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ABSTRACT 

Background Although people with intellectual disabili�es (ID) are increasingly consulted in 

research, par�cipa�on in research agenda se�ng processes is limited. This is not surprising as 

their voice can easily be dominated in consulta�ons with researchers. The aim of this ar�cle 

is to explore the poten�als of enclave delibera�on as a first step towards broad consulta�on 

in research agenda se�ng. 

Method The research agenda se�ng process followed a responsive methodology, which 

is characterized by a cyclical and emergent design. Two persons with ID and one parent 

par�cipated in the research team. Seven persons with ID and six parents were interviewed 

individually. Subsequently, 10 focus groups were organised with people with ID and four focus 

groups with parents. Also, a ques�onnaire was sent to parents. 

Results The process towards involvement of people with ID was characterised by 

several steps that guided enclave delibera�on. First, stories of people were collected that 

reflected their in�mate voice. Then, a poli�cal voice was further developed through dialogue 

and interac�on in focus groups. This process resulted in a priori�sed list of nine poten�al 

topics for research. 

Conclusion The process of developing in�mate voice and poli�cal voice can be regarded as 

a concre�za�on of enclave delibera�on among disempowered groups. These steps are 

necessary to ini�ate a process towards establishing a broad consulta�on between different 

stakeholders about research on ID. 

 

 

  

  

4.1 INTRODUCTION 

 

“The selection of research topics should therefore emerge through partnerships with all key 

players – people with intellectual disabilities, and their families and carers, those 

representing different groups …, clinicians and social care providers …, and those with 

research expertise …. … In the absence of broad consultation involving all relevant parties 

the research agenda will not be fully and properly informed” (Holland, 2007).   

 

Some years ago, Tony Holland, the editor of this journal, explained the need for broad 

consulta�on in research agenda se�ng to enhance the breadth and quality of these processes. 

Par�cipa�on of people with intellectual disabili�es (ID) in research agenda se�ng also has an 

intrinsic value, i.e. the democra�c right to speak up in a process that ul�mately aims at 

influencing their lives and serving their needs (Abma, 2006; Caron-Flinterman, 2005; Greene, 

2006).  

Ever more par�cipatory studies are being published that take account of the perspec�ves of 

people with ID (Knox, Mok, & Parmenter, 2000; McVilly, Stancliffe, Parmenter, & Burton-

Smith, 2006; Richardson, 2000). Par�cipa�on in research agenda se�ng processes is, 

however, o�en restricted to consul�ng people with ID in response to research topics 

predefined by researchers (Ramcharan, Grant, & Flynn, 2004). Collabora�on between various 

groups of stakeholders, as Holland suggests, is s�ll excep�onal (Holland, 2007). Even more 

infrequent is the actual involvement of people with ID in the research process itself. The study 

by Williams, Marriot, & Townsley (2008) is an excep�onal example. In this research agenda 

se�ng process, the views of people with ID were contrasted with those of family members 

and professionals. Self advocates were involved in the research team. The agenda se�ng 

process presented here resembles Williams’ project, and is very much in line with the tradi�on 

of inclusive research. 

Inclusive research is an emerging approach where people with ID are supported by and 

collaborate with academic researchers to conduct their own research project (Bigby & 

Frawley, 2010; Walmsley & Johnson, 2003; Williams, 1999, 2005; Williams & Simons, 2005). It 

is considered crucial that people set their own agenda and par�cipate fully in the design, data 

collec�on and analysis, as this will give them the opportunity to exert real control over the 

research process. Inclusive research follows a team approach as people with ID collaborate 
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with academic researchers. Roles and responsibili�es change as people with ID learn and 

develop during the process rela�onships. This dynamic requires open discussion and reflec�on 

so that mutual expecta�ons correspond (Abma, Nierse, & Widdershoven, 2009; Cook & Inglis, 

2009; Williams & Simons, 2005). In general one can say that the academic researcher will, 

where possible, take a back seat, while s�ll providing support and assistance where needed. 

Inclusive research is emancipatory in its norma�ve orienta�on as it deliberately strives 

towards more equality in the social rela�ons between researcher and the researched. As these 

rela�ons change from hierarchic to more horizontal interac�ons, the dis�nc�on between 

researcher and researched begins to blur (Abma & Widdershoven, 2008; Oliver, 1992; 

Schipper et al., 2010).  

The literature raises tensions and cri�ques of inclusive research, as well as prac�cal 

descrip�ons of the process. For instance, points can be made about power imbalance, the 

ques�on of the role of non-disabled supporters, and possible charges of tokenism (Bigby & 

Frawley, 2010). Par�cipatory studies do not necessarily lead to par�cipants exer�ng control 

over the findings and may result in pseudo par�cipa�on or tokenism, if par�cipants have no 

influence on the decision-making (Garcia-Iriarte, Kramer, Kramer, & Hammel, 2009). When 

including people with ID in broad consulta�ons, one should be alert to the fact that their voice 

can easily be dominated, simply because they are not usual partners in research (Nolan, 

Hanson, Grant, & Keady, 2007). There may also be insufficient �me to define their viewpoints. 

A marginalized posi�on in society, s�gma�za�on and self-censorship complicate the process 

of genera�ng authen�c experiences among people with ID. Furthermore, given the 

asymmetry between lay knowledge and scien�fic knowledge, one needs to consider how to 

go about empowering people with ID to par�cipate in nego�a�ons with professionals. One 

way of doing this is by helping them to first gain a voice as individuals and subsequently 

developing a shared, poli�cal voice based on collec�ve experiences. In poli�cal science 

literature this is referred to as ‘enclave delibera�on’ among disempowered (Karpowitz, 

Raphael, & Hammond, 2009).  

This ar�cle discusses a Dutch project in which a research agenda was developed together with 

people with ID. In this project people with ID and parents ac�vely took part in the research 

agenda se�ng process from the outset. Three of them (a mother and two people with minor 

ID) par�cipated as partners in the research team (Abma et al., 2009). The aim of this ar�cle is 

to explore the poten�al of enclave delibera�on as a first step towards broad consulta�on in 

  

research agenda se�ng. Details about the dynamics in the mixed research team have been 

dealt with elsewhere (Abma et al., 2009).  

 

4.2 METHOD 

4.2.1 SETTING 

In 2005 the Dutch Advisory Council on Health Research concluded that current scien�fic 

research did not incorporate the needs of people with ID and their parents (Raad voor 

Gezondheidsonderzoek, 2005). As William Westveer, the former president of the Dutch 

Associa�on of Self Advocates aptly described it: For us research is something others have come 

up with to find out something about us (Jerphanion, 2005). In response, the Netherlands 

Organisa�on for Health Research and Development (ZonMw) invited two academic centres to 

embark on a research agenda se�ng process with people with ID. The project was a 

collabora�on between two universi�es, the Dutch Associa�on of Self Advocates (‘Landelijke 

Federa�e Belangenverenigingen Onderling Sterk’) and the Dutch Federa�on for Parent 

Organiza�ons of People with ID (currently named ‘Pla�orm VG’, the Dutch ID Pla�orm), 

herea�er referred to as advocacy associa�ons. The project was conducted between 

December 2005 and September 2006 and was funded by ZonMw. Although the ini�al project 

proposal was developed by two academics in response to a call by the gran�ng organiza�on, 

with a deadline that le� no room for consulta�on with the main stakeholders, this proposal 

did leave sufficient room for nego�a�ons about the project design. Immediately following 

approval from the gran�ng organiza�on, the advocacy associa�ons were contacted for their 

commitment and for further delibera�ons about the proposal.  

One element in the discussion was whether or not to include research partners in the project 

team. Research partners are clients who join the research team on an equal foo�ng with 

academic researchers. They share decision-making power with researchers and their degree 

of involvement is closer to the pa�ent as an advisor or research principal than to the pa�ent 

as an object of research (Abma et al., 2009). Forming a transdisciplinary project team was 

considered an important route towards emancipa�on, and equal social rela�ons and shared 

control among researched and researchers (Oliver, 1992; Walmsley & Johnson, 2003; 

Williams, 1999; Williams & Simons, 2005). Moreover, it was decided that this kind of team 

structure was desirable in terms of bringing experien�al knowledge, establishing trust, gaining 
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access and entrée, transla�ng jargon, revealing prejudices and developing new perspec�ves. 

It meant that the academic researchers did not act as experts, but as supporters and assistants 

of the research partners. In order to stress the equality in the project team, the research 

partners received a financial contribu�on for their �me and effort). 

