
Dementia without Walls 
Living with dementia in our society: our current programme of work (2011-15)



The context for our programme

• Dementia now high priority in all four UK countries 
• Collective voice of people with dementia at a relatively early stage
• Significant diversity within this group - affects experience of 

attitudes, services and support
• Huge scope for supporting local communities, organisations and 

businesses to become more aware and understanding of dementia, 
and more inclusive 

• Need to challenge attitudes, understanding and behaviours around 
dementia which reinforce stigma, isolation and exclusion
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More detail:

•	Dementia is now high priority in all four UK countries – though their approaches and structures do differ. Opportunities to work with partners to contribute and influence over the next few years are very significant. 
•	The collective voice of people with dementia is at a relatively early stage. 
•	There is significant diversity within this group (e.g. other impairment, age, sexuality, ethnicity as well as different levels of assets and social networks) which affect experience of attitudes, services and support.
•	There is huge scope for supporting local communities, organisations and businesses to become more aware and understanding of dementia, and more inclusive. 
•	There is a need to challenge attitudes, understanding and behaviours around dementia which reinforce stigma, isolation and exclusion.
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Our long-term aim:

We want to further this vision by:

•Challenging attitudes, understanding and behaviours

•Inspiring local communities to be more aware and understanding of 
dementia

•Supporting the collective engagement of people with dementia

That the UK is a good place for those of us who have dementia
to live, and live well



Key principles of the programme

• Partnership working

• Equality and diversity

• Involving people with direct experience

• Influence in all four nations

• Search and demonstrate: joint JRF and JRHT programme
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More detail:

Partnership working is a key part of our approach (formal and informal). We want to position ourselves as part of a wider social movement, locating our contribution in the wider Dementia Action Alliance and equivalents across the UK. 

Our review of equality and diversity has shown that members of different minority communities have very different and specific experiences, both of services and of wider public/community attitudes and understanding. The impacts of dementia are compounded by the additional challenges and discrimination experienced by people with multiple and/or sensory impairments; the frailties and losses of old age; learning disabilities; from BME communities; LGBT groups; women; younger and older people (e.g. of those diagnosed with dementia aged 40-60 years, many more are men than women). Attitudes to dementia are very influenced by our society’s ignorance about, and negativity towards, both mental illness and old age. Perceptions can be shaped by age, generation, and by culture, including cultures associated with ethnicity and religion.  

Involving and working alongside people with dementia is central to this programme. In the scoping programme, our projects modelled good practice by supporting people with dementia to help plan and participate in the mapping activities and events. 

Reflecting the significant opportunities to influence in all four nations, 

great opportunity for joint-work across JRF and JRHT, as a growing proportion of residents (including general housing stock) and staff are affected by dementia. 
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Strand 1 - Empowering people with dementia: the Dementia 
Engagement & Empowerment Project (DEEP)

DEEP Phase 1 (summer 2011-12): 

• Aimed to investigate, support, promote and celebrate groups led by or 
actively involving people with dementia doing ‘influencing’ work + 
explore the idea of a national network of groups

• Mapping survey, case studies and two national events for people with 
dementia

• Led by the Mental Health Foundation in collaboration with Innovations 
in Dementia, the Alzheimer’s Society and people with dementia

The final report (including an accessible version and a short film) - 
launched at the NCAS conference 24 October 2012.

Aim: To support a stronger collective voice of people with dementia, 
with more confidence and capacity to influence attitudes, policies and 
provision. 
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Phase 1 summer 2011-12.

Led by the Mental Health Foundation in partnership with Innovations in Dementia and Alzheimer's Society


Phase 1 of the DEEP project aimed:

•	To identify initiatives, groups and activities led by, or actively involving people living with dementia that aim to enable people with dementia to have more control over their own lives and the decisions that affect them.
•	To develop the capability and potential of people living with dementia in leading and managing initiatives relating to the support they receive, policy and service development, their rights as citizens, and the perception and understanding of dementia in the wider society
•	To initiate a process supporting the development of a UK network of initiatives, groups and activities led by people with dementia or with their active involvement and participation


Mapping survey, case studies and 2 very successful events for and with people with dementia in London and Stockport. 
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DEEP Phase 1 – key findings

•The collective voice of people with dementia is at a relatively early stage

•Most groups are locally based, quite informal, combine influencing-type 
work with peer support and social activities, and are supported by 
organisations/people without dementia

•But groups are growing in number and confidence – activities include 
lobbying, media work, speaking events, training and education, advising 
on service development and research, etc.

•Groups ask for support in capacity-building, networking and learning 
from each other so they can increase their influence over attitudes, policy 
and services 
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Key messages from the project:

o	People with dementia are still at an early stage in terms of a “user movement”:
o	There are high profile groups and individuals active in the field who show what can be achieved, but they are exceptional
o	Although there are a limited number of groups that are at the stage of influencing policy and practice, there are other groups that would like to know more about how their group could do some of this work
o	Many groups are very new
o	Support from organisations/professionals etc. is felt to be important but there is a strong emphasis on people with dementia being the experts
o	People with dementia need support to become more empowered:
o	People need time to come to terms with their diagnosis before they feel able to be active in terms of influencing policy and practice. Access to appropriate information and support is essential before most people can move on 
o	People with dementia need to build up confidence if they are to be actively involved 
o	Stigma is still a problem
o	Most groups value a combination of peer support, social activities and some influencing type activities.
o	Most people involved are at an early stage of their dementia - they recognise the need to include and involve people with more advanced dementia and other seldom heard groups
o	The idea of a network is welcomed:
		- People find it difficult to visualise what a network would do and how it would work in practice
		- A network would need a practical focus with tangible activities
		- Working collectively is thought to be important
		- Working locally is valued – a network should not take over local activity
		- Funding is vital – for meetings, co-ordinations, transport
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DEEP Phase 2 (Oct 2012 – Sep 2015) 

