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Abstract

Inclusive research—in which people with an intellectual disability both collab-
orate with researchers and work as researchers themselves—has gained
increased attention over the last three decades. Although the foundational
principles of conducting inclusive research are well-established at this point,
there is a relative dearth of insights concerning the underlying reasons for col-
laborating as part of inclusive research projects. Therefore, this study sought to
identify the reasons why researchers with experiential knowledge (n = 9), aca-
demic researchers (n =8) and principal investigators (n = 10) collaborate
within inclusive research projects. All 27 participants were interviewed indi-
vidually, in order to explore their reasons for collaborating within one of the
six inclusive research projects, which encompassed a range of research ave-
nues within the field of intellectual disability research. A thematic analysis
was conducted to gain insight into these reasons. For the three groups of par-
ticipants, several themes emerged, such as experiencing full participation
(researchers with experiential knowledge), making research (processes) better
suited to the needs of participants with an intellectual disability (academic
researchers) and striving for equivalence (principal investigators). Understanding
why people collaborate within inclusive research projects is important for facilitat-
ing collaborative partnerships, which are a precondition for inclusive research

projects.
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INTRODUCTION

Over the last 30 years, inclusive research—in which peo-
ple with an intellectual disability both collaborate with
and work as researchers themselves—has gained
increased attention (Garratt et al., 2022; Strnadovd &
Walmsley, 2018). Building on their previous widely-cited
definition of inclusive research (‘research which includes
or involves people with learning disabilities as more than
just subjects of research’; Johnson & Walmsley, 2003,
p. 61), Walmsley et al. (2018) proposed a revised defini-
tion, based on their review of 52 peer-reviewed journal
articles, which posits that research is inclusive when it:
(1) aims to both contribute towards social change and
improve the quality of life of people with intellectual dis-
abilities; (2) is focused on issues that are of significance
to a wider group; (3) aims to acknowledge, foster and
share the contributions that can be made by people with
intellectual disabilities; (4) provides information that can
be used to campaign for change on the behalf of others
by people with intellectual disabilities; and (5) ensures
that those involved in such campaigns are ‘standing
with’ those whose issues are the subject of study.

In accordance with this revised definition, we posi-
tion collaborative researchers in research projects as
researchers, whereby some researchers have experiential
knowledge as a result of living with an intellectual dis-
ability themselves, while others are trained as academic
researchers. Specific training for inclusive research teams
is recommended, in order to build the capacity of all the
stakeholders involved (Nind et al., 2016; O'Brien
et al., 2022; Sergeant et al., 2021). Regarding the context,
in this paper we alternate between the terms researchers
with experiential knowledge (i.e., those researchers hav-
ing an [intellectual] disability) and academic researchers.
Additionally, when referring to both researchers with
experiential knowledge and academically trained
researchers, we use the term researchers in general.

The revised definition of inclusive research is reflec-
tive of the second generation of inclusive research
(O'Brien et al., 2022), which strives to bring about social
change, namely a greater sense of belonging, within both
the field of disability itself and among the wider commu-
nity. This sense of belonging is engendered by shared
learning and reciprocity (Riches et al., 2020), which one
researcher with experiential knowledge described as ‘giv-
ing me more confidence’ (O'Brien et al., 2022, p. 8).
Based on their structured literature review, Walmsley
et al. (2018) showed that the most preferred and inclusive
approach for achieving positive outcomes for all individ-
uals involved in research is through collaboration as
researchers. Being part of an inclusive research project
may help to encourage the participation and social

inclusion of researchers, and, in turn, lead to positive
feelings as a result of being able to help others (Flood
et al, 2013), in addition to feeling valued (Bell &
Mortimer, 2013; Nind & Vinha, 2014) and experiencing
increased self-confidence and self-esteem (Flood
et al., 2013; Garcia Iriarte et al., 2014).

To achieve these positive outcomes, establishing col-
laborative relationships between researchers with experi-
ential knowledge and academic researchers in inclusive
research teams is vital and requires commitment from all
parties involved (Embregts et al, 2018; Nind &
Vinha, 2014; Sergeant et al., 2021). For example, Nind
and Vinha (2014) posited that having good knowledge of
each other, having fun and spending time together were
key indicators of establishing a collaborative relationship.
Embregts et al. (2018) stressed the importance of commu-
nication with each other, which includes listening and
providing adequate feedback, being cognisant of each
other’s skills and developmental needs, and developing a
collaboration in which everyone involved feels they can
contribute. The ability to form collaborative relationships
between the researchers is also dependent on the context
(e.g., the type of research and the setting), the available
resources (e.g., the additional resources required to sup-
port researchers with experiential knowledge), not to
mention the extent to which the ideology is embedded in
the research institution and the underlying purpose and
reasons for the individual team members to collaborate
in the research (Frankena et al., 2016; O'Brien
et al., 2022).

