
Involving and engaging people with dementia

PRACTICE TOOL 

Involving and engaging 
people with dementia
This toolkit provides practical methods and background information to help you think about the 
involvement of people with dementia, particularly in your service or workplace. We hope it inspires 
you to consider ways in which you can increase the involvement of people with dementia.  

It includes:

> examples from research and policy documents that explain the growing field of work    
 around the involvement of people with dementia 

> reflections from people with dementia about the importance of involvement

> prompts to consider the ways in which people with dementia are involved in your own service

> a range of ideas about ways in which you can involve people with dementia, including people   
 with more advanced dementia

> links to films that will show you involvement in practice.

www.ripfa.org.uk
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Background

It is increasingly common practice for people to be involved in the services they use, the care 
they receive and the kind of society in which they wish to live. There have been a number of 
social movements over the years that have secured the rights of people to have their voices 
heard and to be engaged and involved in the issues that are important to them (for example, the 
civil rights movement, gay rights).

In health and social care settings people with learning disabilities and people who experience 
poor mental health, for example, are becoming more involved in shaping services and the 
development of strategies. “Nothing about us without us” has been a campaigning statement for 
many service user groups (for example, the National Survivors’ Network). 

For people with dementia, approaches that support their involvement in decisions about life and 
care are quite recent. For many years carers were the proxy voice for people with dementia 
speaking on their behalf. People with dementia tended to be diagnosed at a late stage of their 
illness, with delivery of care being considered more of a priority than involvement. 

Earlier diagnosis, services users’ increased understanding of their rights to be involved and 
more empowered people with dementia (for example through the ‘DEEP’ network, see below) 
are all contributing to the increased involvement of people with dementia. 

Dementia Engagement and Empowerment Project (DEEP)

DEEP is a UK network of over 40 local influencing and involvement groups of people with 
dementia, connecting to each other to create a national user movement. Groups are working 
on a range of initiatives - including making films, giving presentations and raising awareness 
about dementia, providing views on policy and service consultations, shaping new dementia 
services, creating dementia-friendly communities and campaigning on issues that are 
important to them.

DEEP supports people with dementia as contributors, participants and citizens. 

For more information visit www.dementiavoices.org.uk
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What do we mean by involvement?

The dictionary definition of the word involvement includes: to engage, to connect, to participate 
and to influence. 

In the context of services, involvement is often confused with consultation. Consultations are 
usually led by a manager or decision-maker who wants to find out what people think about a 
particular issue. However, consultation alone is just one part of the continuum of involvement, is 
often one-off and limits the ways in which people are involved in decisions, planning and 
shaping the future. Involvement should be seen as an ongoing process where people are 
supported to engage, connect, participate and influence at many points and in many ways. 

There are a number of different models that will help you to think about what kind of 
involvement you are supporting - and could be aspiring to - with people with dementia. Marsh 
and Macalpine (1995) describe a spectrum of involvement moving from professionals giving 
service users information and encouraging them to voice their concerns, through to service 
users helping to design and plan services and defining their own needs. Robson et al (2003) 
caution against a ‘management-centred’ approach to involvement, organised in a way that 
meets the objectives of managers and commissioners of services towards a ‘user-centred 
approach’ to involvement, with service users at the heart of service development and delivery 
and on an ongoing basis. 

Further reading
Think Local Act Personal (TLAP) produce a range of resources and action plans to help you 
think about models of service user and carer involvement. Visit:
www.thinklocalactpersonal.org.uk and enter the word ‘involvement’ in the key word 
search. 
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Make a list of the ways that you have been involving people with dementia and then answer the 
following questions:

1. How is the voice of people with dementia heard within your organisation?

At a service level:
>  Are people given choices about the services they receive (if so, note down some examples)?
>  Are people asked about the services they receive? If so, how?

At an operational or strategic level:
>  Are people consulted about policies, service redesign or commissioning in your organisation? If so,  
 how?
>  Does your organisation support or empower people with dementia to have a say in other areas that  
 affect their lives? If so, how?

2. What do you see as the key benefits of listening to people with dementia?

3. What do you think are the main barriers to engaging with people with dementia for your   
 organisation?

4. What kind of support or resources would help you to improve your engagement with people with  
 dementia?

It should be acknowledged that the involvement of people with dementia can feel like a challenge in 
terms of the time available and within economically stretched services. In many organisations it can 
feel that there is a lack of organisational support, culture or strategic support for ongoing and 
embedded involvement of people with dementia. Often, individual staff members feel inspired to 
support involvement, but lack confidence or feel unsupported to take initiatives forward. 

