmates staring or making fun of 

their brother or sister. Other siblings explained that their peers considered it 

normal for them to have a brother or sister with a disability. For example, 

“Sometimes when I am at hockey I don’t like it. One boy said; ‘soon you’ll 

start looking like your sister.’ But then I got really mad. The coach did send 

him away because of what he said.” Another sibling explained: 

I think they find it a bit strange. But the children from football know 

who he is, because he usually makes a lot of sounds. You can see that 

he has a disability because of the way he looks, but he can’t do 

anything about it. They are quite relaxed about it. People who don’t 

know him stare at him, but then I think “come on, you can see what’s 

going on.” 

6.4 Discussion 

The aim of the study was to get a comprehensive view of the lives of siblings 

of children with PIMD, and consequently understanding the impact of having 

brother or sister with PIMD on a (young) child (both positively and 

negatively). Results of the current study show that the siblings interviewed 

described personal experiences in all domains of sibling quality of life, 

except “exchanging experiences with other siblings of children with a 
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disability” (Moyson & Roeyers, 2012). Most experiences were classified in 

the “joint activities” domain, and the fewest experiences in the receiving 

social support and dealing with the outside world domains. Overall, the 

siblings described both positive and negative experiences, indicating that 

having a sibling with PIMD influenced their quality of life in multiple ways. 

Negative experiences mainly concerned practical consequences, like the 

inability to do certain activities with their brother or sister with PIMD. 

Siblings also indicated that it is sometimes difficult to accept the disability of 

their brother or sister. Positive experiences were shared about activities 

together with their brother or sister and the joy they felt when their sibling is 

content. This corresponds with Rossiter and Sharpe’s (2001) review study, in 

which the authors concluded that there is at most a minor negative effect on 

siblings but that positive aspects are present as well. 

In this study we used the PEI method (Harper, 2002), which results in 

unique findings and gives new insights into the quality of life of siblings of 

children with a disability (and siblings of children with PIMD in particular). 

The PEI method uses photographs as a starting point for conducting 

interviews, which gave the children the opportunity to elaborate on their 

personal experiences. Because the siblings took the photographs themselves, 

this gave them the power to decide on the topics discussed. On the other 

hand, some other limitations with regard to the methodology of this study can 

be formulated. First of all, the PEI method limits the interview topics, as 

siblings decide what topics are discussed. This might have resulted in missing 

information on certain topics. Second, we used a convenience sample in this 

study, which might have biased the sample. The sample cannot be classified 

as representative and therefore findings cannot be generalised to all siblings 

of brothers and sisters with PIMD. Due to the young age of the siblings, 

asking them directly for their participation was limited. Even though the 
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siblings agreed to participate themselves, it was one of their parents who 

signed up for this study, which possibly caused a preselection of participating 

siblings. Third, even though we instructed parents to only remind the siblings 

to take photographs and not suggest images, we noticed during the PEI that 

some parents had influenced the photographs taken. One sibling, for example, 

explained: “I don’t know why I made this photograph; mum thought it would 

be a good example but I don’t really know.” Although some photographs 

were suggested by one of their parents, the explanation of the photograph was 

still given by the sibling from their own perspective, which kept the influence 

of their parents limited. 

Although the lives of the siblings are influenced (both positively and 

negatively) by having a brother or sister with PIMD, the results also show 

that these children’s experiences do not seem to differ much from children 

growing up in a family without a brother or sister with PIMD. Many aspects 

of life that might have been influenced by having a brother or sister with 

PIMD seem to have been accepted or accustomed to by the siblings, or the 

siblings were not aware of being in a special situation. One of the siblings, 

for example, said: “Many things are very normal to me, so I didn’t know if it 

was special enough to photograph for this study.” 

The results of this study indicate a gap between what siblings would 

like to do together with their brother or sister and activities that they are able 

to do together. This is consistent with the study of Moyson and Roeyers 

(2012), and might even be a more prominent problem for the siblings in this 

study, as numerous activities are only possible for children with PIMD when 

they are thoroughly adapted (if possible at all) because of their disabilities. 

Adapted activities that are possible together with their brother or sister with 

PIMD were mainly described as positive experiences. As sibling 

relationships are predominantly based on shared experiences (Campbell, 
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Connidis, & Davies, 1999), joint activities are important for sibling quality of 

life. Enabling these joint activities (such as the use of an adapted car or bike) 

is therefore of great importance. The results of this study also stress the 

importance of (professional) support (e.g., respite care, day activities), to 

relieve the family for a period of time in order to create moments of private 

time for the typical developing child and his or her family. 

Another important finding from this study concerns the mutual 

understanding domain. Children with PIMD use idiosyncratic expressions to 

communicate, such as vocalisations, body movements, facial expressions, 

and other subtle signals (Hostyn & Maes, 2013; Nakken & Vlaskamp, 2007). 

The results of this study indicate that siblings are well able to understand the 

behaviour and communicative intentions of their brother or sister with PIMD. 

This corresponds with the study by Nijs, Maes, and Vlaskamp (2014). The 

knowledge siblings possess about interacting with their brother or sister with 

PIMD should be studied in more detail and can be of great value for 

professionals supporting the child with PIMD, and professionals may 

consider adding such information into an individual support plan. 

Contrary to the study of Moyson and Roeyers (2012), the siblings in 

this study did not mention any exchange of experiences with other siblings of 

children with a disability, or participating in special sibling activities. 

Possibly, the PEI method did not encourage siblings to talk about this type of 

support, as the children made photographs for only a short period of time and 

these activities might not have occurred during this period. It can also imply 

that siblings of children with PIMD are not aware of special sibling support 

programs, or do not need (or feel the need) to participate in these kind of 

activities (Okma, van Dijken, Vergeer, & Naafs, 2015). Moreover, few 

support programs for siblings with a brother or sister with a disability in this 

age range exist (Okma et al., 2015). Opportunities to share experiences with 
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fellow siblings of children with a disability can be of great importance, as 

several siblings in this study indicated problems in dealing with the 

behaviour of their brother or sister and accepting their disability. As the 

knowledge concerning support needs of siblings is limited (Naylor & 

Prescott, 2004) future research should focus more specifically on the support 

needs of (young) siblings with a brother or sister with PIMD and the effects 

of support on siblings. In this study, the main focus was on the personal 

experiences of young siblings (primary school age). Although adult 

relationships between siblings with and without severe disabilities are still 

described as close in more than half of the cases in the study by Rossetti and 

Hall (2015), it is unknown if the experiences with having a sibling with 

severe disabilities are stable or will change over time. It would be interesting 

for future research to follow these children longitudinally and interview them 

again as adolescents and adults, to see how their experiences evolve over 

time. 

A discrepancy exists between the domains used in studies on sibling 

quality of life and the domains used in studies on FQOL (Brown et al., 2006; 

Moyson & Roeyers, 2012). This confirms the suggestion that the perspective 

of siblings is rather different – and more positive – from that of their parents 

or the family as a whole (Guite et al., 2004; Sharpe & Rossiter, 2002). This 

highlights the importance of reviewing the used methods in measuring 

FQOL. The perspective of parents only on FQOL does not seem to cover the 

perspective of siblings. FQOL should therefore be seen as a concept that 

consists of the perspective of all members of the family. 
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The aim of this study was to acquire knowledge concerning the views and 

experiences of parents and family members raising a child with ID in order to 

improve support for families. First, we wanted to acquire knowledge about 

the views of parents and/or legal guardians concerning the quality of the 

support provided to their relative with ID in residential care. Second, we 

focused on a specific category of parents, namely those with a child with 

severe or profound intellectual and multiple disabilities (PIMD). In this part 

we wanted to acquire knowledge about the experiences and views of family 

members (parents and siblings) of children with PIMD living at home. Both 

objective time use as well as the perceived quality of life were studied.  

