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CHAPTER 1  

 

General Introduction 

 

Care and service trajectories 

Care and service trajectories for people with intellectual disabilities (ID) are 

routes within the health care delivery system that consist of all the steps that 

people with ID and their families have to take in order to realize the needed care 

and services. Care and service trajectories are especially prominent in transition 

processes from childhood to adulthood and from child services to adult services, 

but also during alterations in other stages of life, for example, in case of the 

shift from primary to secondary education. Transitions may occur in multiple 

areas, such as health, education, employment, living, financing, and 

independence (Betz & Redcay, 2005; Geenen, Powers, & Sells, 2003; Lotstein, 

McPherson, Strickland, & Newacheck, 2005; Ward, Mallett, Heslop, & Simons, 

2003).  According to Bridges (1991), transitions are processes that people with 

ID go through in order to come to terms with new situations. Transition planning 

aims to support people to accomplish their individual aspirations and to fulfil 

their dreams for the future (Stainton, Hole, Yodanis, Powell, & Crawford, 2006). 

This view is characteristic for the contemporary support paradigm, which 

encompasses the shift from ‘viewing individuals as needy to seeing them as 

people who have a life and need support’ (Butterworth, 2002, p. 85).   

Transitions in general and care and service trajectories in specific can be 

taxing and challenging; especially people with ID and their families are regularly 

confronted with multiple obstacles (Rous, Hallam, Harbin, McCormick, & Jung, 

2005; Stainton et al., 2006), such as a lack of communication between the 

diverse institutes involved. These situations call for integrated care and support, 

which can only be provided through the collaboration and coordination between 

care providers during transition processes (Beresford, 2004; Betz & Redcay, 

2005; Geenen et al., 2003; Rous et al., 2005). Providers from different sectors 

increasingly constitute collaborative relationships with the intention to formulate 

adequate supply of care and services in response to the requests for help of 

their clients (Hardy, Mur-Veeman, Steenbergen, & Wistow, 1999; Van der Aa et 

al., 2002). With respect to individual trajectories of specific clients, the various 

organizations involved in collaborative relationships make agreements that fit 

the personal situation of the client (Van der Aa et al., 2002; Van Daal & Van de 

Wakker, 2005). Collaborative relationships are a necessary condition to respond 

adequately to clients’ individual trajectories within the care and service delivery 

system.       
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The quality of care and services is often judged by providers or 

professionals in health care (Donabedian, 1980; Parasuraman, Zeithaml, & 

Berry, 1985; Van Campen, Sixma, Kerssens, Peters, & Rasker, 1998; Van der 

Waal, Lako, & Casparie, 1993). This also counts for the quality of care and 

service trajectories. It has resulted in a growing body of system-orientated 

knowledge concerning quality of care delivered through collaborative 

relationships. However, the expectations, values and judgements of clients 

regarding care and service quality often differ markedly from those of providers 

and professionals (Donabedian, 1980; Parasuraman et al., 1985; Van Campen et 

al., 1998; Van der Waal et al., 1993). Nevertheless, knowledge on the quality 

judgments of people with ID themselves and their families about care and 

service trajectories is largely lacking. However, this knowledge is of utmost 

importance, given the current focus on personal outcome measurement (e.g., 

quality of services and quality of life) and management of results (e.g., quality 

improvement processes) (Gardner, Carran, & Nudler, 2001; Schalock & Bonham, 

2003). In addition, the lack of user-orientated knowledge does not fit in the 

current societal developments that have led to increased attention for principles 

as ‘demand-driven care’, ‘empowerment’, and ‘autonomy’, all reflecting the 

conviction that not the supply of care, but the needs, wants, wishes, goals, and 

personal demands of patients have to be the point of departure (e.g., Maes, 

Bruyninckx, & Goffart, 2003; Meininger, 2001; Rijckmans, Garretsen, Van de 

Goor, & Bongers, 2007; Wilson, Clegg, & Hardy, 2008). This implies that it is 

very difficult to design high-quality care and service trajectories, when the 

needs, wants, wishes, goals, and demands of clients regarding their trajectories 

are to a large extent unknown.   

 

Research questions and research aim 

Considering the lack of user-orientated knowledge about the quality of 

trajectories, a client interest group for parents and/or relatives of persons with 

ID in the Netherlands1, formulated, in collaboration with Tilburg University, the 

following main research question: ‘How can the quality of care and service 

trajectories for people with ID be measured from the perspectives of clients and 

their parents and/or relatives, and what are the actual quality experiences of 

people with ID and their parents and/or relatives?’. The primary research aim 

was to develop an assessment instrument that would enable persons with ID 

                                                   
1 The Regionale Federatie van Ouderverenigingen Zuidoost Brabant. The Regionaal Beraad 
Gehandicaptenzorg zuid-oost Noord-Brabant, MEE Zuidoost Brabant, Stichting Zorgaanbieders 
Gehandicapten Noord-Brabant and Provinciale Patiënten en Consumenten Platform also participated in 
the study.     
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and their parents and/or relatives to assess the quality of care and service 

trajectories from their own perspectives.2  

  In order to answer the main research question, the following 

consecutive subquestions were considered: (1) How are care and service 

trajectories for the people with ID formed across time and what are the main 

bottlenecks that threaten their quality?, (2) Which factors are important for 

persons with ID and their parents and/or relatives in judging the quality of care 

and service trajectories?, (3) How can the important quality aspects of 

trajectories from the client’s perspective be summarized and presented to 

persons with ID and their parents and/or relatives in such a way that a feasible, 

understandable, complete, and valid assessment instrument becomes available 

that enables them to assess the quality of their care and service trajectories 

from their own perspectives?, and (4) What are the actual quality experiences of 

persons with ID and their parents and/or relatives concerning their care and 

service trajectories measured by means of the newly-developed measurement 

instrument, and what are the practical implications of their experiences?. The 

first two questions were considered in order to conceptualize and operationalize 

the quality of care and service trajectories. The third question was examined to 

enable the actual development and preliminary validation of the assessment 

instrument and to test its use in practice. Finally, the fourth question was 

considered to learn about the quality experiences of persons with ID and their 

parents and/or relatives with the quality of care and service trajectories and to 

receive insight in the practical implications of their experiences.  

In this thesis, the client’s perspective is conceived of as the ‘client 

systems perspective’, which means that the perspectives of people with ID as 

well as those of their parents and/or relatives are taken into account. In recent 

years, ‘the importance of listening to and respecting the wishes of both users 

and carers has been frequently prioritised’ (Mitchell & Sloper, 2001, p. 239) in 

thinking about care and service quality. Moreover, people with ID usually have a 

less developed capacity for abstract thinking and a less developed level of verbal 

and linguistic capabilities (Poodt & Van der Hijden, 1995). This makes them, at 

least partly, dependent on others (e.g., their parents and/or relatives) to 

represent them.  

 

Outline of this thesis  

This thesis describes the development of the QUALITRA-ID(-P), which consists of 

a user-orientated oral interview for persons with ID, the QUALITRA-ID, and a 

written questionnaire for parents and/or relatives of persons with ID, the 

                                                   
2 Upon inquiry it appeared not to be necessary to obtain ethical approval for this research from a 
research ethics committee.   
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QUALITRA-ID-P. The first part of this thesis presents the answers to the first and 

second subquestions presented above by describing the conceptualization and 

operationalization of the quality of care and service trajectories. In chapter 2, 

the concept is conceptualized by describing the course of trajectories and their 

main bottlenecks, next to the identification of their quality determinants. The 

course of trajectories was explored by a document analysis of governmental 

rules and regulations, brochures, annual reports of care institutes, and policy 

documents. By means of semi-structured face-to-face interviews with key 

informants, it was investigated whether the course of trajectories in practice 

corresponds to the formal course as recorded in the documents. In addition, the 

key informants were requested to mention the main bottlenecks of trajectories 

faced by their clients. The quality determinants of trajectories were identified by 

means of an extensive literature review on integrated care. In chapter 3, the 

quality of trajectories was operationalized by identifying the quality aspects of 

trajectories that are considered important by persons with ID and their parents 

and/or relatives. These quality aspects were collected during eight focus group 

discussions with clients or their parents and/or relatives. In addition, chapter 3 

discusses whether these aspects are related to quality determinants of 

integrated care (see chapter 2), and to two authoritative models for quality 

assessment of care and service delivery, the structure-process-outcome model 

of Donabedian (1980) and the SERVQUAL skeleton of Parasuraman, Zeithaml, 

and Berry (1988). These comparisons were made in order to determine whether 

the quality of trajectories is sufficiently operationalized by means of the quality 

aspects presented by the focus group participants, or whether they needed to be 

supplemented by quality determinants from literature.  

The second part of this thesis deals with the development and 

preliminary validation of the QUALITRA-ID(-P) and, in this way, provides the 

answer to the third subquestion. The QUALITRA-ID(-P) has been constructed on 

the basis of the conceptualization and operationalization of the quality of 

trajectories as presented in the chapters 2 and 3. The development and 

validation of the user-orientated oral interview for persons with ID, the 

QUALITRA-ID, is described in chapter 4. The interview was constructed and 

refined in two stages that were concerned with examining its feasibility, 

understandability, and completeness. The purpose of the first stage of 

refinement, the pilot study, was to investigate (i) whether the clients were able 

to respond to the questions by means of the provided answer categories, (ii) 

whether they understood the meaning of the questions, and (iii) whether the 

item pool was complete. The purpose of the second stage, the final examination, 

was to determine the definite set of items. Chapter 5 describes the 

development and the preliminary validation of the paper-and-pencil 



11 

 

questionnaire for parents and/or relatives of persons with ID: the QUALITRA-ID-

P. The written questionnaire was also constructed and refined in two stages. The 

first stage, the pilot study, was concerned with examining its feasibility, 

understandability, and completeness. The second stage, the final examination, 

was concerned with the preliminary validation of the QUALITRA-ID-P by factor 

analysing the research data and by determining Cronbach’s alpha coefficients.  

The final part of this thesis answers the fourth subquestion by presenting 

the results of the first quality assessments by means of the QUALITRA-ID(-P) 

and by discussing the practical implications and recommendations of the results. 

In chapter 6, the experiences of people with ID regarding the quality of their 

care and service trajectories are presented, which were investigated by means 

of the QUALITRA-ID. The respondents were selected from the clients’ database 

of a large care consultancy agency. To qualify for the study, the trajectories of 

the clients had to be finished in 2007. In addition, only clients with age ≥ 15 and 

IQ level ≥ 55 were included. The experiences of parents and/or relatives with 

the quality of trajectories, measured by means of the QUALITRA-ID-P, are 

presented in chapter 7. The respondents were selected by random sampling 

from the clients’ database of a large care consultancy agency and a regional care 

institute for day activities, living arrangements, and care. To qualify for the 

study, the trajectories of the respondents’ children and/or relatives had to be 

finished in the preceding year.  

In the general discussion (chapter 8), the main findings are 

summarized and related to the existing literature. In addition, the research 

limitations are discussed, next to the difficulties experienced in the present 

study. Additionally, the practical implications and recommendations of the major 

findings of the quality assessments are presented and discussed. Furthermore, 

attention is given to the applicability of the QUALITRA-ID(-P). In this regard, the 

implementation of the instrument is discussed more in depth, next to the way in 

which the QUALITRA-ID(-P) distinguishes itself from other quality assessment 

instruments. Finally, recommendations for future studies are given.     
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CHAPTER 2  

 

Care and service trajectories for people with intellectual 

disabilities: Defining its course and quality determinants 

from the client’s perspective 
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ABSTRACT  

Care and service trajectories are identifiable routes through service systems that 

consist of all steps that people with intellectual disabilities (ID) and their families 

have to take to realize the care and services they need. Trajectories are 

especially prominent during the transitions from children’s services to adult 

services. Within a service system in Noord-Brabant (in the Netherlands), the 

authors examined the course of such trajectories and their main bottlenecks and 

sought to identify their quality determinants. The first research question was 

addressed by an exercise in document analysis and the holding of 

semistructured interviews with key informants within the healthcare sector 

specialized for serving people with ID. A second research question was 

addressed by means of a literature review on integrated care. The authors 

observe that trajectories generally follow a “model route” consisting of five 

phases but may vary according to age category, degree of disability, and life 

domain. With respect to “bottlenecks”, the authors noted that a lack of suitable 

supply and long waiting lists are good examples. They found that the literature 

on integrated care revealed that continuity, accessibility, availability, and 

flexibility of care and services, together with the seamlessness of transitions, are 

all important quality determinants for people with ID when judging their service 

trajectories. Bottlenecks and quality determinants of trajectories are strongly 

interrelated. The authors concluded that the literature and the key informants 

agree as to which factors are most important in realizing high-quality 

trajectories for individual clients. They recommend asking which criteria people 

with ID and their families value most when judging the quality of trajectories.  

INTRODUCTION 

Care and service trajectories for people with intellectual disabilities (ID) are 

routes through the care and service system that consist of all steps that people 

with ID and their families have to take to realize needed care and services. Care 

and service trajectories are especially prominent during the transition processes 

from childhood to adulthood and from child-oriented services to adult-oriented 

services, but also during transitions in other stages of life, such as the transition 

from primary to secondary education. According to Bridges (1991), transition is 

the process that people go through to come to terms with the new situation. 

Transitions occur in multiple areas such as health, education, employment, 

living, financing, and autonomy (Betz & Redcay, 2005; Geenen, Powers, & Sells, 

2003; Lotstein, McPherson, Strickland, & Newacheck, 2005; Ward, Mallett, 

Heslop, & Simons, 2003) because people with ID, as well as others with lifelong 

conditions, generally need long-term support or care for which they are 

dependent on care providers from different care sectors. The purpose of 
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transition planning is to support people to fulfill their individual aspirations and 

dreams for the future (Stainton, Hole, Yodanis, Powell, & Crawford, 2006). This 

purpose is also characteristic of the contemporary support paradigm, which 

encompasses the shift from “viewing individuals as needy to seeing them as 

people who have a life and need support” (Butterworth, 2002, p. 85). 

Transitions can be difficult and challenging, especially for people with ID and 

their families (Rous, Hallam, Harbin, McCormick, & Jung, 2005; Stainton et al., 

2006). Therefore, collaboration and coordination among care providers during 

the transition process is important (Beresford, 2004; Betz & Redcay, 2005; 

Geenen et al., 2003; Rous et al., 2005), as is in the support paradigm 

(Butterworth, 2002).  

The quality of care and services delivered through such collaboration and 

coordination among providers is of specific interest within the context of quality 

of care delivery. Providers from different sectors increasingly constitute 

collaborative relationships with the intention of formulating an adequate supply 

of care and services in response to the requests for help of their clients (Hardy, 

Mur-Veeman, Steenbergen, & Wistow, 1999; Van der Aa et al., 2002). These 

arrangements are conditional for the individual trajectories through the 

specialized ID care and service system (Van der Aa et al., 2002). With respect to 

individual service receipt trajectories of specific clients, the various organizations 

involved in collaborative relationships make agreements that fit the situation of 

that specific client1
 
(Van Daal & Van de Wakker, 2005; Van der Aa et al., 2002).  

In spite of the growing system-oriented knowledge concerning quality of 

care delivered through collaborative relationships, knowledge on the quality 

assessments of the people directly affected by the care and service trajectories 

is largely lacking. Having this knowledge would be of utmost importance given 

the current focus on personal outcome measurement (e.g., quality of services 

and quality of life) and management of results (e.g., quality improvement 

processes) (Gardner, Carran, & Nudler, 2001; Schalock & Bonham, 2003). In 

addition, it is important because in several countries, transition planning is 

incorporated in public policy, as it is in the United States (Betz & Redcay, 2005; 

Lotstein et al., 2005) and the UK (Beresford, 2004; Ward et al., 2003).  

Our research focused on the user’s perspective of the quality of care and 

service trajectories. With this in mind we addressed two questions: (1) How are 

care and service trajectories for the people with ID formed across time and what 

are the main bottlenecks that threaten their quality? and (2) Which factors are 

                                                   
1 We have chosen to use the term “client” to characterize the service users. Generally, most people 
with ID do not primarily require medical care but need support in other sectors of their lives such as 
education, employment, and social supports. Thus, even as users of health services, they are not 
“patients”, but above all, “clients” in the healthcare system. 
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important for people with ID and their families in judging the quality of care and 

service trajectories? The first question is addressed by document analysis and 

holding semistructured interviews with key informants, and the second by a 

formal review of the literature on integrated care. After addressing both 

research questions, the relationship between the bottlenecks that threaten the 

quality of trajectories and the quality determinants on integrated care were 

analyzed and discussed. We chose the term “bottleneck” to characterize a 

“chokepoint” in the care or services provision track; generally, the term 

“bottleneck” refers to a low-capacity part of a system that reduces the capacity 

of the whole system. 

Our focus was to examine service delivery processes and barriers 

identified within the context of the Dutch services system for people with 

intellectual disabilities, which is located within the national health scheme. 

People with ID and their families receive services as defined within the context 

of their needs and the availability of services provided under their national 

universal insurance program. People with ID mostly initiate their care and 

service trajectories with the help of a “care consultancy agency”. Care 

consultancy agencies fall partly under the Social Support Act (WMO) and partly 

under the Exceptional Medical Expenses Act (AWBZ). Care consultancy agencies 

specialize in counselling people with ID and their families through care and 

service trajectories related to all life domains and to arrange the needed 

support. If clients need long-term chronic support that is not covered by the 

Health Insurance Act, then it is covered by the AWBZ. For support that is 

covered by the AWBZ (e.g., long-term institutional care and special educational 

support), an assessment-based recommendation has to be applied for by a so-

called “indication agency” (www.minvws.nl).  

 

DOCUMENT ANALYSIS AND INTERVIEWS WITH KEY INFORMANTS  

Method  

Our research was carried out in the Noord-Brabant region of the Netherlands 

(with a population of some 2.4 million people). Because strong similarities exist 

in the organization of care and support in all Dutch regions, the results should 

be representative of the overall Dutch situation. For example, in all Dutch 

regions, care consultancy agencies are available to counsel and support people 

with ID and their families during periods of transition. These agencies are 

associated members of a nationwide umbrella organization and generally provide 

the same package of services and supports across the country. 

The research was carried in several phases. During the first phase, the 

formal course of individual trajectories was explored by an analysis of pertinent 

documents related to governmental rules and regulations, brochures, annual 
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reports of care institutes, and policy documents. During the second phase, the 

outcomes of this analysis were assessed and verified by use of semistructured 

face-to-face interviews with 11 key informants. In these interviews, it was 

investigated whether the course of trajectories in practice corresponded to the 

formal course as recorded in the documents. The key informants were recruited 

by means of “snowball sampling”. The most important selection criterion was 

their expertise on and experience with the system of long-term healthcare 

delivery. The key informants represented three care organizations that differed 

with respect to their activities in providing care and services for people with ID. 

Nine of the 11 respondents were “care consultants” that were employed by a 

“care consultancy” agency in Noord-Brabant. Their daily activities involved 

counseling people with ID and their families regarding a variety of life domains 

(e.g., care, housing, employment, education, or leisure time). The other two 

informants were “care intermediaries” and were selected because of their 

experience in bringing together individuals’ demands for care and the supply of 

care and services. The interviews were conducted in 2005 by one of the authors 

and had a mean duration of 60 minutes. The interview topics were derived from 

an initial investigation of the documents, which means that the interviews 

followed a set format. However, the format left room to also discuss other topics 

that seemed relevant. 

Generally, the type of care and services needed varies across life 

domains, age categories, and the degree of disability (De Klerk, 2002; 

Luckasson et al., 2002). Therefore, during the interviews special attention was 

paid to the influence of these variables on the individual trajectories. In addition, 

because the quality of the trajectories, as experienced by clients and their 

families, depends on the degree to which they develop without bottlenecks, the 

key informants were asked to report which specific bottlenecks actually 

complicated the process of supplying the services needed. 

Even though we had intended to pursue more interviews, we found that 

after interviewing the 11 informants, a saturation point was reached, as 

additional interviews would not generate any new information. With respect to 

the interview data, data collection and analyses were performed simultaneously, 

following the returning cycle of observation-analysis-reflection process described 

by Wester (1995). This means that the collected data were already analyzed 

while the data collection was still running. This permitted a continual reflection 

on the search strategy and (as required) an adaptation of the search strategy in 

order to collect more specific data. In this way, there was a constant interplay 

between theory and practice (Wester, 1995).  
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Results  

The ‘model route’  

The analysis of the document pool demonstrated that it was possible to 

distinguish five phases that constituted the course of almost all personal services 

trajectories. During the interviews, the key informants clearly confirmed that in 

practice trajectories also follow these five phases. In addition, they underscored 

the notion that there is a general course for trajectories irrespective of the 

characteristics of the individual clients and their specific requests for help. 

Therefore, we were able to derive a “model route” for the trajectories:  

1. The client (and/or his or her parents or relatives) becomes aware that 

care and/or services are needed and expresses a request for help.  

2. In collaboration with professionals, these requests for help are clarified, 

and it is determined how provision of care and/or services can address 

these requests.  

3. To start the process and obtain funding for the needed care and 

services, an application is filed for an assessment-based 

recommendation by an “indication agency”. (Whether it is necessary to 

apply for such an assessment-based recommendation and, in case of an 

affirmative answer, which indication agency will provide it depends on 

the type of request and on the particular life domains associated with 

that request—often more than one assessment-based recommendation 

is required.)  

4. When the care and/or services (applied for) are not immediately 

available, a waiting period or a period of intermediate bridging care 

follows.  

5. The care and/or services are provided.  

In principle, a route is started in response to one request for help. 

However, most key informants added that clients may have requests for help 

that can only be answered if two or more parallel routes (reflecting more than 

one distinct life domain) are started at about the same time. Moreover, they 

reported that parents and/or relatives generally go through the service receipt 

trajectories in a more structured manner. However, the structure is less formal 

for the clients with ID as many are more focused on a “here and now” reality, 

reflecting a difficulty in force-fitting the different phases and events in a 

structured manner. 

Within the course of these five phases clients receive different forms of 

help and support from various professionals and organizations. Generally, care 

consultancy agencies are involved during all phases. Care indication agencies 

and insurance companies (or other funding agencies) become involved during 

Phase 3. Care delivery organizations or institutes become involved during Phases 
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4 and 5; however, if the request for help is related to a specific care delivery 

institute (e.g., a school or a sheltered workshop) the institute is involved from 

the very beginning (Phase 1).  

 

Bottlenecks in individual trajectories that threaten its quality  

Bottlenecks threatening the quality in trajectories are often closely related to the 

age category of the clients, their degree of disability, and the life domain the 

requests for help refer to.  

 

Bottlenecks in trajectories related to age category  

In the age categories of 4–12 years (children) and 13–20 years (youth and 

young adults), requests for help frequently refer to multiple life domains, mostly 

education, employment, and housing. This increases the complexity of the 

process aimed at finding the right individual trajectory. Furthermore, this is 

really a threat for establishing and maintaining the quality of the trajectory. The 

periods around the ages of 4, 12, and 18 years, the so-called “transition ages,” 

are especially important: At age 4 entry into (special) primary education is the 

issue, at age 12 assignment to (special) secondary education, and at age 18 

transitions to future events (e.g., employment, daily activities, and housing) are 

important. “Normal” children pass through similar phases, but children with an 

ID have more difficulty in passing through the subsequent phases, mainly 

because they are dependent on special care and services for which assessment-

based recommendations have to be applied.  

The interviews and document analysis revealed that it is often difficult to 

diagnose an ID in children within the youngest age categories. Therefore, the 

phases ‘becoming aware and expression of request for help’ and ‘clarification of 

request for help’ may be difficult and may consequently lead to low-quality 

trajectories resulting in the delivery of care that does not match the actual 

needs. Finally, some key informants stated that relatively older individuals with 

ID (≥ 21 years) seldom start new trajectories. Generally they are receiving the 

same or similar care and services that they needed at a younger age; possible 

requests for help are mainly directed at adjustments to the care and services 

they already receive, which can be dealt with within their current care institutes.  

 

Bottlenecks in trajectories related to degree of disability  

Requests for help from people with moderate to severe disabilities are mostly 

related to the domains of care and housing. In contrast, requests from mildly 

impaired clients are more frequently related to education and employment. 

Furthermore, requests for help from people with moderate to severe disabilities 

are relatively easy to clarify compared with those of less severely impaired 
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because it is generally more clear which care and services they need. This 

artifact decreases the complexity of finding the right trajectory for such an 

individual with mild impairment and consequently may increase the quality of 

trajectories for people with moderate to severe disabilities. However, the 

complexity increases considerably in case of an individual exhibiting multiple 

disabilities, for example, those with a combination of physical, behavioral, and 

intellectual disabilities. During the interviews, some of the respondents noted 

that particular combinations of disabilities could result in fewer options for care 

and services because these clients need more specific and more intensive care 

and services as well as extra facilities, which require more time from care 

personnel. Very few care institutes are able to offer such specific care and/or 

have (enough) places for these clients. As a result, many clients with complex 

problems are faced with intermediate bridging care or long waits for services. 

This phenomenon speaks for itself with respect to seriously threatening the 

quality of trajectories.  

 

Bottlenecks in trajectories related to life domain 

Individual trajectories are manifest in the life domains of care, housing, 

education, employment, and, to a lesser extent, leisure time. Within each of 

these life domains, the course of these trajectories generally follows the “model 

route”. However, trajectories in each life domain have their own specific 

difficulties that may threaten their quality. Within the domain of care, the 

objectives of “applying for assessment-based recommendation” and “delivery of 

definitive care” are often difficult to achieve because of, for example, 

bureaucratic inertia and waiting lists. Within the domain of education, the 

“delivery of definitive care” is often problematic because of a lack of suitable 

educational opportunities. Within the domain of employment, the objectives 

“bridging care or waiting period” and “delivery of definitive care” are difficult to 

attain, mainly because of a lack of financial incentives or resources that 

encourage employers to take on (employ) persons with disabilities. Attaining 

successfully the trajectories in the domain of housing is often time consuming 

because of problems encountered in the final phase of establishing a residence. 

The trajectories related to the domain of leisure time are often relatively easy 

and less time-consuming. However, if there is no appropriate supply or no 

possibilities for clients with specific problems to make use of the existing supply, 

these trajectories may also be difficult and markedly time-consuming. It is clear 

that the complexity of individual trajectories increases substantially when clients 

have two or more requests for help on several life domains at the same time.  

Our research revealed some trends with respect to the bottlenecks. The 

ones summarized in the following form common patterns and may threaten the 
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quality of the trajectories related to age category, degree of disability, and life 

domain: 

1 In some instances the request for help of the client is difficult to clarify, 

or it is necessary to start two or more parallel routes at about the same 

time. The main reasons for this are that the disability of the client is 

difficult to diagnose (especially in young children) or that the client has a 

complex request for help (e.g., a combination of disabilities).  

2 For certain groups the supply of suitable care and services is lacking 

(e.g., for people with ID with serious behavioral problems).  

3 Individual trajectories may have a long time span and may be hindered 

by long waiting lists, especially for education, employment, and housing.  

The key informants also indicated three bottlenecks that may threaten 

quality and which are not specifically related to the age category, the degree of 

disability, and the particular life domain at hand, namely  

4 A complete overview of the totality of available care and services is 

complex and difficult to obtain for people with an ID (e.g., because of 

bureaucracy).  

5 The collaboration between care institutes and care workers is not 

optimal; this becomes manifest in various forms of inadequate 

communication and information (also in relation to the client), 

noncompliance with appointments, and lack of clarity about 

responsibilities.  

6 Care and services have become lean; cutbacks in expenditure have led 

to a substantial decrease in (means for) care and services.  

The course of care and service trajectories and the bottlenecks that 

threaten quality have been presented earlier. The following paragraphs deal with 

the results of the literature review on integrated care and present the quality 

determinants that have been found to be important for clients in judging the 

quality of the trajectories. The relationship between the quality determinants 

and the bottlenecks is also analyzed and discussed.  

 

LITERATURE REVIEW  

Method  

Collaborative relationships are seen as common arrangements between care 

providers that are conditional for individual trajectories within the healthcare 

delivery system. Care and service delivery through collaborative relationships 

has received much attention. However, the terminology used to address this 

phenomenon differs markedly: “Managed care” and “shared care” are the most 

frequently used terms in the United States and the UK, respectively. For the 

Netherlands, frequently used labels are “transmural care” and “care chain” 
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(Kodner & Spreeuwenberg, 2002). In addition,terms like “transitional care,” 

“coordination of care,” “continuity of care,” “comprehensiveness of care,” 

“coherence of care,” “accessibility of care,” “discharge planning,” “disease 

management,” “case management,” “continuum of care,” and “seamless care” 

are also widely used (e.g., Coleman, 2003; Haggerty et al., 2003; McBryde-

Foster & Allen, 2005; Ouwens, Wollersheim, Hermens, Hulscher, & Grol, 2005). 

After reviewing the literature, Jansen (2006) concluded that the term 

“integrated care” can be seen as an umbrella term covering a wide range of 

similar terms. Therefore, the concept “integrated care” was entered into multiple 

databases to identify relevant articles on the quality of trajectories from the 

client’s perspective (Annual Reviews, Google Scholar, Psychinfo, Pubmed, Sage 

Journals online). In the course of the literature search, the concept “continuity of 

care”, one of the concepts related to “integrated care”, received special 

attention, the reason for which will be explained later. The concepts were 

combined with the terms “intellectually disabled” and “intellectual disabilities” in 

order to extract articles that are written for the appropriate sector, and with the 

terms “trajectory in health care”, “routes through health care”, and “client 

perspective” in order to extract those articles that focus on service-users instead 

of care institutes. “Client perspective” is broadly interpreted and does not 

necessarily imply that all articles present data that are collected through self-

report by the clients. 

 

Results  

Integrated care  

Multiple definitions for “integrated care” are given; the most relevant are 

presented in Table 1. According to these conceptualizations, integrated care 

concerns the collaboration and coordination between local and regional institutes 

from diverse sectors with the intention to decrease fragmentation and to 

enhance continuity of care and service delivery. During the transition process, 

the importance of continuity of and coordination among care organizations and 

between care organizations, clients, and their families is emphasized (Beresford, 

2004; Betz & Redcay, 2005; Geenen et al., 2003; Rous et al., 2005), which 

makes attention for “integrated care” with regard to transition planning valuable. 

The need for integrated care arises from three conditions that have 

become main issues in Western countries. First, the delivery of care has become 

increasingly fragmented and specialized (Axelsson & Axelsson, 2006; Kodner & 

Spreeuwenberg, 2002; Ouwens et al., 2005; Plochg & Klazinga, 2002). Second, 

the financing structures have become increasingly fragmented (Hardy et al., 

1999; Kodner & Spreeuwenberg, 2002; Van der Linden, Spreeuwenberg, & 

Schrijvers, 2001; Ware et al., 2003), which stimulates fragmentation of care 
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(Kodner & Spreeuwenberg, 2002). Finally, the number of chronically ill persons 

who need long-term care delivered by multiple organizations representing 

different care sectors is increasing (e.g., Hardy et al., 1999; Kodner & 

Spreeuwenberg, 2002).  

 

Table 1. Definitions of ‘integrated care’  

Definitions of Integrated Care Source 

“The method and types of organization that aim to reduce 
fragmentation in health care delivery by increasing co-
ordination and continuity of care between different 
institutions.” 

Plochg & Klazinga, 2002; 
p. 94. 

“A coherent set of products and services, delivered by 
collaborating local and regional health care agencies.”  

Hardy et al., 1999; p. 88.  

“A discrete set of techniques and organisational models 
designed to create connectivity, alignment and 
collaboration within and between the cure and care sectors 
at the funding, administrative and/or provider level.” 

Jedeloo, De Witte, & 
Schrijvers, 2002; p. 1.  

“An organizational process of coordination that seeks to 
achieve seamless and continuous care, tailored to the 
patient’s needs, and based on a holistic view of the 
patient.” 

Mur-Veeman, Hardy,  
Steenbergen, & Wistow, 
2003; p. 227.  

 

The ultimate objective of integrated care is to increase the quality of 

care (processes), quality of life, and consumer satisfaction, as well as the 

efficiency and effectiveness of care delivery (Axelsson & Axelsson, 2006; 

Evashwick, 2005; Jedeloo et al., 2002; Kodner & Spreeuwenberg, 2002; Van der 

Linden et al., 2001), by means of the provision of integral packages of care and 

services at the required intensity level, at the right time, in the right place, at 

the right costs, and by the right provider to all clients with multiple care 

demands across multiple sectors (Evashwick, 2005; Hardy et al., 1999; Jansen, 

2006; Kodner & Spreeuwenberg, 2002; Lamb, 1997).  

From the perspective of care providers, integration of care contributes to 

a high level of quality if they ultimately have the complete spectrum of care and 

services at their disposal. Only then are they able to decrease the amount of 

unmet needs (Jansen, 2006; Ware et al., 2003) and deliver integral care and 

services to all clients belonging to their target population that fit the wishes and 

needs of their clients (Mur-Veeman, Van Raak, & Jongerius-De Gier, 1995; 

Plochg & Klazinga, 2002; Van der Linden et al., 2001). Furthermore, 

collaborative relationships are beneficial in that their positions in the field are 

strengthened or maintained (Mur-Veeman et al., 1995; Van der Linden et al., 

2001).  
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Quality determinants of integrated care from the client’s perspective  

When clients are asked to judge the quality of their individual care and service 

trajectories, their responses are expected to refer mainly to the many problems 

they encounter when trying to obtain the care they need. However, the number 

of studies on consumer satisfaction related to the integration of care trajectories 

for people with ID is rather limited (Jansen, 2006). Kodner and Spreeuwenberg 

(2002, p. 3) have stated that it is important to examine “health care integration 

from the unique vantage of patients because professionals are mainly concerned 

with efficiency issues and seldom look at the world of health care through the 

patient lens”. Therefore, in the literature review on “integrated care”, those 

quality determinants were selected that are important from the client’s 

perspective, namely continuity of care and services, accessibility, availability, 

and flexibility of care and services as well as seamless transitions.  

 

Continuity of care  

In contrast to other concepts related to integrated care, continuity of care is 

surrounded by an extensive body of thought including definitions and structural 

dimensions. In case of continuity of care, the focus is not predominantly on the 

organizations involved or on specific diseases at hand, as in integrated care in 

general, but on clients and their personal requests for help. Therefore, 

examining the concept “continuity of care” allows the identification of those 

particular factors that determine clients’ quality judgment of individual 

trajectories.  

In spite of the wide use of the concept “continuity”, there is still little 

agreement on its exact definition and its operationalization (Adair et al., 2003; 

Freeman, Olesen, & Hjortdahl, 2003). The clearest and most relevant definitions 

of “continuity of care” are presented in Table 2. 

The core message is that continuity of care reflects the provision of care 

in such a way that clients, who move from one care event to the next, receive 

uninterrupted and coordinated care that is consistent with their needs. The more 

recent definitions pay special attention to the importance of the subjective 

experience of the client.  

 

Dimensions of continuity of care 

‘Continuity of care’ is seen as a multidimensional concept (Donaldson, 2001; 

Johnson, Prosser, Bindman, & Szmukler, 1997). Although the subdivisions into 

dimensions differ between authors, almost all subdivisions are formed from five 

core dimensions. Table 3 presents these dimensions together with formal 

definitions or descriptions.  
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Table 2. Definitions of ‘continuity of care’  

Definitions of Continuity of Care Source 

“The extent to which services are received as part of a co-
ordinated and uninterrupted succession of events consistent 
with the medical needs of the patient.”  

Shortell, 1976; p. 378.  

“A process involving the orderly, uninterrupted movement of 
patient among the diverse elements of the service delivery 
system.”  

Bachrach, 1981; p. 
1449.  

“The experience of a co-ordinated and smooth progression 
of care from the patients’ point of view.”  

Freeman et al., 2003; p. 
624.  

“The degree to which a series of discrete healthcare events 
is experienced as coherent and connected and consistent 
with the patient’s medical needs and personal context.” 

Haggerty et al., 2003; 
p. 1221.  

“Continuity of care refers to the organised, coordinated and 
steady passage of individuals through the various elements 
in a system of care and services.”  

Jansen, 2006; p. 39. 

 

The first core dimension is Relational or Interpersonal Continuity, which 

aims at enduring relationships between the patient and one or more care 

providers. Haggerty et al. (2003), for instance, have stated that enduring 

relationships bridge past to current care and current to future care. Because of 

the psychosocial aspects of their disability, people with ID belong to the group of 

people who especially value an interpersonal relationship with their providers 

(Gray et al., 2003).  

The second core dimension is Informational Continuity. This dimension 

aims at the transfer of information about the patient between (1) care events 

and (2) the patient and care providers. Information transfer is of special 

importance in case of replacement of a care provider or referral of the patient 

(Schneider et al., 2000). Interpersonal relationships are ways to increase the 

accuracy of information but will not in themselves lead to full availability of 

information for the clinician and for the client. According to Donaldson (2001), 

who speaks about “information asymmetry” between patient and care provider, 

informational continuity is one of the most important aspects of continuity of 

care.  

The third core dimension is Goal Continuity. This reflects the alignment 

of care supply with demands for care. For instance, Donaldson (2001) has stated 

that the interactions between clients and providers should be structured in order 

to achieve alignment of goals regarding demand and supply of care. Otherwise, 

the self-interest of providers (e.g., income maximization) may hinder the 

optimal fulfillment of the clients’ needs.  
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Table 3. Dimensions of ‘continuity of care’  

Dimension 
Continuity 

Definition or description 

Relational or 
Interpersonal 
Continuity 

“An ongoing therapeutic relationship between a patient and one or 
more providers” (Haggerty et al., 2003; p. 1220). 
“A personal doctor-patient relationship characterized by loyalty and 
trust” (Saultz & Albedaiwi, 2004; p. 445). 
“To provide one or more named professionals with whom the patient 
can develop a therapeutic and interpersonal relationship” (Freeman, 
Olesen, & Hjortdahl, 2003; p. 624). 

Informational 
Continuity 

“The use of information on past events and personal circumstances to 
make current care appropriate for each individual” (Haggerty et al., 
2003; p. 1220).  
“The availability of accurate information from one health care 
encounter to another” (Saultz & Albedaiwi, 2004; p. 445). 

Goal Continuity 

The alignment of goals between patient and care clinician 
(Donaldson, 2001). 
The constant connection between the supply of care and the demand 
for care (Schneider et al., 2000). 
Provision of care that is flexible and adjusted to the needs of the 
patient over time (Freeman et al., 2003). 

Longitudinal 
Continuity 

“The involvement of service users in care over time” (Ware et al., 
2003; p. 209). 
“A pattern of health care utilization at a particular site of care” 
(Saultz & Albedaiwi, 2004; p. 445).  

Cross-sectional 
Continuity 

“The need for links among various components of care for a given 
individual” (Ware et al., 2003; p. 209). 
“Effective communication between professionals and services and 
with patients” (Freeman et al., 2003; p. 624). 
“The cooperation between care providers and the coordination of the 
care provision on a certain moment” (Schneider et al., 2000; p. 102 
in Dutch). 
In case of long-term care, providers that could potentially work at 
cross purposes are required to manage their work (Haggerty et al., 
2003). 

 

The fourth core dimension is Longitudinal Continuity, which aims at 

“sustained follow-up over time with transitions resulting from need” (Johnson et 

al., 1997, p. 138). According to Johnson et al. (1997), relational or interpersonal 

continuity is one part of longitudinal continuity, as is continuity of contact 

between patient and service, continuity through discharges and transfers, and 

implementation of service plans.  

The fifth core dimension is Cross-Sectional Continuity, which aims at the 

cooperation between the various care providers involved and between these 

care providers and the individual patient. Haggerty et al. (2003) speak about 

management continuity and state that in case of long-term care, providers 

serving the same clients are required to coordinate their work.  
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Accessibility, availability, flexibility, and seamless transitions  

Besides “continuity of care,” the concepts “accessibility”, “availability”, and 

“flexibility” of care and services as well as “seamless transitions” are often 

mentioned as important quality determinants for individual service users. 

Accessibility of care and services has two distinct meanings. First, individual 

clients have a need for access to care and services provided within the health-

care delivery system (Ahgren & Axelsson, 2005; Bachrach, 1981; Bickman, 

1996; Haggerty et al., 2003; Jedeloo et al., 2002; Kodner & Spreeuwenberg, 

2002). Once involved in the system, they have a need for access to their 

personal care practitioners (Attree, 2001; Bindman et al., 2000; De Jong & 

Jackson, 2001; Ware et al., 2003).  

A quality determinant closely related to accessibility is availability of care 

and services (Hardy et al., 1999; Harrington, Kerfoot, & Verduyn, 1999; Jedeloo 

et al., 2002; Ware et al., 2003). Even if the healthcare delivery system is easily 

accessible, this does not imply that the needed care and services are also 

automatically available. Sometimes they are not provided at all, and sometimes 

clients are not given clear information about their availability. In other cases, 

clients are not qualified to receive these particular forms of care and/or services.  

For clients with multiple care demands, flexibility of care and services is 

of major importance, especially because their needs and circumstances change 

regularly (Bachrach, 1981; De Jong & Jackson, 2001; Haggerty et al., 2003; 

Kodner & Spreeuwenberg, 2002; Ware et al., 2003). When individual 

trajectories are not adequately adjusted to these changes, people with ID will 

not perceive them to be of high quality. A transition involves the conclusion of 

one care event followed by the next and can result in barriers, duplications, and 

gaps in care. This ultimately affects the outcome of care (McBryde-Foster & 

Allen, 2005). For clients, it is important that the process links are clearly and 

closely connected to each other so that the transitions (e.g., referrals) between 

different institutes and care events are as seamless as possible (Coleman, 2003; 

Dutch Health Care Inspectorate, 2003; Kok & Wennink, 2003; Spreeuwenberg & 

Elfahmi, 1998). According to Ware et al. (2003, p. 421), fragmented trajectories 

often result in “the perception of discontinuous or episodic care—of being 

‘passed on’”. De Wilde (2000) and Lamb (1997), however, point out that 

focusing on high-quality transitions alone is not enough; in their view, the 

quality of individual trajectories also depends on the quality of the actual care 

that is provided by individual institutes, on the quality of transitions, and on the 

quality of care provided across multiple settings.  

The outcome of the literature review is summarized in Figure 1. The grey 

box presents the quality determinants deemed to be of special importance to 

service users with ID when judging the quality of their individual trajectories. 
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Relationship between the quality determinants and bottlenecks 

To what extent are the determinants that are important for clients in judging the 

quality of their trajectories related to the bottlenecks in trajectories threatening 

their quality indicated by the key professionals? When addressing this question, 

several issues should be kept in mind.  

First, the key informants reported that in some instances requests for 

help are difficult to clarify. Furthermore, it may be necessary to start two or 

more parallel trajectories at about the same time. Because trajectories generally 

follow some sort of a model route, it is questionable whether there is sufficient 

opportunity for the necessary degree of flexibility within and between 

• Specialisation/
fragmentation 
of (care) 
institutes 

• Fragmentation 
in financing 
structures  

• Increasing 
number of 
multiple care 

INTEGRATED CARE 
 
Objective 
To increase quality of 
care (processes), quality 
of life, consumer 
satisfaction, efficiency 
and effectiveness 
 
By means of 
The provision of integral 
packages of care and 
services  
- to every client in need 
- at the required  

intensity level 
- at the right time 
- in the right place 
- at the right costs 
- by the right provider 

 

Quality from the 
organizational 
perspective  
 
• More (cost) 

effectiveness  
• More efficiency 
• Strengthening or 

maintenance of 
position 

• Reach of whole 
target population  

• Needs-led care and  
service provision  

 

Quality from the 
client’s perspective 

 
• Continuity of care 

and services: 
- Relational or 

interpersonal                                            
- Informational  
- Goal 
- Longitudinal  
- Cross-sectional  

• Accessibility of care 
and services 

• Availability of care 
and services 

• Flexibility of care 
and services 

• Seamless 
transitions (e.g. 
referrals) 

Figure 1. Flow chart with regard to ‘integrated care’.  
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trajectories. Second, for certain groups there is a lack of appropriate supply of 

care and services, which implies diminished availability of care and services. 

Third, individual trajectories may have a long time span and consequently may 

be hindered by waiting lists, which implies a reduced access to care and services 

and limited continuity of care. Fourth, because the total picture of all available 

care and services is complex, it is difficult to access by people with ID or their 

parents. Fifth, the collaboration between care institutes and care workers is not 

optimal. This is manifested by inadequate communication and information 

provision, noncompliance with appointments, and lack of clarity about 

responsibilities. As a consequence, there is no seamlessness of transitions. In 

addition, there is limited informational continuity and to a certain degree lack of 

cross-sectional continuity. Finally, some key informants reported that care is 

becoming “lean”, which again implies reduced availability of care and services. 

Thus, it appears that the bottlenecks in trajectories are strongly related to those 

factors that, according to the literature on integrated care, are crucial in 

realizing high-quality trajectories from the client’s perspective.  

 

DISCUSSION  

This article has focused on three issues. First, a description is presented of the 

course of individual care and service trajectories for people with ID and, 

subsequently, an inventory is made of the bottlenecks encountered. Trajectories 

generally follow a “model route” consisting of five general phases but can 

deviate because of differences in age category, degree of disability, and the 

specific life domain that the requests for help refer to. In addition, clients may 

have requests for help that can only be answered if two or more parallel 

trajectories (on several life domains) are started at about the same time. The 

main bottlenecks in care and service trajectories are not only their long time 

span and the nonoptimal collaboration between care institutes and care workers 

but also cutbacks in expenditures.  

Second, based on the literature on integrated care, the present study 

has identified the determinants that are important for clients in judging the 

quality of such trajectories. The determinants are continuity, accessibility, 

availability, and flexibility of care and services, and the presence or absence of 

seamless transitions.  

Finally, an analysis was presented of the relationship between the 

various obstacles in trajectories and their quality determinants. The blockages 

that hamper clients, according to the key informants, are strongly related to 

determinants like continuity, accessibility, availability, and flexibility of care and 

services. This implies that our key informants and the literature are in 

agreement regarding which factors can fail and in fact do fail.  
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The quality determinants identified from the literature on integrated care 

are those that are assumed to be of special importance from the perspective of 

people with ID. It remains unclear, however, whether those determinants do in 

fact represent the self-reported perspective of people with ID. In addition, the 

counseling of people with ID through their care and service trajectories was the 

daily practice of our key informants; therefore, they are considered to be able to 

indicate the bottlenecks in trajectories with which clients struggle most. 

However, considering the influence of their professional perspective in the 

system of healthcare delivery, it is unwise to indiscriminately assume that they 

will emphasize the same bottlenecks as the clients themselves and their 

families. Based on these latter observations, we need to shed more light on 

those determinants that are emphasized by the people with ID themselves and 

their families. Therefore, it is recommended to ask people with ID and their 

families (e.g., by means of focus group discussions) which criteria they value 

most, when judging the quality of care and service trajectories.  

Despite the importance of coordinated and integrated trajectories during 

transitions, knowledge on the quality judgments of people with ID themselves 

and their families about their trajectories is largely lacking. This knowledge is, 

however, of great importance in order to make personal outcome measurement 

and management of results possible (Gardner et al., 2001; Schalock & Bonham, 

2003). To fill this gap, there is a strong need to develop measurement 

instruments that enable people with ID themselves and their families to appraise 

the quality of trajectories from their own perspective. The quality determinants 

presented in this article should be included in future instruments for the 

assessment of the quality of care and service trajectories. Focus group 

discussions with clients and their families, for instance, should then elucidate 

which criteria have to be emphasized in the instruments and, if desired, which 

extra criteria (in addition to the quality determinants reported in the scientific 

literature) are also relevant for inclusion in the instruments. This will allow the 

development of measurement instruments that fit as closely as possible to the 

perspectives of people with ID and their families.  
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CHAPTER 3  

 

Quality of care and service trajectories for people with 

intellectual disabilities: defining the aspects of quality from 

the client’s perspective  
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ABSTRACT  

Care and service trajectories for people with intellectual disabilities (i.e. people 

with mental retardations) are routes within the healthcare delivery system that 

consist of all the steps that people with intellectual disabilities and their families 

have to take in order to realise the needed care and services. This article aims to 

identify the quality aspects of trajectories that are considered important by 

people with intellectual disabilities and their parents/relatives. In addition, it 

examines how these aspects are related to quality determinants mentioned in 

the literature on integrated care and to authoritative models for quality 

assessment of care and service delivery. Quality aspects were collected during 

eight focus group discussions with people with intellectual disabilities or their 

parents/relatives. In addition, quality determinants of integrated care and 

authoritative models for quality assessment were selected by means of a 

thorough review of the literature. Finally, the quality aspects identified using 

focus groups were compared to the determinants and models found in the 

literature. The quality aspects presented by people with intellectual disabilities 

referred particularly to the immediate situation in receiving care and services, 

such as ‘keeping appointments’ and ‘time and attention’, whereas 

parents/relatives also referred to broader ‘organisational issues’, such as ‘access 

to support’ and ‘problems with placement’. The quality aspects, however, are 

minimally related to the quality determinants of integrated care, probably 

because clients and their parents/relatives find it difficult to have an overview of 

the coherence between the various actions that have to be performed, when 

going through the trajectories. In contrast, the quality aspects seem to fit into 

the domains of the authoritative models for quality assessment, probably 

because of the minimal focus of the models on long-term aspects in care and 

service delivery.  

 

INTRODUCTION 

Care and service trajectories for people with intellectual disabilities (i.e. people 

with mental retardations) are routes within the healthcare delivery system that 

consist of all the steps that people with intellectual disabilities and their families 

have to take to in order realise the needed care and services. With increasing 

frequency, providers of care and services for people with intellectual disabilities 

institute collaborative relationships with the intention of providing an adequate 

supply of care and services in response to the requests for help from their 

clients (Hardy, Mur-Veeman, Steenbergen, & Wistow, 1999; Van der Aa et al., 

2002). Collaborative relationships are a necessary condition for clients’ individual 

trajectories within the healthcare delivery system, starting with a request for 

help and ending with receiving the care and services needed (Van der Aa et al., 
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2002). Our previous research (Barelds, Van de Goor, Bos, Van Heck, & Schols, 

2009; see Chapter 2) shows that individual care and service trajectories in the 

Dutch situation, in general, follow a ‘model route’ consisting of five distinct 

phases: 

1. The client and/or his/her parents/relatives become aware that care 

and/or services are needed and make the relevant requests for help.  

2. In collaboration with professionals, the requests for help will be clarified. 

Subsequently, it is determined how the requests can be answered best 

by specific provision of care and/or services.  

3. In order to get funding for the needed care and services, often an 

assessment-based recommendation by a so-called ‘indication agency’ is 

applied for. The question as to whether it is necessary to apply for such 

an assessment-based recommendation and, in case of an affirmative 

answer, the inquiry which indication agency should actually provide it, 

depend on the type of requests for help and the particular life domains 

to which the questions refer. More than one assessment-based 

recommendation may be required 

4. When the care and/or services applied for are not immediately available, 

a waiting period or a bridging period of intermediate care follows. 

5. The care and/or services needed and applied for are delivered. 

 

User-orientated knowledge regarding quality of care and service 

trajectories  

In recent decades, the attention given to the identification of quality indicators 

has substantially increased because, amongst other things, this creates the 

possibility of controlling the quality and consistency of care (Mitchell & Sloper, 

2003; Treurniet, 1999). Quality aspects are specific characteristics that (i) make 

the quality of care and services measurable and (ii) provide clients with the 

means to judge the quality of care and services (Van der Waal, Lako, & 

Casparie, 1993). However, in contrast to the ever growing body of system-

orientated knowledge concerning quality of care delivered through collaborative 

relationships, specific user-orientated knowledge regarding the quality 

assessment of individual care and service trajectories is still largely lacking. To 

fill this gap, there is an urgent need to enable people with intellectual disabilities 

and their parents/relatives to report the quality aspects they want to use in 

judging the quality of their individual care and service trajectories. The 

identification of quality aspects from the client’s perspective is also a 

prerequisite for future development of assessment instruments (Kodner & 

Spreeuwenberg, 2002; Mitchell & Sloper, 2001).  

In this research, the client’s perspective is considered as the ‘client 
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systems perspective’, which means that the perspectives of both the people with 

intellectual disabilities themselves as well as their parents/relatives are taken 

into account. In recent years, ‘the importance of listening to and respecting the 

wishes of both users and carers has been frequently prioritised’ (Mitchell & 

Sloper, 2001, p. 239) in thinking about care and service quality. Moreover, 

people with intellectual disabilities usually have a less developed capacity for 

abstract thinking and a less developed level of verbal and linguistic capabilities 

(Poodt & Van der Hijden, 1995). This makes them dependent on their 

parents/relatives to represent them. Our preliminary study (Barelds et al., 2009; 

see Chapter 2) has shown that parents/relatives actually do play a considerable 

role in individual trajectories. Therefore, in such trajectories they can be 

conceived of as clients themselves.  

Care and service quality is often judged by providers or professionals in 

health care. However, clients’ expectations, values and judgements regarding 

care and service quality often differ markedly from those of providers and 

professionals (Van der Waal et al., 1993; Donabedian, 1980; Parasuraman, 

Zeithaml, & Berry, 1985; Van Campen, Sixma, Kerssens, Peters, & Rasker, 

1998). Therefore, as part of our research on the quality of care and service 

trajectories from a user’s perspective, this article aims to answer the following 

research question: Which quality aspects of individual care and service 

trajectories are considered important by people with intellectual disabilities and 

their parents/relatives?  

 

Existing knowledge of the quality of care and service delivery from a 

user-orientated perspective  

On the basis of the literature it is possible to discuss the quality of care and 

service delivery from a user-orientated perspective. First, ‘integrated care’ 

concerns collaboration and coordination between local and regional institutions 

from diverse sectors with the intention of decreasing fragmentation and 

enhancing continuity of care and service delivery (Hardy et al., 1999; Jedeloo, 

De Witte, & Schrijvers, 2002; Mur-Veeman, Hardy, Steenbergen, & Wistow, 

2003; Plochg & Klazinga, 2002). Departing from this phenomenon, the quality of 

individual trajectories, from the client’s perspective, is determined by the degree 

of continuity, accessibility, availability and flexibility of care and services, and by 

the ease of transition between care organisations and care events [e.g. 

(Haggerty et al., 2003; Ware et al., 2003)]. However, these aspects are 

addressed mostly by professionals and not by the reports of service users 

themselves.  

Second, two authoritative models exist that can be used for quality 

assessment from the client’s perspective: the structure-process-outcome model 
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of Donabedian (1980) and the SERVQUAL skeleton of Parasuraman et al. 

(1988). However, it should be noted that these models are not directed 

specifically at individual long-term care and service trajectories. The first model 

is aimed at the quality of care and services in general. The second model 

focuses at the quality of single care and service events. This article aims to 

identify quality aspects that are generated by the reports of the people with 

intellectual disabilities and their parents/relatives in reference to care and 

service trajectories. To investigate to what extent the results actually differ from 

existing knowledge of the quality of care and service delivery from a user-

orientated perspective, they are compared with the quality determinants of 

integrated care, the model of Donabedian, and the SERVQUAL skeleton.  

The quality aspects were identified during eight focus group discussions 

with people with intellectual disabilities and their parents/relatives. They are 

presented in the third part of this article. In the first and second parts, the 

quality determinants of integrated care are described and the model of 

Donabedian and the SERVQUAL skeleton of Parasuraman et al. are introduced. 

In the fourth part the quality aspects, which were generated by the focus group 

members, are compared to the quality determinants of integrated care, the 

structure-process-outcome model of Donabedian (1980), and the SERVQUAL 

skeleton of Parasuraman et al. (1988).  