A limited number of studies have explored the rea-
sons why researchers collaborate in inclusive research
projects (e.g., Frankena, van Schrojenstein Lantman-de
Valk, et al, 2019). Frankena, van Schrojenstein
Lantman-de Valk, et al. (2019) explored the personal
experiences and preferences of researchers with experien-
tial knowledge and their supporters (i.e., professional
caregivers) and academic researchers within four inclu-
sive health research projects. The broadly shared reasons
for conducting inclusive health research were: (1) gaining
and expanding upon their experience with conducting
inclusive health research, (2) increasing the quality and
impact of health research (e.g., improved data interpreta-
tion), (3) exercising the basic human rights of people with
an intellectual disability, (4) intrinsic reasons, which var-
ied from practical reasons (e.g., having a stable job and
salary) to personal reasons (e.g., personal growth, making
friends, having a partner and enjoying the process) and
(5) gaining an insider perspective. Although Frankena,
van Schrojenstein Lantman-de Valk, et al.'s (2019) study
is deeply relevant, the reasons why the different stake-
holders (i.e., academic researchers and researchers with
experiential knowledge) were collaborating in an
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inclusive health research project in the first place
were not reported separately. Given that they may have
all had different reasons for collaborating (Frankena,
Naaldenberg, et al., 2019), it is important to consider and
compare and contrast the reasons why all researchers
and principal investigators collaborate within inclusive
research projects. In the context of this research, it is
essential to clarify the roles: principal investigators,
senior researchers without having an intellectual disabil-
ity, assume leadership responsibilities that encompass
project inception, execution, funding acquisition, team
management, protocol adherence, and also include guid-
ing the academically trained researcher in the execution,
analysis, and documentation of the research. Meanwhile,
academically trained researchers actively engage in vari-
ous project aspects, including data collection, analysis
and interpretation. Gaining insight into the various rea-
sons for collaborating in inclusive research projects
allows for the development of further collaborative part-
nerships in inclusive research projects, which, in turn,
would allow the unique skills of all persons involved to
be used (Nielsen, 2003; Plasch et al., 2021). With this in
mind, this paper identified the reasons why researchers
with experiential knowledge, academic researchers and
principal investigators collaborate within inclusive
research projects.

METHODS
Setting and participants

The Netherlands Organisation for Health Research and
Development (ZonMw) funded seven research projects
in the first round of a grant call within the national pro-
gram for people with disabilities (in Dutch called
‘Gewoon Bijzonder’), with the proviso that people with
an intellectual disability or acquired brain injury (here-
after referred to as people with disabilities) would be
involved as researchers. Six of these research projects
were included in this study; the present paper forms
part of the seventh project in which the collaboration
between researchers with experiential knowledge, aca-
demic researchers and principal investigators in the
other six research projects was examined. The six
research projects that are central to this study focused
on various themes, including stimulus processing,
healthy lifestyles, social relations and technology, self-
determination, living in an ethnically diverse city and
participation. Each project was initiated for a 4-year
period, and began somewhere between the period
October 2016 to January 2017. The projects sought to
develop, share and apply knowledge for the purpose of

Ui Intellectual Disabilities

improving both the quality of life and quality of support
for people with intellectual disabilities.

In each research project, which encompassed several
sub-projects, researchers with experiential knowledge
and academic researchers formed close collaborations
within at least one of these sub-projects. Our study
included a minimum of one researcher with experiential
knowledge, one academic researcher, and the principal
investigator from each of the six research projects. While
the full research teams ranged from approximately 4-10
members, researchers with experiential knowledge and
academic researchers frequently worked in pairs within
specific sub-projects, maintaining regular communication
with the principal investigator. So despite the larger team
sizes, most researchers with experiential knowledge and
academic researchers operated in dyads with substantial
interaction with the principal investigator. The
researchers with experiential knowledge actively contrib-
uted to data collection preparation, providing invaluable
insights to enhance the accessibility and comprehensibil-
ity of questions posed to participants engaged in the six
inclusive research projects.

In our study, the research team comprised three aca-
demic researchers (KvdB, NF and SG) and two principal
investigators (AS and PE). KvdB and PE initiated and
designed the study, with KvdB conducting data collec-
tion. Interviews were coded by SG and KvdB, while the
analysis involved SG, NF and PE, with all authors con-
tributing to results interpretation. NF and PE led the
manuscript writing, while all authors offered critical
feedback to shape the research, analysis and manuscript.
Additionally, to enhance result interpretation, we
engaged in collaborative discussions with a researcher in
our team possessing experiential knowledge in the sub-
ject matter, aiming to provide additional insights and
perspectives.

A total of 27 participants took part in this study,
including 10 principal investigators (9 females) with a
mean age of 47.1 (SD = 7.6; range 32-54), eight academic
researchers (7 females) with a mean age of 30.8
(SD = 6.2; range 26-43) and nine researchers with expe-
riential knowledge (3 females) with a mean age of
40.6 years (SD = 12.9, range 23-63). All demographic
information was obtained through a concise question-
naire administered as part of the interview process. While
our interview inquiries were centred on understanding
participants’ engagement in their research project, it is
plausible that the reasons shared by participants for
engaging in inclusive research collaborations could be
influenced by their prior experiences. Though we did not
explicitly collect data on participants’ past experiences,
we acknowledge the potential impact of previous involve-
ments on their current motivations.
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Procedure