7.1 Main findings 

In the first part of this thesis the focus was on the parents and/ or legal 

guardians of persons with ID living in a residential facility. In the study 

presented in chapter two, we found that the majority of parents and/or legal 

guardians are satisfied with the quality of support (score: 7.3 out of 10). 

However, some of parents and/or legal guardians are not satisfied with the 

quality of support (rate below 6; 10%) or only marginally satisfied (rate: 6 to 

7; 25%). In a previous study by Jansen, Van der Putten and Vlaskamp (2013), 

we saw similar results indicating that a substantial proportion of parents of 

children with PIMD were not completely satisfied, especially with regard to 

mutual cooperation. Parents pointed out that they were neither actively 

engaged in decision-making, nor asked to present their concerns and 

opinions. Residential facilities need to focus on improving support by aiming 

to deliver family-centred support and listen to what parents find important in 

the support for their relative. This is especially important for those parents 

and/or legal guardians who are not or only marginally satisfied. The study in 

chapter two also showed that the highest percentage of unsatisfactory scores 

by parents and/or legal guardians were in the leisure activities domain. 
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The results of the abovementioned study suggest that other factors explain the 

differences in satisfaction of parents and/or legal guardians. Literature shows 

an association between the number and severity of disabilities in a person 

with ID and the intensity of support needed (Harries et al, 2006); the severity 

of the ID is related to support outcomes (Felce & Emerson, 2001). Thus, a 

follow-up analysis was conducted. This is reported in Chapter Three. Parents 

and/or legal guardians were divided into two groups (and two subgroups) 

depending on the severity of the ID (and additional disabilities) of their 

relative. Results showed that only on the leisure activities domain did parents 

and/or legal guardians of people with a severe or profound ID rate the quality 

of leisure activities significantly lower than parents and/or legal guardians of 

people with less severe ID did. In all other domains, no differences were 

found between the groups of parents. Also, no significant differences were 

found between the opinions of parents and/or legal guardians of people with 

and those without severe additional disabilities. We concluded that 

differences in the opinion of parents seems to be less dependent on the 

severity of the ID and additional disabilities than was expected. It still 

remains to be seen what aspects do relate to the differences in the opinion of 

parents. The results concerning leisure activities correspond with those of a 

previous study, in which concerns were raised about the quality and quantity 

of leisure activities for persons with PIMD (Zijlstra & Vlaskamp, 2005). 

Zijlstra and Vlaskamp (2005) showed that the majority of persons with PIMD 

were only offered 2 to 5 leisure activities per weekend, including passive 

activities such as watching television (Zijlstra & Vlaskamp, 2005). Also, the 

number of activities offered decreases with increasing age of the person with 

PIMD (Zijlstra &Vlaskamp, 2005). Daily leisure programmes for people with 

severe to profound intellectual disabilities in residential facilities have shown 

promising results (Fox, Burke, & Fung, 2013). A stronger focus on the high-
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quality leisure activities which are adapted to the needs and wishes of people 

with PIMD is therefore of great importance to enhance the quality of support 

to people with PIMD in a residential facility.    

 In the second part of the current thesis, we focused on families with 

children with PIMD living at home. Raising a child with PIMD is expected to 

be extremely demanding. However, we know little about the daily time use of 

parents raising a child with PIMD. Getting a better understanding of the time 

use of parents can help to improve support for families raising a child with 

PIMD. In this study, the daily time use of parents was examined and 

compared to the daily time use of parents of typically developing children 

under 12 (chapter four). Despite the similarities in the average time spent by 

parents raising children with PIMD and the average time spent by parents of 

typically developing children on contracted activities (paid work and 

educational activities) and necessary activities (personal care, eating and 

drinking, sleeping), some important differences were found. Mothers and 

fathers of children with PIMD spend a substantial amount of time on 

activities concerning the care and supervision of their child with PIMD (on 

average 2.1-2.6 hours per day), especially when compared to parents of 

typically developing children (on average 0.2 hours per day). Thus, mothers 

of children with PIMD spend significantly less time on domestic work 

compared to mothers of typically developing children. Also, both mothers 

and fathers have significantly less free time comparised to parents of 

typically developing children. The most important conclusion is that 

notwithstanding the substantial hours of professional support (on average 41 

hours per week), the daily time use of parents raising a child with PIMD is 

still substantially different and more burdensome compared to the time use of 

parents of typically developing children.  
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We also examined parents’ positive and negative appraisals of the impact of 

raising a child with PIMD on family life in chapter five, to get a better 

understanding of the subjective impact on parents raising a child with PIMD. 

An important finding in this study was that mothers and fathers appraise the 

impact of raising a child with PIMD on family life both positively and 

negatively to a substantial degree. This corresponds with previous research 

(Trute, Hiebert-Murphy, & Levine, 2007). A more striking result was that 

parents raising a child with PIMD appraise the impact of raising a child with 

PIMD on their family significantly more positively and more negatively than 

parents of children with less severe disabilities. Apparently, parents of 

children with PIMD should be seen as a group with their own perspective, 

who experience a more pronounced impact both positively and negatively. 

Negatively appraised items mainly concerned problems in time use, such as 

extraordinary demands, reduction of time with friends and disruption of 

habits. It also concerned a worsening of the financial situation of parents, 

which corresponds with the study described in chapter four. The aspects 

valued positively by the majority of parents were mainly non-material, such 

as the awareness of family members of the needs and struggles of other 

people with family members with persons with disabilities. 

 Children with PIMD not only have a substantial impact on their 

parents, but most likely also on their siblings. Therefore, we studied the 

positive and negative experiences of young siblings of children with PIMD in 

chapter six. Siblings of children with PIMD experience both a positive and 

negative impact of having a sibling with PIMD, which indicates it influences 

the siblings in multiple ways. The combination of positive and negative 

aspects of having a sibling with PIMD corresponds with a previous meta-

analysis study by Rossiter and Sharpe (2001), which showed that there is at 

most a minor negative impact of having a sibling with ID. The topic most 
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often mentioned by the siblings of children with PIMD, and therefore an 

important topic, was ‘joint activities’. The siblings described how they 

enjoyed shared activities, but many activities were not possible with their 

brother or sister with PIMD. Another important outcome is the siblings’ need 

for private time. Support and opportunities to share experiences were not or 

rarely mentioned in the interviews with the siblings of children with PIMD. It 

is possible that the method used did not encourage siblings to talk about 

getting (professional) support, or whether the siblings did not mention this 

topic because support was unavailable or not considered necessary. 

 The overall conclusion of this thesis is that a large proportion of 

parents and legal guardians are satisfied overall with the quality of support 

offered to their child with ID in residential support. However, a considerable 

proportion is not, or only marginally, satisfied, especially in the domain of 

leisure activities. Nonetheless, the results of the study do not explain why this 

group of parents and/or legal guardians is less satisfied. Raising a child with 

PIMD at home has objective and subjective consequences for the family 

members. Parents spent substantially more of their time on child care 

activities compared to parents of typically developing children, and they 

experience these extraordinary time demands as a burden, in particular with 

regard to their (the parents’) social activities. On the other hand, parents also 

experience positive consequences of raising a child with PIMD. Similarly, 

young siblings of children with PIMD experience some difficulties, but their 

overall view is rather positive. The results underline the importance of 

awareness of the experiences and views of parents and siblings in order to 

better understand the lives of families of people with ID/PIMD. 