 

THE PHENOMENON OF INTEGRATED CARE 

Our preliminary study (Barelds et al., 2009; see Chapter 2) has shown that 

integrated care appears to be an umbrella phenomenon that addresses the 

quality of care and service delivery through collaborative relationships. The 

quality of individual care and service trajectories from the client’s perspective is 

determined by the continuity, accessibility, availability, and flexibility of care and 

services. Moreover, it is determined by the ease of transitions between care 

organisations and care events. Descriptions of these quality determinants are 

presented in Table 1. 

 

TWO MODELS FOR QUALITY ASSESSMENT OF CARE AND SERVICE 

DELIVERY 

People with intellectual disabilities have to rely not only on care, but also on a 

variety of services (Luckasson et al., 2002). The attention to the concept 

‘service quality’ originated in the business sector. Since then, many studies and 

discourses have expanded this concept [e.g. (Parasuraman et al., 1985; 

Harteloh & Casparie, 1998; Seth & Deshmuck, 2005; Spreng & Mackoy, 1996)]. 

In the business sector it is now common practice to define appropriate service 

quality aspects, and this is also the case in the care sector (Donabedian, 1980). 
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The similarities between both sectors make it very attractive to make use of 

knowledge about both quality of care and service quality (Harteloh & Casparie, 

1998; Harteloh & Verheggen, 1992). For example, the quality of both care and 

services is determined by the relationship between clients and their providers 

(Harteloh & Casparie, 1998). In the next sections, two models for quality 

assessment of care and services are presented. They will be discussed in relation 

to the quality aspects of care and services derived from the results of the focus 

group discussions. 
 

Table 1: Quality determinants of integrated care according to the literature  

Quality determinants Description 

Accessibility of care and services 

Possibility to have access to the needed 
care and services provided within the 
health care delivery system in general 
and to personal care practitioners in 
specific.    

Availability of care and services 
Possibility to actually receive those care 
and services of which is determined 
that it answers the request for help.  

Flexibility of care and services 
Possibility to adjust the individual 
trajectories to changing needs and 
circumstances.  

Seamless transitions (e.g. referrals) 

Degree in which the different phases 
and care events are connected to each 
other, so that the individual trajectories 
are integrated.  

Relational or interpersonal continuity 
The enduring relationship between 
patient and one or more care providers.  

Informational continuity 
The transfer of information about the 
patient between care events and 
between patient and care provider.  

Longitudinal continuity 
Sustained follow-up over time with 
transitions resulting from need.  

Cross-sectional continuity 
The cooperation between care providers 
and between care provider and patient.  

Goal continuity 
The alignment of the supply of care 
with the demand for care.  

 

The ‘structure-process-outcome model’ of Donabedian  

The first model is the ‘structure-process-outcome model’ of Donabedian (1980). 

Donabedian has laid the foundation for quality assessment within the care sector 

with the development of a model in which he distinguishes three essential 

elements for the assessment of quality, namely structure, process and outcome. 
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The structure of care is related to ‘the relatively stable characteristics of the 

providers of care, of the tools and resources they have at their disposal, and of 

the physical and organisational settings in which they work’ (p. 81): the 

structure includes ‘the human, physical, and financial resources that are needed 

to provide medical care’ (p. 81). The process of care refers to normative 

behaviour and is related to the ‘set of activities that go on within and between 

practitioners and patients’ (p. 79). The outcome of care is related to the ‘change 

in a patient’s current and future health status that can be attributed to 

antecedent health care’ (p. 82–83). However, based upon Dror (1968), 

Donabedian (1980) states that an important part of both the process and 

outcome elements is the procedural outcome, which is the ‘plan for patient 

management, including investigation and treatment’ (p. 88). The actual 

outcome, then, is the effect or impact of the treatment. Osborne (1992) has 

made a comparable distinction: the output is what is actually delivered and the 

outcome reflects the short-term effect as well as long-term impact on the client 

(1992). Therefore, as care and service trajectories start with a request for help 

and end when the care and services needed are actually received, the 

procedural outcome or output element is also important.  

 

The ‘SERVQUAL skeleton’ of Parasuraman et al.  

The second model is the ‘SERVQUAL skeleton’. Parasuraman et al. (1988) have 

contributed to the field of quality assessment within the business sector with the 

development of the SERVQUAL skeleton in which they distinguish five essential 

dimensions for service quality assessment (Parasuraman et al., 1988; Harteloh 

& Casparie, 1998; Walburg, 2003). (i) Reliability refers to the ability of 

organisations to distribute, actually and accurately, the promised service. Safety 

and absence of errors and complaints are its most important indicators and (ii) 

responsiveness is the willingness of organisations to help clients, and to cater to 

their wishes and needs. The competences of the service provider are its most 

important indicators; (iii) assurance refers to the relationship of trust and 

confidence between client and social worker. The knowledge and courtesy of 

social workers and a relationship of trust are needed to ensure that all relevant 

information really is brought forward; (iv) empathy reflects the capacity of social 

workers to take the point of view of clients and to interpret their feelings and 

emotions and (v) tangibles refers to the available facilities, such as people, 

equipment and buildings. Accessibility, reachability and entourage are its most 

important indicators.  

It appears that, irrespective of the specific kind of services, customers 

and clients rely largely on the same criteria for evaluating service quality 

(Parasuraman et al., 1988; Harteloh & Casparie, 1998; Walburg, 2003). 
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Therefore, the SERVQUAL skeleton is applicable to the healthcare sector 

(Harteloh & Casparie, 1998).  

 

THE FOCUS GROUP RESEARCH 

Methods 

By means of focus group research it is possible to explore the experiences, 

attitudes, opinions, wishes and concerns of people regarding one or more 

specific issues. The crucial difference with other (group) interview research 

techniques is that focus groups generate data through interaction between the 

participants; rather than asking questions systematically, participants are 

encouraged to talk to each other and to reflect on one another’s contributions 

(Greenbaum, 1998; Kitzinger & Barbour, 1999). There are multiple uses of focus 

groups, such as positioning studies, habits and usage studies, and attitude 

studies (Greenbaum, 1998). Attitude studies are used to ‘determine consumer 

attitudes toward specific issues, so they (i.e. a company) can design more 

effective publicity programmes to achieve the objectives of their clients’ 

(Greenbaum, 1998, p. 11). An attitude study is exactly the use of focus group 

that was carried out for the purpose of this research, because the focus group 

participants were encouraged to discuss their experiences with and opinions of 

the quality of care and service trajectories. Providers can use this information 

collectively in order to design higher quality care and service trajectories.  

 

Composition of the focus groups and the recruitment of the participants  

In total eight focus groups were organised: four with people with intellectual 

disabilities and four with parents/relatives. Authorities in the field of focus group 

research agree that, in general, a group of 3–12 participants is acceptable 

(Kitzinger & Barbour, 1999; Safman & Sobal, 2004). In total, a number of 21 

parents/ relatives, 14 women and seven men, have participated in focus group 

discussions of, respectively, six, three, four and eight participants. The children 

of these participants had diverse types and degrees of intellectual disabilities. 

The participants were recruited via a nationwide interest group for parents and 

relatives of people with intellectual disabilities, section Zuidoost Brabant (a 

region in the Netherlands). All 480 parents/relatives were sent an information 

letter about the purpose, time and place of the focus group discussions. When 

interested to participate, they were requested to return a reply card to indicate 

their preferred times of participation. A number of 38 parents/ relatives did 

return their reply cards. The four data on which the most parents/relatives could 

participate were selected. After consultation by telephone with the parents/ 

relatives who preferred other times of participation, it appeared impossible to 

assign nine of them to one of the focus groups. Ultimately, 29 parents/relatives 
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could be assigned to one of the focus group discussions of which 21 did actually 

appear at the focus group discussions.  

A total of 25 people with intellectual disabilities, 11 women and 14 men, 

have participated in one of the focus group discussions of, respectively, six, five, 

four and 10 participants. All of these participants had mild-to-moderate 

disabilities. In order to get insight into the success and failure factors of several 

independent trajectories, it was prevented that they were related to the 

participating parents/relatives. In first instance, the participants were recruited 

with the purpose to compose three focus group discussions with people with 

intellectual disabilities in the age categories of, respectively, 15–30, 30–45 and 

45 years and older, and one focus group discussion with children with 

intellectual disabilities. However, this only succeeded for the focus group 

discussion with children; they were all between 11 and 15 years old. At the start 

of the other three focus group discussions it appeared that the age categories 

were rather intermingled. This was caused by the replacement of participants 

who were unavoidably detained and by the unannounced participation of 

acquaintances of recruited participants. Because of this, the three focus group 

discussions were composed of people in the age category of 20–60 years old.  

In order to obtain information from the intellectually disabled children, a 

quality game has been developed. The purpose of a quality game is to bring 

quality aspects to the attention in an imaginative way, for example, in case of 

the present study by means of a game board with question cards, and to discuss 

these aspects with the group. In this way, it is easier for the participants to 

discuss the quality aspects with each other and to give their opinion (Eerkens & 

Poulussen, 1998).  

The process to recruit the children started with contacting multiple 

institutes of special education for children with special needs. One school was 

willing to assist in organising and conducting the focus group discussion with a 

group of their students. The parents/relatives of the students concerned 

received an information letter from their children’s teacher accompanied with a 

reply card to object to, if desired, the participation of their child. The 

parents/relatives of one of the students did actually object to the participation. 

Therefore, this child has not participated in the focus group discussion.  

The participants of the first mixed focus group discussion were recruited 

via a nationwide interest group for people with intellectual disabilities. The 

purpose of the focus group discussion was explained by the coach of the 

committee members during a general meeting. The members also received an 

information letter accompanied with a reply card to sign up for the focus group 

discussion. The participants of the second and third mixed focus group 

discussions were recruited via the client coach of the board of clients of a 
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regional organisation for care and support for people with intellectual disabilities.  

All eight focus group discussions were conducted by a focus group 

moderator (the first author) and an assistant moderator. The focus group 

moderator facilitated the discussions by asking open-ended questions and by 

keeping the discussion focused on the research topic. The assistant moderators 

made notes of the discussions.  

 

Ethical considerations 

With regard to the three mixed focus group discussions with people with 

intellectual disabilities, no permission for participation has been asked from 

people other than the participants themselves. The participants from the 

nationwide interest group were supposed to be able to decide independently on 

their participation. Concerning the participants from the regional organisation for 

care and support for people with intellectual disabilities, the client coach was 

requested to make the decision on the necessity to consult significant others. 

This appeared not to be necessary.  

All focus group discussions, except those with the children and one with 

parents/relatives, were taped on video. All participants were asked permission to 

videotape the discussions before the start of each focus group. Furthermore, it 

was explained that the results would be reported anonymously and that the 

tapes would be destroyed when the study is finished. The board of directors of 

the school from which the children were recruited did not give permission to 

video tape the discussion. Therefore, the discussion between the children was 

taped on audio cassette. The participants of the other focus group discussions 

gave permission to video tape the discussions. Unfortunately, due to technical 

problems, one of the discussions between parents/relatives could not be video 

taped. Therefore, this conversation was written down in a report.  

 

Analysis of the focus group data 

The tapes were transcribed verbatim and all empirical data was coded according 

to the principles of Miles and Huberman (1994). The transcripts were analysed 

to obtain a framework of the major themes and categories. These major themes 

and categories were further divided into sub-components, the actual codes, until 

the set of data was reduced as far as possible. The final codes and 

corresponding quotations were correlated and recorded using the software 

program Atlas.ti 4.2 (Berlin, Germany). The original result of the data analysis, 

performed by the first author, has been checked by two of the other authors, 

who independently coded a random selection of the transcripts. The differences 

were discussed and adjustments were made, according to the results of the 

discussion.  
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The themes, categories and sub-components were developed, according 

to the meaning of the data, which means that the data analysis was not merely 

a matter of sorting the data (e.g. through counting certain terms). The latter 

also means that it was not decided, preceding the analysis, to use a priori 

concepts when scrutinising the transcripts. However, in order to be sure to 

obtain a complete overview of relevant quality aspects of care and service 

trajectories, according to clients and their families, and, thus to prevent that 

important aspects would be missing, the quality aspects, stemming from the 

focus group meetings, were compared with the existing knowledge on the 

quality of care and service delivery.  

 

Results: focus group quality aspects  

The set of raw focus group data was divided into 478 quotations. Given the fact 

that some of the quotations could be attributed to multiple codes, in total 599 

quotations were attributed; 317 quotations originated from the focus groups 

with parents/relatives and 282 from the focus groups with people with 

intellectual disabilities. Finally, after reflection and recoding, a total of 34 codes, 

the actual quality aspects, were assigned to the different quotations.  

In Table 2 the quality aspects are presented. The table distinguishes 

between aspects considered important by people with intellectual disabilities, by 

parents/relatives, or by both groups of participants. This is not to say that the 

aspects assigned to one of the two groups were not addressed by the other 

group, but rather that these aspects were addressed considerably more 

frequently by the group to which they are assigned.  

It appears that the quality aspects presented by the intellectually 

disabled are particularly related to the content of the daily care and services 

they receive. For example, ‘keeping appointments’, which refers to the degree to 

which a personal care provider keeps appointments with his or her client; ‘taking 

wishes and competencies of client seriously’ refers to the degree to which 

personal care providers take into consideration the wishes and competencies of 

their clients, and ‘time and attention’ refers to the amount of time and attention 

an intellectually disabled person receives from his or her personal care 

providers.  

The quality aspects presented by parents/relatives differ from those 

addressed by the intellectually disabled. Parents/relatives pay attention not only 

to the content of the care and services received currently, but also to broader 

organisational issues, such as ‘access to support’, which refers to the 

accessibility of supporting services that provide help in following individual 

paths, ‘bureaucracy’, referring to the strict compliance to rules and regulations, 

‘cooperation between care providers’, in connection with the benefits of 
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(regional) cooperation between care providers for care and service delivery, 

‘financial facilities’, being the amount of money that parents/relatives and care 

providers have at their disposal to organise care and service delivery, ‘mergers 

and acquisitions in care’, which refers to the direct influence of changes in the 

care sector on care and service delivery, and ‘problems with placement’, which 

refers to the obstacles that have to be overcome before appropriate care and 

services actually can be provided. In Table 3, for each quality aspect presented 

above, some illustrative quotations from the transcripts are presented.  
 

Table 2: Quality aspects according to the focus groups  

Quality aspects by 
intellectually 

disabled 

Quality aspects by 
parents/relatives 

Quality aspects 
by both 

intellectually 

disabled and 
parents/relatives 

1. Ambiance and 
cosiness 

2. Food 
3. Friendship 
4. Keeping 

appointments 
5. Living in an 

institution 
6. Living together in a 

group 
7. Recreation 
8. Relationship 

client/care provider 
9. Tailor-made care 
10. Taking wishes and 

competencies of 
client seriously 

11. Time and attention 
12. Volunteers 

13. Access to support 
14. Burden of care 
15. Bureaucracy 
16. Capacities/motivation care 

providers 
17. Continuity client/care 

provider 
18. Cooperation between care 

providers 
19. Cooperation care 

provider/parents 
20. Diagnosis 
21. Fight 
22. Financial facilities 
23. Information provision by 

care providers 
24. Personal care (hygiene) 
25. Problems with placement 
26. Stimulation of 

development 
27. Support 
28. Taking wishes and needs of 

parents seriously 
29. Wellness client  

30. Composition 
groups on 
institution 

31. Integration in 
society 

32. Material 
facilities 

33. Mergers and 
acquisitions in 
care 

34. Transport 

 

Relationship with the existing knowledge  

Relationship with the quality determinants of integrated care  

It appears that only a limited number of the quality aspects reported in the 

present study by the focus group participants (see Table 2) match closely the 

quality determinants of integrated care: ‘access to support’ matches 

‘accessibility of care and services’, ‘problems with placement’ matches 

‘availability of care and services’; ‘bureaucracy’ corresponds to ‘flexibility of care 
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and services’; both ‘cooperation between care providers’ and ‘cooperation care 

provider/parents’ match ‘cross-sectional continuity’. Not surprisingly, all these 

aspects, which refer to organisational issues, are quality aspects that are 

presented by parents/ relatives. They match closely the system-orientated 

quality determinants of integrated care.  

 
Table 3. Illustrative quotations from the transcripts  

Quality aspect Illustrative quotation 

Keeping 
Appointments 

‘Well, once she [personal care provider; added by authors] was 
chattering; so, she forgot our appointment. [...] I went to bed, I 
thought ‘suit yourself!’. The next morning she came and asked ‘Did 
we have an appointment?’. I said ‘Yes, but you did forget; so, I went 
to bed, you behaved unsporting’. Well, she did not know what to say. 
She said that I was a sort of right’.  

Taking Wishes and 
Competencies of 
Client Seriously 

‘So, I had to do a remittance. ‘You can’t do that yourself’, she 
[personal care provider; added by authors] said. I did have the 
payment order with me; so, please, let me muddle on my own for a 
moment. Then, she said ‘Now you see you can do it yourself!’. ‘Yes’, I 
said, ‘then, why did you say I can’t do it myself, when in fact I can?’’. 

Time and Attention ‘Yes, it happens that you are in need of a chat, but that they 
[personal care providers; added by authors] do not have time for a 
chat and say ‘Please, come back later’’.       

Access to Support ‘Just like it is organized in Denmark, that’s how things work. There 
you can go to one central place. So, as a parent, you don’t have to 
peddle with your child’.  

Bureaucracy ‘I was applying for a new assessment-based recommendation. Then, 
you have to write everything down very precisely, otherwise it will 
expire. You have to be that precise that you are constantly thinking 
you must have forgotten something’.  

Cooperation 
between Care 
Providers 

‘Knowledge that is not used very much could then be divided over 
several care institutes’.  

Financial Facilities ‘So, enough money is invested in care and services , but it is spend 
on the wrong things’.  

Mergers and 
Acquisitions in care 

‘And now, 12 years later, you constantly see the care organizations 
changing. They just merge and change. [...] Now, due to the 
mergers, there are three additional management levels and that 12 
to 15 managers have become 40 managers’.  

Problems with 
Placements 

‘But she was the only one who had multiple disabilities. So, I wanted 
her to move. However, they had no place for her’.  

 

In the first instance, it also seems that the following aspects match one 

of the five types of continuity distinguished: ‘continuity client/care provider’ and 

‘relationship client/care provider’ seem to match ‘interpersonal or relational 

continuity’; ‘information provision by care providers’ corresponds to 
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‘informational continuity’, ‘keeping appointments’ to ‘cross-sectional continuity’, 

‘taking wishes and competencies of clients seriously’, ‘taking wishes and needs 

of parents seriously’ and ‘tailor-made care’ to ‘goal continuity’, and ‘time and 

attention’ to ‘longitudinal continuity’. However, the respondents did not relate 

these aspects to trajectories as a whole, but to bilateral relations between 

separate care providers and themselves.  

 

Relationship to the model of Donabedian and the SERVQUAL skeleton  

In the Tables 4 and 5, the quality aspects that were generated by the focus 

group members, are attributed to the model of Donabedian (Table 4) and the 

SERVQUAL skeleton (Table 5). The classification is made by the first author, 

according to the descriptions of the elements of the model of Donabedian (1980) 

and the descriptions of the dimensions and corresponding indicators of the 

SERVQUAL skeleton given by Parasuraman et al. (1988). 

As can be seen in both tables, all elements of the structure-process-

outcome model and all dimensions of the SERVQUAL skeleton are filled, to some 

extent, with quality aspects considered important by the people with intellectual 

disabilities themselves and their parents/relatives. A large number of quality 

aspects are attributed to the procedural outcome/output element and the 

process element of the model of Donabedian, whereas considerably fewer 

quality aspects are attributed to the outcome element. Furthermore, a large 

number of quality aspects is attributed to the responsiveness dimension of the 

SERVQUAL skeleton.  

 

DISCUSSION  

The present study has generated three main results. First, the aspects of quality 

of care and service trajectories that are considered important by people with 

intellectual disabilities differ considerably from those seen as important by their 

parents/relatives. Second, the quality aspects generated by the focus group 

participants are related only to a limited extent to the supposed quality 

determinants of integrated care. Third, the focus group quality aspects fit closely 

into the different domains of two prominent models for quality assessment: the 

structure-process-outcome model of Donabedian (1980) and the SERVQUAL 

skeleton of Parasuraman et al. (1988).  
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Table 4: Classification of quality aspects in the model of Donabedian  

Structure  Process  Procedural 
outcome/output  

Outcome  

- Access to 
support  
- Bureaucracy  
- Capacities/ 
motivation care 
providers  
- Continuity 
client/care 
provider  
- Financial 
facilities  
- Material 
facilities  
- Mergers and 
acquisitions in 
care  
- Problems with 
placement 

- Burden of care  
- Capacities/ 
motivation care 
providers 
- Cooperation 
between care 
providers  
- Cooperation care 
provider/ parents  
- Diagnosis  
- Fight  
- Information 
provision by care 
providers  
- Keeping 
appointments  
- Problems with 
placement  
- Relationship 
client/care 
provider  
- Support  
- Taking wishes 
and competencies 
of client seriously  
- Taking wishes 
and needs of 
parents seriously  

- Ambiance and 
cosiness  
- Burden of care  
- Composition groups 
on institution  
- Diagnosis  
- Food  
- Keeping 
appointments  
- Living in an 
institution  
- Living together in a 
group  
- Personal care 
(hygiene)  
- Problems with 
placement  
- Recreation  
- Stimulation of 
development  
- Tailor-made care  
- Taking wishes and 
competencies of client 
seriously  
- Taking wishes and 
needs of parents 
seriously  
- Time and attention  
- Transport  
- Volunteers  
- Wellness client  

- Integration in 
society  
- Stimulation of 
development  
- Tailor-made care  
- Wellness client  
- Integration in 
society  
- Stimulation of 
development  
- Tailor-made care  
- Wellness client  
  

 

The quality aspects presented by people with intellectual disabilities refer 

mainly to the content of care and services they currently receive, whereas those 

presented by parents/relatives refer also to broader organisational issues. This 

difference is closely comparable with the difference found by Mitchell and Sloper 

(2001) in their study of the quality of services for disabled children and their 

families. They concluded that ‘children and young people’s perceptions of valued 

support services and the criteria by which they assessed ‘quality’ were firmly 

grounded in the clubs and activities they attend’ (p. 245), whereas ‘parents/ 

carers (…) explored broader information and organisational issues’ (p. 246). 

People with intellectual disabilities and their parents/relatives apparently do not 

just play different roles with respect to individual care and service trajectories, 

but, partly because of this, they also address and value different quality aspects.  
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Table 5: Classification of quality aspects in the SERVQUAL skeleton  

Tangibles  Reliability  Responsive-
ness  

Assurance  Empathy  

- Access to 
support  
- Bureaucracy  
- Capacities/ 
motivation 
care 
providers  
- Continuity 
client/care 
provider  
- Financial 
facilities  
- Food  
- Material 
facilities  
- Personal 
care 
(hygiene)  
- Problems 
with 
placement  
- Volunteers  

- Burden of 
care  
- Capacities/ 
motivation 
care 
providers  
- Composition 
groups on 
institution  
- Fight  
- Keeping 
appointments  
- Problems 
with 
placement  
- Stimulation 
of 
development  
- Transport  
- Volunteers  

- Ambiance and 
cosiness  
- Capacities/ 
motivation care 
providers  
- Composition 
groups on 
institution 
- Cooperation 
between care 
providers  
- Cooperation 
care provider/ 
parents  
- Fight  
- Food  
- Information 
provision by care 
providers  
- Living together 
in a group  
- Personal care 
(hygiene)  
- Recreation 
- Stimulation of 
development  
- Support  
- Tailor-made 
care  
- Taking wishes 
and 
competencies of 
client seriously  
- Taking wishes 
and needs of 
parents seriously  
- Time and 
attention  
- Volunteers 

- Cooperation 
care 
provider/ 
parents  
- Information 
provision by 
care 
providers  
- Relationship 
client/care 
provider  

- Diagnosis  
- Relationship 
client/care 
provider  
- Taking wishes 
and 
competencies 
of client 
seriously  
- Taking wishes 
and needs of 
parents 
seriously  

 

The focus group quality aspects are related only to a limited extent to 

the quality determinants of integrated care. For instance, the focus group 

respondents seemed to pay little attention to the continuity of trajectories; in 

general, they related their experiences to separate care events and not to 

trajectories as a whole, as they are viewed in the case of integrated care. This 

might indicate that they have minimal insight into the coherence of the separate 

care events. Furthermore, their experiences were related mainly to events in 
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which they themselves were involved, to bilateral relations between them and 

their care providers. They hardly spoke about events that happened out of their 

direct experience, for instance, steps in trajectories taken behind the scenes by 

care providers. This does not necessarily imply that they did not apprehend 

anything of these events. It is conceivable that they did not ‘see’ that these 

events influenced their quality experience.  

It is possible that these observations are caused by the fact that the 

people with intellectual disabilities, as well as their parents/relatives, were only 

able to reflect upon their own care and service trajectories and could not 

compare several trajectories. This probably caused difficulties in gaining an 

overview of the coherence between actions that had to be performed when 

going through the trajectories. Consequently, they had difficulties in obtaining a 

complete picture of the various failure and success factors. Our preliminary 

study (Barelds et al., 2009; see Chapter 2) has shown that the bottlenecks, 

which, according to professionals in the field of the people with intellectual 

disabilities, exist in individual trajectories closely match the factors that, 

according to literature, determine the quality of trajectories. This means that 

views on the quality of trajectories of people with intellectual disabilities and 

their parents/relatives differs considerably from those of professionals as well as 

researchers. This might be caused by the fact that the complete insight into the 

coherence of trajectories, that professionals and researchers are presumed to 

have, is lacking in people with intellectual disabilities and their parents/relatives.  

During the focus group sessions the steering of the respondents to 

discuss specific topics was minimal. On the one hand, this has been 

advantageous because, as a consequence, only those aspects came up that 

respondents themselves thought to be important. On the other hand, it had the 

possible disadvantage of making it impossible to direct their attention specifically 

to trajectory-related issues in order to elicit the identification of more coherence-

related aspects.  

The focus group quality aspects fit closely into the different categories of 

the structure-process-outcome model and the SERVQUAL skeleton. A large 

number of quality aspects is attributed to the procedural outcome/output 

element and the process element of the model of Donabedian. Both observations 

are comprehensible: the aspects mentioned by the people with intellectual 

disabilities are related to the content of care and services and, therefore, 

assigned to the procedural outcome/output element, whereas the aspects 

reported by parents/relatives also are related to organisational issues and, 

therefore, are assigned to the process element. On the other hand, only a few 

aspects are attributed to the outcome element. This is due to the fact that care 

and service trajectories end with the delivery of care and services and are not 
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primarily concerned with the change in health status. A large number of quality 

aspects is attributed to the Responsiveness dimension of the SERVQUAL 

skeleton. This observation can be easily understood; the aspects that address 

the direct interaction between client and care provider and the content of care 

and services, to which most aspects refer, fit best into this particular dimension.  

It has been noted that both the model of Donabedian and the SERVQUAL 

skeleton are not directed specifically at individual long-term care and service 

trajectories. This is not to say that both models do not pay any attention to 

concepts such as continuity of care; the model of Donabedian emphasises its 

importance, when referring to the process element (Donabedian, 1980) and the 

SERVQUAL skeleton makes note of it under the Responsiveness dimension 

(Harteloh & Casparie, 1998). However, in neither model there is room for the 

specific emphasis on aspects related to integrated care that are of special 

importance for quality assessment of care and service trajectories. This might be 

the reason that the focus group quality aspects do fit closely into both models, 

because the people with intellectual disabilities and their parents/relatives seem 

to have minimal insight into the coherence of trajectories.  

Several insights are to be gained from these three main results. First, 

the results underline that it is important to involve people with intellectual 

disabilities and their parents/relatives in the preparation of the quality 

assessment of trajectories because their views on quality differ from those of 

professionals and researchers. Second, people with intellectual disabilities and 

their parents/relatives have to be approached separately during the preparations 

for quality assessment and during quality assessment itself, because they value 

different quality aspects of trajectories. Third, during quality assessment it also 

seems important to include the quality determinants related to integrated care. 

As people with intellectual disabilities and their parents/ relatives appear to have 

difficulties getting an overview of the coherence of trajectories; it is important 

that their attention is drawn to these issues and that they are encouraged to 

assess them. Based upon the stories they told during the focus groups, it is 

reasonable to conclude that the quality determinants related to integrated care 

do play an important role during trajectories; the respondents, however, did not 

recognise or name them as such.  

The focus group quality aspects will be used to develop an assessment 

instrument for the quality of care and service trajectories, consisting of a paper-

and-pencil questionnaire for parents/relatives and a face-to-face interview for 

people with intellectual disabilities. This instrument will provide clients and their 

parents/relatives with the possibility to judge the quality of their individual care 

and service trajectories from their own perspectives. The quality aspects 

collected during the focus groups and the quality determinants related to 
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integrated care will form the input for the questions of the assessment 

instrument. The items that refer to the quality determinants of integrated care 

will be phrased in accordance with the stories told during the focus groups, so 

that the respondents are able to ‘recognise’ these questions in their own 

trajectories.  
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ABSTRACT 

Care and service trajectories for people with intellectual disabilities are routes 

within the health care delivery system that consist of all the steps that people 

with intellectual disabilities and their families have to take in order to realize the 

needed care and services. In contrast to the growing system-orientated 

knowledge concerning quality of care delivered through collaborative 

relationships between care providers, specific user-orientated knowledge 

regarding the quality of care and service trajectories is largely lacking. This 

article aims to describe the development of the QUALITRA-ID; a user-orientated 

interview concerning the quality of care and service trajectories for people with 

intellectual disabilities. First, the phenomenon ‘care and service trajectories’ is 

conceptualized on the basis of document analysis and semi-structured interviews 

with key informants in the field of health care for people with intellectual 

disabilities. Second, the quality of care and service trajectories is operationalized 

by means of eight focus group discussions with intellectually disabled persons 

and their parents/relatives and a review of the literature. Third, the QUALITRA-

ID is constructed using the results of the conceptualization and 

operationalization of the phenomenon. Fourth, the QUALITRA-ID is refined in 

two stages that were concerned with examining the feasibility, 

understandability, and completeness of the QUALITRA-ID. The second stage was 

also concerned with the first quality assessment among people with intellectual 

disabilities. The final result is a 24-item QUALITRA-ID consisting of a personal 

conversation and a closed-ended part.        

 

INTRODUCTION 

Care and service trajectories for people with intellectual disabilities are routes 

within the health care delivery system that consist of all the steps that people 

with intellectual disabilities and their families have to take in order to realize the 

needed care and services (Barelds, Van de Goor, Bos, Van Heck, & Schols, 

2009a; see Chapter 2). Care and service trajectories are especially prominent 

during the transition processes from childhood to adulthood and from child 

services to adult services, but also during transitions in other stages of life, for 

example, during the transition from primary to secondary education (Barelds et 

al., 2009a; see Chapter 2). Transitions are the processes people go through to 

come to terms with new situations (Bridges, 1991). They occur in multiple 

areas, such as health, education, employment, living, financing, and 

independence (Betz & Redcay, 2005; Geenen, Powers, & Sells, 2003; Lotstein, 

McPherson, Strickland, & Newacheck, 2005; Ward, Mallett, Heslop, & Simons, 

2003). Transitions in general and care and service trajectories in specific can be 

difficult and challenging; especially people with intellectual disabilities and their 
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families are regularly confronted with multiple bottlenecks (Barelds et al., 2009a 

(see Chapter 2); Rous, Hallam, Harbin, McCormick, & Jung, 2005; Stainton, 

Hole, Yodanis, Powell, & Crawford, 2006). One of the most prominent 

bottlenecks is that their requests for help can only be answered if two or more 

parallel transition processes are started at about the same time (Barelds, et al. 

2009a; see Chapter 2). In principle, requests for help are answered during one 

single trajectory in one of the life domains of care, employment, day activities, 

education, leisure time, or living arrangements. However, requests for help may 

refer to multiple life domains at the same time (e.g., a client is going to live 

independently and, therefore, also searches for other leisure time activities). In 

these cases, it is necessary to start two or more parallel trajectories at about the 

same time in distinct life domains. Next to the necessary involvement of diverse 

care and service providers, these situations call for integrated care and support, 

which could only be provided through the collaboration and coordination 

between care providers during transition processes (Barelds et al., 2009a (see 

Chapter 2); Beresford, 2004; Betz & Redcay, 2005; Geenen et al., 2003; Rous 

et al., 2005). Collaborative relationships are a necessary condition for clients’ 

individual trajectories within the care and service delivery system, starting with 

a request for help and ending with receiving the care and services needed 

(Barelds et al., 2009a; see Chapter 2).     

However, in contrast to the ever growing body of system-orientated 

knowledge concerning quality of care delivered through collaborative 

relationships, specific user-orientated knowledge regarding the quality 

assessment of individual care and service trajectories is still largely lacking. To 

fill this gap, this article aims to describe the development of the QUALITRA-ID; a 

user-orientated oral interview for persons with Intellectual Disabilities 

concerning the QUALIty assessment of their care and service TRAjectories. The 

QUALITRA-ID also consists of a written questionnaire for parents and relatives of 

intellectually disabled persons: the QUALITRA-ID-P. In this article, the 

development of the oral interview for people with intellectual disabilities is 

described. The QUALITRA-ID provides persons with intellectual disabilities the 

possibility to assess the quality of trajectories from their own perspective. In 

addition, care providers can use the results of quality assessments to increase 

their understanding of the quality experiences and judgments of their clients and 

to develop appropriate quality improvement processes. 

The QUALITRA-ID has been developed within the Noord-Brabant region 

of the Netherlands. However, the QUALITRA-ID should be usable in all Dutch 

regions, because strong similarities exist between the organization of care and 

services in the diverse regions. For example, people with intellectual disabilities 

mostly initiate their care and service trajectories with the help of a ‘care 
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consultancy agency’, which are specialized in counselling people with intellectual 

disabilities and their families during periods of transition. These agencies are 

associated members of a nationwide umbrella organization and generally provide 

the same package of services and supports across the country. Care consultancy 

agencies fall partly under the Social Support Act (WMO) and partly under the 

Exceptional Medical Expenses Act (AWBZ). Long-term chronic support that is not 

covered by the Health Insurance Act (e.g., long-term institutional care and 

special educational support) is covered by the AWBZ (www.minvws.nl).      

The first and second sections of this article shortly present the 

conceptualization and operationalization of the main phenomenon ‘quality of 

care and service trajectories’. In the third section the construction of the 

QUALITRA-ID is described. The fourth section deals with the first steps in the 

validation of the QUALITRA-ID by means of two stages of data collection and 

refinement of the interview. The definite version of the interview is presented in 

the fifth section. The final section considers its applicability and discusses the 

problems and opportunities encountered during the development process.  

 

CONCEPTUALIZATION OF ‘CARE AND SERVICE TRAJECTORIES’ 

In an earlier study (Barelds et al., 2009a; see Chapter 2), the concept ‘care and 

service trajectories’ has been conceptualized by means of (i) a document 

analysis of governmental rules and regulations, brochures, annual reports of 

care institutes, and policy documents, and by means of (ii) semi-structured 

interviews with key informants in the field of care and services for intellectually 

disabled persons. Irrespective of the characteristics of individual clients and their 

specific requests for help, in the Dutch situation, care and service trajectories in 

general follow a ‘model route’ consisting of five distinct phases. Table 1 presents 

the course of care and service trajectories.  

 

OPERATIONALIZATION OF ‘QUALITY OF CARE AND SERVICE 

TRAJECTORIES’   

The quality of the trajectories depends predominantly on the degree to which 

people with intellectual disabilities and their parents/relatives go through 

trajectories without experiencing bottlenecks (Barelds et al., 2009a; see Chapter 

2). Therefore, in order to operationalize the phenomenon ‘quality of care and 

service trajectories’, according to the perspectives of people with intellectual 

disabilities and their parents/relatives, eight focus group discussions were 

organized. The naturalistic qualitative methodology of focus group discussions 

was used to gain a deeper understanding of the meanings people give to their 

experiences within the context of their everyday life, while allowing them to 

describe their reality in their own words. In total, a number of 34 quality aspects 
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of care and service trajectories were identified, which are presented in Barelds, 

Van de Goor, Van Heck, and Schols (2009b; see Chapter 3). In contrast with the 

quality aspects presented by parents/relatives which are also related to broader 

‘organizational issues’, the quality aspects presented by people with intellectual 

disabilities are particularly related to the content of daily care and services.    
 

Table 1: The course of care and service trajectories   

Phase 1 The client and/or his/her parents/relatives become aware that care and/or 
services are needed and express the related requests for help. 

Phase 2 In collaboration with professionals, these requests for help will be clarified. 
Subsequently, it is determined how provision of care and/or services could 
answer these requests.  

Phase 3 To obtain funding for the needed care and services, an assessment-based 
recommendation is often applied for by a so-called ‘indication agency’. The 
questions as to whether it is necessary to apply for such an assessment-
based recommendation and (in case of an affirmative answer) which 
indication agency has to provide it, depend on the type of requests for help 
and on the particular life domains are being addressed. More than one 
assessment-based recommendation may be required.   

Phase 4 When the care and/or services applied for are not immediately available, a 
waiting period or a period of intermediate bridging care follows.  

Phase 5 The care and/or services needed and applied for are delivered.    

 

The quality features were compared with (i) relevant quality 

determinants of integrated care (e.g., Haggerty et al., 2003; Mur-Veeman, 

Hardy, Steenbergen, & Wistow 2003; Plochg & Klazinga 2002; Ware et al., 

2003), (ii) the model of Donabedian (1980), and (iii) the SERVQUAL skeleton of 

Parasuraman, Zeithaml, and Berry (1988), in order to complement the set of 

quality aspects obtained using the focus group methodology.  The focus group 

quality aspects fit closely into the different domains of the SERVQUAL skeleton 

and the model of Donabedian, which means that no additional quality aspects 

were identified. However, it appeared that the focus group quality aspects were 

only to a limited extent related to the quality determinants of integrated care 

(Barelds et al., 2009b; see Chapter 3). ‘Integrated care’ concerns collaboration 

and coordination between local and regional institutions from diverse sectors 

with the intention of decreasing fragmentation and enhancing continuity of care 

and service delivery (Hardy et al., 1999; Jedeloo, De Witte, & Schrijvers 2002; 

Mur-Veeman et al., 2003; Plochg & Klazinga, 2002). Departing from the concept 

of integrated care, the quality of individual trajectories, from the client’s 

perspective, is determined by the degree of (diverse types of)continuity, 

accessibility, availability and flexibility of care and services, and by the ease of 

transitions between care organisations and care events (Barelds et al., 2009b; 

see Chapter 3). In the process of developing the QUALITRA-ID, the focus group 
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quality aspects were complemented with those quality determinants of 

integrated care that were not represented in the focus group quality aspects, 

namely ‘seamless transitions’, ‘relational or interpersonal continuity’, 

‘informational continuity’, ‘longitudinal continuity’, and ‘goal continuity’ (Barelds 

et al., 2009b; see Chapter 3).    

 

CONSTRUCTION OF THE QUALITRA-ID 

Care and service trajectories can be manifest in six life domains, namely care, 

housing, education, employment, day activities, and leisure time. For each life 

domain a separate version of the QUALITRA-ID was developed. The amount and 

content of the questions was the same for all versions. However, the subdivision 

made it possible to adapt the terminology to the different life domains, which 

made it easier to gear to the clients’ perceptions of their positions in life.  

The initial version of the QUALITRA-ID consisted of 20 questions. Ten of them 

referred to the quality aspects presented by the clients during the focus group 

discussions. The aspects presented by the clients were particularly related to the 

content of the daily care and services that clients receive (e.g., ‘transport’ and 

‘food’) and to a lesser extent to trajectories of care and services. The quality 

aspects that were particularly related to the content of the daily care and 

services were not included, but only those aspects that can answer the question 

whether the care and services provided (the ‘result’ of the trajectory) are of 

high-quality, especially those aspects that are concerned with the relationship 

between client and care provider, for instance, ‘Do they listen to your wishes 

and the things you want?’ and ‘Do you feel accepted by the people surrounding 

you?’. All statements were phrased in accordance with the meaning that the 

focus group participants had given to the corresponding quality aspects. In 

addition, five questions were added to evaluate whether clients have the opinion 

that their trajectories have resulted in the desired outcome, for instance, ‘Is 

living here as you expected it to be?’ and ‘Would you prefer to attend another 

school?’. Finally, in order to direct the focus of the QUALITRA-ID on trajectory-

related issues, also five questions were added that directly refer to process-

related items from ‘integrated care’, for instance, ‘Did it take a long time before 

you could start working here?’ and ‘Were you permitted to take part in deciding 

were you wanted to work?’. All statements were carefully phrased on the basis 

of debates regarding the determinants as described in literature (e.g., Haggerty 

et al., 2003; Mur-Veeman, Hardy, Steenbergen, & Wistow 2003; Plochg & 

Klazinga 2002; Ware et al., 2003). 

 

 

 



69 

 

REFINEMENT OF THE QUALITRA-ID 

The QUALITRA-ID was subjected to two stages of data collection and refinement 

as a first step in validation of the instrument. The first stage was concerned with 

an initial examination of the feasibility, understandability, and completeness of 

the interview. This was done by means of a pilot study among 16 individuals 

with intellectual disabilities. The second stage was concerned with the final 

examination of feasibility, understandability, and completeness and with the 

determination of the definite version by means of a quality assessment among 

18 individuals with intellectual disabilities.  

 

STAGE 1: THE PILOT STUDY 

The purpose of the first stage of refinement was to investigate (i) whether the 

clients were able to respond to the statements by means of the provided answer 

categories, (ii) whether they did understand the meaning of the statements, and 

(iii) whether the item pool was complete. The investigation of the 

understandability and completeness of the trajectory-related questions received 

special attention during the first stage of refinement, because it was unclear 

whether the questions were formulated properly and whether there were other 

trajectory-related questions that also had to be included in the assessment 

instrument.    

 

Methods 

The selection procedure 

The respondents were selected from the clients’ database of a care consultancy 

agency in the Noord-Brabant region (The Netherlands). Care consultancy 

agencies are specialised in counselling people with intellectual disabilities and 

their families. To qualify for the pilot study, the trajectories of the respondents 

had to be finished in the period of 3 to 6 month ago. This selection criterion was 

set to ensure that the clients (i) were able to answer the statements concerning 

all phases of the trajectory, and (ii) could remember the trajectories well. The 

clients that qualified for the study were selected and approached by their 

personal care consultants. Except for clients that lived independently, the clients 

were only approached with the permission of their parents and/or relatives. 

Besides, no pressure was put on the clients to participate. All clients were free to 

refuse participation, which some clients in fact did. The interviews were 

conducted by the first author, who was assisted by a professional with 

knowledge about the course of care and service trajectories and with experience 

in communicating with people with intellectual disabilities. The interviewer made 

notes of the conversations during the interviews.     
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Two subsequent phases 

The interviews were divided in two parts. In the first part, the client and the 

interviewer held a personal conversation about the 20 topics in the QUALITRA-

ID. The second part dealt with the same 20 questions. However, in this part, the 

clients had to answer the questions by means of preset answer categories.          

   

Part 1: Personal conversation 

In order to become more experienced with the phenomenon of interest, the 

purpose of the first part of the interview was to get into a personal conversation 

with the clients about their experiences with the care and services they currently 

received and with the quality of their preceding trajectories. The first part 

actually served as preparation for the second part of the interview, in which the 

questions were formulated closed-ended. This means that, during the first part, 

the clients did not yet have to answer the questions by means of preset answer 

categories, but were encouraged to ‘tell their personal stories’ using their own 

words. The closed-ended questions from the second part served as interview 

guide for the personal conversation. If necessary, additional questions were 

asked in order to get the story complete. However, no coercion was used during 

the interviews, because the interviewer did not have any benefit from steering 

the answers of the participants. When the client and the interviewer were more 

acquainted to each other, the client had become familiar with the topics of the 

interview and the interviewer with the story of the client, the interviewer 

continued with the second part of the QUALITRA-ID.            

 

Part 2: Closed-ended questions  

During the second part of the QUALITRA-ID, the clients needed to answer the 20 

questions by means of the preset answer categories ‘no’, ‘a little bit’ and ‘yes’. 

For people who had difficulties with remembering these preset answer 

categories, an answer card was provided containing ‘smilies’ representing ‘no’, ‘a 

little bit’, and ‘yes’. The complementary value of this second part of the 

QUALITRA-ID is the possibility to compare the answers of different clients. In 

addition, it provides the possibility to monitor whether the clients are consistent 

in their answers during the two parts of the interview.     

 

Results 

In total, 16 people with intellectual disabilities participated in the pilot study. The 

details of the participants of the pilot study are presented in the left half of Table 

2. The clients had a mean age of 27 years old. The mean duration of the 

interviews was 60 minutes, ranging from 30 minutes to 120 minutes. At seven 
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of the interviews, the clients were accompanied by a parent and/or the care 

consultant of the client.  

 
Table 2: Details of the participants of both stages of refinement 

Stage 1: Pilot study Stage 2: Final examination 

Participant Gender Age Life domain Participant Gender Age Life domain 

1 F 19 Care 1 F 65 Care 
2 M 19 Care 2 M 30 Care 
3 M 14 Care 3* M 37 Care 

4 F 15 Care 4* F 34 Care 
5 F 19 Day activities 5 F 18 Day activities 

6 M 23 Day activities 6 F 38 Day activities 

7 M 12 Education 7 M 17 Education 
8 M 16 Education 8 M 17 Education 
9 M 11 Education 9 M 16 Education 
10 F 16 Education 10 F 17 Employment 
11 M 47 Employment 11 M 20 Employment 
12 F 17 Employment 12 F 21 Employment 

13 M 46 Leisure time 13 M 20 Leisure time 

14 F 52 Leisure time 14 F 44 Leisure time 

15 F 55 Living 
arrangements 

15 M 38 Leisure time 

16 M 54 Living 
arrangements 

16 F 26 Living 
arrangements 

    17 M 24 Living 
arrangements 

    18 F 34 Living 
arrangements 

Note 1: The participants of the second stage of refinement needed to be at least 15 years old and 
needed to have a minimal IQ level of 60. 
 * The transcripts of the interviews with these respondents were not suitable for analysis, because 
these clients had major difficulties with understanding and answering the questions. The first 
respondent was not a native speaker of Dutch, while the other respondent appeared hardly able to talk.  

 

Feasibility of the QUALITRA-ID 

The target population 

It became clear during the interviews that not all respondents were fully able to 

understand the questions and to answer them by means of the preset answer 

categories or the answer card. This has resulted in the need to clearly define the 

interview’s target population. The interviews revealed that children under 15 

years of age are mostly only minimally involved in care and service trajectories. 

Their parents/relatives mostly initiate trajectories and/or go through all 

subsequent phases. In this case the respondents are only able to answer the 

questions concerning the quality of the delivered care and services. What follows 

is that the interviews become to look more like regular satisfaction surveys. So, 
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the age of 15 years could be a starting point to define the target population. 

Irrespective of age, the IQ levels of the respondents also have influence on their 

ability to understand the questions and to respond to them. One of the interview 

respondents was 23 years old, but was not able to understand and answer the 

questions due to a low IQ level. Besides, this person has not been involved in 

the trajectory, in spite of his age above 15 years old. The IQ level of the 

respondents could, therefore, also be a starting point to define the target 

population.       

The difficulty of defining the target population for the QUALITRA-ID has 

been discussed with some experts specialized in intellectual disabilities. This 

resulted in the conclusion that, in spite of the fact that there is some degree of 

arbitrarily, it seems most feasible to include only clients with age ≥ 15 and IQ 

level ≥ 60. In this way, the chance to select clients that in retrospect appear not 

to be able to understand the questions and to answer them, seems to be 

minimized.                  

 

The personal conversation 

The personal conversation clearly fulfilled its purpose to prepare the interview 

respondent and the interviewer for the second part of the QUALITRA-ID. More 

than that, the personal conversation appeared to be a necessary condition for a 

successful interview. The topics of the QUALITRA-ID are difficult for people with 

intellectual disabilities. Leaving out the personal conversation would certainly be 

harmful for the reliability of the answers; the clients would not fully understand 

the questions, while the interviewer would not fully understand the situation of 

the clients. However, the personal conversation revealed that it is possible to 

discuss the quality of care and service trajectories with people with intellectual 

disabilities, as long as the respondents and their stories receive the needed 

personal time and attention.   

However, the interviews revealed that it is preferable to adapt the order 

of the questions of the personal conversation. In first instance, the order of the 

questions was linked to the successive phases of trajectories. This meant that 

the trajectory-related questions were asked first, followed by the questions 

about the final delivery of care and services. However, it appeared that it was 

easier for the respondents to answer the latter questions than the trajectory-

related questions. The disadvantage of starting with the trajectory-related 

questions was that some respondents already at the beginning of the interview 

were not able to answer some questions. This diminished their self-confidence 

and the possibility to become familiar with the topics of the interview. Therefore, 

in the first part of the adapted version of the QUALITRA-ID, the questions about 

the final care and service delivery are asked first, followed by the trajectory-
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related questions. In this way, the order of the interviews better fits the natural 

development of a conversation. Finally, it is also beneficial for the interviewers 

to have insight in the current situation of the clients before asking questions 

about the preceding trajectories.        

 

The answer categories 

The interviews revealed that it is difficult to ensure that all questions of the 

QUALITRA-ID are applicable to the situations of all respondent, because, 

although care and service trajectories follow the same phases, they are all 

unique. In addition, whether or not the questions were applicable to their 

situations, some respondents just did not know the answer to a question. 

Therefore, the answer categories in the QUALITRA-ID have been complemented 

with the categories ‘not applicable’ and ‘I don’t know’.   

 

Understandability of the QUALITRA-ID 

Personalizing the questions   

Initially, during the closed-ended part of the QUALITRA-ID, all respondents had 

to answer questions that were formulated beforehand. However, the interviews 

revealed that the understandability of the questions increased considerably 

when the formulations were personalized. One respondent, for example, did 

receive help by means of a psychologist who regularly took her to go out for a 

nice activity. Instead of asking the question ‘Do you like to receive this 

care/support?’, the question ‘Do you like [name psychologist] to come and take 

you to go out for a nice activity?’ was asked. Some respondents and parents 

explained that the personalized questions were easier to answer, because they 

did better gear to the clients’ perceptions of the environments. It has to be 

noticed that personalization of questions may have implications for the reliability 

and validity of the results, when the nature of the question is changed 

dramatically, because their meaning may differ from the exact meaning of the 

original question. Therefore, it is of utmost importance that the interviewer, 

when personalizing the question, takes care to keep the original meaning of the 

question. Personalizing should only be used in case of the fact that otherwise the 

respondent would not answer the original question at all or would give an 

inappropriate answer.      

 

Facts versus emotion 

During the interviews it became clear that it is important to make a distinction 

between the actual course of trajectories and the emotions that the respondents 

experienced during the trajectories. The questions in the 20-item QUALITRA-ID 

were primarily concerned with facts (e.g., ‘Did it take a long time before you 
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could start working here?’). However, it appeared to be very beneficial to add 

the question ‘How do you feel about that?’. Most clients did not tell 

spontaneously about their opinions and feelings, when they were not specifically 

asked for. However, in order to know how to increase the quality of trajectories 

and, thus, how to better counsel clients during trajectories, insight is needed in 

their opinions and feelings. Besides, most facts (e.g., the existence of waiting 

lists) can not be changed in a short-term period, which makes it necessary to 

know how to help clients to cope with them. 

 

Completeness of the QUALITRA-ID  

This section presents the changes that were made to the 20-item QUALITRA-ID 

on the basis of the pilot study of the interview. In Table 3, these changes are 

summarized. 

 
Table 3: Results of the pilot study of the QUALITRA-ID (version for employment) 

Questions 

 

Deleted Un- 
changed 

Reformulated Added 

Q1 Did you want to 
start working 
(somewhere else) from 
the very beginning? 

   X 

Q2 Was it difficult to 
find people who could 
help you find a (new) 
working place? 

   X 

Q3 Did you want to get 
help to find a (new) 
working place from the 
very beginning? 

   X 

Q4 Did they ask for your 
wishes about where you 
wanted to work? 

 X   

Q5 Did they tell you 
which working places 
where suitable for you 
to start working?   

 X   

Q6 Did you visit a 
couple of different 
working places in order 
to see how it was like? 

   X 

Was it easy to find a 
working place where 
they had place for you 
to start working?  

  Q7 Was there more than 
one working place where 
they had place for you to 
start working? 

 

Q8 Were you permitted 
to take part in deciding 
whether you wanted to 
start working here? 

 X   
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Questions 

 

Deleted Un- 
changed 

Reformulated Added 

Q9 Did you at first 
wanted to work 
somewhere it was not 
possible to start 
working? 

X 

Q10 Did it take a long 
time before you could 
start working here? 

 X   

Q11 Did you feel 
reluctant to start 
working here? 

   X 

Q12 Before you started 
working here, did they 
ask you what you would 
like and would not like 
when working here?  

   X 

Q13 Before you started 
working here, did they 
tell you how it would be 
like? 

   X 

Q14 Before you started 
working here, did you 
already take a look in 
order to see how it was 
like? 

   X 

Q15 Before you started 
working here, did you 
already get acquainted 
with the supervisors? 

   X 

Q16 Before you started 
working here, did you 
already get acquainted 
with your colleagues? 

   X 

Q17 Since you are 
working here, have you 
ever had a conversation 
with the people who 
supported you to find 
this working place? 

   X 

Q18 Do you like 
working here? 

 X   

Q19 Do you now feel 
better than before you 
started working here? 

 X   

Q20 Do you prefer to 
work somewhere else? 

 X   

Is working here like you 
hoped it to be? 

  Q21 Is working here like 
you expected it to be? 

 

Q22 Do the people at 
work listen to your 
wishes and the things 
you want? 

 X   
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Questions 

 

Deleted Un- 
changed 

Reformulated Added 

Q23 Do you feel 
accepted by the people 
surrounding you? 

X 

Q24 Are there people to 
talk to in case 
something unpleasant 
happens at work? 

 X   

When you ask yourself 
why things go the way 
they go at work, are 
there then people who 
want to explain that to 
you? 

X    

Q25 Do your 
supervisors give you 
enough time and 
attention? 

 X   

Do you have the feeling 
that your supervisors 
understand what is 
important to you? 

X    

Q26 Do you have the 
feeling that your 
supervisors understand 
which things you can do 
by yourself and which 
things you can not do by 
yourself? 

 X   

Q27 Do your 
supervisors keep the 
appointments they make 
with you? 

 X   

Q28 Do you always 
have the same 
supervisors? 

 X   

Q29 Do you have the 
feeling that your 
supervisors treat you 
well? 

 X   

Q30 Do you think that 
there has been found a 
good solution to your 
request for help? 

 X   

 

On the basis of the reactions of the respondents to the questions, two of 

the questions (Q7 and Q21) were reformulated in order to clarify their meaning. 

In addition, two questions about the final delivery of care and services were 

removed, because they were too abstract for most respondents.    

With reference to the needed distinction between facts and emotion, a 

question has been added that investigates whether the client did want to receive 

new care and services at all (Q1). In addition, the interviews also revealed that 
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it is very important to pay more attention to the specific stages in trajectories in 

which the choice for care and services (e.g., a school or a working place) are 

going to be made or have just been made. Regularly, clients are most closely 

involved during these phases, because then they are very aware of the specific 

changes that are going to happen. From that moment it is very important to 

counsel them in such a way that they get full opportunity to understand and/or 

accept coming changes and to get well prepared for it. Therefore, eight 

questions have been added that refer to these phases (Q6, Q9, Q11, Q12, Q13, 

Q14, Q15, Q16).     