After obtaining ethical approval from the Ethics Review
Board of Tilburg University (EC-2017.68), the first author
contacted the principal investigators from each project to
arrange an initial introductory meeting with two addi-
tional researchers, who were part of the overall project but
not directly involved in the present study. During these
introductory meetings, the principal investigators were
invited to explain the goal and research design of their
research, while the first author explicated the aim and
research design of the present study. Following these intro-
ductory meetings, all principal investigators received an
information letter providing them with additional details
about the data collection within this research. Next, the
principal investigators received an email from the first
author in which they were invited to participate in this
study; all accepted this invitation and a meeting was subse-
quently scheduled with each of the principal
investigators—at a time and place of their preference—to
discuss the involvement of the researchers (and other prin-
cipal investigators if applicable) in the project and how they
could best be contacted by the authors. The potential partic-
ipants in each project were then contacted by email by the
first author to, first, inform them about this project by
means of an information letter, and second, to invite them
to participate in this research. With the exception of one
academic researcher who declined the invitation due to a
high workload, everyone else accepted the invitation. The
participants were then contacted by the first author to
arrange in-person appointments—at a time and place of
their preference—for conducting the individual interviews.
A total of 27 interviews were conducted, with each partici-
pant having one interview. All interviews were conducted
in-person by the first author, with most of the interviews
taking place at the participants’ workplaces. In a few cases,
participants chose a public setting, such as a café at a cen-
tral railway station. The interviews were audio-recorded
and transcribed verbatim with the assistance of a profes-
sional transcription service. They took place between
December 2017 and July 2018, at which point the research
projects had been running for around one to one and a half
years. Given the higher risk of traceability of the partici-
pants in the current study, we decided not to include pseu-
donyms when describing the results and presenting extracts
from their accounts.

Prior to their interview, all the participants provided
written informed consent. For the researchers with expe-
riential knowledge, the interviewer read the consent form
to the participant and explained information related to
the ethical aspects of the study (e.g., confidentiality) in
accessible language until an understanding was reached.
No incentives were provided to any of the participants, as

their involvement in the study was considered an integral
part of their roles as principal investigators, academic
researchers, or researchers with experiential knowledge
within the six participating research projects.

All interviews were conducted in Dutch, and the
analysis of the interview transcripts was carried out in
Dutch as well. However, the findings were subsequently
translated into English by the authors themselves, with
the translation later reviewed by a native English
speaker. Quotations, on the other hand, were translated
independently by a native English speaker who was not
directly involved in the study.

Interview guide

To identify the reasons for collaborating in inclusive research
projects, a semi-structured interview guide was developed.
The interview guide focused on reasons for working together
in an inclusive research project during the year prior to both
the collaboration forming (i.e., the participants did not know
each other prior to their research project) and the prepara-
tion for data-collection taking place. The interview guide
consisted of open-ended questions, such as “What was your
main reason for applying for this project’? and ‘What was
your main reason for wanting to be part of an inclusive
research project?’, which were designed to elicit non-biased
responses from the participants. The interview guide for aca-
demic researchers and principal investigators remained con-
sistent, featuring identical questions. However, for
researchers with experiential knowledge, the questions in
their interview guide were streamlined, though the overall
topics covered were unchanged. This approach enabled us to
investigate potential differences in responses rooted in indi-
vidual backgrounds, thereby enriching our study's insights
and providing a more comprehensive understanding of the
research phenomenon from diverse perspectives. In the
development of this interview guide, a researcher with expe-
riential knowledge played an active role by providing valu-
able input, suggesting modifications and offering concrete
word and phrase suggestions whenever she identified ques-
tions that could be challenging for participants. The inter-
view guide was piloted with two academic researchers and
two experts-by-experience living with an intellectual disabil-
ity and based on their feedback some minor adjustments
were made to the interview guide.

Analysis
The thematic analysis approach used to analyse the inter-

views consisted of six distinguishable steps (Terry
et al., 2017). First, two authors carefully read the

85UB017 SUOWILLIOD 3AIERID 3ol dde 3y} Aq pauRA0h 38 S3OILe YO ‘BSN JO S3IN1 10} AReIq | BUIIUO AB]IAA UO (SUORIPUOD-PU.-SWIBHLI0D" A3 | 1M ARe.q1BU1|UO//SANY) SUORIPUOD PUe SWia | 8y} 835 *[£202/2T/TT] U0 A%iqiT8uliuo A8|1M ‘Spue|euiN aueiyo0D Aq T8r2T 1dd [TTTT 0T/I0p/wo0 Ao |1m Arelgijeul|uoy//sdiy woiy papeojumoq ‘0 ‘0STTTH.T



REASONS FOR COLLABORATING IN INCLUSIVE RESEARCH

%

N2

cids | Journal of Policy and Practice in 5

My,

transcripts to familiarise themselves with the data. Sec-
ond, independently, two researchers assigned codes to
phrases within the transcripts that held clear importance for
the study. Specifically, within each transcript, codes were
assigned to capture the reasons for collaboration among
researchers with experiential knowledge, academic
researchers and principal investigators. Next, two researchers
compared and discussed their coding, seeking resolution
through consultation with two additional researchers in case
of disagreement. Third, the coding for each participant group
(i.e., researchers with experiential knowledge, academic
researchers and principal investigators) was separately dis-
cussed by the two researchers who coded the interviews, and
any disagreements were discussed with the other authors.
Codes were then grouped together based on their similari-
ties. In the fourth step, a collaborative review of the themes
was conducted by all researchers to assess both internal
homogeneity (i.e., the extent to which the codes within each
theme formed a coherent and meaningful pattern) and exter-
nal homogeneity (i.e., the extent to which the codes across
different themes were distinct and easily distinguishable).
Fifth, the emerging themes were defined and named by all
authors, with accompanying descriptions for each theme. To
further interpret the results, both the themes and the accom-
panying description were thoroughly discussed with a
researcher possessing experiential knowledge in the subject
matter. This collaborative discussion aimed to provide addi-
tional insights and perspectives. During the final step, a
scholarly report was collaboratively produced by the authors.
The report was supplemented with vivid and compelling
quotations from the participants, which helped to enrich the
manuscript and provide illustrative examples.

