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SENTIO SeNSS

Exploring ethical issues arising from ten years of inclusive 
research with people with a learning disability 
Liz Tilly, Director of Building Bridges Training and Senior Lecturer in Social Care, University of Wolverhampton, UK, 
liz@building-bridges-training.org

Abstract 
Inclusive research enables people with a learning disability, with support, to take a lead role at all stages of the 
research, including the design, process and dissemination, rather than just contributing to the data collection 
(Walmsley and Johnson, 2003). In 2010 a short-term research project enabled a group of people with a learning 
disability to ‘research their own lives’. An unexpected outcome was that the members greatly valued the 
opportunity to tell their stories and wanted to continue. Ten years later the group continues to research issues 
affecting them and their peers from a disability rights (United Nations General Assembly, 2006) and social 
model of disability perspective. 

This article is based on the personal observations and reflections of their non-disabled group facilitator and 
fellow researcher, regarding a range of ethical issues and dilemmas raised by this inclusive research approach. 
They include anonymity and confidentiality, the need for flexible roles of the group facilitator, including 
advocate and supporter, and the extent that this conflicts with the role of co-researcher. Power, ownership and 
control of the research agenda are also discussed.

Introduction
This article explores and reflects on some of the ethical issues, challenges and dilemmas raised in the journey 
of doing research with co-researchers with a learning disability, an approach termed ‘inclusive research’ 
(Walmsley and Johnson, 2003). It will first outline the main features of inclusive research methodology, then 
describe and discuss ethical issues encountered in practice and finally suggest recommendations for future 
similar research collaborations.

Inclusive research 
Research about people with disabilities has traditionally been done by non-disabled people, by relatively powerful 
experts on relatively powerless subjects and therefore on an unequal basis (Ward and Flynn, 1994). Decades ago, 
people with a learning disability were not asked their opinions and choices, instead their parents or staff were asked 
to speak for them. However, from the late 1960s changes in attitude meant that people with a learning disability 
started to be consulted for their personal views, and gradually genuine participation commenced (Walmsley, 2001). 

Although research about people with a learning disability has been slow to involve them in the process at 
any level (Kiernan, 1999), they are increasingly taking a more active role (Walmsley and Johnson, 2003; Zarb, 
1992; Minkes et al., 1995). There has been a development from accepting that people with learning disabilities 
have opinions and the right to express them (Stalker, 1998) and they are the best informants concerning their 
experiences (Chappell, 2000), towards a more general understanding that speaking up about one’s experiences 
is a fundamental human right (United Nations, 2007). As a result, research involving the collaboration of people 
with learning disabilities is taking an increasingly prominent place in current literature on learning disability 
related issues (Walmsley, 2001; Nind, 2014). 

The emergence of the social model of disability from the late 1970s identified the social barriers experienced as 
the disabling factor, as opposed to a person’s impairments (Barnes and Mercer, 2004). This social movement has 
enabled the development of an approach to research where people with disabilities are equal partners. Typically 
disability research either considers the experience of disability or the structural barriers, which by some are 
considered to be oppositional. Emancipatory research, where people with disabilities are central to both the process 
and analysis, can be challenging for those with a learning disability to do without support. There are, however, calls 
for all research concerning people with learning disabilities to be emancipatory and to lead to real social change 
(Watson, 2004; Oliver, 1992). Inclusive research is grounded in these values and is an approach where support is 
integral without undermining the ownership of the research project (Walmsley, Strnadová and Johnson, 2018).
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Inclusive research is also known by other names: co-research, collaborative, user-led, partnership and 
participatory research (Nind, 2014). There is not scope here to explain the history and nuances between these 
terms and approaches. For the purpose of this article, inclusive research is understood to be where people with 
a learning disability identify the research topic, take a lead role, with support, in all aspects of the research 
process, including deciding the research topic, methodology, analysis and dissemination, and are far more than 
just data informants (Walmsley and Johnson, 2003; Walmsley, Strnadová and Johnson, 2018; Nind, 2017). It 
acknowledges that people with a learning disability are best placed to identify the social barriers they experience 
and the societal changes that should be made. It gives voice to not only their experience but also their own way 
of communicating this (Herron, Priest and Read, 2015).

The Building Bridges Research Group
Building Bridges is a social enterprise which co-delivers training about learning disability and instigated the 
research group. In 2010 a short-term project was established to enable a group of people with a learning 
disability to ‘research their own lives’ using focus groups and creative activities. They completed the project by 
producing a report of their findings (Money Friends and Making Ends Meet Research Group, 2011).

