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Policy: Prime Minister's

2020 Dementia Challenge

• 2012: 3 champion groups 

• health and care, 

• creating dementia-friendly communities

• improving dementia research.

• 2015: Second challenge

• Best for dementia research

• Best for dementia care and support

• Implementation plan

• Risk reduction

• Health and care

• Dementia awareness AND social action

• Research





Dementia statements 2017



Time Line
 Call launch September 2015

 Stage 1 Application submitted February 2016

 Stage 1 outcome May 2016

 Stage 2 submitted June 2016

 Recommendation for funding/outcome August 2016

 Response to Panel comments September 2016

 Funded Started (30 mths) January 2017

 Funded Ended June 2019 (report August 2019)

 Sign off August 2020

 Time: Internal peer review, costings with the finance office



DEMCOM: National Evaluation of Dementia 

Friendly Communities

 A Dementia Friendly 
Community (DFC) can 
involve a wide range of 
people, organisations and 
geographical areas. A DFC 
recognises that it has a role 
to play in supporting the 
independence of people 
diagnosed with dementia and 
their caregivers.

 The aim is to understand how different types of 
DFCs work, what is needed to sustain them 
and how they help different groups of people 
living with dementia and carers to live well.

 To arrive at an evidenced-based framework for 
evaluating DFCs

 A mixed method study it includes a literature 
review, linking population data on dementia 
prevalence with DFC activities and case 
studies of DFCs. The latter will pilot and test an 
adapted evaluation tool that is currently being 
used to evaluate age friendly cities. People 
living with and affected by dementia are 
involved in all stages of the study.



Research 

questions

 What are the characteristics and 

areas of focus of DFCs in England? 

 What factors and preconditions for 

these initiatives produce positive 

outcomes for people living with 

dementia and their carers?

 What generalisable lessons can be 

drawn about the resources needed 

and economic benefits of creating 

and sustaining DFCs?



Phase 1

(ms 1-6) 

Scoping: Overview of Dementia Friendly Communities in England (on-line presence)

Mapped DFCs and dementia prevalence, Identified 250+ DFCs on-line presence and purposively 
selected 100.

Phase 2   

(ms 3-12)

Piloting of evaluation tool

• Fieldwork 2 Dementia Friendly communities

• Site 1 (city with high density Black & Minority Ethnic Communities), Site 2 (large city)

• Adapt and Pilot evaluation tool originally developed for Age-Friendly Cities 

• Interviews, documentary analysis, focus groups. 

• Stakeholder event 

Phase 3 

(ms 12-30) 

Case studies 

• Apply the adapted evaluation tool to six Dementia Friendly Communities

• Survey of people living with dementia not directly linked to DFC 
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Tip 1: Applicants: Collaborations and building on 

previous research and relationships

 Led by Prof. Claire Goodman

 9 Applicants: 

 UH, UEA, Cambridge

 CLAHRC/ARC: Applied Research 

Collaboration, East of England

 Building on Age-Friendly Cities work (2 co-

applicants) (since 2013-2017)

 Research team included (12)

 person affected by dementia (ex carer), 

 health economist

 Researchers (care homes, older people, 

dementia)

 Researchers & PPI 

 Steering Group : 19 individuals

 Identify external steering group 
members early

 PLWD (couple)

 2 PPI contributors

 Representative from 
Alzheimer’s Society

 PRP, Department of Health

 Department of Health

 Dementia Researchers – other 
Universities

 Clinical Psychologist –
introduced us to PLWD –
possible co-applicant – peer to 
peer work



ARC: Applied Research Collaboration

East of England, NIHR 

 15 ARCS

 Draw on network of researchers, organisations, communities 
regionally and nationally

 National Priorities

 https://arc-w.nihr.ac.uk/Wordpress/wp-
content/uploads/2020/09/National-Priorities-Funding-leading-
and-collaborating-ARCs.pdf

 East of England

 Claire: Deputy Director (CLAHRC EoE); Ageing and Multi-
morbidity

 Elspeth: Co-lead Inclusive Involvement 

 Matched funding

https://arc-eoe.nihr.ac.uk/

https://arc-w.nihr.ac.uk/Wordpress/wp-content/uploads/2020/09/National-Priorities-Funding-leading-and-collaborating-ARCs.pdf
https://arc-eoe.nihr.ac.uk/


