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Herausforderungen und Barrieren
Inklusiver Forschung

Melanie Nind

Towards a second generation of inclusive research

Summary

In many ways this is a chapter about the point we have reached with inclusive re-
search and where we are going next. The reference in the chapter title to a second
generation of inclusive research implies that we are moving into a new phase, or
even that there is a step-change on the horizon. I have written elsewhere about
the broad spectrum of inclusive research, its evolution, contested nature, and po-
sition within important debates and policy shifts (Nind 2014). In this chapter I
primarily focus on the inclusive research conducted with, by and for people with
learning disabilities. I draw largely on research I conducted in England with inclu-
sive researchers from inside and outside the academy and their allies, supporters
and funders and I gratefully acknowledge them. This study, ‘Quality and Capacity
in Inclusive Research with People with Learning Disabilities’, was funded by the
Economic and Social Research Council and became known by its more accessible
title, ‘Doing Research Inclusively, Doing Research Well?”.

I begin with a description of what we might think of as first generation inclusive
research with a brief history and look at its achievements. I move on to the calls for
standing back and taking stock before moving forward. This includes discussion
of the challenges involved in inclusive research and the degree to which these chal-
lenges have so far been met. Finally, I build an argument about the characteristics
of the next generation of inclusive research, which will reflect a better understan-
ding of its particular contribution and diversity and include greater concern with
quality and knowledge — the product as well as the process of research.

1 First generation inclusive research

It could be argued that inclusive research dates back to the naming of it by Walms-
ley in 2001. The term itself took on greater significance in the important book
Inclusive Research with People with Learning Disabilities: Past, Present and Futu-
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res (Walmsley & Johnson 2003) where the criteria for inclusive research are sug-

gested and its development discussed. The book not only established a name — an

umbrella term — for the various developments going on with people with learning
disabilities getting into research, but also the need to think critically about it.

Beyond the academic debate about inclusive research there was a blossoming of

research projects involving people with learning disabilities. In the UK develop-

ments included:

* local self-advocacy groups being co-opted as researchers with teams of acade-
mics;

* some groups arguing the case for doing or leading their own research (Townson
et al. 2004; The Learning Disabilities Research Team 2006);

* long-term partnerships and collaborations becoming established (e.g. Carlisle
People First Research Team, which included academics and supporters);

* inclusive research becoming embedded in the departments of academics insti-
tutions (e.g. Norah Fry Research Centre; St Georges Medical School);

* funding bodies committing to funding research that actively includes those in-
tended to benefit from it (e.g. Joseph Rowntree Foundation);

* government policy interest in inclusive research, including the Department of
Health commissioning the Learning Disability Research Initiative (LDRI) in
which research had to embrace inclusive principles (Grant & Ramcharan 2007);

* the first national survey being conducted by an inclusive research team (Emer-
son et al. 2005);

* learning disabled researchers beginning to be involved in reviewing research
outputs (British Journal of Learning Disabilities 2012 special issue).

Thus, people with learning disabilities and their contributions to knowledge have

come to matter. The Valuing People White Paper (DoH 2001) promoted their

active citizenship as people who must enjoy rights, independence, choice and in-
clusion. In 2001-2003 £2million of Department of Health money went on the

LDRI. Similarly in Australia, the government accepted the “view that people with

intellectual disability have the right to be involved in issues that affect their lives”

(Bigby et al. 2014, 3).

The first generation of inclusive research with people with learning disabilities

established the need for people with learning disabilities to do research and how

it could be done (e.g. Williams 1999; Abel et al. 2007; Tuffrey-Wijne & Butler

2010). It established what the challenges are (e.g. Stalker 1998; McClimens 2007;

Nind & Vinha 2013) and how the research might be communicated inclusively

(e.g. Garbutt et al. 2009). Some important findings were generated about the lives

of adults with learning disabilities including their histories.