Will aim to:

–Support the more established and ambitious groups in sharing their 
knowledge and expertise, building capacity around the UK 
–Demonstrate the value of supporting user-led networks to actual and 
potential funders by collecting evidence of the impact of this on policy and 
practice 
–Build capacity in groups that are at an earlier stage and in parts of the 
country where no genuinely user-led groups have been identified
–Plan for long-term sustainability beyond JRF funding

iD will also support our commitment to empowerment in all aspects of the 
programme (e.g. in commenting on grant applications, advising on projects)

Lead: Innovations in Dementia (iD) – with Mental Health Foundation, 
supported by Alzheimer's Society and other partners
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Strand 2 - Dementia-friendly communities

One-year scoping project 2011- 2012
Conversations, debates, visits, walking interviews, films
Report published 4 Oct 2012

Key messages:

•It’s about the whole community – we can all contribute and we can all 
gain
•We all need to understand better what it means to live with dementia
•It’s not just about new things - York already has so much to offer
•We need to plan for the future

Phase 1: York Dementia without Walls (lead AESOP)
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More detail:
4 key messages:

It’s about the whole community – we can all contribute and we can all gain:
o	A dementia-friendly community has four essential ‘cornerstones’: place, people, resources and networks.
o	Places and neighbourhoods that provide good customer service, housing, transport, and facilities will not only be more dementia-friendly but will also make life easier for other older people, disabled people, families… in fact for everyone.

We all need to understand better what it means to live with dementia:

o	Training, information and awareness-raising for people at all levels and in all sectors should be easy to access and well promoted to people who provide everyday services (e.g. banks, shops, transport and leisure) 
o	We need to change attitudes towards dementia by:
•	Challenging stereotypes and prejudices directly and by using positive images of older people and people with dementia
•	Focusing on what people with dementia can do rather than what they can’t
•	Assuming that people with dementia will be included rather than excluded

It’s not just about new things - York already has so much to offer:
o	People with dementia should be encouraged and enabled to use York’s bounty of leisure, cultural and spiritual resources 

We need to plan for the future:

o	Health and social care services will need to change over time to ensure there is enough support for people living in the community. Their reform and reorganisation must have dementia at its core.  
o	People with dementia should be central to helping to plan for this. 
o	We also need to exploit the potential of technology to improve lives.
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Dementia-friendly communities: the four cornerstones

• Place

• People

• Resources

• Networks



Phase 2 Dementia-friendly communities

We aim to:

– lead the UK as a dementia-friendly employer
– contribute positively to York and Bradford’s ambitions around 

becoming dementia-friendly
– ensure that other communities across all four UK nations are 

informed by each other in their aspirations to become 
dementia-friendly.

Our new commitments: 
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Possible approaches as a dementia-friendly employer include: 
•	baseline and follow-up surveys (both of attitudes and understanding, and of needs and numbers directly affected)
•	identifying a pool of staff to be Dementia Champions or Ambassadors
•	creative awareness raising and training at different levels (information; film showings, discussions; intranet page; Dementia Week events)
•	“shadow a care worker” scheme for staff, Trustees and Board members
•	specific support targeted at staff who work with people with dementia
•	adopting a more co-produced approach to how we provide services (e.g. gardening alongside, not for, people with dementia)  
•	reviews of relevant policies, practices and expertise in departments (HR policies on sickness and carer leave, volunteering, pre-retirement planning, supporting staff with dementia), quantifying implications
•	small projects led by departments, residents or front-line staff (e.g. dementia gardens; clearer signage; intergenerational work) 
•	working with York-based corporates and other large employers.
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Supporting a UK-wide ‘dementia-friendly’ movement

– membership of the PM's Dementia Challenge Champions Group 
– raising awareness through social media and local media
– resource hub on JRF web site
– support with networking, sharing learning, co-ordinating and building 

relationships, and community development worker 
– partnership activities with a range of private, public, community groups
– funding for specific dementia-friendly projects in Bradford, Scotland, 

Wales and Northern Ireland
– small grants to local groups in York
– support for GeniUS! York’s Dementia without Walls technology 

challenge 
– support for City of York Council’s commitment

Practical contributions



Further information on Dementia without Walls:

• Programme web page: 
http://www.jrf.org.uk/work/workarea/dementia-without-walls

• Key resources and reports: 
http://www.jrf.org.uk/work/workarea/dementia-resources

• JRF Programme Manager: Philly.Hare@jrf.org.uk

http://www.jrf.org.uk/work/workarea/dementia-without-walls
http://www.jrf.org.uk/work/workarea/dementia-resources
mailto:Philly.Hare@jrf.org.uk


The National Children & Adult 
Services Conference 2012

Got any thoughts or comments on this presentation?

#ncasc

The National Children & Adult 
Services Conference 2012
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