Tip 2: Addressing Panel/Reviewers 

Comments: 

 The Panel noted that the 

dissemination plans maybe overly 

focussed on academic outputs and 

asked the team to consider 

broadening their dissemination 

plans to reach a more generalised 

audience

 Website: https://www.clahrc-eoe.nihr.ac.uk/about-us/people/dementia-frailty-and-end-of-

life-care/demcom-national-evaluation-dementia-friendly-communities-2/

 Blogs: on ARC website

 DEMCOM: Follow us on twitter – @demcomstudy

 Possibly seek additional funding for dissemination

 Work with Case Study sites

 Summary for final dissemination workshop

https://www.clahrc-eoe.nihr.ac.uk/about-us/people/dementia-frailty-and-end-of-life-care/demcom-national-evaluation-dementia-friendly-communities-2/
https://twitter.com/search?q=%40demcomstudy&src=typd


Panel Comments: PPI - responsibility

1. The Panel was encouraged by the 
proposed level of engagement of 
people living with dementia and 
their carers in the application.

2. The Panel acknowledged the 
strong commitment to PPI. 
Clarification on costs. 

3. They also encouraged the 
research team to include xxx as a 
co-applicant if possible. 

https://www.invo.org.uk/wp-
content/uploads/2019/04/Co-
AppsGuidance2019.pdf

4. Plan English Summary

Study Steering Group

2-3 PPI contributors

Research Management 
Team

1-2 PPI contributors

Experts by Experience

Alzheimer's Society

Comment on 
documents

Existing PPI groups

PIRg at University of 
Herts

PIRAD in Cambridge

Stakeholder Event

Steering Group in 
Case Study Site 2-3 

PAD

Co-researchers in 
Case Study Sites

Support Data 
collection & analysis

Flexible, who are PPI 

contributors, how to 

enable them to take part?

https://www.invo.org.uk/wp-content/uploads/2019/04/Co-AppsGuidance2019.pdf


Feedback Patient and Public 

Involvement

 Keep an overall log of all PPI interactions (time, who, impact, changes), 
researcher reflections

 Fed back to all those involved (individually, reports back to case studies, 
emails, telephone calls)

 UK Standards for Public Involvement https://sites.google.com/nihr.ac.uk/pi-
standards/home

 Feedback Guidance; approx. one in five (19%) of PPI contributors do not hear 
back (thank you, acknowledgement, success of grant, progress of study)  

 Mathie, et al, 2018 https://doi.org/10.1111/hex.12684

 https://www.clahrc-eoe.nihr.ac.uk/wp-content/uploads/2016/05/Guidance-
for-Researchers-PPI-Feedback_2018.pdf

https://sites.google.com/nihr.ac.uk/pi-standards/home
https://doi.org/10.1111/hex.12684
https://www.clahrc-eoe.nihr.ac.uk/wp-content/uploads/2016/05/Guidance-for-Researchers-PPI-Feedback_2018.pdf


Tip 3: Reflections Policy: 

 PRP compared to HS&DR

 HS&DR report published (PRP isn’t)

 PRP - policy recommendations

Allow Sufficient TIME

 Case study sites in advance? 

 Collaborative Team 

 Include researchers in the field

 Involve the NIHR ARC

 Policy

 Sharing findings as research 
progressed, rather than waiting for 
papers to be published.

 Sharing findings with local case 
study sites to inform their local 
policy/decisions/strategies

 Close contact with Alzheimer’s 
Society, as they developing next 
stages of DFCs (Steering Group and 
extra meetings)

 World Dementia Council – inform 
policy makers – effectiveness of DFCs

Publications: Buckner, S, Darlington, N, Woodward, M, et al. Dementia Friendly Communities in England: A scoping study. Int J Geriatr

Psychiatry. 2019; 34: 1235– 1243. https://doi.org/10.1002/gps.5123

Woodward, M, Arthur, A, Darlington, N, et al. The place for dementia‐friendly communities in England and its relationship with epidemiological need. Int J 

Geriatr Psychiatry. 2019; 34: 67– 71. https://doi.org/10.1002/gps.4987

Darlington, N. et al. A survey of experience of living with dementia in a Dementia Friendly Community, Dementia 2020, (forthcoming)

https://doi.org/10.1002/gps.5123
https://doi.org/10.1002/gps.4987
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