This research developed alongside developments all over the world in participatory

action research, participatory rural appraisal, feminist research, participatory he-

alth research, decolonizing research and community-based participatory research
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(Nind 2014). Concurrent with the developments I have described for the invol-
vement of people with learning disabilities in research, there were developments
for people using (or refusing) mental health services (e.g. Beresford & Wallcraft
1997; Schneider 2010), older people (Ross et al. 2005), children and young peop-
le (Kellett et al. 2004; Holland et al. 2008), lesbian, gay, bisexual and transgender
groups (Browne et al. 2012) and so on. Within and across groups there were peop-
le (re-)inventing inclusive research for themselves, over and over again establishing
their rationale, arguing their case, working out the practicalities. A multiplicity of
overlapping conceptualisations emerged and with this a multiplicity of terms in
relation to the research itself and to the people and roles within it.

In the smaller arena of inclusive research with people with learning disabilities the-
re have been attempts to get beyond the conceptual confusion. Bigby et al. (2014:
4) offer the most recent, building on Walmsley & Johnson (2003) to identify
three over-arching approaches: (i) where people with intellectual/learning disabi-
lities “act as advisors to researchers, governments and organizations about research
agendas, conduct or dissemination of research” (Walmsley & Johnson’s ‘advisory
or reference groups’ as the most common model); (ii) where people with intel-
lectual (learning) disabilities act as “leaders or controllers of research” (Walmsley
& Johnson’s ‘beyond co-researching — taking charge’; and (iii) where they act as
“collaborators in specific studies with researchers without intellectual disability”
(similar to Walmsley & Johnson’s ‘coresearching’). This illustrates how, to date in
inclusive research, concerns have been on roles and team processes as much as the
research itself.

2 Calls for a new focus in inclusive research

Questions have begun to be asked about inclusive research. This is primarily in
an attempt to enhance rather than undermine its status. Walmsley & Johnson
(2003: 12), for instance, reflect on being “troubled by a certain stifling of debate
about the real difficulties of including people with learning disabilities in research”
and over a decade ago argued it was “time to challenge certain orthodoxies and
assumptions in order to clarify what inclusive research is and how and where it can
be applied”. Aspis (2000, 3) questioned whether “people with learning difficul-
ties are being used as puppets” and Danieli & Woodhams (2004) asked whether
participation and emancipation can be de-coupled. I have asked how theorising
is done and what happens in inclusive research to people with profound impair-
ment (Nind 2008, 2011). Holland et al. (2008, 1), looking more widely, exa-
mined whether participatory research is necessarily “ethically or morally superior”
or “more enabling”. Similarly broadly focused on children and young people’s
involvement in research, Greene (2009) and Freeman & Mathison (2009) have
raised the issue of the relative importance of the quality of the participation and
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the quality of the research itself. Such critical insights lead us away from the now
largely answered first base of how/can we research inclusively and toward ques-
tions of how can we understand the importance of this, do this better or even
know when it is done well.
The most direct reference to a second generation or phase of inclusive research
has come from Grant & Ramcharan (2007) when weighing the outcomes of the
Department of Health LDRI in the UK and its contribution to both policy and
emergent inclusive research practice. They conclude that inclusive research has
come to the end of an initial phase in which practical knowledge has been gained.
We have also, they say, learned the benefits of inclusive research, in that users of
services involved in researching them can:
o offer different perspectives;
* help to ensure that research priorities are important and relevant to them;
* measure outcomes important to them;
* help to recruit their peers for research projects;
* help access hard-to-reach groups;
* assist or control dissemination and use of findings;
* become empowered through taking part;
* become engaged in the politics of service change. (Grant & Ramcharan 2007,
102-3)
Moving forward they point to the ongoing need to better understand the benefits
of the experience of inclusive research for those involved and the forms partners-
hip that make inclusive research effective. The “second phase” of inclusive rese-
arch, they argue, “is more likely to be concerned with outcomes — what kinds of
knowledge are attributable to inclusive research and how the knowledge claims of
inclusive research can be assessed and authenticated” (p.12). They suggest that we
will need to focus on “whether good science and good inclusive research practice
can be brought together” (p.12). The challenge for the LDRI project commissio-
ning was that user involvement was an additional criteria and not one that could
substitute for “already well-established and robust research that met the canons of
science, good ethics and policy relevance” (p. 103). There were no existing stan-
dards or guidelines for judging inclusive research for them to refer to and Grant
& Ramcharan saw the need for future work to establish quality criteria. In the
future they envisioned, it is not enough to simply say that people with learning di-
sabilities are involved in commissioning or conducting research, we need a better
cost-benefit analysis, better scrutiny of the ethical implications, and frameworks
for assessing the different types of knowledge produced.
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3 Taking stock: Doing research inclusively, doing research well