In addition, one question has been added to the personal conversation 

that asks which institutes and/or social workers have been consulted during the 

trajectory. This question is aimed to get a complete picture about the particular 

routes that the trajectories have taken. It is difficult to formulate this question in 

a closed format, because the trajectories of all respondents are to a certain 

extent unique. Therefore, for both the first and second parts of the QUALITRA-

ID, (also) two additional questions have been formulated (Q2 and Q3).  

Finally, one question has been added to both parts of the interview 

about whether there have been follow-up conversations about the course of 

events during the trajectories (Q 17). This question is of the utmost importance, 

because it indicates whether it is evaluated in how far the trajectories have been 

designed satisfactorily. In addition, it also indicates whether the requests for 

help of the clients are answered adequately or whether there is a need for 

additional (changes in) care and services.  

The final result of the pilot study of the QUALITRA-ID was a 30-item 

interview. This measure was further refined during the second stage of data 

collection and refinement in which 18 persons with intellectual disabilities 

participated.  

  

STAGE 2: FINAL EXAMINATION OF THE QUALITRA-ID 

The purpose of the second stage of refinement of the QUALITRA-ID was 

concerned with the final examination of feasibility, understandability, and 

completeness and with the determination of the definite set of questions. 

 

Methods 

Data collection and analysis 

The respondents were selected from the clients’ database of the same care 

consultancy agency in the region Noord-Brabant (The Netherlands) as noted in 

the pilot study. However, to qualify for the study, the trajectories of the 

respondents had to be finished in the year 2007. This selection criterion was set 

to ensure that the clients (i) were able to answer the statements concerning all 
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phases of the trajectory, and (ii) could remember the trajectories well. In 

addition, the clients had to be at least 15 years old and had to have a minimum 

IQ level of 55. It was not possible to select clients with a minimum IQ level of 

60, because no exact IQ levels were registered. Instead, it was only registered 

in terms of IQ categories. The IQ level of 60 did fall under the IQ category of 55 

to 69. Therefore, all clients were selected with a minimal IQ level of 55.    

First, a list of 1231 potential respondents was composed. On the basis of 

their requests for help as given in the clients’ database, the respondents were 

spread across the six life domains. Second, for each of the six life domains, if 

possible, 24 respondents were selected by means of simple random sampling. In 

case there were less than 24 respondents on the list, all respondents were 

included in the study sample. In total, 142 clients were selected. The personal 

care consultants of these clients were requested to decide upon their ability to 

participate in the study. It was decided to make this request after the random 

selection, because it would be too great of a burden for care consultant to decide 

upon the ability of 1231 clients. The clients who were supposed to be unable to 

participate (e.g., due to a crisis situation or linguistic problems) have not been 

approached for participation. The remaining clients were approached by their 

personal care consultant or by the first author after their parents/relatives were 

asked permission to approach them for participation (except for 

parents/relatives of clients that lived independently). No pressure was put on 

the clients to participate. All clients were free to refuse their participation, which 

some clients in fact did. In case of an affirmative answer, the appointments were 

made by the first author, who also conducted the interviews. It showed to be 

very difficult to include clients who had finished a trajectory in the life domain of 

education in the study (e.g., due to the opinion of parents/relatives that the 

interview was too great a burden for the client). Therefore, an additional list was 

composed of potential participants who had finished a trajectory in the life 

domain of education during the first six months of the year 2008.   

The interviews were taped on audio cassette. All participants were asked 

permission to audio tape the conversations before the start of each interview. 

Furthermore, it was explained that the results would be reported anonymously 

and that the tapes would be destroyed, when the study was finished. All 

interviews that were suitable for analysis were transcribed verbatim. The 

transcripts were analyzed to obtain insight in the feasibility, understandability 

and completeness of the QUALITRA-ID and to decide upon the topics that would 

compose the final version of the QUALITRA-ID. The 30 topics of the QUALITRA-

ID served as the coding framework. The 30 codes and corresponding quotations 

were correlated and recorded using the software programme Atlas.ti 4.2.  
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Results 

In total, 18 people with intellectual disabilities participated in the second stage 

of data collection and refinement. The details of the participants are presented in 

the right half of Table 2. Two of the transcripts were not suitable for analysis, 

because both clients had major difficulties with understanding and answering the 

questions. The remaining 16 clients had a mean age of 28 years. The mean 

duration of the interviews was 48 minutes, ranging from 25 minutes to 60 

minutes. In case of 11 of the interviews, the clients were accompanied by a 

parent or partner. However, in 5 of these interviews, the parents or partners 

have not or hardly interfered in the conversations.  

The set of raw interview data was divided into 572 quotations. Given the 

fact that some of the quotations could be attributed to multiple codes, in total 

606 quotations were attributed. The number of quotations in each interview was 

ranging from 19 to 53. This indicates that some interviews were more 

informative than others. In addition, it also indicates that not all questions were 

applicable to the situations of all clients, because then minimally 30 quotations 

would have been available in each interview. Table 4 presents the distribution of 

the quotations across the 30-item QUALITRA-ID.   

 
Table 4: Distribution of quotations across the 30-item QUALITRA-ID 
 Participants 

 

Totals 

Items 1 2  3 4 5 6 7 8 9 10 11 12 13 14 15 16 

 

 

Q1 3 2 1 2 1 0 1 0 2 2 2 1 1 3 2 1 24 

Q2 6 3 6 2 5 2 3 6 5 2 4 3 2 5 3 3 60 

Q3 0 1 1 1 2 2 1 1 1 1 0 1 1 2 1 1 17 

Q4 1 2 1 2 2 1 1 2 2 1 0 2 0 3 1 3 24 

Q5 2 2 2 1 1 1 1 3 1 1 0 2 1 4 3 2 27 

Q6 0 1 3 2 4 1 1 1 3 2 0 2 0 2 2 2 26 

Q7 1 2 1 1 2 2 1 3 3 2 4 2 0 2 3 0 29 

Q8 4 2 3 2 2 1 1 0 3 1 3 3 1 2 2 3 33 

Q9 0 1 1 2 1 1 1 0 2 1 1 1 0 1 2 2 17 

Q10 1 2 1 2 1 1 2 2 6 1 2 1 2 3 1 2 30 

Q11 2 2 1 2 1 1 1 0 1 1 2 1 1 2 4 1 23 

Q12 0 1 1 1 1 0 0 0 1 1 0 0 0 0 1 1 8 

Q13 1 2 1 2 1 0 1 0 1 0 1 1 1 1 1 0 14 

Q14 0 2 0 1 2 0 0 1 1 1 1 1 0 1 2 2 15 

Q15 2 2 2 2 1 0 1 0 1 0 1 1 1 1 1 2 18 

Q16 0 2 2 2 1 0 0 0 1 0 1 0 0 1 2 0 12 

Q17 2 2 2 2 2 2 1 1 3 1 0 1 1 3 2 1 26 

Q18 2 2 3 1 1 0 1 0 2 2 0 1 1 1 2 1 20 

Q19 1 1 1 1 1 1 1 0 1 1 0 1 1 1 1 1 14 

Q20 2 3 4 2 1 1 1 0 0 1 0 1 0 1 1 1 19 

Q21 1 1 1 1 1 1 1 0 1 1 0 1 0 1 1 1 13 

Q22 1 1 1 2 1 0 1 0 1 0 0 1 3 2 1 1 16 

Q23 1 1 1 2 0 0 1 0 1 0 0 1 0 1 1 1 11 

Q24 2 3 2 2 0 1 1 0 2 1 0 1 0 2 1 1 19 

Q25 2 2 1 2 0 1 1 0 1 1 0 1 0 3 1 1 17 

Q26 1 1 1 0 0 1 1 0 1 1 0 1 0 1 1 1 11 

Q27 2 1 1 2 0 1 1 0 1 1 0 1 1 1 1 1 15 

Q28 0 2 1 2 0 1 2 0 1 1 0 1 1 1 2 2 17 

Q29 1 2 1 2 0 1 1 0 1 1 0 1 0 1 1 1 14 

Q30 1 1 1 1 2 1 1 1 2 1 1 1 0 1 1 1 17 

 

Totals 

 

42 

 

52 

 

48 

 

49 

 

37 

 

25 

 

31 

 

21 

 

52 

 

30 

 

23 

 

36 

 

19 

 

53 

 

48 

 

40 

 

606 
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The following sections present the changes that were made to the 30-

item QUALITRA-ID on the basis of the final examination of the interview. Table 5 

summarizes these changes. 

 

Understandability of the questions 

All questions, except for one question, were understandable for most 

respondents. This means that the understandability of the QUALITRA-ID was 

high. Nevertheless, some minor adjustments were made.    

Nearly all respondents thought that question 12 of the 30-item 

QUALITRA-ID (see Table 3) was about information provision by social workers 

about the new support to be received by the respondent. However, the question 

aimed to investigate whether clients had specific ideas about the things they 

would like or dislike when receiving the new support. It appeared that most 

clients had great difficulties to remember whether they had such specific ideas. 

This is also visible in Table 4 as only eights quotations were attributed to 

question 12. Therefore, it was decided to delete this question.        

In addition, the interviews revealed that also the questions 4, 10, and 21 

of the 30-item QUALITRA-ID (see Table 3) were difficult to answer for some 

clients. Possibly, the questions 4 and 21 were difficult to answer, because clients 

in general have difficulties with retrospective thinking. However, it could also be 

the case that clients had difficulties, because actually there has not been a talk 

about their personal wishes and expectations concerning forthcoming changes. 

Therefore, it was decided not to delete these questions. The personal 

conversations with clients revealed that most clients had some difficulties to 

indicate the exact duration of their trajectories. However, the closed-ended part 

of the interview revealed that they are able to indicate whether they did or did 

not experience the trajectory as having a long duration. Therefore, it was 

decided to maintain also question 10.   

Finally, it was decided to reformulate the questions 2, 17, and 24 of the 

30-item QUALITRA-ID (see Table 3) in order to increase their understandability. 

Some clients had difficulties with question 2, because it was not specified which 

people were meant. Therefore, in the refined item, the interviewers are 

encouraged to personalize this question by replacing ‘people’ with, for example, 

‘care consultancy agency’. Some clients also had difficulties with question 17, 

because they thought that the question referred to conversations about the 

current situation (i.e., the outcome of trajectories). However, the question 

actually is aimed at conversations about the course of events during the 

trajectories, because it is important to know whether the trajectories are 

evaluated in consideration of the personal experiences of clients. Therefore, it 

was decided to reformulate the question (see Q16 in Table 5). Finally, some 
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clients had difficulties to answer question 24, because they indicated that never 

something unpleasant happens. Since the purpose of this question is to discover 

whether clients have the possibility to indicate that they would like to change 

certain things in the new situation, it was decided to reformulate the question 

(see Q21 in Table 5). 

 

Completeness of the QUALITRA-ID 

It was decided to delete also the questions 22, 23, 25, 27, and 29 of the 30-item 

QUALITRA-ID (see Table 3). These questions were originally included to answer 

the question whether the care and services provided (the ‘result’ of the 

trajectory) are of high-quality. However, the interviews revealed that it was 

possible to answer this question satisfactorily by means of other questions (e.g., 

Q17-Q21 in Table 5), which have the added advantage to indicate whether there 

is a need for changes in the current situation that are directly related to the 

things upon which the choice for the care and services provided were based. By 

deleting these questions, the interview has become more trajectory-directed, 

which is the focus of the QUALITRA-ID, and less directed on the content of care 

currently received. However, the questions were not deleted from the first part 

of the QUALITRA-ID, the personal conversation, because they still are very 

important to enable the clients to become familiar with the topics at hand and to 

enable the interviewer to become familiar with the clients’ narratives.    

 

Feasibility of the QUALITRA-ID 

There were no problems with the feasibility of the QUALITRA-ID. Quite the 

contrary, the interviews revealed once more that the personal conversation 

clearly fulfils its purpose to prepare the respondent and the interviewer for the 

second part of the interview.  

The ultimate result of the final examination was a final 24-item 

QUALITRA-ID. The 24 items could also be found in Table 5. It has to be noticed 

that the items are translated from the original Dutch version of the QUALITRA-

ID. Until now, an English language version of the QUALITRA-ID has not been 

validated.        
 

DISCUSSION 

Main results 

After two stages of refinement, the definite QUALITRA-ID consists of 24 items. 

The interview consists of two parts; a personal conversation and a closed-ended 

part. In comparison with the initial 20-item version, the measure has become 

highly trajectory-related. In addition, the interview is understandable and 
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feasible for people with mild intellectual disabilities from the age of 15. On 

average, it takes 48 minutes to conduct the interview.        
 

Table 5: Results of the final examination of the QUALITRA-ID (version for 

employment) 

Questions 

 

Deleted Un-

changed 

Reformulated 

Q1 Did you want to start 
working (somewhere else) 
from the very beginning? 

 X  

Q2 Did you want to get help 
to find a (new) working 
place from the very 
beginning? 

 X  

Was it difficult to find people 
who could help you find a 
(new) working place? 

  Q3 Was it difficult to find 
(people) who could help you 
find a (new) working place? 

Q4 Did they ask for your 
wishes about where you 
wanted to work? 

   

Q5 Did they tell you which 
working places where 
suitable for you to start 
working?   

   

Q6 Was there more than 
one working place where 
they had place for you to 
start working? 

 X  

Q7 Did you visit a couple of 
different working places in 
order to see how it was like? 

 X  

Q8 Were you permitted to 
take part in deciding 
whether you wanted to start 
working here? 

 X  

Q9 Did you at first wanted 
to work somewhere it was 
not possible to start 
working? 

 X  

Q10 Before you started 
working here, did they tell 
you how it would be like? 

 X  

Q11 Did it take a long time 
before you could start 
working here? 

 X  

Q12 Did you feel reluctant 
to start working here? 

 X  

Q13 Before you started 
working here, did you 
already take a look in order 
to see how it was like? 

 X  

Before you started working 
here, did they ask you what 
you would like and would 
not like when working here? 

X   
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Questions 

 

Deleted Un-
changed 

Reformulated 

Q14 Before you started 
working here, did you 
already get acquainted with 
the supervisors? 

 X  

Q15 Before you started 
working here, did you 
already get acquainted with 
your colleagues? 

 X  

Since you are working here, 
have you ever had a 
conversation with the people 
who supported you to find 
this working place? 

  Q16 Since you are working 
here, have you ever had a 
conversation about the course 
of events during the trajectory 
with the people who supported 
you to find this working place? 

Q17 Do you like working 
here? 

 X  

Q18 Do you now feel better 
than before you started 
working here? 

 X  

Q19 Do you prefer to work 
somewhere else? 

 X  

Q20 Is working here like 
you expected it to be? 

 X  

Do the people at work listen 
to your wishes and the 
things you want? 

X   

Do you feel accepted by the 
people surrounding you? 

X   

Are there people to talk to in 
case something unpleasant 
happens at work? 

  Q21 Are there people to talk to 
if you like to discuss things you 
want to change at work? 

Do your supervisors give 
you enough time and 
attention? 

X   

Q22 Do you have the 
feeling that your supervisors 
understand which things you 
can do by yourself and 
which things you can not do 
by yourself? 

   

Do your supervisors keep 
the appointments they make 
with you? 

X   

Q23 Do you always have 
the same supervisors? 

   

Do you have the feeling that 
your supervisors treat you 
well? 

X   

Q24 Do you think that there 
has been found a good 
solution to your request for 
help? 

 X  

Note: The items are translated from the original Dutch version of the QUALITRA-ID. Until now, an 
English language version of the QUALITRA-ID has not been validated.        
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Validity 

The construct validity of a measurement instrument indicates to what extent the 

test is a sound measure of the underlying theoretical construct and can be 

determined by combining empirical data and theoretical insights (Baker, 1999; 

Van den Brink & Mellenbergh, 1998). The construct validity of the QUALITRA-ID 

was attended by a literature review on integrated care, the search for 

authoritative models for quality assessment of care and service delivery, and by 

using the well-defined method of focus group discussions. During these 

discussions, persons with ID were asked to indicate on the basis of which 

aspects they assess their quality experiences of care and service trajectories. In 

addition, the literature on integrated care has been reviewed to complement the 

quality aspects identified during the focus group meetings. Furthermore, the 

quality aspects were related to two authoritative models for quality assessment 

of care and service delivery, the structure-process-outcome model of 

Donabedian (1980) and the SERVQUAL skeleton of Parasuraman, Zeithaml, and 

Berry (1988). It appeared that the aspects fitted closely into the different 

categories of the models. Finally, the completeness of the QUALITRA-ID has 

been examined during two stages of refinement. The respondents were asked 

whether they felt that the item pool of the QUALITRA-ID made it possible to 

judge all relevant aspects of trajectories. By deleting and adding questions, the 

interview has become more trajectory-directed, which substantially contributes 

to its construct validity.  

 According to Suchman and Jordan (1992), the validity of face-to-face 

interviews ‘hinges on the extent to which researchers who write the questions 

communicate their intended meaning to interviewers who, in turn, convey the 

questions’ meaning to respondents. Taking this fact seriously recasts 

participants’ interactional expertise as a resource for survey research rather 

than a problem’ (p. 266). During both stages of refinement, the formulations of 

the questions are reconsidered in the light of the direct comments and 

suggestions of the respondents and upon their answers as based upon their 

subjective interpretation of the questions.              

 

Research limitations 

One of the selection criteria for the second stage of data collection and 

refinement was that the clients had to be at least 15 years old and had to have a 

minimum IQ level of 60. Concerning this age restriction, it is possible that some 

children beneath 15 years old have been excluded from the research, who would 

have been able to answer (some of) the trajectory-related questions (e.g., ‘Were 

you permitted to take part in deciding were you wanted to work?’). This possibly 

means that some valuable information that could have been provided by this 



85 

 

group of clients did not come to the front. However, the disadvantage of the age 

restriction was supposed to be outweighed by preventing that many interviews 

with children beneath 15 years old had to be conducted to be left with only a 

few usable interviews. Besides, it has to be noticed that, besides the QUALITRA-

ID, also the QUALITRA-ID-P has been developed for parents/relatives of people 

with intellectual disabilities. This means that all the trajectories of people 

beneath 15 years of age and with an IQ level under 60 did have the possibility 

to be assessed during the final examination, because all trajectories at least 

have had the possibility to be assessed by means of the QUALITRA-ID-P.     

In the case of six of the interviews, the clients were accompanied by a 

relative who actually interfered at times in the conversations. Right at the start 

of each interview it was explained that the interview focussed on the personal 

experiences of the client. Therefore, relatives were requested not to interfere. 

However, in some instances it appeared that it was beneficial when they did 

contribute to the conversation, because obviously it helped clients to get their 

story about the trajectories complete. So, the interference of relatives could be 

beneficial for the quality of the collected data. However, it is of great importance 

to take care that relatives only communicate facts (e.g., duration of the 

trajectory or identification of the care institutes that were consulted) and not 

opinions and feelings of the clients. It is important that interviewers make a note 

when they have the feeling that clients do feel impeded by the attendant 

relatives to openly give their meaning and tell their stories. During the stages of 

data collection and refinement of the QUALITRA-ID there were no signs that the 

attendance and interference of relatives had a substantial negative effect on the 

openness of the clients and the reliability of their answers.          

 

Recommendations for further research 

The personal conversation clearly fulfilled its purpose to prepare the respondent 

for the second part of the QUALITRA-ID. The more time and attention was given 

to the first part of the interview, the more clients told about their subjective 

feelings and personal opinions. Besides, reports of facts by relatives appeared to 

be helpful for clients to remember the actual course of their trajectories. Finally, 

the clients really needed the initial personal conversations in order to become 

familiar with the interview topics and to discuss openly their experiences. This 

conclusion is strongly comparable with the conclusion of Engels, Arkesteyn, and 

Van Soest (2008) about the feasibility of the Consumer Quality-index for people 

with intellectual disabilities. The CQI is the standard measurement instrument to 

assess the quality of care in general from the patient’s perspective in the 

Netherlands (Delnoij & Hendriks, 2008). It consists of multiple questionnaires 

that are related to a specific care sector (e.g., the disability sector), disorder 
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(e.g., rheumatoid arthritis), or medical treatment (e.g., hip/knee surgery) 

(Rademakers et al., 2008; Zuidgeest et al., 2008). Engels et al. (2008) state 

that the CQI for people with intellectual disabilities in its current form does not 

provide the desired information, for which they blame the highly structured 

format of the questionnaire. Their research shows that the desired information 

only comes to the front if the topics of the CQI are discussed during a personal 

conversation between client and interviewer and if the interviewer ‘searches for 

the living environment’ of the client. In fact, the interviews revealed that the 

personal conversation part is very important for the interviewer to become 

familiar with the client’s living circumstances. This observation is extremely 

important, because it is impossible to improve the support for people with 

intellectual disabilities through care and service trajectories if it is not fully 

known what happens during trajectories and if there is insufficient knowledge 

regarding how clients really experience their trajectories.  

Both conclusions underline that starting a personal conversation is the 

most important part of working with the QUALITRA-ID. The information that is 

given by means of the closed-ended questions is only reliable if it is 

complemented and clarified by the information given during the personal 

conversations. All people who fill out questionnaires give a personal 

interpretation to the questions. However, in general, abstract thinking is even 

more difficult for people with intellectual disabilities. Therefore, the personal 

conversations were highly individually tailored, which makes them essential to 

complement and clarify the information given during the closed-ended part.  

However, this does not mean that the closed-ended part is not valuable. 

On the contrary, the closed-ended part can provide valuable quantitative 

information about the quality experiences of a large group of people with 

intellectual disabilities. Care providers can use these quality experiences to 

decide which quality aspects ought to be included in quality improvement 

programmes that aim to develop high-quality trajectories in accordance with the 

wishes and needs of their clients. In addition, the closed-ended part makes it 

possible to statistically analyse the data generated by the QUALITRA-ID. 

Unfortunately, in the present study, it was impossible to consider the reliability 

of the QUALITRA-ID, due to the low number of participants. However, in case a 

larger number of respondents participate, it is possible to run a factor analysis 

and to test the internal consistency as well as the test-retest reliability of the 

interview. This is of utmost importance for future stages of development and 

refinement of the QUALITRA-ID.      
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CHAPTER 5 

 

Development and preliminary validation of the QUALITRA-

ID-P: A user-orientated questionnaire for parents and 

relatives to assess the quality of care and service 

trajectories for intellectually disabled persons   
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ABSTRACT 

Care and service trajectories for people with intellectual disabilities (ID) are 

routes within the health care delivery system that consist of all the steps that 

people with ID and their families have to take in order to realize needed care 

and services. In contrast to the growing body of system-orientated knowledge 

concerning quality of care delivered through collaborative relationships between 

care providers, specific user-orientated knowledge is still largely lacking. This 

article aims to describe the development and the preliminary validation of a 

user-orientated questionnaire for parents and/or relatives of people with ID 

(QUALITRA-ID-P) to assess the quality of care and service trajectories of their 

children/relatives with ID. First, the phenomenon ‘care and service trajectories’ 

was conceptualized on the basis of document analysis and semi-structured 

interviews with key informants. Second, quality of care and service trajectories 

was operationalized using focus group discussions with parents and relatives as 

well as an extensive literature review. Third, the QUALITRA-ID-P was 

constructed using the results of the conceptualization and operationalization. 

Fourth, the QUALITRA-ID-P was refined in two stages: examination of (1) 

feasibility, understandability, and completeness, and (2) preliminary validation. 

The final QUALITRA-ID-P is a 49-item scale with good reliability and validity. An 

exploratory factor analysis resulted in a 3-factor solution with Cronbach’s alpha 

coefficients of .98, .83, and .91. Organizations in the disability sector can use 

the QUALITRA-ID-P to understand better the quality experiences of their clients’ 

relatives and, as a result, improve the quality of trajectories.  

 

INTRODUCTION 

Care and service trajectories for people with Intellectual Disabilities are routes 

within the health care delivery system that consist of all the steps that people 

with ID and their families have to take in order to realize needed care and 

services (Barelds, Van de Goor, Bos, Van Heck, & Schols, 2009a; see Chapter 

2). Care and service trajectories are especially prominent during the passage 

from childhood to adulthood and from the shift from child services to adult 

services, but also during transitions in other stages of life, for example, during 

the change-over from primary to secondary education (Barelds et al., 2009a; 

see Chapter 2). Transitions are the processes people have to go through in order 

to come to terms with new situations (Bridges, 1991). They occur in multiple 

areas, such as health, education, employment, living arrangements, finances, 

and independence (Betz & Redcay, 2005; Geenen, Powers, & Sells, 2003; 

Lotstein, McPherson, Strickland, & Newacheck, 2005; Ward, Mallett, Heslop, & 

Simons, 2003). Transitions in general and care and service trajectories in 

specific can be difficult and challenging; especially people with ID and their 
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families are regularly confronted with multiple obstacles (Barelds et al., 2009a 

(see Chapter 2); Rous, Hallam, Harbin, McCormick, & Jung, 2005; Stainton, 

Hole, Yodanis, Powell, & Crawford, 2006). One of the most prominent 

bottlenecks is that requests for help can only be answered if two or more parallel 

transition processes (in distinct life domains) are started at about the same time 

(Barelds et al., 2009a; see Chapter 2). Next to the necessary involvement of 

many care and service providers, these situations call for integrated care and 

support, which could only be provided through the intense collaboration and 

conscientious coordination between care providers during transition processes 

(Barelds et al., 2009a (see Chapter 2); Beresford, 2004; Betz & Redcay, 2005; 

Geenen et al., 2003; Rous et al., 2005). Collaborative relationships are a 

necessary condition for clients’ individual trajectories within the care and service 

delivery system, starting with a request for help and ending with the reception 

of the care and services needed (Barelds et al., 2009a; see Chapter 2).     

The body of system-orientated knowledge concerning quality of care and 

service delivery through collaborative relationships is growing (Barelds, Van De 

Goor, Van Heck, & Schols, 2009b; see Chapter 3). This means that care and 

service organizations increase their knowledge about the way in which 

collaborative relationships need to be designed in order to improve the quality of 

care and service delivery. However, specific user-orientated knowledge 

regarding the quality of care and service delivery through collaborative 

relationships is still largely lacking. This means that it is still unknown how 

people who are directly affected by care and service delivery through 

collaborative relationships assess the quality of their individual trajectories. This 

also counts for parents and/or relatives of intellectually disabled persons, 

because, in most cases, they play a considerable role in care and service 

trajectories (Barelds et al., 2009b; see Chapter 3). To fill this gap, this article 

describes the development of the QUALITRA-ID-P, which is a user-orientated 

questionnaire for parents and relatives for measuring the QUALIty of the care 

and service TRAjectories of their Intellectually Disabled relatives. Because 

parents and/or relatives have their own personal experiences regarding these 

trajectories, the QUALITRA-ID-P has not been developed as a proxy measure, 

but as a measure of the personal experiences of parents and/or relatives with 

the quality of trajectories.         

The first and second sections of this article briefly present the 

conceptualization and operationalization of ‘quality of care and service 

trajectories’. Then, the construction of the measurement instrument is 

described. The next section deals with attempts to refine the assessment 

instrument. Thereafter, the definite version of the QUALITRA-ID-P is presented. 
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The final section discusses the applicability of the QUALITRA-ID-P as well as the 

problems and opportunities encountered during the development process.  

 

THE CONCEPTUALIZATION OF ‘CARE AND SERVICE TRAJECTORIES’ 

In an earlier paper, the concept ‘care and service trajectories’ was 

conceptualized by means of (i) document analyses of governmental rules and 

regulations, brochures, annual reports of care institutes, and policy documents, 

and (ii) semi-structured interviews with key informants in the field of care and 

services for intellectually disabled persons (Barelds et al., 2009a; see Chapter 

2). Irrespective of the characteristics of individual clients and their specific 

requests for help, in the Dutch situation, care and service trajectories in general 

follow a ‘model route’ consisting of five distinct phases (Barelds et al., 2009a; 

see Chapter 2). Table 1 presents the course of these care and service 

trajectories.  

 
Table 1: The course of care and service trajectories   

Phase 1 The client and/or his/her parents/relatives become aware that care and/or 
services are needed and express the related requests for help. 

Phase 2 In collaboration with professionals, these requests for help will be clarified. 
Subsequently, it is determined how provision of care and/or services could 
answer these requests.  

Phase 3 To obtain funding for the needed care and services, an assessment-based 
recommendation is often applied for by a so-called ‘indication agency’. The 
questions as to whether it is necessary to apply for such an assessment-
based recommendation and (in case of an affirmative answer) which 
indication agency has to provide it, depend on the type of requests for help 
and on the particular life domains are being addressed. More than one 
assessment-based recommendation may be required.   

Phase 4 When the care and/or services applied for are not immediately available, a 
waiting period or a period of intermediate bridging care follows.  

Phase 5 The care and/or services needed and applied for are delivered.    

 

THE OPERATIONALIZATION OF QUALITY OF CARE AND SERVICE 

TRAJECTORIES   

The quality of existing trajectories depends largely on the degree to which 

people with ID and their parents and/or relatives go through them without 

experiencing obstructions (Barelds et al., 2009b; see Chapter 3). Therefore, in 

order to operationalize ‘quality of care and service trajectories’, according to 

personal views of people with ID and their parents and/or relatives, eight focus 

group discussions were organized. In total, 34 quality aspects were identified, 

which are presented in Barelds et al. (2009b; see Chapter 3). The quality 

aspects presented by people with ID were particularly related to the content of 
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daily care and services, while the points of view presented by parents and/or 

relatives were more related to somewhat broader ‘organizational’ issues.  

In order to determine whether or not all important quality aspects were 

identified, the facets, identified in the focus group meetings, were compared 

with the components of the model of Donabedian (1980) and the SERVQUAL 

skeleton of Parasuraman, Zeithaml, and Berry (1988), which are both 

authoritative models that can be used for quality assessment from the client’s 

perspective. In addition, the obtained facets were compared with relevant 

quality determinants of integrated care (e.g., Haggerty et al., 2003; Mur-

Veeman, Hardy, Steenbergen, & Wistow, 2003; Plochg & Klazinga, 2002; Ware 

et al., 2003). ‘Integrated care’ involves the collaboration and coordination 

between local and regional institutions from diverse sectors with the intention of 

decreasing fragmentation and enhancing continuity of care and service delivery 

(Hardy, Mur-Veeman, Steenbergen, & Wistow, 1999; Jedeloo, De Witte, & 

Schrijvers, 2002; Mur-Veeman et al., 2003; Plochg & Klazinga, 2002). Departing 

from the concept of integrated care, the quality of individual trajectories, from 

the client’s perspective, is determined by the degree of (diverse types of) 

continuity, accessibility, availability and flexibility of care and services, as well as 

by the ease of transitions between care organisations and care events (Barelds 

et al., 2009b; see Chapter 3).   

The quality aspects that were generated by the focus groups did fit 

without any exception into the different domains of the SERVQUAL skeleton and 

the model of Donabedian, which means that no additional quality aspects were 

identified (Barelds et al., 2009b; see Chapter 3). However, the facets reported 

by focus group members were only to a very limited extent related to the 

determinants of quality of integrated care. Therefore, for the development of the 

QUALITRA-ID-P, the focus group quality aspects were complemented with those 

quality determinants of integrated care that were not represented in the set of 

focus group quality aspects, namely: ‘seamless transitions’, ‘relational or 

interpersonal continuity’, ‘informational continuity’, ‘longitudinal continuity’, and 

‘goal continuity’ (Barelds et al., 2009b; see Chapter 3).   

 

THE CONSTRUCTION OF THE QUALITRA-ID-P 

Perceived service quality versus client satisfaction 

A widely used standard for measuring clients’ judgments about care and service 

quality is ‘client satisfaction’ (Van Campen, Sixma, Kerssens, Peters, & Rasker, 

1998). However, the validity of satisfaction scores is debatable, because clients 

generally are inclined to report high satisfaction scores due to gratitude feelings, 

unwillingness to complain, or the positive judgment of one single aspect of 

service delivery (halo-effect) (Fitzpatrick, 1991; Poodt & Van der Hijden, 1995; 
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Van Campen et al., 1998). Besides, satisfaction surveys, often initiated by 

service providers, are mostly done without systematic collaboration with service 

users. As a result, particular aspects are conceived of as core characteristics, 

while they are not perceived as being important by service users themselves. 

Moreover, aspects are regularly not concrete enough, which results in rather 

global and positive satisfaction judgments (Fitzpatrick, 1991; Poodt & Van der 

Hijden, 1995; Van Campen et al., 1998; Van der Waal, Lako, & Casparie, 1993).  

Nowadays, it is common practice to assess the ‘perceived service quality’ 

instead of satisfaction; service users are asked to judge their personal 

experiences instead of their satisfaction with the services received. Service 

quality instruments are developed in close collaboration with service users, 

which results in user-orientated measurement instruments (e.g., Parasuraman 

et al., 1988). Perceived service quality is believed to be a rather global and long-

term evaluation, whereas satisfaction is seen as more transaction-specific 

(Cronin & Taylor, 1992; Iacobucci, Ostrom, & Grayson, 1995; Parasuraman et 

al., 1988). Considering the usual long-term period of transitions in general and 

care and service trajectories in specific, the assessment of ‘perceived service 

quality’ is preferable compared with the assessment of satisfaction. Besides, in 

contrast to perceived service quality, satisfaction is believed to influence the 

purchase intentions of service users (Cronin & Taylor, 1992; Lee, Lee, & Yoo, 

2000). However, people with ID hardly have the opportunity to choose whether 

they do or do not need support. Frequently, they do not have the possibility to 

decide which support they want from which care provider.  

Originally, ‘perceived service quality’ was operationalized in terms of 

differences between (i) experiences, which refer to perceived performances of 

care and service providers; and (ii) expectancies, which refer to perceptions 

about what care and service providers should offer (Brady, Cronin, & Brand, 

2002). However, it appears that a focus solely on experience provides a better 

measure of perceived service quality than scales featuring differences between 

those two components (Brady et al., 2002; Cronin & Taylor, 1992; Lee et al., 

2000). Therefore, in the initial version of the QUALITRA-ID-P, all statements 

were formulated in an experience format: for example, It is my experience that 

it takes a lot of time before my child receives the needed care.  

In addition to using experience statements, following Sixma, Kerssens, 

Van Campen, and Peters (1998), all statements were formulated in an 

importance format (It is important that…). Sixma et al. (1998) have stated that 

some problems in service delivery are more important to service users than 

others, which makes it valuable to add ‘importance statements’. For example, in 

case of equal quality experiences, it is of particular interest for care and service 

providers to pay attention to those problems that are the most important to 
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service users. The scores on the importance statements are not meant to use to 

calculate quality scores, because experience scores alone appear to be the best 

measure of perceived service quality. However, the importance statements 

make it possible to determine which specific quality aspects need special 

attention during quality improvement processes.  

 

Generation of the items of the QUALITRA-ID-P 

The initial item pool of the QUALITRA-ID-P consisted of 59 items. Each item was 

converted into an experience and an importance statement (e.g., It is my 

experience that the institutes I have consulted did understand the request for 

help of my child/relative.; It is important that the institutes I consult understand 

the request for help of my child/relative.). All statements were divided over the 

five distinct phases of care and service trajectories on the basis of the topics 

(e.g., specific care events) of the particular statements. For example, the 

statements concerned with information provision about suitable and available 

support options were assigned to Phase 2 (see Table 1). Each statement had to 

be answered by means of a 5-point Likert scale, ranging from ‘totally agree’ to 

‘totally disagree’.            

All quality aspects identified during the focus group discussions were 

converted into one, two or three statements, depending on the number of 

subparts within the aspects. The statements were phrased in accordance with 

the meaning that the focus group participants had given to the corresponding 

quality aspect.  

The focus group quality aspects were complemented with quality 

determinants of integrated care, namely: ‘seamless transitions’, ‘relational or 

interpersonal continuity’, ‘informational continuity’, ‘longitudinal continuity’, and 

‘goal continuity’. The statements for the determinants ‘informational continuity’ 

and ‘relational or interpersonal continuity’ were adapted from a questionnaire 

that was used by Kok and Wennink (2003)1. However, it appeared that no 

appropriate statements reflecting longitudinal continuity and goal continuity 

could be found in the questionnaire of Kok and Wennink. Therefore, some 

relevant statements were formulated on the basis of the descriptions of these 

continuities in the literature on integrated care. Finally, it was decided to refrain 

from the inclusion of an item reflecting seamless transitions. Kok and Wennink 

(2003) have tried to make this concept operational. However, this appeared to 

be too difficult. Consequently, it was removed from the list.  

                                                   
1 The purpose of this questionnaire was to provide clients the possibility to judge the coherence of care 
chains. The questionnaire consists of 10 questions. Despite some doubts about the validity of the 
questionnaire, the questions are very relevant within the framework of the present research.   
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From the questionnaire of Kok and Wennink also two statements were 

adapted that do not specifically refer to the quality aspects identified during the 

focus group discussions or to the determinants of quality of integrated care. 

However, it was decided to include these statements in the QUALITRA-ID-P, 

because they are strongly trajectory-related and fit in the stories told by parents 

and/or relatives during the focus group discussions: (i) It is my experience that I 

can ask care providers all questions I have, and (ii) It is my experience that I 

am constantly informed about what the different care providers do for my 

child/relative.        

 

REFINEMENT OF THE QUALITRA-ID-P 

The 59-item QUALITRA-ID-P was subjected to two stages of data collection and 

subsequent refinement. The first stage, a pilot study among parents and/or 

relatives of persons with ID, was concerned with the examination of the 

feasibility, understandability, and completeness of the instrument. The second 

stage was concerned with preliminary validation by means of a quality 

assessment among a random sample of parents and/or relatives of people with 

ID. In both stages, the original Dutch version of the QUALITRA-ID-P was tested. 

Until now, an English language version of the QUALITRA-ID has not been 

validated.     

 

STAGE 1: PILOT STUDY 

Methods 

Respondents were selected from the clients’ database of a large care 

consultancy agency in the region Noord-Brabant (The Netherlands). Care 

consultancy agencies are specialised in counselling people with ID and their 

families. To qualify for the pilot study, the trajectories of the respondents’ 

children/relatives had to be finished in the period of three to six month ago. This 

selection criterion was set to ensure that the respondents (i) were able to 

answer statements concerning all phases of the trajectory, and (ii) could 

remember the trajectories well. In total, 112 parents and/or relatives were 

selected. They all received a questionnaire. The questionnaires provided 

opportunities to report whether or not the item pool was complete and whether 

or not the statements and answer categories were understandable. The children 

and/or relatives of 72 parents/relatives had gone through a care and service 

trajectory in the life domains of Living Arrangements (n=24), Care (n=24), and 

Education (n=24). For 19 parents and/or relatives the trajectory was in the life 

domains of Employment/Day Activities. For 21 parents and/or relatives the life 

domain at hand was Leisure Time. The respondents were asked to return their 

questionnaires anonymously in a self-stamped addressed envelope.     
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Results 

In total, after one reminder by phone, 38 questionnaires were returned, which is 

a response rate of 34 percent. Thirty-one of these questionnaires were suitable 

for analysis. Three questionnaires were returned blank, while four questionnaires 

were unsuitable because they were not filled out by parents/relatives of the 

clients.           

 

The understandability of the 59-item QUALITRA-ID-P 

Twenty-five of the 31 questionnaires that were suitable for analysis were filled 

out completely. The major reason for respondents to fill out the questionnaires 

incompletely was, in spite of the selection criterion to qualify for the pilot study, 

that their trajectories were not finished yet. Another reason was that not all 

statements were applicable to the situations of the respondents. Apparently, the 

incomplete filling out of the questionnaires was caused by other factors than the 

formulation of the statements and answer categories. This, in turn, indicates 

that the 59-item QUALITRA-ID-P was understandable for most respondents. It is 

difficult to ensure that all statements are applicable to the situations of all 

respondents, because, in spite of identical phases, all trajectories are to a 

certain extent unique. However, in order to prevent that respondents would stop 

filling out the questionnaire when some statements were not applicable to their 

personal situation, the QUALITRA-ID-P was refined in such a way that 

respondents were encouraged to skip non-applicable statements. ‘Not-

applicable-categories’, however, were not provided, because then respondents 

might be inclined to tick this box more frequently than strictly necessary.       

Although the formulation of the statements of the 59-item QUALITRA-

ID-P seemed to be adequate, this is not to say that the respondents fully 

understood all statements. Therefore, the formulations of statements were 

checked once again and, if necessary, reformulated. The respondents specifically 

pointed at six relatively unclear statements. Three of these statements were 

reformulated. The other three were removed, because, on second thoughts, they 

were more related to care and service delivery in general rather than to specific 

care and service trajectories. This made it difficult for respondents to assess 

these statements in relation to their most recent trajectories. Apart from these 

three statements, an additional set of 18 statements was also removed, because 

they were more related to care and service delivery in general rather than to 

specific care and service trajectories. Not surprisingly, with the exception of one 

item, all these statements were related to intermediate bridging care or to 

definite care delivery (e.g., It is my experience that the social workers, in the 

temporary/current situation, pay enough personal time and attention to my 
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child/relative.). By removing these items, the focus of the QUALITRA-ID-P has 

become much more directed at the quality of care and services trajectories.    

 

The feasibility of the 59-item QUALITRA-ID-P 

Separate versions for trajectories in the diverse life domains  

Care and service trajectories can be manifest in six life domains (Barelds et al., 

2009a; see Chapter 2): Care, Living Arrangements, Education, Employment, 

Day Activities, and Leisure Time. In order to determine in which life domain the 

trajectories had taken place, respondents had to indicate the particular request 

for help of their children/relatives that had guided the last trajectory (during the 

previous 12 months). For eight of the 31 cases, it was impossible to determine 

the specific life domains, particularly because all trajectories that had taken 

place were described. Therefore, the QUALITRA-ID-P was refined in such a way 

that it had separate versions for each life domain. The content, however, was 

the same for all versions. The version for the life domain of Care is subdivided 

into two versions: one version deals with trajectories for people with ID 

themselves, while the other version deals with trajectories for their 

parents/relatives (e.g., pedagogical support). An additional benefit of separate 

versions is that it becomes possible to adapt the terminology to the life domains 

(e.g., concerning treatments). In this way, respondents are ‘forced’ to think 

about the most recent trajectory they have gone through.  

 

Discrimination between the diverse care organizations 

During trajectories, people with ID as well as their parents and/or relatives come 

into contact with a diversity of care organizations. Moreover, the type of care 

organizations markedly differs across the diverse life domains. Initially, in the 

59-item QUALITRA-ID-P all statements were formulated rather broadly. 

Consequently, care organizations could not be assessed separately. Many 

respondents stated that this made it difficult to answer certain statements. They 

were forced to give one general answer and could not evaluate one particular 

care organization more positive than others on the same aspect. Therefore, 20 

statements were transformed into so-called ‘matrix statements’, which makes it 

possible to assess them separately for diverse care organizations. Figure 1 

presents an example of a matrix statement. 
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Q3: It is my experience that (the institutes I have consulted) did understand the 
request for help of my child/relative. 
 
 Strongly 

agree 
Agree Undecided Disagree Strongly 

disagree 

Municipality      
Health insurance company      
Day-care centre      
Homecare      
 
 
Figure 1. Example of a ‘matrix statement’.  

 

Completeness of the 59-item QUALITRA-ID-P  

The importance statements 

All importance statements were assessed as ‘important’ or ‘very important’ by 

nearly all respondents. This indicates that none of the experience statements 

should be excluded. However, in order to prevent that quality assessments 

would produce nearly identical results, the importance statements were not 

included in the refined version of the QUALITRA-ID-P. An additional benefit of 

removing the importance statements was that respondents have to fill out 

considerably less items. However, in order to receive some insight into which 

items are valued most, and consequently need special attention in quality 

improvement processes, the revised version of the QUALITRA-ID-P provides the 

possibility to indicate which aspects (maximum = 10) they value most.      

 

Missing items 

On the basis of the respondents’ comments, 15 statements have been added to 

the QUALITRA-ID-P. Thirteen items were specifically related to trajectories. Four 

statements refer to information provision and decisions on suitability and 

availability of care and services, five statements focus on the amount of support 

received and on difficulties to obtain support, two statements assess whether or 

not there is a willing ear for one’s questions or complaints, and, finally, two 

statements deal with continuation and follow-up. The last two of the 15 added 

items are less specifically related to trajectories (It is my experience that my 

child is taken into employment by his/her current employer during enough days 

or daily periods, and It is my experience that my child was taken into 

employment by his/her temporary employer during enough days or daily 

periods.).  

The final result of the pilot study was a 53-item QUALITRA-ID-P. In 

stage 2, this version was further refined and preliminary validated by means of a 

quality assessment among parents and/or relatives.   
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STAGE 2: PRELIMINARY VALIDATION 

Methods 

The respondents were selected from the clients’ databases of two different care 

institutes. The largest part was a random sample of parents/relatives of clients 

of a large care consultancy agency. First, a list of 2122 potential respondents 

was composed. To qualify for the study, the trajectories of the respondents’ 

children/relatives had to be finished in the preceding year. This means an 

extension in comparison to the pilot study. The reason was to increase the 

amount of respondents, which was necessary, taking into account the moderate 

response rate of the pilot study. The respondents were spread across the six life 

domains on the basis of the type of request for help. For each life domain, 

respondents were placed on one of two lists. The first list contained respondents 

that only did go through a single trajectory focusing on a particular life domain. 

The second list, on the other hand, contained those respondents that did go 

through various trajectories in multiple life domains, but for whom the trajectory 

in a particular life domain was a dominant one. A domain was indicated as 

‘dominant’, if it was necessary to apply for an assessment-based 

recommendation (see Phase 2 in Table 1) as part of the trajectory in the 

particular domain. If no or multiple assessment-based recommendations were 

applied for, then, the domain with the strongest influence on the life of the 

respondent’s child/relative was indicated as the dominant one. Based upon 

conversations with social workers of the care consultancy agency, it was decided 

to make the assumption that ‘living’ has the strongest influence on the life of 

people with ID, followed by care, employment/day activities, education, and 

leisure time. Second, from each of the 12 lists, if possible, 100 respondents 

were selected at random. In case of less than 100 respondents, all listed 

respondents were included. In total, 856 parents and/or relatives were selected. 

They received a questionnaire and were requested to return it anonymously. The 

numbers of respondents for each life domain selected for the study sample are 

presented in Table 2.  

Other respondents were selected via a regional care organization for day 

activities, housing, and care. Here, a list of 235 respondents was composed. To 

qualify, the trajectories had to be finished in the preceding year. All 235 

respondents were included and were spread across the domains Day Activities 

(N=78), Living Arrangements (N=49), and Care (N=108). The respondents were 

requested to return their questionnaires anonymously.  
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Table 2: Respondents list and sample in each life domain (clients’ database of the 

Stichting MEE)  

 

Total number of 

respondents on 
the list 

Sample 

Employment First list 
Second list 

165 
67 

100 
67 

Day activities First list 
Second list 

87 
52 

87 
52 

Education First list 
Second list 

33 
31 

33 
31 

Living 
arrangements 

First list 
Second list 

373 
244 

100 
100 

Care First list 
Second list 

817 
167 

100 
100 

Leisure time First list 
Second list 

63 
23 

63 
23 

 
Total 

 
2122 856 

Note: First list = respondents that did go through a single trajectory focusing on a particular life 
domain; Second list =  respondents that did go through various trajectories in multiple life domains, 
but for whom one trajectory was a dominant one 

 

Results 

After one written reminder, 213 questionnaires were returned (response rate= 

20 %). In total, 182 of the returned questionnaires were suitable for data 

analysis. The 31 questionnaires that were not suitable were, in most cases, 

incomplete or filled out by the wrong person (e.g., the persons with ID 

themselves). Response rates for each life domain are presented in Table 3.   

 
Table 3: Response rates for each life domain 

 

Amount of returned 

questionnaires 
Response rate (%) 

Employment 26 15.75 percent 

Day activities 45 20.74 percent 

Education 12 18.75 percent 

Living arrangements 38 15.26 percent 

Care 70 22.73 percent 

Leisure time 20 23.26 percent 

Unknown 2 n/a 
Note: The information for the three overlapping life domains of day activities, living arrangements, and 
care is presented together.  

  

The mean age of the respondents was 47 years (range: 23 to 73 years 

old). Twenty-eight percent were male and 70 % were female. One-hundred-

thirty-one questionnaires were filled out by a parent, 12 by a sibling, seven by 

other relatives (e,g., guardian or foster mother), four by the husband or wife, 

and one by an uncle or aunt.        
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Preliminary validation 

The 53-item QUALITRA-ID-P was refined by analyzing the pooled data. All 182 

questionnaires were analyzed together, regardless of the life domain they 

referred to. Pooling of data is appropriate, because the content of the items of 

all versions of the QUALITRA-ID-P is the same.   

The preliminary validation started with the examination of the 

dimensionality of the 53-item QUALITRA-ID-P by performing an exploratory 

factor analysis. The principal axis factoring procedure resulted in 10 factors with 

initial eigenvalues exceeding unity (22.61, 8.08, 4.91, 3.19, 2.22, 2.03, 1.96, 

1.53, 1.22, and 1.02). The Scree test (Cattell, 1966) showed that there were 

four factors above the elbow in the plot. Taking into account incremental validity 

considerations, the factor analysis was repeated with the extraction of three 

factors. This 3-factor solution was rotated orthogonally and was easy to 

interpret.   

Factor 1 consists of 27 items of which 24 items have a primary loading 

≥.60. This factor, labelled ‘Mutual exchange of information’, contains the items 

that reflect consultation and contact between care organizations and between 

care organizations and parents/relatives. Factor 2 consists of 11 items of which 

eight items have a primary loading ≥.60. This factor, labelled ‘Material and 

bureaucratic aspects’, contains the items that are related to the ‘business 

matters’ of trajectories, like ‘availability of financial facilities’ and ‘support with 

filling out forms’. Factor 3 consists of 14 items of which nine have a primary 

loading ≥.60. This factor, labelled ‘Procedural outcome’, contains the items that 

are related to the actual care and services that are delivered as a result of 

trajectories. Table 4 presents the factor loading matrix after orthogonal rotation 

of the 3-factor solution. Item 01 was not taken into account in the examination 

of the dimensionality of the 53-item QUALITRA-ID-P, because this particular 

item was concerned with the question which social workers or care organization 

had been consulted by the respondent during the care and service trajectory. 

The answer category of this item was nominal in nature and, therefore, could 

not be taken into account in the examination of the dimensionality of the 53-

item QUALITRA-ID-P. Therefore, this item is not presented in Table 4.   

 
Table 4: Factor loading matrix following orthogonal rotation of the 3-factor 
solution 

Item 

 

Factor 

1 

Factor 

2 
Factor 

3 

h2
 

14 Information provision about proceeding of   
trajectory 

.91   .89 

13 Effort to fit support to wishes client .91   .83 
09 Care institutes take request for help seriously .90   .81 
02 Information about finding help to answer .90   .85 
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Item 

 

Factor 

1 

Factor 

2 
Factor 

3 

h2
 

request for help 
21 Follow-up appointment after trajectory .90   .81 
12 Wishes parents are taken into account .89   .80 
10 Involvement client and parent during trajectory .89   .87 
19 Cooperation between care institutes .89   .84 
11 Cooperation between care institutes and 

parents 
.89   .82 

15 Compliance to agreements about support  .89   .88 
20 Care institutes know about each other’s 
activities 

.86   .87 

18 Sharing of knowledge between care institutes .86   .79 
16 Provision of information asked for .84   .82 
06 Information provision about suitable support .84   .78 
17 Having to go to great lengths to activate care 

institutes  
.82   .76 

34 Amount of time between steps in trajectory .80   .74 
05 Information about things to be arranged .78 .40  .80 
38 Clarity about where to put questions .78 .43  .82 
22 Finding care institutes that provide support  .77   .63 
07 Information provision about available support .76   .73 
08 Information about institutes that can deliver 

support 
.73 .40  .70 

04 Help with finding and choosing support .67 .57  .78 
03 Care institutes understand request for help .66   .61 
37 Possibility to put all questions to care institutes .65 .43  .73 
39 Possibility to put questions to the same care 

institute 
.57   .51 

32 Possibility to receive help from one institute 
during trajectory 

.54 .44 .40 .64 

23 Taking part in deciding about suitable support .52 .50  .53 
41 Money is spent to the right things   .84  .76 
28 Necessity to fill out many forms*  .80  .67 
25 Availability of multiple institutes that can 

deliver support 
 .74  .73 

27 Availability of financial facilities  .73  .71 
30 Difficulty of forms*  .65  .46 
42 Necessity to institute a legal proceeding*  .65  .47 
35 Client and parent are central points during 

trajectory  
.40 .60 .53 .79 

31 Support with filling out forms .50 .60  .64 
24 Suitable support is available .54 .58  .67 
29 Relevancy of questions in forms  .48  .26 
36 Difficulty to get care institutes round the table  .43  .33 
48 Current situation is as agreed upon   .84 .77 
51 Child is placed in right group in current 

situation 
  .83 .76 

46 Child is placed in right group in temporary 
situation 

  .82 .76 

47 Child has same social workers in temporary 
situation 

  .78 .72 

49 Child receives current support during enough  
daily periods  

      .76   .63 

 

33 Amount of time before support is delivered 

 
.52 

  
.72 

 
.78 
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Item 

 

Factor 

1 

Factor 

2 
Factor 

3 

h2
 

45 Support of temporary care is of good quality  .47 .71 .79 
52 Child has same social workers in current 

situation 
  .71 .52 

50 Support of current care is of good quality   .67 .47 
44 Child receives temporary support during 

enough daily periods   
 .49 .59 .67 

40 Arrangement of activities by parent instead of 
institute 

.47  .51 .54 

43 Temporary situation is as agreed upon .47 .45 .48 .66 
26 Taking part in deciding which institute will 

deliver support* 
  -.36 .26 

53 Current situation often changes   .31 .13 
 
Percent of variance 

 
43.47 

 
15.53 

 
9.43 

 

Note 1: Item 01 was not taken into account in the examination of the dimensionality of the QUALITRA-
ID-P 
Note 2: Items are ordered and grouped by size of loading to facilitate interpretation. 
Note 3: Factor 1= Mutual exchange of information, Factor 2= Material and bureaucratic aspects, Factor 
3= Procedural outcome 
* Items deleted from the questionnaire on the basis of the reliability analysis.    

 

The outcomes of the factor analysis were used as the basis for the 

construction of test scales. The reliability of the scores on the three scales were 

high. The Cronbach’s alpha coefficients were initially .98, .75, and .91. This 

means that the internal consistency of the items within each scale are moderate 

(Factor 2) to high (Factors 1 and 3). The alpha value of the scale ‘Mutual 

exchange of information’ does not increase when removing one or more items. 

The alpha value of the scale ‘Material and bureaucratic aspects’ did, however, 

increase considerably, to a value of .83, by the iterative deletion of the items Q 

42, Q 30, and Q 28. Considering this large increase of the alpha value, it was 

decided to remove these items from the QUALITRA-ID-P. It is noticeable that 

two of these items are concerned with forms: It is my experience that I have to 

fill out many forms in order to arrange the desired support for my child/relative, 

and It is my experience that it is difficult to fill out the forms. 

