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Our learning for DEEP groups and
people with dementia

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 led by people with dementia themselves. So, what does Dementia
Enquirers mean to you as a person with dementia?



Being in the driving seat of research

Dementia Enquirers has been about increasing the skills and knowledge of people
with dementia to lead their own research.

You know the research questions that you want answering. You also know the
things that help you to get involved in research. Increasingly academic researchers
want to involve people with dementia in their research. Your lived experience puts
you in a very good position to say what dementia research should be about. Being
in the driving seat of research will really help to make dementia research better.

Becoming a dementia researcher

Dementia Enquirers has built the confidence of DEEP groups to lead their own
research project. People with dementia in these groups surprised themselves with
what they achieved in their research project. When they started out they were quite
nervous. But they shared ideas and skills and asked for help when they needed it.
Together they became dementia researchers. You can read about all the different
projects led by people with dementia here http://bit.ly/3tDQB2R

Deciding what to research

Choosing a research question is the exciting bit! Research questions from people
with dementia are very different from other peoples. The issues that you spend
time talking about in your DEEP group are perfect for researching further. It

helps also if you are interested or curious in finding out more about this topic.
Dementia Enquirers projects looked at things like living alone, Alexa, the diagnosis
experience, transport, music making and discrimination. They were based on topics
that people found important, reflecting day to day struggles and social barriers, as
well as hopes.



Learning new skills

People with dementia have learnt lots of new things by running their own research
projects. These include:

e |ooking at other people’s research about their topic

e creating a questionnaire

* interviewing other people with dementia

e making a film

e thinking about what their results mean

e writing research reports and articles

e making suggestions about what needs to change because of what they
have found out

By working as a team, people with dementia have been able to play to their
strengths. People could do the job they had an interest or skills in. This is exactly
how research teams work in places such as universities.

People with dementia say that running a research project is hard work but
enjoyable, stimulating and massively builds confidence.

Involving other people

You don’t need to do everything yourself. In the Dementia Enquirers projects,
people with dementia drew on help from all kinds of people.

DEEP group facilitators are a good source of practical support. In Dementia
Enquirers projects they:

* made appointments

e puta questionnaire onto the internet

e wrote up notes from interviews

e organised team meetings for the researchers

e wrote notes from team discussions



In short, they acted as enablers to the people with dementia researchers. Of course,
many people with dementia also took on some of the jobs above. It all depends

on people’s interests. The most important point is that people with dementia
continued to lead the research.

It’s also fine to involve other academic researchers. They know a lot about how to
carry out good quality research. Again, the key is to make sure they know to work
alongside you, and not take over. This is your research.

Tell others about Dementia Enquirers

We have shown that people with dementia can lead their own research. We have
found out a lot about ways to make research more accessible to people with
dementia, including in the words we use. We’ve also learnt a lot about what needs to
change so that researchers and people with dementia can work alongside each other.

You can encourage researchers to involve people with dementia better by telling
them about Dementia Enquirers. You can tell them about 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.

It would be great to see lots of dementia researchers taking a ‘Dementia Enquirers’
approach in their research.

For more ideas from Dementia Enquirers

visit www.dementiaenquirers.org.uk
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