Q What would need to happen in your own service for the involvement of people with dementia to  
 become part of everyday practice?

Questions for reflection

Question for reflection
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What does the research say about involving people with dementia?

Stories that include the perspectives of people with dementia have become more common in research 
studies since the late 1990s. These stories indicate why it is important not to just rely on a family 
carer’s voice to speak on behalf of people with dementia. For example, Bamford and Bruce (2002) ran 
separate discussion groups with people with dementia and carers. Although there was a lot of 
similarity between the views from both groups - such as the importance of social contact, company, 
meaningful activity and social integration - people with dementia said that maintaining a sense of 
personal identity was also important to them, which was not considered by carers to be important 
(on behalf of people with dementia). 

There are also examples of research reflecting activism by people with dementia, rather than just 
about their care experiences (for example Bartlett, 2010; Weaks, 2011; Howorth, 2012; Scottish 
Dementia Working Group, 2014). 

Researchers have been able to conclude some of the best approaches to involving people with 
dementia. These include thorough preparation, appropriate consent processes, being flexible and 
innovative, the need for good organisational support (Cantley et al, 2005) and the importance of 
establishing good communication (Allan, 2001). This includes people with more advanced dementia 
living in care homes; Knight and Haslam (2014) showed that care home residents who were involved 
in decision-making within the home were more satisfied, and continued to engage more in the life of, 
the home.

What is the policy context for involving people with dementia?

Early policies have focused on the rights of people who use services to be involved in those services 
and have acknowledged the positive outcomes of being involved (for example Carr, 2004). The 
National Dementia Strategy (2009) stated that the person with dementia (and their carer) should be 
placed centre stage in terms of saying what is important in their lives and what a good life with 
dementia looks like. 

The Mental Capacity Act (2005) provides principles, procedures and safeguards to support people to 
make decisions for themselves wherever possible, focusing on the rights of people to be independent 
and at the centre of decisions about them. The more recent Care Act (2014) places obligations on local 
authorities to ensure that people can exercise individual control and choice, with particular attention 
to the individual’s views, wishes, feelings and beliefs. 

Policy recommendations have translated into many organisational commitments to increase the 
involvement of people with dementia, such as the Alzheimer’s Society’s Living with Dementia 
programme and the local involvement groups that are part of the DEEP network. 
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What do people with dementia say about involvement? 

People with dementia say the following practices help them to get involved:
> Being respected and listened to.
> A welcoming attitude.
> Being given encouragement.
> A clear and prompt response to questions and concerns.
> Early diagnosis (leaving more time to be involved).
> Acknowledging the diagnosis (not pretending we don’t have dementia).
> Varied opportunities to get involved.
> Opportunities to take part without it involving ‘consultation’.
(Litherland and Capstick, 2014)

Through the DEEP programme, people with dementia report how important it is to be 
involved and to have a say about issues of importance: 

“There should be more recognition of the abilities of many with an early diagnosis, which 
makes it rewarding to help and encourage others and to try to improve care of all sorts for 
those in a later stage of their illness. I hope more and more projects will enable those with 
dementia to lead fuller lives. Sometimes, it feels like we are very few crying in the wilderness.” 

“So, with the power of the group, we’ve got legislation changed, the work streams and the 
charter of rights for people with dementia. This wasn’t happening before. We’ve come a long, 
long way. There’s lots of people in other countries seeing that we’ve managed to get the law 
changed, we’ve managed to get this done.”

Joseph Rowntree Foundation, 2012  

Film resources

A range of films by people with dementia, talking about or demonstrating involvement, are 
available: 
> DEEP film
 Discussions with people with dementia about whether a national user movement should be  
 formed: http://youtu.be/mdqucRPRQTo 
> Make a point about dementia 
 People with dementia sharing the issues they find important: http://youtu.be/mf8Z4Qsjxzk 

> Think Tank film 
 A film about a steering group of people with dementia: http://youtu.be/vCuMYxZpU2o 

> Joseph Rowntree Foundation film
 Dementia without walls: www.jrf.org.uk/topic/dementia-without-walls



Involving and engaging people with dementia

©Research in Practice for Adults January 2015

Benefits and costs of involvement and engagement

Benefits:
> Creates a sense of solidarity, builds confidence and self-esteem of people with dementia.

> Enables people to ‘give back’, to leave a legacy.

