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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.  

 

  