RESULTS

The results with respect to the subsequent participant
groups are described below, distinguishing between vari-
ous themes and, in some cases, sub-themes. An overview
of these themes and subthemes is presented in Table 1.
Researchers with experiential knowledge
For the researchers with experiential knowledge, the
analysis identified four themes, two of which were
divided into several subthemes.

Theme 1: Experiencing full participation

Being able to experience full participation (1) within the
inclusive research team and (2) in the work itself was an

Ui Intellectual Disabilities

important reason for the researchers with experiential
knowledge to work within inclusive research projects.

Subtheme 1.1: Feeling valued and belonging to a team
The researchers with experiential knowledge talked
about how they were willing to collaborate in inclusive
research projects, because they felt respected, were taken
seriously, heard and valued by other team members. As
one participant formulated:

The feeling that they really, not really the
feeling because it does actually happen, that
my opinion really counts for something. I
think that's going very well. Letting me know
and showing me that theyre doing some-
thing with what I say.

Moreover, they described how they enjoyed engaging
in conversations with other members of the inclusive
research team, insofar as it allowed them to share and
discuss each other's stories, experiences, emotions
and feelings. They appreciated being able to work
together in a team towards an end goal, not to mention
being able to rely and fall back on each other if needed.
As such, the researchers with experiential knowledge
appeared to experience a sense of belonging within the
inclusive research team.

Subtheme 1.2: Participation in work

Being able to fully participate in work was also a reason
for the researchers with experiential knowledge to work
within inclusive research projects. The researchers with
experiential knowledge felt that they, and other people
with intellectual disabilities, have the right to participate
in work, just like everyone else does. Working within an
inclusive research project hence fulfilled their wish to
participate in work. However, some of the researchers
with experiential knowledge also expressed that they felt
their work position was not wholly equal to those of their
academic researchers and principal investigators, namely
with respect to appropriate payment arrangements,
which primarily concerned the fact that appropriate pay-
ment would have been incompatible with their disability
pension. This resulted in some researchers with experien-
tial knowledge being paid in gift cards.

Theme 2: Being able to develop yourself in a job
that suits your competencies

Feeling that they were suitably equipped for the job
encouraged the researchers with experiential knowledge
to start working in inclusive research projects. It was
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TABLE 1

Participant group Theme

Researchers with
experiential
knowledge

Experiencing full participation

competencies

Utilising their unique knowledge and learning from each

other's expertise

Helping other people with intellectual disabilities

Academic researchers

Being able to develop yourself in a job that suits your

Making research (processes) better suited to the needs of

An overview of the themes and subthemes for each participant group.

Subtheme

Feeling valued and belonging to a team

Participation in work

(Enhancing) equal participation in society

Empowering people with intellectual
disabilities in research

Adapting tools and methods to the needs of
people with intellectual disabilities

participants with an intellectual disability
Experiencing increased value of research outcomes for

clinical practice

Striving for inclusive knowledge production
Learning from the experiential knowledge of researchers

Principal investigators Striving for equivalence

Academic researchers learn from the experiential

knowledge of researchers

Experiencing increased value of research outcomes for

clinical practice

Forging stronger connections with the research population

important for them to do something they felt they were
good at, for example their capacity to empathise, their
decisiveness, their research abilities, and being able to
travel independently.

Also because I had or did a lot of the skills
already. I don't think the step was that big at
that moment. I was often told that I was a
good listener. I also built some experience
helping them figure things out and traveling
by myself was not such a problem either.

Moreover, the researchers with experiential knowl-
edge appreciated the fact that their job was challenging,
and described performing research activities as fun, var-
ied and stimulating. They also talked about the opportu-
nities afforded by their job to both develop new skills and
grow, not only as a researcher but also as a person, by,
for example, overcoming their fears (e.g., fear of talking
over the phone or talking to other people), gaining self-
insight, or learning how to handle their emotions when
talking about sensitive topics.

Theme 3: Utilising their unique knowledge and
learning from each other's expertise

The researchers with experiential knowledge also placed
importance on the fact that they could utilise their
unique experiential knowledge within the inclusive
research project. The researchers with experiential
knowledge stated that while academic researchers

possess scientific and theoretical knowledge, this knowl-
edge can never encompass the experiences and feelings
of someone with an intellectual disability. Therefore, they
felt that their experiential knowledge was of great value
for the academic researcher, and, consequently, for the
research project as a whole.

We know what we're talking about. After all,
we're the ones with autism and a mild intel-
lectual disability. Why isn't science asking us
anything? Of course they have a lot of
knowledge in their heads and I'm not saying
that's nonsense. But I think our part can be
just as valuable. I think they as scientists
they can, if they pay attention, a good scien-
tist can get a lot of knowledge there.

The researchers with experiential knowledge not only
felt that sharing their experiential knowledge could help
the academic researcher and strengthen the research pro-
ject, but, at the same time, they themselves could learn
from the expertise of the academic researcher. In this
respect, they believed that researchers with experiential
knowledge and academic researchers can reinforce each
other's competencies.

Theme 4: Helping other people with an
intellectual disability

Being able to help other people with intellectual disabil-
ities was also cited as a reason for researchers with
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experiential knowledge to collaborate within inclusive
research projects. More specifically, they felt they could
play a significant role for other people with intellectual
disabilities in different ways and across different
domains, namely by (1) enhancing their participation in
society, (2) empowering them in research and (3) contrib-
uting towards the development of tools and methods that
aim to improve support.