7.2 Theoretical reflections 

Although much remains unknown with regard to the importance of family-

centred services for families and the quality of family life, evidence suggests 
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that a family-centred approach enhances the well-being of families (King et 

al., 1999). The emphasis on systems theory and family-centred services has 

broadened the focus from the individual with ID to the individual and his or 

her family. It is important to know more about the views of family members 

and the impact of a person with ID/PIMD on family members. Every member 

of the family is affected by the child with PIMD in his or her own way, and 

has his or her own views. This research increases our understanding of the 

views of family members of a person with ID/PIMD by asking all family 

members for their views. This is important when we want to support the 

whole family instead of just the person with ID/PIMD. The results of the 

research provide insight into the views of parents and/or legal guardians on 

the quality of support for their relative with ID in residential care. This is an 

important perspective in addition to the views of the person with ID himself 

or herself. Our research also added to the knowledge base concerning a 

specific group of family members, namely family members of people with 

PIMD who are growing up at home. We now know in more detail about the 

unusual ways in which mothers and fathers in our study use their time. We 

also know more about the positive and negative parental appraisals of the 

impact of raising a child with PIMD. Also, we let siblings explain how a 

brother or sister with PIMD has an impact on their lives. Broadening the 

focus to include the individual with ID/PIMD and his or her family suggests 

that a broader range of support for families is necessary. The distinctly 

negative appraisals of parents of the impact of children with PIMD on family 

life indicate that not only the individual with PIMD should be professionally 

supported, but family members too. However, the different family roles and 

experiences related to the impact a child with PIMD has on the family result 

in a complex situation when it comes to professional support in families. In a 

study of Davis and Gavidia-Payne (2009) professional support was found to 
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be one of the greatest predictors in promoting positive family outcomes. In 

supporting families with children with PIMD, professionals, policymakers 

and other people involved should take into account the conclusions of this 

study concerning time use patterns of families raising a child with PIMD, the 

parental appraisal of the impact of a child with PIMD on family life, and the 

impact on the lives of siblings of children with PIMD. Support should be 

tailored to the needs and wishes of all family members, according to the 

principles of family systems theory, especially since previous research has 

shown that families of children with disabilities seem to have smaller 

networks of informal support than families of typically developing children 

(Herman & Thompson, 1995). In addition, professionals and policymakers 

should be aware of the extra time and energy that home-based programmes 

and additional therapy activities demand of families (Crowe & Florez, 2006). 

This is particularly relevant when parents are expected to provide therapeutic 

care, or are expected to play roles which they do not want (Leiter, 2004). 

While interventions and therapy are important to help children reach their full 

potential, the roles and tasks parents take upon themselves need to be taken in 

account when supporting families. Support such as services which enable 

parents to take a short break should be made available. In the Netherlands, 

government policy encouraging the provision of informal care makes this 

type of support to families even more necessary (De Klerk, De Boer, Plaisier, 

Schyns, & Kooiker, 2015).       

 The growing emphasis on the impact of children with ID on the 

family as a whole has generated studies on not only negative but also on 

positive aspects. Positive and negative emotions can coexist during times of 

distress and provide protective functions (Blacher, Baker, & Berdovits, 

2013). Although this research identified important negative aspects of raising 

a child with PIMD, it also generated insight into the positive aspects of 
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having a family member with PIMD. Both parents and siblings described 

positive aspects of having a child with PIMD in the family. It is important to 

understand not only the the negative experiences, but also the positive ones 

because these can be seen as a form and outcome of coping for parents. 

Further, several studies showed that positive experiences can be seen as a 

buffer for stressful experiences (Folkman, 2008, Folkman & Moskowitz, 

2000). 

7.3 Methodological reflection and future research 

Although the studies presented in this thesis provide important knowledge on 

the views and experiences of family members of people living in a residential 

facility and at home, some general methodological limitations should be 

recognized.          

 The parents and/or legal guardians in this thesis gave their views on 

the quality of support provided to their relatives in one large care 

organization. This limits the generalizability of the results of this part of the 

study. Also, in the studies on families of children with PIMD (chapters four, 

five and six), the participants were not randomly selected but part of a 

convenience sample. In order to engage as many parents as possible, various 

strategies were used. The estimated number of people with PIMD in the 

Netherlands is nearly 10,000 (Vugteveen, Van der Putten, & Vlaskamp 

2014). The population size of children with PIMD cannot be determined, 

which makes it difficult to know how representative our sample is 

(Vugteveen, Van der Putten, &Vlaskamp 2014). Vlaskamp estimates that 

there are between 3000 and 4000 children with PIMD living in the 

Netherlands (Vlaskamp, 2015). Our sample consisted of only Caucasian, 

two-parent families of children with PIMD living at home, so the results 

cannot be generalized to single parents, or families with different ethnic 

backgrounds, or to families of children with PIMD not or only partly living at 
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home. It would be interesting to study the relationship between family and 

child characteristics and the impact of a person with PIMD on family 

members in future research. For example, families from different ethnic 

backgrounds might have different experiences of raising a child with PIMD 

at home (Harry, 2008; Seligman & Darling, 2009). In a multicultural society 

like the Netherlands, such information is of great importance for 

professionals supporting these families. Further, the results of our study do 

not give us insight into changes in impact over time. Transition periods, 

marked by transitions to school or daycare, for example, or the transition 

from childhood to adolescence and later to adulthood, can be challenging and 

stressful for parents of children with severe disabilities (Minnes, Perry, 

&Weiss; Neece, Kreamer, & Blacher, 2009). The impact of children with 

PIMD on the quality of family life can fluctuate over time. Future research 

should therefore focus on the impact a child with PIMD has on family life 

before, during and after specific transition periods, and on the support 

families need during these periods.      

 Rather short and straightforward questionnaires were used in the 

studies described in chapters two, three and five. This data provided insight 

into the views of parents about the quality of support for their relative in 

professional support, and insight into the appraisals of parents of the impact a 

child with PIMD has on the family, but these insights are merely a starting 

point. The questionnaire method does not provide parents with an 

opportunity to explain why they answered as they did. In future research, but 

also in practice, in-depth interviews should help us to understand which 

aspects of professional support should be improved and give us insight in the 

experiences of families raising a child with PIMD at home   

 In the study on the experiences of siblings of children with PIMD, 

relatively young siblings participated. The research aimed to describe rather 
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than quantify the experiences of siblings. The extent to which these 

experiences also apply to older siblings, such as teenagers, cannot be 

estimated. It is quite possible that the impact on siblings evolves over time. 

Therefore it would be interesting to focus on the experiences of older siblings 

in future research and follow siblings longitudinally. Also, siblings could, for 

example, be given the opportunity to recall their childhood experiences. 

Letting siblings look back with more distance and greater maturity on their 

childhood with a brother or sister with PIMD might give us an interesting 

insider’s perspective. Knowing more about the experiences of siblings over 

time could lay a framework for the needs and supports of siblings. Future 

research should look into the support needs of siblings. It is unknown 

whether siblings of children receive support, what form this support takes, 

and how siblings experience this support.      

 A final recommendation for future research would be to conduct 

studies in close cooperation and partnership with families, for example in 

participatory research (Carpenter, 1997; Jagosh et al., 2012). The research 

agenda should be composed of topics families themselves consider important, 

and designed and conducted in collaboration with families (Knox, 2000).  

7.4 Implications for practice 

Although this thesis showed that the majority of parents were satisfied with 

the quality of support in residential care, professionals should keep asking for 

the perspective of family members on the quality of support and work in 

close collaboration with families. Organizations should focus in particular on 

family members who are dissatisfied, and should work in partnership with 

these families to improve the quality of support. This corresponds with the 

emphasis on family-centred services (King et al., 1999). The questionnaire 

used in this study is recommended as a tool or starting point to discuss the 

quality of support offered to a person with ID with family members. But 
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attention should also be paid to the wellbeing of all family members in 

families raising a child with PIMD at home The focus should not only be on 

supporting the child with ID/PIMD, but on supporting the family as whole 

and meeting the needs of all individual family members.    