> Ensures you are not spending money on services which are not right or not what people want.

> Can use people’s skills and experience and their unique expertise from the ‘lived experience’.

> Seeing and hearing ‘real people’ can challenge stereotypes.

Costs/barriers: 
> Fatigue.

> Takes time to involve people with dementia if it is done properly.

> Financial costs (for example venue, transport, support, refreshment, etc).

> Dementia is a fluctuating condition (so people may be unwell on the day and not be able to   
 participate).

> People often feel they have a short window to be involved and therefore have a sense of urgency to  
 see change happen.

“Health-wise, I get very tired, so it does cost me a wee bit in extra tiredness, but as long as I get a 
clear day without a meeting the next day and I can relax - but it does take it out of me in terms of 
strength, and again, we are getting that wee bit older. I think the benefits to myself of being 
invigorated by the involvement outweigh the fatigue.” 

Agnes Houston, Chair, SDWG
www.jrf.org.uk/publications/perspectives-ageing-dementia 
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Can you identify an issue, service or approach that you would like to involve people with dementia 
in? Keep this in mind as you read on about different methods of involvement. If you do not have an 
idea in mind, one of these scenarios may be useful in which to apply a range of the methods listed.

Scenarios: 

Planning a consultation event
Imagine you are organising a mini conference for thirty people with dementia, to find out their 
views on the best ways to design a hospital assessment setting for people with dementia: 

Q  What would you consider when planning the event? 
Q  How would you decide which involvement approaches to use?  
Q  What practical adjustments would you make to ensure everyone could be involved?

Or

Reviewing a commissioned service for younger people with dementia
A day care service for younger people with dementia has been funded by the local authority for 
the past seven years. It is a building-based service for fifteen people with dementia; people seem 
to enjoy attending up to five days a week. You would like to find out if this is still the service 
people want. 

Q  How would you go about doing this? 

Or

Creating community connections for people with dementia living in care homes
The community police are interested to know if people with dementia in care homes are aware of 
their rights and how connected they feel to their local communities. They are also keen to build 
community links and make sure people with dementia in care homes feel safe and secure.

Q  How could you involve people with dementia in creating these connections?

Questions for reflection
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Methods for involving people with dementia

It is useful to have a range of methods to draw on when thinking about ways to involve people with 
dementia. People respond differently to different methods; you may need to work more creatively and 
flexibly with people with more advanced dementia. If one approach isn’t working, try something else. 

Remember to make a distinction between one-off involvement or consultation activities and ongoing, 
embedded involvement approaches. Many of these methods can be used in one-off consultations, but 
are the ‘repertoire of strategies’ you can draw on more generally when involving people with 
dementia. 

The range of methods includes:

1) Discussions
These might be in a group or individually. Good communication and rapport can often be more 
easily established when talking with people with dementia individually, but this approach can 
sometimes feel pressurised, with people worrying about what will happen to the things they 
say. 

In groups, listening to other people can sometimes help people to articulate their own 
viewpoints, and the views and recommendations. Discussions should be organised in an 
accessible format, with clear information beforehand, and appropriate mechanisms within 
discussions for everyone to communicate their perspectives. 

What will you need?
-  Post-it notes and pens.

- Flipchart.

-  Name badges (in large, clear font).

-  Agreed ground rules (for example, giving each person time to speak, always summarising the  
  discussion before moving on to the next issue).

-  Pictures or objects about the issues you are discussing.

-  One to one support for some people to help them stay connected to the discussion and to help  
  them communicate their perspective.

-  A quiet room with no distractions - good lighting and acoustics, a hearing loop system if   

  possible and no strongly patterned or reflective surfaces.

-  A sound recorder to record the discussion, allowing you to facilitate better.

-  Photographs from the discussion that you could include in any written minutes.

-  Clear signage (temporary if necessary) to and from toilets, exits, lifts, etc.
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Recommendations by people with dementia about involvement in discussions: 

> Distribute easy-to-understand agendas before meetings. This gives us a chance to prepare and  
 write down our thoughts.
> Meetings should be short, with only one or two agenda points. We get tired and find it difficult to  
 concentrate after a while.
> It helps if you give us some ideas, but sometimes we will want to talk about things that are   
 important to us.
> Slow down the pace of discussion to give people time to say what they want to say. Don’t talk too  
 much!
> It helps to take turns so that everyone can have their say, even if this is not in words.
> Refreshments are essential. They help us to relax and make our journey worthwhile.
> Send us an easy-to-understand record of the meeting as soon as possible.
> Send us a reminder just before the next meeting.