Subtheme 4.1: (Enhancing) equal participation in
society

An important reason for researchers with experiential
knowledge to work within inclusive research projects
was to contribute to the equal participation of people
with an intellectual disability in society. That is to say,
they felt that working as a researcher with experiential
knowledge could help people with intellectual disabilities
to be valued and recognised by people in society at large
as well as raising awareness about the barriers they face.

To share that from my experience, I have
autism [as well as an intellectual disability],
to share that uhm, from my experience peo-
ple are struggling a lot with this in society. I
see lots of people, different ones, that have
different kinds of autism, that they're misun-
derstood. And that there's not that much
demand, not that much publicity, that really
something should, something should
be done.

Subtheme 4.2: Empowering people with an intellectual
disability in research

For researchers with experiential knowledge, supporting
other people with an intellectual disability to participate
in research as research subjects, and thereby empowering
them to communicate and share their needs and views
with researchers, was an important reason for working in
inclusive research projects. For example, they explained
how they were able to clarify information to them, com-
fort them, ask them the right interview questions
(because of their capacity to empathise), and help them
when they were struggling with words. According to the
researchers with experiential knowledge, this resulted in
people with an intellectual disability being more confi-
dent about expressing their needs and views and answer-
ing the interview questions.

I think it has an added value in doing inter-
views, because clients are more unsure if
they are telling it right and if they're using
the right words and if you're also there then
they feel... then they like recognise things.

Ui Intellectual Disabilities

Subtheme 4.3: Adapting tools and methods to the needs
of people with an intellectual disability

The development of a tool or method to improve the
quality of support provided to people with intellectual
disabilities formed part of some of the research projects
included in this study. For the researchers with experien-
tial knowledge working in these projects, the develop-
ment of this tool or method was an important reason for
participating in the inclusive research project. Specifi-
cally, they felt that their contribution resulted in a prod-
uct that was more fun and attractive, and better adapted
to the needs and wishes of people with intellectual
disabilities.

Because I think it's important, like it's diffi-
cult to teach things to some people with a
certain handicap, but if you put it in a game
they can visualise it and I think that makes it
easier to learn something. I think for me
that's a big reason why I got involved in this
(...) T play lots of videogames myself so I
know what's appealing and what isn't and
I try to look at the game from that angle to
keep it fun and appealing.

Academic researchers

The analysis of the academic researchers’ accounts
revealed four themes.

Theme 1: Making research (processes) better
suited to the needs of participants with an
intellectual disability

One of the reasons stated by the academic researchers for
working within inclusive research projects was their
belief that researchers with experiential knowledge were
better equipped to empathise and understand the per-
spective of potential research participants with an intel-
lectual disability. Therefore, according to the academic
researchers, the research design and execution thus
became better suited to the needs of people with an intel-
lectual disability. For example, the academic researchers
stated that inclusive research projects could lead to both
better (interview) questions for participants, including
the tools needed to facilitate the participants’ communi-
cation and understanding (e.g., visual tools), and research
procedures that were not overly demanding for partici-
pants with an intellectual disability.

According to the academic researchers, working
together with researchers with experiential knowledge
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also contributed towards a better operationalisation of
the research concepts: by discussing the concepts with
their researchers with experiential knowledge, the mean-
ing became clearer to them and, as such, was easier to
interpret. Moreover, the academic researchers felt better
able to interpret and give meaning to the results of their
research when working together.

And because they are used to being around
people that, I suppose, speak a simple lan-
guage and for example don't always finish
their sentences, they help me interpret as in
don't you think they mean that and that way
they help the process too.

Theme 2: Experiencing increased value of
research outcomes for clinical practice

The academic researchers experienced that when work-
ing together with researchers with experiential knowl-
edge, there was a greater likelihood that the research
findings would make their way into clinical practice, by
virtue of discussing how to translate the research findings
in ways that are accessible for and applicable to both peo-
ple with intellectual disabilities and those who support
them. In addition, the academic researchers believed that
working together with researchers with experiential
knowledge would result in a better practical tool (devel-
oped based on the research findings) through which to
improve the quality of support for people with intellec-
tual disabilities.

And because we want to develop such a con-
crete methodology and it has to be right for
users so then it's also best to start with the
users, those are the people, what do they want?
I think the end result will be best then.

Theme 3: Striving for inclusive knowledge
production

The academic researchers also stated that they wanted to
work inclusively because they were striving for inclusive
knowledge production. It was felt that knowledge pro-
duction requires working together (clinical practice—sci-
ence) on a shared research question. In this respect, the
academic researchers stressed that they believed that it is
not only academically educated people who have valu-
able knowledge, but that people from various socio-
cultural backgrounds, including people with intellectual
disabilities, have expedient and valuable knowledge.

I know lots of people in my own network that
didn't go to school, that don't have diplomas,
but that have a huge amount of knowledge and
are incredibly rich simply in all kinds of
insights and information which quite often
makes me think like yes, if only they could do
research. You know? Then we would have so
much more knowledge in the world, but
because they don't have the right diplomas they
can't get there.

Theme 4: Learning from the experiential
knowledge of researchers

The academic researchers felt that by working in inclusive
teams, they could learn a lot about the research population
(ie., people with intellectual disabilities). Moreover, they
explained that it made them more cognisant of what living
with an intellectual disability actually entails, in addition to
what barriers they face within society. They stated that this
awareness strengthened their work motivation and persever-
ance, insofar as it underscored the urgency of their work.