 The results of this study showed that extraordinary demands are made 

on the time of parents raising children with PIMD at home. Parents reported 

that a substantial number of hours were spent on care responsibilities, and 

that they had fewer hours of free time per week than parents of typically 

developing children. Research showed that having more time for leisure 

activities improves well-being and mental and physical health (Iwasaki, 

2006). Tailor-made professional support for parents of children with PIMD, 

such as short-break services in or outside the family home, can be a key 

solution to temporarily relieve parents of their care responsibilities 

(Robertson et al., 2011). A review study suggests that short-break services 

have a potentially positive impact on the well-being of parents, their children 

with ID and the family as a whole (Robertson et al., 2011). Short-break 

services also show promising effects on the well-being of siblings of children 

with ID (Welch et al., 2012) and might enable siblings to enjoy private time 

with their parents. Short-break service providers and families together should 

consider how the services can be combined with other professional support. 

The current study showed that siblings of children with PIMD enjoyed shared 

activities with their brother or sister with PIMD, but also report barriers to 

performing such activities. Since shared experiences are the basis for long-

term sibling relationships (Campbell, Connidis, & Davies, 1999), it is 

important for professionals to look for opportunities to facilitate shared 

activities for brothers and sisters with and without PIMD.    

 It is important to know what families raising a child with PIMD 

experience in daily life. We should also listen carefully to the support needs 
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of parents and siblings, in addition to the support needs of the person with 

PIMD. A more interpretive approach which recognizes all family members as 

experts on their own experiences is critical (Knox, 2000). All family 

members have their own perspectives on the quality of support and the 

impact on family life if a child is still living at home. Only by listening to and 

integrating the perspectives of all family members will it be possible to offer 

support that is adapted to the needs and wellbeing of families raising a person 

with ID/PIMD. 
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The focus of this dissertation is on families raising children or taking care of 

adults with an intellectual disability, with specific attention to families raising 

children with severe or profound intellectual and multiple disabilities 

(PIMD). Raising a child with an intellectual disability can be challenging and 

stressful for parents. With the growing emphasis on family centred services, 

parents are seen as experts who know their child best. Every family is seen as 

unique and is considered an important constant factor in a child’s life. This is 

in line with family systems theory, which sees families as complex, 

interactive and social systems: units of interdependent individuals influenced 

by each other and by members’ experiences. This perspective emphasizes the 

importance of the well-being of all family members, not only of the person 

with the intellectual disability/PIMD. Furthermore, previous research showed 

that partnership between professionals and parents is beneficial both to 

children with intellectual disabilities/PIMD (and their development) and to 

their parents. Acknowledgement of the role and position of family members 

of people with an intellectual disability/PIMD and the importance of their 

wellbeing resulted in a growing interest in the experiences of family members 

of a person with an intellectual disability/PIMD and the impact this person 

has on family life. In this study, research focused on the views and 

experiences of family members of a person with an intellectual 

disability/PIMD, living either at home or in a residential facility. 

This dissertation consists of two parts. The first part (chapter two and three) 

focuses on parents (or legal guardians) of people with an intellectual 

disability who do not live at home. In the second part of this dissertation, we 

focused on a specific category of family members, namely parents, brothers 

and sisters of children with PIMD living at home. These children (with 

PIMD) are dependent on others in all areas of daily life. According to the 

family systems theory, it is important to gain knowledge about the impact of 
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these children (with PIMD) on family members, in order to support these 

families adequately. Previous research focused mainly on families with 

children with less severe intellectual disabilities, while few studies have been 

conducted on families raising children with PIMD. The aim of the second 

part of this study (see chapters four, five and xix) was to acquire knowledge 

about the objective (in terms of time) and subjective impact on parents and 

siblings of a child with PIMD.  

Chapter one is an introductory chapter describing the research context.  

Chapter two and chapter three report on studies concerning the opinions of 

parents and/or legal guardians on the quality of support provided for people 

with intellectual disabilities in residential care facilities in the Netherlands. In 

close cooperation with parents, a questionnaire (the Groningen Care 

Barometer) was developed. Consisting of 25 questions, this questionnaire 

measured the opinions of parents and/or legal guardians concerning the 

quality of support to their children in a residential facility and covers five 

areas: daily care, housing, day services, leisure activities and communication. 

A total of 1,058 parents and/or legal guardians participated. The results in 

chapter two showed that on average parents and/or legal guardians on 

average rate the quality of support given to their child in residential care a 7.3 

out of 10 (SD:1.2). The majority of parents and/or legal guardians (65.0%) 

rated the quality of support at between 7.0 and 10.0. However, a substantial 

proportion of participants rated the quality of support as inadequate (lower 

than 6.0; 10.0%) or only marginally satisfactory (6.0 to 7.0; 25.0%). The 

highest percentage of parents and/or legal guardians that ‘inadequate’ ratings 

pertained to leisure activities (24.2%), while daily care showed the lowest 

percentage of insufficiency according to parents and/or legal guardians 

(6.0%). A statistically significant model for the overall quality of support 
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emerged from a multiple regression analysis, but the variables used in the 

analysis (the number of years the person with ID had lived away from the 

family home, the number of visits per month) accounted for only a small 

proportion of explained variance in the data for the overall quality of support. 

Based on the results, it can be concluded that the majority of parents and/or 

legal guardians were satisfied with the quality of the support provided, but 

that a substantial group indicated that there is room for improvement.  

Although differences in the level of satisfaction about the quality of support 

were found among parents and/or legal guardians, it remained unclear how 

these differences can be explained. Some studies indicate a relationship 

between the severity of the disability and the quality of support. Chapter three 

therefore examined the relationship between the opinions of parents 

concerning the quality of support and the severity of the disability of the 

person with the intellectual disability. For this purpose, the group of 

respondents was divided into two groups: parents of people with mild to 

moderate intellectual disabilities and parents of people with severe to 

profound intellectual disabilities. The second group was further divided into a 

two subgroups: one of parents of people with severe additional disabilities 

and a subgroup of parents of people without severe additional disabilities. 

The data from all groups was analysed to establish whether the opinion of 

parents and/or legal guardians with regard to the five areas of quality of 

support was related to the severity of intellectual disability, and/or to severe 

additional disabilities, while taking into account other co-variables. The 

results showed that the opinion of parents and/or legal guardians about the 

quality of support was related to the severity of the disability in only one 

area: the leisure activities area. In all other domains, no differences were 

found between the groups of participants. Also, no significant differences 

were found between the opinions of parents and/ or legal guardians of people 
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with and without severe additional disabilities. These results led us to 

conclude that the opinion of parents is not related to the severity of the 

disability of their child.  

Chapter four describes a study of the time use of parents raising a child with 

PIMD living at home. Data was collected from a convenience sample of 27 

fathers and 30 mothers raising children with PIMD, and a control group of 66 

fathers and 109 mothers raising typically developing children was used. To 

map the time use of parents, an application was developed for mobile phones 

and tablets, which enabled parents to record 24 hours a day what activities 

they were performing. The results show similarities in the average time use of 

mothers and fathers of children with PIMD in contracted time (paid work and 

study) and necessary time (personal care, eating and drinking, sleeping) when 

compared to the time use of parents of typically developing children. 