 

4.2.2 THEORY 

The research agenda se�ng process followed a responsive methodology, which has its origins 

in the field of educa�onal evalua�on (Abma & Stake, 2001; Guba & Lincoln, 1989; Stake, 1975, 

2004). Responsive research acknowledges plurality and clarifies the issues of as many 

stakeholders as possible. Some later, interac�ve versions of responsive research aim more 

specifically at involving different stakeholders in exchanging their perspec�ves through 

dialogue and mutual learning (Abma, 2005b; Abma & Broerse, 2010; Abma & Widdershoven, 

2005). Apart from exchanging perspec�ves in a dialogue, stakeholders can together develop 

new issues, insights, ques�ons or recommenda�ons (Abma & Widdershoven, 2005). This 

interac�ve methodology is suitable for involving people with ID in research agenda se�ng, 

since it pays specific aten�on to the inclusion of marginalized groups (Baur, Abma, & 

Widdershoven, 2010; Greene, 2001; Mertens, Farley, Madison, & Singleton, 1994) and aims 

to systema�cally establish partnerships between stakeholders (Abma, 2005a).  

The methodology is characterized by a cyclical and emergent design (Abma, 2005b; Abma & 

Broerse, 2010) in which the specific research ac�vi�es are not determined beforehand, but 

are developed during the process in consulta�on with the stakeholders. This allows 

researchers to adapt to the issues that emerge from the subjec�ve experiences and stories of 

stakeholders (Abma & Widdershoven, 2005). In the present project, the design evolved during 

conversa�ons with people with ID and their parents. Their concerns guided the research 

process. 

Next to empower clients to become researchers themselves, academic researchers assist 

them to co-design and collaborate in the research (Abma et al., 2009; Schipper et al., 2010). 

Responsive methodology aims at par�cipa�on by organizing dialogues within and between 

par�es, a process that is fostered by the researcher as facilitator, educator, evaluator and 

Socra�c guide (Abma & Widdershoven, 2005). Power imbalances are handled by a 

methodology in which those who are least heard are given the most aten�on; their voices 

are developed homogeneously and separately from other (established) stakeholders in order 

  

to elicit their voices and emancipa�on. A�er having generated their agenda, heterogeneous 

mee�ngs and dialogues follow to enhance mutual understanding. This methodology is a 

concre�za�on of ‘enclave delibera�on’ among disempowered (Karpowitz et al., 2009).  

 

4.2.3 DESIGN AND PROCEDURES 

This project used a combina�on of different data collec�on methods (Table 1). The ini�al 

exploratory phase resulted in the recruitment of the research partners. The advocacy 

associa�ons approached three people who were willing to par�cipate in the project as co-

researchers: two people with mild ID and the mother of a son with severe ID. Instead of 

conduc�ng a formal applica�on procedure, they took part in a project team mee�ng and got 

acquainted with the researchers. They were asked at the end of the mee�ng whether they 

were interested in par�cipa�ng as research partners in the whole project. From then on they 

were ac�vely involved in data collec�on, analysis and dissemina�on of the results (Abma et 

al., 2009). Over the course of the project mee�ngs were held every two weeks with the project 

team at the office of the self advocate organiza�on. As the team prepared and conducted all 

ac�vi�es together they became a cohesive group. Support by the academic researchers 

entailed making �me to have a coffee with the par�cipants so they could listen to their 

concerns, provide reassurance, amend schedules and help the partners with difficult tasks. 

Crea�ng a safe and respec�ul working environment was considered the responsibility of the 

whole team, and regular evalua�ons were held to reflect on the dynamics in the group.  

The first stage involved interviews with key informants from professional organiza�ons in the 

field (N=4) to gain a beter understanding of the condi�ons for par�cipatory research with this 

group. And a mixed advisory group with representa�ves of various organiza�ons, including 

the self advocate organiza�on, was established for feedback purposes. 

During the consulta�on phase, people with ID, parents of young children with ID (N=7), and 

parents of children with severe ID (N=6) were interviewed un�l satura�on was reached. They 

were recruited by both associa�ons and selected by the researchers based on the criterion of 

maximum varia�on in terms of age, sex, daily ac�vi�es and living condi�ons. Care se�ngs for 

people with ID were also approached, and permission was sought for team members to 

observe and engage in daily ac�vi�es (e.g. meals, a sheltered workplace, or a se�ng for 

decentralized living) and to interview people. Secondly, focus groups were organized with 

people with ID (9 groups, totalling 81 par�cipants) and parents (separately) (4 groups, totalling 
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conversa�ons with people with ID and their parents. Their concerns guided the research 

process. 

Next to empower clients to become researchers themselves, academic researchers assist 

them to co-design and collaborate in the research (Abma et al., 2009; Schipper et al., 2010). 

Responsive methodology aims at par�cipa�on by organizing dialogues within and between 

par�es, a process that is fostered by the researcher as facilitator, educator, evaluator and 

Socra�c guide (Abma & Widdershoven, 2005). Power imbalances are handled by a 

methodology in which those who are least heard are given the most aten�on; their voices 

are developed homogeneously and separately from other (established) stakeholders in order 

  

to elicit their voices and emancipa�on. A�er having generated their agenda, heterogeneous 

mee�ngs and dialogues follow to enhance mutual understanding. This methodology is a 

concre�za�on of ‘enclave delibera�on’ among disempowered (Karpowitz et al., 2009).  

 

4.2.3 DESIGN AND PROCEDURES 

This project used a combina�on of different data collec�on methods (Table 1). The ini�al 

exploratory phase resulted in the recruitment of the research partners. The advocacy 

associa�ons approached three people who were willing to par�cipate in the project as co-

researchers: two people with mild ID and the mother of a son with severe ID. Instead of 

conduc�ng a formal applica�on procedure, they took part in a project team mee�ng and got 

acquainted with the researchers. They were asked at the end of the mee�ng whether they 

were interested in par�cipa�ng as research partners in the whole project. From then on they 

were ac�vely involved in data collec�on, analysis and dissemina�on of the results (Abma et 

al., 2009). Over the course of the project mee�ngs were held every two weeks with the project 

team at the office of the self advocate organiza�on. As the team prepared and conducted all 

ac�vi�es together they became a cohesive group. Support by the academic researchers 

entailed making �me to have a coffee with the par�cipants so they could listen to their 

concerns, provide reassurance, amend schedules and help the partners with difficult tasks. 

Crea�ng a safe and respec�ul working environment was considered the responsibility of the 

whole team, and regular evalua�ons were held to reflect on the dynamics in the group.  

The first stage involved interviews with key informants from professional organiza�ons in the 

field (N=4) to gain a beter understanding of the condi�ons for par�cipatory research with this 

group. And a mixed advisory group with representa�ves of various organiza�ons, including 

the self advocate organiza�on, was established for feedback purposes. 

During the consulta�on phase, people with ID, parents of young children with ID (N=7), and 

parents of children with severe ID (N=6) were interviewed un�l satura�on was reached. They 

were recruited by both associa�ons and selected by the researchers based on the criterion of 

maximum varia�on in terms of age, sex, daily ac�vi�es and living condi�ons. Care se�ngs for 

people with ID were also approached, and permission was sought for team members to 

observe and engage in daily ac�vi�es (e.g. meals, a sheltered workplace, or a se�ng for 

decentralized living) and to interview people. Secondly, focus groups were organized with 

people with ID (9 groups, totalling 81 par�cipants) and parents (separately) (4 groups, totalling 
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24 par�cipants) with the aim of valida�ng and deepening the themes that had emerged in the 

interviews. Focus group par�cipants were recruited through local offices of the advocacy 

associa�ons, through the personal networks of the research partners, and by contac�ng client 

councils of care organiza�ons.  

In the subsequent, priori�za�on, phase the research themes generated from the consulta�on 

phase were ranked. One focus group was held with twelve people with ID invi�ng them to 

decide on the three most important research by having them allocate three, two or one money 

bag(s) to their number one, two and three research topics respec�vely. Parents (N=34) 

completed a ques�onnaire based on the research themes that emerged from the consulta�on 

phase, and were asked to follow the same priori�za�on scheme as the people with ID 

(response rate: N=17). 

All the interviews and focus groups were recorded, transcribed and induc�vely analysed 

following a structured approach, and the results were returned to respondents for valida�on 

(member check (Meadows & Morse, 2001)). Half way and at the end, a report was presented 

to an advisory group comprising representa�ves of professional organiza�ons in the field and 

both advocacy associa�ons for their feedback. 

