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How can research contribute to promoting autonomy, 
independence and choice when living with dementia?

Sharing learning from two research programmes:

• IDEAL – improving the experience of dementia and enhancing 
active life

• GREAT – goal-oriented cognitive rehabilitation



The ALWAYs Group - Action on ‘Living Well’: Asking You



What supports well-being when living with dementia?
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IDEAL Living with Dementia Maps



Empowerment through having a 
voice and raising public awareness



Getting out and about



The Unfurlings exhibition

People’s History Museum
Manchester, UK, Dec 2019 
and then on tour

www.theunfurlings.org.uk

about:blank


Navigating challenges to autonomy, independence and choice: 
how communication makes a difference

The World Turned Upside Down

An innovative documentary about dementia and 

communication that encourages us all to think 

about the role we play in communicating in ways 

which help rather than hinder.

• Original play using forum theatre approach 

performed 3 times, including once to sixth-form 

drama students

• Documentary film has had over 9,000 views on 

YouTube and 15 public screenings so far

• Scenarios from the film are being used in 

professional training



Creating a call to action on improving the experience of dementia



Empowerment through promoting 
autonomy, independence and choice at 
the individual level



The Living with Dementia Toolkit

• Accessed by 123,000 users 

from 130 countries. 

• Included in the WHO Global 

Dementia Observatory 

Knowledge Exchange Forum. 

• Toolkit materials are being 

used by individuals, by GP 

services, by memory clinics 

and older people’s mental 

health teams across 20 ICBs, 

and by many community and 

third sector groups.



My Life Today

• Co-produced with people with 
dementia

• Evaluated by people with 
dementia and people who have 
supported them to use it 

• https://medicine.exeter.ac.uk/reac
h/publications/ 

https://medicine.exeter.ac.uk/reach/publications/
https://medicine.exeter.ac.uk/reach/publications/
https://medicine.exeter.ac.uk/reach/publications/


My Life, My Goals



What is cognitive rehabilitation?



Rehabilitation promotes autonomy, independence and 
choice

• World Health Organization: Rehabilitation addresses the impact of a health 
condition on a person’s everyday life by optimizing their functioning and 
reducing their experience of disability. Rehabilitation expands the focus of 
health beyond preventative and curative care to ensure people with a 
health condition can remain as independent as possible and participate in 
education, work and meaningful life roles. 

• NICE Guideline: Identifying functional goals that are relevant to the person 
living with dementia and working with them and their family members or 
carers to achieve these. The emphasis is on improving or maintaining 
functioning in everyday life, building on the person’s strengths and finding 
ways to compensate for impairments, and supporting independence.



Views from GREAT programme participants

“I do think that [people with dementia], 
when they understand more about it and 
are more aware of it, they will be asking 
for it…. it's a powerful restorative 
experience for them.”



Resources for practitioners



My Life, My Goals



Launching 18th September 2025



Thank you to everyone who contributed to the IDEAL and 
GREAT research programmes, especially the members of 
the ALWAYs group, and to our funders: ESRC, NIHR and 
Alzheimer’s Society.

Further information: 
https://www.idealproject.org.uk/
https://sites.google.com/exeter.ac.uk/great-cr/home
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