The members greatly valued the opportunity to meet regularly and tell their stories, with the status of being 
researchers. Ten years later, the group is still meeting regularly to research issues affecting them in their social 
networks (Building Bridges Research Group, 2014, 2016). They have also written or contributed to a number of 
peer reviewed journal articles (Mooney, Rafique and Tilly, 2019; Tilly, 2019, 2013a, 2014, 2013b, 2016; Tilly and 
Building Bridges Research Group, 2015). Subjects include housing, welfare benefits, coping with independent 
living, health and managing money, and enabling professionals and academics to better comprehend their 
challenges in daily living. The group has seen changes in membership over the years, but averages eight 
members. The members mainly live independently and none have any support from learning disability services.

Positive benefits for co-researchers
The members’ participation in the research group has brought immense personal benefits. Membership of 
the research group provides a range of functions such as friendship, fun, peer support and an opportunity to 
identify and resolve issues and social barriers. Where they may lack tenacity with other commitments, such 
as volunteering in charity shops or participating in schemes and courses they are required to attend as part 
of benefit claims, attending this group is a high priority usually achieving 100% attendance, signalling its 
importance to them as an anchor in their lives.

Other outcomes include increased confidence and assertiveness among the members, and heightened 
awareness of their rights. They see the group as a place to record and discuss social injustices they experience. 
When they experience frustrations, for example relating to public transport or housing issues, invariably they will 
say ‘we’ll have to talk about this in the group!’.

The group relish participating in the dissemination of their research, at events, conferences and university 
training, and they particularly welcome the opportunity it affords to travel to new places as well as the 
occasional free meals! Furthermore it gives them the status of experts, with respect and acknowledgement. They 
are also immensely and rightfully proud of their reports and articles. It has a huge impact on the professionals 
and students who hear their first-hand accounts. This is evidenced in their references to our original report which 
revealed the lived experiences of this group who are usually hidden from mainstream and learning disability 
support services. 

While having huge respect and admiration for the group’s tenacity, commitment, personal growth and group 
achievements, it has also led me to reflect on a number of dilemmas, challenges and ethical issues encountered 
over the previous decade. The article henceforth is written in the first person as it is based on my observations 
and reflections as the non-disabled researcher who has worked with the group over the last decade, and in the 
context of the wider literature. These issues are now outlined and discussed.



28

Identification of the research topic and question and seeking ethical approval
A crucial element of inclusive research is that the research topic should be identified by people with a learning 
disability themselves as being an issue or social barrier for them and their peers (Nind, 2017; Walmsley, 
Strnadová and Johnson, 2018). However, in practice, this may not happen for various reasons. For example, the 
initial idea may be triggered by the availability of funding applied for by the non-disabled researcher who then 
recruits the co-researchers. 

A strong ethical grounding is a core feature of social and participatory research. However, the process of 
requesting ethical approval can itself present a conundrum. Should the co-researcher wait for approval from 
a university ethics committee before approaching the co-researchers, thereby excluding them from the first 
hurdle? Their involvement in developing the research proposal, however, risks contravening the ethical 
guidelines about not approaching ‘vulnerable’ people until ethical approval for the research project is awarded. 
Ethical approval is usually gained on their behalf by a non-disabled collaborator from an academic institution 
(Northway et al., 2014; Ham et al., 2004). What typically happens with our research group is that ideas for 
projects emerge from group discussions and develop into a more structured proposal which I then take forward 
as an ethics proposal application without their involvement.

Consent and motivation to participate 
It could be argued that true consent is difficult for people with a learning disability, regardless of providing 
accessible information sheets and consent forms. They may not fully understand what they are consenting to 
or appreciate the reach of the dissemination, especially if it is outside their experience. Many people with a 
learning disability also tend to acquiesce and be compliant (Clare and Gudjonsson, 1993). An important ethical 
issue is that people with a learning disability often have unfulfilled lives and therefore may agree to participate 
to fill otherwise unoccupied time. They typically have limited income from welfare benefits and therefore 
even a £5 or £10 voucher, or free lunch, may be strong motivation for some to participate (Money Friends and 
Making Ends Meet Research Group, 2011). This creates a dilemma when recruiting research participants but is 
particularly problematic when recruiting co-researchers, where the role is even more complex. 

Validity and equality 
Inclusive research requires a strong rapport between all group members. A non-disabled researcher cannot 
suddenly decide to work inclusively and launch into it. It needs an environment of trust and relationships to 
be nurtured and built up over time. There also needs to be consideration of roles and equality of power in the 
decision-making. While the non-disabled researcher may have different roles in the research project, such as 
managing budgets, leading on accountability and reporting to funders, there must be equality in the research 
process. The academic researcher may be more articulate but the co-researchers are the ones with the lived 
experience and unique insight into both the challenges and solutions. It is this shared partnership that adds 
value to inclusive research (Nind, 2017). 