Informed consent of people with ID was corroborated by the caregivers or coaches from local 

offices, who first received informa�ve texts about the project (one version for themselves, 

and one easy to read version), who then approach poten�al respondents.  

If requested, a caregiver or coach accompanied a par�cipant to the interview or focus group 

mee�ng. They generally stayed in the background but some�mes encouraged par�cipants to 

say more. In two interviews a respondent requested the presence of a familiar caregiver, and 

a local coach was present in all the focus groups. The researchers saw this as beneficial rather 

than as disrup�ve, since it contributed to an open and friendly atmosphere for the 

par�cipants. 

The local university Research Ethics Commitee decided that this project did not require 

ethical approval, since they did not see it as invasive medical scien�fic research. 

 

 

  

  

Table 4.1 Data collec�on methods involving research partners.  

Data collec�on 
method 

Respondents / 
Par�cipants  

Involvement of research 
partners 

In-depth interviews  People with ID:  

7 interviews  

Parents:  

6 interviews 

Prepara�on (including topic 
list, recruitment), interviewer, 
analysis 

Focus groups for 
valida�ng and 
deepening issues 

(par�cipants, total) 

People with ID:  

9 focus groups / totalling 
81 par�cipants 

Parents:  

4 focus groups / totalling 
24 par�cipants 

Prepara�on (including topic 
list, recruitment), moderator, 
analysis 

Focus group for 
priority se�ng 

(par�cipants, total) 

People with ID: 

1 focus group (10 
par�cipants) 

Prepara�on (including 
protocol), co- moderator, 
analysis 

Ques�onnaire for 
priority se�ng 

Parents (17 respondents) Construc�on of the ques�ons 
and analysis 

 

4.3 RESULTS 

The results of the project can be described both in terms of process and of outcome. A process 

towards involvement was started: rela�onships were established with the group of people 

with ID, and people were guided along a process towards ar�cula�ng topics they felt were 

important and recognizable. This resulted in people with ID feeling empowered to speak up 

and to exchange stories and experiences with each other. As a result, ownership of the 

research agenda was created with people with ID. However, this process towards developing 

voice and empowerment some�mes encountered obstacles. These moments and lessons will 

be described first, followed by a descrip�on of the outcome, the research agenda.  
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a local coach was present in all the focus groups. The researchers saw this as beneficial rather 

than as disrup�ve, since it contributed to an open and friendly atmosphere for the 
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The local university Research Ethics Commitee decided that this project did not require 

ethical approval, since they did not see it as invasive medical scien�fic research. 
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People with ID:  
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Prepara�on (including topic 
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People with ID: 

1 focus group (10 
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Prepara�on (including 
protocol), co- moderator, 
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priority se�ng 

Parents (17 respondents) Construc�on of the ques�ons 
and analysis 

 

4.3 RESULTS 

The results of the project can be described both in terms of process and of outcome. A process 

towards involvement was started: rela�onships were established with the group of people 

with ID, and people were guided along a process towards ar�cula�ng topics they felt were 

important and recognizable. This resulted in people with ID feeling empowered to speak up 

and to exchange stories and experiences with each other. As a result, ownership of the 

research agenda was created with people with ID. However, this process towards developing 

voice and empowerment some�mes encountered obstacles. These moments and lessons will 

be described first, followed by a descrip�on of the outcome, the research agenda.  
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4.3.1 STORIES ILLUMINATING INTIMATE VOICE 

Given that people with ID do not have a say in science, they first have to develop a voice as a 

valid source of knowledge. However, there were �mes during the data collec�on stage when 

the interviews did not result in a clear view of the experiences and life world of people with 

ID. The research partners and the academic researchers felt these interviews lacked 

credibility. Although the interview topic list served as guidance, it did, at �mes, actually inhibit 

some respondents from speaking openly about their difficul�es or problems. Using a voice 

recorder made some respondents feel they were being interrogated. Breaking through this 

object-subject rela�onship and discussing a respondent’s unease proved to be difficult. The 

project team eventually concluded that the interviews resulted in superficial, socially-

desirable answers that only conveyed the idea that everything was perfect. 

The more formal interview se�ng was eventually abandoned in favour of an ini�al tour of the 

respondents’ home or workplace. The result was a more informal, open conversa�on (Abma, 

2001) during which the respondents not only felt at ease, but also became more open and 

willing to share their stories. The researchers found it much easier to respond to what the 

respondents had to say, and the research partners eventually learned how to explore what 

the respondents wanted to tell them. As a result, the academic researchers could now take a 

back seat and say much less during the interviews (Williams, 1999; Williams & Simons, 2005). 

A par�cular strength among the research partners was that they were able to engage people 

in conversa�on and that they felt more empathy. One partner expressed it as ‘pu�ng out her 

antennae’. The responses were now much more authen�c. For example, one respondent 

described how important friendship was for her: 

 

“When I’m with friends, I have to feel I can trust someone and then I get tickles in my belly 

and tickles in my heart, because I’m a sensitive person. And then I get the feeling that I’m 

no longer being patronized. That is what friendship feels like to me.”  

 

In a similar vein, the parents of children with ID opened up when the team listened to their 

stories. Although the team were well aware of the fact that the parents’ perspec�ve as proxies 

was likely to be different from that of the child, they were not obliged to talk only about their 

child’s experiences. Leaving parents room to express their own perspec�ve helped the 

  

researchers connect with them and get the whole story i.e. of the parent and the child, as the 

following quota�on from a mother of an adolescent daughter with ID illustrates: 

 

“Recently (my daughter) spent a weekend at a specialized guesthouse. There were only two 

caregivers for a group of seven children. When she came home she looked rather spiritless 

and unhappy. We got the impression she hadn’t even got out of her wheelchair the entire 

weekend.” 

 

Life stories were a useful source of possible research themes, since people did not 

immediately come up with research topics when asked about them. Their specific subjec�ve 

knowledge surfaced when stories were shared. Telling stories can also contribute towards the 

empowerment process. People with ID became aware of their experien�al knowledge through 

their stories. Rela�ng their stories gave them a voice, whereas simply discussing a list of 

poten�al research topics lacked both context and meaning that people with ID give to their 

story.  

However, it was not self-evident for people with ID to automa�cally start sharing their stories 

with researchers. Involving research partners, abandoning the topic list, and foregoing a 

formal interview situa�on all helped to get people to share their in�mate voice with the 

researchers. The context and meaning of the issues that matered in the lives of people with 

ID became more prominent. 

 

4.3.2 DIALOGUE TO DEVELOP POLITICAL VOICE 

In the focus groups, the in�mate voices were translated into shared, poli�cal voices. The 

interac�ons resulted in par�cipants recognizing and reac�ng to each other’s issues and 

experiences. This is illustrated by a sequence that started with a ques�on posed by the 

research partner, referring to her own experiences. She asked the par�cipants whether they 

ever felt they were taken seriously or not. This invoked considerable response from the group.  

 

“In the village they didn’t take me seriously. When I went to the hairdresser, he said 

afterwards that I had to pay. I said that I wouldn’t do that, because everyone who had his 

hair cut, got coffee or tea. I hadn’t been given one because I was from the institution. But 
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respondents’ home or workplace. The result was a more informal, open conversa�on (Abma, 

2001) during which the respondents not only felt at ease, but also became more open and 

willing to share their stories. The researchers found it much easier to respond to what the 

respondents had to say, and the research partners eventually learned how to explore what 

the respondents wanted to tell them. As a result, the academic researchers could now take a 

back seat and say much less during the interviews (Williams, 1999; Williams & Simons, 2005). 
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in conversa�on and that they felt more empathy. One partner expressed it as ‘pu�ng out her 

antennae’. The responses were now much more authen�c. For example, one respondent 

described how important friendship was for her: 

 

“When I’m with friends, I have to feel I can trust someone and then I get tickles in my belly 

and tickles in my heart, because I’m a sensitive person. And then I get the feeling that I’m 
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In a similar vein, the parents of children with ID opened up when the team listened to their 

stories. Although the team were well aware of the fact that the parents’ perspec�ve as proxies 

was likely to be different from that of the child, they were not obliged to talk only about their 

child’s experiences. Leaving parents room to express their own perspec�ve helped the 

  

researchers connect with them and get the whole story i.e. of the parent and the child, as the 

following quota�on from a mother of an adolescent daughter with ID illustrates: 

 

“Recently (my daughter) spent a weekend at a specialized guesthouse. There were only two 

caregivers for a group of seven children. When she came home she looked rather spiritless 

and unhappy. We got the impression she hadn’t even got out of her wheelchair the entire 

weekend.” 

