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ABSTRACT 

 

Background: Even though participation of people with intellectual disabilities in 

research is increasingly common, there is little insight into how many people 

with intellectual disabilities participate, their motivations to participate and their 

interests regarding study results.  

Method: Five questions were added to the Panel Living Together (PLT) survey 

among 508 people with intellectual disabilities. The questions aimed to gain 

insight into the (i) frequency of participation; (ii) methods used to participate; 

(iii) motivations to participate; and (iv) interests regarding study results.  

Results: Although 73.5% (n = 347) of the respondents enjoyed their 

participation and 71.6% (n = 312) found it important to participate, only 11.8% 

(n = 60) participated in research other than PLT. Of the respondents, 61% 

(n = 261) indicated they wanted to be informed about study results, 29.1% 

(n = 148) of this group stated they wanted to compare, learn and share 

information.  

Conclusions: Future research should focus on how motivations of people with 

intellectual disabilities to participate in inclusive research, such as 

“empowerment,” can be supported to facilitate their involvement in research.  

 

1 INTRODUCTION 

Participation of people with intellectual disabilities in research, both as consultants as 

well as collaborators, is an emergent topic (Puyalto, Pallisera, Fullana, & Vila, 

2015). This is in line with the United Nation's Convention on the Rights of Persons 

with Disabilities (UNCRPD) and British Disability Studies movement's motto 

“nothing about us without us,” which strive for people with intellectual disabilities 

participation in all aspects of life (Shakespeare & Watson, 2002; United Nations, 

2006). Another movement contributing to the increase in people with intellectual 
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disabilities participation in research is the “inclusive research movement.” The term 

inclusive research was coined by Walmsley and Johnson and defined as: “research 

which includes or involves people with learning disabilities as more than just 

subjects of research” (Walmsley & Johnson, 2003), p. 61. It is based on the 

principles that: (i) the research topics studied matter to people with intellectual 

disabilities; (ii) the research presents people with intellectual disabilities’ 

perspective; and (iii) that people with intellectual disabilities are treated with respect 

(Nind & Vinha, 2014; Walmsley & Johnson, 2003). Inclusive research has its roots 

in the 1950s, where health service users demanded to have a voice in medical 

decisions affecting them. This evolved in health service users’ involvement through 

participatory research (Wilson et al., 2015), including people with intellectual 

disabilities. Over the past decades, two generations of inclusive research developed. 

The first generation confirmed and addressed the need for inclusive research. The 

second generation started more recently with a focus on outcomes, added value, 

effective methods and partnerships and benefits for both individuals and research 

teams (Grant & Ramcharan, 2007).  

People with intellectual disabilities can participate in research in several ways. 

Firstly, they can participate by means of consultation through, for example, 

questionnaires or interviews, which means people with intellectual disabilities are 

respondents or subjects of research. Secondly, they can participate by means of 

collaboration or control through, for example, the role of advisory board member or 

co‐researcher, which are more inclusive manners of participation (INVOLVE, 2014). 

Despite the increased focus on participation of people with intellectual disabilities in 

research, it has mostly been approached from an academic perspective and is only 

limited discussed with people with intellectual disabilities themselves (Puyalto et al., 

2015). Insight into participation in research mainly focuses on individual experiences 

from co‐researchers who have participated in a collaborative manner (Nind & Vinha, 

2014). Little insight exists beyond individual experiences, for instance into the 

frequency in which people with intellectual disabilities participate in research, the 

way they participated and the extent to which participation fits their needs and 

interests. This study aims to contribute to this insight by involving the Dutch Panel 

Living Together, existing of 508 people with intellectual disabilities. The objective 

of this brief report is to explore the participation of people with intellectual 

disabilities in research by means of a structured interview survey amongst people 

with intellectual disabilities regarding: (i) frequency of participation; (ii) methods 

used to participate; (iii) motivations to participate; and (iv) interests regarding study 

results.  

2 METHOD 

2.1 Panel living together 

Questions on “participation in research” were added to the Panel Living Together 

(PLT) questionnaire, which was established as part of a Dutch national research 

programme on community participation of people with intellectual disabilities in 

2006 by the National Institute of Health Services Research (NIVEL). PLT consists of 

approximately 550 people with intellectual disabilities and 400 (in)formal carers, 

living in the Netherlands who were recruited via ambulatory care providers for 

people with intellectual disabilities and general practitioners. PLT members were 
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included if they (i) were 15 years or older and (ii) had mild to moderate intellectual 

disabilities (Cardol, Speet, & Rijken, 2007). A structured interview survey is 

conducted biannually among PLT members with intellectual disabilities covering the 

topics: living; leisure; work and daily activities; social contacts; finances; and 

Internet. The survey is conducted face‐to‐face by trained interviewers at the 

respondents’ preferred locations. In 74% of the interviews, (in)formal carers assisted 

respondents. In November 2014, the survey included questions on the topic 

“participation in research.” PLT offers the opportunity to use data on respondents’ 

descriptives such as sex, age and level of intellectual disabilities (NIVEL, 2015). 