Apart from these two questions about forms, there are two related items 

in the scale: It is my experience that I receive enough help with filling out the 

forms, and It is my experience that the questions in the forms that I have to fill 

out are relevant to me. Apparently, there is a difference between items which 

refer to the amount and items which focus on complexity of the forms, and the 

content of the forms and the amount of help that is received. The alpha value of 

the scale ‘Procedural outcome’ increased to .93 by the iterative deletion of the 

items Q 26, Q 53, Q 33, and Q 40. However, considering the low increase of the 

alpha value and the importance of the concerning items, it was decided to delete 

only item Q 26 due to its negative loading. 
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DISCUSSION 

Main results 

The final result of the pilot study and the preliminary validation is a written 

questionnaire that consists of 49 items. The exploratory factor analysis has 

resulted in a 3-factor solution with Cronbach’s alpha coefficients of .98, .83, and 

.91, which indicates a good reliability and validity. The QUALITRA-ID-P is of 

crucial importance for research within the disability sector in general and for 

care providers, clients and their parents/relatives in specific. The QUALITRA-ID-P 

is innovative in the sense that it focuses on quality of care and service 

trajectories in which multiple and diverse care providers are involved, and is 

applicable across all the life domains of Living Arrangements, Care, Employment, 

Day Activities, Education, and Leisure Time. Probably, the QUALITRA-ID-P is 

most valuable when it is used periodically to track trends in the quality of 

trajectories, and possibly also, when it is used combined with other forms of 

quality assessment (e.g., regular satisfaction assessments of care institutes).   

The QUALITRA-ID-P is the first systematically constructed questionnaire 

that provides parents and/or relatives of persons with ID the possibility to 

assess the quality of trajectories from their own perspectives. When the 

QUALITRA-ID-P is used periodically, parents and/or relatives will become able to 

receive more insight in the course of trajectories. This might help them to find 

much easier adequate routes to care and services in future. Possibly, it can help 

them to steer their own trajectories in more optimal ways.   

The results of quality assessments by means of the QUALITRA-ID-P can 

be used by care providers to increase their understanding of the quality 

experiences of the parents and/or relatives of their clients. This can help them to 

decide which quality aspects ought to be included in quality improvement 

processes. Furthermore, the QUALITRA-ID-P can be used to assess the quality of 

care and services provided by each individual organization in the trajectory. 

Respondents are asked to indicate which organizations they have consulted 

during the trajectory, and to judge their quality experiences for those 

organizations. In this way, the average score of each separate organization can 

be compared with scores obtained for other organizations. Careful examination 

of the characteristics of the diverse organizations may reveal key attributes that 

facilitate – or hinder – the development and maintenance of high-quality 

trajectories. This can support care providers in their attempts to improve 

collaborative relationships in such a way that clients and their parents and/or 

relatives experience more continuity and coherence during trajectories. 

However, this is only possible when the periodical use of the QUALITRA-ID-P is 

done from the viewpoint of cooperation, with an attitude that reflects the 
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conviction that ‘learning from one another’ is worthwhile and obligatory, rather 

than from a competition perspective.  

 

Validity 

In literature, multiple types of validity are distinguished. This wide variety of 

validity types can be resolved into two categories: (i) construct validity and (ii) 

criterion-oriented validity (Van den Brink & Mellenbergh, 1998). The construct 

validity of a measurement instrument indicates to what extent the test is a 

sound measure of the underlying theoretical construct and can be determined by 

combining empirical data and theoretical insights (Baker, 1999; Van den Brink & 

Mellenbergh, 1998). The criterion-oriented validity deals with the question 

whether the measurement instrument is a good predictor of certain behaviour or 

specific characteristics outside the test situation. Criterion-oriented validity can 

be divided in predictive validity, in which the criterion lies in the future, and 

concurrent and discriminant validity, in which the criterion lies in the present or 

the past.   

Construct validity is of utmost importance, irrespective of the question 

whether the purpose of the measurement instrument is to describe or to predict 

certain behaviour or specific characteristics (Van den Brink & Mellenbergh, 

1998). Therefore, in the present study, the first phase of validity studies was 

focused predominantly on the construct validity of the QUALITRA-ID-P. In the 

future, it is important to investigate whether or not the quality experiences with 

care and service trajectories, measured with the QUALITRA-ID-P, can predict in 

how far people experience, for example, ‘quality of life’ or ‘well-being’. 

Therefore, in the next phases of validity studies, the focus should shift to the 

criterion-oriented validity studies of the QUALITRA-ID-P.        

Construct validity is dependent upon three elements. The first element 

refers to the content domain of the concept being measured. The content 

domain exists of a description of the whole of features of the concept being 

measured (Van den Brink & Mellenbergh, 1998). The content validity, therefore, 

‘examines the extent to which the measurement method includes all the major 

elements relevant to the concept being measured’ (Grove, 2007, p. 97). This 

implies that the completeness of the instrument plays a major role. Concerning 

the QUALITRA-ID-P, the content validity is concerned with the question whether 

the instrument includes all the elements relevant to the quality of care and 

services trajectories from the client’s perspective. The description of the content 

domain is regularly made on the basis of theory, literature review, and the 

investigation of other instruments that are concerned with the same concept 

(Van den Brink & Mellenbergh, 1998). In the present study, content validity was 

attended by a literature review on integrated care, the search for authoritative 
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models for quality assessment of care and service delivery, and by using the 

well-defined focus group methodology. During focus group discussions, parents 

and/or relatives of persons with ID were asked to indicate on the basis of which 

aspects they assess their quality experiences of care and service trajectories. In 

addition, the literature on integrated care has been reviewed to complement the 

quality aspects identified during the focus group discussions. Furthermore, the 

quality aspects were related to two authoritative models for quality assessment 

of care and service delivery, the structure-process-outcome model of 

Donabedian (1980) and the SERVQUAL skeleton of Parasuraman, Zeithaml, and 

Berry (1988). It appeared that the aspects fitted closely into the different 

categories of the models. Finally, the completeness of the QUALITRA-ID-P has 

been examined during two stages of refinement. The respondents were asked 

whether they felt that the item pool of the QUALITRA-ID-P made it possible to 

judge all relevant aspects of trajectories. By deleting and adding questions, the 

questionnaire has become more trajectory-directed, which undoubtedly has 

increased its content validity. 

The second element of construct validity refers to the internal structure 

of the measurement instrument. On the basis of the description of the content 

domain, one can conclude whether or not the concept consists of multiple and 

distinctive concepts. This makes it possible to derive the hypothetical internal 

structure of the test (Van den Brink & Mellenbergh, 1998). In the present study, 

the determination of the internal structure of the QUALITRA-ID-P has not been 

considered already. In future studies, it is important to pay attention to the 

internal structure of the QUALITRA-ID-P. 

The third element of construct validity refers to the statistical network of 

the measurement instrument. The statistical network consists of the relations 

between the concept being measured with other concepts, the relations with 

operationalizations of those concepts, and of the mutual relations between these 

operationalizations (Van den Brink & Mellenbergh, 1998). The statistical network 

of the QUALITRA-ID-P has not been investigated already. It is important, 

however, to investigate the statistical network in future studies. 

The preliminary psychometric evaluation of the QUALITRA-ID-P indicated 

a good reliability. However, in future, it is necessary to conduct more empirical 

research on the QUALITRA-ID-P in order to determine whether the scores on the 

instrument reflect internal consistency as well as temporal stability. In future 

research, it is important to test the internal consistency as well as the test-retest 

reliability.                              
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Research limitations 

The response rates of the pilot study and the quality assessment were low, 

although, according to Zuidgeest, De Boer, Hendriks, and Rademakers (2008), 

research outside the Netherlands shows that the response rates of mail surveys 

range from 18 percent to 75 percent. There are two possible explanations for 

the relatively low response rates. First, the QUALITRA-ID-P is relatively lengthy. 

This is explicable, because questionnaires that are related to ‘care and service 

trajectories’ in which multiple care providers are involved are always, on 

average, lengthier than questionnaires that are related to a single contact with 

care providers (Rademakers et al., 2008). However, it could be argued that this 

has had a negative effect on the response rate (e.g., Edwards et al., 2007). On 

the other hand, research shows that the response rates on the Consumer 

Quality-index (CQI), which is the standard measurement instrument to assess 

the quality of care in general from the patient’s perspective in the Netherlands 

(Delnoij & Hendriks, 2008), are not related to the amount of reminders or the 

length of the questionnaires (Rademakers et al., 2008; Zuidgeest et al., 2008). 

The CQI consists of multiple questionnaires that are related to a specific care 

sector (e.g., the disability sector), disorder (e.g., rheumatoid arthritis), or 

medical treatment (e.g., hip/knee surgery), and differ in length from 60 to 234 

items (Rademakers et al., 2008; Zuidgeest et al., 2008). In comparison with the 

CQI, the QUALITRA-ID-P is not extremely lengthy, although it should be noticed 

that answering the ‘matrix statements’ could take relatively much time, 

depending on the amount of care institutes the respondent has consulted. 

Furthermore, earlier quality assessments in the Netherlands show that the 

response rates on the CQI-questionnaires ‘Disability Care; Family Support’ and 

‘Disability Care; Client Representatives’ are 20 % and 34 %, respectively 

(Brandt, Zuidgeest, & Sixma, 2007), which is far below the mean response rate 

of 55 percent on all existing CQI-questionnaires (Zuidgeest et al., 2008). The 

target populations of both questionnaires are strongly comparable with the 

target population of the QUALITRA-ID-P, which suggests that it is very difficult 

to obtain high response rates in this target population. 

Second, the topic of the questionnaire (the quality of care and service 

trajectories) remains difficult in itself and respondents possibly did not know 

directly what to think about it. This could have resulted in not filling out the 

questionnaire at all. Besides, the 53-item QUALITRA-ID-P that was used during 

the stage of preliminary validation contained new statements that were not pilot 

tested. In addition, the ‘matrix statements’ are relatively difficult to fill out, 

which possibly has discouraged some respondents to fill them out completely. 

The latter seems reasonable, because most respondents did not answer these 

questions completely during the stage of preliminary validation.  
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Recommendations for further research 

During further research it is necessary to investigate how to increase the 

response rates on the QUALITRA-ID-P. For example, it will be very important to 

receive more insight in the degree of understandability, and to improve its user-

friendliness (e.g., its lay-out and the design of the matrix statements). In 

relation to the user-friendliness of the QUALITRA-ID-P, it is important to 

investigate whether the lay-out and the design of the matrix statements can be 

improved in order to diminish the possibility that respondents become 

discouraged to fill them out. In relation to understandability, it furthermore is of 

utmost importance to investigate the influence of educational levels and cultural 

background. During the stage of preliminary validation, there was hardly any 

difference between the amount of questionnaires that was returned by 

respondents with relatively lower degrees of education and respondents that 

were higher educated. However, no information is available about the 

educational level of the non-responders. Furthermore, 15 percent of the 

questionnaires was filled out by respondents from foreign descent. However, 

there also is no information available about this percentage among the non-

responders.  

In order to increase the response rates on the QUALITRA-ID-P, it also is 

important to receive more insight in how to reach the target population better. 

During the stage of preliminary validation, the written questionnaires were 

dispatched by post mailing. However, it may be more beneficial to make the 

respondents fill out the questionnaires in groups on one central location or 

directly after their final consultation with their care consultants before the start 

of the delivery of the care and services applied for. In this way, the topic of the 

QUALITRA-ID-P (quality of trajectories) can be explained orally by the care 

consultants, which increases the chance that respondents come to recognize the 

necessity of the questionnaire and actually fill out the questionnaire. 

The preliminary validation of the QUALITRA-ID-P indicates a good 

reliability and validity. However, it is necessary to conduct more empirical 

research on the QUALITRA-ID-P in order to further validate the instrument. 

Furthermore, it would be interesting to investigate whether the QUALITRA-ID-P 

can be adapted to other care sectors in which patients/clients go through long-

term care and service trajectories in which multiple and diverse care 

organizations are involved, such as the sector for elderly care. Finally, it is of 

great importance to find an answer to the question which party can best 

implement the QUALITRA-ID-P. It may be preferable that this party is 

independent (e.g., an interest group for (parents and/or relatives of) 

intellectually disabled persons), because the QUALITRA-ID-P refers to multiple 

and diverse care providers. Besides, it is important to investigate how to 
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encourage all parties to get involved in the quality assessment and to jointly 

initiate and perform quality improvement processes.      
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PART III  

 
QUALITY ASSESSMENTS USING THE QUALITRA-ID(-P) 
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CHAPTER 6 

 

Experiences of people with intellectual disabilities with the 

quality of their care and service trajectories: Measured by 

means of the QUALITRA-ID  
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ABSTRACT 

Care and service trajectories for people with intellectual disabilities (ID) (i.e., 

people with mental retardations) are routes within the health care delivery 

system that consist of all the steps that people with ID and their families have to 

take in order to realize needed care and services. To enable people with ID to 

assess the quality of such trajectories from their own perspectives, the 

QUALITRA-ID has been developed. This instrument is a user-orientated oral 

interview for persons with ID concerning the QUALIty assessment of their care 

and service TRAjectories. This article presents the results of a quality 

assessment of care and service trajectories among people with ID by means of 

the QUALITRA-ID. Potential respondents were selected from the clients’ 

database of a large care consultancy agency. To qualify for the study, the 

trajectories had to be finished in 2007. In addition, only clients with age ≥ 15 

and IQ level ≥ 55 were included. In total, 18 clients who had requests for help in 

diverse life domains participated. One of the most prominent results was that 

during the trajectories and thereafter, social workers who supported clients to 

answer their requests for help did talk in a very minimal way with their clients 

about their wishes, expectations, and concerns regarding future support. Clients 

experienced a lack of information and explanation about, amongst others, the 

suitability and availability of support. Furthermore, they were hardly able to try 

future support. Care and service institutes that are involved in trajectories need 

to jointly initiate quality improvement processes. They, for example, need to 

investigate how to help clients to develop realistic expectations concerning 

future support. In addition, they also need to prearrange who is going to take 

responsibility for which client or request for help, and on what moment.     

 

INTRODUCTION 

Care and service trajectories for people with ID, i.e., people with mental 

retardations, are routes within the health care delivery system that consist of all 

the steps that people with ID and their families have to take in order to realize 

needed care and services (Barelds, Van de Goor, Bos, Van Heck, & Schols, 

2009; see Chapter 2). Irrespective of the characteristics of the individual clients 

and their specific requests for help, in the Dutch situation, care and service 

trajectories in general follow a model route consisting of five distinct phases 

(Barelds et al., 2009; see Chapter 2). Table 1 presents the course of care and 

service trajectories.  
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Table 1: The course of care and service trajectories   

Phase 1 The client and/or his/her parents/relatives become aware that care and/or 
services are needed and express the related requests for help. 

Phase 2 In collaboration with professionals, these requests for help will be clarified. 
Subsequently, it is determined how provision of care and/or services could 
answer these requests.  

Phase 3 To obtain funding for the needed care and services, an assessment-based 
recommendation is often applied for by a so-called ‘indication agency’. The 
questions as to whether it is necessary to apply for such an assessment-
based recommendation and (in case of an affirmative answer) which 
indication agency has to provide it, depend on the type of requests for help 
and on the particular life domains are being addressed. More than one 
assessment-based recommendation may be required.   

Phase 4 When the care and/or services applied for are not immediately available, a 
waiting period or a period of intermediate bridging care follows.  

Phase 5 The care and/or services needed and applied for are delivered.    

 

Care and service trajectories are especially prominent during the 

transition from childhood to adulthood and from child services to adult services, 

but also during other stages in life, for example, the transition from primary to 

secondary education. Transitions occur in multiple areas, such as health, 

education, employment, living, financing, and independence (Betz & Redcay, 

2005; Geenen, Powers, & Sells, 2003; Lotstein, McPherson, Strickland, & 

Newacheck, 2005; Ward, Mallett, Heslop, & Simons, 2003). Transitions refer to 

the processes people go through in order to come to terms with new situations 

(Bridges, 1991). Transitions in general and more specifically care and service 

trajectories are especially difficult and challenging for people with ID and their 

families, because they are regularly confronted with multiple bottlenecks 

(Barelds et al., 2009 (see Chapter 2); Rous et al., 2005; Stainton et al., 2006), 

such as the existence of waiting lists and difficulties in finding adequate support 

institutes (Barelds et al., 2009; see Chapter 2). Moreover, during transition 

processes, necessarily a wide range of different care providers are involved. 

These situations and their often complex problems call for integrated care and 

support, which can only be provided through the collaboration and coordination 

between care and service providers (Barelds et al., 2009 (see Chapter 2); 

Beresford, 2004; Betz & Redcay, 2005; Geenen et al., 2003; Rous et al., 2005). 

Collaborative relationships are necessary conditions for clients’ individual care 

and service trajectories, starting with a request for help and ending with 

receiving the care and services needed (Barelds et al., 2009; see Chapter 2).         

However, in contrast to the ever growing body of system-orientated 

knowledge concerning the quality of care and service delivery through 

collaborative relationships, specific user-orientated knowledge is still largely 

lacking. This knowledge, however, is extremely valuable, because it provides 
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care and service institutes valuable insight in how to improve jointly the quality 

of care and service trajectories and how to make them more tailor made. 

Therefore, in the present study a quality assessment was performed among 

people with ID by means of the QUALITRA-ID, a newly developed user-

orientated oral interview for persons with ID concerning the QUALIty assessment 

of their care and service TRAjectories (Barelds, Van de Goor, Van Heck, & 

Schols, in press; see Chapter 4). The QUALITRA-ID contains of separate 

subscales for six life domains: Care, Living Arrangements, Education, 

Employment, Day Activities, and Leisure Time. The content of the items is the 

same for all subscales, but the terminology is slightly adapted to each domain. 

In Table 2, the content of the QUALITRA-ID for the life domain Employment is 

presented. 

 The QUALITRA-ID is divided in two parts. The first part consists of a 

personal conversation between the interviewer and the client about the 

experiences of the client with the care and services currently received and with 

the quality of the preceding trajectory. This personal conversation enables the 

client and the interviewer to get to know each other. In addition, the client is 

able to become familiar with the topics of the QUALITRA-ID, while the 

interviewer learns about the client’s story. The first part actually serves as 

preparation for the second part. The purpose of this follow-up is to offer clients 

the opportunity to answer the same questions by means of preset answer 

categories: ‘no’, ‘a little bit’, and ‘yes’.  

This article reports on the results of a quality assessment of care and 

service trajectories by means of the QUALITRA-ID. Its aim is to answer the 

following research question: What are the experiences of people with ID with the 

quality of their care and service trajectories?  

 

METHODS 

Selection of respondents 

The respondents were selected from the clients’ database of a large care 

consultancy agency. To qualify for the study, the trajectories had to be finished 

in 2007. This selection criterion was set to ensure that the clients (i) were able 

to answer the statements concerning all phases of the trajectory, and (ii) could 

remember the trajectories quit well. In addition, only clients with age ≥ 15 and 

IQ level ≥ 55 were included. These criteria were added because a previous pilot 

study showed that the interview is only understandable and feasible for clients 

who met these conditions (Barelds et al., in press; see Chapter 4).  
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Table 2: The 24-item QUALITRA-ID (Employment subscale) 

Q 1 Did you want to start working (somewhere else) from the very beginning?  
Q 2 Did you want to get help to find a (new) working place from the very 

beginning?  
Q 3 Was it difficult to find people who could help you in finding a (new) working 

place?  
Q 4 Did they ask for your wishes about where you wanted to work? 
Q 5 Did they tell you which working places where suitable for you to start 

working?   
Q 6 Was there more than one working place where they had place for you to start 

working? 
Q 7 Did you visit a couple of different working places in order to see how it was 

like? 
Q 8 Were you permitted to take part in deciding whether you wanted to start 

working here? 
Q 9 Did you at first wanted to work somewhere it was not possible to start 

working? 
Q 10 Before you started working here, did they tell you how it would be like? 
Q 11 Did it take a long time before you could start working here? 
Q 12 Did you feel reluctant to start working here? 
Q 13 Before you started working here, did you already take a look in order to see 

how it was like? 

Q 14 Before you started working here, did you already get acquainted with the 
supervisors? 

Q 15 Before you started working here, did you already get acquainted with your 
colleagues? 

Q 16 Since you are working here, have you ever had a conversation about the 
course of events during the trajectory with the people who supported you to 
find this working place? 

Q 17 Do you like working here? 
Q 18 Do you now feel better than before you started working here? 
Q 19 Do you prefer to work somewhere else? 
Q 20 Is working here like you expected it to be? 
Q 21 Are there people to talk to if you like to discuss things you want to change at 

work? 
Q 22 Do you have the feeling that your supervisors understand which things you 

can do by yourself and which you can not do by yourself? 
Q 23 Do you always have the same supervisors? 
Q 24 Do you think that there has been found a good solution for your request for 

help? 

 

First, a list of 1231 potential respondents was composed. The clients 

were spread across the six life domains on the basis of the type of request for 

help. For each life domain, clients were placed on a so-called ‘single list’ or a 

‘dominant list’. The first type of list contained clients that only did go through 

one trajectory focusing on a particular life domain. The second set of lists, on 

the other hand, consisted of clients which did go at about the same time through 

trajectories in multiple life domains, but for whom the trajectory in a particular 

life domain was the dominant one. In order to minimize the burden of 

participation in the study, these respondents only received an interview about 

their quality experiences about the trajectories in their dominant life domain. 

The second reason for the subdivision in a ‘single’ and a ‘dominant’ list was to 
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make it possible to investigate whether clients with a history of multiple 

trajectories experience more bottlenecks than clients who did go through only 

one trajectory.           

Second, from each of the 12 lists, 12 clients were selected by means of 

random sampling. In case there were less than 12 clients on a particular list, all 

clients were included. In total, 142 clients were selected. The personal care 

consultants of these clients were requested to decide upon their ability to 

participate in the study. It was decided to make this request after the random 

selection, because it would be too much of a burden for care consultants to 

decide upon the ability of 1231 clients. The clients who were supposed to be 

unable to participate (e.g., due to a crisis situation or linguistic problems) have 

not been approached for participation. The remaining clients were invited to 

participate by their personal care consultant or by the first author. In case of an 

affirmative answer, the appointments were made by the first author, who also 

conducted the interviews. It was very difficult to find a sufficient number of 

persons who had finished a trajectory in the Education domain. Therefore, an 

additional list was composed of potential participants who had finished a 

trajectory in this domain during the first six months of the year 2008.  

All interviews were taped on audio cassette. All participants were asked 

permission to audio tape the conversations before the start of each interview. 

Furthermore, it was explained that the results would be reported anonymously 

and that the tapes would be destroyed, when the study was finished. The 

interviews were transcribed verbatim and were analyzed using the software 

programme Atlas.ti 4.2 to obtain insight in the quality experiences of clients 

regarding their trajectories.   

 

RESULTS 

Number and details of participants 

In total, 18 people with ID participated in this quality assessment. Twelve clients 

had gone through a care and service trajectory in the life domains Employment 

(n=3), Living Arrangements (n=3), Education (n=3), or Leisure Time (n=3). 

Two clients did this in the Day Activities domain, and four in the life domain of 

Care. Two of the interviews with clients who had gone through trajectories in the 

Care life domain were not suitable for analysis, due to major difficulties with 

understanding and answering the questions.   

The remaining 16 clients had a mean age of 28 years (range: 16 to 65 

years old). Eight of the clients were male and eight were female. The mean 

duration of the interviews was 48 minutes, ranging from 25 minutes to 60 

minutes. In case of 11 of the interviews, the clients were accompanied by a 

parent or partner.  
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Table 3: Details of the participants of the quality assessment 

Participants Gender 
(Male/ 
Female) 
 

Age  
(in years) 

Life domain Duration  
(in minutes) 

Presence of 
parents/ 
relatives 

1 F 65 Care 60 no 
2 M 30 Care 30 yes 
3* M 37 Care 45 yes 
4* F 34 Care 60 yes 
5 F 18 Day activities 45 yes 
6 F 38 Day activities 60 yes 
7 M 17 Education 45 yes 
8 M 17 Education 45 yes 
9 M 16 Education 45 yes 
10 F 17 Employment 60 yes 
11 M 20 Employment 60 yes 
12 F 21 Employment 45 no 
13 M 20 Leisure time 60 yes 
14 F 44 Leisure time 25 no 
15 M 38 Leisure time 60 yes 
16 F 26 Living 

arrangements 
60 no 

17 M 24 Living 
arrangements 

30 no 

18 F 34 Living 
arrangements 

30 yes 

Note: * The transcript of the interview with this respondent was not suitable for analysis, because the 
client had major difficulties with understanding and answering the questions. 

 

The quality judgment 

In the following sections, the central research question is answered: ‘What are 

the experiences of persons with ID with respect to the quality of their care and 

service trajectories?’. The first section deals with the accessibility and receptivity 

of clients to receive support. The second section deals with quality experiences 

of clients with the mutual exchange of information between them and social 

workers. The quality experiences of clients during the period in which the 

choices for future support had to be made or just had been made are discussed 

in the third section. Finally, the fourth section discusses the quality experiences 

of clients with the received support.   

 

Accessibility and receptivity to receive support during a trajectory  

This section deals with the accessibility and receptivity of clients to receive 

support in answering their requests for help. The results are based upon the 

Items 2, 3, and 16 of the QUALITRA-ID (see Table 2).    

All clients indicated that they were happy to receive help in answering 

their requests for help. However, many clients stated that they came only 

indirectly into contact with the right care and service institutes. They regularly 

were sent from pillar to post, but did not hear directly about the existence of 

social workers and institutes that could help. In addition, it appears that the 
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institutes that were supposed to help answering clients’ requests for help in 

practice did not help at all. For example, a 17-year old boy who had to make the 

transition from regular to special education, explained ‘Actually, my former 

school has nothing done about it, they just let me down’. Furthermore, some 

clients stated that they or their relatives regularly had to take the initiative to 

make new appointments, instead of their social workers. Finally, it also was 

found that some clients did not know how and by whom particular new care and 

services were arranged; it were their parents and/or relatives who actually did 

go through the trajectories.    

In general, clients hardly received follow-up visits after their trajectories 

were finished. Only two clients had follow-up conversations about the process to 

answer their requests for help. In general, clients did communicate with social 

workers who helped them answering their requests for help, but mostly these 

conversations were not about the finished trajectories, but focussed instead on 

current issues: ‘I did never have a good talk about my experiences and about 

the process from there to here’ (26-year old woman who made the transition to 

independent living). In addition, the contact between clients and social workers 

regularly had to be initiated by the clients or relatives. However, they would 

appreciate social workers to ask them spontaneously how they feel about the 

new situation.  

 

Mutual exchange of information between social workers and clients 

This section deals with the quality experiences of clients with the mutual 

exchange of information between them and social workers. The results are 

based upon Item 1 and the Items 4, 5, and 6 of the QUALITRA-ID (see Table 2).    

 

Clients’ feelings and wishes concerning future support 

Some clients were very consciously and critically engaged with the fact that they 

would receive new or additional support in future, while others seemed not to be 

bothered about their future support at all. Some were undividedly positive about 

the support they would get in the future, while others were very critical about its 

pros and cons. In general, clients who were the most engaged and critical, were 

those who clearly indicated that they had difficulties to accept that they were 

unable to achieve the things in life they wanted to achieve. For example, a 20-

year old man who was not able to qualify for the building trade, sighed ‘Then 

you have to qualify and to perform and that is just aiming too high’.                  

Clients did not always remember whether in the recent past they had 

wishes about future support. In general, they indicated that they thought they 

had been asked regarding wishes concerning forthcoming changes, although 

they not always remembered the specific questions of the social workers. 
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Moreover, in case clients were asked for their wishes, this is not to say that 

anything was done with their answers. Besides, in some instances, decisions 

were taken without consulting them. In these cases professionals seemed to be 

that sure how to answer the request for help that they did not feel that it was 

necessary to consult the client.   

 

Informing clients about the suitability and availability of options for future 

support  

Most clients indicated that insufficient information was provided about which 

types of support were suitable for them. Sometimes this was due to the fact that 

it was clear from the very beginning which support had to be conceived of as 

most suitable. However, clients also indicated that, in general, there was a 

paucity of alternative types of support. In some instances, there just were not 

many different options present. In other instances, possible options were 

actually not available due to long waiting lists. In the Leisure Time domain, there 

seemed to be somewhat more options. In spite of this, clients seemed to choose 

predominantly the most nearby option. Some clients did not bother that they 

were not fully informed, while others indicated that they wanted to gain a better 

insight into the suitability and availability of the various options: ‘Because 

otherwise you just do not have a clear picture’ (17-year old boy who was 

searching for a trainee post).               

 

Period around the actual decision making  

This section deals with the quality experiences of clients during the period in 

which choices for future support (e.g., school or working place) ought to be 

made or just had been made. Clients are the most consciously involved during 

these particular stages, because then concrete changes are going to happen 

(Barelds et al., in press; see Chapter 4). From that moment on, it is very 

important to counsel them in such a way that they get full opportunity to 

understand and/or accept forthcoming changes and to get well prepared for it. 

The results presented in this section are based upon the QUALITRA-ID Items 7-

10, and 12-15 (see Table 2).    

 

Possibilities for clients to help deciding about future support 

Most clients received information about possible future support. This information 

was not always provided orally, but also, for example, by means of brochures. 

Sometimes clients received more information from friends and acquaintances 

than from social workers and care organizations: ‘I also heard much about it 

from other people’ (16-year old who had to make the transition from regular to 

special education). In general, especially in case of help regarding day activities, 
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employment, and living arrangements, clients regularly got the possibility to 

visit several options for future support. With respect to the Education domain 

there were fewer possibilities to visit possible future schools or trainee posts.  

Ultimately, most clients had the possibility to say ‘yes’ or ‘no’ to the 

proposed future support. However, for five clients, the choice was made by 

social workers without consulting them. For other clients, it seemed to be of no 

use to say ‘yes’ or ‘no’, because there just was nothing else to choose for. Most 

clients, however, indicated, beforehand, that they did not prefer other support 

than the support that was chosen. Only two clients indicated that they actually 

did prefer other care and services. One of these clients, a 26-year old woman, 

did still not understand why it was not possible to choose the support she 

preferred: ‘Actually, I have never fully understood why I had to live there’.  

 

Possibilities for clients to visit and try the future support 

In general, clients had the possibility to visit or try the future situation before 

the new support was actually provided. In the life domains of Employment and 

Day Activities clients were generally also able to get acquainted with their future 

supervisors. This also counts for most clients who did go through a trajectory in 

the life domains of Leisure Time, Care, and Living Arrangements. Clients who did 

go through a trajectory in the Education domain did not get the opportunity to 

get acquainted with supervisors. However, they did not seem to bother about 

that. In general, there were no possibilities to get acquainted with other clients. 

It is not completely clear how clients felt about that. Some clients stated that 

they did not care about it (two of them had a request for help related to the 

Education domain), while other clients stated that they would have liked to get 

acquainted with other clients.  

 

Answer to the request for help 

This section deals with the quality experiences of clients with the received 

support. The results are based upon Item 11 and the Items 17-24 (see Table 2).    

The duration of the trajectories was different. Only a few clients were 

able to indicate the exact duration of their trajectories. However, most clients 

were able to indicate whether they did or did not experience a long duration. 

Especially clients who did go through trajectories regarding employment, 

education, and living arrangements indicated long trajectories. This was 

especially due to waiting lists and a limited availability of future support options, 

but also to rather long waiting periods between the diverse steps in the 

trajectory.     

Six clients were not content with the solutions to their requests for help. 

One client said that her request had not been answered at all. Another client 
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explained that, although she got a job coach, the problem that existed at her 

current work place had not been solved. Three clients indicated that they had 

many problems with the given answers, but that they, although they would have 

preferred other solutions, now understood its inevitability. Finally, one client was 

uncertain whether the solution offered was the best possible one, because he did 

not have received sufficient information about other possible options. A couple of 

clients indicated that they preferred to receive other support. Surprisingly, this 

was not because the answers to their requests for help were unsatisfactorily, but 

because they did regret not to be able to achieve the things in life they wanted 

to achieve. For example, a 20-year old man who was not able to qualify to be in 

the building trade, sighed ‘Then you have to qualify and to perform and that is 

just aiming too high’.                    

Ultimately, despite some reservations, most clients were rather content 

with their new situation and stated that this was as they hoped for. At the same 

time, however, they had difficulties remembering whether they had any clear 

expectations beforehand. Most clients indicated that they were confronted with 

changes of supervisors in their new situations. Clients did not mind to be 

confronted with these changes as long as it was part of the procedure. They did 

not, however, appreciate changes of their permanent supervisors (e.g., due to 

pregnancy). In general, clients indicated that it was possible to talk to someone 

when something unpleasant happened in the new situation, although it was not 

always completely clear to them with whom they could talk. In certain instances 

clients themselves had to take the initiative, while they would have appreciated 

spontaneous talks. In addition, they did not always want to talk to the person 

they were supposed to talk to. Finally, most clients had the feeling that their 

supervisors did understand their capacities. Three clients, however, were not 

completely sure about that. In addition, one client wondered whether his 

supervisors took their time to get insight in his capacities.    

 

DISCUSSION 

Practical implications and recommendations 

This section discusses how the results can be used in the development of joint 

quality improvement programmes by institutes involved in care and service 

trajectories. Many clients stated that they did not hear directly about the care 

and service institutes that could help them, but that they were informed 

indirectly, for example, through friends, about the institutes that could possibly 

support them. In addition, they stated that institutes of which they expected to 

receive support, in practice did not help at all. This implies that it seems unclear 

for clients from which institutes they actually can receive help in answering their 

specific requests for help. Possibly, this is also unclear for institutes themselves. 
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In any case, they seem not to know on what moments clients expect them to 

provide support. For all institutes that are closely involved in trajectories, it is 

very important to pay attention to this problem during joint quality improvement 

processes. They need not only to prearrange which institute is going to take 

responsibility for which client or request for help. They also should decide when 

it is the right moment. In addition, they have to communicate these 

arrangements clearly to their (potential) clients.  

 Clients who succeeded to find institutes that could adequately help them 

answering their requests for help regularly stated that they, instead of their 

social workers, actually took the initiative for new appointments during the 

trajectories and for follow-up appointments after the trajectories were finished. 

This indicates that the continuity of trajectories, which is one of its most 

important quality determinants (Barelds et al., 2009; see Chapter 2), often was 

hindered. Furthermore, when no follow-up appointments take place, it is 

impossible to investigate whether processes of choosing future support did go 

well and whether the right solutions were found. This information is of major 

importance in relation to the initiation of quality improvement programmes. 

Therefore, it is very important to pay attention to the continuity of contact 

between clients and social workers not only during trajectories but also after the 

trajectories are finished.   

 In general, clients who were the most aware and critically engaged with 

the fact that they were going to receive new or additional support in the future, 

were those who clearly indicated to have difficulties in accepting their disabilities 

and resulting inabilities to achieve the things in life they wanted to achieve. 

During trajectories, it is very important to talk with clients about the degree to 

which they are aware of their own capacities and about ways to accept their 

disabilities, because this influences their expectations concerning their future 

and the degree to which they are able to accept and understand the best 

suitable future support. Unfortunately, the interviews provided no reasons to 

assume that this already takes place in systematic and structured ways. 

Therefore, this issue certainly deserves more attention. In this regard, it seems 

valuable to investigate whether it is possible to prepare a specific profile of this 

type of clients. It is, for example, possible that the IQ levels of these clients or 

the social positions of their parents determine to what extent they have 

difficulties accepting their disabilities and resulting inabilities to achieve the 

things in life they want to achieve.  

Most clients indicated that not much information was provided about 

which types of support were suitable for them. Because of this, they did not 

know about the possibilities for care and services and, consequently, were 

unable to help decide about the best fitting support. This probably is most 
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problematic for clients who have clear ideas about things they want to achieve in 

life, because they do not receive adequate starting points to determine how to 

achieve their ambitions.  

In general, clients indicated a scarcity of different options for care and 

services and that there regularly were long waiting lists. Although this is a 

persistent problem, it certainly deserves attention during joint quality 

improvement processes, because, next to information about suitable types of 

support, it is a prerequisite for the degree in which requests for help can be 

answered satisfactorily. In spite of the lack of information about suitable types 

of support (e.g., school or working place) and a lack of availability of support, 

most clients did receive a certain amount of information from social workers and 

institutes about concrete possible future support. However, they sometimes 

received more information from friends and acquaintances. The lack of 

information provision by social workers and institutes implies that it is of major 

importance that they jointly map the types of support available and that they 

actively explain to clients what types of support are suitable for them (still apart 

from availability) and, in addition, provide concrete information about support 

that is available or will become available soon. 

Clients did not always remember whether they had specific wishes 

concerning their future support. Most of them, however, thought that they were 

asked for their wishes, although they generally did not remember in what way 

and whether or not anything was done with it. This suggests that clients’ wishes 

had minimal influence on the decision making processes concerning their future 

support. Therefore, it is advisable to discuss explicitly clients’ wishes, to report 

them, and to evaluate them during as well as after the trajectories. In this way, 

it also becomes possible to discuss unrealistic expectations, paving the way to 

help them to become aware of and to accept what is within and what is without 

their bounds of possibilities.  

Clients with requests for help in the life domains of Day Activities, 

Employment, and Living Arrangements, regularly got the possibility to visit 

several options for future support before the actual choice for care and services 

was made. In general, clients also had possibilities to visit or try the future 

situation, once the choice for care and services was made and to get acquainted 

with their future supervisors. However, there were no opportunities to get 

acquainted with other clients. In the life domain of Education, there were fewer 

possibilities to visit possible future schools or trainee posts and to get 

acquainted with their future supervisors. Many clients stated that they did not 

bother about this. However, it is questionable whether they were able to value 

the possibility of doing this. Maybe, it has taken away valuable possibilities for 

clients to establish a real impression of (possible) future support that could help 
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them, and their parents and/or relatives, as well as social workers to make an 

optimal choice for future care and services and, possibly, to rethink decisions 

already made.   

Most clients had the possibility to say ‘yes’ or ‘no’ to the proposed future 

support. However, in certain cases, the choice was made by social workers 

without consulting them. In other cases, it seemed to be of no use to say ‘yes’ 

or ‘no’, because there just was nothing else to choose for. Most clients, however, 

indicated that they, beforehand, did not prefer other support than the support 

that was finally chosen. The previous observations concerning the lack of 

information provision, the limited consideration of clients’ wishes, and the 

limited possibilities to visit future support situations, raise the question whether 

clients were really able to form an opinion about the appropriateness of the 

proposed future support. This certainly deserves attention during quality 

improvement processes. 

Three clients indicated that they understood the inevitability of the 

support they received, although they would have preferred other solutions. 

However, two of them did not recognize that the best support was chosen until 

they actually received that particular support, whereas the third client did not 

recognize that he actually preferred other support until he received the chosen 

support. It is questionable whether they were adequately counselled during the 

trajectory to make them recognize this more early or at least to help them 

accept the inevitability of the chosen support.  

A couple of clients indicated that they preferred to receive other support. 

Surprisingly, this was not because the answers to their requests for help were 

unsatisfactory, but because they still did regret not to be able to achieve the 

things in life they wanted to achieve. This implies that, after their trajectories 

are finished, it probably is valuable to counsel clients to help them to accept 

their situation and to value and accept their possibilities.  

Most clients indicated that they were confronted with changes of 

permanent supervisors in their new situations. In addition, it was not always 

completely clear to clients with whom they could talk, when something 

unpleasant happened in the new situation. Besides, they regularly had to take 

the initiative for a talk or did not want to talk to the person they were supposed 

to talk to. However, most clients had the feeling that their supervisors did 

understand their capacities. These observations make clear that clients attach 

high value to communication with supervisors and involvement of supervisors. 

This certainly deserves attention in quality improvement processes, although it 

is concerned with the period after the trajectories have finished, because it has 

influence on the degree in which clients are content with received support. 

Moreover, close communication can help to clarify whether mutations in 
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provided support are needed. This also underlines the importance of follow-up 

conversations.       

In conclusion, the results show in several ways that it is important to 

talk elaborately with clients about their wishes, expectations, and concerns 

during the whole trajectory, but also after the trajectory has finished. 

Furthermore, it is important to provide them with adequate information (e.g., 

about types of suitable support), to explain things continuously (e.g., why it is 

not possible to receive certain types of support), and to provide them the 

possibility to visit and try future support. This is important, because now clients 

regularly do not know what the actual possibilities are and why certain decisions 

are made. As a consequence, they have difficulties to imagine how future care 

and services can really answer their requests for help. In addition, they possibly 

retain or develop unrealistic expectations concerning their future support. This 

increases the chance that they, in the end, are not content with the support 

received. Therefore, they need to be counselled to develop realistic 

expectations. The question how to counsel clients certainly deserves attention 

during quality improvement processes. 

It is not possible to compare the results of the present study with other 

results of research on quality of care and service trajectories from clients’ 

perspective, because no comparable earlier research was found. However, within 

current thinking on supporting people with ID, there is firm ground for 

recommending the stimulation of the dialogue between clients and professionals. 

Societal developments have lead to increased attention for principles as 

‘demand-driven care’, ‘empowerment’, and ‘autonomy’, which argue that the 

needs, wants, wishes, goals, and demands of patients have to be the points of 

departure instead of the available supply of care. The underlying assumption is 

that clients have the right to be free to plan their own lives (e.g., Maes, 

Bruyninckx, Goffart, 2003; Meininger, 2001; Rijckmans, Garretsen, Van de 

Goor, & Bongers, 2007; Wilson, Clegg, & Hardy, 2008). However, many clients 

have difficulties to make their needs for help known and to understand the, 

possibly negative, consequences of their decisions (Meininger, 2001). In this 

regard, the concept ‘partnership between caregiver and care-receiver’ also 

receives increasing attention within the disability sector (Maes et al., 2003; 

Meininger, 2001). Such a partnership can be described as ‘a relation which 

demands real dialogue and veritable encounter’, which ‘is long lasting’, and 

‘requires a process of careful listening and interpreting’ (Meininger, 2001, p. 

247). In partnerships, professionals are supposed not to make support choices 

without consulting their clients and not to force their clients to make use of 

certain types of support. In addition, they are expected to facilitate clients in 

expressing their personal support needs and in making their own decisions 
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concerning support options (e.g., by providing information about support options 

and by stimulating the self-confidence of clients) (Maes et al., 2003).  

The results of the present study raise the question whether clients with 

ID that did go through care and service trajectories were supported according to 

the partnership principle. In general, clients seemed to be insufficiently 

facilitated in developing realistic expectations and in developing personal 

support plans. In addition, they experienced a lack of information about support 

options and were inadequately involved in the decision making processes. For 

example, they were regularly unaware whether or not anything was done with 

their wants and wishes. It is extremely important to investigate how the 

partnership principle can be applied.       

 

Research limitations and recommendations  

The QUALITRA-ID is divided in two parts: a personal conversation and a closed-

ended part. However, due to the rather limited number of respondents, it was 

not possible to quantitatively analyse the answers to the closed-ended part and 

to present the results of the quality assessment in figures. This had the 

disadvantage, for example, that it was impossible to present possible differences 

between the quality judgments of clients who had requests for help related to 

different life domains in figures. However, the personal conversation is the most 

important part of working with the QUALITRA-ID, because information provided 

by means of the closed-ended part is only reliable if it is complemented and 

clarified by the information given during the personal conversations. The main 

reason for this is that the personal conversations are highly individually tailored, 

which make clients to give a personal interpretation to the closed-ended 

questions (Barelds et al., in press; see Chapter 4). The personal conversation is 

extremely convenient for clients to express their own perspectives and to 

generate valuable information for care and service providers. Therefore, the 

results of the present quality assessment are tremendously valuable, although it 

was impossible to present the results in figures. Obviously, this does not alter 

the fact that it still is of utmost importance for future research to collect 

quantitative data by means of the QUALITRA-ID.  

During the interviews, six clients were accompanied by a relative who 

actually interfered at times in the conversations, although right at the start it 

was explained that the interview focussed on the personal experiences of the 

client. However, in some instances it appeared to be beneficial when they did 

contribute, because obviously it helped clients to get their story complete 

(Barelds et al., in press; see Chapter 4). However, during future quality 

assessments with the QUALITRA-ID it remains important to take care that 
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relatives only communicate facts and do not interfere with the opinions and 

feelings of their intellectually disabled relatives. 

 

Possible applications of the QUALITRA-ID 

It is important to implement the QUALITRA-ID in practice, because the quality of 

care and service trajectories can be increased on multiple points. In developing 

an implementation strategy, two important questions have to be answered: 

‘Which person(s) or which organization(s) need to initiate and coordinate the 

use of the QUALITRA-ID?, and When should the QUALITRA-ID be administered?. 

 The QUALITRA-ID represents the clients’ perspective. This argues in 

favour of the initiation and coordination of the instrument by, or at least in 

cooperation with, client counsels of care and service institutes and client interest 

groups. In case the instrument is administered exclusively by care and service 

providers, there is danger that they only pay attention to those issues for quality 

improvement which they consider to be achievable.  

 Care and service trajectories are started and finished every day. This 

implies that the quality of such trajectories has to be monitored structurally. 

This could be done by means of the QUALITRA-ID in two different ways. First, 

the instrument can be used periodically (e.g., two times a year) among a large 

group of clients who have finished their trajectories during, for example, the last 

3-6 months. This is the way in which the instrument was used in the present 

study. Second, the QUALITRA-ID can also be used permanently as an exit 

instrument. This means that the instrument is administered at the moment that 

clients start receiving the chosen support and that it is used to evaluate the 

preceding trajectory. This approach closely fits the partnership principle, which, 

amongst others, implies the need of ‘monitoring’ and ‘evaluation’. Monitoring 

addresses the questions (i) whether the care and service providers stick to the 

agreements that have been made, and (ii) whether the received support still 

fulfils the client’s needs. Evaluation addresses the questions (i) whether the 

formulated objectives have been met, and (ii) whether the process to arrange 

support has been performed satisfactorily (Maes et al., 2003).  

The QUALITRA-ID is an extremely suitable tool to answer these 

questions. It is valuable to use the QUALITRA-ID in combination with regular 

measurement instruments for care institutes, for example, the Consumer 

Quality-index (CQI), the standard measurement instrument to assess the quality 

of care and services in general from the patient’s perspective in the Netherlands 

(Delnoij & Hendriks, 2008).  

 In case the QUALITRA-ID is used as an exit instrument by the ultimate 

providers of the care and services, the results of the quality assessments 

generate information about the quality of provided support not only for the 
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institute that uses it as an exit instrument, but also for all other care and service 

institutes that were involved earlier in the trajectories. It is important that these 

care and service institutes also receive feedback information about their quality 

scores and that the quality scores of all institutes are considered together, 

because the quality of trajectories depends to a great extent on the joint 

activities of multiple and diverse care and service providers. Therefore, it might 

be advisable that all organizations that might take part in trajectories collectively 

appoint one or more persons or organizations that are supposed to initiate and 

coordinate the use of the QUALITRA-ID and to develop and coordinate or to 

advise on quality improvement processes on behalf of the collective. In case this 

is left to the institutes that use the instrument as an exit instrument, it could 

happen that these institutes will assess, and possibly criticise, the other 

institutes that are involved in the trajectories of their clients on the basis of the 

quality judgments they did collect. When this is supposed to be undesirable by 

the organizations that might take part in trajectories, this can be solved by the 

appointment of one or more persons or organizations that are supposed to 

initiate and coordinate the use of the QUALITRA-ID and subsequent quality 

improvement processes.    
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CHAPTER 7 

 

Experiences of parents and relatives with the quality of the 

care and service trajectories of people with intellectual 

disabilities: Measured by means of the QUALITRA-ID-P 
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ABSTRACT 

Care and service trajectories for people with intellectual disabilities (ID), people 

with mental retardations, are routes within the health care delivery system that 

consist of all the steps that people with ID and their families have to take in 

order to realize needed care and services. To enable parents and relatives of 

persons with ID to assess the quality of these trajectories, the QUALITRA-ID-P 

has been developed. This article presents the results of a quality assessment of 

care and service trajectories among parents and relatives. A number of 1091 

respondents were selected by random sampling from the clients’ databases of 

two care institutes. They all received a test booklet with the QUALITRA-ID-P and 

were asked to return the questionnaires anonymously. In total, 213 

questionnaires were returned. In general, the quality of trajectories was 

assessed positively. However, the average scores give reason to initiate quality 

improvement processes. For example, parents/relatives indicated that often 

there is too much time between the phases of trajectories. Quality scores 

referring to received support were high in the domain of day activities and 

relatively low with respect to living arrangements. Parents as well as relatives 

attach high value to items that refer to (i) requests for help of their children and 

relatives and (ii) choices regarding perceived appropriate support. In contrast, 

they do not attach much value to items on the availability of multiple institutes 

able to deliver support and possibilities to take part in deciding which particular 

institute is going to deliver the needed support.    

 

INTRODUCTION 

Care and service trajectories for people with intellectual disabilities, i.e., people 

with mental retardations, are routes within the health care delivery system that 

consist of all the steps that people with intellectual disabilities and their families 

have to take in order to realize needed care and services (Barelds, Van de Goor, 

Bos, Van Heck, & Schols, 2009a; see Chapter 2). Irrespective of the 

characteristics of the individual clients and their specific requests for help, in the 

Dutch situation, care and service trajectories generally follow a ‘model route’ 

consisting of five distinct phases (Barelds et al., 2009a; see Chapter 2). Table 1 

presents the course of care and service trajectories.  
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Table 1: The course of care and service trajectories   

Phase 1 The client and/or his/her parents/relatives become aware that care and/or 
services are needed and express the related requests for help. 

Phase 2 In collaboration with professionals, these requests for help will be clarified. 
Subsequently, it is determined how provision of care and/or services could 
answer these requests.  

Phase 3 To obtain funding for the needed care and services, an assessment-based 
recommendation is often applied for by a so-called ‘indication agency’. The 
questions as to whether it is necessary to apply for such an assessment-
based recommendation and (in case of an affirmative answer) which 
indication agency has to provide it, depend on the type of requests for help 
and on the particular life domains are being addressed. More than one 
assessment-based recommendation may be required.   

Phase 4 When the care and/or services applied for are not immediately available, a 
waiting period or a period of intermediate bridging care follows.  

Phase 5 The care and/or services needed and applied for are delivered.    

 

Care and service trajectories are especially prominent during the 

transitions from childhood to adulthood and from providing child services to 

providing adult services. However, also during transitions in other stages of life, 

for example, the transition from day activities to regular employment, these 

trajectories play a major role. Transitions are processes that people have to go 

through in order to come to terms with new situations (Bridges, 1991). They 

occur in multiple areas, such as health, education, employment, living, 

financing, and independence (Betz & Redcay, 2005; Geenen, Powers, & Sells, 

2003; Lotstein, McPherson, Strickland, & Newacheck, 2005; Ward, Mallett, 

Heslop, & Simons, 2003). Transitions in general and care and service 

trajectories in specific can be difficult and challenging. Especially people with 

intellectual disabilities and their families are regularly confronted with multiple 

bottlenecks (Barelds et al., 2009a (see Chapter 2); Rous, Hallam, Harbin, 

McCormick, & Jung, 2005; Stainton, Hole, Yodanis, Powell, & Crawford, 2006). 

One of the most prominent bottlenecks is that requests for help can only be 

answered if two or more parallel transition processes (in distinct life domains) 

are started at about the same time (Barelds et al., 2009a; see Chapter 2). This 

calls for integrated care and support, which can only be provided through 

effective collaboration and coordination between care providers during the 

various transition processes (Barelds et al., 2009a (see Chapter 2); Beresford, 

2004; Betz & Redcay, 2005; Geenen et al., 2003; Rous et al., 2005). 

Collaborative relationships are necessary for individual trajectories within the 

care and service delivery system, starting with requests for help and ending with 

actual receiving of the care and services needed (Barelds et al., 2009a; see 

Chapter 2).         
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The current body of knowledge concerning quality of care and service 

delivery by individual providers is rather extensive, next to system-orientated 

knowledge concerning quality of care and service delivery through collaborative 

relationships between providers. However, specific user-orientated knowledge 

regarding the quality assessment of individual care and service trajectories is 

still largely lacking. To fill this gap, in the present study, a quality assessment 

was held among parents and relatives of people with intellectual disabilities by 

means of the QUALITRA-ID-P. The QUALITRA-ID-P is a newly developed user-

orientated questionnaire for parents and relatives to assess the quality of the 

care and service trajectories of their intellectual disabled children and relatives, 

which consists of separate versions for the life domains of care, living 

arrangements, education, employment, day activities, and leisure time (Barelds, 

Van de Goor, Van Heck, and Schols, in press; see Chapter 5).                  

This article presents the results of the quality assessment among 

parents and relatives by means of the QUALITRA-ID-P and aims to answer the 

following research question: What are the experiences of parents and relatives 

with the quality of the care and service trajectories of their intellectually disabled 

children and/or relatives?  

The procedures for the selection of respondents and the data analysis 

are described in the first part of this article, next to the presentation of the 

QUALITRA-ID-P. The results of the quality assessment are presented in the 

second part. The final section considers practical implications and possible 

applications of the QUALITRA-ID, and provides recommendations for future 

research.  

 

METHODS 

Selection of respondents 

Parents and relatives were selected from the clients’ databases of two care 

institutes. The largest part was a random sample of parents and relatives of 

clients of a large care consultancy agency (region Noord-Brabant, The 

Netherlands). Care consultancy agencies focus on counselling people with 

intellectual disabilities and their families through care and service trajectories, 

related to all life domains, and arranging the needed support. The remaining 

respondents were selected via a regional care institute for day activities, living 

arrangements, and care.  

First, a list of 2122 potential respondents was composed from the 

clients’ database of the care consultancy agency Stichting MEE. The respondents 

were spread across the life domains of care, living arrangements, employment, 

day activities, education, and leisure time on the basis of the type of request for 

help. For each life domain, respondents were placed on one of two lists. The first 
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list contained respondents that only did go through a single trajectory focusing 

on a particular life domain. The second list contained those respondents that did 

go through various trajectories in multiple life domains, but for whom the 

trajectory in a particular life domain was a dominant one. In order to minimize 

the burden of participation in the study, these respondents only received a 

version of the QUALITRA-ID-P for their dominant life domain. The second reason 

for the subdivision in a ‘single’ and a ‘dominant’ list was to make it possible to 

investigate whether clients who go through multiple trajectories at about the 

same time experience more bottlenecks than clients who go only through one 

trajectory. From each of the 12 lists, if possible, 100 respondents were selected 

at random. In case there were less than 100 respondents on the list, all 

respondents were included. In total, 856 parents/relatives were selected. The 

number of respondents for each life domain and the number of respondents 

selected for the study sample are presented in Table 2.  

 
Table 2: Respondents list and sample in each life domain (clients’ database of the 
Stichting MEE)  

 

Total number of 
respondents on 

the list 
Sample 

Employment First list 
Second list 

165 
67 

100 
67 

Day activities First list 
Second list 

87 
52 

87 
52 

Education First list 
Second list 

33 
31 

33 
31 

Living 
arrangements 

First list 
Second list 

373 
244 

100 
100 

Care First list 
Second list 

817 
167 

100 
100 

Leisure time First list 
Second list 

63 
23 

63 
23 

 
Total 

 
2122 856 

Note: First list = respondents that did go through a single trajectory focusing on a particular life 
domain; Second list =  respondents that did go through various trajectories in multiple life domains, 
but for whom one trajectory was a dominant one 

 

Second, a new list of 235 respondents was composed from the clients’ 

database of the regional care institute for day activities, housing and care. All 

235 respondents were included and were spread across day activities (N=78), 

living arrangements (N=49), and care (N=108). Here, the respondents could not 

be placed on a ‘single’ and a ‘dominant’ list, because no information was 

available about the number of trajectories gone through at about the same time. 
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All 1091 respondents received a test booklet and were asked to return the 

questionnaires anonymously.    