Important differences were found in the average time used by mothers and 

fathers of children with PIMD on activities involving the care and 

supervision of their children and leisure activities. Parents of children with 

PIMD spend significantly more time on the care and supervision of their 

children and have significantly less free time compared to parents of typically 

developing children. It can therefore be concluded that, notwithstanding the 

substantial number of hours of professional support (on average 41 hours per 

week), the amount of time used daily by parents raising a child with PIMD is 

still substantially higher and more taxing than that used by parents of 

typically developing children. It is therefore important not only to ensure that 

the child with PIMD is supported sufficiently, but also to understand parents’ 

needs and wishes concerning support of the child and the family, and to 

support them accordingly.  
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chapter five reports the positive and negative appraisals by both mothers and 

fathers of the impact of raising a child with PIMD on family life. The Family 

Impact of Childhood Disability questionnaire was used to collect data for this 

purpose. This questionnaire consists of ten positive and ten negative items in 

which parents could indicate their appraisal of the impact of raising a child 

with PIMD on their family life on a scale from 1 (not at all) to 4 (to a 

substantial degree). Most fathers (n=27) and most mothers (n=52) appraised 

the impact of raising a child with PIMD on family life as substantially 

positive (respectively M=31.4 and 32.8) as well as substantially negative 

(respectively M=31.3 and 28.5). Items appraised negatively by the majority 

of parents usually concerned problems of time use, such as extraordinary 

time demands, reduction of time with friends, a disruption of habits and a 

worsening of the financial situation of parents. Items appraised positively by 

the majority of parents were mainly non-material, such as the awareness of 

family members of the needs and struggles of other people (family members) 

with persons with disabilities. Even more striking, parents of children with 

PIMD appraise the impact of their child on family life both more positively 

and more negatively than parents of children with less severe disabilities in 

previous research. Apparently, parents raising children with PIMD should be 

seen a group with their own perspective, experiencing more outspoken 

positive and more negative impacts. Despite the positive appraisals of 

parents, the strong negative appraisals of both mothers and fathers indicates 

that the impact of raising a child with PIMD on family life should not be 

underestimated.  

Since children with PIMD not only have an impact on the lives of their 

parents, but also on the lives of their siblings, chapter six describes the 

positive and negative experiences of siblings of children with PIMD. A 

convenience sample of 18 siblings of children with PIMD (9 boys, 8 girls) 
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aged between six and 13 participated in this study. The children were given 

the assignment to take photographs of moments they liked being a sibling of 

a child with PIMD, and photographs of moments they feel they dislike being 

the sibling of child with PIMD. Based on the photographs, the children were 

asked to talk about their experiences with having a sibling with PIMD in a 

photo elicitation interview. A thematic analysis of the interviews showed that 

the children described both positive and negative aspects of having a sibling 

with PIMD. This corresponds to a meta-analysis study by Rossiter and 

Sharpe (2001), which indicated that the negative impact of having a sibling 

with an intellectual disability was at most minor. The majority of children in 

the current study expressed that they enjoyed activities with their siblings, 

although they also expressed a need for private time (both time for 

themselves and time alone with their parents). Although a number of children 

talked about their acceptance of the disability of their sibling, others 

mentioned forbearance and the problems they experienced with the disability-

related behaviour of their sibling. A topic not mentioned is professional 

support for siblings of children with PIMD. It is unknown whether this is due 

to the method used, or if siblings did not mention this topic because support 

was not available, or siblings felt they did not need it. 

The dissertation ends with chapter seven, in which the conclusions of the five 

studies are presented and are reflected upon. The overall conclusions of this 

thesis are as follows. First, a large proportion of parents and legal guardians 

was satisfied overall with the quality of support provided to their children 

with an intellectual disability in residential care facilities, although a 

considerable proportion of parents was not or only marginally satisfied, 

especially in the domain of leisure activities. Despite our more in-depth 

analysis, it remains unclear how the differences in opinion among parents can 

be explained. Second, raising a child with PIMD at home has objective and 
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subjective consequences for all family members. Parents spent a substantial 

part of their time on child care activities, compared to parents of typically 

developing children, and they experience these extraordinary time demands 

as a burden, in particular with regard to their social activities and unwelcome 

disruptions of the family routine. On the other hand, both mothers and fathers 

also appraise the impact of raising a child with PIMD on family life 

positively. Similarly, siblings of children with PIMD experience some 

difficulties, but their overall view is rather positive. The results underline the 

importance of being aware of the opinions and experiences of parents and 

siblings in order to better understand the needs of families with persons with 

ID/PIMD and provide optimal support.  

The emphasis on family systems theory has contributed to increasing concern 

for the experiences of family members of people with ID/PIMD, the 

assumption being that the wellbeing of one family member affects the 

wellbeing of other family members. This dissertation contributed to current 

knowledge on the opinions and experiences of family members of a person 

with ID/PIMD by asking all family members about their personal opinions or 

experiences. This knowledge is important for our understanding of the 

support needs of the people with intellectual disability or PIMD and their 

families. Previous research has shown that professional support is one of the 

most important predictors in promoting positive family outcomes. The needs 

and wishes of all family members should therefore be taken into account 

when offering professional support to families raising children with PIMD. A 

more interpretive approach which recognizes all family members as experts 

is critical. Only by listening to and integrating the perspectives of all family 

members will it be possible to offer support that is adapted to the needs and 

wishes of families raising a person with ID/PIMD. 
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Het onderzoek dat in dit proefschrift wordt beschreven richt zich op gezinnen 

met kinderen of volwassenen met een verstandelijke beperking, met in het 

bijzonder aandacht voor gezinnen met een kind met ernstige of zeer ernstige 

verstandelijke en meervoudige beperking (ZEVMB). Opvoeding van een 

kind met een verstandelijke beperking is niet gemakkelijk, deze ouders 

ervaren een hogere mate van stress dan ouders van een kind zonder 

beperking. Hoewel ouders vroeger werden gezien als ‘leken’ in de zorg voor 

hun kind met een verstandelijke beperking, en professionals als degenen met 

kennis, is de positie van ouders in de laatste decennia ingrijpend veranderd 

met de opkomst van ‘gezinsgerichte ondersteuning’. In gezinsgerichte 

ondersteuning wordt ervan uitgegaan dat ouders van een kind met een 

verstandelijke beperking hun eigen kind het beste kennen en daarom optimaal 

kunnen bepalen wat de (on)mogelijkheden, wensen en behoeften van hun 

kind zijn. Daarnaast wordt ieder gezin gezien als uniek en wordt de familie 

beschouwd als de belangrijkste constante factor in het leven van het kind. 

Deze opvattingen sluiten aan bij de ‘family systems theory’, waarbinnen een 

gezin wordt  gezien als een complex, interactief en sociaal systeem, waarbij 

de verschillende gezinsleden elkaar beïnvloeden. Deze theorie benadrukt het 

belang van het welzijn van alle gezinsleden, niet alleen van het gezinslid met 

de verstandelijke beperking/ZEVMB. Ook  heeft goede samenwerking tussen 

ouders en professionals een positieve invloed op zowel het kind met de 

beperking als op de andere gezinsleden, zoals blijkt uit onderzoek.. 

Erkenning van de rol en positie van ouders, en broers en zussen én het belang 

van hun welzijn, heeft er voor gezorgd dat we meer geïnteresseerd zijn 

geraakt in de mening van deze gezinsleden van een kind met een 

verstandelijke beperking en in de impact  van dit kind op het gezin(sleven). 

In dit proefschrift wordt om die reden ook gericht op de ervaringen van 



Samenvatting 

147 
 

familieleden van personen met een verstandelijke beperking/ZEVMB, zowel 

van thuiswonende als uit huis wonende personen.  

