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Plan for this afternoon 

• Project update

• PhD projects 

Break for tea & coffee

• Meetings & keeping in touch 

• Research training 

• Feedback



Primary care led post-diagnostic dementia care: 

developing evidence-based, person-centred, 

sustainable models for future care (PriDem)



Aim of the programme

To develop services in primary care that:

• Address needs throughout dementia

• Build on what we know works

• Are tailored to individuals

• Are sustainable in the long term

• Maintain and improve quality of life for people with dementia 

and their families



Why post diagnostic support?

After diagnosis:

• 53% of people with dementia felt anxious/depressed 

• 49% received insufficient support

• 39% people identified a lack of accessible services

Alzheimer’s Society, 2015



How to provide post diagnostic 
dementia care? 

• Co-ordinated by primary care

• More appropriate use of specialist care 

• Provision of training, supervision and support by specialists 

• Clear pathways to specialist services



WS1: 
Mapping 

services & 
reviewing 
evidence

WS 4&5: 
Intervention testing

& 
Estimating costs 

WS3:
Intervention 
development

WS2: 
Stakeholder 

views

WS6: Sharing findings with the public, practitioners, researchers and policy-makers 



Workstream 1 update: Mapping services & 
reviewing evidence 

• Survey of commissioners to map post diagnosis services

• 39 complete surveys from across England 

• Survey will close 15th March 2019 

• Review of evidence on existing primary care led dementia care 

• 294 relevant papers found; 43 included in the review 

• Identifying i) how effective are these approaches and ii) components of care 
that lead to the best outcomes



Workstream 1 update: Mapping services & 
reviewing evidence 

Next steps 

• Analysing responses and writing up the survey

• Finalising our review of primary care led dementia care 

• A second evidence review of Care for other long term conditions in 
primary care 



Workstream 2 update: Stakeholder views 

Progress

• Identified services providing post diagnosis support with primary care 
involvement (see Handout) 

We were interested in services 

Based in Primary Care or with strong links 

Services for specific groups e.g. young onset dementia; ethnic & minority groups 

Across different areas – rural / urban 



Examples from our sampling frame 

Dementia Golden Ticket, Buxted South East 
England

• Based in GP practices 
• Primary care review soon after diagnosis 
• Drop in clinic 
• Dementia Guides and activity groups

Primary Care based Community 
Dementia Support Team, Swansea

Wales • Working with GP practices 
• Dementia Support Workers provide a point of contact for 

advice and support 

Crossley Street Surgery, Wetherby North 
England 

• GP practice 
• Every person with dementia has a 45-minute 

appointment every 3 months 



Workstream 2 update: Stakeholder views 

Progress

• Identified services providing post diagnosis support with primary care 
involvement to invite to interview 

• Approvals (including ethical approval) in place and we have now 
approached all organisations for permission to send invitations to 
take part 



Workstream 2 update: Stakeholder views 

Next steps 

• Inviting individual Service Managers and Commissioners to take part in a 
telephone interview 
• Our first is scheduled for Thursday! 

• Beginning to analyse what Service Managers and Commissioners tell us 

• Identifying a small number of services to visit to observe care, and talk to 
people with dementia, families, and front line staff 



Other news 

• PriDem is now on Twitter! You can follow us using  

• We also have a PriDem website

• Poster about the Dementia Care Community presented at 

• UK Dementia Congress, Brighton, Nov 2018  

• International Conference on the Evaluation of Patient and Public 
Engagement in Research, Newcastle, Nov 2018 

https://research.ncl.ac.uk/pridem/

https://research.ncl.ac.uk/pridem/


Other news 

Congratulations 
Louise! 

Our Project Lead, Professor Dame Louise 
Robinson was awarded a Damehood in the New 

Year Honours



Remco Tuijt

Experiences of follow 
up care for people 

with dementia 
shortly after 

diagnosis

Group 1

Ester Bellavia 

How best to involve 
people living with 

dementia and family 
carers in research 
and service design

Group 3

Johanne Dow

The role of the GP in 

caring for people 

with dementia and 

their family carers

Group 2

PriDem PhD projects 



The DCC

Meetings

Where? University meeting spaces e.g. CAV 

Dementia Advice Centre, Newcastle 

Other community spaces  

How often?

Meeting topics? 



The DCC

Meeting agendas 

Updates on PriDem – progress, successes, milestones

Your views and advice 

Information sessions? 

Other topics of interest? 



Research training / awareness 

What would you like to know more about to help you to be 

involved in the Dementia Care Community?

E.g. What is research

How research projects work 

Steps in doing research ………………



The DCC

Keeping in touch 

Email / post / phone 

Twitter

Newsletter? 

Other ideas? 



22



23



Launch date: 18 March 2019

You can sign up now

https://www.futurelearn.com/courses/comfort-care/1
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