While commissioners of research and the learning disability research communi-
ty have committed to inclusive research there is still much to learn if inclusive
research is to be properly evaluated and regarded as producing sufficient or even
best evidence, rather than sitting alongside ‘real’, quality research as a necessary
adjunct. As a methodologist, it seemed to me that addressing the challenge of
understanding quality in inclusive research was necessary for inclusive research
to succeed as an innovation with longevity sustainable within the mainstream of
research (see Wiles et al. 2013). Thus, I sought to mobilise constructive friction
in the field and facilitate transformative dialogue (Gergen 2009) by engaging
inclusive researchers in scrutinising inclusive research as a ‘research problem’.
The participants in the new study were to be researchers (participant-researchers)
in the task of taking stock of the knowledge they held about their craft, leading
to the production of guidance on the issues and challenges, case studies, useful
materials, and criteria for quality in inclusive research. The intention was to
reach a critical overview. Through this process the realities of a second generation
of inclusive research became more knowable.

The research itself was designed to be dialogical rather than inclusive as such.
Wegerif (2007, 4), building on the ideas of Bakhtin, argues that “a dialogic space
opens up when two or more perspectives are held in tension”, thus creative dif-
ference opens up the dialogue. However, to avoid the difference being too great,
I followed the strategy of Madriz (2000) and Haw (2010) in addressing sensitive
challenges about who can speak safely with whom. Thus I conducted a rolling
series of focus groups with stable membership of participant-researchers relatively
homogenous in their relationship to research (see Nind & Vinha 2012 for details
of the methodology). I deliberately moved away from locating authority within
individual researchers/researched individuals and instead located it in the interac-
tive space between them. In this chapter I reflect on the findings in relation to the
progress and challenges of quality inclusive research, using the emergent themes
of:

* identities

* interactions and relationships with each other

* relationships with research and process issues

* relationships with knowledge and product issues.

Identities

Participant-researchers in the study spoke of their identities in ways that indica-
ted their interactions within research teams. Identities related to research inclu-
ded team member, co-researcher, inclusive researcher or advocate for inclusive
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research, proper researcher, lead researcher, expert by experience, research sup-
porter, coordinator and advisor. Identities also spoke of current work roles, such
as researcher, research assistant, senior research fellow, research student, lecturer,
consultant, advocacy support worker or personal assistant, and previous roles the-
reby indicating transitions and ambivalent status. When identifying themselves
by status, participants referred to their role in their organization — self-advocate,
trustee, chair, director; whether they were a volunteer, or paid (or even in charge);
their (dis)ability and occasionally minority status, for example, as a black person
or parent with a learning disability. Sometimes labels were avoided with people
preferring to use just their name, or identifying as a team member or human
being, and sometimes labels themselves were consciously referred to — a person
with a label of learning disabilities. Some participants referred to their multiple
identities or to wearing different hats.

Differences between academic researchers and researchers with learning disabi-
lities emerged from the dialogue and these were not restricted to the different
roles they might adopt when working together. Other differences included routes
into research, experience, pay, career path, roles or tides, skills and knowledge.
There were differences (and some commonalities) in terms of what there was to
be gained for each party and in what participant-researchers saw as valuable in
research, what its impact is on them, and how we see success. Research was seen as
more personal for people with learning disabilities where it inevitably overlapped
with other advocacy, training and campaigning work.