Dit proefschrift bestaat uit twee delen. Het eerste deel (hoofdstuk twee en 

drie) is deel is gericht op de mening van ouders (of andere wettelijk 

vertegenwoordigers) van personen met een verstandelijke beperking die niet 

meer thuis wonen. Het tweede deel van het proefschrift richt zich op een 

specifieke groep, namelijk ouders, broers en zussen van thuiswonende 

kinderen met een (zeer) ernstige verstandelijke en meervoudige beperking. 

Deze kinderen zijn afhankelijk van anderen in alle gebieden van het dagelijks 

leven. Het is belangrijk om kennis te hebben over de invloed van het thuis 

opvoeden en verzorgen van een kind met een verstandelijke beperking op de 

ouders, broers en zussen om deze gezinnen zo optimaal mogelijk te kunnen 

ondersteunen.  

De indeling van het proefschrift is als volgt. Hoofdstuk één is een inleidend 

hoofdstuk waarin de context, het doel van het onderzoek en de opzet wordt 

beschreven.          

In hoofdstuk twee en drie wordt verslag gedaan van een onderzoek gericht op 

de mening van ouders en/of andere wettelijk vertegenwoordigers over de 

kwaliteit van geboden ondersteuning aan hun familielid in een residentiële 

voorziening. In nauwe samenwerking met ouders is de Groninger 

Zorgbarometer opgesteld. Met deze vragenlijst bestaande uit 25 vragen, is de 

mening van ouders over de kwaliteit van geboden ondersteuning in kaart 

gebracht op vijf gebieden, namelijk: dagelijkse zorg, huisvesting, 

dagbesteding, vrijetijdsbesteding en communicatie & bejegening. In totaal 

zijn binnen dit onderzoek 1.058 ouders en/of wettelijk vertegenwoordigers 

geïncludeerd uit één grote residentiële voorziening in Nederland. In 

hoofdstuk twee is op basis van de vragenlijst de score van ouders in totaal en 
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op de vijf deelgebieden berekend. Daarnaast is geanalyseerd in hoeverre er 

een relatie bestond tussen de mening van ouders over de kwaliteit van 

geboden ondersteuning en ouder- en cliëntkenmerken. De resultaten laten 

zien dat ouders en/of wettelijk vertegenwoordigers de totale kwaliteit van 

geboden ondersteuning beoordeelden met het gemiddelde cijfer 7.3 (SD:1.2). 

De meerderheid van de ouders/wettelijk vertegenwoordigers (65.0%) 

beoordeelde de ondersteuning met een cijfer tussen 7.0 en 10.0. Er is echter 

een aanzienlijk deel van de ouders en/of wettelijk vertegenwoordigers die de 

kwaliteit van geboden ondersteuning als onvoldoende (onder 6.0; 10.0%) of 

(net) voldoende hebben beoordeeld (cijfer tussen 6.0 en 7.0: 25.0%). Het 

hoogste percentage ouders en/of wettelijk vertegenwoordigers dat een 

onvoldoende beoordeling geeft is gevonden op het gebied van 

vrijetijdsbesteding (24.2%), terwijl dagelijkse zorg het laagste percentage 

ontevreden ouders liet zien (6.0%). Hoewel er een statistisch significant 

effect is gevonden voor de relatie tussen de totale kwaliteit van geboden 

ondersteuning en andere variabelen (zoals aantal jaren dat de persoon met 

beperking niet meer thuis woont en de bezoekersfrequentie van de invuller 

van de vragenlijst), verklaart het model maar een klein deel van de variantie 

in de totale kwaliteit van geboden ondersteuning. Op basis van de beschreven 

resultaten kan geconcludeerd worden dat een groot deel van de ouders 

tevreden is met de geboden ondersteuning, maar dat er bij een substantieel 

deel van de ouders en/of wettelijk vertegenwoordigers ruimte is voor 

verbetering van de kwaliteit van geboden ondersteuning aan hun familielid. 

Hoewel er verschillen zijn in de tevredenheid van ouders en/of wettelijk 

vertegenwoordigers, is het onduidelijk waardoor deze verklaard kunnen 

worden. In sommige studies wordt gesproken van een relatie tussen de mate 

van de beperking en de kwaliteit van ondersteuning. In hoofdstuk drie wordt 

onderzocht of de mate van de verstandelijke beperking van invloed is op de 
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beoordeling door ouders en/of wettelijk vertegenwoordigers van de kwaliteit 

van geboden ondersteuning aan hun familielid in een residentiële 

voorziening. De groep ouders en/of wettelijk vertegenwoordigers is daartoe 

verdeeld in twee groepen: ouders van personen met een lichte tot milde 

verstandelijke beperking; en ouders van personen met een ernstige tot zeer 

ernstige verstandelijke beperking. De groep ouders van mensen met een 

ernstige tot zeer ernstige verstandelijke beperking is daarnaast onderverdeeld 

in ouders van personen met ernstige bijkomende beperkingen en ouders van 

personen zonder ernstige bijkomende beperkingen. Er is geanalyseerd of de 

mening van ouders en/of wettelijk vertegenwoordigers over de vijf gebieden 

van de kwaliteit van geboden ondersteuning in relatie staan met de mate van 

de verstandelijke beperking en bijkomende beperking, waarbij rekening 

gehouden werd met andere variabelen die van invloed waren. De resultaten 

laten zien dat de mening van ouders en/of wettelijk vertegenwoordigers 

alleen op het gebied van vrijetijdsbesteding in relatie staat tot de mate van de 

verstandelijke beperking. Op alle andere gebieden werd geen relatie 

aangetoond tussen de mening van ouders en de ernst van de verstandelijke 

beperking. Ook werd geen relatie aangetoond tussen de ernst van de 

bijkomende beperkingen en de mening van ouders en/of wettelijk 

vertegenwoordigers over de geboden ondersteuning op de verschillende 

gebieden.          

Hoofdstuk vier beschrijft een onderzoek naar de tijdsbesteding van ouders 

van een kind met een (zeer) ernstige verstandelijke en meervoudige 

beperking die thuis wonen. In totaal zijn 27 vaders en 30 moeders van 

kinderen met een (zeer) ernstige verstandelijke en meervoudige beperking 

betrokken binnen dit onderzoek, in de controlegroep zijn 66 vaders en 109 

moeders opgenomen van jonge kinderen zonder beperkingen. Om de 

tijdsbesteding in kaart te brengen is een app ontwikkeld, waarin ouders 24 
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uur per dag konden aangeven welke activiteiten ze op dat moment 

uitvoerden. De resultaten laten overeenkomsten zien in de gemiddelde 

tijdsbesteding van vaders en moeders van kinderen met (zeer) ernstige 

verstandelijke en meervoudige beperkingen op gebied van gecontracteerde 

tijd (betaald werk en studie) en noodzakelijke tijd (persoonlijke zorg, eten & 

drinken, slapen) in vergelijking met ouders van kinderen zonder beperkingen. 

Moeders van kinderen met een (zeer) ernstige verstandelijke en meervoudige 

beperking besteden echter significant minder tijd aan het huishouden. Zowel 

vaders als moeders van een kind met een (zeer) ernstige verstandelijke en 

meervoudige beperking besteden significant meer tijd aan de zorg voor hun 

kinderen en minder tijd aan vrije tijd dan ouders van normaal ontwikkelende 

kinderen. Ondanks de aanzienlijke hoeveelheid uren professionele 

ondersteuning (gemiddeld 41 uur per week), is de hoeveelheid tijd die ouders 

gebruiken voor het zorgen van hun kind substantieel hoger dan bij ouders van 

kinderen zonder beperkingen. Dit betekent dat het niet alleen belangrijk is om 

ervoor te zorgen dat een kind met een (zeer) ernstige verstandelijke en  

meervoudige beperking ondersteund wordt (door ouders en/of professionals), 

maar ook dat het belangrijk is om kijken of de ondersteuning aan de wensen 

en behoeften van de ouders voldoet.   