 

The QUALITRA-ID-P 

The QUALITRA-ID-P is a newly developed questionnaire for parents/relatives of 

people with intellectual disabilities and is concerned with the QUALIty of the care 

and service TRAjectories for their Intellectual Disabled children and relatives 

(Barelds et al., in press; see Chapter 5). The QUALITRA-ID-P consists of 

separate versions for the life domains of care, living arrangements, education, 

employment, day activities, and leisure time. The item content is the same for 

all versions, but the specific terminology is somewhat adapted to the separate 

life domains. In Table 3, the QUALITRA-ID-P items for the employment domain 

are presented. Each item has to be answered by means of a 5-point Likert scale, 

ranging from totally disagree to totally agree.               

 
Table 3: Items of the QUALITRA-ID-P (version for employment) 

 It is my experience that… 

Q2 the social workers/care institutes tell me which social workers/care institutes can 
support me in answering the request for help of my child/relative.  

Q3 the social workers/care institutes did understand the request for help of my 
child/relative. 

Q4 the social workers/care institutes help me well with searching the and choosing of 
appropriate support for my child/relative. 

Q5 the social workers/care institutes clearly explain what things I have to take care of 
in order to arrange appropriate support for my child/relative.    

Q6 the social workers/care institutes tell me which different kinds of support are 
suitable for my child/relative.  

Q7 the social workers/care institutes tell me which support is available for my 
child/relative.   

Q8 the social workers/care institutes tell me which institutes can deliver the available 
support to my child/relative. 

Q9 it does not matter what the request for help of my child/relative is; the social 
workers/care institutes always take the request for help seriously.     

Q10 the social workers/care institutes all the time involve me and my child/relative in 
everything that has to be arranged. 

Q11 the social workers/care institutes are willing to cooperate with me in order to 
arrange the desired support for my child/relative. 

Q12 the social workers/care institutes take into account my wishes concerning the 
support for my child/relative. 

Q13 the social workers/care institutes do their very best to fit the support for my 
child/relative with the wishes and needs of my child/relative. 

Q14 the social workers/care institutes keep me informed all the time about what they 
do for my child/relative.  

Q15 the social workers/care institutes stick to the agreements concerning the support 
for my child/relative. 

Q16 the social workers/care institutes give me the information I ask for. 
Q17 I do not have to go to great lengths to get social workers/care institutes to 

arrange something for my child/relative. 
Q18 the social workers/care institutes share the knowledge with one another that is 

necessary to arrange the support for my child/relative in the best possible way.     
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 It is my experience that… 

Q19 the social workers/care institutes cooperate with other social workers/care 
institutes in order to arrange the desired support for my child/relative.  

Q20 the social workers/care institutes know what other social workers/care institutes 
do for my child/relative.  

Q21 the social workers/care institutes did approach me after the contact about the 
request for help of my child/relative had already been finished for some time.     

Q22 it is easy to find social workers/care institutes that can support me in answering 
the request for help of my child/relative.  

Q23 I am permitted to take part in deciding which support is suitable for my 
child/relative (so not only the social worker).   

Q24 the support that is suitable for my child/relative is also available.    
Q25 there are multiple institutes that can deliver the desired support to my 

child/relative. 
Q26 there are enough financial means available to pay the desired support for my 

child/relative (e.g., money from insurance/social security/personal help).   
Q27 the questions in the forms that I have to fill out are relevant to me. 
Q28 I receive enough help with filling out the forms.   
Q29 I can receive support from one institute during the whole process of answering the 

request for help of my child/relative. 
Q30 it takes a long time before my child/relative can receive the desired support.   
Q31 often there is too much time between the different steps that have to be taken in 

order to arrange the desired support for my child/relative. 
Q32 my child/relative and I are the central points during the whole trajectory.   
Q33 it is easy to get all social workers/care institutes that are involved by the request 

for help of my child/relative round the table. 
Q34 I can put all the questions I have to social workers/care institutes. 
Q35 it is clear which questions I can put to which social workers/care institutes. 
Q36 I can put my questions to the same social workers/care institutes (e.g., a care 

consultant) during the whole trajectory. 
Q37 I have to arrange many things myself that actually have to be arranged by social 

workers/care institutes.   
Q38 the money that is available for support to people with intellectual disabilities is 

spent to the right things.   
Q39 the temporary employment situation of my child/relative was as agreed upon. 
Q40 

 

my child/relative was taken into employment by his/her temporary 
employer/working place during enough days or daily periods.  

Q41 the support to my child/relative at his/her temporary working place was of good 
quality.  

Q42 
 

my child/relative, in his/her temporary working place, was placed in a group in 
which he/she fitted given his/her disability. 

Q43 
 

my child/relative, in his/her temporary working place, had the same social 
workers all the time. 

Q44 the current employment situation of my child/relative is as agreed upon. 
Q45 my child/relative is taken into employment by his/her current employer/working 

place during enough days or daily periods. 
Q46 the support to my child/relative at his/her current working place is of good 

quality. 
Q47 my child/relative, in his/her current working place, is placed in a group in which 

he/she fits given his/her disability. 
Q48 my child/relative, in his/her current working place, has the same social workers all 

the time. 
Q49 the current employment situation of my child/relative often changes.   
Q50 To what extent has the trajectory provided an answer to the request for help of 

your child/relative?   
Note: The statements Q2 to Q21 are ‘matrix statements’ and can be assessed separately for diverse 
institutes 



144 

 

In addition to the statements about experiences of parents and relatives 

with respect to the quality of trajectories, all statements were also formulated 

using the importance format (It is important that…). The respondents are 

requested to indicate which statements they evaluate as the most important, 

when judging the quality of trajectories. Sixma, Kerssens, Van Campen, and 

Peters (1998) have stated that some problems in service delivery are more 

important to service users than other problems. Probably, in case of equal 

quality experiences, it is of particular interest for care and service providers to 

pay extra attention to those problems that are conceived of as the most 

important to service users.  

The Items 2 until 21 (see Table 3) are so-called ‘matrix statements’. 

During trajectories, people with intellectual disabilities and their parents and 

relatives consult different types of care institutes, for instance, due to different 

life domains. For some items in the QUALITRA-ID-P, it was necessary to offer 

respondents the possibility to assess them separately for different care and 

service institute. The matrix statements provide this possibility. In this article, 

the non-matrix statements (Items 22 until 50; see Table 3) are indicated as 

‘non-matrix statements’ or as ‘remaining statements’. Figure 1 presents an 

example of a matrix statement.  

 

Q3: It is my experience that (the institutes I have consulted) did understand the 
request for help of my child/relative. 
 
 Strongly 

agree 
Agree Undecided Disagree Strongly 

disagree 

Municipality      
Health insurance company      
Day-care centre      
Homecare      
 
 
Figure 1. Example of a ‘matrix statement’.  

 

Data analyses 

This section describes the handling of missing values in the data file. Concerning 

the analyses of the quality scores on each matrix statement, it was decided to 

include only respondents who assessed the statement for ≥ 75% of the care 

institutes they consulted during the trajectory. In addition, it was decided to 

restrict the analysis to the statements for which ≥ 60% of the respondents met 

this condition. Only 52% of the respondents of Statement 21 (see Table 4) met 

this condition, which means that this statement is not reported in the results.  

Concerning the analyses of the quality scores on the remaining non-

matrix items, it was decided to include only respondents who answered ≥ 85% 
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of the remaining statements. In addition, it was decided to keep in the analyses 

only items for which ≥ 75% of the respondents met this condition. With respect 

to all items this condition was met, ranging from 75% to 91% (see Table 4). 

This means that the results of all remaining items are reported. 

  
Table 4: Percentage of cases suitable for analysis 

Matrix 

statement 

 

Respondents that 

assessed the statement for 
≥ 75 percent of the 

institutes they consulted 
(N(%))  

Non-

matrix 
statement 

 

Respondents that 

assessed the concerning 
statement and ≥ 85 

percent of all 
statements (N(%)) 

Q 2 
Q 3 
Q 4 
Q 5 

Q 6 
Q 7 
Q 8 
Q 9 
Q 10 
Q 11 
Q 12 
Q 13 
Q 14 
Q 15 
Q 16 

Q 17 
Q 18 
Q 19 
Q 20 
Q 21 

153 (84) 
146 (80) 
135 (74) 
137 (75) 
133 (73) 
123 (68) 
121 (66) 
127 (70) 
121 (66) 
128 (70) 
119 (65) 
120 (66) 
115 (63) 
118 (65) 
119 (65) 
121 (66) 
117 (64) 
116 (64) 
111 (61) 
95 (52) 

Q 22 
Q 23 
Q 24 
Q 25 

Q 26 
Q 27 
Q 28 
Q 29 
Q 30 
Q 31 
Q 32 
Q 33 
Q 34 
Q 35 
Q 36 

Q 37 
Q 38 
Q 39 
Q 40 
Q 41 
Q 42 
Q 43 
Q 44 
Q 45 
Q 46 
Q 47 
Q 48 

Q 49 
Q 50 

165 (91) 
162 (89) 
164 (90) 
164 (90) 
162 (89) 
164 (90) 
165 (91) 
164 (90) 
164 (90) 
165 (91) 
162 (89) 
161 (88) 
164 (90) 
165 (91) 
165 (91) 
164 (90) 
163 (90) 
59 (87) 
60 (88) 
60 (88) 
49 (82) 
60 (88) 
151 (92) 
149 (90) 
149 (90) 
118 (82) 
149 (90) 
149 (90) 
136 (75) 

Note: Statement Q21 is not reported in the results, because less than 60 percent of the respondents 
assessed the statement for ≥ 75% of the institutes they consulted. 
Note: Possible number of respondents for the statements: N=182 with the exception of Q39-Q41 and 
Q43 (N=68), Q42 (N=60), Q44-Q46 and Q48-Q49 (N=165), and Q47 (N=144)    

 

Concerning the analyses of the quality scores for the diverse care and 

service institutes, it was decided to include only respondents who answered ≥ 

85% of the questions for each of the institutes they consulted during the 

trajectory. In addition, it was decided to report only about particular institutes, 

when ≥ 55% of the respondents did meet this condition. Only 51% of the 

respondents of ‘paramedics’, 53% of ‘municipality’, 38% of ‘health insurance 

company’, 45% of ‘care office’, and 54% of ‘club or association’ met this 
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condition, which means that no results are reported about these institutes (see 

Table 5).  

 
Table 5: Percentage of cases suitable for analysis (care institutes) 

Care institute 

 

Possible 
respondents 

(N) 

Respondents that consulted 
the concerning institute and 
assessed ≥ 85 percent of all 
statements for the institute 

(N(%)) 

 

General practitioner 
Medical specialist 
Paramedics 
Diagnosis and/or treatment centre 
Child welfare 
Care consultancy agency (MEE) 
Indication agency 
Municipality 
Health insurance company 
Care office 
Home care 
Living and/or care institution 
School/Day-care centre 
Sheltered workplace 
Employer/working place of client 
UWV/CWI 
Club or association (leisure 
activities) 

89 
69 
47 
61 
27 
172 
120 
47 
40 
47 
25 
49 
72 
30 
34 
53 
26 

61 (69) 
43 (62) 
24 (51) 
38 (62) 
17 (63) 
144 (84) 
68 (57) 
25 (53) 
15 (38) 
21 (45) 
15 (60) 
31 (63) 
49 (68) 
19 (63) 
21 (62) 
32 (60) 
14 (54) 

Note: No results are reported about Paramedics, Municipality, Health Insurance Company, Care office, 
and Club or association, because less than 55% of the respondents assessed all statements for these 
institutes. 

 

In order to compare the quality scores on separate statements for 

groups of respondents (e.g., age category or level of education), Kruskal-Wallis 

Tests were performed. The Kruskal-Wallis Test is the non-parametric alternative 

to the one-way between-groups analysis of variance (ANOVA). It is decided to 

use the Kruskal-Wallis Test because of the violation of the assumption that the 

underlying population has to be normally distributed. Due to the high number of 

separate analyses, it was decided to use the significance level of 0.01 instead of 

the conventional 0.05 level.     

 

RESULTS 

Returned questionnaires 

In total, after one written reminder, 213 questionnaires were returned (response 

rate= 20 %). In Table 6, the amount of returned questionnaires and response 

rates are presented separately for each life domain.  
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Table 6: Response rates for each life domain 

 

Amount of returned 
questionnaires 

Response rate (%) 

Employment 26 15.75 percent 

Day activities 45 20.74 percent 

Education 12 18.75 percent 

Living arrangements 38 15.26 percent 

Care 70 22.73 percent 

Leisure time 20 23.26 percent 

Unknown 2 n/a 
Note: The information for the three overlapping life domains of day activities, living arrangements, and 
care is presented together.  

 

One-hundred-eighty-two questionnaires were suitable for data analysis. 

The 31 questionnaires that were not suitable were, in most cases, incomplete or 

were filled out by the wrong person (e.g., the persons with intellectual 

disabilities themselves instead of their parents/relatives). The mean age of the 

respondents was 47 years, ranging from 23 to 73 years old. Twenty-eight % 

were male and 70 % were female. One-hundred-thirty-one questionnaires were 

filled out by a parent, 12 by a sibling, seven by other relatives (e.g., guardian or 

foster mother), four by the husband or wife, and one by an uncle or aunt.         

 

The quality judgment 

In the following sections, the central research question is answered: ‘What are 

the experiences of parents and relatives with the quality of the care and service 

trajectories of their intellectually disabled children/relatives?’. 

 

Overall quality judgment 

Table 7 presents the quality scores on the matrix statements. These scores 

represent the average of the mean scores on the statements for all the care 

institutes they consulted during the trajectory. All matrix statements, except for 

Item 17 (‘I do not have to go to great lengths to get social workers/care 

institutes to arrange something for my child/relative’), have mean scores of 3.50 

or above. Item 17 has a slightly lower mean score, namely 3.47. Item 3 (‘The 

social workers/care institutes did understand the request for help of my 

child/relative’) is the only item with a mean score above 4.00, namely 4.07. 

Concerning the 5-point Likert scale, ranging from totally disagree to totally 

agree, this means that all matrix statements have positive quality scores. 
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Table 7: Descriptive statistics for the matrix statements  

Matrix 
statement 

N Mean Std. Deviation Variance 

Q 2 
Q 3 
Q 4 
Q 5 
Q 6 
Q 7 
Q 8 
Q 9 
Q 10 
Q 11 
Q 12 

Q 13 
Q 14 
Q 15 
Q 16 
Q 17 
Q 18 
Q 19 
Q 20 

153 
146 
135 
137 
133 
123 
121 
127 
121 
128 
119 
120 
115 
118 
119 
121 
117 
116 
111 

3.92 
4.07 
3.88 
3.71 
3.65 
3.60 
3.59 
3.96 
3.63 
3.83 
3.82 
3.83 
3.71 
3.89 
3.94 
3.47 
3.75 
3.73 
3.52 

0.72 
0.71 
0.84 
0.88 
0.86 
0.87 
0.92 
0.76 
0.93 
0.88 
0.82 
0.81 
0.87 
0.80 
0.76 
0.96 
0.82 
0.88 
0.92 

0.52 
0.50 
0.70 
0.78 
0.72 
0.76 
0.84 
0.57 
0.86 
0.77 
0.68 
0.65 
0.76 
0.64 
0.58 
0.92 
0.69 
0.77 
0.85 

 

The quality scores on the remaining non-matrix items are presented in 

Table 8. Nearly all items had mean scores between 3.11 and 4.10, with three 

slightly above 4.00: Item 23 (‘I am permitted to take part in deciding which 

support is suitable for my child/relative (so not only the social worker’) had a 

score of 4.01, Item 36 (‘I can put my questions to the same social workers/care 

institutes (e.g., a care consultant) during the whole trajectory’) of 4.08, and 

Item 44 (‘The current employment situation of my child/relative is as agreed 

upon’) of 4.10. This means that also for most of the remaining items the quality 

scores were positive. Three items had mean scores beneath 3.00: Item 30 (‘It 

takes a long time before my child/relative can receive the desired support’) = 

2.59, Item 31 (‘Often there is too much time between the different steps that 

have to be taken in order to arrange the desired support for my child/relative’) 

= 2.33, and Item 37 (‘I have to arrange many things myself that actually have 

to be arranged by social workers/care institutes’) = 2.99.  

 

Quality judgment for each institute 

In this section, the following question is answered: ‘Is there a difference in the 

quality judgments of parents and relatives regarding separate institutes?’. Most 

institutes had mean scores between 3.00 and 4.00 (see Table 9), indicating 

positive quality scores. Child Welfare is the only institution that has a mean 

score < 3.00, namely 2.70. This institute supports children and young people as 

well as parents, or refers them to other social workers. 
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Table 8: Descriptive statistics for the non-matrix statements 

Statements N Mean Std. Deviation Variance 

Q 22 
Q 23 
Q 24 
Q 25 
Q 26 

Q 27 
Q 28 
Q 29 
Q 30 
Q 31 
Q 32 
Q 33 
Q 34 
Q 35 
Q 36 
Q 37 

Q 38 
Q 39 
Q 40 
Q 41 
Q 42 
Q 43 
Q 44 
Q 45 
Q 46 
Q 47 
Q 48 

Q 49 
Q 50 

165 
162 
164 
164 
162 
164 
165 
164 
164 
165 
162 
161 
164 
165 
165 
164 
163 
59 
60 
60 
49 
60 
151 
149 
149 
118 
149 
149 
136 

3.29 
4.01 
3.55 
3.48 
3.54 
3.58 
3.66 
3.59 
2.59 
2.33 
3.63 
3.11 
3.79 
3.44 
4.08 
2.99 
3.46 
3.51 
3.52 
3.57 
3.18 
3.38 
4.10 
3.96 
3.94 
3.80 
3.93 
3.56 
3.92 

1.09 
0.86 
1.00 
0.92 
1.13 
0.86 
1.00 
1.07 
1.18 
1.06 
0.90 
1.07 
0.98 
1.02 
0.90 
1.12 
0.97 
1.06 
1.07 
0.98 
1.15 
1.06 
0.86 
1.00 
0.99 
1.05 
0.98 
0.93 
0.90 

1.18 
0.74 
0.99 
0.85 
1.29 
0.75 
1.00 
1.15 
1.39 
1.12 
0.80 
1.14 
0.95 
1.04 
0.82 
1.25 
0.94 
1.12 
1.14 
0.96 
1.32 
1.12 
0.74 
1.00 
0.98 
1.10 
0.96 
0.86 
0.81 

 

The Items 4 (‘The social workers/care institutes help me well with searching for 

and choosing of appropriate support for my child/relative’), 15 (‘The social 

workers/care institutes stick to the agreements concerning the support for my 

child/relative’), 16 (‘The social workers/care institutes give me the information I 

ask for’), and 17 (‘I do not have to go to great lengths to get social workers/care 

institutes to arrange something for my child/relative’), which are concerned 

primarily with contact between Child Welfare and parents/relatives, contribute 

greatly to this relatively low quality score. Care consultancy agency Stichting 

MEE and the sheltered workplaces have mean scores above 4.00: 4.31 and 

4.22, respectively. The Items 2 (‘The social workers/care institutes tell me which 

social workers/care institutes can support me in answering the request for help 

of my child/relative’), 3 (‘The social workers/care institutes did understand the 

request for help of my child/relative’), 9 (‘It does not matter what the request 

for help of my child/relative is; the social workers/care institutes always take the 

request for help seriously’), 11 (‘The social workers/care institutes are willing to 

cooperate with me in order to arrange the desired support for my 

child/relative’), and 13 (‘The social workers/care institutes do their very best to 
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fit the support for my child/relative with the wishes and needs of my 

child/relative’), which also are concerned primarily with contact between 

Stichting MEE and parents/relatives, contribute greatly to the relatively high 

quality score of Stichting MEE.    

 
Table 9: Descriptive statistics for the care institutes 

Care institute N Mean Standard 

Deviation 

Variance 

General practitioner 
Medical specialist 
Diagnosis and/or treatment centre 
Child welfare 
Care consultancy agency (MEE) 
Indication agency 
Home care 

Living and/or care institution 
School/Day-care centre 
Sheltered workplace 
Employer/working place of client 
UWV/CWI 

61 
43 
38 
17 
144 
68 
15 
31 
49 
19 
21 
32 

3.45 
3.32 
3.70 
2.70 
4.31 
3.56 
3.53 
3.77 
3.70 
4.22 
3.40 
3.38 

0.95 
0.92 
0.89 
1.07 
0.66 
0.86 
0.96 
0.94 
0.96 
0.77 
1.18 
0.95 

0.91 
0.85 
0.79 
1.14 
0.44 
0.75 
0.92 
0.89 
0.92 
0.60 
1.40 
0.89 

 

Between-groups analyses of variance 

In the following sections, the following questions are answered: ‘Is there a 

difference in quality judgments between parents and/or relatives in relation to 

(i) the life domains to which the trajectories of their children/relatives referred 

to?, (ii) the number of life domains the requests for help referred to?, (iii) the 

question whether the requests for help have or have not been answered (i.e., 

whether suitable care and/or services are received)?, (iv) their levels of 

education?, (v) the number of institutes they consulted during the trajectories?, 

(vi) the duration of the trajectories?, and, (vii) their own age categories and the 

age categories of their children/relatives?’.  

Analyses of the matrix statements did not reveal significant differences 

in quality judgments between the diverse life domains. However, there were 

significant differences in quality judgments for the remaining non-matrix Items 

44 (‘The current employment situation of my child/relative is as agreed upon’), 

45 (‘My child/relative is taken into employment by his/her current 

employer/working place during enough days or daily periods’), 46 (‘The support 

to my child/relative at his/her current working place is of good quality’), 47 (‘My 

child/relative, in his/her current working place, is placed in a group in which 

he/she fits given his/her disability’), and 49 (‘The current employment situation 

of my child/relative often changes’). Day Activities had significantly higher 

quality scores on the Items 44, 45, 46, and 47. Also Education had higher 

quality scores on the Items 45 and 47, although lower than was found for the 

Day Activities domain. For Leisure Time a significantly higher quality score was 
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obtained for Item 49. In addition, Leisure Time also had a relatively high quality 

score on Item 46, although lower than Day Activities. Finally, Living 

Arrangements had considerable lower quality scores than the other life domains 

for the Items 44, 45, 46, 47, and 49. For the latter item this was also the case 

for the Education domain.  

Except for Item 36 (‘I can put my questions to the same social 

workers/care institutes during the whole trajectory’), it does not make a 

difference whether the trajectories did refer to one or more life domains at the 

same time. Parents and/or relatives who had gone through one trajectory at the 

same time, give significantly higher quality scores to this particular item than 

the other parents and/or relatives.  

Parents and/or relatives who stated that the requests for help of their 

children/relatives had not been answered gave significantly higher quality scores 

to 17 matrix statements and to 16 of the non-matrix ones. Parents/relatives who 

stated that the requests for help had been answered did not give higher quality 

scores to any of the statements.  

Concerning the matrix statements, there were no significant differences 

in quality scores among parents/relatives with different educational levels. 

Concerning the remaining statements, there are significant differences on the 

Items 32 (‘My child/relative and I are the central points during the whole 

trajectory’) and 33 (‘It is easy to get all social workers/care institutes that are 

involved by the request for help round the table’). Parents/relatives with lower 

general secondary and vocational education reported higher quality scores than 

the other parents/relatives, while parents/relatives with higher (vocational) 

education gave clearly lower quality scores than the other parents/relatives.  

Parents/relatives who had consulted one to five institutes reported 

significantly higher quality scores to 18 matrix statements compared with 

parents/relatives who had consulted over five institutes. Concerning the non-

matrix items, there were no significant differences in quality scores between 

parents/relatives who had consulted one to five institutes and those who had 

consulted more institutes.   

Concerning both the matrix statements and the remaining non-matrix 

items, there were no significant differences in quality scores for trajectories of 

different duration and among parents/relatives of different age categories and 

between the different age categories of their children/relatives.   

 

The importance statements 

The respondents were requested to indicate which items (maximum of 10) in the 

QUALITRA-ID-P they perceived as most important for assessing the quality of 

care and service trajectories.  
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The top five of most important items 

The respondents indicated that the Items 3 (‘The social workers/care institutes 

did understand the request for help of my child/relative’), 4 (‘The social 

workers/care institutes help me well with searching the and choosing of 

appropriate support for my child/relative’), 15 (‘The social workers/care 

institutes stick to the agreements concerning the support for my child/relative’), 

9 (‘It does not matter what the request for help of my child/relative is; the social 

workers/care institutes always take the request for help seriously’), and 23 (‘I 

am permitted to take part in deciding which support is suitable for my 

child/relative’) are the most important when assessing the quality of care and 

service trajectories. Ninety-one respondents indicated that the Items 3 and 4 

were the most important, 88 respondents pointed at Item 15, while 80 assessed 

the Item 9, and 71 the Item 23 as most important. So, two items that 

specifically refer to the requests for help of the children/relatives (Items 3 and 

9), and two items that refer to choosing the appropriate support (Items 4 and 

23) belong to the top five of the most important items. Finally, parents and/or 

relatives attach high value to keeping the agreements concerning the chosen 

support (Item 15).  

 

The top five of the least important items      

The respondents indicated that the Items 27, 17, 25, 40/45, and 35 (see Table 

3) are the least important. Only nine respondents conceived of Item 27 as 

important; 18 respondents pointed at the Item 17; 20 to Item 25; 23 to the 

Items 40/45, and, finally, 25 respondents viewed Item 35 as important. It 

appears that parents and/or relatives find it very important to receive help in 

choosing appropriate forms of care and services and taking part in deciding for 

particular care and services. However, they do not attach much value to 

questions focussing on whether there are more institutes that can deliver the 

chosen support (Item 25) and whether their children and/or relatives receive 

support during enough days or enough daily periods (Items 40/45). In addition, 

they indicated that they are not much concerned with relevancy of the questions 

(Item 27) and whether or not it is clear which questions can be put to which 

social workers and/or care institute (Item 35). Finally, parents and/or relatives 

apparently do not bother too much whether or not they have to go to great 

lengths to get social workers and/or care institutes to arrange something for 

their child and/or relative (Item 17).   
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DISCUSSION 

Main results 

In general, the quality of care and service trajectories is assessed rather 

positive, just like the quality of most care and service institutes.  

The life domain of Day Activities had high quality scores on the 

statements that refer to the care and services that are delivered as a result of 

the trajectory. In contrast, the life domain of Living Arrangements had low 

quality scores on these statements. Except for statements 36 (‘I can put my 

questions to the same social workers/care institutes during the whole 

trajectory’), it does not make a difference whether the trajectories did refer to 

one or more life domains at the same time. 

Parents and/or relatives who state that the requests for help of their 

children/relatives have been answered do not give significantly higher quality 

scores to any of the statements, whereas parents and/or relatives who state 

that the requests for help have not been answered give significantly higher 

quality scores to the majority of the statements. In addition, parents/relatives 

with lower general secondary and vocational education indicated more 

frequently than parents/relatives with higher (vocational) education that they 

had a central position in the trajectories and that they were able to get all social 

workers around the table. Finally, parents and/or relatives who had consulted 

one to five care institutes gave significantly higher quality scores to the majority 

of the matrix statements than parents and/or relatives who had consulted over 

five institutes. However, there were no significant differences in quality scores 

for trajectories of different duration as well as among parents and/or relatives 

and clients of different age categories.   

 According to parents and/or relatives, items that refer directly to 

requests for help and choices of the appropriate care and services belong to the 

most important items. In addition, they attach high value to keeping 

agreements. However, they did not attach much value to the availability of 

multiple institutes that can deliver the chosen support and frequency and 

intensity of the provided support. In addition, they are not much concerned with 

the relevancy of questions and the issue which question can be put to which 

social worker or care institute. Finally, parents and/or relatives seem not to be 

bothered when they have to go to great lengths to get social workers and/or 

care institutes to arrange something for their children or relatives.  

 

Practical implications and recommendations 

The quality scores, although positive, indicate that the quality of trajectories 

could be increased. Therefore, in this section the following question is answered: 

‘What are the implications of the present findings for the organization of care?’.   
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 Most care institutes received positive mean scores. One organization, 

however, had a markedly lower mean score. This was primarily due to items 

associated with contact between this particular organization and 

parents/relatives. The low score probably reflects the negative image of the 

particular branch of organizations to which this organization belongs to, due to 

some incidents during the research period. For example, children were exposed 

to serious maltreatment while they were placed under supervision of 

organizations belonging to this branch. The care consultancy agency with the 

highest mean score also got this high score primarily on items associated with 

the contact with parents/relatives. This is possibly partly due to the fact that the 

care consultants in this organization are very much personally involved, because 

their task is to counsel clients to arrange the care and services needed. This 

possibly explains that the items that somewhat decreased the quality score of 

the care consultancy agency, are those that are primarily concerned with the 

communication with other institutes. Differences in quality scores between care 

institutes can provide insight in the topics that need special attention during 

joint quality improvement programmes. Care institutes can learn from each 

other by investigating why the one institute has markedly higher quality scores 

than other institutes.     

It was found that it does not make a difference whether the trajectories 

did refer to one or more life domains at the same time. This observation is 

against expectation, because it seems more plausible that trajectories are faced 

with more bottlenecks if they refer to multiple life domains at the same time. A 

possible explanation for the present finding is that people learn to go through 

trajectories and, therefore, do not experience extra difficulties, when their 

trajectories refer to one or more additional life domains. However, it could also 

be that parents and/or relatives receive more intensive support, when their 

trajectories refer to multiple life domains. In addition, it is also possible that 

trajectories that refer to just one life domain have already such a high degree of 

complexity that the quality judgments of parents and/or relatives are not 

negatively affected, when additional trajectories are initiated. Finally, clients 

within the region in which the present study was conducted, regularly can 

receive multiple types of support from just one organization (e.g., living 

arrangements and day activities). This could also explain the finding that it does 

not always make a difference whether the trajectories did refer to one or more 

life domains at the same time. These explanations should encourage care and 

service institutes to investigate the influence on quality experiences of 

interactions between trajectories referring to multiple life domains. Then, they 

become better able to design valuable quality improvement processes.  
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Parents and/or relatives of clients who have gone through a trajectory in 

the life domain of Day Activities assess the quality of the care and services more 

positively than the other parents and/or relatives. In contrast, in case of the life 

domain of Living Arrangements the corresponding scores were much lower. In 

most cases, day activities closely fit the interests of clients and, therefore, can 

add relatively easily value to their lives. In contrast, it generally is much more 

difficult to find the right housing and care arrangement that, in addition, adds 

value to the lives of clients, because living has a rather strong influence on their 

lives. This may explain the demonstrated differences. Nevertheless, it is 

important to investigate whether these differences are merely caused by 

preceding trajectories or by the specific care and services delivered in the life 

domains itself. When the latter in fact is the case, then, it is important to pay 

more attention to the availability of suitable housing arrangements.   

Parents and/or relatives, who stated that the requests for help of their 

children/relatives indeed had been answered, did not give significantly higher 

quality scores, while parents and/or relatives who stated that the requests had 

not been answered gave significantly higher quality scores. This finding is rather 

unexpected, because it seems much more plausible that ratings of the quality of 

trajectories would be more positive when the requests for help were answered. 

However, the majority of the respondents indicated that the request for help 

was ‘not (completely) answered’. Possibly, in spite of the selection criterion for 

participation, the trajectories of the children/relatives of these respondents were 

apparently not finished yet. This means that there were no answers to the 

requests for help, which means that they actually could not fill out the item. 

However, these respondents maybe indicated that the request for help was ‘not 

(completely) answered’, because they did not know at that moment whether 

there would be a satisfactory answer to the request for help or not and did not 

want to lose heart. It is important to investigate why a large group of 

respondents had assessed the statement with ‘not (completely) answered’. In 

addition, it is important to investigate whether the opinion of institutes about 

whether the trajectory has been finished or not is in agreement with the view of 

their clients.    

  Parents and/or relatives with lower general secondary and vocational 

education gave higher quality scores in case of items like ‘My child/relative and I 

are the central points during the whole trajectory’ and ‘It is easy to get all social 

workers/care institutes that are involved by the request for help of my 

child/relative round the table’, while parents and/or relatives with a higher 

degree of (vocational) education clearly gave lower quality scores. This is very 

much in line with findings of Damman et al. (2009), and O’Malley et al. (2005), 

who found that respondents with higher levels of education generally are more 
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critical in their evaluation of quality of care. This possibly means that there are 

no real differences in the quality of care, but that the differences are the result 

of systematic response bias. A possible explanation for the observation that 

respondents with higher levels of education are more critical is that they are 

more demanding and, therefore, more closely monitor trajectories. Another 

explanation could be that they are more mature and, therefore, better able to 

monitor trajectories. This competency possibly increases their feeling of not 

being the central point during trajectories and makes them aware of the 

difficulties to get all important parties around the table. It possibly is valuable to 

take the increasing maturity in certain groups of parents/relatives into account 

in designing quality improvement processes, next to the lack of maturity in other 

groups (e.g., groups at the bottom of the social scale).      

Parents and/or relatives who had consulted a limited number of 

institutes gave significantly higher quality scores to matrix statements than 

parents and/or relatives who had consulted more institutes. This finding reveals 

that the quality perception of trajectories decreases as the number of consulted 

care institutes increases. This is plausible, because it is imaginable that the 

complexity of trajectories increases when more institutes are consulted. 

Therefore, it is probably valuable to take the number of involved care institutes 

into account in designing quality improvement processes. However, there are no 

significant differences in quality scores for trajectories of different duration. 

Apparently, it does not make a substantial difference for quality judgments 

whether the trajectories have a longer or shorter duration. Parents and/or 

relatives who have gone through trajectories of a long duration possibly have 

taken this into account beforehand, and, therefore, did not experience this as 

decreasing the quality of the trajectories.     

It did not make a difference whether parents and/or relatives and their 

children and/or relatives were younger or older. Although trajectories of younger 

clients are frequently more complex (Barelds et al., 2009a; see Chapter 2), this 

does not mean that their parents and/or relatives have more negative quality 

experiences than parents and/or relatives of relatively older clients. In addition, 

one might assume that older parents and/or relatives have more experience 

with going through trajectories. Then, with some caution it can be stated that 

the amount of experience has no positive influence on quality judgments. 

Furthermore, one might also assume that the older generation of parents and/or 

relatives are less demanding and mature than the younger generation. Then, it 

could be stated that the degree of exactingness and maturity has no positive 

influence on quality judgments when related to age. This study indicates that it 

is valuable to investigate whether it makes a difference how much experience 
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parents/relatives have with trajectories and whether it makes a difference 

whether they are more or less demanding and mature.    

The respondents indicated that particular items were pre-eminently 

important for assessing the quality of care and service trajectories. This 

observation indicates that these items clearly deserve permanent attention in 

designing high-quality trajectories. However, it has to be kept in mind that 

respondents possibly tended to indicate only the items they assessed positively 

as being important, due to an implicit assumption that nothing could be done 

about the items they assessed negatively. Besides, it is also possible that 

respondents did not indicate certain items as being important, because of a lack 

of personal experiences and, consequently, an inability to value their 

importance.   

Availability of care institutes and frequency as well as intensity of 

support were not indicated as pre-eminently important. This contrasts with 

views expressed in the focus group discussions. There, parents and/or relatives 

indicated that limited availability of care institutes and limited number of days or 

daily periods that support is provided were problematic (Barelds, Van de Goor, 

Van Heck, & Schols, 2009b; see Chapter 3). It is difficult to explain this 

discrepancy. Maybe, parents and/or relatives did not rate these items as 

important due to a strong belief that nothing could be done to improve these 

aspects and to increase their quality. Therefore, this clearly deserves attention 

in designing future high-quality trajectories.       

 

Research limitations and recommendations 

The response rate was low. Two possible explanations are related to the degree 

of user-friendliness of the QUALITRA-ID-P (Barelds et al., in press; see Chapter 

5). Possibly, respondents were discouraged to complete and return the 

questionnaire, because (i) the questionnaire was relatively lengthy, and (ii) the 

‘matrix statements’ were relatively difficult and time-consuming to fill out. The 

length of the questionnaire is explicable, because questionnaires related to care 

and service trajectories in which multiple care providers are involved are 

generally lengthier than questionnaires concerned with single contacts with care 

providers (Rademakers et al., 2008). In addition, the matrix statements are 

very important to enable respondents to assess the role of seperate care 

institutes during trajectories. However, in further research with the QUALITRA-

ID-P, it will be necessary to pay more attention to the improvement of its user-

friendliness, for example, by decreasing the length of the scale and by improving 

the design and lay-out of the matrix statements. Concerning these matrix 

statements, it is valuable to consider a simplification of the task for respondents 

by requiring them to assess the items only for the three most important care 
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institutes they consulted. The disadvantage is that less information becomes 

available about the quality of service delivery during the whole trajectory. 

However, the other side of the coin is that possibly respondents are more 

inclined to complete and return the test booklet. 

It is unclear how representative the respondents on the QUALITRA-ID(-

P) were for parents and/or relatives of persons with ID, because a fair amount of 

parents of children with ID have ID themselves. Possibly, the latter were 

systematically underrepresented in this study, because they did not have the 

needed competencies to fill out the questionnaire.      

In the Netherlands, a personal care budget (PGB) gives clients the 

autonomy to arrange their own support and to determine ‘how, when and under 

what conditions care should be given’ (Kremer, 2006, p. 386). In the analyses of 

the data, it has not taken into account whether or not parents and/or relatives 

had the disposal of a personal care budget. It is recommended to make this 

distinction in future research. For example, it can explain whether or not parents 

and/or relatives who arrange support themselves experience more or less 

bottlenecks than other parents and/or relatives. More specifically, personal 

budgets are possibly primarily applied for by parents and/or relatives with higher 

general secondary and vocational education. Then, this can explain why they 

experience more problems to get all professionals around the table, because 

they have to arrange the support themselves.    

 

Possible applications of the QUALITRA-ID-P 

The results of the present study indicate that it is important to implement the 

QUALITRA-ID-P in practice, because the quality of care and service trajectories 

can be increased on multiple points. In developing an implementation strategy, 

two important questions have to be answered: ‘Which person(s) or which 

organization(s) need to initiate and coordinate the use of the QUALITRA-ID?, 

and When should the QUALITRA-ID be administered?. 

 The QUALITRA-ID-P represents the perspectives of parents and/or 

relatives of persons with ID. This argues in favour of the initiation and 

coordination of the instrument by, or at least in cooperation with, client counsils 

of care and service institutes and interest groups for parents and/or relatives of 

persons with ID. In case the instrument is administered exclusively by care and 

service providers, there is danger that they only pay attention to issues for 

quality improvement they consider to be achievable.  

 Care and service trajectories are started and finished every day. This 

implies that the quality of such trajectories has to be monitored structurally. 

This can be done by means of the QUALITRA-ID-P in two different ways. First, 

the instrument can be used periodically (e.g., two times a year) among a large 



159 

 

group of parents and/or relatives who have finished their trajectories during, for 

example, the last 3-6 months. This is the way in which the instrument was used 

in the present study. Second, the QUALITRA-ID-P can also be permanently used 

as an exit instrument. This means that the instrument is administered at the 

moment that the children and/or relatives of the respondents start receiving the 

chosen support and that it is used to evaluate the preceding trajectory. 

Furthermore, it is valuable to use the QUALITRA-ID-P in combination with 

regular satisfaction instruments for care institutes, for example, the Consumer 

Quality-index (CQI), which is the standard measurement instrument to assess 

the quality of care and services in general from the patient’s perspective in the 

Netherlands (Delnoij & Hendriks, 2008).  

 In case the QUALITRA-ID-P used as an exit instrument by the ultimate 

providers of the care and services, the results of the quality assessments 

generate information about the quality of provided support not only for the 

institute that uses it as an exit instrument, but also for all other care and service 

institutes that were involved earlier in the trajectories. It is important that these 

care and service institutes also receive feedback information about their quality 

scores and that the quality scores of all institutes are considered together, 

because the quality of trajectories depends to a great extent on the joint 

activities of multiple and diverse care and service providers. Therefore, it might 

be advisable that all organizations that might take part in trajectories collectively 

appoint one or more persons or organizations that are supposed to initiate and 

coordinate the use of the QUALITRA-ID-P and to develop and coordinate or to 

advise on quality improvement processes on behalf of the collective. In case this 

is left to the institutes that use the instrument as exit instrument, it could 

happen that these institutes will assess, and possibly criticise, the other 

institutes that are involved in the trajectories of their clients on the basis of the 

quality judgments they did collect. When this is supposed to be undesirable by 

the organizations that might take part in trajectories, this can also be solved by 

the appointment of one or more persons or organizations that are supposed to 

initiate and coordinate the use of the QUALITRA-ID and subsequent quality 

improvement processes.    
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CHAPTER 8 

 

General Discussion 

 

In this thesis, the following main research question is answered: ‘How can the 

quality of care and service trajectories for people with ID be measured from the 

perspectives of clients and their parents and/or relatives, and what are the 

actual quality experiences of people with ID and their parents and/or relatives?’. 

The main research aim was to develop an assessment instrument that enables 

persons with ID and their parents and/or relatives to assess the quality of care 

and service trajectories from their own perspectives. The final product of this 

thesis is an assessment instrument that consists of a user-orientated face-to-

face interview for persons with ID, the QUALITRA-ID, and a written 

questionnaire to obtain standardized information from parents and/or relatives 

of persons with ID, the QUALITRA-ID-P. Parents and/or relatives of persons with 

ID generally play a considerable role in care and service trajectories. As a result, 

they have their own personal experiences with going through trajectories. 

Therefore, the QUALITRA-ID-P has not been developed as a proxy measure, but 

as a measure of the personal experiences of parents and/or relatives with the 

quality of trajectories.   

The first part of this thesis (Chapters 2 and 3) dealt with the 

conceptualization and operationalization of the quality of care and service 

trajectories by answering the subquestions (i) How are care and service 

trajectories for the people with ID formed across time and what are the main 

bottlenecks that threaten their quality? and (ii) Which factors are important for 

persons with ID and their parents and/or relatives in judging the quality of care 

and service trajectories?. The second part (Chapters 4 and 5) dealt with the 

development and preliminary validation of the QUALITRA-ID(-P). In this part, 

the following subquestion was answered: How can the important quality aspects 

of trajectories from the client’s perspective be summarized and presented to 

persons with ID and their parents and/or relatives in such a way that a feasible, 

understandable, complete, and valid assessment instrument becomes available 

that enables them to assess the quality of their care and service trajectories 

from their own perspectives?. Finally, the answer to the last subquestion was 

presented in the third part of this thesis (Chapters 6 and 7): What are the actual 

quality experiences of persons with ID and their parents and/or relatives 

concerning their care and service trajectories measured by means of the newly-

developed measurement instrument, and what are the practical implications of 

their experiences?. In the present chapter (Chapter 8), the main findings are 

summarized and related to the existing literature. In addition, the research 
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limitations are discussed, next to the difficulties experienced in the present 

study. Furthermore, the practical implications of the major findings of the 

present study are considered as well as the recommendations related to the 

quality assessment by means of the QUALITRA-ID(-P). Subsequently, the 

applicability of the QUALITRA-ID(-P) is discussed. In this regard, special 

attention is given to the implementation of the instrument, next to the way in 

which the QUALITRA-ID(-P) distinguishes itself from other quality assessment 

instruments. Finally, recommendations for future study are presented.  

 

MAIN FINDINGS 

The present study was started with the conceptualization and operationalization 

of the quality of care and service trajectories. The quality of care and service 

trajectories was conceptualized by describing the course of trajectories and its 

main bottlenecks and by identifying its quality determinants. In the Dutch 

situation, in general, trajectories follow a ‘model route’ consisting of five distinct 

phases: (i) the client and/or his/her parents/relatives become aware that care 

and/or services are needed and express the related requests for help; (ii) in 

collaboration with professionals, these requests for help will be clarified. 

Subsequently, it is determined how provision of care and/or services could 

answer these requests; (iii) to obtain funding for the needed care and services, 

an assessment-based recommendation is often applied for by a so-called 

‘indication agency’. The question as to whether it is necessary to apply for such 

an assessment-based recommendation and, in case of an affirmative answer, 

which indication agency has to provide it, depend on the type of requests for 

help and on the particular life domains that are addressed. In this phase, more 

than one assessment-based recommendation may be required; (iv) when the 

particular care and/or services applied for are not immediately available, a 

waiting period or a period of intermediate bridging care follows; (v) the care 

and/or services, needed and applied for, are delivered. Within the course of 

these five phases, clients receive different forms of help and support from 

multiple and various professionals and organizations. In principle, a trajectory is 

started to answer one request for help. However, clients may have requests for 

help that can only be answered if two or more parallel routes are started at 

about the same time. A lack of suitable supply and long waiting lists are 

examples of the main bottlenecks in care and service trajectories. Departing 

from the concept of integrated care, the quality of trajectories from the client’s 

perspective is determined by the degree of (diverse types of) continuity, 

accessibility, availability and flexibility of care and services, as well as by the 

ease of transitions between care organizations and care events. The various 
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obstacles of trajectories and its quality determinants appeared to be strongly 

interrelated.  

The quality of trajectories was operationalized by identifying the quality 

aspects of trajectories by means of focus group discussions with persons with ID 

and their parents and/or relatives. The quality aspects presented by people with 

ID referred mainly to the content of care and services they currently received, 

whereas features put forward by parents and/or relatives also touched on 

broader organizational issues. The quality aspects found in the focus groups 

were only to a limited extent related to the quality determinants of integrated 

care as known from literature. The focus group respondents especially paid 

minimal attention to the continuity of trajectories. However, the aspects fitted 

closely into the different categories of the structure-process-outcome model of 

Donabedian (1980) and the SERVQUAL skeleton of Parasuraman, Zeithaml, and 

Berry (1988), which both can be used for quality assessment from the client’s 

perspective. 

 After the quality of care and service trajectories was conceptualized and 

operationalized, this study dealt with the development and preliminary validation 

of the QUALITRA-ID(-P). The final result of the development and validation of 

the user-orientated oral interview for persons with ID, the QUALITRA-ID, was a 

24-item interview consisting of a personal conversation and a closed-ended part. 

The interview appeared to be understandable and feasible for people with ID 

from the age of 15, with a minimum IQ level of approximately 60. On average, it 

takes 48 minutes to conduct the interview.  

The final results of the development and preliminary validation of the 

written questionnaire for parents and/or relatives of persons with ID, the 

QUALITRA-ID-P, was a 49-item scale with good reliability and validity. An 

exploratory factor analysis resulted in a 3-factor solution. The factors were 

labelled ‘Mutual Exchange of Information’, ‘Material and Bureaucratic Aspects’, 

and ‘Procedural Outcome’. The test scales had Cronbach’s alpha coefficients of, 

respectively, .98, .83, and .91. Both the QUALITRA-ID and the QUALITRA-ID-P 

are innovative in the sense that they focus on quality of care and service 

trajectories in which multiple and diverse care providers are involved, and are 

applicable across all the life domains of Living Arrangements, Care, Employment, 

Day Activities, Education, and Leisure Time. 

The present study ended with performing the first quality assessments 

by means of the QUALITRA-ID(-P). The experiences of people with ID with the 

quality of their care and service trajectories were investigated by means of the 

QUALITRA-ID. The results showed in several ways that during trajectories, but 

also after the trajectories were finished, there is a lack of real dialogue between 

clients and professionals about the wishes, expectations, and concerns of clients. 
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Clients experience a lack of adequate information and explanation about future 

support options, do not have possibilities to visit and try future support, and are 

inadequately involved in decision making processes. As a consequence, they 

have difficulties to imagine how future care and services could really answer 

their requests for help. In addition, they possibly retain or develop unrealistic 

expectations concerning their future support. This increases the chance that 

they, in the end, are not content with the support actually received.  

The experiences of parents and/or relatives with the quality of 

trajectories were measured by means of the QUALITRA-ID-P. In general, the 

mean quality scores on the statements are rather positive, just like the quality 

scores for most care and service institutes. The life domain of Day Activities has 

high quality scores on the statements that refer to the care and services that are 

delivered as a result of the trajectories. In contrast, the life domain of Living 

Arrangements has low quality scores on these statements. It appears not to 

make a difference whether the trajectories refer to one or more life domains at 

the same time and whether they are of short or long duration. Furthermore, in 

contrast to parents and/or relatives who state that the requests for help of their 

children/relatives have not been answered, parents and/or relatives who report 

that the requests for help indeed have been answered do not give significantly 

higher quality scores to any of the statements. The majority of the respondents 

indicated that the request for help was ‘not (completely) answered’. Possibly, in 

spite of the selection criterion for participation, the trajectories of the 

children/relatives of these respondents were not finished yet. This means that 

there were no answers to the requests for help, which means that they actually 

could not fill out the item. However, these respondents maybe indicated that the 

request for help was ‘not (completely) answered’, because they did not know at 

that moment whether there would be a satisfactory answer to the request for 

help or not. Moreover, indicate more frequently that they have a central position 

in the trajectories and that they are able to get all social workers round the 

table. A possible explanation is that parents and/or relatives with higher general 

secondary and vocational education are more demanding and, therefore, do 

more closely monitor trajectories. Another explanation could be that they are 

more mature and, therefore, are better able to monitor trajectories. This 

possibly increases their feeling of not being the central point during trajectories 

and makes them aware of the difficulties to get all important parties round the 

table. In addition, parents and/or relatives who have consulted one to five care 

institutes give significantly higher quality scores than those who have consulted 

over five institutes. Finally, there are no significant differences in quality scores 

among parents and/or relatives and clients of different age categories.  
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Items referring directly to requests for help and choices of appropriate 

care and services are indicated as being the most important items, next to the 

item referring to keeping agreements. ‘Availability of multiple institutes that can 

deliver the chosen support’ and ‘Frequency and intensity of the provided 

support’ are not indicated as being most important, just like the relevancy of 

questions in documents and forms and the issue which question can be put to 

which social worker or care institute. Finally, parents and/or relatives seem not 

to be bothered when they have to go to great lengths to get social workers 

and/or care institutes to arrange something for their children or relatives.   

 

RESEARCH DIFFICULTIES AND LIMITATIONS 

The topic of the study, the quality of care and service trajectories for people with 

ID, was rather complex. Therefore, the exact content and meaning of the topic 

had to be developed during the study. The phenomenon ‘care and service 

trajectories for people with ID’ had not been studied before, which means that 

this was the first study that systematically focussed on care and service 

trajectories, in which multiple and diverse care and service institutes are 

involved, from the perspective of service users instead of the perspective of 

service providers. Therefore, it was inevitable to perform an extensive literature 

review in order to be able to place ‘care and service trajectories for people with 

ID’ in the proper academic context and to identify its quality determinants that 

were supposed to be important from the clients’ perspective. The literature 

review has been performed successfully and the results were presented in 

Chapter 2.   

However, the topic ‘quality of care and service trajectories’ was also 

quite new for persons with ID and parents and/or relatives that participated in 

the study. During the focus group sessions the steering of the respondents to 

discuss specific topics was minimal. This had the disadvantage that it was a 

challenge to direct the attention of the participants on trajectory-related issues, 

since they were not completely familiar with the topic. One of the consequences 

was that especially the persons with ID primarily mentioned quality aspects 

related to care and service delivery itself instead of aspects related to the 

trajectories that precede the provision of care and services. This made it difficult 

to determine the topics that needed to be included in the oral interview, the 

QUALITRA-ID. Therefore, the pilot study of the QUALITRA-ID was extremely 

necessary to complement and complete the item pool of the interview. Another 

possible consequence of the unfamiliarity of the topic was the low response rates 

in the course of the study.  

Despite many efforts to facilitate high response rates, it appeared 

difficult to obtain good response rates for the pilot studies of the QUALITRA-ID(-
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P) and the quality assessments by means of the instrument. It has to be 

underlined that, in general, low response rates are not inconceivable in case of 

research on ‘care and service trajectories’ in which multiple care providers are 

involved (Rademakers et al., 2008). In addition, the current response rates were 

comparable with response rates in research at the quality of care and service 

provision in the same sector in the Netherlands by means of the CQ-index 

(Zuidgeest, De Boer, Hendriks, & Rademakers, 2008). However, the low 

response rates had some specific disadvantages for the development of the 

QUALITRA-ID(-P). First, considering the pilot studies, the feasibility, 

understandability, and completeness of the QUALITRA-ID(-P) could only be field-

tested among a minimal number of persons with ID and parents and/or 

relatives. The versions of the QUALITRA-ID(-P) that were used for the final 

quality assessments were based upon the results of the pilot studies. Possibly, 

more optimal versions could have been developed if the response rates to the 

pilot studies had been higher. Second, considering the quality assessments by 

means of the QUALITRA-ID(-P), the results could only be based upon the 

experiences of a relatively small number of persons with ID and parents and/or 

relatives. This could be disadvantageous for the robustness of the results. 

Considering the quality assessment by means of the QUALITRA-ID for persons 

with ID, the low response rate prohibited the possibility to quantitatively analyse 

the answers to the closed-ended part. More specifically, it was impossible to 

present possible differences between the quality judgments of clients who had 

requests for help related to different life domains in figures.       

It is unclear how representative the respondents on the QUALITRA-ID(-

P) were for parents and/or relatives of persons with ID, because a fair amount of 

parents of children with ID have ID themselves. Possibly, the latter were 

systematically underrepresented in this study, because they did not have the 

needed competencies to fill out the questionnaire.      

Another research limitation was the necessity to formulate the selection 

criterion that persons with ID had to be at least 15 years old and had to have a 

minimum IQ level of 60 to be selected for participation in the final quality 

assessment. This possibly prevented persons with ID with age < 16 and IQ level 

< 60 who would have been able to answer (some of) the questions, to 

participate in the study. As a result, some valuable information, which could 

have been provided by this group of clients, possibly did not come to the front. 

However, the disadvantage of this particular selection restriction was supposed 

to be outweighed by preventing that many interviews had to be conducted to be 

left with only a few usable interviews. Besides, it has to be noticed that the 

quality of all the trajectories of persons with ID beneath 15 years of age and 

with an IQ level under 60 did have the possibility to be assessed by their parents 
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and/or relatives during the final quality assessment by means of the QUALITRA-

ID-P. 

Finally, in case of some of the interviews with the QUALITRA-ID, the 

clients were accompanied by a parent or relative who actually interfered at times 

in the conversations. Although attendants were requested not to interfere in the 

conversations and although there was an active search for the opinions of the 

clients, the attendance of parents and/or relatives could have had influence on 

the study results. However, in some instances it appeared that it was beneficial 

when relatives actually did contribute to the conversation, because obviously it 

helped clients to get their story about the trajectories complete. This not only 

was beneficial for the quality of the collected data in the final quality 

assessment, but also in the phase of identification of relevant topics for the 

development of the QUALITRA-ID during the pilot study. However, it is of utmost 

importance to take care that relatives only communicate facts (e.g., duration of 

the trajectory or identification of the care institutes that were consulted), and 

not opinions and feelings of the clients.          

 

PRACTICAL IMPLICATIONS AND RECOMMENDATIONS   

The results of the first part of this thesis indicate that it was of utmost 

importance to actively involve people with ID and their parents and/or relatives 

in the development of the QUALITRA-ID(-P). Chapter 2 shows that the views of 

clients and their parents and/or relatives on quality differ considerably from 

those of professionals and researchers. This indicates that it was impossible to 

develop a measurement instrument, in this case the QUALITRA-ID(-P), that had 

to represent the perspectives of clients and their parents and/or relatives, 

without consulting them extensively. However, Part 1 also demonstrates that the 

quality aspects identified by clients and their parent and/or relatives needed to 

be complemented with quality determinants from literature. For example, the 

quality aspects identified by means of the focus group discussions were 

minimally related to the quality determinants of integrated care as known from 

the literature, probably because the participants had difficulties to have an 

overview of the coherence of trajectories. Finally, the results of Chapter 3 

indicate that persons with ID and their parents and/or relatives had to be 

approached separately during the development of the QUALITRA-ID(-P) and 

during the quality assessments itself, because they value different quality 

aspects of trajectories. 