PLT is registered with the Dutch Data Protection Authority (registration number 

1342229), and data are collected according to the Authority's privacy protection 

guidelines (Dusseljee, Rijken, Cardol, Curfs, & Groenewegen, 2010). This paper 

addresses the results on the topic “participation in research” only.  

[BOX 1] 

2.2 Survey questions 

Survey questions were compiled in collaboration with two co‐researchers with 

intellectual disabilities and a PLT researcher (NB). The co‐researchers and lead 

researcher discussed the PLT, its participants, and topics of interest to the co‐
researchers during several meetings over the course of 2 months. Recurring themes 

during these discussions were: “how many,” “how” and “why” people with 

intellectual disabilities participated in research. Additionally, one of the co‐
researchers elaborated upon her personal experience while participating in research, 

where she received no feedback afterwards. She wondered whether other people with 

intellectual disabilities experienced the same. Eventually, the co‐researchers and lead 

researcher agreed on the topics: (i) frequency of participation, (ii) methods used to 

participate, (iii) motivation to participate and (iv) interests regarding study results. 

The PLT researcher provided input through e‐mail correspondence on how questions, 

explanations and examples could be formulated. Additionally, literature was used to 

contribute to the answer categories. The final questions are listed in Box 1. In order 

to try to prevent socially desirable answers, respondents were not obliged to answer 

the questions to continue with the survey; however, this cannot entirely be prevented.  

2.3 Data analysis 

Data from multiple‐choice questions 1–4 were analysed using descriptive statistics 

(SPSS Statistics 20) by computing them into percentages per response category. 

Questions 1 and 4 consisted of four answer categories: “yes,” “no,” “I don't know” 

and “I can't answer the question.” Data from the open‐ended question 5 were 

quantified and categorized. All questions have missing data as respondents were not 

obliged to answer every question to complete the survey, and, therefore, valid 

percentages and number of respondents are presented as results.  

3 RESULTS 

A total of 508 respondents completed the entire PLT survey in 2014, of which 289 

were men (56.9%). Respondents’ descriptives are presented in Table 1.  
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[TABLE 1] 

 

3.1 Frequency of participation and ways to participate 

Of the 508 respondents, 60 (11.8%) respondents indicated they were involved in 

research other than PLT surveys, 350 (68.9) respondents stated they did not 

participate in other research, 65 (12.8%) respondents did not know whether they 

participated in other research and 33 (6.5%) respondents could not answer the 

question. Table 2 presents the frequency of participation by respondents who have 

indicated to have participated in research other than PLT surveys (n = 60; 11.8%). 

The majority of these respondents participated through consultation. Several 

respondents participated through collaboration, with advisory boards (43.3%) being 

the most frequent.  

[TABLE 2] 

3.2 Motivation to participate 

Nearly all respondents (n = 471; 92.7%) answered the question on their motivation to 

participate in research. The majority indicated that they did so because they (1) 

expected to enjoy it (n = 347; 73.5%) and (2) found research important (n = 312; 

71.6%). For all motivations except “enjoy it,” the answer category “I don't know” is 

relatively high (Table 3).  

[TABLE 3] 

3.3 Interests regarding study results 

Of the 428 respondents who have completed question 4, 261 (61.0%) indicated 

interest in the results of studies to which they contributed, 100 (23.4%) did not find it 

important, 66 (15.4%) did not know whether they found it important and one 

respondent (0.2%) could not answer this question. Of the respondents who wanted to 

receive results, 148 (29.1%) answered question 5. Answers to the open‐ended 

question included a desire to receive as many study results as possible, because they 

were curious and interested. They wanted to use the results to compare themselves 

with others, learn from the results and share the information with others.  