 

Life stories were a useful source of possible research themes, since people did not 

immediately come up with research topics when asked about them. Their specific subjec�ve 

knowledge surfaced when stories were shared. Telling stories can also contribute towards the 

empowerment process. People with ID became aware of their experien�al knowledge through 

their stories. Rela�ng their stories gave them a voice, whereas simply discussing a list of 

poten�al research topics lacked both context and meaning that people with ID give to their 

story.  

However, it was not self-evident for people with ID to automa�cally start sharing their stories 

with researchers. Involving research partners, abandoning the topic list, and foregoing a 

formal interview situa�on all helped to get people to share their in�mate voice with the 

researchers. The context and meaning of the issues that matered in the lives of people with 

ID became more prominent. 

 

4.3.2 DIALOGUE TO DEVELOP POLITICAL VOICE 

In the focus groups, the in�mate voices were translated into shared, poli�cal voices. The 

interac�ons resulted in par�cipants recognizing and reac�ng to each other’s issues and 

experiences. This is illustrated by a sequence that started with a ques�on posed by the 

research partner, referring to her own experiences. She asked the par�cipants whether they 

ever felt they were taken seriously or not. This invoked considerable response from the group.  

 

“In the village they didn’t take me seriously. When I went to the hairdresser, he said 

afterwards that I had to pay. I said that I wouldn’t do that, because everyone who had his 

hair cut, got coffee or tea. I hadn’t been given one because I was from the institution. But 
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I’m also a human being, and I’m worth as people without a disability. … After I paid, I got a 

coffee.” 

 

“You often hear this about people with ID. I get very angry. Sometimes I think that it’s just 

how it is. But it shouldn’t be that way.” 

 

The interac�on between focus group par�cipants made them realize that it was not right for 

one of them to be treated differently. Whereas the conversa�onalist interviews were 

appropriate for people to develop their in�mate voice by sharing their stories with the 

researchers, the interac�on in the focus groups helped people develop a poli�cal voice and 

undergo an empowerment process. These focus groups were not too concentrated since 

people with ID do not experience life as something where boundaries are drawn. There was 

enough room for par�cipants to discuss related themes in more detail (Balch & Mertens, 

1999). As a result, par�cipants reacted to each other’s experiences by recalling experiences of 

their own, and by poin�ng out problems they encountered in their own environment, thereby 

crea�ng joint experiences. Par�cipants subsequently started to think aloud about possible 

solu�ons and about how situa�ons could be improved.  

For instance, par�cipants in one focus group talked at length about friendship, which is 

par�cularly important for people with ID, especially for those who have lived in ins�tu�ons 

and then move to more independent accommoda�on. One par�cipant explained how he saw 

that people were very lonely: 

 

“They now all live independently in the neighbourhood, but they often experience loneliness. 

They never learned how to make contact with the neighbours, … they can’t talk with other 

people.” 

 

However, these dynamics were not automa�c. When focus groups were held with people with 

ID who did not know each other beforehand, the interac�on tended to become somewhat 

chao�c. The par�cipants did not really listen to each other, some were very quiet, some had 

a lot to say, and there was no exchange of experiences. Things improved when people were 

not just randomly or reluctantly put together, but when exis�ng groups were contacted. 

People in these groups were used to talking to each other and, as a result, an atmosphere of 

  

openness and inclusiveness contributed to an emerging dialogue within the group. Some of 

these groups were already engaged in a process of awareness raising, and were prepared to 

be more cri�cal and asser�ve and not just accept everything.  

Preparatory ac�vi�es proved to be an important tool for fostering interac�on and dialogue in 

a focus group. Ge�ng acquainted with the group beforehand by calling in on a regular mee�ng 

helped familiarize the par�cipants with the research project, the researchers themselves, and 

with what they wanted to know. As far as the researchers were concerned, ge�ng to know 

the groups beforehand helped them to learn how to address the group in the most 

appropriate manner. For instance, a�er a focus group where there had been no prior personal 

contact, the par�cipants expressed disappointment about the childish set-up and ques�ons 

where key cards had been used, or people had been asked to raise a finger if they shared an 

experience with others. In response to this feedback, the researchers contacted the same 

group for a second �me to involve them in the analysis by asking them to priori�ze research 

topics. The par�cipants later said they felt their abili�es had been addressed much beter. 

Over �me, the research partners would take the role of chair during the focus groups. The 

par�cipants responded very well to their involvement, in the sense that they managed to 

encourage the quieter par�cipants in the group to speak up.  

 

4.3.3 RESEARCH AGENDA 

The values (ownership, equality, openness) that proved important during the research 

process, resonated through the research agenda of people with ID and their parents. The 

research agenda contained a broad array of research areas (see Table 2). The highest priority 

was given to research on discrimina�on, followed by research on friendship and research on 

coaching and support. These three research areas are briefly described in order of priority 

below. 
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However, these dynamics were not automa�c. When focus groups were held with people with 
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openness and inclusiveness contributed to an emerging dialogue within the group. Some of 

these groups were already engaged in a process of awareness raising, and were prepared to 

be more cri�cal and asser�ve and not just accept everything.  

Preparatory ac�vi�es proved to be an important tool for fostering interac�on and dialogue in 

a focus group. Ge�ng acquainted with the group beforehand by calling in on a regular mee�ng 
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with what they wanted to know. As far as the researchers were concerned, ge�ng to know 

the groups beforehand helped them to learn how to address the group in the most 

appropriate manner. For instance, a�er a focus group where there had been no prior personal 

contact, the par�cipants expressed disappointment about the childish set-up and ques�ons 

where key cards had been used, or people had been asked to raise a finger if they shared an 

experience with others. In response to this feedback, the researchers contacted the same 
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topics. The par�cipants later said they felt their abili�es had been addressed much beter. 

Over �me, the research partners would take the role of chair during the focus groups. The 

par�cipants responded very well to their involvement, in the sense that they managed to 

encourage the quieter par�cipants in the group to speak up.  

 

4.3.3 RESEARCH AGENDA 

The values (ownership, equality, openness) that proved important during the research 

process, resonated through the research agenda of people with ID and their parents. The 

research agenda contained a broad array of research areas (see Table 2). The highest priority 
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coaching and support. These three research areas are briefly described in order of priority 
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Table 4.2 Research priori�es elicited from people with ID 

Research areas Defini�on Subtopics 

1. Discrimina�on  Create inclusive society - Not treated equally  

- enabling/disenabling 
environments 

- Resilience and 
empowerment 

2. Friendship  Improve social network - Loneliness 

- Aggression 

- Own limita�ons 

- Social stability  

3. Coaching and support Improve support - Time and aten�on 

- Shared decision-making 

- Person-centeredness
  

4. Work Improve liveability - Work pressure 

- Communica�on  

- Diplomas 

- Organiza�on dynamics 

5. Housing Improve liveability - Composi�on group 

- Ins�tu�onal rules 

 

6. School Beter tailored to person - Lacking informa�on 

- Didac�c methods 

- Mul� problem approach 

- Bureaucracy 

7. The doctor Improve communica�on - Shared decision-making 

- Psychosoma�c problems 

- Exper�se 

  

8. Hobbies More leisure ac�vi�es  - Assistance 

- Exper�se 

9. Travelling More opportuni�es - Public transport 

- Expenses 

- Assistance 

 

People with ID gave numerous examples of situa�ons in which they felt discriminated against. 

They believed they were not treated as equals, and that they were bullied, and asked for 

research to create a more inclusive society. Subtopics included research on disenabling and 

enabling environments, and research on the sources of resilience of people with ID and 

empowerment. 

Research on friendship was given priority because many people with ID feel lonely and 

isolated. Research should hopefully lead to a larger social network. Parents also saw this as a 

very important topic. Subtopics included building and maintaining friendships. 