Her life story as well, which sometimes moves
me and which makes me think, like, don't
quote me on this but ***[expletive masked], it's
important. This is. And it helps me stay with
the research, sometimes that's, you know,
when you're having tough days, but then she
reminds me, like, we know why we're doing it.

Moreover, the academic researchers described that the
researchers with experiential knowledge and academic
researchers themselves each contributed to the project via
their respective knowledge, views and experiences. This
ensures that they adopt a broad perspective in the research
process (i.e., staying open to other views and ideas) as well
as learning from the views and experiential knowledge of
their researchers. They felt that the input of both academic
researchers and researchers with experiential knowledge
complements each other in the research process.

Principal investigators

For the principal investigators, the analysis also yielded
four themes.

Theme 1: Striving for equivalence

It was evident to all the principal investigators that
research about people with intellectual disabilities should
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include the views and experiences of people with experi-
ential knowledge themselves. Some principal investiga-
tors stressed that they believed that experiential
knowledge is equivalent to scientific knowledge, and, as
such, that they complement each other. According to
them, researchers with experiential knowledge should
have an equivalent place within inclusive research
projects.

I think that if you say: people are equal and
deserve an equal place in this society. Then
you should also... and you're getting informa-
tion from those people, then you should also
acknowledge that, that those people also get
a place in the projects. Otherwise you're just
milking them and, yeah, that I think is not
respectful and equal so... if we're working
together, they also deserve a place in those
projects.

For those principal investigators, an equivalent place
within inclusive research projects meant that researchers
with experiential knowledge should be taken seriously,
feel that they belong to the research team, and feel
encouraged and supported to truly utilise their experien-
tial knowledge and other strengths. It was important to
them that researchers with experiential knowledge were
not merely involved for the purpose of making the
research look inclusive to the outside world.

Because you can't just involve them in every-
thing. As in: ‘we have another co-researcher
with experiential knowledge’. And that's also
something we're very sensitive about. It
shouldn't just look good. It should add some-
thing meaningful.

Some of the principal investigators strived to build
long-term collaborations with researchers with experien-
tial knowledge in which they can build on a trustful and
equal relationship, which they believed to be a prerequi-
site for true equality within inclusive research projects.
However, some of the principal investigators believed
that it was not necessary to include people with intellec-
tual disabilities within inclusive research projects in
order to incorporate their views and experiences within
the research process. Despite stating that they did not
consider people with intellectual disabilities to be
researchers, they nevertheless stressed that their views
and experiences are still of tremendous value and, as
such, they should be included either as research subjects
or by asking them for feedback upon request. It is impor-
tant to note that while these particular principal

Ui Intellectual Disabilities

investigators held this viewpoint, it does not reflect the
perspective of all principal investigators or the general
consensus within the field.

Theme 2: Academic researchers are learning
from experiential knowledge

Similar to what the academic researchers themselves
indicated; the principal investigators also believed that
working together with researchers with experiential
knowledge was important in terms of the personal devel-
opment of principal investigators and academic
researchers. That is to say, the principal investigators also
felt that, generally speaking, principal investigators and
academic researchers would be more able to understand
what it entails to live with an intellectual disability.
Because the academic researchers were moved by the
personal stories of the researchers with experiential
knowledge, the principal investigators felt that by work-
ing together, academic researchers would constantly
experience the value and urgency of their work for the
lives of people with intellectual disabilities, which, in
turn, may increase their internal work motivation.

That all the time, more often than when
youre not working with people with a dis-
ability, that you're sort of all the time being
reminded of, aware of, the fact why you're
doing this work.

In addition, according to the principal investigators,
all the researchers have their own views and knowledge,
and when these are brought together, they can all learn
from each other. The researchers with experiential
knowledge can provide important information that, at
least initially, academic researchers are simply not cogni-
sant of. For example, academic researchers could receive
valuable feedback on their research (ideas), which, in
turn, would stimulate the development of the (academic)
research(ers).

That it simply results in very important
information, which as a professional or
researcher you're not always aware of or had
thought about. It's just important to me.

Theme 3: Experiencing increased value of
research outcomes for clinical practice

Similar to the academic researchers, the principal investi-
gators also talked about the importance of conducting

85UB017 SUOWILLIOD 3AIERID 3ol dde 3y} Aq pauRA0h 38 S3OILe YO ‘BSN JO S3IN1 10} AReIq | BUIIUO AB]IAA UO (SUORIPUOD-PU.-SWIBHLI0D" A3 | 1M ARe.q1BU1|UO//SANY) SUORIPUOD PUe SWia | 8y} 835 *[£202/2T/TT] U0 A%iqiT8uliuo A8|1M ‘Spue|euiN aueiyo0D Aq T8r2T 1dd [TTTT 0T/I0p/wo0 Ao |1m Arelgijeul|uoy//sdiy woiy papeojumoq ‘0 ‘0STTTH.T



2N
iassidd— Journal of

o |

I,

Policy and Practice in

3

VAN DEN BOGAARD ET AL.

Ui Intellectual Disabilities

research that ultimately benefits clinical practice. They
felt that by working together with researchers with expe-
riential knowledge, they could develop materials that bet-
ter fit the needs and wishes of the end users (i.e., people
with intellectual disabilities).