In hoofdstuk vijf wordt ingegaan op de subjectieve ervaringen van ouders van 

een kind met een (zeer) ernstige verstandelijke en meervoudige beperking dat 

thuis woont. In dit hoofdstuk wordt de waardering (zowel negatief als 

positief) van ouders met betrekking tot de impact van een kind een (zeer) 

ernstige verstandelijke een meervoudige beperking op het gezinsleven 

onderzocht met behulp van een vragenlijst: de Family Impact of Childhood 

Disability (Trute et al., 2007). Deze lijst omvat tien positieve en tien 

negatieve items waarbij ouders op een schaal van 1 (helemaal niet) tot 4 

(hoge mate) konden aangeven in welke mate zij gevolgen ervaren als gevolg 
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van het hebben van een kind met een ernstige verstandelijke en meervoudige 

beperking. Zowel vaders (n=27) als moeders (n=52) gaven aan dat ze de 

impact van een kind met een (zeer) ernstige verstandelijke en meervoudige 

beperking op het gezinsleven zowel sterk positief als sterk negatief 

waarderen. Items die ouders als sterk negatief waardeerden hadden te maken 

met de tijdsinvestering, zoals verminderde tijd met vrienden en een 

buitengewone tijdsbesteding, ook gaven ouders aan dat het sterk van invloed 

was op hun financiële situatie. Positief gewaardeerde items waren 

voornamelijk niet-materieel van aard zoals een verhoogd bewustzijn van de 

behoeften en problemen van andere mensen (familieleden). Verder was het 

opvallend dat de waardering van ouders van kinderen met een (zeer) ernstige 

verstandelijke en meervoudige beperking in vergelijking met de waardering 

van ouders van kinderen met een minder ernstige beperking significant meer 

uitgesproken positief en meer uitgesproken negatief was. Ondanks dat ouders 

aangeven ook positieve gevolgen te ervaren, wijzen de sterke negatieve 

waarderingen erop dat de invloed van een kind met een (zeer) ernstige 

verstandelijke en meervoudige beperking op het gezinsleven fors is.   

In hoofdstuk 6 wordt ingegaan op de ervaringen van broers en zussen van 

kinderen met (zeer) ernstige verstandelijke en meervoudige beperking. Er 

hebben 18 kinderen (9 jongens, 9 meisjes) tussen 6 en 13 jaar meegedaan aan 

het onderzoek. De kinderen kregen de opdracht om een week lang foto’s te 

maken van aspecten die ze wel en niet leuk vonden aan het hebben van een 

broer of zus met een (zeer) ernstige verstandelijke en meervoudige beperking. 

Vervolgens werd aan de kinderen gevraagd om  aan de hand van de foto’s te 

vertellen wat hun ervaringen waren met het hebben van een broer of zus met 

een (zeer) ernstige verstandelijke en meervoudige beperking. Een 

thematische analyse van de interviews aan de hand van voorop vastgestelde 

thema’ s  laat zien dat het hebben van een broer of zus met een (zeer) ernstige 
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verstandelijke en meervoudige beperking zowel positieve als negatieve 

kanten heeft.. Dit sluit op de eerder uitgevoerde meta-analyse van andere 

onderzoekers, waaruit naar voren kwam dat de negatieve invloed van het 

hebben van een broer of zus met een verstandelijke beperking minimaal was. 

De meerderheid van de kinderen van het onderzoek in dit proefschrift gaf aan 

dat ze genoten van gezamenlijke activiteiten met hun broer of zus, terwijl ze 

ook aangaven dat privé tijd (voor zichzelf of tijd alleen met hun ouders)ook 

van belang is. Hoewel een deel van de kinderen vertelde over het ‘accepteren 

van de beperking van hun broer of zus’, vertelde een deel van de kinderen 

ook over moeilijkheden die ze hebben met het aanvaarden van het gedrag wat 

hoort bij de beperking van hun broer of zus. Geen van de kinderen vertelt 

over het krijgen van professionele ondersteuning. Het is onduidelijk of dit 

komt omdat er geen ondersteuning aangeboden wordt, of omdat kinderen het 

gevoel hebben dat ze dit niet nodig hebben.       

In hoofdstuk zeven worden tenslotte de belangrijkste bevindingen van de 

uitgevoerde studies beschreven. Ook worden de theoretische en praktische 

implicaties ervan weergeven. Er komen een aantal belangrijke conclusies uit 

dit proefschrift. Allereerst geeft de meerderheid van ouders van een kind met 

een verstandelijke beperking dat niet meer thuis woont aan,  dat ze tevreden 

zijn met de kwaliteit van geboden ondersteuning aan hun kind in een 

residentiële voorziening. Toch is er ook een aanzienlijk deel van de ouders 

ontevreden, of slechts in geringe mate tevreden met de kwaliteit van geboden 

ondersteuning, vooral op gebied van vrijetijdsbesteding. Ondanks een 

vervolg analyse, blijft het onduidelijk hoe de verschillen in het oordeel van 

ouders ten aan zien van de kwaliteit van geboden zorg verklaard kunnen 

worden.  
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Ten tweede heeft het thuis opvoeden en verzorgen van een kind met een 

(zeer) ernstige verstandelijke en meervoudige beperking ingrijpende 

gevolgen voor het gezin (zowel objectief als subjectief), ondanks de 

professionele ondersteuning die de gezinnen krijgen. Ouders besteden een 

aanzienlijk deel van hun tijd aan zorgtaken en hebben minder vrije tijd in 

vergelijking met gezinnen met kinderen zonder beperkingen. Ouders geven 

aan dat het aangepaste tijdspatroon van negatieve invloed is op hun 

gezinsleven, ze geven bijvoorbeeld aan dat het hun dagelijkse gewoonten 

ontwricht zijn en het heeft in de meerderheid van de gezinnen negatieve 

gevolgen voor hun sociale contacten en hun financiële situatie. Aan de andere 

kant ervaart de meerderheid van de ouders ook positieve gevolgen van het 

thuis opvoeden van een kind met een (zeer) ernstige verstandelijke en 

meervoudige beperking. Broers en zussen van kinderen met een (zeer) 

ernstige verstandelijke en meervoudige beperking ervaren ook moeilijkheden 

in het opgroeien met een broer of zus met een beperking, hoewel het beeld 

overwegend positief is.         

Dit onderzoek heeft bijgedragen aan het verzamelen van meer kennis over de 

ervaringen en de mening van ouders, broers en zussen om zo beter te 

begrijpen hoe het is om een gezinslid te hebben met een (zeer) ernstige 

verstandelijke en meervoudige beperking. Deze kennis is belangrijk wanneer 

we ervan vanuit gaan dat het welzijn van het ene familielid van belang is 

voor het welzijn van de andere familieleden. Het onderzoek heeft laten zien 

dat elk gezinslid op zijn eigen manier beïnvloed wordt door een kind met een 

(zeer) ernstige meervoudige beperking. Alleen wanneer er geluisterd wordt 

naar de verschillende gezinsleden, zal het mogelijk zijn om ondersteuning te 

bieden die aangepast is aan wensen en behoeften van een gezin met een 

kind/volwassene met een verstandelijke beperking of ZEVMB.
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Heel lang beantwoorde ik de vraag, ‘ga je dan straks ook promoveren?’ met 

‘ja, misschien wel, ik ben in ieder geval wel een artikel aan het schrijven’. 