The final version of the QUALITRA-ID(-P), as presented in the second 

part of this thesis, is the first systematically constructed instrument that 

provides persons with ID and their parents and/or relatives the possibility to 

assess the quality of trajectories from their own perspectives. When the 
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QUALITRA-ID(-P) is used periodically, care providers can use the results of 

quality assessments to increase their understanding of the quality experiences 

and judgments of their clients and the parents and/or relatives of their clients. 

In addition, it helps them to decide which quality aspects ought to be included in 

quality improvement processes in order to develop high-quality care and service 

trajectories in accordance with the wishes, wants, needs, and demands of their 

clients. Furthermore, the QUALITRA-ID(-P) can be used for the careful 

examination of the characteristics of the diverse organizations involved in 

trajectories that may reveal key attributes that facilitate – or hinder – the 

development and maintenance of high-quality trajectories. Then, it is possible to 

obtain insight in examples of ‘best practices’. Finally, clients and their parents 

and/or relatives possibly become able to receive more insight in the course of 

trajectories. This might help them to find much easier adequate routes to care 

and services in future and, possibly, to steer their own trajectories in more 

optimal ways.  

The QUALITRA-ID consists of a personal conversation and a closed-

ended part. The purpose of the personal conversation part is to prepare the 

respondent for the closed-ended part. The more time and attention is given to 

the personal conversation, the more openly clients tell about their subjective 

feelings and personal opinions. In addition, the conversations help them to 

become familiar with the interview topics. Finally, the interviews also revealed 

that the personal conversations are very important for the interviewer to 

become familiar with the client’s living circumstances. These results imply that it 

is essential to have personal conversations with clients in order to receive 

meaningful insight into their quality experiences. This conclusion is strongly 

comparable with the conclusion of Engels, Arkesteyn, and Van Soest (2008) 

about the feasibility of the Consumer Quality-index for people with intellectual 

disabilities. Their research shows that the desired information only comes to the 

front if the topics of the CQI are discussed during a personal conversation 

between client and interviewer and if the interviewer ‘searches for the living 

environment’ of the client. In using the QUALITRA-ID, the personal 

conversations are extremely valuable in complementing and clarifying the 

information that is given by means of the closed-ended questions. It is 

undesirable to only use the closed-ended part of the QUALITRA-ID. 

Based upon the results of the quality assessment by means of the 

QUALITRA-ID, as presented in the third part of this thesis, it is suggested to 

stimulate the active dialogue between clients and professionals, during and after 

trajectories are finished, about the wishes, expectations, and concerns of clients. 

This recommendation fits into current societal developments that have led to the 

increased attention for principles as ‘demand-driven care’, ‘empowerment’, and 
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‘autonomy’, which argue that the needs, wants, wishes, goals, and demands of 

patients have to be the points of departure instead of the supply of care (e.g., 

Maes, Bruyninckx, & Goffart, 2003; Meininger, 2001; Rijckmans, Garretsen, Van 

de Goor, & Bongers, 2007; Wilson, Clegg, & Hardy, 2008). However, many 

clients have difficulties to make their needs for help known and to understand 

the, possibly negative, consequences of their decisions (Meininger, 2001). In 

this regard, the concept ‘partnership between caregiver and care-receiver’ also 

receives increasing attention within the disability sector (Maes et al., 2003; 

Meininger, 2001), which is ‘a relation which demands real dialogue and veritable 

encounter’, which ‘is long lasting’, and ‘requires a process of careful listening 

and interpreting’ (Meininger, 2001, p. 247). The recommendation to stimulate 

the dialogue between clients and professionals strongly fits in this partnership 

principle.  

Based upon the results of the quality assessment by means of the 

QUALITRA-ID-P, it is recommended to pay special attention to the following 

topics in the development of programmes to improve the quality of care and 

service trajectories. First, care institutes can learn from each other by 

investigating why the one institute has higher quality scores than other 

institutes. Then, the obtained results could provide input for joint quality 

improvement programmes and can be used to provide examples of ‘best 

practices’. Second, the present study found that it does not make a difference 

whether the trajectories refer to one or more life domains at the same time. 

Although this finding was unexpected, Chapter 7 presented some explanations 

for this finding. However, it is recommended to investigate more thoroughly 

whether or not possible interactions between trajectories referring to multiple 

life domains have influence on quality experiences. Third, the present study 

found that it really does make a difference for quality judgments of the final 

delivered support to which life domain the trajectories refer to. It is strongly 

recommended to investigate whether these differences are merely caused by the 

trajectories to arrange the final care and services or by the specific care and 

services ultimately delivered in the life domains itself. Fourth, it is recommended 

to investigate why a large group of respondents stated that the requests for help 

of their children/relatives have not been answered. Possibly, in spite of the 

selection criterion for participation, the trajectories of the children/relatives of 

these respondents were not finished yet. It is important to investigate whether 

this has something to do with possible disagreements between institutes and 

their clients about the moment the trajectories were finished. This is of utmost 

importance in developing quality improvement processes. Fifth, parents and/or 

relatives with lower general secondary and vocational education gave higher 

quality scores to items concerning their centrality in trajectories and the 
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easiness to get social workers around the table, than parents and/or relatives 

with a higher degree of (vocational) education. This is very much in line with 

findings of Damman et al. (2009), and O’Malley et al. (2005), who found that 

respondents with higher levels of education generally are more critical in their 

evaluation of quality of care. This possibly indicates that there is a difference in 

degree of maturity between these groups of parents and/or relatives. This might 

lead to differences in exactingness between both groups. It is recommended to 

take the increasing maturity in certain groups of parents and/or relatives into 

account in designing quality improvement processes, next to the lack of maturity 

in other groups. Sixth, the results reveal that the quality perception of 

trajectories decreases as the number of consulted care institutes increases. This 

is plausible, because it is quite imaginable that the complexity of trajectories 

increases when more institutes are consulted. Therefore, it is recommended to 

take the number of involved care institutes into account in designing quality 

improvement processes. Seventh, the results indicate that it does not make a 

difference whether parents and/or relatives and their children/relatives are 

younger or older. In contrast to the assumption that older parents and/or 

relatives would have more experience with the process of going through 

trajectories, it could be stated, with some caution, that the amount of 

experience has no positive influence on quality judgments. In addition, in 

contrast to the assumption that the older generation of parents and/or relatives 

are less demanding and mature than the younger generation, it could be stated, 

with some caution, that the degree of exactingness and maturity has no positive 

influence on quality judgments when related to age. However, it is 

recommended to further investigate whether it makes a difference how much 

experience parents and/or relatives have with trajectories and whether it makes 

a difference whether they are more or less demanding and mature. Eighth, the 

results indicate that items that refer directly to requests for help and items that 

refer to choosing the appropriate care and services belong to the most important 

items. In addition, parents and/or relatives attached high value to keeping 

agreements. It is recommended to pay special attention to these items in 

developing quality improvement programmes. Finally, the availability of care 

institutes and the frequency as well as intensity of support are indicated as 

being relatively less important. This contrasts with views expressed in the focus 

group discussions preceding the development of the QUALITRA-ID-P. Possibly, 

parents and/or relatives do not rate these items as important due to a strong 

belief that it is impossible to improve the quality of trajectories by improving 

these aspects. It is strongly recommended to investigate whether or not this is 

the case, because, then, this clearly deserves attention in designing future high-

quality trajectories.       
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THE APPICABILITY OF THE QUALITRA-ID(-P) 

The implementation of the QUALITRA-ID(-P) 

In future, persons with ID, their parents and/or relatives, and care and service 

providers will only profit from using the QUALITRA-ID(-P) when the instrument 

is implemented in practice in a sound and structural way. In the development of 

an implementation strategy, two important questions have to be considered: 

‘Which person(s) or which organization(s) need to initiate and coordinate the 

use of the QUALITRA-ID(-P)?, and When should the QUALITRA-ID(-P) be 

administered?. 

 The QUALITRA-ID(-P) represents the perspectives of persons with ID 

and those of  their parents and/or relatives. This argues in favour of the 

initiation and coordination of the use of the instrument by, or at least in 

cooperation with, client counsils of care and service institutes, client interest 

groups and interest groups for parents and/or relatives. In case the instrument 

is administered exclusively by care and service providers, then, there is danger 

that only attention is paid to issues for quality improvement they consider 

achievable.  

 Care and service trajectories are started and finished every day. The 

QUALITRA-ID(-P) can be used as a tool to structurally monitor the quality of 

such trajectories in two different ways. First, the instrument can be used 

periodically among a large group of clients and parents and/or relatives who 

have finished their trajectories during a specified period. Second, the instrument 

can also be permanently used as an ‘exit instrument’. This means that the 

instrument is administered at the moment that clients start receiving the chosen 

support and that it is used to evaluate the preceding trajectory. In this regard, it 

is valuable to use the QUALITRA-ID(-P) in combination with regular satisfaction 

instruments used by care and service providers, for example, the Consumer 

Quality-index (CQI). The CQI is the standard measurement instrument to assess 

the quality of care in general from the patient’s perspective in the Netherlands 

(Delnoij & Hendriks, 2008).  

 In case the QUALITRA-ID(-P) used as an exit instrument by the ultimate 

providers of the care and services, the results of the quality assessments 

generate information about the quality of provided support not only for the 

institute that uses it as an exit instrument, but also for all other care and service 

institutes that were involved earlier in the trajectories. It is important that these 

care and service institutes also receive feedback information about their quality 

scores and that the quality scores of all institutes are considered together, 

because the quality of trajectories depends to a great extent on the joint 

activities of multiple and diverse care and service providers. Therefore, it might 

be advisable that all organizations that might take part in trajectories collectively 
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appoint one or more persons or organizations that are supposed to initiate and 

coordinate the use of the QUALITRA-ID(-P) and to develop and coordinate or to 

advise on quality improvement processes on behalf of the collective. In case this 

is left to the institutes that use the instrument as exit instrument, it could 

happen that these institutes will assess, and possibly criticise, the other 

institutes that are involved in the trajectories of their clients on the basis of the 

quality judgments they did collect. When this is supposed to be undesirable by 

the organizations that might take part in trajectories, this can also be solved by 

the appointment of one or more persons or organizations that are supposed to 

initiate and coordinate the use of the QUALITRA-ID and subsequent quality 

improvement processes.    

  

The relation of the QUALITRA-ID(-P) to other quality assessment 

instruments 

As explained above, the QUALITRA-ID(-P) can be used in combination with the 

Consumer Quality-index (CQI). In implementing the QUALITRA-ID(-P), it is in 

any case valuable to have knowledge about the differences between the 

QUALITRA-ID(-P) and other assessment instrument concerning quality of care 

and service delivery. In this section, the QUALITRA-ID(-P) is positioned against 

the Quote-Disabled, the CAHPS instrument, and the CQI Disability Care, which 

are all authoritative and frequently used quality assessment instruments. 

 The Quote-Disabled is developed in the Netherlands in order to assess 

the opinions, ideas, wishes, and experiences of persons with disabilities 

regarding the quality of care. Quote stands for QUality Of care Through the 

patient’s Eyes. The input for the Quote-Disabled is provided by persons with 

disabilities themselves by means of focus group discussions and personal 

conversations. The Quote-Disabled is conducted in writing and consists of a part 

in which the experiences of clients are central and a part in which clients are 

asked to indicate the topics they find the most important 

(http://www.nivel.nl/cqindex/). The CAHPS instrument is developed in the 

United States and is meant to measure patients’ experiences with ambulatory 

and facility-level care. CAHPS stands for Consumer Assessment of Healthcare 

Providers and Systems. The CAHPS instrument is conducted in writing and its 

input is determined by means of conversations with patients themselves 

(http://www.cahps.ahrq.gov/default.asp). The CQI Disability Care is developed 

in the Netherlands and is concerned with the measurement, analysis, and 

reporting of clients’ experiences with care. The CQI is conducted in writing and is 

developed from the perspective of the service user. The CQI Disability Care 

consists of an interview questionnaire for clients and a written questionnaire for 

parents and/or relatives. The CQI is based upon the Quote instrument and the 
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CAHPS instrument (http://www.centrumklantervaringzorg.nl/vragenlijsten/ 

gehandicaptenzorg.html).       

 The QUALITRA-ID(-P) shows similarity with the Quote-Disabled, the 

CAHPS instrument, and the CQI Disability Care. First, all instruments are 

focused on the perspectives of service users instead of those of professionals. 

This means, amongst others, that the content of the instruments is determined 

in close collaboration with service users. Second, as in the Quote-Disabled and 

the CQI Disability Care, the QUALITRA-ID(-P) pays attention to the experiences 

of respondents and to the question what topics they belief to be more or less 

important.  

The QUALITRA-ID(-P) also shows differences with the other instruments. 

The first and most important difference is that the main focus of the QUALITRA-

ID(-P) is on the quality of care and service trajectories, in which multiple and 

diverse institutes are involved, that precede the actual care and service delivery, 

while the focus of the Quote-Disabled, the CAHPS instrument, and the CQI 

Disability Care is primarily on the quality of the delivery of care and services 

itself. As a result, the QUALITRA-ID(-P) especially looks after the integration of 

care and service delivery and the collaboration between institutes, while the 

other instruments pay minimal attention to this topic. This does not mean that 

the Quote-Disabled, the CAHPS instrument, and the CQI Disability Care do not 

have some topics in common with the QUALITRA-ID(-P). However, only the 

QUALITRA-ID(-P) is concerned with the support provided preceding the actual 

delivery of care and services. For example, one of the topics in the Quote-

Disabled is whether professionals and institutes gear their care delivery to one 

another. This topic also receives attention in the QUALITRA-ID(-P). However, in 

the QUALITRA-ID(-P), this topic refers to the collaboration between institutes to 

arrange the delivery of care and services, while the issue in the Quote-Disabled 

refers to the collaboration between institutes during care and service delivery 

itself. The CAHPS instrument has the most topics in common with the 

QUALITRA-ID(-P). However, the CAHPS instrument is focused on the execution 

of health care plans during the last 12 months, while the QUALITRA-ID(-P) is 

primarily focused on the period before the coming about of and participation in 

health care plans. These differences between the QUALITRA-ID(-P) and the 

other instruments make clear that the QUALITRA-ID(-P) complements the 

existing pool of instruments and is not ‘more of the same’.  

Another way in which the QUALITRA-ID(-P) contrasts with the other 

instruments is that the QUALITRA-ID(-P) consists of separate versions for the 

life domains of Living Arrangements, Care, Employment, Day Activities, 

Education, and Leisure Time. The benefit of this is that all support areas receive 

attention within the QUALITRA-ID(-P). In addition, the subdivision makes it 
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possible to adapt the terminology to the different life domains. This makes it 

easier to gear to the clients’ perceptions of their positions in life, which makes it 

easier for the respondents to express their quality experiences.  

The third and last difference between the QUALITRA-ID(-P) and the 

other instruments is that, although the CQI Disability Care consist of separate 

versions for clients and their parents and/or relatives, the QUALITRA-ID(-P) is 

the only instrument that subdivides the oral interview for clients in a personal 

conversation and a closed-ended part. The personal conversations are highly 

individually tailored and are extremely convenient for clients to express their 

own perspectives. Therefore, the personal conversations are of utmost 

importance to complement and clarify the information that is given by means of 

the closed-ended questions. The development of the QUALITRA-ID made clear 

that it is questionable whether the quality experiences of clients are reliable if 

they are measured only by means of closed-ended questions.  

 

RECOMMENDATIONS FOR FUTURE RESEARCH 

The present study results in three recommendations for future research. First, it 

is recommended to investigate how to increase the response rates on the 

QUALITRA-ID(-P). Concerning the oral interview, it only is possible to 

quantitatively analyse the answers to the closed-ended part and to present the 

results in figures if sufficient clients participate in the study. The personal 

conversation is extremely important in working with the QUALITRA-ID, because 

it complements and clarifies the information provided by means of the closed-

ended part. However, in order to initiate well-founded quality improvement 

processes, it is of utmost importance to have the disposal of quantitative 

information about the quality experiences of a large group of clients. In the 

present study, it appeared difficult to make persons with ID enthusiastic to 

participate. In future, it possibly is an option to increase the response rate by 

making follow-up appointments in which the interview can be conducted. These 

appointments can be made during the final consultation between client and care 

consultant before the start of the delivery of the support applied for. In this way, 

the purpose of the QUALITRA-ID can be explained orally by the care consultants, 

which possibly increases the chance that clients feel committed to participate. In 

order to increase the response rates on the QUALITRA-ID-P, it is important to 

receive more insight in how to reach the target population better. During the 

present study, the questionnaires were dispatched by post mailing. However, in 

future, it may be more beneficial to make the respondents fill out the 

questionnaires in groups on one central location or directly after their final 

consultation with their care consultants. In these ways, the purpose of the 

QUALITRA-ID-P can be explained orally, which increases the chance that 
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respondents come to recognize the necessity of the questionnaire and actually 

fill it out. In addition, it is recommended to receive more insight in the influence 

of educational levels and cultural background on the response rates on the 

QUALITRA-ID-P. Finally, it is important to improve its user-friendliness, for 

example, by improving the lay-out and the design of the matrix statements and 

by decreasing the length of the scale. Looking at the internal consistency 

coefficients, some redundancy is present. This suggests it would be possible to 

delete some items in the scales, still keeping Cronbach’s alpha at a high level. A 

shorter questionnaire is easier to fill out, which may have positive effects on the 

response rate and in any case decreases the costs involved in a survey.      

The second recommendation for future research concerns the validity 

and reliability of the QUALITRA-ID(-P). During the development of the oral 

interview, several techniques were used to improve its validity. The construct 

validity of the QUALITRA-ID was attended by a literature review on integrated 

care, the search for authoritative models for quality assessment of care and 

service delivery, and by using the well-defined method of focus group 

discussions. In addition, the validity was considered by reconsidering the 

formulations of the questions in the light of the direct comments and 

suggestions of the respondents and upon their answers as based upon their 

subjective interpretation of the questions. The construct validity of the 

QUALITRA-ID-P was attended by considering the content domain of the quality 

of care and service trajectories. During focus group discussions, persons with ID 

and parents and/or relatives were asked to indicate on the basis of which 

aspects they assess their quality experiences of care and service trajectories. In 

addition, the literature on integrated care was reviewed to complement the 

quality aspects identified by the parents and/or relatives. Furthermore, the 

quality aspects were related to two authoritative models for quality assessment 

of care and service delivery. Finally, the completeness of the QUALITRA-ID-P 

was examined during two stages of refinement. However, in the next phases of 

validity studies, it is necessary to attend also the internal structure and 

statistical network of the QUALITRA-ID-P, which are, next to the content 

validity, also important elements of the construct validity. In addition, the focus 

should shift also to the criterion-oriented validity of the QUALITRA-ID-P in order 

to investigate whether or not the quality experiences with trajectories can 

predict in how far people experience, for example, ‘quality of life’ or ‘well-being’. 

Finally, it is important to regularly re-consider the validity of the QUALITRA-ID(-

P). For example, changes in the system of care and service delivery may require 

alterations in the item pool of the instrument in order to protect its content 

validity.  
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The preliminary psychometric evaluation of the QUALITRA-ID-P indicated 

a good reliability. However, in future, it is necessary to conduct more empirical 

research on the QUALITRA-ID-P in order to determine whether the instrument 

remains reliable. In the present study, it was impossible to consider the 

reliability of the QUALITRA-ID, because it was impossible to analyse 

quantitatively the answers to the closed-ended part of the interview. In future 

research, it is necessary to test the internal consistency as well as the test-

retest reliability of the interview.  

The third recommendation for future research concerns the broader 

applicability of the QUALITRA-ID(-P). The present study was carried out in the 

Noord-Brabant region of the Netherlands. Because strong similarities exist in the 

organization of care and support in all Dutch regions, the results should be 

representative for the overall Dutch situation. However, it is interesting to 

investigate whether the instrument can be adapted to other care sectors in 

which patients/clients go through long-term care and service trajectories in 

which multiple and diverse care organizations are involved, such as the sector 

for elderly care. In addition, it could also be valuable to adapt the QUALITRA-

ID(-P) to subsectors within the care and service sector for persons with ID. In 

the Netherlands, for example, the instrument might be applicable to the ‘autism 

chain’, in which organizations form collaborative relationships in order to provide 

integral care and support to persons with autism and their families. Finally, care 

and service providers might consider adopting some of the topics of the 

QUALITRA-ID(-P) into the quality assessment instruments they regularly use.  
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APPENDICES 

 

 
THE QUALITRA-ID (VERSION FOR LIVING ARRANGEMENTS)*  
 
THE QUALITRA-ID-P (VERSION FOR EMPLOYMENT)*     

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

* The QUALITRA-ID(-P) consists of separate versions for the life domains of care, living 

arrangements, education, employment, day activities, and leisure time. The amount and 

content of the questions is the same for all versions, but the terminology used is adapted 

to the different life domains. The appendices present the QUALITRA-ID for ‘living 

arrangements’ and the QUALITRA-ID-P for ‘employment’. 

 
 
 



 

 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 



183 

 

 

 

 

QUALITRA-ID 

 

 

 
Mondeling interview voor mensen met een 

verstandelijke beperking over de kwaliteit van 

hun trajecten van zorg- en dienstverlening  

 
 

 

 

 

 

 

 

 

 

 

WONEN 
 

 

 

 

 

 

 

 

 
Wetenschappelijk centrum voor transformatie in zorg en welzijn 



184 

 

Toelichting 
 
 
Door middel van dit mondelinge interview kunnen cliënten hun oordeel geven 
over de kwaliteit van trajecten van zorg- en dienstverlening op het 
levensdomein wonen.  
 
 

Het mondeling interview bestaat uit drie stappen: 
 
Stap 1: Achtergrondinformatie 

Hier worden een aantal vragen gesteld over de achtergrondsituatie van de 
betreffende cliënt. Deze vragen moeten samen met de cliënt worden ingevuld 
voor het afnemen van het interview. Let op: het kan zo zijn dat de hulpvraag die 
ertoe heeft geleid dat de woonsituatie van de cliënt is veranderd in eerste 
instantie niet over wonen ging. Het kan bijvoorbeeld zijn dat de hulpvraag van 
de cliënt was gericht op ondersteuning bij gedragsproblemen en dat op basis 
van die vraag is besloten om een woontraject in te gaan.             
 
Stap 2: Open gespreksvragen over de kwaliteit van het traject  

De bedoeling van stap 2 is dat met de cliënt gesproken wordt over het 
woontraject dat de cliënt doorlopen heeft. Dit geeft de cliënt de mogelijkheid om 
zijn of haar verhaal te vertellen en zo vertrouwd te raken met het onderwerp. 
De cliënt hoeft de vragen niet te beantwoorden aan de hand van een 
antwoordschaal. De volgorde van de vragen is richtinggevend, maar het is niet 
erg als bepaalde vragen tijdens het natuurlijke verloop van het gesprek eerder 
of later aan bod komen. Het is echter wel belangrijk dat wordt geprobeerd om 
de cliënt over alle vragen te laten vertellen. Indien nodig kunnen er extra vragen 
worden gesteld om de cliënt te stimuleren zijn of haar verhaal te doen. Het is 
belangrijk om te voorkomen dat de cliënt wordt gestuurd in zijn of haar oordeel 
over de onderwerpen die aan bod komen. Als alle vragen zijn behandeld en de 
cliënt vertrouwd is met het onderwerp, kan worden doorgegaan met stap 3.  
 
Stap 3: Gesloten gespreksvragen over de kwaliteit van het traject  
Hier komen dezelfde vragen aan bod als tijdens stap 2, maar nu is het de 
bedoeling dat de cliënt zijn of haar oordeel geeft aan de hand van de 
antwoordmogelijkheden ‘nee’, ‘een beetje’ en ‘ja’. Het is tijdens deze stap dus 
niet de bedoeling dat nogmaals in gesprek wordt gegaan met de cliënt. Als de 
cliënt een vraag niet begrijpt is het belangrijk om te proberen de vraag te 
verduidelijken zonder het antwoord te sturen. Als de cliënt het moeilijk vindt om 
uit het hoofd één van de antwoordalternatieven te kiezen, dan kan hij of zij het 
antwoord aanwijzen op de van tevoren toegelichte antwoordschaal met smilies. 
Naast de antwoordmogelijkheden ‘nee’, ‘een beetje’ en ‘ja’, kan er ook gekozen 
worden voor de antwoorden ‘ik weet het niet’ en ‘niet van toepassing’. Let op: ‘ik 
weet het niet’ alleen aankruisen als de cliënt het antwoord echt niet weet, maar 
de vraag wel van toepassing is, en ‘niet van toepassing’ alleen aankruisen als de 
vraag niet van toepassing is.  
 
 
Het afnemen van het interview duurt naar schatting ongeveer 60 minuten. 
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Stap 1: Achtergrondinformatie 
 
 
1. Naam cliënt:    ________________________________ 
 
2. Leeftijd cliënt:   ________________________________ 
 
3. Geslacht cliënt:    man 
      vrouw 
 

 
4. De woonsituatie van deze cliënt is een tijdje geleden veranderd. Wat was de 
hulpvraag van de cliënt die ertoe geleid heeft dat zijn of haar woonsituatie is 
veranderd? 
 
________________________________________________________________ 
 
________________________________________________________________ 
 
________________________________________________________________ 
 
________________________________________________________________ 
 
________________________________________________________________ 
 
 
5. Wat was de aanleiding voor de cliënt om deze hulpvraag te stellen?1  
  
________________________________________________________________ 
 
________________________________________________________________ 
 
________________________________________________________________ 
 
________________________________________________________________ 
 
________________________________________________________________ 
 
 
 
 
 
 
 
Datum:     ________________________________ 

                                                   
1 Voorbeeld: de cliënt wilde/kon niet meer bij zijn of haar ouders wonen. 
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Stap 2: Open gespreksvragen 
 
 

1. Vragen met betrekking tot de huidige woonsituatie:  
 
Kun je mij vertellen... 

- waarom je hier bent komen wonen? 
- hoe lang je hier al woont? 
- waar je hiervoor hebt gewoond? 
- waarom je daar niet wilde/kon blijven? 
 

 
2. Vragen over het oordeel over de huidige woonsituatie: 
 
Kun je mij vertellen... 

- of je het fijn vindt om hier te wonen?  
- of je je fijner of minder fijn voelt dan voor je hier kwam wonen? 
- of je hier graag wilt blijven wonen of dat je liever ergens anders zou willen 
wonen? 
- of het wonen hier is zoals je het gehoopt had? 
- of er hier mensen zijn met wie je kunt praten als je graag wilt dat er hier 
iets verandert? 
- of je het gevoel hebt dat jouw begeleiders begrijpen wat je wel en wat je 
niet zelf kunt? 
- of je steeds door dezelfde begeleiders wordt verzorgd en geholpen? 

 

 
3. Vragen met betrekking tot de zoektocht naar een plaats om te wonen: 
 
Kun je mij vertellen... 

- of je het in het begin fijn vond dat je zou gaan verhuizen?  
- met welke hulpverleners/zorginstanties je allemaal een gesprek hebt 
gehad voordat je hier kon gaan wonen? 
- of het moeilijk was om iemand (een persoon of organisatie) te vinden om 
je te helpen met het zoeken van een nieuwe plek om te wonen?  
- of je graag geholpen wilde worden met het zoeken naar een nieuwe plek 
om te wonen? 
- of ze aan jou gevraagd hebben wat jouw wensen waren over waar jij graag 
wilde gaan wonen? 
- of ze je hebben verteld welke woningen/instellingen voor jou allemaal 
geschikt waren om te gaan wonen?  
- of je bij een paar verschillende woningen/instellingen bent gaan kijken om 
te zien hoe het er was?  
- of er, toen je op zoek ging naar een plek om te wonen, meerdere 
woningen/instellingen waren waar ze plek voor jou hadden?  
- of je zelf mocht meebeslissen of je hier wilde gaan wonen? 
- of je eigenlijk liever ergens wilde wonen waarvan men zei dat dat niet kon? 
- of het lang duurde voordat je hier kon gaan wonen? 
- of je er tegenop zag om hier te gaan wonen?  
- of ze je, voordat je hier kwam wonen, hebben verteld hoe het hier zou 
zijn?  
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- of je hier, voordat je hier kwam wonen, alvast een keer bent komen kijken 
om te zien hoe het er was? 
- of je, voordat je hier kwam wonen, alvast een keer kennis hebt gemaakt 
met de begeleiders? 
- of je, voordat je hier kwam wonen, alvast een keer kennis hebt gemaakt 
met de andere mensen die hier wonen? 
- of je, nu je hier woont, nog weleens een gesprek hebt over hoe het traject 
is verlopen met degene die jou heeft geholpen met het zoeken naar een plek 
om te wonen? 
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Stap 3: Gesloten vragen 
 
 

1. Vond je het in het begin fijn dat je zou gaan verhuizen? 
 

 Nee     (� 1a)  
 Een beetje    (� 1a) 
 Ja     (� 2) 
 Ik weet het niet   (� 2)  

 
1a. Hebben ze je uitgelegd waarom het het beste was om te gaan 
verhuizen?  

 
  Nee   (� 1b)    

 Een beetje  (� 1b)   
 Ja   (� 1c)     
 Ik weet het niet (� 1c)  
 Niet van toepassing (� 1c)    

  

1b. Wat vind je daarvan? 
 

 Niet erg  (� 1c)     
 Een beetje erg  (� 1c)   
 Wel erg   (� 1c)     
 Ik weet het niet (� 1c)   

 

1c. Begrijp je nu waarom het het beste was om te gaan verhuizen? 
 
  Nee     

 Een beetje   
 Ja     
 Ik weet het niet      

 
2. Was het moeilijk om (organisatie/naam invullen) te vinden om je te helpen 

met het zoeken naar een nieuwe plek om te wonen? 
 

 Nee      
 Een beetje     
 Ja      
 Ik weet het niet     
 Niet van toepassing   

  

3. Wilde je graag geholpen worden met het zoeken naar een nieuwe plek om te 
wonen?  

 
 Nee     (� 3a)  
 Een beetje    (� 3a) 
 Ja     (� 4) 
 Ik weet het niet   (� 4)  
 Niet van toepassing   (� 4) 
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3a. Ben je achteraf blij dat je geholpen bent met het zoeken naar een 
nieuwe plek om te wonen?  

 
  Nee     

 Een beetje    
 Ja     
 Ik weet het niet   

 
4. Hebben ze aan jou gevraagd wat jouw wensen waren over waar jij graag 

wilde gaan wonen?  
 

 Nee     (� 4a)  
 Een beetje    (� 4a) 
 Ja     (� 5) 
 Ik weet het niet   (� 5)  
 Niet van toepassing   (� 5) 

 
 4a. Wat vind je daarvan?  
 
  Niet erg    

 Een beetje erg   
 Wel erg    
 Ik weet het niet 

 
5. Hebben ze aan jou verteld welke woningen/instellingen voor jou allemaal 

geschikt waren om te gaan wonen? 
 

 Nee     (� 5a)  
 Een beetje    (� 5a) 
 Ja     (� 6) 
 Ik weet het niet   (� 6)  
 Niet van toepassing   (� 6) 

 
 5a. Wat vind je daarvan?  
 
  Niet erg    

 Een beetje erg   
 Wel erg    
 Ik weet het niet 

 
6. Ben je bij een paar verschillende woningen/instellingen gaan kijken om te 

zien hoe het er was?  
 

 Nee     (� 6a)  
 Ja     (� 7) 
 Ik weet het niet   (� 7)  
 Niet van toepassing   (� 7) 
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6a. Wat vind je daarvan?  
 
  Niet erg   

 Een beetje erg  
 Wel erg    
 Ik weet het niet 

 
7. Toen je op zoek ging naar een plek om te wonen, waren er toen meerdere 

woningen/instellingen waar ze plek voor jou hadden? 
 

 Nee       
 Ja      
 Ik weet het niet     
 Niet van toepassing 

 
8. Mocht je zelf meebeslissen of je hier graag wilde gaan wonen? 
 

 Nee     (� 8a)  
 Een beetje    (� 8a) 
 Ja     (� 9) 
 Ik weet het niet   (� 9)  
 Niet van toepassing   (� 9) 

 
 8a. Wat vind je daarvan?  
 
  Niet erg    

 Een beetje erg   
 Wel erg    
 Ik weet het niet 

 
9. Wilde je eigenlijk liever ergens wonen waarvan men zei dat dat niet kon? 
 

 Nee    (� 10)  
 Een beetje    (� 9a) 
 Ja     (� 9a) 
 Ik weet het niet   (� 10)  
 Niet van toepassing   (� 10) 

 

9a. Hebben ze gevraagd waarom je eigenlijk liever ergens anders wilde 
wonen? 
 

  Nee   (� 9b) 
 Een beetje      (� 9b) 
 Ja       (� 9c) 
 Ik weet het niet  (� 9c)  
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9b. Wat vind je daarvan?  
 

 Niet erg      (� 9c)  
 Een beetje erg    (� 9c) 
 Wel erg       (� 9c) 
 Ik weet het niet   (� 9c)  

 
9c. Hebben ze uitgelegd waarom je niet ergens anders kon gaan wonen? 

 
  Nee       (� 9d) 

 Een beetje      (� 9d) 
 Ja       (� 9e) 
 Ik weet het niet  (� 9e)  

 
 9d. Wat vind je daarvan?  
 
  Niet erg            (� 9e) 

 Een beetje erg   (� 9e) 
 Wel erg      (� 9e) 
 Ik weet het niet  (� 9e) 

 
9e. Begrijp je nu waarom je niet ergens anders kon gaan wonen? 

 
  Nee       (� 10) 

 Een beetje      (� 10) 
 Ja       (� 10) 
 Ik weet het niet  (� 10)  

 
10. Duurde het lang voordat je hier kon gaan wonen? 
 

 Nee     
 Een beetje    
 Ja      
 Ik weet het niet     
 Niet van toepassing 

 
11. Zag je er tegenop om hier te gaan wonen? 
 

 Nee     (� 11a)  
 Een beetje    (� 11a) 
 Ja     (� 12) 
 Ik weet het niet   (� 12)  
 Niet van toepassing   (� 12) 

 

11a. Hebben ze je gerust kunnen stellen? 
 
  Nee     

 Een beetje    
 Ja     
 Ik weet het niet 
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12. Voordat je hier kwam wonen, hebben ze je toen verteld hoe het hier zou 
zijn? 

 
 Nee     (� 12a)  
 Een beetje    (� 12a) 
 Ja     (� 13) 
 Ik weet het niet   (� 13)  
 Niet van toepassing   (� 13) 

 
 12a. Wat vind je daarvan?  
 
  Niet erg    

 Een beetje erg   
 Wel erg    
 Ik weet het niet 

 
13. Voordat je hier kwam wonen, ben je hier toen alvast een keer komen kijken 

om te zien hoe het er was? 
 

 Nee     (� 13a)  
 Ja     (� 14) 
 Ik weet het niet   (� 14)  
 Niet van toepassing   (� 14) 

 
 13a. Wat vind je daarvan?  
 
  Niet erg    

 Een beetje erg   
 Wel erg    
 Ik weet het niet 

 
14. Voordat je hier kwam wonen, heb je toen alvast een keer kennisgemaakt 

met de begeleiders? 
 

 Nee     (� 14a)  
 Ja     (� 15) 
 Ik weet het niet   (� 15)  
 Niet van toepassing   (� 15) 

 
 14a. Wat vind je daarvan?  
 
  Niet erg    

 Een beetje erg   
 Wel erg    
 Ik weet het niet 
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15. Voordat je hier kwam wonen, heb je toen alvast een keer kennisgemaakt 
met de andere mensen die hier wonen? 

 
 Nee     (� 15a)  
 Ja     (� 16) 
 Ik weet het niet   (� 16)  
 Niet van toepassing   (� 16) 

 
 15a. Wat vind je daarvan?  
 
  Niet erg    

 Een beetje erg   
 Wel erg    
 Ik weet het niet 

 

16. Nu je hier woont, heb je nu nog weleens een gesprek over hoe het traject 
is verlopen met degene die jou heeft geholpen met het zoeken van deze 
plek om te wonen?  

 
 Nee     (� 16a)  
 Een beetje    (� 16a) 
 Ja     (� 17) 
 Ik weet het niet   (� 17)  
 Niet van toepassing   (� 17) 

 
 16a. Wat vind je daarvan?  
 
  Niet erg    

 Een beetje erg   
 Wel erg    
 Ik weet het niet 

 
17. Vind je het fijn om hier te wonen? 
 

 Nee      
 Een beetje    
 Ja      
 Ik weet het niet     
 Niet van toepassing 

 
18. Voel je je nu fijner dan voor je hier kwam wonen? 
 

 Nee     
 Een beetje    
 Ja      
 Ik weet het niet     
 Niet van toepassing 
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19. Zou je liever ergens anders willen wonen? 
 

 Nee      
 Een beetje    
 Ja      
 Ik weet het niet     
 Niet van toepassing 

 
20. Is het wonen hier zoals je het gehoopt had? 
 

 Nee     (� 20a)  
 Een beetje    (� 20a) 
 Ja     (� 21) 
 Ik weet het niet   (� 21)  
 Niet van toepassing   (� 21) 

 
 20a. Wat vind je daarvan?  
 
  Niet erg    

 Een beetje erg   
 Wel erg    
 Ik weet het niet 

 

21. Zijn er hier mensen met wie je kunt praten als je graag wilt dat er hier 
iets verandert? 

 
 Nee     (� 21a)  
 Een beetje    (� 21a) 
 Ja     (� 22) 
 Ik weet het niet   (� 22)  
 Niet van toepassing   (� 22) 

 
 21a. Wat vind je daarvan?  
 
  Niet erg    

 Een beetje erg   
 Wel erg    
 Ik weet het niet 

 
22. Heb je het gevoel dat jouw begeleiders begrijpen wat je wel en niet zelf 

kunt? 
 

 Nee     (� 22a)  
 Een beetje    (� 22a) 
 Ja     (� 23) 
 Ik weet het niet   (� 23)  
 Niet van toepassing   (� 23) 
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 22a. Wat vind je daarvan?  
 
  Niet erg    

 Een beetje erg   
 Wel erg    
 Ik weet het niet 

 
23. Word jij steeds door dezelfde begeleiders verzorgd en geholpen? 
 

 Nee     (� 23a)  
 Een beetje    (� 23a) 
 Ja     (� 24) 
 Ik weet het niet   (� 24)  
 Niet van toepassing   (� 24) 

 

 23a. Wat vind je daarvan?  
 
  Niet erg    

 Een beetje erg   
 Wel erg    
 Ik weet het niet 
 Niet van toepassing 

 
24. Aan het begin van ons gesprek vertelde je mij dat... (hier invullen wat er is 

gezegd onder vraag 4 van de achtergrondinformatie). Vind jij dat er een 
goede oplossing is gekomen voor deze hulpvraag/zorgvraag? 
   

 Nee  
 Een beetje 
 Ja 
 Ik weet het niet 
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Schriftelijke vragenlijst voor ouders en/of 

verwanten over de kwaliteit van trajecten van 

zorg- en dienstverlening voor mensen met een 

verstandelijke beperking  
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Wetenschappelijk centrum voor transformatie in zorg en welzijn 
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Toelichting 
 
 
De vragenlijst die voor u ligt gaat over het traject van zorg- en 
dienstverlening voor mensen met een verstandelijke beperking. Met 
‘mensen met een verstandelijke beperking’ worden alle mensen bedoeld die 
professionele hulp of zorg nodig hebben om goed te kunnen functioneren, 
bijvoorbeeld op school, op het werk, thuis of in de vrije tijd.  
 
Een traject van zorg- en dienstverlening bestaat uit alle stappen die moeten 
worden gezet om de hulp of zorg te krijgen die nodig is: 

− Het bespreken van de hulpvraag met hulpverleners. Een hulpvraag kan 
bijvoorbeeld gaan over het zoeken naar werk of over zelfstandig wonen; 

− Samen met hulpverleners wordt er gezocht naar en een keuze gemaakt 
voor passende hulp of zorg; 

− Als het nodig is wordt er voor deze gekozen hulp of zorg een indicatie 
aangevraagd; 

− Ten slotte wordt de definitieve hulp of zorg ontvangen, soms na een 
periode van ‘overbruggingszorg’. Overbruggingszorg is tijdelijke zorg die 
wordt gegeven als de zorg waarvoor eigenlijk gekozen is nog niet 
beschikbaar is, bijvoorbeeld vanwege een wachtlijst. 

  
Uw kind/familielid had een tijdje geleden een hulpvraag die ertoe geleid 

heeft dat hij of zij hulpverlening heeft ontvangen op het gebied van 
arbeid. Met deze vragenlijst willen wij graag uw oordeel horen over het traject 
dat u samen met uw kind/familielid heeft doorlopen om een antwoord te krijgen 
op de hulpvraag. De informatie die u geeft, kan door zorginstanties en 
hulpverleners gebruikt worden om het traject te verbeteren. Het oordeel van 
verstandelijk beperkten zelf wordt gevraagd door mondelinge interviews.   
 
In de vragenlijst wordt u eerst een aantal inleidende vragen gesteld om een 
beeld te krijgen van uw persoonlijke situatie. Daarna wordt er een aantal vragen 
gesteld over de verschillende stappen van het traject van zorg- en 
dienstverlening en over het traject als geheel. De vragen gaan over zaken waar 
u tijdens het doorlopen van een traject mogelijk mee te maken heeft gehad. 
Denk bij het beantwoorden van de vragen aan het traject dat u hebt 

doorlopen om een antwoord te krijgen op de hulpvraag van uw 
kind/familielid.  

 
Het invullen van de vragenlijst duurt ongeveer 30 minuten. Alle informatie die u 
in de vragenlijst geeft is vertrouwelijk en wordt anoniem verwerkt (dit betekent 
dat uw antwoorden niet door hulpverleners worden gezien). Wilt u de vragenlijst 
terugsturen in de bijgevoegde antwoordenvelop? Een postzegel is niet nodig!    
 
Als u nog vragen heeft kunt u altijd bellen of een e-mail sturen: 
 

- E-mail: A.Barelds@uvt.nl    
- Telefoon: 013 466 8338    

 
 
Alvast hartelijk bedankt voor het invullen van deze vragenlijst! 
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Invulinstructies 
 
In deze vragenlijst wordt u op twee verschillende manieren gevraagd om op de 
stellingen te antwoorden. Hieronder wordt voor elk van de twee manieren een 
voorbeeld gegeven.  
 
VOORBEELD 1: Ik ben blij met de hulp die mijn kind/familielid krijgt.  
 
Als u blij bent met de hulp die uw kind/familielid krijgt, maar u bent er ook weer 
niet heel erg blij mee, dan kruist u het tweede vakje aan: 
 
Ik ben blij met de hulp die mijn kind/familielid 
krijgt.  

 Helemaal eens 
 Eens 
 Niet eens/niet oneens 
 Oneens 
 Helemaal oneens 

 
VOORBEELD 2: 

 
Vraag: Wilt u alle hulpverleners of zorginstanties aankruisen waarmee u 

tijdens het hele traject van zorg- en dienstverlening te maken heeft 

gehad?  
 
Als u weleens contact heeft gehad met een zorgverzekeraar én met een 
kinderdagverblijf, dan kruist u de volgende vakjes aan: 
 

 Gemeente     Zorgverzekeraar     Kinderdagverblijf     
 
Vraag: Wilt u voor alle hulpverleners of zorginstanties die u hebt 
gekozen, aankruisen in hoeverre u het eens bent met de volgende 

vraag?  
 
Ik heb ervaren dat (de instanties die ik hierboven heb gekozen) mij 

vriendelijk te woord staan. 
 
U hoeft deze stelling alleen te beantwoorden voor de instanties die u hierboven 
heeft aangekruist, dus in dit voorbeeld voor zorgverzekeraar en 
kinderdagverblijf. Stel, u hebt ervaren dat de zorgverzekeraar u vriendelijk te 
woord heeft gestaan, maar dat het kinderdagverblijf u erg onvriendelijk te 
woord heeft gestaan. U vult de tabel dan als volgt in: 
 
 Helemaal 

eens 
Eens Niet eens/ 

niet oneens 
Oneens Helemaal 

oneens 
Gemeente      
Zorgverzekeraar      
Kinderdagverblijf      
Thuiszorgorganisatie      

 
Let op: Probeer steeds het antwoord te kiezen dat het beste bij u past. Alleen 
als een vraag echt niet op u van toepassing is, kunt u de vraag overslaan!  



200 

 

Achtergrondinformatie 
 
 

Deze vragen gaan over uzelf 
 
A. Hoe oud bent u? 
 
 __________________________________________________________ 
 
 
B.  Wat is uw geslacht?   Man  

 Vrouw 
 
 
C.  Wat is uw woonplaats? 
 
 __________________________________________________________ 
 
 
D.  Wat is uw land van herkomst? 
 

 Nederland     
 Suriname 
 Nederlandse Antillen of Aruba    
 Marokko     
 Turkije     
 Anders, namelijk______________________________________ 

 
   

E. Wat is de hoogste opleiding die u hebt afgerond? 
 

 Geen     LBO 
 Basisonderwijs    MBO   
 MAVO     HBO 
 HAVO      WO 
 VWO      Anders, namelijk_______ 

  
 
F. Wat is het netto inkomen per maand dat u voor uw gezin kunt besteden? 

(het netto inkomen is het inkomen na aftrek van alle belastingen en 
premies en dergelijke)  

 
 0 tot 799 Euro     
 800 tot 1599 Euro     
 1600 tot 2399 Euro 
 2400 tot 2999 Euro   
 3000 Euro of meer  
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Deze vragen gaan over uw kind/familielid met wie u het traject 

doorlopen heeft 
 
G. Wat is uw relatie tot uw kind/familielid met wie u het traject doorlopen 

heeft?   
 

 Ik ben de vader/moeder  (omcirkel wat van toepassing is)  
 Ik ben de echtgenoot/echtgenote (omcirkel wat van toepassing is) 

 Ik ben de broer/ zus  (omcirkel wat van toepassing is)  

 Ik ben de opa/ oma   (omcirkel wat van toepassing is)  

 Ik ben de oom/ tante   (omcirkel wat van toepassing is)  

 Ik ben de neef/ nicht  (omcirkel wat van toepassing is) 

 Anders, namelijk__________________________________________ 
 
 
H.  Hoe oud is uw kind/familielid met wie u het traject doorlopen heeft? 
 
 __________________________________________________________ 
 
 
I.  Wat is het geslacht van uw kind/familielid met wie u het traject 

doorlopen heeft?   
 

 Man     
 Vrouw   

 
 
J.  Kunt u in het kort beschrijven welke beperking dit kind/familielid heeft 

en hoe groot die beperking is?   
 

__________________________________________________________ 
__________________________________________________________ 
__________________________________________________________ 

 
 

Deze vragen gaan over het traject 

 
K. Een tijdje geleden had uw kind/familielid vragen/problemen waarvoor 

hulp nodig was. Deze vragen/problemen hebben ertoe geleid dat de 
arbeidssituatie van uw kind/familielid is veranderd. Kunt u in het kort 
beschrijven wat de hulpvraag van uw kind/familielid was die ertoe geleid 
heeft dat de arbeidssituatie van uw kind/familielid is veranderd?  

 
__________________________________________________________ 
__________________________________________________________ 
__________________________________________________________ 
__________________________________________________________ 
__________________________________________________________ 
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L. Kunt u in het kort beschrijven welke verandering er in de arbeidssituatie 
van uw kind/familielid heeft plaatsgevonden? 

 
__________________________________________________________ 
__________________________________________________________ 
__________________________________________________________ 
 
 

M.  Had uw kind/familielid naast de hulpvraag die u hebt beschreven bij 
vraag K tegelijkertijd nog andere vragen/problemen (bijvoorbeeld op het 
gebied van zorg, wonen, onderwijs, arbeid, dagbesteding of vrije tijd)? 
Zo ja, welke vragen/problemen waren dat? 

 
__________________________________________________________ 
__________________________________________________________ 
__________________________________________________________ 
 
 

N. Hadden deze vragen/problemen invloed op het beantwoorden van de 
hulpvraag die u hebt opgeschreven bij vraag K?  
 
__________________________________________________________ 
__________________________________________________________ 
__________________________________________________________ 

 
O. Heeft uw kind/familielid naast de verandering in de arbeidssituatie in 

dezelfde periode nog een andere verandering meegemaakt (bijvoorbeeld 
op het gebied van zorg, wonen, onderwijs, dagbesteding of vrije tijd)?    

 
__________________________________________________________ 
__________________________________________________________ 
__________________________________________________________ 

 
 
P. Hoe lang heeft het ongeveer geduurd voordat de arbeidssituatie van uw 

kind/familielid daadwerkelijk veranderd was? 
(reken vanaf het moment dat de vragen/problemen van uw 
kind/familielid zijn besproken met een hulpverlener tot het moment dat 
de arbeidssituatie ook echt veranderde) 
 
__________________________________________________________ 
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Het traject van zorg- en dienstverlening 
 
Een traject van zorg- en dienstverlening bestaat uit alle stappen die moeten 
worden gezet om de hulp of zorg te krijgen die nodig is: 

- Het bespreken van de hulpvraag met hulpverleners. Een hulpvraag kan 
bijvoorbeeld gaan over het zoeken naar werk of over zelfstandig 
wonen; 

-  Samen met hulpverleners wordt er gezocht naar en een keuze 
gemaakt voor passende hulp of zorg; 

-  Als het nodig is wordt er voor deze gekozen hulp of zorg een indicatie 
aangevraagd; 

-  Ten slotte wordt de definitieve hulp of zorg ontvangen, soms na een 
periode van ‘overbruggingszorg’. Overbruggingszorg is tijdelijke zorg 
die wordt gegeven als de zorg waarvoor eigenlijk gekozen is nog niet 
beschikbaar is, bijvoorbeeld vanwege een wachtlijst. 

 

 
Vraag 1  

Wilt u alle hulpverleners of zorginstanties aankruisen waarmee u tijdens het hele 
traject van zorg- en dienstverlening van uw kind/familielid zelf te maken heeft 
gehad?  
 
Let op: U mag meerdere hokjes aankruisen! 
 
 

  Huisarts/huisartsenpost 
  Medisch specialist  

(bijvoorbeeld kinderarts of arts voor verstandelijk gehandicapten (AVG-
arts)) 

  Paramedici 
 (bijvoorbeeld een logopedist of fysiotherapeut) 

  Diagnose en/of behandelcentrum 
(bijvoorbeeld audiologisch, orthopedagogisch of psychiatrisch centrum 
(Riagg/GGZ)) 

  Bureau Jeugdzorg 
  MEE 
   Indicatieorgaan, namelijk  CIZ/  CVI    
  Gemeente 
  Zorgverzekeraar  
   Thuiszorgorganisatie 
  Zorgkantoor 
  Woon- en/of zorginstelling 
  School/Kinderdagverblijf 
  Centrum voor dagbesteding 
   Werkgever/werkplaats van kind/familielid 
  UWV/CWI 
   Club of vereniging (voor vrijetijdsbesteding) 
  Anders, namelijk………………
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Vraag 2 tot en met 21 

 
Wilt u voor alle hulpverleners of zorginstanties die u bij vraag 1 hebt gekozen, 
aankruisen in hoeverre u het eens bent met de vragen 2 tot en met 21?  
 
Let op:  
 
U hoeft de vragen 2 tot en met 21 dus alleen in te vullen voor die 
hulpverleners/zorginstanties die u bij vraag 1 hebt gekozen!      
 
Het is mogelijk dat u een vraag niet van toepassing vindt voor één of meer van 
de hulpverleners/zorginstanties die u bij vraag 1 hebt gekozen. U hoeft die 
vraag dan alleen in te vullen voor de hulpverleners/zorginstanties die u bij vraag 
1 hebt gekozen waarvoor u de vraag wel van toepassing vindt!       
 

 
 

2. Ik heb ervaren dat (de hulpverleners/zorginstanties die ik bij vraag 1 heb 
gekozen) mij vertellen welke hulpverleners/zorginstanties mij kunnen 
begeleiden bij het beantwoorden van de hulpvraag van mijn kind/familielid. 
       
 Helemaal 

eens 
Eens Niet eens/ 

niet oneens 
Oneens Helemaal 

oneens 
Huisarts/huisartsenpost      
Medisch specialist      
Paramedici      
Diagnose of behandelcentrum      
Bureau Jeugdzorg      
MEE       
Indicatieorgaan      
Gemeente       
Zorgverzekeraar      
Zorgkantoor      
Thuiszorgorganisatie      
Woon- en/of zorginstelling      
School/Kinderdagverblijf      
Centrum voor dagbesteding      
Werkplaats/werkgever       
UWV/CWI      
Club of vereniging       
Anders      
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3. Ik heb ervaren dat (de hulpverleners/zorginstanties die ik bij vraag 1 heb 
gekozen) begrepen wat de hulpvraag van mijn kind/familielid was. 
 
 Helemaal 

eens 
Eens Niet eens/ 

niet oneens 
Oneens Helemaal 

oneens 
Huisarts/huisartsenpost      
Medisch specialist      
Paramedici      
Diagnose of behandelcentrum      
Bureau Jeugdzorg      
MEE       
Indicatieorgaan      
Gemeente       
Zorgverzekeraar      
Zorgkantoor      
Thuiszorgorganisatie      
Woon- en/of zorginstelling      
School/Kinderdagverblijf      
Centrum voor dagbesteding      
Werkplaats/werkgever       
UWV/CWI      
Club of vereniging       
Anders      

 

 
4. Ik heb ervaren dat ik door (de hulpverleners/zorginstanties die ik bij vraag 1 
heb gekozen) goed wordt geholpen met het zoeken naar en een keuze maken 
voor passende hulp voor mijn kind/familielid.   
 
 Helemaal 

eens 
Eens Niet eens/ 

niet oneens 
Oneens Helemaal 

oneens 
Huisarts/huisartsenpost      
Medisch specialist      
Paramedici      
Diagnose of behandelcentrum      
Bureau Jeugdzorg      
MEE       
Indicatieorgaan      
Gemeente       
Zorgverzekeraar      
Zorgkantoor      
Thuiszorgorganisatie      
Woon- en/of zorginstelling      
School/Kinderdagverblijf      
Centrum voor dagbesteding      
Werkplaats/werkgever       
UWV/CWI      
Club of vereniging       
Anders      

 
 



206 

 

5. Ik heb ervaren dat door (de hulpverleners/zorginstanties die ik bij vraag 1 
heb gekozen) duidelijk wordt uitgelegd wat ik moet regelen om passende hulp 
voor mijn kind/familielid te kunnen krijgen.  
 
 Helemaal 

eens 
Eens Niet eens/ 

niet oneens 
Oneens Helemaal 

oneens 
Huisarts/huisartsenpost      
Medisch specialist      
Paramedici      
Diagnose of behandelcentrum      
Bureau Jeugdzorg      
MEE       
Indicatieorgaan      
Gemeente       
Zorgverzekeraar      
Zorgkantoor      
Thuiszorgorganisatie      
Woon- en/of zorginstelling      
School/Kinderdagverblijf      
Centrum voor dagbesteding      
Werkplaats/werkgever       
UWV/CWI      
Club of vereniging       
Anders      

 
 

6. Ik heb ervaren dat (de hulpverleners/zorginstanties die ik bij vraag 1 heb 
gekozen) mij vertellen welke verschillende soorten hulp geschikt zijn voor mijn 
kind/familielid.  
 