(Litherland and Capstick, 2014)

Further reading

See the following DEEP guidance notes:
www.dementiavoices.org.uk/wp-content/uploads/2013/11/DEEP-Guide-Collecting-views.pdf

www.dementiavoices.org.uk/wp-content/uploads/2013/11/DEEP-Guide-Writing-dementia-friendly-
information.pdf

www.dementiavoices.org.uk/wp-content/uploads/2013/11/DEEP-Guide-Consulting-about-written-
documents.pdf

2) Creative approaches
It can be hard (and boring) for people to engage in service or policy discussions. More creative 
approaches using art, poetry and film-making can be inspiring and enjoyable ways of engaging 
people with dementia, and can also very effectively get the message across to those planning 
services. 

You could paint a picture or, for example, one service for younger people with dementia 
engaged partcipants with dementia by discussing the redesigning of their service using a pile of 
magazines, scissors and glue. Between them they created a mosaic, using magazine cuttings, to 
define the kind of life they wanted to lead and the services that would help them to achieve this. 

Further reading

Guide to making films with people with dementia:
www.innovationsindementia.org.uk/Telling%20our%20stories.pdf
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3) Walking the patch
This is a focused way of discovering how people with dementia experience their local 
environment - finding their way, using a service, processing local information. People with 
more advanced dementia have been well supported to be involved in ‘walking the patch’ 
situations, and this has been especially relevant to work around dementia-friendly 
communities. 

Further reading

LGA toolkit on dementia-friendly communities (2012) 
www.local.gov.uk/c/document_library/get_file?uuid=b6401bb0-31a8-4d57-823b-
1fde6a09290e&groupId=10180 

 Where to go: 
You may have already identified places in the community where people with dementia go, or 
have said they would like to go. Examples include supermarkets, restaurants, pubs, 
gymnasiums, railway stations and leisure facilities. If you have not identified specific venues, 
then a leisurely walk in a high street or park can be useful - not just to get a feel for how 
people find their way around, but it can also serve to prompt people to particular places they 
might like to explore. 

It can be really helpful to have a specific goal in mind. Examples might include:

> buying a specific item in a shop

> finding out the time of a particular bus or train - at a train or bus station, by phone or  
  online (a patch can be ‘walked’ metaphorically as well as literally).

Try and keep the whole exercise within 45 minutes. You should persuade the person to 
explain how they are making decisions as they navigate their way around. Get them to talk 
about what it is like for them (this is known as a ‘speak out loud’ protocol). 

Pay particular attention at key decision points, using prompt questions where necessary. For 
example: 

> What are you looking at?

> How did you choose between this way and that way?

> Can you see that notice? What do you think it means?

Film resources

Making our places and spaces dementia-friendly (Joseph Rowntree Foundation): 
http://youtu.be/1rEQexUawdk
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4) Communication tools and prompts
Methods that help people with dementia communicate and engage with particular issues 
include Talking Mats - a low-tech communication tool using pictures and a board which people 
with dementia can place according to their viewpoints on a broad range of issues, such as food 
and activities but also bigger decisions about where and how they want to live (Murphy, 2010). 

Smells, music, pictures and objects can be used to help people to connect and focus on the 
issues under discussion. Dewing (2002) suggested that the use of props can help the person to 
feel more confident and respond more naturally and less hesitantly. People’s non-verbal 
communication should also be noted in these settings (for example Brooker, 2013).

Film resources

Visit www.talkingmats.com to see films of Talking Mats in action. 

5) Capturing perspectives and aspirations during day-to-day life
What do you do with all the information that is shared by people with dementia in their day-to-
day experiences of a service? If you collated the feedback and wishes that people naturally 
provide in conversation and contact, this would give you a wide-ranging perspective of what 
people with dementia think and want. 

Q  What do you need to do to start to record and use this naturally occurring feedback?

Further reading

The reason website contains resources, which can be purchased, with details about how to use 
findings from research:
www.reason-network.org.uk/resources/reporting-and-using-your-findings-2

Question for reflection
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6. Setting up an involvement/influencing group of people with dementia 
When people with dementia connect to each other they begin to experience increased power 
and more opportunity to shape services and the world around them, rather than just being 
recipients of care (or consultations). Groups that are part of DEEP said the following about 
‘power and control’:
> 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.

Q  Where are the actively engaged groups of people with dementia near you? 