It is important that co-researchers are not involved just for lip service, and that participatory research is not 
wrongly labelled as inclusive. Genuine participation is extremely time-consuming, for example preparing easy 
read information or taking time to explain, remind and assure. But making reasonable adjustments can enable 
greater inclusion and therefore more pertinent research findings (Northway, Howarth and Evans, 2015).

Another issue is the cost of attending conferences and events which may be prohibitive for co-researchers, 
denying them opportunity and status. Funding applications should take into account the need for all the team 
to be able to share in this opportunity. On occasions we have been able to disseminate findings as a research 
group at UK conferences, especially where reduced fees apply for contributors with a learning disability. But for 
international conferences I sometimes have to attend on my own. I am sometimes able to access funds from my 
academic institution to do this, but I am struck by the injustice in this.

Mission creep, self-advocacy and tenacity
One of the dilemmas in our research group was the tendency to become a self-help group, or a place to moan 
and gripe, with interest waning from an initially ‘hot topic’. One such example was a survey with peers to 
establish which social landlords provided carbon monoxide detectors, to form the basis for a campaign to get 
detectors provided for all tenants. There was initially a high level of enthusiasm for the project. We produced 
easy read questionnaires for members to approach their peers and started to collect responses, but the project 
fizzled out. It requires considerable time management and support to sustain the group from concept to 
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completion. Goodley (2000) notes a mutually beneficial link between self-advocacy groups and co-researchers, 
which can be a focus of activity for when research projects come to a close. However, this blurring of roles 
between advocacy and inclusive research can have negative consequences; one funding application failed when 
the funder insisted we were a self-help group rather than a research group. To overcome this, there is a need to 
regularly remind the group’s members of the role of the group, and to help them understand and reflect on the 
nuanced roles of letting off steam, advocacy, research, dissemination and campaigning. There is a time and a 
place for all of these functions, but they can require subtle and supportive management.

A further ethical issue is that this research approach also identifies current issues that co-researchers and people 
they interview have in living independently and the lack of support from both informal support networks and 
formal services. These can be serious concerns which I feel need addressing as a priority with policy makers, 
above disseminating as a research output. As a co-researcher it leaves me with knowledge that needs to 
be urgently addressed, for example disparity in welfare benefit assessments, lack of support for health and 
wellbeing, limited supported housing options that needs social change above research dissemination.

Personal issues creating tension in roles
Over the ten years of working with the group, members have sometimes shared very personal and painful 
stories, such as having children removed, bereavement and poverty. When such issues arise, the inclusive 
researcher needs to know how to support them. In practice, however, there are limited services and resources 
for referral to, for example, grief counselling. This has put pressure on me, and added tension to my role as the 
non-disabled person in the group, feeling obliged to help meet the need or pursue support elsewhere. A range 
of issues and situations have come to light which, while not safeguarding concerns, were cause for concern, 
including oppressive relationships, debt, poor personal hygiene, unintentional neglect of pets’ needs and home 
health and safety. Sometimes, with no one else to turn to, members have approached me for help and support. 
To counteract the power imbalance this could cause, I share issues in my own life which adds to the richness of 
our relationship and the bond of trust. I am always touched by the members following up with me how I am and 
about these issues, and it contributes to the equality in the group.

Similarly, issues can arise where co-researchers share discriminatory views or demonstrate ‘othering’ (Traustadottir 
and Johnson, 2000). Examples included social workers, and other community groups such as Travellers and 
newcomers from Eastern Europe. These incidents have resulted from negative personal experiences, a lack of 
awareness, sharing views of other people in their social network or the need to elevate their personal social status. 
This requires sensitivity if these views are to be challenged in a timely and appropriate way (Simons, 1999), but the 
act of challenging itself can bring another dynamic to the co-researching concept.

Implications of increased self-confidence and awareness of rights
Williams (2011) notes there can be huge contrasts between the private lives of people with a learning disability 
and their public strong collective voices in the role of self-advocates and researchers. Some of our research 
group members have grown in confidence and gained new-found freedom of expression. Some have grown 
in confidence from barely speaking in our group to now being able to present in front of hundreds of people 
with confidence and also ask questions in seminars. However, this new assertiveness can see a backlash when 
it threatens the status quo at home. When two emboldened female group members challenged their male 
relations by being more assertive, wanting more autonomy in the home, including control of their own money, 
this has led to tensions. In one case a member was temporarily prevented from attending meetings by her family.