Dat zei ik niet omdat ik me afvroeg of het proefschrift ooit wel af zou komen, 

maar meer omdat het voor mijn gevoel nog heel ver weg was en de 

verdediging mij uitermate spannend leek (daar kun je maar beter aan denken 

als iets dat nog ver weg is). Inmiddels kan ik er echt niet meer onderuit, het 

gaat gebeuren!  

De inhoud van dit proefschrift kon alleen tot stand komen door gebruik te 

maken van de kennis en expertise van collega’s en de ouders, broers, zussen 

en verwanten die hebben meegewerkt aan het onderzoek Jullie hebben me 

geïnspireerd, geprikkeld en daarmee een belangrijke bijdrage geleverd aan dit 

proefschrift. In mijn dankwoord wil ik allereerst de gezinnen die betrokken 

zijn geweest bij dit onderzoek bedanken. Als onderzoekers ‘bedenken’ we 

soms onderzoeksmethoden die prachtige en waardevolle resultaten opleveren, 

maar die tegelijkertijd ook veel vragen (in tijd en energie) van de deelnemers 

aan het onderzoek. Mijn dank gaat uit naar alle mensen die hebben 

deelgenomen aan dit onderzoek. Ondanks de buitengewone drukte in jullie 

gezinnen hebben jullie toch de tijd genomen om mee te werken aan het 

onderzoek en dat bewonder ik. Daarnaast wil ik alle ouders, broers en zussen 

bedanken voor de mooie, verdrietige en indrukkende verhalen die jullie me 

verteld hebben. Maar ook voor de kritische noten, jullie (soms) ongezouten 

mening, grote hoeveelheden twitterberichtjes en weblogs, dit hield mij scherp 

als onderzoeker en heeft ervoor gezorgd dat ik de praktijk in het oog kon 

houden. Jullie inbreng is één van de meest belangrijke factoren geweest voor 

het slagen van dit onderzoek, bedankt! 

Zonder de hulp van verschillende (zorg)organisaties was het bovendien 

onmogelijk om dit onderzoek uit te voeren. Daarom wil ik Ipse de Bruggen, 
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NOVO, Omega, VISIO, Lotje en Co, ’t Lantaarntje, bedanken voor het 

verspreiden van de informatie over het onderzoek waarin ouders, broers en 

zussen gevraagd werden deel te nemen aan de verschillende deelstudies.  

Verder gaat mijn dank uiteraard uit naar Carla Vlaskamp, mijn promotor en 

Annette van der Putten, mijn copromotor, zonder hen was het onmogelijk 

geweest dit proefschrift te schrijven. Carla, bedankt voor de fijne 

samenwerking van de afgelopen jaren. Wat ben ik blij dat ik in het laatste jaar 

van mijn studie Orthopedagogiek naar Curaçao ben vertrokken, om daar 

onder jouw begeleiding onderzoek te doen en een scriptie te schrijven over 

het opvoedings- en ondersteuningsprogramma. Vervolgens gaf je me ook de 

mogelijkheid om op de universiteit aan te gaan werken als docent en 

onderzoeker en mijn proefschrift te schrijven. Ondanks de hoge 

verwachtingen die je hebt van iedereen die met jou samenwerkt (en dus ook 

van mij), heb je me altijd het gevoel gegeven dat ik het kon en dat het goed 

zou komen. Ik heb veel van je geleerd, je enorme kennis en de manier waarop 

je ogenschijnlijk moeiteloos de ‘rode draad’ ziet in (de opzet) van een artikel, 

of een idee of concept bewonder ik. Annette, jou wil ik ook bedanken voor je 

begeleiding de afgelopen jaren. Je kritische blik, je oog voor detail en niet te 

vergeten alle vraagtekens en puntjes als commentaar binnen een artikel 

hebben me geholpen om te groeien in mijn werk als onderzoeker. Verder ben 

je ontnuchterend en zorg je ervoor dat ik dingen in de juiste proporties kan 

zien. Dat maakt het fijn om met je samen te werken en ook erg gezellig! 

Daarnaast wil ik zowel Carla als Annette bedanken voor hun persoonlijke 

manier van begeleiden, juist doordat jullie ook de persoon zien naast de 

onderzoeker voelde ik me heel erg op mijn plek. Ik hoop dat ik nog lang met 

jullie kan samenwerken, hoewel… Carla, je bent nu toch echt met emeritaat.  
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Dan mijn collega’s en medeonderzoekers bij orthopedagogiek. Wat fijn dat 

jullie er ook elke dag waren, met veel van jullie heb ik op de één of andere 

manier samengewerkt, gemopperd en gelachen. Er zijn teveel mensen om op 

te noemen, dus daar begin ik ook maar niet aan. Ik was blij met de hulp van 

het secretariaat wanneer ik bijvoorbeeld mijn computer uit het raam wilde 

gooien en blij met Wendy Post wanneer ik hetzelfde wilde doen met een 

statistiekboek. Verder zijn er toch een aantal bijzondere vermeldingen, 

allereerst de ‘jonge moeders’ bij orthopedagogiek. Wat heerlijk om af en toe 

lekkere ‘huismoederpraat’ te hebben overkindjes die niet slapen, tandjes 

krijgen, hilarische dingen doen… daar kun je het blijkbaar eindeloos over 

hebben.  

Ook het Carla-clubje kan niet uit onder een speciale vermelding, dit clubje is 

tijdens een congres in Canada omgedoopt tot the awesome women en dat zijn 

jullie ook. Samenwerken met jullie is een feestje, inhoudelijk omdat we 

allemaal met veel enthousiasme hetzelfde onderzoeksgebied delen, maar ook 

omdat het uitermate gezellige en hechte groep is.  

Anouk, gelukkig blijf jij bij orthopedagogiek werken zodat we elkaar elke 

week zien, Petra doe jij dit ook, want jou wil ik ook niet missen! Aafke, wat 

een eer dat je op de universiteit elke dag naast mij wilde zitten; met wie moet 

ik nu lekker-lunchen-op-vrijdag? Laten we ervoor zorgen dat we elkaar 

blijven zien! Annet, wij kennen elkaar al zeker tien jaar, samen studeren, 

samen promoveren en samen met onze kindjes spelen! Wat leuk dat wij 

collega’s én vriendinnen zijn!  

Naast alle mensen op werkgebied, zijn er gelukkig ook een heleboel mensen 

die niks met mijn proefschrift te maken hebben gehad en me juist daardoor 

erg geholpen hebben. Ik ben blij dat jullie niet precies hoefden te weten hoe 

het mijn artikelen ging, of ik nog ‘op schema liep’ met mijn proefschrift en 
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soms zelfs helemaal niet wisten waar mijn onderzoek nou precies over ging. 

Juist daardoor kon ik ontspannen, mijn werk loslaten en er de volgende dag 

of na het weekend weer mee verder gaan. Poldervrienden(innen), Curaçao 

meisjes (dushi’s) en Groningse vriend(innen), bedankt!  

Ook wil ik graag mijn familie en schoonfamilie bedanken voor alle afleiding 

en natuurlijk de hulp met alles wat er maar nodig was. Mijn bonuszusjes, 

Janneke, Gerdien, Martien en Gerrieke; Niels en Nanne en natuurlijk ook 

Jaaps ouders Otto en Greti. Lieve pap, mam en Lars, wat ben ik blij dat jullie 

mijn familie zijn en dat jullie er altijd voor mij zijn! 

Tot slot, de minste woorden voor de meest belangrijke personen in mijn 

leven, want jullie weten dit allang!! Jaap en Kris, wat ben ik blij dat jullie er 

zijn! Samen is alles leuker en makkelijker en bij jullie voel ik me thuis. Jullie 

helpen mij onthouden wat ik belangrijk vind in het leven.  
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