4 DISCUSSION 

This structured interview survey aimed to explore the participation of people with 

intellectual disabilities in research. Although 73.5% (n = 347) of the respondents 

enjoyed their participation and 71.6% found it important to participate (n = 312), 

only 11.8% (n = 60) participated in research other than PLT. Of the respondents who 

answered question 2 on participation methods (n = 60), only 43.3% (n = 26) 

participated as an advisory board member and 11.7% (n = 7) as a co‐researcher, 

which are seen as inclusive research methods (Frankena, Naaldenberg, Cardol, 

Linehan, & Lantman Van Schrojenstein de Valk, 2015). To our knowledge, no data 

exist on the frequency of participatory research with other patient groups or the 

general population, making comparison difficult. This study did not examine why 

people with intellectual disabilities did not participate in other studies (e.g., no 

opportunities or interest to participate). Additionally, when looking at inclusive 

research's definition, the emphasis is on how people with intellectual disabilities are 
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included (e.g., “as more than just subjects of research”), not on how many people are 

involved. Nonetheless, these percentages do not reflect the aim of inclusive research, 

where people with intellectual disabilities should have the chance to be actively 

involved (Walmsley & Johnson, 2003). The definition of inclusive research by 

Walmsley and Johnson (2003) leaves a lot of room for interpretation (Bigby, 

Frawley, & Ramcharan, 2014; Blunt et al., 2012), and researchers can have their own 

perception and interpretation of such research, resulting in a variety of inclusive 

methods.  

This study provides insight into the motivations of people with intellectual 

disabilities to participate in research. Respondents in this study scored several 

motivations relatively highly (i.e., expecting to enjoy it, finding research important, 

learning from it, becoming a more confident person, and having something to do). In 

studies on experiences of co‐researcher, topics such as increasing self‐esteem, 

increasing social capital, learning new skills, and expressing yourself were 

mentioned as motivations to participate in research (Beighton et al., 2017; Puyalto 

et al., 2015), which correspond with findings from this study. A recent literature 

review comparing 26 studies applying inclusive research on characteristics including 

motivations found that many researchers expect “empowerment” to be people with 

intellectual disabilities's core motivation to participate in research (Frankena et al., 

2015). Empowerment might partly be a motivation for people with intellectual 

disabilities to participate in research—captured in topics such as learning new skills 

and increasing social capital; however, this is not the sole reason for people with 

intellectual disabilities to participate in research. Furthermore, 61% of the 

respondents expressed interests in the studies they participated in. Responding to 

these motivations and interests is a sign of commitment towards people with 

intellectual disabilities and greater attention should be given to this, expecting that it 

improves research. As a result of improved research through participation, we expect 

that the health care and overall quality of life of people with intellectual disabilities 

can improve through meaningful dialogue with this group.  

4.1 Strengths and limitations 

Questions were developed in collaboration with two co‐researchers with intellectual 

disabilities. However, trained interviewers indicated that some respondents found 

these interview questions difficult to answer and the topic complicated. Interviewing 

people with intellectual disabilities can be challenging because of the risk of 

response bias, acquiescence, recency and nay‐saying (Finlay, 2015; Finlay & Lyons, 

2001). Thus, for future research purposes, methods should be explored to increase 

accessibility of the topic “participation in research,” in order for people with 

intellectual disabilities to be able to contribute meaningfully to research. One of these 

methods is developing accessible information in collaboration with co‐researchers 

with intellectual disabilities.  

The respondents in this study are not representative of the entire intellectual 

disabilities population in the Netherlands. People with more intellectual disabilities 

are excluded from PLT because of communication challenges, and, therefore, results 

cannot be generalized to people with severe and profound intellectual disabilities. 

Additionally, PLT consists of a select group of people with intellectual disabilities of 

which the majority has participated in previous PLT surveys and are more likely to 

have participated in other research. Thus, the frequency of their participation in 

research other than PLTs might be higher than that of the general population with 
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mild to moderate intellectual disabilities. This is worrisome for the frequency of 

participation in research for the whole population with intellectual disabilities, as this 

is possibly even lower. However, because of PLT respondents’ ability to speak from 

experience, their contribution on this scarcely researched topic is important. 

Moreover, this is one of first quantitative explorations of the participation of people 

with intellectual disabilities in research from people with intellectual disabilities 

perspective. Future research should deepen the understanding of how people with 

intellectual disabilities can actively participate in research, especially through 

inclusive research methods, as this is expected to improve their health, health care 

and quality of life.  