Ownership and anonymity
One of the biggest ethical concerns with inclusive research is the issue of anonymity (Tilley and Woodthorpe, 
2011). How do we balance protecting people’s identities while enabling them to be proud of who they are and 
their story, which often include aspiring elements of survival and resilience? In the original research project 
in 2010, university ethical approval was gained which assured anonymity of the participants. Later these 
participants wrote their report, with no names being mentioned, but this led to an article for a practitioner 
journal, where the group members not only wanted their full names included but also their photographs, 
indicating personal and collective pride and the desire for acknowledgement. After discussion, a compromise 
was reached where first names only were used. 
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A similar issue arose with the Kew Gardens oral history project where a participant wanted to be identified. The 
author was concerned about de-identifying people against their wishes, suggesting that this point should be 
included in the assent process in future work (Manning, 2010). However, even with consent, there is the issue of 
a lack of awareness of how research is now digitally disseminated and the implications of this, which needs to 
be taken into consideration.

Confidentiality
‘What’s said in the room, stays in the room’ is our group’s mantra to reinforce the importance of confidentiality 
and is one of the ground rules for the meetings. However, there have occasionally been minor breaches. One 
individual was motivated to use information gained in the group to give him status with others outside the 
group, with huge implications for the group dynamics when this came to light. It should be recognised that 
friendships within and outside the group can be fluid, fragile and tenuous at times. The social circles of the 
group are small and their allegiances can fluctuate. The information shared in the group needs to be managed 
carefully, and regular reiteration of the ground rules is vital.

Realistic expectations for change 
In social research there is much talk of ‘impact’ and expectations that research should be transformational 
(Danchev and Ross, 2014). However, academic researchers understand that policy and public attitudes can 
take a long time to change. This can be hard to understand for researchers with a learning disability and often 
leads to frustration. For example, on a research project about the transfer from Disability Living Allowance 
to Personal Independence Payment – the new disability welfare benefit and its associated assessment 
procedure – the co-researchers’ conclusion was that the system was unfair and there was an expectation that 
there should be immediate change. It is therefore the role of the non-disabled researcher to provide support 
to aid the group’s understanding of the wider policy context and to manage these expectations for change 
without dampening a belief that social change should and can happen. They should also facilitate this change 
happening through using the inclusive research findings to generate wider awareness and support campaigns 
as appropriate.

Creating new knowledge
Another issue is that academia tends to fund research to enable academic discourse and publishes peer-
reviewed findings which hold academic rigour. This leaves little space for the work of researchers with a 
learning disability whose analyses will typically make a more simple and pertinent contribution, often focusing 
on required social change (Smillie, 2015). In order to get work published in peer-reviewed journals it may 
need an academic to add a further layer of ‘theory’ and discussion, challenging the ownership of the research. 
The researchers with a learning disability must be made fully aware of this and the reasons for it, and given 
reassurance that it is there to strengthen and not lessen their contribution.

Endings 
It is important that the ending of the research project is planned from the start. Typically an inclusive research 
project will be short-term, perhaps under a year, due to the nature of the funding. However the termination of 
the group meetings and activities and relationships can mean a significant loss for the members with learning 
disability, who may have nothing to replace it and miss the relationships. In the case of this group the original 
plan was to exist for one year, but the members had other ideas (Tilly and Building Bridges Research Group, 
2015). The group has continued to meet, but it has been an ongoing challenge to find further funding. If the 
research project is time-limited, it is essential that this is made clear at the outset and the ending is planned 
carefully and sensitively (Danchev and Ross, 2014).

Conclusion
The benefits of inclusive research for both people with a learning disability and for increasing knowledge and 
understanding by far outweigh the ethical issues raised. There needs to be consideration of how to enable 
genuine disability activism, how to use research to inform campaign work, and even be political, while also 
helping people to understand that change at a policy level can be complex and take time. Awareness of the 
ethical issues outlined above, and how to manage them is of paramount importance. The highlighted issues 
should be acknowledged in applications for ethical approval, and continually monitored throughout the 
research journey.
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More people with a learning disability should have the opportunity to do inclusive research, but this will 
require their co-researchers to assess the potential challenges and issues and implement appropriate plans. 
University ethics committees should be willing to accept applications where non-academic co-researchers have 
contributed to the ethics application, enabling them to be part of every stage of the research process. Finally, as 
Richardson (2012) suggests, we could see people with a learning disability, with support, having a place at the 
table on ethics committees in the future.
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