
Involving people with dementia 

 



Innovations in Dementia:  
working on positive projects with people with dementia  

• Projects that enable people to 

live better 

 

• Projects that amplify the 

voices of people with dementia 

 

• Projects that challenge the way 

we view dementia 



Dementia Voices: 
”together we are strong” 

“There is power in numbers” 

 

“We are the grassroots - the ground 

workers” 

 

“DEEP works because it is the real 

voices of people with dementia” 

2012 



 

•37 groups = more than 400 dementia voices 

•Groups are all shapes and sizes 

•Local and national influence 

•People with dementia as contributors, participants and citizens 

•Developing  a national  dementia movement 



Work of the groups 

• Education, training, presentations - about living with dementia 

• Campaigning and influencing the dementia agenda and other 

issues of importance 

• Making decisions about services 

• Challenging stigma and discrimination 

• Recruiting new members of staff 

• Employing someone with dementia in paid role 

• Influencing the design and layout of facilities - dementia 

friendly communities 

• Lobbying politicians 

• Fundraising  



DEEP offers groups… 

• Development  support 

• Small involvement grants 

• National opportunities for people to have their voices heard; 

a stage through which to have high level influence 

• Opportunities for consultancy for groups 

• Ideas and mentoring 

• Training e.g. public speaking, using technology 

• A chance to meet other groups 

• Regular updates 

• Ideas, inspiration, guidance 

• The chance to be part of a growing network 



What is a dementia friendly 

community? 



A  unique perspective 



Walking the patch 



Using technology 



Everyday involvement 



General principles when involving people 

with dementia 

• Enhance understanding of the context 

 

• Consider choice of language and where to ‘pitch’ the discussion 

 

• Provide reminders of important points discussed 

 

• Check and double check people’s viewpoint 

 

• Visual cues are really helpful 

 

• Give time and listen well 

 

• Be aware of emotions but don’t avoid emotions 

 

• Accessibility issues – but don’t patronise! 

 

• Layers and levels of involvement 

 

• Where is the power held…? 



Power and Control and Dementia 

We talked about power and 

control and living with dementia 

 

 

 

These words evoked strong feelings.  

 

You said: 
“Blimey!” 

 

“This is the first time I have thought about that.” 

 

• don’t want to lose control 

 

• you can be smothered by people who care 

 

• carers can be protective 

 

• need to give some strength to ourselves so 

we can come out of it 

 

• you try and exercise power in day-to-day life 

 

• domestic politics can get in the way 

 

• you need power in order to achieve your 

goals 

 

 

 

 

 

 

 

 

 

 

 



Power and Control and DEEP 

We talked about where the 

power and control should lie in 

groups and DEEP 

 

 

 

You said: 

 

• It’s important that power and control is 

with people with dementia - that they 

are the leaders 

 

• Paid staff and volunteers are there for 

support and facilitation 

 

• Paid staff and volunteers are the 

assistants of group members 

 

• People with dementia should be the 

ones who lay down the mandate 

 

• Respect is important 

 

• We should write guidelines about 

people with dementia as leaders within 

groups 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 