Coaching and support was also iden�fied as an important research area among parents and 

people with ID. Both par�es pointed out that coaching and support could be problema�c, but 

it could also make a difference. Par�cipants talked, for instance, about supervisors who were 

never on �me for an appointment, who never had enough �me to talk, or supervisors who 

only followed rules and who do not listen properly to their clients wishing to talk about 

problems that are important to them. Other issues included not being able to choose a 

par�cular kind of supervision, or to speak up to supervisors. 
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Table 4.2 Research priori�es elicited from people with ID 

Research areas Defini�on Subtopics 
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- enabling/disenabling 
environments 

- Resilience and 
empowerment 

2. Friendship  Improve social network - Loneliness 
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- Own limita�ons 

- Social stability  

3. Coaching and support Improve support - Time and aten�on 

- Shared decision-making 

- Person-centeredness
  

4. Work Improve liveability - Work pressure 

- Communica�on  

- Diplomas 

- Organiza�on dynamics 

5. Housing Improve liveability - Composi�on group 

- Ins�tu�onal rules 

 

6. School Beter tailored to person - Lacking informa�on 

- Didac�c methods 

- Mul� problem approach 

- Bureaucracy 

7. The doctor Improve communica�on - Shared decision-making 

- Psychosoma�c problems 

- Exper�se 

  

8. Hobbies More leisure ac�vi�es  - Assistance 

- Exper�se 

9. Travelling More opportuni�es - Public transport 

- Expenses 

- Assistance 
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They believed they were not treated as equals, and that they were bullied, and asked for 

research to create a more inclusive society. Subtopics included research on disenabling and 

enabling environments, and research on the sources of resilience of people with ID and 

empowerment. 

Research on friendship was given priority because many people with ID feel lonely and 

isolated. Research should hopefully lead to a larger social network. Parents also saw this as a 

very important topic. Subtopics included building and maintaining friendships. 

Coaching and support was also iden�fied as an important research area among parents and 

people with ID. Both par�es pointed out that coaching and support could be problema�c, but 

it could also make a difference. Par�cipants talked, for instance, about supervisors who were 

never on �me for an appointment, who never had enough �me to talk, or supervisors who 

only followed rules and who do not listen properly to their clients wishing to talk about 

problems that are important to them. Other issues included not being able to choose a 

par�cular kind of supervision, or to speak up to supervisors. 
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Table 4.3 Quota�ons to illustrate the nine research areas iden�fied 

Research areas Quotes  

1. Discrimina�on  In the village they didn’t take me seriously (…). But I’m also a 
human being, and I’m worth as people without disabilities. 

2. Friendship  I can’t live without my animals. If they weren’t there I would 
feel very lonely.  

3. Coaching and support Coaching is one of the foundations on which you have to rely. 
(…) If the coach doesn’t function well, I don’t function well. 

4. Work The regular group at work has fallen apart because of a 
merger. That was decided by the managers. We protested but 
we failed. I was very sad because of all the changes. I felt really 
bad that so many people were leaving. 

5. Housing They all now live independently in the neighbourhood, but they 
often experience loneliness. 

6. School And yet those who might want to learn the most, aren’t 
allowed to educate themselves. 

7. The doctor When I leave the room, I feel that the doctor is laughing at me. 
And then I feel that I wanted to tell him more, but it doesn’t 
come out of my mouth. If he tells me to ‘take those medicines’, 
it‘s okay for me. But when I get home, I think, why those 
medicines? 

8. Hobbies The other people in the fitness centre found me scary. They 
were afraid of me and didn’t want to talk to me. 

9. Travelling I wanted a microcar from when I was twenty years old. But my 
mother wouldn’t let me. She thought it was too dangerous. 
Now my mother has passed away, and I decided to buy one. 
Now I can travel anywhere.  

 

The research agenda was not intended to exclude issues as not appropriate research topics. It 

did provide an overview of areas that should be addressed in research. 

 

4.4 DISCUSSION  

In the agenda-se�ng project presented in this ar�cle, people with ID and parents were 

encouraged to talk about their lives and their daily experiences. Instead of asking people with 

ID to formulate a list of topics, the team started by ge�ng people to talk about their general 

  

experiences and insecuri�es, for example by showing the researchers and research partners 

around their home or work. This resulted in personal stories which were further developed 

and priori�zed in focus groups leading to a research agenda covering nine research areas. This 

agenda now delivers input to a research programme of a major health research sponsor in the 

Netherlands (The Netherlands Organisa�on for Health Research and Development). The 

research priori�es are very much in line with the agenda that Williams et al. (2008) came up 

with in the UK. Discrimina�on, and the need for friendship and respect from support staff are 

both prominent in our study and in their Shaping our future report (Williams et al., 2008).  

The process of developing in�mate voice and poli�cal voice can be regarded as a 

concre�za�on of enclave delibera�on among disempowered groups, and a first step towards 

establishing a broad consulta�on between different stakeholders about research into ID. 

Enclave delibera�on helps to deal with power differences between groups and forestalls 

domina�on by established groups. It serves as an alterna�ve to propor�onal delibera�on, a 

process with equal numbers of par�cipants with divergent interests. Enclave delibera�on has 

been cri�cized for fuelling group think and polariza�on (Karpowitz et al., 2009). This dynamic 

was not observed among people with ID or their parents. There was considerable varia�on 

and internal cri�que. For example, at the start of the project the spokesperson from the 

federa�on of people with ID stated that ge�ng children to par�cipate was a hot topic among 

their members. They expected research on this theme to be highly priori�zed. This topic was 

discussed during the process, but it did not receive much aten�on, which indicates that non-

ac�ve members had their own priori�es. Extreme or radical standpoints were not taken. This 

may also be related to the narra�ve approach that was adopted: stories are mul�-layered and 

foster dialogue and mutual learning, rather than debate.  

As pointed out, the ac�ve involvement of people with ID as research partners was important 

for the en�re process. It resulted in co-ownership of the research agenda, and empowered 

both people with ID and the research partners, who reported benefits, such as improved 

knowledge and skills, self-esteem and meaningfulness. They became more ambi�ous and one 

of them started going to a regular school, got a diploma, and now works as a care assistant in 

a residen�al ins�tu�on. It turned out that she is capable of much more than she ever 

expected. Yet her emancipa�on required a considerable amount of work from the whole 

team. It appeared extremely important to be very conscious and reflec�ve of the team 

dynamics and needs of the research partners. For instance, during one focus group, the chair, 
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The research agenda was not intended to exclude issues as not appropriate research topics. It 
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In the agenda-se�ng project presented in this ar�cle, people with ID and parents were 

encouraged to talk about their lives and their daily experiences. Instead of asking people with 

ID to formulate a list of topics, the team started by ge�ng people to talk about their general 

  

experiences and insecuri�es, for example by showing the researchers and research partners 

around their home or work. This resulted in personal stories which were further developed 

and priori�zed in focus groups leading to a research agenda covering nine research areas. This 

agenda now delivers input to a research programme of a major health research sponsor in the 

Netherlands (The Netherlands Organisa�on for Health Research and Development). The 

research priori�es are very much in line with the agenda that Williams et al. (2008) came up 

with in the UK. Discrimina�on, and the need for friendship and respect from support staff are 

both prominent in our study and in their Shaping our future report (Williams et al., 2008).  

The process of developing in�mate voice and poli�cal voice can be regarded as a 

concre�za�on of enclave delibera�on among disempowered groups, and a first step towards 

establishing a broad consulta�on between different stakeholders about research into ID. 

Enclave delibera�on helps to deal with power differences between groups and forestalls 

domina�on by established groups. It serves as an alterna�ve to propor�onal delibera�on, a 

process with equal numbers of par�cipants with divergent interests. Enclave delibera�on has 

been cri�cized for fuelling group think and polariza�on (Karpowitz et al., 2009). This dynamic 

was not observed among people with ID or their parents. There was considerable varia�on 

and internal cri�que. For example, at the start of the project the spokesperson from the 

federa�on of people with ID stated that ge�ng children to par�cipate was a hot topic among 

their members. They expected research on this theme to be highly priori�zed. This topic was 

discussed during the process, but it did not receive much aten�on, which indicates that non-

ac�ve members had their own priori�es. Extreme or radical standpoints were not taken. This 

may also be related to the narra�ve approach that was adopted: stories are mul�-layered and 

foster dialogue and mutual learning, rather than debate.  