Interactions and relationships with each other

People’s identities influenced how they worked together, sometimes seeking col-
laboration and sometimes independence, but very often feeling the need to ne-
gotiate around the perceived relative power they held. Thus, inclusive researchers
don’t just get on and research, they negotiate their relationships, taking care to be
sensitive to each other’s historical and cultural positioning. For example Rohhss
commented that in the Carlisle People First Research Team “ideas have to come
from members of the group and there’s this research cycle we go through”. This
leads to a discourse of sharing, co-working, and co-analysis that is particular to
inclusive research. Lisa talked about how at Norah Fry “we are one big team”.
Moreover, because the circumstances of the research change, such as whether it is
funded and by whom, and because this makes a difference to the identities and
discourses, these have to be re-visited time and again. The result is that inclusive
researchers often make considerable investments in their collaborative teams or
partnerships, often building deep, trustful relationships and sometimes even re-
ferring to fellow researchers in the team as friends or a kind of family. Focus group
participants who funded and judged research applications looked for wholeso-
me partnerships, shared understanding of inclusive research, and shared purpose,
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with one remarking that “this is where you see them [inclusive research partners-
hips] working best”.

Participant researchers, whatever their identity, were conscious of the importance
of voice as power. Rules and customs evolved to deal with the sensitivities around
power imbalances; for some it was important that ideas came from people with le-
arning disabilities or that supporters needed to practice staying quiet and being in
the background. Julie described how she did the method bit of a bid ‘but the ideas
came from self-advocates’. Narratives of doing inclusive research included narrati-
ves of betrayal, transparency, and invisibility. Participant-researchers shared their
experiences of who does what in inclusive research, establishing primarily that for
them who — is involved, initiates, is in control, makes decisions, makes the rules,
asks questions, manages the project, gives information, has input into the report,
writes the report, and gets the credit — are all important. These are simultaneously
practical and political matters related to who includes who.

We identified a range of ways that inclusive researchers adopted for working to-
gether (see Nind & Vinha 2012, 2104). These could be more formalised (pre-
planned/rule-bound) or more improvised (responsive). They could involve seeing
one group as supporting another, different parties negotiating support and power,
or different parties working interdependently such as in one group described as
working “as a cooperative” (Chloe). The ways of working usually involved a balan-
ce between operating in a very principled way and being pragmatic. The import-
ant point for this chapter is that the first generation of inclusive researchers have
devoted a lot of their attention to the problems of identity and interaction. While
the next generation of inclusive researchers will not be able to skip addressing the-
se altogether, they should require less of their energy as there are models to follow
or reject, discussions in the literature to refer to, and groundwork done. The next
generation will still be involved in taking risks, learning from mistakes, compro-
mising, adapting, and talking through the challenges, but they will be able to do
so in a more informed way. Decisions about the extent to which tasks are divided
out according to strengths and resources and the extent to which everyone should
do and learn everything will still need to be made, but knowing that these are
common challenges may make them less painful and resolving them less effortful.

Relationships with research and process issues

A fundamental finding from bringing inclusive researchers from a range of pro-
jects together in dialogue is that there is a variety of ways of doing research in-
clusively. This may seem obvious but the diversity is important. Different people
initiate and get involved, using different partnership models and combinations of
paid and unpaid researchers and different research methods.

There were some common features also. Experiences of support were pervasive:
practical, emotional, training, peer or mutual support. There was a common focus
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on accessibility issues such as making written documents and research methods
accessible for all. “Accessible, plain English” suggested by Becca of York People
First was valued by many self-advocates, as was “getting the information across”
(Durbali) and feedback (Michael). For many participant-researchers a prime indi-
cator of the inclusiveness of the research was the involvement of everyone at every
stage. This was the converse of tokenistic involvement. Nonetheless, the bidding
and idea formation stage and the analysis and reporting stage both presented real
challenges. More experienced participant-researchers with learning disabilities
had good understanding of the whole process, some also having personal experi-
ence in the role of commissioner/funder.