If you're developing a methodology for a cer-
tain target group, or target groups in this
case, you have to optimally involve those tar-
get groups from the start when you start
thinking about ‘where do we want to go’. So
that's the big added value. That you're not
coming up with something without those tar-
get groups. And then find out it's not a good
fit for them after all.

Theme 4: Forging stronger connections with
the research population

The principal investigators also talked about how
researchers with experiential knowledge can help to forge
stronger connections with the research population. For
the principal investigators, it was important that, by
working together, principal investigators and academic
researchers could learn the right kind of language and
disposition to attract and retain people with intellectual
disabilities as research subjects. In other words,
researchers with experiential knowledge could be asked
whether the questions the academic researchers want to
ask people with intellectual disabilities are correct and
understandable, in addition to giving feedback on the
academic researchers’ attitudes towards them. For
instance, if academic researchers approach people with
intellectual disabilities straight away, then there is a
chance that they will not attune to their needs well
enough, which, in turn, increases the risk that they either
refuse to participate or withdraw from the research at a
later date.

What I think the added value can be is that
such a researcher can also test themselves a
bit before they really talk to a client we have
in the study, because if you go wrong there,
you're kind of ruining your own chances.
That the client doesn't want to be involved
for a long time. And if you can first test this
with your researchers with experiential
knowledge if you want to ask this, or want to
use this, and they already shoot it down,
then you get feedback. Then you can do
something with it. Then you can do a better
job in the talk.

DISCUSSION

In this study, the reasons why researchers with experien-
tial knowledge, academic researchers and principal inves-
tigators collaborate in inclusive research projects were
explored. The participants were all related to one of the
six inclusive research projects that were funded by
the Netherlands Organisation for Health Research and
Development (ZonMw), with the proviso that people
with intellectual disabilities would be involved as
researchers with experiential knowledge. Each project
focused on a variety of themes, including stimulus pro-
cessing, healthy lifestyles, social relations and technol-
ogy, self-determination, living in an ethnically diverse
city, and participation.

The participants reported several overlapping reasons
for collaborating in inclusive research projects. More spe-
cifically, all three participant groups indicated that one of
the main reasons for collaborating in inclusive research
projects is the increased value of inclusive research pro-
jects with respect to both (clinical) practice and learning
from each other's expertise. Moreover, the researchers
with experiential knowledge indicated that experiencing
full participation in work and feeling valued and
experiencing a sense of belonging with a team was an
important reason for collaborating in inclusive research
projects. This reason was also shared by the academic
researchers and principal investigators, insofar as they
reported that they wished to strive for equivalence
between all team members in inclusive projects. These
overlapping reasons for collaborating are consistent with
several assumptions of inclusive research (Walmsley
et al., 2018), which state that inclusive research aims to
improve the quality of the lives of people with intellectual
disabilities (e.g., experiencing full participation), and to
acknowledge, foster and share the contributions that can
be made by people with intellectual disabilities based on
their experiential knowledge. These overlapping reasons
are imperative, insofar as they may create a shared sense
that everyone is working towards a mutual end goal,
which, in turn, can engender feelings of connectedness
and a sense of belonging (Sergeant et al., 2021), and
reduce the disparities between academic researchers
and researchers with experiential knowledge (Kidd
et al.,, 2018). Moreover, reciprocal learning contributes
towards changing views on knowledge production and
epistemic justice, where experiential knowledge is seen
as equivalent to academic knowledge (Knevel
et al., 2022). One particularly noteworthy finding is that
although working within an inclusive research project
fulfilled their wish to participate in work, some of the
researchers with experiential knowledge indicated that
their work position was not wholly equal to the academic
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researchers and principal investigators in terms of appro-
priate payment arrangements. These reasons, especially
the part about monetary gain, were also reported in pre-
vious research (Frankena, van Schrojenstein Lantman-
de Valk, et al., 2019; O'Brien et al., 2022). Payment is thus
an important factor to take into account also—or perhaps
especially—in the case of inclusive research teams, as
earning money is of crucial importance for the social rep-
resentation of work for people with intellectual disabilities
(Gaymard, 2014), and in terms of increasing their autonomy
(Jahoda et al., 2009) and providing a means through which
to legitimise their self-worth (Lysaght et al., 2009). Hence,
as inclusive research aims to contribute towards social
change (Walmsley et al., 2018), we concur with O'Brien
et al. (2022) that it is important to address issues of appro-
priate funding and payment arrangements when setting up
new inclusive research projects.

In addition to the similarities in the reasons for col-
laborating in inclusive research projects, there were also
differences between the participant groups. For
researchers with experiential knowledge, for example,
being able to develop themselves in a job that suits their
competencies and allows them to help other people with
intellectual disabilities were key reasons for working in
inclusive research projects. Interestingly, experiencing
competence and helping other people—which are consti-
tutive components of self-determination theory, a macro
theory that has identified three basic psychological needs
(i.e., autonomy, competence and relatedness)—have been
shown to play an important role with respect to well-being,
life satisfaction and work satisfaction (Ryan & Deci, 2017).
Hence, despite this not being the framework for the study,
the researchers with experiential knowledge nevertheless
indicated the importance of these psychological needs,
which is likely associated with their job satisfaction while
working in inclusive research projects. In addition, the feel-
ing of being able to help other people may enhance feelings
of selfworth and self-esteem (Forrester-Jones &
Barnes, 2008), and may challenge feelings of dependence
(Milner & Kelly, 2009), thereby positively contributing to
individuals' mental health (Fyrand, 2010; Thomas, 2010).