As pointed out, the ac�ve involvement of people with ID as research partners was important 

for the en�re process. It resulted in co-ownership of the research agenda, and empowered 

both people with ID and the research partners, who reported benefits, such as improved 

knowledge and skills, self-esteem and meaningfulness. They became more ambi�ous and one 

of them started going to a regular school, got a diploma, and now works as a care assistant in 

a residen�al ins�tu�on. It turned out that she is capable of much more than she ever 

expected. Yet her emancipa�on required a considerable amount of work from the whole 

team. It appeared extremely important to be very conscious and reflec�ve of the team 

dynamics and needs of the research partners. For instance, during one focus group, the chair, 
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one of the research partners, did not have a lot to say. When commen�ng on this a�erwards, 

it soon emerged that he had become �red of the travel involved, and had experienced trouble 

in focusing and asking ques�ons during the mee�ng. This taught the team to take �me to 

discuss not only the content, but also prac�cal issues such as pace and the risk of research 

partners becoming overburdened. In another instance an academic researcher wondered 

openly what it meant for the research partners when she took over quite a lot of work in order 

to be able to complete research ac�vi�es in the set �meframe. This confession created room 

to talk about the interests at stake. This disclosure did not solve the dilemma, but improved 

mutual understanding in the team, and encouraged members to think of ways to handle 

similar situa�ons in the future (Williams & Simons, 2005). It helped avoid pseudo-

par�cipa�on, and it underscored the equality within the team as the academic researcher was 

willing to disclose her vulnerability and to learn from people with ID. 

Some may s�ll have doubts about the desirability of involving people with intellectual 

disability in research agenda se�ng. These doubts may, for instance, be related to perceived 

subjec�vity, difficulty with thinking beyond one’s own interests and cogni�ve impairments. 

Another fear might involve the idea that fundamental research may come under pressure if 

people with ID define research agendas. These are legi�mate concerns, but the team no�ced 

that people with ID are able to recognize the limita�ons of their own viewpoints if they are 

involved in an intersubjec�ve process of awareness raising. The pa�ent research partners 

were o�en the ones to point these no�ons out:  

 

“People with ID should be made aware of their problems and abilities before they can decide 

for themselves or stand up for themselves.” 

 

The scope of people with ID is, of course, different from that of parents or professionals. For 

example, parents priori�zed research on health condi�ons. People with ID did not consider 

this to be an important research theme, whereas going to the doctor was given as a research 

area, including subthemes such as communica�on, psychosoma�c problems, and exper�se on 

the specific problems surrounding certain syndromes. Consequently, their issues should not 

be the only ones on the agenda. They should become more influen�al; their control over 

research agenda se�ng should not be exaggerated, but should be seen as a welcome 

contribu�on given their added value. 

  

As enclave delibera�on among the disempowered has proven to be beneficial, a next step is 

to further explore the condi�ons for heterogeneous dialogue among stakeholders in a broad 

consulta�on. Ideally such a consulta�on would be more than a strategic nego�a�on and 

exchange of issues between par�es, but rather a process of communica�ve ac�on, mutual 

learning and rela�onal empowerment (VanderPlaat, 1999). Both researchers and people with 

ID will have to learn to develop new rela�onships and to deal with their changing posi�ons as 

the object and as the subject of power. This process will involve new ac�vi�es, both for 

researchers and for people with ID. This will result in beter research, and also help people 

with ID learn new roles and responsibili�es. 

 

  

139754_Christi Nierse_BNW.indd   118 01-11-19   15:57



119

DEVELOPING VOICE AND EMPOWERMENT 

  

one of the research partners, did not have a lot to say. When commen�ng on this a�erwards, 

it soon emerged that he had become �red of the travel involved, and had experienced trouble 

in focusing and asking ques�ons during the mee�ng. This taught the team to take �me to 

discuss not only the content, but also prac�cal issues such as pace and the risk of research 

partners becoming overburdened. In another instance an academic researcher wondered 

openly what it meant for the research partners when she took over quite a lot of work in order 

to be able to complete research ac�vi�es in the set �meframe. This confession created room 

to talk about the interests at stake. This disclosure did not solve the dilemma, but improved 

mutual understanding in the team, and encouraged members to think of ways to handle 

similar situa�ons in the future (Williams & Simons, 2005). It helped avoid pseudo-

par�cipa�on, and it underscored the equality within the team as the academic researcher was 

willing to disclose her vulnerability and to learn from people with ID. 

Some may s�ll have doubts about the desirability of involving people with intellectual 

disability in research agenda se�ng. These doubts may, for instance, be related to perceived 

subjec�vity, difficulty with thinking beyond one’s own interests and cogni�ve impairments. 

Another fear might involve the idea that fundamental research may come under pressure if 

people with ID define research agendas. These are legi�mate concerns, but the team no�ced 

that people with ID are able to recognize the limita�ons of their own viewpoints if they are 

involved in an intersubjec�ve process of awareness raising. The pa�ent research partners 

were o�en the ones to point these no�ons out:  

 

“People with ID should be made aware of their problems and abilities before they can decide 

for themselves or stand up for themselves.” 

 

The scope of people with ID is, of course, different from that of parents or professionals. For 

example, parents priori�zed research on health condi�ons. People with ID did not consider 

this to be an important research theme, whereas going to the doctor was given as a research 

area, including subthemes such as communica�on, psychosoma�c problems, and exper�se on 

the specific problems surrounding certain syndromes. Consequently, their issues should not 

be the only ones on the agenda. They should become more influen�al; their control over 

research agenda se�ng should not be exaggerated, but should be seen as a welcome 

contribu�on given their added value. 

  

As enclave delibera�on among the disempowered has proven to be beneficial, a next step is 

to further explore the condi�ons for heterogeneous dialogue among stakeholders in a broad 

consulta�on. Ideally such a consulta�on would be more than a strategic nego�a�on and 

exchange of issues between par�es, but rather a process of communica�ve ac�on, mutual 

learning and rela�onal empowerment (VanderPlaat, 1999). Both researchers and people with 

ID will have to learn to develop new rela�onships and to deal with their changing posi�ons as 

the object and as the subject of power. This process will involve new ac�vi�es, both for 

researchers and for people with ID. This will result in beter research, and also help people 

with ID learn new roles and responsibili�es. 

 

  

139754_Christi Nierse_BNW.indd   119 01-11-19   15:57



120

Chapter 4

  

REFERENCES  

Abma, T. A. (2001). Reflexive Dialogues: A Story about the Development of Injury Preven�on 

in Two Performing-Arts Schools. Evaluation, 7(2), 238–252. 

htps://doi.org/10.1177/13563890122209667 

Abma, T. A. (2005a). Pa�ent par�cipa�on in health research: Research with and for people 

with spinal cord injuries. Qualitative Health Research, 15(10), 1310–1328. 

htps://doi.org/10.1177/1049732305282382 

Abma, T. A. (2005b). Responsive evalua�on: Its meaning and special contribu�on to health 

promo�on. Evaluation and Program Planning, 28(3), 279–289. 

htps://doi.org/10.1016/j.evalprogplan.2005.04.003 

Abma, T. A. (2006). Pa�ents as partners in a health research agenda se�ng: The feasibility of 

a par�cipatory methodology. Evaluation and the Health Professions, 29(4), 424–439. 

htps://doi.org/10.1177/0163278706293406 

Abma, T. A., & Broerse, J. E. W. (2010). Pa�ent par�cipa�on as dialogue: Se�ng research 

agendas. Health Expectations, 13(2), 160–173. htps://doi.org/10.1111/j.1369-

7625.2009.00549.x 

Abma, T. A., Nierse, C. J., & Widdershoven, G. A. M. (2009). Pa�ents as partners in responsive 

research: Methodological no�ons for collabora�ons in mixed research teams. Qualitative 

Health Research, 19(3), 401–415. htps://doi.org/10.1177/1049732309331869 

Abma, T. A., & Stake, R. E. (2001). Stake’s responsive evalua�on: Core ideas and evolu�on. 

New Directions for Evaluation, 2001(92), 7–22. htps://doi.org/10.1002/ev.31 

Abma, T. A., & Widdershoven, G. A. M. (2005). Sharing stories: Narra�ve and dialogue in 

responsive nursing evalua�on. Evaluation and the Health Professions, 28(1), 90–109. 

htps://doi.org/10.1177/0163278704273080 

Abma, T. A., & Widdershoven, G. A. M. (2008). Evalua�on and/as social rela�on. Evaluation, 

14(2), 209–225. htps://doi.org/10.1177/1356389007087540 

Balch, G. I., & Mertens, D. M. (1999). Focus group design and group dynamics: lessons from 

deaf and hard of hearing par�cipants. The American Journal of Evaluation, 20(2), 265–

277. htps://doi.org/10.1016/S1098-2140(99)00019-3 

Baur, V. E., Abma, T. A., & Widdershoven, G. A. M. (2010). Par�cipa�on of marginalized groups 

in evalua�on: Mission impossible? Evaluation and Program Planning, 33(3), 238–245. 