 Helemaal 

eens 
Eens Niet eens/ 

niet oneens 
Oneens Helemaal 

oneens 
Huisarts/huisartsenpost      
Medisch specialist      
Paramedici      
Diagnose of behandelcentrum      
Bureau Jeugdzorg      
MEE       
Indicatieorgaan      
Gemeente       
Zorgverzekeraar      
Zorgkantoor      
Thuiszorgorganisatie      
Woon- en/of zorginstelling      
School/Kinderdagverblijf      
Centrum voor dagbesteding      
Werkplaats/werkgever       
UWV/CWI      
Club of vereniging       
Anders      
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7. Ik heb ervaren dat (de hulpverleners/zorginstanties die ik bij vraag 1 heb 
gekozen) mij vertellen welke hulp beschikbaar is voor mijn kind/familielid.  
 
 Helemaal 

eens 
Eens Niet eens/ 

niet oneens 
Oneens Helemaal 

oneens 
Huisarts/huisartsenpost      
Medisch specialist      
Paramedici      
Diagnose of behandelcentrum      
Bureau Jeugdzorg      
MEE       
Indicatieorgaan      
Gemeente       
Zorgverzekeraar      
Zorgkantoor      
Thuiszorgorganisatie      
Woon- en/of zorginstelling      
School/Kinderdagverblijf      
Centrum voor dagbesteding      
Werkplaats/werkgever       
UWV/CWI      
Club of vereniging       
Anders      

 
 
8. Ik heb ervaren dat (de hulpverleners/zorginstanties die ik bij vraag 1 heb 
gekozen) mij vertellen welke organisaties de beschikbare hulp aan mijn 
kind/familielid kunnen geven. 
 
 Helemaal 

eens 
Eens Niet eens/ 

niet oneens 
Oneens Helemaal 

oneens 
Huisarts/huisartsenpost      
Medisch specialist      
Paramedici      
Diagnose of behandelcentrum      
Bureau Jeugdzorg      
MEE       
Indicatieorgaan      
Gemeente       
Zorgverzekeraar      
Zorgkantoor      
Thuiszorgorganisatie      
Woon- en/of zorginstelling      
School/Kinderdagverblijf      
Centrum voor dagbesteding      
Werkplaats/werkgever       
UWV/CWI      
Club of vereniging       
Anders      
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9. Ik heb ervaren dat het niet uitmaakt wat de hulpvraag van mijn 
kind/familielid is; (de hulpverleners/zorginstanties die ik bij vraag 1 heb 
gekozen) nemen de vraag altijd serieus.   
  
 Helemaal 

eens 
Eens Niet eens/ 

niet oneens 
Oneens Helemaal 

oneens 
Huisarts/huisartsenpost      
Medisch specialist      
Paramedici      
Diagnose of behandelcentrum      
Bureau Jeugdzorg      
MEE       
Indicatieorgaan      
Gemeente       
Zorgverzekeraar      
Zorgkantoor      
Thuiszorgorganisatie      
Woon- en/of zorginstelling      
School/Kinderdagverblijf      
Centrum voor dagbesteding      
Werkplaats/werkgever       
UWV/CWI      
Club of vereniging       
Anders      

 
 
10. Ik heb ervaren dat (de hulpverleners/zorginstanties die ik bij vraag 1 heb 
gekozen) mijn kind/familielid en mij steeds betrekken bij alles wat geregeld 
moet worden. 
 
 Helemaal 

eens 
Eens Niet eens/ 

niet oneens 
Oneens Helemaal 

oneens 
Huisarts/huisartsenpost      
Medisch specialist      
Paramedici      
Diagnose of behandelcentrum      
Bureau Jeugdzorg      
MEE       
Indicatieorgaan      
Gemeente       
Zorgverzekeraar      
Zorgkantoor      
Thuiszorgorganisatie      
Woon- en/of zorginstelling      
School/Kinderdagverblijf      
Centrum voor dagbesteding      
Werkplaats/werkgever       
UWV/CWI      
Club of vereniging       
Anders      

 



209 
 

11. Ik heb ervaren dat (de hulpverleners/zorginstanties bij vraag 1 heb 
gekozen) met mij willen samenwerken om de gewenste hulp voor mijn 
kind/familielid te regelen. 
  
 Helemaal 

eens 
Eens Niet eens/ 

niet oneens 
Oneens Helemaal 

oneens 
Huisarts/huisartsenpost      
Medisch specialist      
Paramedici      
Diagnose of behandelcentrum      
Bureau Jeugdzorg      
MEE       
Indicatieorgaan      
Gemeente       
Zorgverzekeraar      
Zorgkantoor      
Thuiszorgorganisatie      
Woon- en/of zorginstelling      
School/Kinderdagverblijf      
Centrum voor dagbesteding      
Werkplaats/werkgever       
UWV/CWI      
Club of vereniging       
Anders      

 
 

12. Ik heb ervaren dat (de hulpverleners/zorginstanties die ik bij vraag 1 heb 
gekozen) rekening houden met mijn wensen over de hulp aan mijn 
kind/familielid. 
  
 Helemaal 

eens 
Eens Niet eens/ 

niet oneens 
Oneens Helemaal 

oneens 
Huisarts/huisartsenpost      
Medisch specialist      
Paramedici      
Diagnose of behandelcentrum      
Bureau Jeugdzorg      
MEE       
Indicatieorgaan      
Gemeente       
Zorgverzekeraar      
Zorgkantoor      
Thuiszorgorganisatie      
Woon- en/of zorginstelling      
School/Kinderdagverblijf      
Centrum voor dagbesteding      
Werkplaats/werkgever       
UWV/CWI      
Club of vereniging       
Anders      
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13. Ik heb ervaren dat (de hulpverleners/zorginstanties die ik bij vraag 1 heb 
gekozen) hun best doen om de hulp aan mijn kind/familielid te laten passen bij 
de persoonlijke wensen en behoeften van mijn kind/familielid. 
 
 Helemaal 

eens 
Eens Niet eens/ 

niet oneens 
Oneens Helemaal 

oneens 
Huisarts/huisartsenpost      
Medisch specialist      
Paramedici      
Diagnose of behandelcentrum      
Bureau Jeugdzorg      
MEE       
Indicatieorgaan      
Gemeente       
Zorgverzekeraar      
Zorgkantoor      
Thuiszorgorganisatie      
Woon- en/of zorginstelling      
School/Kinderdagverblijf      
Centrum voor dagbesteding      
Werkplaats/werkgever       
UWV/CWI      
Club of vereniging       
Anders      

 
 

14. Ik heb ervaren dat ik door (de hulpverleners/zorginstanties die ik bij vraag 1 
heb gekozen) steeds op de hoogte wordt gehouden over wat zij voor mijn 
kind/familielid doen.  
 
 Helemaal 

eens 
Eens Niet eens/ 

niet oneens 
Oneens Helemaal 

oneens 
Huisarts/huisartsenpost      
Medisch specialist      
Paramedici      
Diagnose of behandelcentrum      
Bureau Jeugdzorg      
MEE       
Indicatieorgaan      
Gemeente       
Zorgverzekeraar      
Zorgkantoor      
Thuiszorgorganisatie      
Woon- en/of zorginstelling      
School/Kinderdagverblijf      
Centrum voor dagbesteding      
Werkplaats/werkgever       
UWV/CWI      
Club of vereniging       
Anders      
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15. Ik heb ervaren dat (de hulpverleners/zorginstanties die ik bij vraag 1 heb 
gekozen) de gemaakte afspraken over de hulp aan mijn kind/familielid 
nakomen. 
 
 Helemaal 

eens 
Eens Niet eens/ 

niet oneens 
Oneens Helemaal 

oneens 
Huisarts/huisartsenpost      
Medisch specialist      
Paramedici      
Diagnose of behandelcentrum      
Bureau Jeugdzorg      
MEE       
Indicatieorgaan      
Gemeente       
Zorgverzekeraar      
Zorgkantoor      
Thuiszorgorganisatie      
Woon- en/of zorginstelling      
School/Kinderdagverblijf      
Centrum voor dagbesteding      
Werkplaats/werkgever       
UWV/CWI      
Club of vereniging       
Anders      

 
 

16. Ik heb ervaren dat (de hulpverleners/zorginstanties die ik bij vraag 1 heb 
gekozen) de informatie aan mij geven waar ik om vraag. 
 
 Helemaal 

eens 
Eens Niet eens/ 

niet oneens 
Oneens Helemaal 

oneens 
Huisarts/huisartsenpost      
Medisch specialist      
Paramedici      
Diagnose of behandelcentrum      
Bureau Jeugdzorg      
MEE       
Indicatieorgaan      
Gemeente       
Zorgverzekeraar      
Zorgkantoor      
Thuiszorgorganisatie      
Woon- en/of zorginstelling      
School/Kinderdagverblijf      
Centrum voor dagbesteding      
Werkplaats/werkgever       
UWV/CWI      
Club of vereniging       
Anders      

 
 



212 

 

17. Ik heb ervaren dat ik geen moeite hoef te doen om bij (de 
hulpverleners/zorginstanties die ik bij vraag 1 heb gekozen) iets voor mijn 
kind/familielid voor elkaar te krijgen.   
 
 Helemaal 

eens 
Eens Niet eens/ 

niet oneens 
Oneens Helemaal 

oneens 
Huisarts/huisartsenpost      
Medisch specialist      
Paramedici      
Diagnose of behandelcentrum      
Bureau Jeugdzorg      
MEE       
Indicatieorgaan      
Gemeente       
Zorgverzekeraar      
Zorgkantoor      
Thuiszorgorganisatie      
Woon- en/of zorginstelling      
School/Kinderdagverblijf      
Centrum voor dagbesteding      
Werkplaats/werkgever       
UWV/CWI      
Club of vereniging       
Anders      

 
 

18. Ik heb ervaren dat (de hulpverleners/zorginstanties die ik bij vraag 1 heb 
gekozen) de kennis die nodig is om de hulp aan mijn kind/familielid op een zo 
goed mogelijke manier te regelen met andere hulpverleners/zorginstanties 
delen. 
 
 Helemaal 

eens 
Eens Niet eens/ 

niet oneens 
Oneens Helemaal 

oneens 
Huisarts/huisartsenpost      
Medisch specialist      
Paramedici      
Diagnose of behandelcentrum      
Bureau Jeugdzorg      
MEE       
Indicatieorgaan      
Gemeente       
Zorgverzekeraar      
Zorgkantoor      
Thuiszorgorganisatie      
Woon- en/of zorginstelling      
School/Kinderdagverblijf      
Centrum voor dagbesteding      
Werkplaats/werkgever       
UWV/CWI      
Club of vereniging       
Anders      
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19. Ik heb ervaren dat (de hulpverleners/zorginstanties die ik bij vraag 1 heb 
gekozen) met andere hulpverleners/zorginstanties samenwerken om de 
gewenste hulp aan mijn kind/familielid te regelen. 
 
 Helemaal 

eens 
Eens Niet eens/ 

niet oneens 
Oneens Helemaal 

oneens 
Huisarts/huisartsenpost      
Medisch specialist      
Paramedici      
Diagnose of behandelcentrum      
Bureau Jeugdzorg      
MEE       
Indicatieorgaan      
Gemeente       
Zorgverzekeraar      
Zorgkantoor      
Thuiszorgorganisatie      
Woon- en/of zorginstelling      
School/Kinderdagverblijf      
Centrum voor dagbesteding      
Werkplaats/werkgever       
UWV/CWI      
Club of vereniging       
Anders      

 
 

20. Ik heb ervaren dat (de hulpverleners/zorginstanties die ik bij vraag 1 heb 
gekozen) weten wat andere hulpverleners/zorginstanties voor mijn 
kind/familielid doen. 
 
 Helemaal 

eens 
Eens Niet eens/ 

niet oneens 
Oneens Helemaal 

oneens 
Huisarts/huisartsenpost      
Medisch specialist      
Paramedici      
Diagnose of behandelcentrum      
Bureau Jeugdzorg      
MEE       
Indicatieorgaan      
Gemeente       
Zorgverzekeraar      
Zorgkantoor      
Thuiszorgorganisatie      
Woon- en/of zorginstelling      
School/Kinderdagverblijf      
Centrum voor dagbesteding      
Werkplaats/werkgever       
UWV/CWI      
Club of vereniging       
Anders      
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21. Ik heb ervaren dat (de hulpverleners/zorginstanties die ik bij vraag 1 heb 
gekozen) mij nog benaderd hebben nadat het contact over de hulpvraag van 
mijn kind/familielid al enige tijd was beëindigd.   
 
 Helemaal 

eens 
Eens Niet eens/ 

niet oneens 
Oneens Helemaal 

oneens 
Huisarts/huisartsenpost      
Medisch specialist      
Paramedici      
Diagnose of behandelcentrum      
Bureau Jeugdzorg      
MEE       
Indicatieorgaan      
Gemeente       
Zorgverzekeraar      
Zorgkantoor      
Thuiszorgorganisatie      
Woon- en/of zorginstelling      
School/Kinderdagverblijf      
Centrum voor dagbesteding      
Werkplaats/werkgever       
UWV/CWI      
Club of vereniging       
Anders      
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Vraag 22 tot en met 38 

 
Wilt u naast onderstaande stellingen aankruisen in hoeverre u het eens bent met 
de stelling? 
 
Let op: U hoeft bij deze stelling niet te denken aan één bepaalde organisatie! 

 

22.  Ik heb ervaren dat het gemakkelijk is om de 
hulpverleners/ zorginstanties te vinden die mij 
kunnen begeleiden bij het beantwoorden van de 
hulpvraag van mijn kind/familielid. 

 Helemaal eens 
 Eens 
 Niet eens/niet oneens 
 Oneens 
 Helemaal oneens 

23. Ik heb ervaren dat ik kan meebeslissen welke 
hulp geschikt is voor mijn kind/familielid (dus 
niet alleen de hulpverlener).  

 Helemaal eens 
 Eens 
 Niet eens/niet oneens 
 Oneens 
 Helemaal oneens 

24. Ik heb ervaren dat de hulp die geschikt is voor 
mijn kind/familielid ook beschikbaar is. 

 Helemaal eens 
 Eens 
 Niet eens/niet oneens 
 Oneens 
 Helemaal oneens 

25. Ik heb ervaren dat er meerdere organisaties zijn 
die de gewenste hulp aan mijn kind/familielid 
kunnen geven. 

 Helemaal eens 
 Eens 
 Niet eens/niet oneens 
 Oneens 
 Helemaal oneens 

26. Ik heb ervaren dat er voldoende geld/middelen 
zijn om de gewenste hulp voor mijn 
kind/familielid te betalen (bijvoorbeeld geld van 
verzekering/pgb/uitkering of hulp in natura).  

 Helemaal eens 
 Eens 
 Niet eens/niet oneens 
 Oneens 
 Helemaal oneens 

27. Ik heb ervaren dat de vragen in de formulieren 
die ik moet invullen voor mij van belang zijn. 

 Helemaal eens 
 Eens 
 Niet eens/niet oneens 
 Oneens 
 Helemaal oneens 

28. Ik heb ervaren dat ik voldoende hulp krijg bij het 
invullen van de formulieren.  

 Helemaal eens 
 Eens 
 Niet eens/niet oneens 
 Oneens 
 Helemaal oneens 

29. Ik heb ervaren dat ik bij de beantwoording van 
de hulpvraag van mijn kind/familielid de hele tijd 
kan worden begeleid door één organisatie. 

 Helemaal eens 
 Eens 
 Niet eens/niet oneens 
 Oneens 
 Helemaal oneens 

30. Ik heb ervaren dat het te lang duurt voordat 
mijn kind/familielid de gewenste hulp krijgt.  

 Helemaal eens 
 Eens 
 Niet eens/niet oneens 
 Oneens 
 Helemaal oneens 
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31. Ik heb ervaren dat er vaak teveel tijd zit tussen 
de verschillende stappen die moeten worden 
genomen om de gewenste hulp voor mijn 
kind/familielid te regelen. 

 Helemaal eens 
 Eens 
 Niet eens/niet oneens 
 Oneens 
 Helemaal oneens 

32. Ik heb ervaren dat mijn kind/familielid en ik 
gedurende het hele traject centraal staan. 

 Helemaal eens 
 Eens 
 Niet eens/niet oneens 
 Oneens 
 Helemaal oneens 

33. Ik heb ervaren dat het eenvoudig is om alle 
hulpverleners/zorginstanties die betrokken zijn 
bij de hulpvraag van mijn kind/familielid rond de 
tafel te krijgen. 

 Helemaal eens 
 Eens 
 Niet eens/niet oneens 
 Oneens 
 Helemaal oneens 

34. Ik heb ervaren dat ik met al mijn vragen terecht 
kan bij hulpverleners/zorginstanties. 

 Helemaal eens 
 Eens 
 Niet eens/niet oneens
 Oneens 
 Helemaal oneens 

35. Ik heb ervaren dat het duidelijk is met welke 
vraag ik bij welke hulpverleners/zorginstanties 
terecht kan. 

 Helemaal eens 
 Eens 
 Niet eens/niet oneens 
 Oneens 
 Helemaal oneens 

36. Ik heb ervaren dat ik steeds bij dezelfde 
hulpverleners/zorginstanties (bijvoorbeeld MEE-
consulent) terecht kan met mijn vragen. 

 Helemaal eens 
 Eens 
 Niet eens/niet oneens 
 Oneens 
 Helemaal oneens 

37. Ik heb ervaren dat ik veel dingen zelf moet 
regelen die eigenlijk door 
hulpverleners/zorginstanties geregeld moeten 
worden.  

 Helemaal eens 
 Eens 
 Niet eens/niet oneens 
 Oneens 
 Helemaal oneens 

38. Ik heb ervaren dat het geld dat er voor hulp aan 
verstandelijk beperkten is, aan de juiste dingen 
wordt besteed. 

 Helemaal eens 
 Eens 
 Niet eens/niet oneens 
 Oneens 
 Helemaal oneens 
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Overbruggingszorg (tijdelijke hulp of zorg)  
 
Overbruggingszorg is tijdelijke hulpverlening en/of dienstverlening die wordt 
gegeven als de hulpverlening en/of dienstverlening waarvoor eigenlijk gekozen 
is nog niet beschikbaar is, bijvoorbeeld vanwege een wachtlijst. 
 
Let op: Als uw kind/familielid geen gebruik heeft gemaakt van 
overbruggingszorg, dan kunt u nu doorgaan met vraag 44!  
 
 

Vraag 39 tot en met 43  

 
Wilt u voor de instantie waarvan uw kind/familielid overbruggingszorg heeft 
gekregen, aankruisen in hoeverre u het eens bent met onderstaande stellingen?  
  

  

39. Ik heb ervaren dat mijn kind/familielid de 
tijdelijke hulp heeft gekregen die afgesproken 
was. 

 Helemaal eens 
 Eens 
 Niet eens/niet oneens 
 Oneens 
 Helemaal oneens 

40. Ik heb ervaren dat mijn kind/familielid voldoende 
dagen of dagdelen per week gebruik kon maken 
van de tijdelijke hulp.  
 

 Helemaal eens 
 Eens 
 Niet eens/niet oneens 
 Oneens 
 Helemaal oneens 

41. Ik heb ervaren dat de tijdelijke hulp aan mijn 
kind/familielid van goede kwaliteit was.  

 Helemaal eens 
 Eens 
 Niet eens/niet oneens 
 Oneens 
 Helemaal oneens 

42. Ik heb ervaren dat mijn kind/familielid gedurende 
de tijdelijke hulp in een groep* is geplaatst waar 
hij/zij met zijn/haar beperking paste. 
 

 Helemaal eens 
 Eens 
 Niet eens/niet oneens 
 Oneens 
 Helemaal oneens 

43. Ik heb ervaren dat mijn kind/familielid gedurende 
de tijdelijke hulp dezelfde hulpverleners had. 

 Helemaal eens 
 Eens 
 Niet eens/niet oneens 
 Oneens 
 Helemaal oneens 

 

*U kunt hierbij bijv. denken aan collega’s 
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Ontvangen van de definitieve hulp of zorg  

 
Let op: Deze vragen lijken erg op de vragen over overbruggingszorg. Het is 
echter de bedoeling dat u deze vragen ook beantwoordt als u de vragen over 
overbruggingszorg al heeft beantwoord, want deze vragen gaan over de 
definitieve hulpverlening en/of dienstverlening die uw kind/familielid krijgt! 
 
 
Vraag 44 tot en met 49  
 
Wilt u voor de huidige of laatste zorgverlener van uw kind/familielid aankruisen 
in hoeverre u het eens bent met onderstaande stellingen?  

 

 

44. Ik heb ervaren dat de huidige arbeidssituatie van 
mijn kind/familielid is zoals het afgesproken was. 

 Helemaal eens 
 Eens 
 Niet eens/niet oneens 
 Oneens 
 Helemaal oneens 

45. Ik heb ervaren dat mijn kind/familielid voldoende 
dagen of dagdelen per week terecht kan bij zijn 
of haar huidige werkgever/werkplaats.  
 

 Helemaal eens 
 Eens 
 Niet eens/niet oneens 
 Oneens 
 Helemaal oneens 

46. Ik heb ervaren dat de hulp aan mijn 
kind/familielid bij de huidige 
werkgever/werkplaats van goede kwaliteit is.  

 Helemaal eens 
 Eens 
 Niet eens/niet oneens 
 Oneens 
 Helemaal oneens 

47. Ik heb ervaren dat mijn kind/familielid bij de 
huidige werkgever/werkplaats in een groep* is 
geplaatst waar hij/zij met zijn/haar beperking 
past.  

 Helemaal eens 
 Eens 
 Niet eens/niet oneens 
 Oneens 
 Helemaal oneens 

48. Ik heb ervaren dat mijn kind/familielid bij de 
huidige werkgever/werkplaats steeds dezelfde 
begeleiders heeft. 
 

 Helemaal eens 
 Eens 
 Niet eens/niet oneens 
 Oneens 
 Helemaal oneens 

49. Ik heb ervaren dat er vaak veranderingen zijn in 
de arbeidssituatie van mijn kind/familielid. 

 Helemaal eens 
 Eens 
 Niet eens/niet oneens 
 Oneens 
 Helemaal oneens 
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Vraag 50 en 51 
Hieronder staan de vragen 50 en 51. Dit zijn de laatste vragen.  
 
50. In hoeverre bent u tevreden met het antwoord op de hulpvraag van uw 
kind/familielid? 
 
Let op: Het gaat hier om de hulpvraag die u hebt opgeschreven bij vraag K aan 
het begin van de vragenlijst! 
 

 Helemaal tevreden 
 Tevreden 

 Wel/niet tevreden 
 Niet tevreden 
 Helemaal niet tevreden 
 De hulpvraag is nog niet beantwoord 

 
Als u wilt, kunt u hieronder een toelichting geven op uw antwoord op vraag 50: 
________________________________________________________________ 
________________________________________________________________ 
 

 

51. In onderstaande tabel staan alle voorgaande stellingen verkort 
weergegeven. Kies de stellingen die u het belangrijkst vindt en kruis het hokje 
van maximaal 10 van deze stellingen aan.  
 
Let op: De tabel gaat door op de volgende pagina! 

 

 
 

Ik vind het belangrijk dat………… 
 

 
hulpverleners vertellen wie kan helpen bij het beantwoorden van de 
hulpvraag. 

 hulpverleners die kunnen helpen gemakkelijk te vinden zijn. 
 hulpverleners begrijpen wat de hulpvraag is.  
 hulpverleners helpen bij het zoeken naar en kiezen voor passende hulp.  
 hulpverleners uitleggen wat ik moet regelen om hulp te krijgen. 
 hulpverleners vertellen welke soorten hulp geschikt zijn. 
 hulpverleners vertellen welke hulp beschikbaar is. 

 
hulpverleners vertellen welke organisaties de beschikbare hulp kunnen 
geven. 

 hulpverleners de hulpvraag altijd serieus nemen. 
 hulpverleners mijn kind/familielid en mij overal bij betrekken. 
 hulpverleners met mij willen samenwerken. 
 hulpverleners rekening houden met mijn wensen. 
 hulpverleners proberen om de hulp te laten passen bij de behoeften. 
 hulpverleners mij steeds op de hoogte houden van wat zij doen. 
 hulpverleners de afspraken nakomen. 
 hulpverleners de informatie geven waar ik hen om vraag. 
 hulpverleners hun kennis met andere hulpverleners delen. 
 hulpverleners met andere hulpverleners samenwerken. 
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 hulpverleners weten wat andere hulpverleners doen. 
 hulpverleners mij benaderen nadat het contact al enige tijd beëindigd is.  
 ik kan meebeslissen welke hulp geschikt is. 
 de geschikte hulp ook beschikbaar is. 
 er meerdere organisaties zijn die de gewenste hulp kunnen geven. 
 ik voldoende geld krijg om de hulp te betalen. 
 de vragen in de formulieren voor mij van belang zijn. 
 ik voldoende hulp krijg bij het invullen van de formulieren. 

 
de (tijdelijke) arbeidssituatie van mijn kind/familielid is zoals het 
afgesproken was.  

 
mijn kind/familielid voldoende dagen terecht kan bij de (tijdelijke) 
werkgever. 

 de hulp bij de (tijdelijke) werkgever van goede kwaliteit is. 
 mijn kind/familielid bij de (tijdelijke) werkgever in de groep past. 
 mijn kind/familielid bij de (tijdelijke) werkgever dezelfde begeleiders heeft. 
 er niet vaak veranderingen zijn in de (tijdelijke) arbeidssituatie. 
 ik niet veel moeite hoef te doen om iets voor elkaar te krijgen. 

 
ik bij het regelen van passende hulp kan worden begeleid door één 
organisatie. 

 het niet lang duurt voordat de gewenste hulp wordt gegeven. 
 er niet veel tijd zit tussen de verschillende stappen van het traject. 
 mijn kind/familielid en ik gedurende het hele traject centraal staan. 
 het eenvoudig is om alle betrokken hulpverleners rond de tafel te krijgen. 
 ik met al mijn vragen terecht kan bij hulpverleners. 
 het duidelijk is met welke vraag ik bij welke hulpverlener terecht kan. 
 ik met mijn vragen steeds bij dezelfde hulpverleners terecht kan. 

 
ik geen dingen hoef te regelen die hulpverleners eigenlijk zouden moeten 
regelen.  

 
geld voor zorg aan verstandelijk beperkten aan de juiste dingen wordt 
besteed. 

 

 

 

 

EINDE 
 

 

 
 

 

 
 

 
 

 

Hartelijk dank voor uw medewerking! Wilt u de vragenlijst terugsturen 
in de bijgevoegde antwoordenvelop? Een postzegel is niet nodig! 
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SUMMARY 

 

INTRODUCTION 

People with intellectual disabilities (ID) mostly need long-term support in diverse 

life domains, such as living arrangements, care, education, employment, and 

leisure time. In the process of getting support they are dependent on multiple 

care and service organizations from diverse sectors. Care and service 

trajectories for people with ID are routes within the health care delivery system 

that consist of all the steps that people with ID and their families have to take in 

order to realize the needed care and services. 

 Going through care and service trajectories can be very taxing and 

challenging; especially people with ID and their families are regularly confronted 

with multiple obstacles (Rous, Hallam, Harbin, McCormick, & Jung, 2005; 

Stainton, Hole, Yodanis, Powell, & Crawford 2006), such as a lack of 

communication between the diverse institutes involved. These situations call for 

integrated care and support, which can only be provided through the 

systematic collaboration and close coordination between care providers 

(Beresford, 2004; Betz & Redcay, 2005; Geenen, Powers, & Sells, 2003; Rous et 

al., 2005). Providers from different sectors increasingly constitute such 

collaborative relationships. 

 The current societal developments have led to increased attention for 

principles as ‘demand-driven care’, ‘empowerment’, and ‘autonomy’, all 

reflecting the conviction that not the supply of care, but the needs, wants, 

wishes, goals, and personal demands of patients have to be the point of 

departure (e.g., Maes, Bruyninckx, & Goffart, 2003; Meininger, 2001; 

Rijckmans, Garretsen, Van de Goor, & Bongers, 2007; Wilson, Clegg, & Hardy, 

2008). The expectations, values and judgements of clients regarding care and 

service quality often differ markedly from those of providers and professionals. 

As a consequence, they base their quality judgments on different aspects 

(Donabedian, 1980; Parasuraman, Zeithaml, & Berry, 1985; Van Campen, 

Sixma, Kerssens, Peters, & Rasker, 1998; Van der Waal, Lako, & Casparie, 

1993). However, in practice, the quality of care and services is mostly not 

examined by clients, but instead is often judged by providers and/or 

professionals (Donabedian, 1980; Parasuraman et al., 1985; Van Campen et al., 

1998; Van der Waal et al., 1993). This means that knowledge on the quality 

judgments of people with ID themselves and their families about care and 

service trajectories is largely lacking. This lack of knowledge is problematic given 

the current societal developments.    
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Research question and research aim 

In 2004, considering the lack of user-orientated knowledge about the quality 

of trajectories, a client interest group for parents and/or relatives of persons 

with ID in the Netherlands1, formulated, in collaboration with Tilburg University, 

the following main research question: ‘How can the quality of care and service 

trajectories for people with ID be measured from the perspectives of clients and 

their parents and/or relatives, and what are the actual quality experiences of 

people with ID and their parents and/or relatives?’. The primary research aim 

was to develop a valid assessment instrument that would enable persons with ID 

and their parents and/or relatives to assess the quality of care and service 

trajectories from their own perspectives.  

 

Outline of this thesis 

This thesis describes the development of the QUALITRA-ID(-P), which consists of 

a user-orientated oral interview for persons with ID, the QUALITRA-ID, and a 

written questionnaire for parents and/or relatives of persons with ID, the 

QUALITRA-ID-P. The thesis consists of three parts in which several subquestions 

are answered. 

 The first part (Chapters 2 and 3) deals with the following subquestions 

(i) How are care and service trajectories for the people with ID formed across 

time and what are the main bottlenecks that threaten their quality? and (ii) 

Which factors are important for persons with ID and their parents and/or 

relatives in judging the quality of care and service trajectories?. 

 The second part (Chapters 4 and 5) deals with the following 

subquestion: How can the important quality aspects of trajectories from the 

client’s perspective be summarized and presented to persons with ID and their 

parents and/or relatives in such a way that a feasible, understandable, 

complete, and valid assessment instrument becomes available that enables 

them to assess the quality of their care and service trajectories from their own 

perspectives?. 

 The third part of this thesis (Chapters 6 and 7) deals with the following 

subquestion: What are the actual quality experiences of persons with ID and 

their parents and/or relatives concerning their care and service trajectories 

measured by means of the newly-developed measurement instrument, and what 

are the practical implications of their experiences?. 

 

                                                   
1 The Regionale Federatie van Ouderverenigingen Zuidoost Brabant. The Regionaal Beraad 
Gehandicaptenzorg zuid-oost Noord-Brabant, MEE Zuidoost Brabant, Stichting Zorgaanbieders 
Gehandicapten Noord-Brabant and Provinciale Patiënten en Consumenten Platform also participated in 
the study.     
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PART I 

The first part of this thesis describes the conceptualization and operationalization 

of the quality of care and service trajectories. In chapter 2, the concept is 

conceptualized by (i) describing the course of trajectories and their main 

bottlenecks, and (ii) identifying their quality determinants. The course of 

trajectories was explored through document analyses. By means of semi-

structured face-to-face interviews with key informants, the main bottlenecks 

were identified. Furthermore, it was investigated whether the course of 

trajectories in practice corresponds to the formal course as recorded in the 

documents. The quality determinants of trajectories were identified by means of 

an extensive literature review on integrated care. 

 In the Dutch situation, in general, trajectories follow a ‘model route’: 

1. expression of request(s) for help by client and parents and/or relatives; 

2. clarification of the request(s) for help in collaboration with professionals; 

3. if necessary, an assessment-based recommendation is applied for in order to 

obtain funding for the needed care and services; 

4. when the particular care and/or services applied for are not immediately 

available, a waiting period or a period of intermediate bridging care follows; 

5. the care and/or services, needed and applied for, are delivered. 

Within the course of these five phases, clients receive different forms of help and 

support from multiple and various professionals and organizations. In principle, 

a trajectory is started to answer one request for help. However, clients may 

have complex requests for help that can only be answered if two or more 

parallel routes are started at about the same time. According to professionals, a 

lack of suitable supply and long waiting lists are examples of the main 

bottlenecks in care and service trajectories. Departing from the concept of 

integrated care, the quality of trajectories from the client’s perspective is 

determined by the degree of (diverse types of) continuity, accessibility, 

availability and flexibility of care and services, as well as by the ease of 

transitions between care organizations and care events. The various obstacles of 

trajectories identified by professionals and the quality determinants of integrated 

care appear to be strongly interrelated.  

  In chapter 3, the quality of trajectories was operationalized by 

identifying the quality aspects of trajectories that are considered important by 

persons with ID and their parents and/or relatives. These quality aspects were 

collected during eight focus group discussions with clients or their parents 

and/or relatives. In addition, chapter 3 discusses whether these aspects are 

related to quality determinants of integrated care (see chapter 2), and to two 

authoritative models for quality assessment of care and service delivery, the 

structure-process-outcome model of Donabedian (1980) and the SERVQUAL 
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skeleton of Parasuraman, Zeithaml, and Berry (1988). These comparisons were 

made in order to determine whether the quality of trajectories is sufficiently 

operationalized by means of the quality aspects presented by the focus group 

participants, or whether they needed to be supplemented by quality 

determinants from literature. 

The quality aspects presented by people with ID referred mainly to the 

content of care and services they currently received (e.g., ‘time and attention’ 

and ‘be taken seriously’), whereas features put forward by parents and/or 

relatives also touched on broader organizational issues. The quality aspects 

found in the focus groups were only to a limited extent related to the quality 

determinants of integrated care as known from literature. The focus group 

respondents especially paid minimal attention to the continuity of trajectories. 

However, the aspects fitted closely into the different categories of the structure-

process-outcome model of Donabedian (1980) and the SERVQUAL skeleton of 

Parasuraman et al. (1988). 

 

PART II 

The second part of this thesis deals with the development and preliminary 

validation of the QUALITRA-ID(-P). The QUALITRA-ID(-P) has been constructed 

on the basis of the conceptualization and operationalization of the quality of 

trajectories as presented in part 1 of this thesis.  

The development and validation of the user-orientated oral interview for 

persons with ID, the QUALITRA-ID, is described in chapter 4. The interview was 

constructed and refined in two stages. The purpose of the first stage of 

refinement, the pilot study, was to investigate whether (i) clients were able to 

respond adequately to the questions by means of the provided answer 

categories, (ii) they did understand the meaning of the questions, and (iii) the 

item pool was complete. The purpose of the second stage was to determine the 

definite set of items. 

 Chapter 5 describes the development and the preliminary validation of 

the written questionnaire for parents and/or relatives of persons with ID: the 

QUALITRA-ID-P. The written questionnaire was also constructed and refined in 

two stages. The first stage, the pilot study, was concerned with examining its 

feasibility, understandability, and completeness. The second stage, the final 

examination, was concerned with the preliminary validation of the QUALITRA-

ID-P by factor analysing the research data and by determining Cronbach’s alpha 

coefficients.     

The final result of the development and preliminary validation of the 

user-orientated oral interview for persons with ID, the QUALITRA-ID, was a 24-

item interview consisting of a personal conversation and a closed-ended part. 
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The interview appeared to be understandable and feasible for people with mild 

intellectual disabilities from the age of 15. On average, it takes 48 minutes to 

conduct the interview. The final results of the development and preliminary 

validation of the written questionnaire for parents and/or relatives of persons 

with ID, the QUALITRA-ID-P, was a 49-item scale with good reliability and 

validity. An exploratory factor analysis resulted in a 3-factor solution: ‘Mutual 

Exchange of Information’, ‘Material and Bureaucratic Aspects’, and ‘Procedural 

Outcome’. The test scales had Cronbach’s alpha coefficients of, respectively, .98, 

.83, and .91, which indicates a good reliability.  

 

PART III 

The final part of this thesis presents the results of the first quality assessments 

by means of the QUALITRA-ID(-P). In addition, the practical implications and 

recommendations of the results are discussed. The experiences of people with 

ID and their parents and/or relatives with the quality of their care and service 

trajectories were investigated by means of the QUALITRA-ID(-P). 

 In chapter 6, the experiences of people with ID regarding the quality of 

their care and service trajectories are presented. To qualify for the study, the 

trajectories of the clients had to be finished in 2007. In addition, only clients 

with age ≥ 15 and IQ level ≥ 55 were included. 

The experiences of parents and/or relatives with the quality of 

trajectories are presented in chapter 7. The respondents were selected by 

random sampling from the clients’ database of a large care consultancy agency 

and a regional care institute for day activities, living arrangements, and care. To 

qualify for the study, the trajectories of the respondents’ children and/or 

relatives had to be finished in the preceding year.  

The results showed in several ways that during trajectories, but also 

after the trajectories were finished, there is a lack of real dialogue between 

clients and professionals about the wishes, expectations, and concerns of clients. 

Clients experience a lack of adequate information and explanation about future 

support options, do not have possibilities to visit and try future support, and are 

inadequately involved in decision making processes. As a consequence, they 

have difficulties to imagine how future care and services could really answer 

their requests for help. In addition, they possibly retain or develop unrealistic 

expectations concerning their future support. This increases the chance that 

they, in the end, are not content with the actually received support. 

In general, the quality of care and service trajectories is assessed rather 

positive by parents and/or relatives, just like the quality of the support of most 

care and service institutes. The main findings are summarized below: 
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• The life domain of Day Activities has high quality scores on the statements 

that refer to the care and services that are delivered as a result of the 

trajectories. In contrast, the life domain of Living Arrangements has low 

quality scores on these statements. 

• It does not make a difference whether the trajectories refer to one or more 

life domains at the same time and whether they are of short or long 

duration. 

• In comparison to parents and/or relatives who state that the requests for 

help of their children/relatives have not been answered, parents and/or 

relatives who report that the requests for help indeed have been answered 

do not give significantly higher quality scores to any of the statements. The 

majority of the respondents indicated that the request for help was ‘not 

(completely) answered’. Possibly, in spite of the selection criterion for 

participation, the trajectories of the children/relatives of these respondents 

were not finished yet. This means that there were no answers to the 

requests for help, which means that they actually could not fill out the item. 

However, these respondents maybe indicated that the request for help was 

‘not (completely) answered’, because they did not know at that moment 

whether there would be a satisfactory answer to the request for help or not. 

• Parents and/or relatives with lower general secondary and vocational 

education indicate more frequently that they have a central position in the 

trajectories and that they are able to get all social workers round the table. 

A possible explanation is that parents and/or relatives with higher general 

secondary and vocational education are more demanding and mature and, 

therefore, do more closely monitor trajectories. 

• Parents and/or relatives who have consulted one to five care institutes give 

significantly higher quality scores than those who have consulted over five 

institutes. 

• There are no significant differences in quality scores among parents and/or 

relatives and clients of different age categories. 

• Items referring directly to requests for help and choices of appropriate care 

and services are indicated as being the most important items, next to the 

item referring to keeping agreements. ‘Availability of multiple institutes that 

can deliver the chosen support’ and ‘Frequency and intensity of the provided 

support’ are not indicated as being most important. The same applies to 

items reflecting the relevancy of questions in documents and forms and 

the issue which question can be put to which social worker or care institute. 

Finally, parents and/or relatives seem not to be bothered when they have to 

go to great lengths to get social workers and/or care institutes to arrange 

something for their children or relatives.   
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DISCUSSION 

In the general discussion (chapter 8), the main findings are summarized and 

related to the existing literature. In addition, the research limitations are 

discussed, next to the difficulties experienced in the present study. Additionally, 

the practical implications and recommendations of the major findings of the 

quality assessments are presented and discussed. Furthermore, attention is 

given to the applicability of the QUALITRA-ID(-P). Finally, recommendations for 

future studies are given.  

 

Research difficulties and limitations  

The topic of the study, the quality of care and service trajectories for people with 

ID, was (and still is) rather complex. In addition, this was the first study that 

systematically focussed on care and service trajectories. Therefore, the exact 

content and meaning of the topic had to be developed during the study. 

Therefore, it was inevitable to perform an extensive literature review in order to 

be able to place ‘care and service trajectories for people with ID’ in the proper 

academic context and to identify its quality determinants that were supposed to 

be important from the clients’ perspective. 

The topic ‘quality of care and service trajectories’ was also quite new for 

persons with ID and parents and/or relatives. During the focus group sessions 

the steering of the respondents to discuss specific topics was minimal. This had 

the disadvantage that it was a challenge to direct the attention of the 

participants on trajectory-related issues. One of the consequences was that 

especially the persons with ID primarily mentioned quality aspects related to 

care and service delivery itself instead of aspects related to the trajectories that 

precede the provision of care and services. This made it difficult to determine 

the topics that needed to be included in the oral interview, the QUALITRA-ID. 

Therefore, the pilot study of the QUALITRA-ID was extremely necessary to 

complement and complete the item pool of the interview. Another possible 

consequence of the unfamiliarity of the topic was the low response rates in the 

course of the study. 

Despite many efforts to facilitate high response rates, it appeared 

difficult to obtain good response rates for both stages of development and 

refinement of the instrument. In general, low response rates are not 

inconceivable in case of research into ‘care and service trajectories’ in which 

multiple care providers are involved (Rademakers et al., 2008). In addition, the 

current response rates were comparable with response rates in research into the 

quality of care and service provision in the same sector in the Netherlands by 

means of the Consumer Quality Index (CQI) (Zuidgeest, De Boer, Hendriks, & 

Rademakers, 2008). However, the low response rates had some specific 
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disadvantages for the development of the QUALITRA-ID(-P). First, considering 

the pilot studies, the feasibility, understandability, and completeness of the 

QUALITRA-ID(-P) could only be field-tested among a relatively small number 

of persons with ID and parents and/or relatives. The versions of the QUALITRA-

ID(-P) that were used for the final quality assessments were based upon the 

results of the pilot studies. Possibly, more optimal versions could have been 

developed if the response rates to the pilot studies had been higher. Second, 

considering the quality assessments by means of the QUALITRA-ID(-P), the 

results again could only be based upon the experiences of a relatively small 

number of persons with ID and parents and/or relatives. This could be 

disadvantageous for the robustness of the results. The low response rate on the 

quality assessment by means of the QUALITRA-ID for persons with ID prohibited 

the possibility to quantitatively analyse the answers to the closed-ended part 

and to present them in figures. 

Another research limitation was that clients had to be at least 15 years 

old and had to have a minimum IQ level of 60 to participate in the final quality 

assessment. This possibly prevented persons with ID with age < 16 and IQ level 

< 60, who would have been able to answer (some of) the questions, to 

participate in the study. As a result, some valuable information, which could 

have been provided by this group of clients, possibly did not come to the front. 

However, the disadvantage of this particular selection restriction was supposed 

to be outweighed by preventing that many interviews had to be conducted with 

the final result of only a few usable (parts of) interviews. Besides, it has to be 

noticed that the quality of all the trajectories of persons with ID beneath 15 

years of age and with an IQ level under 60 did have the possibility to be 

assessed by their parents and/or relatives during the final quality assessment by 

means of the QUALITRA-ID-P. 

Finally, in case of some of the interviews with the QUALITRA-ID, the 

clients were accompanied by a parent or relative who actually interfered at times 

in the conversations. Although attendants were requested not to interfere in the 

conversations and although there was an active search for the opinions of the 

clients, the attendance of parents and/or relatives could have had influence on 

the study results. However, in some instances it appeared that it was rather 

beneficial when relatives actually did contribute to the conversation, because 

obviously it helped clients to get their story about the trajectories complete. This 

not only was beneficial for the quality of the collected data in the final quality 

assessment, but also in the phase of identification of relevant topics for the 

development of the QUALITRA-ID during the pilot study. However, care was 

taken that relatives only communicated facts (e.g., duration of the trajectory or 

identification of the care institutes that were consulted), and not opinions and 
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feelings of the clients. This is also of utmost importance for future use of the 

QUALITRA-ID. 

 

Practical implications and recommendations  

The QUALITRA-ID(-P) is the first systematically constructed instrument that 

provides persons with ID and their parents and/or relatives the possibility to 

assess the quality of trajectories from their own perspectives. Care providers 

can use the results of quality assessments to increase their understanding of the 

quality experiences and judgments of their clients. In addition, it will help them 

to decide which quality aspects ought to be included in quality improvement 

processes. Furthermore, the QUALITRA-ID(-P) can be used for the careful 

examination of the characteristics of the diverse organizations involved in 

trajectories that may reveal key attributes that facilitate – or hinder – the 

development and maintenance of high-quality trajectories. Finally, clients and 

their parents and/or relatives possibly become able to receive more insight in 

the course of trajectories. This might help them to find much easier adequate 

routes to care and services in future and, possibly, to steer their own 

trajectories in more optimal ways. 

The QUALITRA-ID consists of a personal conversation and a closed-

ended part. The purpose of the personal conversation part is to help the 

respondents to become familiar with the interview topics and to prepare them 

for the closed-ended part. In addition, the personal conversations are very 

important for the interviewer to become familiar with the client’s living 

circumstances. These results imply that it is essential to have personal 

conversations with clients in order to receive meaningful insight into their quality 

experiences. This conclusion is strongly comparable with the conclusion of 

Engels, Arkesteyn, and Van Soest (2008) about the feasibility of the Consumer 

Quality Index (CQI) for people with intellectual disabilities. Their research shows 

that the desired information only comes to the front if the topics of the CQI are 

discussed during a personal conversation between client and interviewer and if 

the interviewer ‘searches for the living environment’ of the client. The personal 

conversations are extremely valuable in complementing and clarifying the 

information that is given by means of the closed-ended questions. 

The results of using the QUALITRA-ID show that it is important to 

stimulate the active dialogue between clients and professionals, during as well 

as after trajectories are finished, about the wishes, expectations, and concerns 

of clients. This recommendation fits into current societal developments that have 

led to the increased attention for principles as ‘demand-driven care’, 

‘empowerment’, and ‘autonomy’, which argue that the needs, wants, wishes, 

goals, and demands of patients have to be the points of departure instead of the 
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supply of care (e.g., Maes et al., 2003; Meininger, 2001; Rijckmans et al, 2007; 

Wilson et al., 2008). However, many clients have difficulties to make their needs 

for help known and to understand the consequences of their decisions 

(Meininger, 2001). In this regard, the concept ‘partnership between caregiver 

and care-receiver’ receives increasing attention within the disability sector (Maes 

et al., 2003; Meininger, 2001), which is ‘a relation which demands real dialogue 

and veritable encounter’. 

Based upon the results of the quality assessment by means of the 

QUALITRA-ID-P, it is recommended to pay special attention to the following 

topics in the development of programmes to improve the quality of care and 

service trajectories: 

• It is recommended that care institutes try to learn from each other by 

investigating why some institutes have higher quality scores than other 

institutes. 

• It is important to investigate more thoroughly whether or not possible 

interactions between trajectories referring to multiple life domains have 

influence on the quality experiences of parents and/or relatives.  

• In addition, it is strongly recommended to investigate whether the 

differences in quality judgements of trajectories in the distinguished life 

domains are merely caused by the trajectories to arrange the final care and 

services or by the specific care and services ultimately delivered in the 

particular life domains. 

• It is recommended to investigate why a large group of respondents has 

stated that the requests for help of their children/relatives have not been 

answered. Possibly, this has something to do with disagreements between 

institutes and their clients about the moment the trajectories were finished. 

• It is recommended to take the increasing maturity in certain groups of 

parents and/or relatives into account, such as those with higher general 

secondary and vocational education, in designing quality improvement 

processes, because they might have different perceptions of the quality of 

trajectories. 

• The results reveal that the quality perception of trajectories decreases as the 

number of consulted care institutes increases. It is recommended to take 

this into account in designing quality improvement processes. 

• It is recommended to further investigate whether it makes a difference how 

much experience parents and/or relatives have with going through 

trajectories. The results indicate that it does not make a difference whether 

parents and/or relatives and their children/relatives are younger or older. 

This might imply that older parents and/or relatives do not benefit from 

being more experienced. When assuming that the younger generation of 
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parents and/or relatives are more mature than the older generation, it could 

be stated, with some caution, that the degree of maturity has no positive 

influence on quality judgments. 

• Finally, it is recommended to pay special attention to the topics that are 

being indicated as the most important for the quality of trajectories by 

parents and/or relatives, namely topics that refer directly to requests for 

help and items that refer to choosing the appropriate care and services 

belong to the most important items. However, it is also important to pay 

attention to the topics that are being indicated as less important. Possibly, 

parents and/or relatives do not rate these items as important due to a 

strong belief that it is impossible to improve the quality of trajectories by 

improving these aspects. 

 

Implementation of the QUALITRA-ID(-P) 

Persons with ID and their parents and/or relatives can only profit fully from 

using the QUALITRA-ID(-P) when the instrument is implemented in practice in a 

sound and structural way. In the development of a successful implementation 

strategy, two important questions have to be considered: ‘Which person(s) or 

which organization(s) need to initiate and coordinate the use of the QUALITRA-

ID(-P)?, and When should the QUALITRA-ID(-P) be administered?. 

 The QUALITRA-ID(-P) represents the client’s perspective. This argues in 

favour of the initiation and coordination of the use of the instrument by, or at 

least in cooperation with, client counsils of care and service institutes, client 

interest groups, and interest groups for parents and/or relatives. In case the 

instrument is administered exclusively by care and service providers, then, there 

is danger that only attention is paid to those issues for quality improvement 

which they consider achievable. 

 Care and service trajectories are started and finished every day. The 

QUALITRA-ID(-P) can be used as a tool to structurally monitor the quality of 

such trajectories in two different ways. First, the instrument can be used 

periodically among a large group of clients and parents and/or relatives who 

have finished their trajectories during a specified period. Second, the instrument 

can also be permanently used as an ‘exit instrument’. This means that the 

instrument is administered at the moment that clients finish a trajectory and 

start receiving the chosen support. 

 In case the QUALITRA-ID(-P) is used as an exit instrument by the 

ultimate providers of the care and services, the results of the quality 

assessments will generate information about the quality of the provided support 

not only for the particular institute that uses it as an exit instrument, but also 

for all other care and service institutes that were involved earlier in the 
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trajectories. It is important that these care and service institutes also receive 

feedback information about their quality scores and that the quality scores of all 

institutes are considered together, because the quality of trajectories depends to 

a great extent on the joint activities of multiple and diverse care and service 

providers. It is recommended that all organizations that might take part in 

trajectories collectively appoint one or more persons or organizations that are 

supposed to initiate and coordinate the use of the QUALITRA-ID(-P). In case this 

is left to the institutes that use the instrument as exit instrument, it could 

happen that these institutes will assess, and possibly criticise, the other 

institutes that are involved in the trajectories of their clients.    

  

The relation of the QUALITRA-ID(-P) to other quality assessment 

instruments 

The QUALITRA-ID(-P) can be used in combination with other quality assessment 

instruments, such as the Quote-Disabled, the CAHPS instrument, and the CQI 

Disability Care. These are all authoritative and frequently used quality 

assessment instruments.   

 The Quote-Disabled is developed in the Netherlands in order to assess 

the opinions, ideas, wishes, and experiences of persons with disabilities 

regarding the quality of care. Quote stands for QUality Of care Through the 

patient’s Eyes (http://www.nivel.nl/cqindex/). The CAHPS instrument is 

developed in the United States and is meant to measure patients’ experiences 

with ambulatory and facility-level care. CAHPS stands for Consumer Assessment 

of Healthcare Providers and Systems (http://www.cahps.ahrq.gov/default.asp). 

The CQI Disability Care is developed in the Netherlands and is concerned with 

the measurement, analysis, and reporting of clients’ experiences with care. The 

CQI is based upon the Quote instrument and the CAHPS instrument 

(http://www.centrumklantervaringzorg.nl/vragenlijsten/gehandicaptenzorg.html).        

 The QUALITRA-ID(-P) shows similarity with the three instruments 

mentioned above. First, all instruments are focused on the perspectives of 

service users instead of those of professionals. This means, amongst others, 

that the content of the instruments is determined in close collaboration with 

service users. Second, as in the Quote-Disabled and the CQI Disability Care, the 

QUALITRA-ID(-P) pays attention to the experiences of respondents and to the 

question what topics they belief to be more or less important.     

 The first and most important difference between the QUALITRA-ID(-P) 

and the other instruments, is that the main focus of the QUALITRA-ID(-P) is on 

the quality of care and service trajectories that precede the actual care and 

service delivery, while the focus of the other instruments is primarily on the 

quality of the delivery of care and services itself. The QUALITRA-ID(-P) is the 
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only instrument that pays attention to the integration of care and services and 

to the collaboration between institutes. This does not mean that the instruments 

do not have some topics in common. However, only the QUALITRA-ID(-P) is 

concerned with the support provided preceding the actual delivery of care and 

services. This difference makes clear that the QUALITRA-ID(-P) complements 

the existing pool of instruments and is not ‘more of the same’.   

Another way in which the QUALITRA-ID(-P) contrasts with the other 

instruments is that the QUALITRA-ID(-P) consists of separate versions for the 

life domains of Living Arrangements, Care, Employment, Day Activities, 

Education, and Leisure Time. The benefit of this is that all support areas receive 

attention within the QUALITRA-ID(-P). In addition, the subdivision makes it 

possible to adapt the terminology to the different life domains. This makes it 

easier to gear to the clients’ perceptions of their positions in life, which makes it 

easier for the respondents to express their quality experiences.  

 The CQI Disability Care consist of separate versions for clients and their 

parents and/or relatives. However, the QUALITRA-ID(-P) is the only instrument 

that subdivides the oral interview for clients in a personal conversation and a 

closed-ended part. The personal conversations are highly individually tailored 

and are extremely convenient for clients to express their own perspectives.   

 

Recommendations for future research 

The present study results in three recommendations for future research. First, it 

is recommended to investigate how to increase the response rates on the 

QUALITRA-ID(-P). The response rate on the QUALITRA-ID can possibly be 

increased by making, directly after the trajectory is finished, follow-up 

appointments in which the interview can be conducted. In this way, the purpose 

of the QUALITRA-ID can be explained orally, which possibly increases the chance 

that clients feel committed to participate. In order to increase the response rates 

on the QUALITRA-ID-P, it is important to receive more insight in how to reach 

the target population better. During the present study, the questionnaires were 

dispatched by post mailing. However, in future, it may be more beneficial to 

arrange data gathering in such a way that the respondents fill out the 

questionnaires in groups on one central location or directly after their final 

consultation with their care consultants. In these ways, the purpose of the 

QUALITRA-ID-P can be explained orally, which increases the chance that 

respondents come to recognize the necessity of the questionnaire. In addition, it 

is recommended to receive more insight in the influence of educational levels 

and cultural background on the response rates on the QUALITRA-ID-P. Finally, it 

is important to improve its user-friendliness, for example, by decreasing the 

length of the scale and by improving the lay-out and the design of the matrix 
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statements. Such alterations possibly decrease the chance that respondents 

become discouraged to fill the questionnaire out. 

The second recommendation for future research concerns the validity 

and reliability of the QUALITRA-ID(-P). During the development of the 

instrument, several techniques were used to improve its validity. The construct 

validity was attended by a literature review on integrated care, the search for 

authoritative models for quality assessment of care and service delivery, and by 

using the well-defined method of focus group discussions. In addition, the 

validity was considered by reconsidering the formulations of the questions in the 

light of the direct comments and suggestions of the respondents. The construct 

validity of the QUALITRA-ID-P was also attended by considering the content 

domain of the quality of care and service trajectories. However, in future 

studies, it will be necessary to attend also the internal structure and the 

statistical network of the QUALITRA-ID-P, which are, next to the content 

validity, also important construct validity elements. In addition, the focus should 

shift also to the criterion-oriented validity of the QUALITRA-ID-P in order to 

investigate whether or not the quality experiences with trajectories can predict 

scores on, for example, ‘quality of life’ or ‘well-being’. Finally, it is important to 

regularly re-consider the validity of the QUALITRA-ID(-P), because possible 

changes in the system of care and service delivery may, for example, have 

influence on its content validity. 

