BEINIIIER  Bringing people with dementia
SISy into the heart of research

Our learning for academics

This resource has been produced as part of the Dementia Enquirers
programme. Dementia Enquirers puts people in the driving seat

of research - planning and leading their own research enquiries.
Dementia Enquirers has produced a range of resources to support
the involvement of people with dementia in research.

We have learnt so much in this programme about what is different about
research which is led by people with dementia themselves. So, what does
Dementia Enquirers mean to you as an academic researcher?



‘Shifting the power’ and democratising research

Dementia Enquirers has been about increasing the skills and knowledge of

people with dementia; putting ownership, control and power into their hands;

and supporting them to lead their own research. As an academic, you can help to
challenge or reverse power imbalance, turning on its head the traditional approach
of people with dementia often ‘giving’ their lived expertise to universities. You can
also support people with dementia to co-author papers - though that may require
the development of new skills on both sides.

Thinking differently about research governance

and hierarchies

In our Dementia Enquirers driving seat model, academic expertise is ‘on tap, but
not on top’. Controlling the research and leading the way not only gives people with
dementia a huge boost in confidence - but also gives research an invaluable new
lens. Whereas a formal advisory group can disempower people with dementia if it is
not carefully managed, adopting the model of a small and very flexible consultation
group of ‘respectful friends’ allows total control over how they make use of the
expertise available.

Exploring new topics

You can support people with dementia to identify and focus on topics for research
which are of relevance to their own experiences - and about which they can feel
passionate. We have found out that the research questions that people with
dementia generate are often very different from existing research topics. They are
based on lived experience - on issues that will make a real difference in people’s
lives, and which reflect day to day struggles and social barriers, as well as hopes.



Making everything more accessible

When we make the language and processes of research more accessible, this

helps everyone (including academics!). We have demonstrated how people with
dementia can successfully analyse and select proposals, based on criteria they have
chosen together; how they can deliver or co-deliver engaging presentations about
research findings; and how they can write or co-write research reports.

But to achieve all these things, we had to re-invent and simplify ways of working
alongside people with dementia. Our guide: ‘How to do a Research Project’
https://bit.ly/3xraChv and the ‘Dementia Enquirers Gold Standards for

Ethical Research’ https://bit.ly/3XF6EwW will help you to do this.

Approaching ethics from the perspective of people

with dementia

The work on the Dementia Enquirers Gold Standards for Ethical Research has
highlighted that ethics permeate everything - it’s so much more than just getting a
proposal through a committee. Academics must show their respect for what people
with dementia have produced or co-produced. You can (and we think should!) be
guided by the Standards right from the start of drafting your proposals; before
submitting to a funder; before submitting to a Research Ethics Committe; and
throughout the whole process of fieldwork, analysis, reporting and dissemination.

Being more open to different types of evidence

One of our principles is that experiential knowledge needs to be taken as worthy
of influencing research. This kind of knowledge is by no means lesser than the
knowledge of other stakeholders. But it is the case that all knowledge, including
the knowledge of academics, is partial - we are trying to find the whole picture.
Dementia Enquirers has opened up new questions for research, and piloted new
ways of answering those questions.



Building on the legacy of Dementia Enquirers

How can you as an academic carry forward the learning from this programme?

Drawing on learning from Dementia Enquirers, you can go beyond PPIE or even
co-production and use our ‘driving seat’ model’. You can invite and support people
with dementia to:

choose their own research priorities

decide if, how and when they use the expertise of academics and advisors
select methods which they feel comfortable with

help make all processes and information as accessible as possible
co-author papers with people with dementia

help them express what is ethical and unethical from their perspective

show them how valuable you find their experiential knowledge

For more ideas from Dementia Enquirers

visit www.dementiaenquirers.org.uk
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