  

htps://doi.org/10.1016/j.evalprogplan.2009.09.002 

Bigby, C., & Frawley, P. (2010). Reflec�ons on doing inclusive research in the “Making Life 

Good in the Community” study. Journal of Intellectual & Developmental Disability, 35(2), 

53–61. htps://doi.org/10.3109/13668251003716425 

Caron-Flinterman, J. F. (2005). A New Voice in Science. Patient participation in decision-making 

on biomedical research. Vrije Universiteit Amsterdam. Retrieved from 

htps://core.ac.uk/download/pdf/15451121.pdf 

Cook, T., & Inglis, P. (2009). Making our own decisions: researching the process of “being 

informed” with people with learning difficul�es. Research Ethics Review, 5(2), 55–64. 

htps://doi.org/10.1177/174701610900500204 

Garcia-Iriarte, E., Kramer, J. C., Kramer, J. M., & Hammel, J. (2009). ‘Who Did What?’: A 

Par�cipatory Ac�on Research Project to Increase Group Capacity for Advocacy. Journal 

of Applied Research in Intellectual Disabilities, 22(1), 10–22. 

htps://doi.org/10.1111/j.1468-3148.2008.00431.x 

Greene, J. C. (2001). Dialogue in Evalua�on: A Rela�onal Perspec�ve. Evaluation, 7(2), 181–

187. htps://doi.org/10.1177/135638900100700203 

Greene, J. C. (2006). Evalua�on, Democracy, and Social Change. In I. F. Shaw, J. C. Greene, & 

M. M. Mark (Eds.), Handbook of Evaluation (pp. 118–140). Thousand Oaks: Sage 

Publica�ons. 

Guba, E. G., & Lincoln, Y. S. (1989). Fourth generation evaluation. Newbury Park: Sage 

Publica�ons. 

Holland, T. (2007). Determining priori�es in intellectual disability research. Journal of 

Intellectual Disability Research, 52(1), 1–2. htps://doi.org/10.1111/j.1365-

2788.2007.01031.x 

Jerphanion, R. (2005). Having a say in research. ["Zeggenschap in wetenschap."]. Paper 

presented at the Invita�onal conference “Joining forces”: research with people with 

intellectual disabilities. 

Karpowitz, C. F., Raphael, C., & Hammond, A. S. (2009). Delibera�ve democracy and inequality: 

Two cheers for enclave delibera�on among the disempowered. Politics and Society, 

37(4), 576–615. htps://doi.org/10.1177/0032329209349226 

Knox, M., Mok, M., & Parmenter, T. R. (2000). Working with the Experts: Collabora�ve 

research with people with an intellectual disability. Disability & Society, 15(1), 49–61. 

139754_Christi Nierse_BNW.indd   120 01-11-19   15:57



121

DEVELOPING VOICE AND EMPOWERMENT 

  

REFERENCES  

Abma, T. A. (2001). Reflexive Dialogues: A Story about the Development of Injury Preven�on 

in Two Performing-Arts Schools. Evaluation, 7(2), 238–252. 

htps://doi.org/10.1177/13563890122209667 

Abma, T. A. (2005a). Pa�ent par�cipa�on in health research: Research with and for people 

with spinal cord injuries. Qualitative Health Research, 15(10), 1310–1328. 

htps://doi.org/10.1177/1049732305282382 

Abma, T. A. (2005b). Responsive evalua�on: Its meaning and special contribu�on to health 

promo�on. Evaluation and Program Planning, 28(3), 279–289. 

htps://doi.org/10.1016/j.evalprogplan.2005.04.003 

Abma, T. A. (2006). Pa�ents as partners in a health research agenda se�ng: The feasibility of 

a par�cipatory methodology. Evaluation and the Health Professions, 29(4), 424–439. 

htps://doi.org/10.1177/0163278706293406 

Abma, T. A., & Broerse, J. E. W. (2010). Pa�ent par�cipa�on as dialogue: Se�ng research 

agendas. Health Expectations, 13(2), 160–173. htps://doi.org/10.1111/j.1369-

7625.2009.00549.x 

Abma, T. A., Nierse, C. J., & Widdershoven, G. A. M. (2009). Pa�ents as partners in responsive 

research: Methodological no�ons for collabora�ons in mixed research teams. Qualitative 

Health Research, 19(3), 401–415. htps://doi.org/10.1177/1049732309331869 

Abma, T. A., & Stake, R. E. (2001). Stake’s responsive evalua�on: Core ideas and evolu�on. 

New Directions for Evaluation, 2001(92), 7–22. htps://doi.org/10.1002/ev.31 

Abma, T. A., & Widdershoven, G. A. M. (2005). Sharing stories: Narra�ve and dialogue in 

responsive nursing evalua�on. Evaluation and the Health Professions, 28(1), 90–109. 

htps://doi.org/10.1177/0163278704273080 

Abma, T. A., & Widdershoven, G. A. M. (2008). Evalua�on and/as social rela�on. Evaluation, 

14(2), 209–225. htps://doi.org/10.1177/1356389007087540 

Balch, G. I., & Mertens, D. M. (1999). Focus group design and group dynamics: lessons from 

deaf and hard of hearing par�cipants. The American Journal of Evaluation, 20(2), 265–

277. htps://doi.org/10.1016/S1098-2140(99)00019-3 

Baur, V. E., Abma, T. A., & Widdershoven, G. A. M. (2010). Par�cipa�on of marginalized groups 

in evalua�on: Mission impossible? Evaluation and Program Planning, 33(3), 238–245. 

  

htps://doi.org/10.1016/j.evalprogplan.2009.09.002 

Bigby, C., & Frawley, P. (2010). Reflec�ons on doing inclusive research in the “Making Life 

Good in the Community” study. Journal of Intellectual & Developmental Disability, 35(2), 

53–61. htps://doi.org/10.3109/13668251003716425 

Caron-Flinterman, J. F. (2005). A New Voice in Science. Patient participation in decision-making 

on biomedical research. Vrije Universiteit Amsterdam. Retrieved from 

htps://core.ac.uk/download/pdf/15451121.pdf 

Cook, T., & Inglis, P. (2009). Making our own decisions: researching the process of “being 

informed” with people with learning difficul�es. Research Ethics Review, 5(2), 55–64. 

htps://doi.org/10.1177/174701610900500204 

Garcia-Iriarte, E., Kramer, J. C., Kramer, J. M., & Hammel, J. (2009). ‘Who Did What?’: A 

Par�cipatory Ac�on Research Project to Increase Group Capacity for Advocacy. Journal 

of Applied Research in Intellectual Disabilities, 22(1), 10–22. 

htps://doi.org/10.1111/j.1468-3148.2008.00431.x 

Greene, J. C. (2001). Dialogue in Evalua�on: A Rela�onal Perspec�ve. Evaluation, 7(2), 181–

187. htps://doi.org/10.1177/135638900100700203 

Greene, J. C. (2006). Evalua�on, Democracy, and Social Change. In I. F. Shaw, J. C. Greene, & 

M. M. Mark (Eds.), Handbook of Evaluation (pp. 118–140). Thousand Oaks: Sage 

Publica�ons. 

Guba, E. G., & Lincoln, Y. S. (1989). Fourth generation evaluation. Newbury Park: Sage 

Publica�ons. 

Holland, T. (2007). Determining priori�es in intellectual disability research. Journal of 

Intellectual Disability Research, 52(1), 1–2. htps://doi.org/10.1111/j.1365-

2788.2007.01031.x 

Jerphanion, R. (2005). Having a say in research. ["Zeggenschap in wetenschap."]. Paper 

presented at the Invita�onal conference “Joining forces”: research with people with 

intellectual disabilities. 

Karpowitz, C. F., Raphael, C., & Hammond, A. S. (2009). Delibera�ve democracy and inequality: 

Two cheers for enclave delibera�on among the disempowered. Politics and Society, 

37(4), 576–615. htps://doi.org/10.1177/0032329209349226 

Knox, M., Mok, M., & Parmenter, T. R. (2000). Working with the Experts: Collabora�ve 

research with people with an intellectual disability. Disability & Society, 15(1), 49–61. 

139754_Christi Nierse_BNW.indd   121 01-11-19   15:57



122

Chapter 4

  

htps://doi.org/10.1080/09687590025766 

McVilly, K. R., Stancliffe, R. J., Parmenter, T. R., & Burton-Smith, R. M. (2006). Self-advocates 

have the last say on friendship. Disability and Society, 21(7), 693–708. 

htps://doi.org/10.1080/09687590600995287 

Meadows, L., & Morse, J. M. (2001). Construc�ng evidence within the qualita�ve project. In J. 