While accessibility was central to opening up research processes and products to
people with learning disabilities, many barriers to involvement in research were
identified. Occasional references were made to literacy difficulties as a barrier, but
mostly people were reluctant to discuss barriers (other than a lack of curiosity) as
existing within the person. Attitudinal barriers though were much discussed and
identified as located within funders — their lack of knowledge or understanding,
their inflexibility, low expectations and failure to learn or change. Universities
were also identified as putting up barriers. Other barriers were about: perceived
incapacity “shock horror, these people should be in an institution but theyre
doing research!” (Kerrie); desire to protect people seen as vulnerable; and limited
interest in hearing from people with learning disabilities. Some social process bar-
riers (such as the need to demonstrate research track record) were put up by indi-
vidual gatekeepers and some were rule-based such as rules about tenders, formal
ethics and governance requirements, online submission to journals, need for po-
lice checks. Material barriers included people being held back by lack of transport
and information, inadequate funding, and rules about receipt of state benefits
making short-term paid research risky. It is clear from this research, therefore, that
any talk of a second generation of inclusive research should not imply that all the
hurdles faced by a first generation of inclusive researchers are sorted.

Relationships with knowledge and product issues

My final overarching theme is about the knowledge and outcomes which inclusive
research generates. For those involved in this study this was shaped in part by who
would fund them, with the number of funders across around sixty participants
limited to twelve. Most of the inclusive research that was done and discussed was
about the lives of people with learning disabilities and sometimes about the lives
of others as they related to them (support workers, personal assistants, non-disab-
led people) and about services. The handful of ‘other’ topics came in studies led by
academics. On the whole, researchers with learning disabilities did not do research
unconnected to their lives though some indicated some interest in doing so.
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The tangible products of inclusive research were diverse, going beyond data, re-
ports, articles, books, conference papers and summaries, to include jointly written
articles or co-designed products, exhibitions, plays and poems, films, educatio-
nal packages, booklets, websites, and national gatherings. In terms of knowled-
ge produced, there were discussions about ways of knowing and what counts
as knowledge, with differences across disciplines and pluralities and hierarchies
of knowledge coming to light. One group acknowledged that sometimes the
knowledge culminating from inclusive research does not add to the body of pu-
blished knowledge despite being worthwhile to those involved. Discussions illus-
trated how knowledge for the academy might be different from knowledge ‘for us’
and ‘about us’. Mostly though, the distinctive nature of the knowledge was descri-
bed as experiential, fundamental, grounded, embodied, authentic or meaningful
— using and extending knowledge of the culture of learning disability. Moreover,
while occasionally knowledge not related to solving problems and just intrinsically
interesting was attractive, mostly the knowledge generated by inclusive research
was regarded by participant-researchers as useful knowledge that improves. Ex-
amples were found in projects about people with learning disabilities getting into
relationships, becoming good parents, and making good use of personal assistants.
The outcomes in terms of impacts included not just knowledge and career suc-
cess, but personal and emotional impact. The impact on the lives of people with
learning disabilities was centrally important and this included the personal gains
of having raised self-esteem (feeling “valued”, Kerrie) and changed horizons and
interpersonal gains of making connections with people (“making lots of friends
and all that” (John), building bonds and networks and becoming advocates. Long
term impacts coded included the research leading on to other projects or roles and
continuous/ongoing relationships.

Often talk of the value of inclusive research referred to the value added by the
researchers with learning disabilities, such as the voice, experiences, thoughts and
feelings of people with learning disabilities, and their cultural knowledge of things
like day centres, institutions and personal assistants. Methodologically, some par-
ticipant-researchers felt that researchers with learning disabilities brought empa-
thy and an ability to create a comfortable feeling for research participants with
learning disabilities. They asked more directly relevant questions that were acces-
sible, thus getting better answers and richer data. The inherent authenticity and
credibility of inclusive research was stressed, alongside hope that people would
listen and take note. There was a desire (based on the best experiences) that inclu-
sive research would itself facilitate inclusion and social change; that organizations
would benefit from vital funding coming from research; and (almost incidentally
sometimes) that new knowledge would be generated.

