
Key messages from Dementia Enquirers:

People with dementia can lead their own research projects – drawing 
on previous life skills and learning new ones to explore the questions 
that most interest them.

This does not just apply to those who are the most ‘able’ or the least 
affected by dementia.  The involvement is based on shared values and 
has been hugely diverse. Everyone has something to bring to the table.

The ‘driving seat’ model goes beyond typical co-production because 
people with dementia are there right at the start – choosing the 
topic, the research question and the methods. And they are more 
free to do things differently, to venture beyond the usual paradigms. 

Because they know what matters most to them, people with 
dementia share a determination and passion to make change 
happen and overcome difficulties.

Driving seat research is vital if we are to understand what living well 
means. The research questions that people with dementia generate 
are often different. They are based on lived experience – on topics 
that will make a real impact on people’s lives. 

‘Being in the driving seat of research’ doesn’t mean that you have to 
do everything yourself. Team work and support (‘scaffolding’) can 
really help. 

Bringing people with dementia 
into the heart of research
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Controlling the research and leading the way gives people with 
dementia (and their groups) a huge boost in confidence, and brings 
meaning to their lives.

Making the language and processes of research more accessible 
helps people with dementia, and everyone! This approach 
democratises research.

People with dementia understand ethics and can come to 
considered judgements about capacity, consent and the risk of 
harm. They also bring a different perspective – which can make 
research more ethical.

Mainstream research processes, systems and governance need to 
be willing to adapt if people with dementia are to be included as 
equal partners.
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Scan me

For more ideas from Dementia Enquirers 
visit www.dementiaenquirers.org.uk


