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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 
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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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