Q How would you build alliances to ensure that people with dementia can help to shape dementia  
 services?

Further reading

For more information about DEEP visit www.dementiavoices.org.uk 

Questions for reflection
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General principles when involving people with dementia

> Pay a lot of attention to the practicalities. For example, transport (booking taxis, etc); choosing the  
 venue; time of day; refreshments; support; reminders, etc. This can be expensive and requires time  
 and patience.

> Use a range of methods to help people with dementia to understand the issue or the engagement  
 activity. This might include visual prompts to reinforce the discussion (for example discussing   
 menus in a dining room or kitchen), using photos and pictures, using flip charts and posters to   
 record ideas, summarising discussions at regular intervals so that people can reconnect to the   
 ideas.

> Check and double-check people’s viewpoints. It may be that your own expectations or feelings   
 colour what you think you are hearing people say or communicate. 

> Think about the words you use to talk about dementia (see DEEP guidance notes).

> Allow sufficient time for any specific involvement activity. Give people the space to communicate  
 their ideas and ensure people who need support to contribute receive the support they need.

> Be aware that involvement can be challenging - it may raise emotions, cause people to be cross or  
 anxious or invite people to think about tricky issues. This doesn’t mean you should avoid these   
 tricky issues, but pre-empt as much as possible the issues that may arise and ensure you have   
 thought through how you might respond. 

> Make any involvement experience as accessible as possible - but without being patronising!   
 Ensure any written materials are accessible, that straightforward language is used without any   
 acronyms and that events and meetings are structured well - with restricted agendas and good   
 approaches for a range of people with dementia to participate fully.

> Involving people with dementia can feel challenging. It needs time, creativity, flexibility, strong  
 listening skills and, often, a real drive to keep it a priority within stretched organisational settings.  
 Create your own support by linking with organisations who are working to support people with  
 dementia to be more involved. 

> Make it enjoyable – friendly supporters, good food, frequent comfort breaks, time to socialise, nice  
 venue, laughter.

> Be prepared to provide information (perhaps on an individual basis at the end). People often turn  
 up because they need to find something out.

> If you are also planning to involve family carers, ensure that the voices of people with dementia  
 can  be heard separately. Sometimes it can help to split people into different groups (with support)  
 to have discussions and then bring people back together to share these discussions. 

> Remember to keep people informed about what happened because of their involvement. What  
 changed? What were you not able to change and why?

> Ensure people with dementia are consenting to be involved and engaged. Involvement isn’t   
 something that should be done to people. Follow an appropriate consent procedure that is   
 accessible for people with dementia. 
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Example of an approach to consent from Innovations in Dementia (iD): 

Informed consent is acquired from all people with dementia (and others) who are involved in 
the work of Innovations in Dementia. This includes:
> providing enough information about a piece of work and its anticipated outcomes, to assist  
 people in making a considered decision about participation
> explaining how information and data will be stored and used
> helping people to consider the advantages and disadvantages of being involved
> making people fully aware that they do not have to get involved in a project
> reminding people at regular intervals about their role in the project and that they can   
 withdraw from a project
> helping people to think about the implications of how the information will be used, for   
 example whether identification may be possible.

People with dementia may need extra help to give informed consent. iD use various methods 
to help people to understand and decide whether to be involved in their work. This includes:
> Using visual props and cues to help people to make a decision. These include objects,   
 Talking Mats, written information and pictures. 
> Providing accessible written information to back up a consent discussion.

Ongoing consent
iD believe that consent in an ongoing process. They provide routine reminders, verbal and/or 
written, that prompt people to reconsider and reflect on their involvement. 

Diversity and involvement

Getting involved can often be a ‘big ask’ for people with dementia and you may find that it is 
difficult to engage with people from a representative range of backgrounds and at different 
stages of dementia. For example, in some British, Asian, Black and Minority Ethnic communities 
there is no word for ‘dementia’, which presents additional challenges when you are trying to 
involve people. 

However, there are some great examples of initiatives that are working to increase the voices of 
seldom heard groups:

Further reading

> A Gurudwara in Bradford has been engaging with people with dementia to become more   
 dementia-friendly: www.dementiafriendlygurudwaras.com
> ‘Over the Rainbow’, a support network for people with dementia who are lesbian, gay,   
 bisexual or transgender:
 www.worcester.ac.uk/discover/university-to-launch-lgbt-dementia-support-group.html 
> A project looking at women’s experiences of dementia: www.dementiawomen.org.uk 
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