A distinctive reason why the academic researchers
collaborated in inclusive research projects was that they
helped to make research (processes) better suited to the
needs of participants with intellectual disabilities, a rea-
son that was also identified in previous research
(Frankena, van Schrojenstein Lantman-de Valk,
et al., 2019). For principal investigators, in addition to the
aforementioned overlapping reasons, forging stronger
connections with the research population was a distinct
reason. Given that principal investigators are responsible
for the entire research project, it seems somewhat obvi-
ous that their main reasons for collaborating in inclusive
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research projects were related to academic research and
the outcomes of the research process. Due to their posi-
tion, in most cases, principal investigators fulfil a sup-
portive role in the collaboration between the researchers
involved (Frankena, Naaldenberg, et al., 2019). They also
play a role in terms of initialising this collaboration at the
beginning of a research project, even before the actual
collaboration begins. It would be interesting for future inclu-
sive research projects to explore and discuss everyone's rea-
sons for collaborating in the research project at the onset of
the project. Given that individuals have different types of rea-
sons with respect to both their work and collaborating in
inclusive research teams, considering the different reasons of
the individuals that are working together is critically impor-
tant, in light of the fact that, compared to more extrinsically
driven reasons, intrinsically—or autonomously—driven rea-
sons are likely to enhance various favourable outcomes, such
as increased well-being and performance (Ryan &
Deci, 2017).

Both identifying and discussing the reasons of all
partners involved is important for facilitating collabora-
tive partnerships (Plasch et al., 2021). Contextual factors,
including the values and characteristics of all team mem-
bers, are foundational for collaborating in inclusive
research projects. Collaboration within inclusive research
projects is maintained, in part, by the perceived personal
and social benefits (Schwartz et al., 2020) deriving from
the shared reasons for collaborating. In the present study,
some principal investigators did not acknowledge the
benefits of working together with the researchers with
experiential knowledge in inclusive research projects,
and, instead, viewed their role as mainly the subjects of
research. This could have impacted upon both the
research process and the collaboration between
the researchers within these projects. Therefore, develop-
ing an awareness of and mitigating the inherent power
relations in research is crucial for establishing fruitful
collaborative relations in inclusive research projects
(Knevel et al.,, 2022; Nind & Vinha, 2014). Moreover,
since the results indicate that researchers with experien-
tial knowledge learn on the job, a fact which is also
recognised by Garcia Iriarte et al. (2023), examining the
role of the principal investigator within an inclusive
research project as well as the impact that they have on
the collaboration is imperative for future research.

However, the results of this study should be inter-
preted in light of some limitations. First, working
together with researchers with experiential knowledge
within an inclusive research project was a prerequisite of
the funder of the six projects. This proviso may have pre-
vented the academic researchers and principal investiga-
tors from sharing all their thoughts about their
collaboration within inclusive research projects, such as
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feelings that they were forced to work together. To miti-
gate this potential bias, the researchers explicitly took
time during the interview to put the participants at ease
and reassure them that all information was confidential
and that their names and projects would not be linked to
particular statements. Second, this study did not include
a researcher with experiential knowledge from the outset,
although a researcher with experiential knowledge was
involved at various aspects of the study. Specifically, the
researcher with experiential knowledge was involved in
the preparation of the data collection (i.e., the researcher
with experiential knowledge provided valuable advice
with respect to both the accessibility and comprehensibil-
ity of the questions the academic researcher wanted to
pose to the researchers with experiential knowledge
involved in the six inclusive research projects) and in
terms of interpreting the results. Third, the timing of our
interviews was influenced by the need to capture partici-
pants’ initial reasons for collaboration in inclusive
research projects before potential shifts occurred during
the collaborative process. However, a limitation of our
study was that we were reliant on coordination with the
six other projects, resulting in interviews being completed
before the data collection phase began. This timing may
have influenced participants’ responses and perceptions,
and future research could explore how reasons and expe-
riences evolve over time to gain a more comprehensive
understanding of the dynamics involved. Fourth, future
research may consider collecting and analysing demo-
graphic data, including gender, age and ethnic back-
grounds, to enhance understanding and account for
potential associations. Incorporating these demographic
factors will contribute to a more inclusive and represen-
tative study, improving the generalizability of findings
and promoting equity in research. Additionally, future
research should investigate whether the varying view-
points of principal investigators regarding the value of
including people with intellectual disabilities in inclusive
research projects are associated with different project
requirements, individual approaches, and past experi-
ences of working with individuals with intellectual dis-
abilities, both within and outside of inclusive research
settings. This exploration would shed light on the poten-
tial factors influencing these perspectives. Finally, it is
crucial to highlight that our research approach adheres to
traditional research structures, where the principal inves-
tigator assumed a leadership role within the project.
None of the projects examined in this study featured a
researcher with experiential knowledge and intellectual
disabilities in a leadership capacity. As argued by Jones
et al. (2020), they assert the significance of researchers
with experiential knowledge taking on leadership roles,
suggesting that further research in this area is warranted.

Despite these limitations, the present study was able
to identify the reasons why researchers with experiential
knowledge, academic researchers and principal investi-
gators collaborate in inclusive research projects. Know-
ing these reasons for collaborating within inclusive
research projects is important for facilitating collabora-
tive partnerships, which are a precondition of inclusive
research projects. Moreover, gaining insight into the
reasons for collaboration create a solid base from which
to build sustainable collaborations in research projects,
where the voices of people with intellectual disabilities
are heard.
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