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What do we mean by the
‘driving seat’ model?

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. We call this approach
‘being in the driving seat’. So, what do we mean by the ‘driving seat’ model?



What does ‘being in the driving seat’ mean?

Dementia Enquirers has been about increasing the skills and knowledge of people
with dementia to lead their own research. Their lived experience puts themin a
very good position to say what dementia research should be about and how it
should be carried out.

People with dementia have also adapted research methods and frameworks to
be more dementia accessible, and have developed new ways of working within
traditional research systems such as ethics processes. Being in the driving seat of
research really helps to make dementia research better.

It is about shifting the power and democratising research. It doesn’t mean that
people with dementia have to do everything - but that they maintain the lead
throughout.

It’s more than PPIE - and even co-production

PPIE stands for Patient and Public Involvement and Engagement. It is an
expectation of most dementia research funders. PPIE is about building partnerships
so that ‘the public’ (this could be people with dementia) have a say in the research
that is done. Co-production is about getting involved as equals, being recognised
for the experience you bring and making something happen together.

When practised well, PPIE and co-production make a real difference in research,
and people with dementia are very positive about these approaches.

Dementia Enquirers has produced ‘Gold Standards on Co-Research’
https://bit.ly/3YQ7sj6.

The ‘driving seat’ model builds on the principles at the heart of PPIE and co-production
i.e. that research is better when people who are the recipients or subjects of research
findings are involved.

We also know that the involvement of people with dementia is not a static
experience. As people grow in confidence, their expectations about involvement
increase. Involvement encourages more involvement. People with dementia being
in the driving seat of research becomes a logical next step.



Implementing the driving seat model

These are some ideas that have emerged from Dementia Enquirers. As you work
more equitably with people with dementia you will discover together new ways of
working that suit everyone.

e Make sure people with dementia are involved at every step of the way,
especially as the research is being formulated

e People with dementia should be at the heart of the research team. If this is an
academic research team then you should do the adapting, not expect people
with dementia to adapt to you. Provide the scaffolding

e Beflexible in the way your research is carried out. Adapt systems, make writing
and meetings dementia accessible, keep talking and find out what works best

e Build trusting relationships with people with dementia based on agreed values

e Be willing to do things differently

It can be liberating to step outside of some of your ‘academic walls’. This liberation
can relate to methodologies, processes, language, systems - all the ways of working
which academics can adopt by default, but which are not necessarily suited to
innovative and collaborative work. The willingness to venture beyond the usual
paradigms derives from a shared determination and passion to make change
happen and overcome difficulties.

The reality of the driving seat model

One of the strengths of the driving seat model is that it makes full use of all the skills
that people with dementia can bring, and creates self-esteem and empowerment.
People have full control (or at least as much control as they want). It also ensures
that research is about the things that they identify as most important.

However, this model demands time, energy, skill and a lot of support. It relieson a
conviction that this kind of involvement is essential to research.



Become a supportive ally

The driving seat model is still in its infancy, emerging from the work of Dementia
Enquirers. We are relying on supportive allies to test it out and to help further
develop the model.

Many people and organisations have a part to play in this:
e People with dementia and their groups can come up with their own ideas and

get going with their own research - seeking funding if they need it.

e Academic researchers can promote and implement the model in their own
research activities. This will require them to forge close relationships with
groups or networks of people with dementia

* Funders can design specific funding streams for ‘driving seat’ projects and
promote the model to those seeking funding from them

e Research Ethics Committees can make their processes much more accessible
to people with dementia

e Journals can consider their publishing criteria in relation to ‘driving seat’
projects and perhaps run special editions to promote them

For more ideas from Dementia Enquirers

visit www.dementiaenquirers.org.uk
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