Quality in inclusive research was much discussed and different aspects are valued
by different groups and individuals, for example some self-advocates valued ‘acti-



TO\\"JI'L{S a SC‘C()HL{ gc‘ﬂ(‘l'ﬂ[i()ﬂ of il]ClUSi\'(‘ I't‘St‘;\l'Ch

on not words” and some funders stressed the quality of the partnership. Nonethe-

less, we were able to envisage from the data that good social science meets good

inclusive practice when:

1. The research answers questions we could not otherwise answer, but that are
important.

2. The research reaches participants, communities and knowledge, in ways that we
could not otherwise access.

3. The research involves using and reflecting on the insider, cultural knowledge of
people with learning disabilities

4. The research is authentic (recognised by the people involved)

5. The research makes impact on the lives of people with learning disabilities.
(Nind & Vinha 2012, 44)

This list does not replace other quality criteria but rather sums up the contribution

of an inclusive approach to the quality of the research and the contribution of

quality research to an inclusive agenda.

4 Towards a second generation of inclusive research:
ten points of maturation

Inclusive research with people with learning disabilities may have reached a tip-
ping point. By this I refer to the accumulation of knowledge that means that the
challenges are now understood, and new inclusive researchers can find guidance
on how to research inclusively. But the future of inclusive research with people
with learning disabilities is also vulnerable in that it is uncertain where the next
generation of learning disabled researchers will come from. This is because the
sustainability of self-advocacy groups, where people have largely become equipped
to develop as researchers, is threatened by termination of national and local fun-
ding. As with self-advocacy itself, the sustainability of inclusive research depends
in part on its ability to adapt and evolve. There is a firm foundation in the research
evidence to suggest that as we move forward with inclusive research with people
with learning disabilities that some territory will be changed as a result of what
has gone before. Specifically, there is reason to hope that as this research approach
is taken forward in the next decade:

1. Inclusive researchers will not continue to have to justify an inclusive appro-
ach.

2. Inclusive researchers will be less preoccupied with our different expertise and,
freed from the tyrannies associated with this, we will be more focused on our
need to learn from and with each other.

3. We will move on from judging whether we (ourselves and others) are doing
it right — following some assumed consensus about the rules — and recognise
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instead the diversity of ways in which we might follow the principles valued
within this paradigm.

4. Different ways of knowing will be valued and the tensions between them seen
as valuable in the search for better understandings.

5. We will recognise that dialogic engagement will not necessarily lead to con-
sensus but to sense-making that is sometimes collaborative and sometimes
separate.

6. Different spaces will be made for different kinds of inclusive research and re-
search-related activity (thanks to Anne Collis and Barod (http://www.barod.
org/) for this idea). These will be spaces with room to grow; some will be al-
most typical of advocacy and some will largely replicate (qualitative) research,
but some will be distinctive spaces.

7. Bridges between these different spaces will become increasingly established as
roles diversify and the value and skills of those people who mediate between
research and advocacy are recognised and enhanced.

8. We will recognise the connections we have with inclusive researchers working
in other domains and benefit from dialogue with them.

9. We will shift some of our energies regarding process away from negotiating
power dynamics and onto matters of the quality of the research, applying
quality concepts such as those generated in the research discussed here (Nind
& Vinha 2012, 2014) developed for this paradigm.

10. More attention will be paid to the knowledge generated by inclusive rese-
arch, and we will have stronger, better articulated grounds for arguing its
credentials. Inclusive research needs to have something to say about a range
of topics that move beyond the research process and perhaps even beyond the
intricacies of people’s lives.

My vision of a second generation of inclusive research relates to an expansive

concept of what inclusive research is and can be. This will be beneficial in that

we will be able to celebrate the fluidity and diversity involved in doing research
inclusively (Nind & Vinha 2012, 2014). This will hopefully lead to less fear about
getting it wrong or failing to achieve everything (Sin & Fong 2010), meaning that
we will be better equipped to embrace research with people whose impairments
and needs are most profound and complex. Thus, not all inclusive research will
be expected to do the vast number of things often expected of it currently (Nind

& Vinha 2012, 2014). As we broaden our horizons it is likely that our understan-

dings of inclusive research will be complexified rather than simplified; dialogue

should further enrich our reflexivity and criticality in ways that make us better
researchers.
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