 The preliminary psychometric evaluation of the QUALITRA-ID-P 

indicated a good reliability. However, in future, it is important to investigate 

whether the instrument remains reliable. In the present study, it was impossible 

to consider the reliability of the QUALITRA-ID, because it was impossible to 

analyse quantitatively the answers to the closed-ended part of the interview. In 

future research, it is necessary to test the internal consistency as well as the 

test-retest reliability of the interview.  

The last recommendation for future research concerns the possibilities of 

a broader applicability of the QUALITRA-ID(-P). The present study was carried 

out in the Noord-Brabant region of the Netherlands. Because strong similarities 

exist in the organization of care and support in all Dutch regions, the results 

should be representative for the overall Dutch situation. However, it is 

interesting to investigate whether the instrument can be adapted to other care 

sectors in which patients/clients go through long-term care and service 

trajectories in which multiple and diverse care organizations are involved, such 

as the sector for elderly care. In addition, it could also be valuable to adapt the 

QUALITRA-ID(-P) to subsectors within the care and service sector for persons 

with ID, such as the ‘autism chain’. In this chain, organizations form 

collaborative relationships in order to provide integral care and support to 
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persons with autism and their families. Finally, care and service providers might 

consider adopting some of the topics of the QUALITRA-ID(-P) into the quality 

assessment instruments they regularly use.  
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SAMENVATTING 

 

INLEIDING 

Mensen met een verstandelijke beperking hebben vaak langdurige 

ondersteuning nodig op diverse levensterreinen, zoals wonen, zorg, onderwijs, 

arbeid en vrije tijd. Voor deze ondersteuning zijn zij afhankelijk van 

verschillende zorg- en dienstverlenende organisaties uit diverse sectoren. 

Trajecten van zorg- en dienstverlening voor mensen met een verstandelijke 

beperking bestaan uit alle stappen die moeten worden doorlopen om de 

gewenste zorg- en dienstverlening te realiseren.   

 Het doorlopen van trajecten van zorg- en dienstverlening kan een 

belasting vormen voor mensen met een verstandelijke beperking en hun ouders 

en/of verwanten, omdat zij regelmatig geconfronteerd kunnen worden met 

diverse knelpunten (Rous, Hallam, Harbin, McCormick, & Jung, 2005; Stainton 

et al., 2006), zoals een gebrek aan goede communicatie tussen de betrokken 

zorg- en dienstverlenende organisaties. Het ontstaan van dergelijke knelpunten 

kan alleen worden beperkt door het leveren van geïntegreerde zorg- en 

dienstverlening die bovendien aansluit bij de wensen van cliënten. Hiertoe is het 

noodzakelijk dat de betrokken zorg- en dienstverlenende organisaties nauw 

samenwerken en hun werkzaamheden onderling coördineren (Beresford, 2004; 

Betz & Redcay, 2005; Geenen, Powers, & Sells, 2003; Rous et al., 2005). 

Dergelijke samenwerkingsverbanden worden steeds vaker geïnitieerd binnen het 

huidige systeem van zorg- en dienstverlening aan mensen met een 

verstandelijke beperking.     

De huidige maatschappelijke ontwikkelingen hebben geleid tot een 

toenemende aandacht voor beginselen als ‘vraaggerichte zorg’, ‘zelfbeschikking’ 

en ‘autonomie’. Deze beginselen veronderstellen dat niet het aanbod van zorg, 

maar de persoonlijke behoeften, verwachtingen, wensen en doelen van cliënten 

als uitgangspunt dienen te worden genomen in zorg- en dienstverlening (e.g., 

Maes, Bruyninckx, & Goffart, 2003; Meininger, 2001; Rijckmans, Garretsen, Van 

de Goor, & Bongers, 2007; Wilson, Clegg, & Hardy, 2008). Mensen met een 

verstandelijke beperking en hun ouders en/of verwanten hebben vaak andere 

verwachtingen ten aanzien van de kwaliteit van trajecten dan aanbieders en 

professionals in de gezondheidszorgsector, met als gevolg dat zij hun 

kwaliteitsoordelen op andere aspecten baseren (Donabedian, 1980; 

Parasuraman, Zeithaml, & Berry, 1985; Van Campen, Sixma, Kerssens, Peters, 

& Rasker, 1998; Van der Waal, Lako, & Casparie, 1993). Echter, de kwaliteit van 

trajecten van zorg- en dienstverlening wordt in de praktijk vaak niet nagegaan 

bij cliënten, maar wordt beoordeeld door aanbieders of professionals 

(Donabedian, 1980; Parasuraman et al., 1985; Van Campen et al., 1998; Van 
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der Waal et al., 1993). Dit betekent dat er slechts zeer beperkt zicht is op de 

verwachtingen en oordelen van cliënten en hun ouders en/of verwanten ten 

aanzien van de kwaliteit van trajecten. Gezien de huidige maatschappelijke 

ontwikkelingen is dit inzicht echter wel zeer relevant.           

 

Onderzoeksvraag en onderzoeksdoel 

Vanwege het gebrek aan inzicht in de verwachtingen en oordelen van cliënten 

en hun ouders en/of verwanten over de kwaliteit van trajecten van zorg- en 

dienstverlening, heeft de Regionale Federatie van Ouderverenigingen Zuidoost 

Brabant in 2004, in samenwerking met de Universiteit van Tilburg, de volgende 

onderzoeksvraag geformuleerd: ‘Hoe kan de kwaliteit van trajecten van zorg- en 

dienstverlening voor mensen met een verstandelijke beperking worden gemeten 

vanuit het perspectief van cliënten en hun ouders en/of verwanten, en wat zijn 

de daadwerkelijke kwaliteitservaringen van mensen met een verstandelijke 

beperking en hun ouders en/of verwanten?’. De doelstelling die uit deze 

onderzoeksvraag volgde, was de ontwikkeling van een valide meetinstrument 

waarmee mensen met een verstandelijke beperking en hun ouders en/of 

verwanten de kwaliteit van trajecten van zorg- en dienstverlening kunnen 

beoordelen vanuit hun eigen perspectief.  

 

Opbouw van het proefschrift 

Dit proefschrift beschrijft de ontwikkeling van de QUALITRA-ID(-P), welke 

bestaat uit een mondeling interview voor mensen met een verstandelijke 

beperking, de QUALITRA-ID, en een schriftelijke vragenlijst voor ouders en/of 

verwanten van mensen met een verstandelijke beperking, de QUALITRA-ID-P. 

Het proefschrift bestaat uit drie delen waarin verschillende subvragen worden 

behandeld.  

In het eerste deel (Hoofdstukken 2 en 3) worden de volgende subvragen 

beantwoord: (1) Hoe verlopen trajecten van zorg- en dienstverlening voor 

mensen met een verstandelijke beperking en wat zijn de belangrijkste 

knelpunten die de kwaliteit van deze trajecten bedreigen? en (2) Welke 

kwaliteitsaspecten zijn voor mensen met een verstandelijke beperking en hun 

ouders en/of verwanten van belang in het beoordelen van de kwaliteit van 

trajecten van zorg- en dienstverlening vanuit hun eigen perspectief?.   

Het tweede deel van dit proefschrift (Hoofdstukken 4 en 5) geeft het 

antwoord op de volgende subvraag: (3) Hoe kunnen de belangrijke 

kwaliteitsaspecten van trajecten van zorg- en dienstverlening vanuit 

cliëntperspectief worden samengevat en gepresenteerd aan mensen met een 

verstandelijke beperking en hun ouders en/of verwanten op zodanige wijze dat 

er een bruikbaar, begrijpelijk, compleet en valide meetinstrument beschikbaar 
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komt dat hen de mogelijkheid biedt om de kwaliteit van trajecten vanuit hun 

eigen perspectief te beoordelen?.  

Het derde deel van dit proefschrift (Hoofdstukken 6 en 7) geeft het 

antwoord op de volgende subvraag: (4) Wat zijn de daadwerkelijke ervaringen 

van mensen met een verstandelijke beperking en hun ouders en/of verwanten 

met de kwaliteit van trajecten van zorg- en dienstverlening, gemeten aan de 

hand van het nieuw ontwikkelde meetinstrument, en wat zijn de praktische 

implicaties van hun ervaringen?.  

 

DEEL I 

In het eerste deel van dit proefschrift wordt de kwaliteit van trajecten van zorg- 

en dienstverlening geconceptualiseerd en geoperationaliseerd. In Hoofdstuk 2 

is het begrip ‘trajecten van zorg- en dienstverlening’ geconceptualiseerd door (i) 

het beschrijven van het verloop van trajecten en hun knelpunten en (ii) de 

identificatie van de kwaliteitsdeterminanten. Het verloop van trajecten is 

verkend aan de hand van een documentenanalyse. Aan de hand van semi-

gestructureerde interviews met professionals zijn de belangrijkste knelpunten in 

trajecten van zorg- en dienstverlening in kaart gebracht. Daarnaast is besproken 

of het verloop van trajecten in de praktijk overeenkomt met het verloop zoals 

afgeleid uit de documenten. De kwaliteitsdeterminanten van trajecten zijn 

geïdentificeerd door middel van een grondige literatuurstudie naar geïntegreerde 

zorg.  

   In Nederland volgen trajecten doorgaans een ‘modeltraject’: 

1. de hulpvraag wordt geuit door cliënt en ouders en/of verwanten; 

2. de hulpvraag wordt verduidelijkt in samenwerking met professionals om te 

bepalen op welke manier zorg- en dienstverlening kan bijdragen aan een 

antwoord op de hulpvraag; 

3. indien nodig, wordt er een indicatieaanvraag gedaan bij een indicatieorgaan 

om de financiële vergoeding voor de gewenste zorg- en dienstverlening te 

verkrijgen; 

4. indien de gewenste zorg- en dienstverlening niet direct beschikbaar is, volgt 

er een wachtperiode of een periode van overbruggingszorg; 

5. de gewenste zorg- en dienstverlening wordt geleverd.  

Gedurende deze vijf fasen komen cliënten en hun ouders en/of verwanten in 

contact met diverse, verschillende zorg- en dienstverlenende organisaties. In 

principe wordt een hulpvraag beantwoord tijdens één traject, maar het kan 

noodzakelijk zijn om twee of meer parallelle trajecten te starten om een meer 

complexe hulpvraag te beantwoorden. Volgens professionals zijn lange 

wachtlijsten en een gebrek aan geschikt aanbod van zorg- en dienstverlening 

voorbeelden van de belangrijkste knelpunten in trajecten. De mate van 
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continuïteit, toegankelijkheid, beschikbaarheid en flexibiliteit van zorg- en 

dienstverlening, evenals de mate waarin de achtereenvolgende gebeurtenissen 

naadloos op elkaar aansluiten, zijn volgens de literatuur over ‘geïntegreerde 

zorg’ bepalend voor de kwaliteit van trajecten vanuit cliëntperspectief. De 

knelpunten van trajecten die door de professionals zijn genoemd, blijken nauw 

verbonden te zijn aan de kwaliteitsdeterminanten van geïntegreerde zorg. 

In Hoofdstuk 3 is de kwaliteit van trajecten geoperationaliseerd door 

het verzamelen van kwaliteitsaspecten die volgens mensen met een 

verstandelijke beperking en hun ouders en/of verwanten van belang zijn. Deze 

kwaliteitsaspecten zijn verzameld gedurende acht focusgroepsdiscussies met 

cliënten of hun ouders en/of verwanten. In Hoofdstuk 3 is tevens besproken of 

deze kwaliteitsaspecten waren gerelateerd aan de kwaliteitsdeterminanten van 

geïntegreerde zorg en aan twee gezaghebbende modellen voor het meten van 

de kwaliteit van zorg- en dienstverlening, het ‘structure-process-outcome model’ 

van Donabedian (1980) en het ‘SERVQUAL skeleton’ van Parasuraman, 

Zeithaml, en Berry (1988). Deze vergelijkingen zijn gemaakt om te bepalen of 

de kwaliteit van trajecten voldoende was geoperationaliseerd aan de hand van 

de kwaliteitsaspecten die waren genoemd tijdens de focusgroepen of dat ze 

aangevuld dienden te worden met kwaliteitsdeterminanten uit de literatuur.  

De kwaliteitsaspecten die door mensen met een verstandelijke beperking 

zelf naar voren werden gebracht tijdens de focusgroepsdiscussies waren vooral 

gerelateerd aan de inhoud van hun dagelijkse zorg- en dienstverlening, zoals 

‘tijd en aandacht krijgen’ en ‘serieus genomen worden’. Ouders en/of verwanten 

noemden echter ook aspecten die verband hielden met organisatorische 

kwesties. De kwaliteitsaspecten die in de focusgroepen werden genoemd waren 

echter slechts gedeeltelijk gerelateerd aan de kwaliteitsdeterminanten van 

geïntegreerde zorg. De continuïteit van trajecten kreeg bijvoorbeeld slechts 

minimaal aandacht. De kwaliteitsaspecten pasten echter nauw in de modellen 

van Donabedian (1980) en Parasuraman et al. (1988). 

 

DEEL II 

In deel 2 van dit proefschrift is de daadwerkelijke ontwikkeling van de 

QUALITRA-ID(-P) beschreven, evenals de resultaten van de eerste toets van de 

validiteit van het meetinstrument. De QUALITRA-ID(-P) is ontwikkeld op basis 

van de conceptualisatie en operationalisatie van de kwaliteit van trajecten, zoals 

beschreven in Deel 1 van dit proefschrift.  

De ontwikkeling en validatie van het mondelinge interview voor cliënten, 

de QUALITRA-ID, is beschreven in Hoofdstuk 4. Het interview is ontwikkeld en 

verbeterd in twee fasen. Het doel van de eerste fase was het bepalen of (i) 

cliënten in staat waren om op de vragen te antwoorden aan de hand van vooraf 
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gegeven antwoordcategorieën, (ii) cliënten de vragen begrepen en (iii) alle 

aspecten van de kwaliteit van zorgtrajecten aan bod kwamen. Het doel van de 

tweede fase was het bepalen van de definitieve inhoud van het interview.  

Hoofdstuk 5 beschrijft de ontwikkeling en validatie van de schriftelijke 

vragenlijst voor ouders en/of verwanten: de QUALITRA-ID-P. De vragenlijst is 

ontwikkeld en verbeterd in twee fasen. Het doel van de eerste fase was het 

bepalen van de bruikbaarheid, begrijpelijkheid en volledigheid van de 

vragenlijst. De tweede fase was gericht op een eerste toets van de 

betrouwbaarheid en validiteit van de vragenlijst aan de hand van factoranalyse 

en de bepaling van de Cronbach’s alpha coëfficiënten. 

De ontwikkeling van het mondelinge interview voor cliënten, de 

QUALITRA-ID, heeft geresulteerd in een 24 vragen tellend interview bestaande 

uit een open gespreksgedeelte en een gesloten gedeelte. Het interview is 

begrijpelijk en bruikbaar voor cliënten vanaf 15 jaar met een milde 

verstandelijke beperking. Het kost gemiddeld 48 minuten om het interview af te 

nemen. Het resultaat van de ontwikkeling van de schriftelijke vragenlijst voor 

ouders en/of verwanten, de QUALITRA-ID-P, is een 49 items tellende schaal met 

een goede betrouwbaarheid en validiteit. Een exploratieve factoranalyse heeft 

uitgewezen dat de items kunnen worden onderverdeeld in drie factoren: 

‘Wederzijdse Informatie-uitwisseling’, ‘Materiële en Bureaucratische Aspecten’ en 

‘Procedurele Uitkomst’. Deze schalen hebben Cronbach’s alpha-coëfficiënten van 

respectievelijk .98, .83 en .91. Dit betekent dat de schalen betrouwbaar en 

valide zijn.     

 

DEEL III 

Het laatste deel van dit proefschrift geeft inzicht in de ervaringen van mensen 

met een verstandelijke beperking en hun ouders en/of verwanten met de 

kwaliteit van trajecten van zorg- en dienstverlening. Daarnaast worden de 

praktische implicaties van hun ervaringen besproken. Het oordeel van cliënten 

en hun ouders en/of verwanten is gemeten tijdens een kwaliteitsmeting aan de 

hand van de QUALITRA-ID(-P).  

In Hoofdstuk 6 worden de ervaringen van mensen met een 

verstandelijke beperking gepresenteerd. Cliënten vanaf 15 jaar, met een IQ van 

minimaal 60, kwamen in aanmerking voor deelname aan de kwaliteitsmeting. 

Daarnaast dienden zij in 2007 een traject te hebben afgesloten.  

De ervaringen van ouders en/of verwanten zijn gepresenteerd in 

Hoofdstuk 7. Ouders en/of verwanten van wie de kinderen/verwanten in het 

voorgaande jaar een traject hadden afgesloten, konden deelnemen aan het 

onderzoek. Zowel de deelnemende cliënten als hun ouders en/of verwanten 

werden geselecteerd uit het cliëntenbestand van een grote organisatie die 
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gericht is op trajectbegeleiding van mensen met een verstandelijke beperking. 

Daarnaast werden er nog ouders en/of verwanten geselecteerd uit het 

cliëntenbestand van een regionale aanbieder van zorg binnen de 

levensdomeinen ‘wonen’, ‘dagbesteding’ en ‘zorg’.  

 De ervaringen van cliënten met de kwaliteit van trajecten maken 

duidelijk dat er gedurende het doorlopen van trajecten, maar ook na afloop 

ervan, onvoldoende persoonlijke gesprekken worden gevoerd met professionals 

over de wensen, verwachtingen en zorgen van cliënten. Cliënten geven 

bovendien aan onvoldoende adequate informatie te ontvangen over mogelijke 

ondersteuningsvormen, onvoldoende mogelijkheden te krijgen om eventuele 

zorg- en dienstverlening uit te proberen en onvoldoende te worden betrokken bij 

besluitvormingsprocessen. Hierdoor is het moeilijk voor cliënten om zich een 

voorstelling te maken van de manier waarop zorg- en dienstverlening kan 

bijdragen aan een oplossing voor hun hulpvraag. Daarnaast vergroot het de 

kans dat cliënten onrealistische verwachtingen ontwikkelen over de toekomstige 

ondersteuning en uiteindelijk ontevreden zullen zijn.  

 Over het algemeen wordt de kwaliteit van trajecten van zorg- en 

dienstverlening door ouders en/of verwanten positief beoordeeld, evenals de 

kwaliteit van de ondersteuning door de betrokken zorg- en dienstverlenende 

organisaties. De belangrijkste bevindingen worden hieronder uiteengezet:  

• Het levensdomein ‘dagbesteding’ heeft de hoogste kwaliteitsscores op de 

items over de zorg en ondersteuning die worden gegeven als antwoord op 

de hulpvraag. Het domein ‘wonen’ heeft juist lage kwaliteitsscores op deze 

items.     

• Het maakt voor de hoogte van het kwaliteitsoordeel geen verschil of een 

traject betrekking heeft op één of meer domeinen en of de trajecten een 

lange of korte tijdsperiode bestrijken.  

• Ouders en/of verwanten die aangeven dat de hulpvraag van hun 

kind/verwant niet volledig beantwoord is, geven significant hogere scores 

aan één of meer items in de vragenlijst dan ouders en/of verwanten die 

aangeven dat de hulpvraag wel beantwoord is. Deze bevinding is opvallend, 

omdat het tegenovergestelde beter te verklaren lijkt. Echter, de 

meerderheid van alle ouders en/of verwanten geeft aan dat de hulpvraag 

niet volledig beantwoordt is. Ondanks het selectiecriterium voor deelname, 

betekent dit mogelijk dat hun trajecten nog niet afgesloten waren. In dat 

geval konden zij nog niet aangeven of de hulpvraag wel of niet beantwoord 

was. Wellicht hebben zij toch aangegeven dat de hulpvraag niet volledig 

beantwoord was, omdat ze niet wisten of er een antwoord zou komen en 

omdat ze de moed op een passend antwoord (nog) niet wilden verliezen.     
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• Lager opgeleide respondenten geven significant vaker aan dat ze een 

centrale positie hebben tijdens het traject en dat ze in staat zijn om alle 

betrokken partijen rond de tafel te krijgen, dan hoger opgeleide ouders 

en/of verwanten. Een mogelijke verklaring is dat hoger opgeleide 

respondenten veeleisender en mondiger zijn, waardoor ze trajecten scherper 

monitoren en eerder knelpunten ervaren.  

• Respondenten die met maximaal vijf zorg- en dienstverlenende organisaties 

in aanraking komen, beoordelen de kwaliteit van trajecten significant hoger 

dan respondenten die met meer dan vijf organisaties in aanraking komen.  

• Het maakt voor de hoogte van het kwaliteitsoordeel geen verschil of de 

respondenten of hun kinderen/verwanten tot een hogere of lagere 

leeftijdscategorie behoren. 

• Volgens ouders en/of verwanten zijn de items over de hulpvraag van 

cliënten en over  keuzemogelijkheden van geschikte ondersteuning het 

belangrijkste voor een hoge kwaliteit van trajecten, evenals de items over 

het nakomen van afspraken. De beschikbaarheid van zorg- en 

dienstverlenende organisaties, de frequentie van geboden ondersteuning, 

het belang van vragen in formulieren en documenten, de duidelijkheid over 

welke vragen gesteld moeten worden aan welke professional of 

zorginstelling en de mate van ingewikkeldheid om professionals iets te laten 

regelen, behoren niet tot de belangrijkste onderdelen van de kwaliteit van 

trajecten.   

 

DISCUSSIE 

In de algemene discussie van dit proefschrift (Hoofdstuk 8) worden de 

belangrijkste resultaten opgesomd en gerelateerd aan de bestaande literatuur. 

Daarnaast worden de beperkingen van het onderzoek besproken, evenals de 

hindernissen die gedurende het onderzoek genomen moesten worden. 

Aanvullend worden de praktische implicaties en aanbevelingen van de 

bevindingen gepresenteerd en besproken. Daarnaast wordt de toepasbaarheid 

van de QUALITRA-ID(-P) besproken. Ten slotte worden er aanbevelingen gedaan 

voor vervolgonderzoek. 

 

Onderzoeksbeperkingen en –hindernissen 

Het onderwerp van dit proefschrift, de kwaliteit van trajecten van zorg- en 

dienstverlening, was behoorlijk complex. Daarnaast was dit het eerste 

onderzoek waarin ‘trajecten van zorg- en dienstverlening’ systematisch werden 

bestudeerd. Om die reden moest de inhoud en betekenis van het onderwerp nog 

worden gevormd gedurende het onderzoek. Hiertoe was het onder andere 

noodzakelijk om een uitvoerige literatuurstudie te doen, teneinde trajecten van 
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zorg- en dienstverlening in de juiste academische context te kunnen plaatsen en 

de aspecten die van belang zijn voor de kwaliteit van trajecten vanuit 

cliëntperspectief te kunnen identificeren.  

 Het onderwerp was echter ook nieuw voor mensen met een 

verstandelijke beperking en hun ouders en/of verwanten. Aangezien het tijdens 

de focusgroepen slechts minimaal mogelijk was om de discussies te sturen, was 

het lastig was om de aandacht van de deelnemers op het onderwerp te richten. 

Eén van de gevolgen was dat in het bijzonder de deelnemende cliënten meer 

spraken over de kwaliteit van zorg- en dienstverlening in het algemeen dan van 

over de kwaliteit van trajecten van zorg- en dienstverlening in het bijzonder. 

Hierdoor was het lastig om te bepalen welke onderwerpen in het te ontwikkelen 

mondelinge interview, de QUALITRA-ID, opgenomen moesten worden. De eerste 

fase van ontwikkeling en verbetering van de QUALITRA-ID was daarom erg 

belangrijk voor het bepalen van de juiste onderwerpen. Een ander mogelijk 

gevolg van de onbekendheid van het onderwerp was de relatief lage response 

rate gedurende het hele onderzoek.   

 Ondanks de vele pogingen om een hoge response rate te behalen, was 

het moeilijk om voldoende respondenten te werven voor de opeenvolgende 

fasen van ontwikkeling en verbetering. In het algemeen zijn lage response rates 

niet ongebruikelijk in onderzoek naar ‘trajecten’ waarbij meerdere zorg- en 

dienstverlenende organisaties betrokken zijn (Rademakers et al., 2008). 

Daarnaast zijn de response rates in dit onderzoek vergelijkbaar met die van 

onderzoek naar de kwaliteit van zorg- en dienstverlening in dezelfde sector in 

Nederland met de Consumer Quality Index (CQI) (Zuidgeest, De Boer, Hendriks, 

& Rademakers, 2008). De betrekkelijk lage response rate had echter een aantal 

nadelen voor de ontwikkeling van de QUALITRA-ID(-P). Ten eerste kon de 

bruikbaarheid, begrijpelijkheid en volledigheid van de in de eerste fase van 

ontwikkeling en verbetering geconstrueerde versies van de QUALITRA-ID(-P) 

slechts bij een beperkt aantal respondenten worden getoetst. De versies van de 

QUALITRA-ID(-P) die in de tweede fase zijn gebruikt, waren gebaseerd op de 

resultaten van de eerste fase. Mogelijk hadden er op basis van de eerste fase 

betere versies ontwikkeld kunnen worden, als de response rate hoger was 

geweest. Het tweede nadeel was dat de resultaten van de tweede fase, de 

definitieve kwaliteitsmeting, slechts gebaseerd konden worden op de ervaringen 

van een relatief klein aantal respondenten. Dit is mogelijk negatief geweest voor 

de robuustheid van de resultaten. Door de lage response rate op de 

kwaliteitsmeting met de QUALITRA-ID onder mensen met een verstandelijke 

beperking was het bovendien onmogelijk om de antwoorden op het gesloten 

gedeelte kwantitatief te analyseren en in cijfers te presenteren. 
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 Een volgende beperking van het onderzoek is dat alleen cliënten vanaf 

15 jaar en met een IQ van minimaal 60 konden deelnemen aan de 

kwaliteitsmeting. Hierdoor is het mogelijk dat cliënten die niet aan de 

selectiecriteria voldeden, maar wel in staat waren geweest om (een gedeelte 

van) de vragen te begrijpen en te beantwoorden, toch niet konden deelnemen. 

Mogelijk is hierdoor waardevolle informatie niet naar voren gekomen. Echter, de 

verwachting was dat deze beperking opwoog tegen de kans dat er in verhouding 

veel interviews moesten worden gehouden om aan voldoende bruikbare 

interviews te komen. Daarnaast moet worden opgemerkt dat de trajecten van 

alle cliënten de kans hadden om te worden betrokken bij een kwaliteitsmeting, 

dus ook die van cliënten die niet aan het selectiecriterium voor deelname 

voldeden. Alle trajecten hadden immers de kans om te worden beoordeeld door 

ouders en/of verwanten door middel van de schriftelijke vragenlijst.       

 Ten slotte is er gedurende een aantal mondelinge interviews met 

cliënten sprake geweest van inmenging door ouders en/of verwanten, ondanks 

het verzoek aan ouders en/of verwanten om zich niet in het gesprek te mengen. 

Ondanks de actieve zoektocht naar de mening van de cliënt, kan dit invloed 

hebben gehad op de onderzoeksresultaten. In bepaalde gevallen was de 

inmenging van ouders en/of verwanten echter positief, omdat het de cliënten 

hielp om een compleet beeld te schetsen van hun trajecten. Dit was positief voor 

de kwaliteit van de verkregen gegevens tijdens de definitieve kwaliteitsmeting, 

maar ook voor de identificatie van de relevante onderwerpen voor het 

mondelinge interview gedurende de eerste fase van ontwikkeling en verbetering. 

Er werd op gelet dat ouders en/of verwanten alleen feiten benoemden, zoals de 

duur van het traject en de instanties waarmee contact was geweest, en zich niet 

bemoeiden met de persoonlijke ervaringen van cliënten. Dit is ook van groot 

belang voor toekomstig gebruik van de QUALITRA-ID.   

 

Praktische implicaties en aanbevelingen 

De QUALITRA-ID(-P) is het eerste meetinstrument dat mensen met een 

verstandelijke beperking en hun ouders en/of verwanten in staat stelt om de 

kwaliteit van trajecten van zorg- en dienstverlening te beoordelen vanuit hun 

eigen perspectief. Zorg- en dienstverlenende organisaties kunnen de QUALITRA-

ID(-P) gebruiken om meer inzicht te krijgen in de kwaliteitservaringen van hun 

cliënten. Daarnaast kan het hen helpen om te bepalen welke onderwerpen 

aandacht verdienen in programma’s voor kwaliteitverbetering. De QUALITRA-

ID(-P) kan ook worden gebruikt om te onderzoeken welke kenmerken van zorg- 

en dienstverlenende organisaties bijdragen aan of belemmerend zijn voor het 

behouden van trajecten van hoge kwaliteit of voor het verbeteren van de 

kwaliteit van trajecten. Ten slotte kunnen cliënten en hun ouders en/of 
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verwanten meer inzicht verkrijgen in het verloop van trajecten door middel van 

het gebruik van de QUALITRA-ID(-P). Dit kan hen mogelijk helpen om hun 

trajecten in de toekomst beter te volgen en wellicht te sturen.  

 De QUALITRA-ID bestaat uit een open gespreksgedeelte en een gesloten 

gedeelte. Het doel van het open gesprek is om cliënten vertrouwd te maken met 

het onderwerp van het interview en om hen voor te bereiden op het gesloten 

gedeelte. Het persoonlijke gesprek stelt de interviewer tevens in staat om 

vertrouwd te raken met de levensomstandigheden van de cliënt. De resultaten 

van de twee fasen van ontwikkeling en verbetering van de QUALITRA-ID laten 

zien dat het essentieel is om een persoonlijk gesprek met cliënten te voeren. 

Deze conclusie is vergelijkbaar met die van Engels, Arkesteyn en Van Soest 

(2008) over de bruikbaarheid van de CQI voor mensen met een verstandelijke 

beperking. Hun onderzoek laat zien dat de gewenste informatie alleen naar 

voren komt als de onderwerpen worden besproken in een persoonlijk gesprek 

tussen cliënt en interviewer en als de interviewer ‘op zoek gaat’ naar de 

levensomstandigheden van de cliënt. Het persoonlijke gespreksgedeelte in de 

QUALITRA-ID is essentieel voor het aanvullen en verduidelijken van de 

informatie die wordt verkregen in het gesloten gedeelte. 

 Het gebruik van de QUALITRA-ID toont aan dat het belangrijk is om 

persoonlijke gesprekken over de wensen, verwachtingen en zorgen van cliënten 

te stimuleren tussen cliënten en professionals, zowel tijdens als na afloop van 

trajecten. Deze aanbeveling past binnen de huidige maatschappelijke 

ontwikkelingen die hebben geleid tot een toegenomen aandacht voor principes 

als ‘vraaggestuurde zorg’, ‘empowerment’ en ‘autonomie’, welke ervan uitgaan 

dat de behoeften, wensen en doelen van cliënten het uitgangspunt moeten zijn 

in plaats van het aanbod van zorg- en dienstverlening (e.g., Maes et al., 2003; 

Meininger, 2001; Rijckmans et al., 2007; Wilson et al., 2008). Echter, veel 

cliënten hebben moeite met het verwoorden van hun hulpvragen en met het 

overzien van de consequenties van hun beslissingen (Meininger, 2001). Daarom 

krijgt ‘partnerschap’ tussen cliënt en professional steeds meer aandacht binnen 

de gehandicaptensector (Maes et al., 2003; Meininger, 2001). ‘Partnerschap’ 

betekent dat er in de relatie tussen cliënt en professional ruimte moet zijn voor 

‘echte dialoog’ en ‘elkaar ontmoeten’ (Meininger, 2001, p. 247). 

 Op basis van de resultaten van het gebruik van de QUALITRA-ID-P wordt 

een aantal aanbevelingen gedaan voor de ontwikkeling van programma’s voor 

kwaliteitsverbetering: 

• Het wordt aanbevolen dat zorg- en dienstverlenende organisaties van elkaar 

proberen te leren door te onderzoeken waarom de ene organisaties beter of 

slechter scoort dan de andere.   
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• Het is belangrijk om nader te onderzoeken of mogelijke interacties tussen 

parallelle trajecten die betrekking hebben op meerdere levensdomeinen 

invloed hebben op de kwaliteitsbeoordeling van ouders en/of verwanten.  

• Daarnaast is het van belang om te onderzoeken of de verschillen in de 

beoordeling van de kwaliteit van trajecten op de onderscheiden 

levensdomeinen worden veroorzaakt door het verloop van de trajecten zelf 

of door de kwaliteit van de zorg- en dienstverlening die uiteindelijk voor de 

verschillende domeinen geleverd wordt.  

• Een grote groep respondenten geeft aan dat de hulpvraag van hun 

kind/familielid niet is beantwoord. Het is van belang om te onderzoeken wat 

hiervan de oorzaak is. Mogelijk komt dit voort uit verschillen in perceptie 

tussen de respondenten en professionals over het moment waarop een 

traject afgesloten is.  

• Het wordt aanbevolen om rekening te houden met de toenemende 

mondigheid van bepaalde groepen ouders en/of verwanten, zoals hoger 

opgeleiden, aangezien zij verschillende visies kunnen hebben op de kwaliteit 

van trajecten.  

• De resultaten laten zien dat de kwaliteit van trajecten hoger wordt 

beoordeeld als er minder organisaties bij het traject betrokken zijn. Het 

wordt aanbevolen om hier rekening mee te houden in de ontwikkeling van 

programma’s voor kwaliteitsverbetering.  

• Het wordt aanbevolen om nader te onderzoeken in hoeverre de mate van 

ervaring met het doorlopen van trajecten invloed heeft op de 

kwaliteitsbeoordeling van trajecten. Op basis van de resultaten blijkt dat het 

geen verschil maakt welke leeftijd de ouders en/of verwanten hebben. Dit 

zou kunnen impliceren dat oudere respondenten geen voordeel hebben van 

hun mogelijke ervaring in het doorlopen van trajecten. Indien wordt 

aangenomen dat jongere respondenten mondiger zijn dan oudere 

respondenten, dan kan dit tevens impliceren dat jongere respondenten geen 

voordeel hebben bij hun eventuele hogere mondigheid.  

• Ten slotte wordt aanbevolen om in het bijzonder aandacht te besteden aan 

de onderwerpen die ouders en/of verwanten het belangrijkst vinden met 

betrekking tot de kwaliteit van trajecten, namelijk onderwerpen die te 

maken hebben met de hulpvraag van de cliënt, met het kiezen van passende 

zorg- en dienstverlening en met het nakomen van afspraken. Het is echter 

ook belangrijk om aandacht te besteden aan de onderwerpen die door 

respondenten als minder belangrijk worden aangemerkt. Mogelijk worden 

deze onderwerpen door respondenten als minder belangrijk aangemerkt, 

omdat zij denken dat er toch niets verbeterd kan worden.  
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Implementatie van de QUALITRA-ID(-P) 

Personen met een verstandelijke beperking en hun ouders en/of verwanten 

profiteren alleen van de QUALITRA-ID(-P) als het instrument grondig en 

structureel wordt geïmplementeerd. Bij de implementatie staan de volgende 

vragen centraal: Door welke perso(o)n(en) of organisatie(s) moet het gebruik 

van de QUALITRA-ID(-P) worden geïnitieerd en gecoördineerd? en Wanneer 

moet de QUALITRA-ID(-P) worden gebruikt?. 

 De QUALITRA-ID(-P) representeert het cliëntperspectief. Dit betekent 

dat het instrument bij voorkeur moet worden ingezet in samenwerking met 

cliëntenraden, cliëntbelangenorganisaties en belangenorganisaties voor ouders 

en/of verwanten. Op het moment dat het gebruik volledig wordt gecoördineerd 

door zorg- en dienstverlenende organisaties, is de kans aanwezig dat er in 

programma’s voor kwaliteitsverbetering alleen of vrijwel alleen aandacht wordt 

besteed aan onderwerpen waarop zij denken dat er verbetering kan worden 

behaald.    

 Dagelijks worden er trajecten van zorg- en dienstverlening gestart en 

afgesloten. De QUALITRA-ID(-P) kan op twee manieren worden gebruikt om de 

kwaliteit van trajecten structureel te monitoren. In de eerste plaats kan het 

instrument periodiek worden gebruikt bij een grote groep cliënten en ouders 

en/of verwanten die gedurende een bepaalde periode een traject hebben 

afgesloten. In de tweede plaats kan het instrument worden gebruikt als ‘exit 

instrument’. Dit betekent dat de kwaliteit van trajecten wordt beoordeeld op het 

moment dat cliënten een traject afsluiten en gebruik gaan maken van de 

gekozen zorg- en dienstverlening. 

 Indien de QUALITRA-ID(-P) wordt gebruikt als ‘exit instrument’, dan 

wordt er niet alleen informatie verzameld over de kwaliteit van de organisatie 

die het instrument gebruikt als ‘exit instrument’, maar ook over de kwaliteit van 

andere zorg- en dienstverlenende organisaties die eerder bij het traject 

betrokken zijn geweest. Het is belangrijk dat ook deze organisaties 

terugkoppeling krijgen over hun prestaties en dat de prestaties van alle 

organisaties gezamenlijk worden geanalyseerd. De kwaliteit van trajecten is 

immers voor een groot gedeelte afhankelijk van de gezamenlijke activiteiten van 

de verschillende betrokken organisaties. Het wordt aanbevolen dat alle 

betrokken zorg- en dienstverlenende organisaties gezamenlijk één of meer 

personen en/of organisaties aanwijzen die namens het collectief het gebruik van 

de QUALITRA-ID(-P) moeten initiëren en coördineren. Indien dit wordt 

overgelaten aan de organisatie die het instrument gebruikt als ‘exit instrument’, 

kan de ongewenste situatie ontstaan dat de betreffende organisatie de andere 

organisaties gaat beoordelen en wellicht bekritiseren.  
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Relatie van de QUALITRA-ID(-P) met andere kwaliteitsinstrumenten 

De QUALITRA-ID(-P) kan worden gebruikt in combinatie met andere 

instrumenten voor kwaliteit van zorg, zoals de Quote-Gehandicapten, de CAHPS 

systematiek en de CQI Gehandicaptenzorg. Dit zijn bestaande, veelgebruikte en 

gezaghebbende kwaliteitsinstrumenten. 

 De Quote-Gehandicapten is ontwikkeld in Nederland om de meningen, 

ideeën, wensen en ervaringen van mensen met een verstandelijke beperking 

met de kwaliteit van zorg te meten. Quote staat voor QUality Of care Through 

the patient’s Eyes (http://www.nivel.nl/cqindex/). De CAHPS systematiek is 

ontwikkeld in de Verenigde Staten en is bedoeld om te meten wat patiënten 

ervaren, denken en weten over hun zorgverzekeraar en over de zorg die wordt 

geleverd door hun zorgverzekeraar. CAHPS staat voor Consumer Assessment of 

Healthcare Providers and Systems (http://www.cahps.ahrq.gov/default.asp). De 

CQI Gehandicaptenzorg is ontwikkeld in Nederland op basis van de Quote-

Gehandicapten en de CAHPS systematiek en heeft betrekking op het meten, 

analyseren en rapporteren van de ervaringen van cliënten met de zorgverlening 

(http://www.centrumklantervaringzorg.nl/vragenlijsten/gehandicaptenzorg.html).               

 De QUALITRA-ID(-P) heeft enkele overeenkomsten met de drie 

genoemde instrumenten. Ten eerste zijn alle instrumenten gericht op het 

perspectief van de zorggebruiker in plaats van het perspectief van de 

professional. Dit betekent onder andere dat de inhoud van de instrumenten is 

bepaald in samenwerking met zorggebruikers. Ten tweede wordt door de 

QUALITRA-ID(-P), net zoals de Quote-Gehandicapten en de CQI 

Gehandicaptenzorg, aandacht besteed aan zowel de ervaringen van cliënten als 

aan de onderwerpen die zij het belangrijkst vinden. 

 Het eerste en meest belangrijke verschil tussen de QUALITRA-ID(-P) en 

de andere instrumenten is dat de QUALITRA-ID(-P) focust op de kwaliteit van 

trajecten die voorafgaan aan de daadwerkelijke zorg- en dienstverlening, terwijl 

de andere instrumenten zijn gericht op de kwaliteit van de zorg- en 

dienstverlening zelf. De QUALITRA-ID(-P) is het enige instrument dat aandacht 

besteedt aan de integratie van zorg- en dienstverlening en aan de 

samenwerking tussen organisaties. Dit betekent niet dat er geen 

overeenkomsten zijn tussen de onderwerpen van de instrumenten, maar alleen 

de QUALITRA-ID(-P) verbindt de onderwerpen aan de trajecten die voorafgaan 

aan de daadwerkelijke zorg- en dienstverlening. Dit verschil maakt duidelijk dat 

de QUALITRA-ID(-P) toegevoegde waarde heeft en niet ‘meer van hetzelfde’ is.   

Een volgend verschil tussen de QUALITRA-ID(-P) en de andere 

instrumenten is dat de QUALITRA-ID(-P) bestaat uit verschillende versies voor 

de levensdomeinen ‘zorg’, ‘onderwijs’, ‘arbeid’, ‘dagbesteding’, ‘wonen’ en ‘vrije 

tijd’. Het voordeel hiervan is dat alle ondersteuningsgebieden aandacht krijgen. 
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Daarnaast maakt deze onderverdeling het mogelijk om de terminologie van de 

verschillende versies aan te passen aan het domein waarop de versie betrekking 

heeft. Hierdoor kunnen cliënten gemakkelijker hun kwaliteitservaringen 

aangeven, omdat de vragen beter aansluiten bij hun levenssituatie.  

De CQI Gehandicaptenzorg beschikt over aparte versies voor cliënten en 

ouders en/of verwanten. De QUALITRA-ID(-P) is echter het enige instrument dat 

het mondelinge interview voor cliënten onderverdeelt in een persoonlijk 

gespreksgedeelte en een gesloten gedeelte. De persoonlijke gesprekken zijn in 

hoge mate afgestemd op de situatie van de cliënt. Hierdoor wordt de cliënt in 

staat gesteld om zijn of haar eigen ervaringen met het traject uit te spreken.  

 

Aanbevelingen voor vervolgonderzoek 

De huidige studie heeft geresulteerd in drie aanbevelingen voor 

vervolgonderzoek. Ten eerste wordt aanbevolen om te onderzoeken op welke 

manier de response rate op de QUALITRA-ID(-P) in de toekomst kan worden 

verhoogd. Mogelijk kan de response rate op de QUALITRA-ID worden verhoogd 

door direct bij afloop van het traject een vervolgafspraak te maken met de cliënt 

om het interview af te nemen. Een bijkomend voordeel is dat mondeling kan 

worden toegelicht waarover het interview gaat, waardoor de cliënt zich mogelijk 

meer verbonden voelt met het onderzoek. Om de response rate op de 

QUALITRA-ID-P te verhogen, is het belangrijk om meer inzicht te krijgen in de 

manier waarop de doelgroep het beste bereikt kan worden. In deze studie zijn 

de vragenlijsten verspreid via de post. Voor toekomstig onderzoek is het wellicht 

een optie om de respondenten de vragenlijsten in groepen te laten invullen op 

een centrale locatie of direct bij afloop van het traject. Op deze manier kan de 

vragenlijst mondeling worden toegelicht en wordt de kans vergroot dat de 

respondenten het belang van het instrument inzien. Daarnaast wordt 

aanbevolen om meer inzicht te verwerven in de invloed van opleidingsniveau en 

culturele achtergrond van de respondenten op de response rate. Ten slotte 

wordt aanbevolen om de gebruiksvriendelijkheid van de QUALITRA-ID-P te 

verhogen, bijvoorbeeld door het verkorten van de vragenlijst en door het 

verbeteren van de lay-out. Mogelijk beperkt dit de kans dat respondenten 

besluiten om de vragenlijst niet (geheel) in te vullen.  

 De tweede aanbeveling voor vervolgonderzoek heeft betrekking op de 

validiteit en betrouwbaarheid van de QUALITRA-ID(-P). In de ontwikkeling van 

het instrument zijn diverse technieken toegepast om de validiteit te waarborgen. 

De constructvaliditeit heeft aandacht gekregen door middel van een 

literatuurstudie naar integratie van zorg, de zoektocht naar gezaghebbende 

modellen voor het meten van de kwaliteit van zorg- en dienstverlening en door 

gebruikmaking van de methode van focusgroepsdiscussies. Daarnaast is de 
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validiteit in beschouwing genomen door het heroverwegen van de formuleringen 

van de vragen aan de hand van de opmerkingen en subjectieve interpretaties 

van de respondenten. De constructvaliditeit van de QUALITRA-ID-P is tevens in 

beschouwing genomen door rekening te houden met het inhoudsdomein van de 

kwaliteit van trajecten van zorg- en dienstverlening. Het is voor 

vervolgonderzoek echter van belang om ook de interne structuur en het 

statistische netwerk van de QUALITRA-ID-P te onderzoeken, omdat dit, evenals 

het inhoudsdomein, ook belangrijke aspecten zijn van de constructvaliditeit. 

Daarnaast zal ook de criteriumgeoriënteerde validiteit moeten worden bepaald 

om te onderzoeken of, bijvoorbeeld, de mate van ervaren kwaliteit van leven en 

welbevinden kan worden voorspeld aan de hand van de kwaliteitservaringen met 

trajecten. Ten slotte is het van belang om op regelmatige basis de validiteit van 

de QUALITRA-ID(-P) opnieuw vast te stellen, omdat mogelijke veranderingen in 

het systeem van zorg- en dienstverlening, bijvoorbeeld, invloed kunnen hebben 

op de inhoudsvaliditeit van het instrument. 

 Op basis van de eerste toets van de psychometrische kenmerken van de 

QUALITRA-ID-P is gebleken dat het instrument betrouwbaar is. In 

vervolgonderzoek is het echter belangrijk om te onderzoeken of het instrument 

betrouwbaar blijft. In dit onderzoek was het onmogelijk om de mate van 

stabiliteit van QUALITRA-ID scores vast te stellen, omdat de antwoorden op het 

gesloten gedeelte niet kwantitatief geanalyseerd konden worden. In 

vervolgonderzoek is het echter belangrijk om zowel de interne consistentie als 

de test-hertest betrouwbaarheid te toetsen.  

 De laatste aanbeveling voor vervolgonderzoek betreft die naar de 

mogelijkheden voor een bredere toepasbaarheid van de QUALITRA-ID(-P). Het 

huidige onderzoek is uitgevoerd in de regio Noord-Brabant. Vanwege de 

overeenkomsten in de organisatie van zorg- en dienstverlening in alle 

Nederlandse provincies, wordt verwacht dat de resultaten representatief zijn 

voor de Nederlandse situatie. Het is echter interessant om te onderzoeken of het 

instrument zodanig kan worden aangepast dat het toepasbaar is binnen andere 

sectoren waarin cliënten trajecten van zorg- en dienstverlening doorlopen 

waarin meerdere en verschillende zorg- en dienstverlenende organisaties 

betrokken zijn, zoals de ouderensector. Daarnaast kan het waardevol zijn om de 

QUALITRA-ID(-P) aan te passen voor subsectors binnen de sector voor mensen 

met een verstandelijke beperking, zoals de ‘autismeketen’. Binnen deze keten 

vormen organisaties samenwerkingsverbanden om integrale zorg en 

ondersteuning te kunnen bieden aan mensen met een autistische stoornis en 

aan hun ouders en/of verwanten. Ten slotte kunnen zorg en dienstverlenende 

organisaties overwegen om onderdelen van de QUALITRA-ID(-P) toe te voegen 

aan hun reguliere kwaliteitsmetingen. 
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DANKWOORD 

 

‘Een traject van zorg- en dienstverlening bestaat uit alle stappen die 

verstandelijk beperkten en hun ouders en/of verwanten moeten doorlopen om te 

komen van een hulpvraag tot de realisatie van de gewenste zorg- en 

dienstverlening’. De afgelopen jaren hebben mij geleerd dat deze definitie - met 

een paar kleine wijzigingen - ook heel goed van toepassing is op een 

promotietraject: ‘Een promotietraject bestaat uit alle stappen die promovendi en 

hun (co-) promotores moeten doorlopen om te komen van een onderzoeksvraag 

tot de uitgave van een proefschrift’. Wellicht dat het meetinstrument dat ik heb 

ontwikkeld om de kwaliteit van trajecten van zorg- en dienstverlening te meten 

vanuit cliëntperspectief, in de toekomst ook gebruikt kan worden om de kwaliteit 

van promotietrajecten te meten vanuit het perspectief van promovendi. Het zou 

mij namelijk niet verbazen als de succes- en faalfactoren van promotietrajecten 

sterk overeenkomen met die van zorgtrajecten.  

Net als bij een traject van zorg- en dienstverlening zijn bij een 

promotietraject verschillende partijen betrokken. Door middel van dit dankwoord 

wil ik alle partijen die op hun eigen wijze een bijdrage hebben geleverd aan mijn 

onderzoek van harte bedanken. Allereerst wil ik Jos Schols en Guus van Heck, 

mijn beide promotores, bedanken. Jos, heel erg bedankt voor je grote 

betrokkenheid en enthousiasme. Vanaf het begin heb je een groot vertrouwen 

gehad in mijn capaciteiten om mijn onderzoek tot een mooi einde te brengen. Je 

hebt elk ‘succes’ (zoals geaccepteerde artikelen) meegevierd en je liet me 

regelmatig weten dat je trots op me was. Dit gaf mij steeds (nieuwe) energie 

om het beste uit mijn onderzoek te halen. Guus, bedankt voor je betrokkenheid, 

voor je deskundige oog, voor al je boeiende verhalen en voor de vele uren die je 

hebt gestoken in het - heel precies - nakijken van mijn teksten. Je hebt mijn 

proefschrift zonder twijfel naar een hoger niveau gebracht! Naast mijn 

promotores wil ik graag Ien van de Goor, mijn co-promotor, bedanken. Ien, jij 

was nauw betrokken bij de ‘dagelijkse praktijk’ van mijn onderzoek. Bedankt 

voor alle keren dat we samen om de tafel hebben gezeten om zowel de 

inhoudelijke als de praktische aspecten van mijn onderzoek te bespreken. 

Bedankt voor je heldere – vaak verfrissende - kijk op de zaken, voor je 

vertrouwen en voor je waardering.                

Daarnaast wil ik graag alle leden van de maatschappelijke 

klankbordgroep bedanken: Henri Plagge, Lucas Middelhoff, Ton van Hagen, 

Ingrid Buuron, Ans van Hartevelt, Carla Driessen, Anja Lissone en Tim van der 

Avoird. Ik vond het soms best lastig om de theorie van mijn onderzoek aan de 

praktijk te verbinden. De praktijk van zorg- en dienstverlening aan mensen met 

een verstandelijke beperking is immers complex en voortdurend aan 



258 

 

verandering onderhevig. Bedankt voor jullie wegwijs hierin en voor het 

meedenken over de manier waarop de QUALITRA-ID(-P) kan worden ingezet en 

gebruikt in de praktijk.    

Veel dank ben ik verschuldigd aan Emmy Frederiks, Kuin Heringa en Kim 

Smits. Emmy, bedankt voor je hulp in het selecteren en benaderen van 

mogelijke respondenten en voor je hulp bij het uitprinten, aan elkaar nieten en 

verzenden van honderden vragenlijsten. Ik weet niet precies hoeveel uren jij in 

mijn onderzoek hebt gestoken, maar het waren er heel veel! Zonder jouw hulp 

had ik de toch al complexe selectieprocedure nooit kunnen uitvoeren! Kuin, 

vanwege mijn onervarenheid met de doelgroep heb jij mij vergezeld naar alle 

interviews die ik tijdens de pilotstudie met cliënten heb gehouden. Ik heb enorm 

veel geleerd van de manier waarop jij met mensen met een verstandelijke 

beperking omging. Hierdoor heb ik het vertrouwen gekregen om de tweede 

ronde interviews alleen te doen. Bedankt! Kim, jij hebt alle interviews die ik 

tijdens de tweede ronde heb gehouden woord voor woord uitgetypt. Hiermee 

heb je me veel werk uit handen genomen! Bedankt daarvoor!       

De deelname van mensen met een verstandelijke beperking en hun 

ouders en/of verwanten aan mijn onderzoek was noodzakelijk. De doelstelling 

van het onderzoek was immers de ontwikkeling van een meetinstrument vanuit 

cliëntperspectief. Zonder de nauwe betrokkenheid van de doelgroep was het 

onmogelijk geweest om deze doelstelling te bereiken. Ik ben dan ook veel dank 

verschuldigd aan alle participanten van mijn onderzoek. Hierbij wil ik alle 

mensen met een verstandelijke beperking en hun ouders en/of verwanten 

bedanken voor hun deelname aan de focusgroepsdiscussies, de interviews en 

het invullen van de schriftelijke vragenlijsten. Door de vele persoonlijke 

gesprekken hebben jullie mij ervan overtuigd dat de ontwikkeling van de 

QUALITRA-ID(-P) noodzakelijk was. Ik hoop dat het gebruik van het instrument 

in de toekomst zal leiden tot trajecten van hoge kwaliteit en een hoger 

welbevinden van mensen met een verstandelijke beperking en hun families.   

Daarnaast wil ik al mijn Tranzo collega’s hartelijk bedanken voor de 

interesse die ze de afgelopen jaren hebben getoond in mij en in mijn onderzoek. 

Mede door jullie heb ik een hele mooie tijd gehad en heb ik – zowel inhoudelijk 

als persoonlijk - heel veel geleerd! In het bijzonder wil ik Karin van den Dungen 

en Martine Lissenberg bedanken. Karin, met jou heb ik heel wat dagen een 

kamer gedeeld. Bedankt voor de vele goede gesprekken, voor de vele lachbuien 

en voor je hulp bij mijn SPSS-avontuur. Nooit gedacht dat onze gedeelde 

interesse voor het turnen mij zo ver zou brengen om zelf weer de turnhal te 

betreden! Ik vind het bijzonder dat je nu mijn paranimf bent! Martine, met jou 

heb ik ook heel wat dagen een kamer gedeeld. Heel erg bedankt voor de 

gezelligheid, de goede gesprekken en je interesse in mij en mijn onderzoek!        
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Lieve familie. Bedankt dat ik bij jullie steeds een veilige thuishaven kon 

vinden! Het is zeker niet voor niets dat ik één van mijn zussen, Riekje, heb 

gevraagd om mijn paranimf te zijn! Lieve papa en mama. Jullie wil ik in het 

bijzonder bedanken. Bedankt voor alles! Bedankt voor alles wat jullie mij vanaf 

het begin hebben meegegeven! Zonder jullie vertrouwen, aanmoedigingen 

(bedankt voor de peptalks, mam), steun en betrokkenheid was dit proefschrift er 

misschien wel nooit gekomen. Jullie waren (en zijn!) onmisbaar!  

Ten slotte: Lieve Peter. Wat ben ik dankbaar dat jij in mijn leven bent 

gekomen! Je hebt de meest hectische en spannende periode van mijn 

promotietraject van heel dichtbij meegemaakt. Bedankt dat ik bij jou alles van 

me kon afpraten en dat je geduldig alles aanhoorde! Bedankt voor je 

aanmoediging, voor je steun en voor je praktische hulp (kijk eens hoe mooi de 

tabellen zijn geworden!)! Bedankt voor je liefde! Ik vind het fantastisch dat jij 

getuige mag zijn van mijn promotie!      

 

Soli Deo Gloria! 

 

Janneke Barelds 

Tilburg, februari 2010 
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Organisatiewetenschappen aan de Universiteit van Tilburg. In 2005 behaalde zij 
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bachelorscriptie was getiteld ‘Implementatie van structuurverandering in 
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transfer from temporary to permanent organizations in the healthcare sector: A 
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