M. Morse, J. Swanson, & A. J. Kuzel (Eds.), The Nature of Evidence in Qualitative Inquiry. 

(pp. 187–202). Thousand Oaks: Sage Publica�ons. 

Mertens, D. M., Farley, J., Madison, A.-M., & Singleton, P. (1994). Diverse voices in evalua�on 

prac�ce: Feminists, minori�es, and persons with disabili�es. Evaluation Practice, 15(2), 

123–129. htps://doi.org/10.1016/0886-1633(94)90003-5 

Nolan, M., Hanson, E., Grant, G., & Keady, J. (2007). User Participation in Health and Social 

Care Research. Voices, Values and Evaluation. Maidenhead: McGraw Hill. 

Oliver, M. (1992). Changing the Social Rela�ons of Research Produc�on? Disability, Handicap 

& Society, 7(2), 101–114. htps://doi.org/10.1080/02674649266780141 

Raad voor Gezondheidsonderzoek. (2005). Advies beperkingen en mogelijkheden: Onderzoek 

bij mensen met een verstandelijke beperking. Den Haag. Retrieved from 

htps://www.gezondheidsraad.nl/sites/default/files/advies_49_beperkingen_en_mogel

ijkheden.pdf 

Ramcharan, P., Grant, G., & Flynn, M. (2004). Emancipatory and par�cipatory research: how 

far have we come? In E. Emerson, C. Haton, T. Thompson, & T. R. Parmenter (Eds.), The 

International Handbook of Applied Research in Intellectual Disabilities. (pp. 83–111). 

Chichester: Wiley. 

Richardson, M. (2000). How we live: par�cipatory research with six people with learning 

difficul�es. Journal of Advanced Nursing, 32(6), 1383–1395. 

Schipper, K., Abma, T. A., van Zadelhoff, E., van de Griendt, J., Nierse, C. J., & Widdershoven, 

G. A. M. (2010). What Does It Mean to Be a Pa�ent Research Partner? An Ethnodrama. 

Qualitative Inquiry, 16(6), 501–510. 

Stake, R. E. (1975). To evaluate an Arts Program. In Evaluating the Arts in Education: A 

Responsive Approach (pp. 13–31). Columbus, OH: Merrill. 

Stake, R. E. (2004). Standards-Based & Responsive Evaluation. Thousand Oaks: SAGE 

Publica�ons, Inc. htps://doi.org/10.4135/9781412985932 

VanderPlaat, M. (1999). Loca�ng the feminist scholar: Rela�onal empowerment and social 

  

ac�vism. Qualitative Health Research, 9(6), 773–785. 

htps://doi.org/10.1177/104973299129122270 

Walmsley, J., & Johnson, K. (2003). Inclusive Research with People with Learning Disabilities. 

Past, present and futures. London: Jessica Kingsley Publishers. 

Williams, V. (1999). Researching Together. British Journal of Learning Disabilities, 27(2), 48–

51. htps://doi.org/10.1111/j.1468-3156.1999.tb00085.x 

Williams, V. (2005). “Did you solve it yourself?” Evalua�on of self narra�ves of discrimina�on 

by people with learning disabili�es. Communication & Medicine, 2(1), 77–89. 

htps://doi.org/10.1055/s-2004-815600 

Williams, V., Marriot, A., & Townsley, R. (2008). Shaping our future: a scoping and 

consultation exercise to establish research priorities in learning disabilities for the next 

ten years. Bristol. Retrieved from 

htp://www.netscc.ac.uk/hsdr/files/project/SDO_FR_08-1610-152_V01.pdf 

Williams, V., & Simons, K. (2005). More researching together: the role of nondisabled 

researchers in working with People First members. British Journal of Learning Disabilities, 

33(1), 6–14. htps://doi.org/10.1111/j.1468-3156.2004.00299.x 

 

  

139754_Christi Nierse_BNW.indd   122 01-11-19   15:57



123

DEVELOPING VOICE AND EMPOWERMENT 

  

htps://doi.org/10.1080/09687590025766 

McVilly, K. R., Stancliffe, R. J., Parmenter, T. R., & Burton-Smith, R. M. (2006). Self-advocates 

have the last say on friendship. Disability and Society, 21(7), 693–708. 

htps://doi.org/10.1080/09687590600995287 

Meadows, L., & Morse, J. M. (2001). Construc�ng evidence within the qualita�ve project. In J. 

M. Morse, J. Swanson, & A. J. Kuzel (Eds.), The Nature of Evidence in Qualitative Inquiry. 

(pp. 187–202). Thousand Oaks: Sage Publica�ons. 

Mertens, D. M., Farley, J., Madison, A.-M., & Singleton, P. (1994). Diverse voices in evalua�on 

prac�ce: Feminists, minori�es, and persons with disabili�es. Evaluation Practice, 15(2), 

123–129. htps://doi.org/10.1016/0886-1633(94)90003-5 

Nolan, M., Hanson, E., Grant, G., & Keady, J. (2007). User Participation in Health and Social 

Care Research. Voices, Values and Evaluation. Maidenhead: McGraw Hill. 

Oliver, M. (1992). Changing the Social Rela�ons of Research Produc�on? Disability, Handicap 

& Society, 7(2), 101–114. htps://doi.org/10.1080/02674649266780141 

Raad voor Gezondheidsonderzoek. (2005). Advies beperkingen en mogelijkheden: Onderzoek 

bij mensen met een verstandelijke beperking. Den Haag. Retrieved from 

htps://www.gezondheidsraad.nl/sites/default/files/advies_49_beperkingen_en_mogel

ijkheden.pdf 

Ramcharan, P., Grant, G., & Flynn, M. (2004). Emancipatory and par�cipatory research: how 

far have we come? In E. Emerson, C. Haton, T. Thompson, & T. R. Parmenter (Eds.), The 

International Handbook of Applied Research in Intellectual Disabilities. (pp. 83–111). 

Chichester: Wiley. 

Richardson, M. (2000). How we live: par�cipatory research with six people with learning 

difficul�es. Journal of Advanced Nursing, 32(6), 1383–1395. 

Schipper, K., Abma, T. A., van Zadelhoff, E., van de Griendt, J., Nierse, C. J., & Widdershoven, 

G. A. M. (2010). What Does It Mean to Be a Pa�ent Research Partner? An Ethnodrama. 

Qualitative Inquiry, 16(6), 501–510. 

Stake, R. E. (1975). To evaluate an Arts Program. In Evaluating the Arts in Education: A 

Responsive Approach (pp. 13–31). Columbus, OH: Merrill. 

Stake, R. E. (2004). Standards-Based & Responsive Evaluation. Thousand Oaks: SAGE 

Publica�ons, Inc. htps://doi.org/10.4135/9781412985932 

VanderPlaat, M. (1999). Loca�ng the feminist scholar: Rela�onal empowerment and social 

  

ac�vism. Qualitative Health Research, 9(6), 773–785. 

htps://doi.org/10.1177/104973299129122270 

Walmsley, J., & Johnson, K. (2003). Inclusive Research with People with Learning Disabilities. 

Past, present and futures. London: Jessica Kingsley Publishers. 

Williams, V. (1999). Researching Together. British Journal of Learning Disabilities, 27(2), 48–

51. htps://doi.org/10.1111/j.1468-3156.1999.tb00085.x 

Williams, V. (2005). “Did you solve it yourself?” Evalua�on of self narra�ves of discrimina�on 

by people with learning disabili�es. Communication & Medicine, 2(1), 77–89. 

htps://doi.org/10.1055/s-2004-815600 

Williams, V., Marriot, A., & Townsley, R. (2008). Shaping our future: a scoping and 

consultation exercise to establish research priorities in learning disabilities for the next 

ten years. Bristol. Retrieved from 

htp://www.netscc.ac.uk/hsdr/files/project/SDO_FR_08-1610-152_V01.pdf 

Williams, V., & Simons, K. (2005). More researching together: the role of nondisabled 

researchers in working with People First members. British Journal of Learning Disabilities, 

33(1), 6–14. htps://doi.org/10.1111/j.1468-3156.2004.00299.x 

 

  

139754_Christi Nierse_BNW.indd   123 01-11-19   15:57



124   

  

139754_Christi Nierse_BNW.indd   124 01-11-19   15:57