5 CONCLUSION 

This structured interview survey has given initial insight into people with intellectual 

disabilities’ participation in research. A minority of the respondents participated in 

research other than PLT, even less participated through inclusive methods, despite 

their response that they found research enjoyable and important. Almost half of the 

respondents indicated that they wanted to learn from research. Researchers’ 

assumptions about people with intellectual disabilities’ motivation to participate only 

partly concur with their actual motivation to participate. This calls for meaningful 

collaboration between people with intellectual disabilities and academics to explore 

each others’ preferences, needs and motivations.  
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TABLE EN BOX 

BOX 1. PLT QUESTIONS ON PARTICIPATION IN SCIENTIFIC RESEARCH  

 

1. Have you ever participated in a scientific study besides the Panel Living 

Together? (If ‘no’, continue with question 3, otherwise continue with 

question2) 

2. I will now state a number of ways in which you can participate in a scientific 

study. I would like to know whether you have actually participated in any of 

the following ways. (Multiple answers are possible)  

1. Physical tests or examinations? 

2. A questionnaire (online or on paper)? 

3. A one‐to‐one conversation with a researcher? This is also called an 

interview. For example, the Panel Living Together.  

4. A group interview with a researcher together with other people with 

intellectual disabilities, carers, and/or doctors for example?  

5. An advisory board or client council? 

6. Working as a researcher, for example by interviewing people with 

intellectual disabilities or carers together with a researcher?  

3. I will now state a number of reasons for participating in a scientific study 

including the Panel Living Together. I would like to know why you 

participated in a scientific study. (Multiple answers are possible)  

1. Did you expect to enjoy it? 

2. Did you want to learn something from it? 

3. Did you think the research was important? 

4. Did you want to become a more confident person? 

5. Did you want to have something to do? 

4. Do you want to be informed about the results of the scientific study? 

5. What do you want to know about the results of the scientific study? 

  
Table 1. PLT respondents’ descriptives in 2014 (n = 508)  

Variable Answer category N  
Valid per 

cent 

Sex 
Man 289 56.9 

Woman 219 43.1 

Age 

15–39 years 168 33.1 

40–64 years 268 52.8 

65 + year 72 14.2 

Level of intellectual 

disabilities 

Mild 311 61.2 

Moderate 197 38.8 

Housing 

Group home in residential setting 42 8.3 

Group home in community setting 62 12.2 

Independent in community, with 200 39.4 
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Variable Answer category N  
Valid per 

cent 

support 

Independent in community, without 

support 
34 6.7 

Family 25 4.9 

Other 5 1.0 

Unknown 70 13.8 

Some data are missing as respondents were not obliged to answer every question to 

complete the survey. Therefore, valid percentages and number of respondents are 

presented.  
Table 2. Frequency and ways to participate in research other than PLT (n = 60)  

Method Answer category N  Valid per cent (n = 60)  

Questionnaires 

Yes 40 66.7 

No 17 28.3 

I don't know 3 5.0 

Interviews 

Yes 34 56.7 

No 23 38.3 

I don't know 3 5.0 

Physical tests or examinations 

Yes 29 48.3 

No 28 46.7 

I don't know 3 5.0 

Advisory boards 

Yes 26 43.3 

No 31 51.7 

I don't know 3 5.0 

Focus groups 

Yes 16 26.7 

No 41 68.3 

I don't know 3 5.0 

Working as a co‐researcher 

Yes 7 11.7 

No 51 85.0 

I don't know 2 3.3 

Some data are missing as respondents were not obliged to answer every question to 

complete the survey. Therefore, valid percentages and number of respondents are 

presented.  
Table 3. Motivation to participate (n = 471; 92.7%)  

Motivation Answer category N  
Valid per 

cent 

Did you expect to enjoy it? 

Yes 346 73.5 

No 21 4.5 

I don't know 75 15.9 
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Motivation Answer category N  
Valid per 

cent 

I can't answer the 

question 
29 6.2 

Total 471 100 

Did you find research important? 

Yes 312 71.6 

No 21 4.8 

I don't know 100 22.9 

I can't answer the 

question 
3 0.7 

Total 436 100 

Did you want to learn from it? 

Yes 212 48.0 

No 101 22.9 

I don't know 123 27.8 

I can't answer the 

question 
6 1.4 

Total 442 100 

Did you want to become a more confident 

person? 

Yes 166 38.3 

No 89 20.6 

I don't know 177 40.9 

I can't answer the 

question 
1 0.2 

Total 433 100 

Did you want something to do? 

Yes 138 31.9 

No 170 38.4 

I don't know 120 27.8 

I can't answer the 

question 
4 0.9 

Total 432 100 

Some data are missing as respondents were not obliged to answer every question to 

complete the survey. Therefore, valid percentages and number of respondents are 

presented.  
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