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Introduction to DeNPRU Exeter 

The NIHR Policy Research Unit in Dementia and Neurodegeneration, University of 
Exeter (DeNPRU Exeter) is one of twenty Policy Research Units (PRUs) funded through 
the National Institute for Health and Care Research (NIHR) from January 2024. These 
units undertake research to inform policy decisions by the Department of Health and 
Social Care (DHSC) and its arms-length bodies. 
 
DeNPRU Exeter is one of two units focused on dementia and neurodegeneration. Hosted 
by the University of Exeter, DeNPRU Exeter consists of a multidisciplinary team of 
researchers from the University of Exeter and collaborating partners. These are the 
London School of Economics and Political Science, the University of Newcastle, the 
University of Bradford, Ulster University, the University of New South Wales and 
Innovations in Dementia Community Interest Company. 
 
The aim of DeNPRU Exeter is to conduct policy research based on an agreed work plan 
and respond to rapid requests for evidence in relation to emerging policy needs. The 
research is aimed at improving the lives of people living with dementia and 
neurodegenerative conditions and their families, and reducing the prevalence of 
preventable conditions. To achieve these aims, DeNPRU Exeter works closely with DHSC, 
NHS England, NIHR, people with lived experience and other stakeholder groups. 

PPIE Strategy: aims and objectives 

PPIE stands for Patient and Public Involvement and Engagement. It describes an active 
partnership in the research process between people with lived experience and 
researchers, which contrasts with considering people as ‘subjects’ of research. Patient and 
public involvement in research is often defined as research done ‘with’ or ‘by’ people who 
use services rather than ‘to’, ‘about’ or ‘for’ them (NIHR, 2024). 
 
This strategy sets out the ways in which DeNPRU Exeter will involve people living with, or 
at risk of, dementia (of any type), Parkinson’s disease (PD), motor neurone disease (MND), 
Huntington’s disease (HD) and other rarer neurodegenerative conditions, and their 
families. 
 
All the work of DeNPRU Exeter will be guided and underpinned by the views of people 
with experience of living with, or supporting someone living with, one of these 
conditions. All members of DeNPRU Exeter will understand this principle and embed it in 
their work. We will establish structures that ensure meaningful involvement in the 
planned and rapid response work, as well as in the governance of DeNPRU Exeter. We 
will work creatively to involve people where it may be perceived as difficult due to the 

http://www.denpruexeter.nihr.ac.uk/
https://www.nihr.ac.uk/explore-nihr/funding-programmes/policy-research.htm#two
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nature of their condition. These structures will collectively be referred to as the FRIEND 
network.  
 
We will be transparent about our PPIE approaches and record changes that occur 
because of the involvement of people with lived experience. Our goal will be to move 
beyond PPIE to involving people with lived experience in co-production (and even co-
research) as much as possible.  
 
We will draw on NIHR approaches and resources to support PPIE, including the UK 
Standards for Public Involvement in Research and payment and recognition for PPIE. We 
will also draw on NIHR recommended frameworks for assessing impact and reporting on 
PPIE activities, namely the PIRIT model and 4Pi questionnaire. Additionally, we will work 
to the Dementia Enquirers Gold Standards for Co-Research, which sets out checklists to 
ensure the involvement of people with dementia in research is of high quality, moving 
beyond PPIE to co-production.  
 
Commitment to equality, diversity and inclusion (EDI) underpins all the work of DeNPRU 
Exeter, including our PPIE strategy. We will embed EDI across our PPIE activities, 
involving people from diverse backgrounds and with diverse characteristics, as well as 
ensuring, where possible, that our four main conditions of focus (dementia, PD, MND and 
HD) are represented. This will include people living with the conditions, family members 
and, in the case of HD, people with possible or identified risk.  
 
Our aims are to: 

• Devise and regularly review processes to enable us to understand the diverse 
perspectives of people with lived experience and their families on research and 
policy relating to dementia and neurodegeneration.  

• Provide a range of opportunities for a diverse range of people with lived 
experience and their families to be involved in aspects of DeNPRU Exeter, so that 
individuals can choose the topics and levels of involvement that suit them.  

• Provide appropriate levels of support, mentoring and training to ensure that 
people can be involved in the ways that they choose, and that they experience 
their involvement positively. 

• Integrate PPIE into all the work of DeNPRU Exeter, ensuring all researchers in the 
team are engaged and supported to include PPIE in their work.  

• Involve people with lived experience and their families in co-producing reports 
and resources from DeNPRU Exeter. 

• Co-produce an evaluation framework, building on existing frameworks around 
PPIE, to understand the outcomes and impact of our PPIE activity. 

• Share good practice and learning about our PPIE activities. 

 
Below, we set out our objectives and, in the Tables that follow, we identify key milestones 
for achieving these. 
 

https://www.invo.org.uk/wp-content/uploads/2019/11/UK-standards-for-public-involvement-v6.pdf
https://www.invo.org.uk/wp-content/uploads/2019/11/UK-standards-for-public-involvement-v6.pdf
https://www.nihr.ac.uk/documents/payment-guidance-for-researchers-and-professionals/27392
https://dementiaenquirers.org.uk/wp-content/uploads/2023/02/gold-standard-for-co-research.pdf
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Objectives  
 
1. To develop a strong FRIEND Network, enabling us to integrate effective PPIE into 

DeNPRU Exeter research projects, outputs and governance. 

2. To develop and maintain high-quality PPIE approaches and methods that make 
involvement a positive experience for people with lived experience and all other 
members of DeNPRU Exeter. 

3. To make our PPIE work visible and accessible to the public. 

4. To make our PPIE work visible and accessible to professionals. 

5. To ensure that equality, diversity and inclusion are actively considered in all PPIE 
activities and are visible. 

6. To understand the outcomes and impact of our PPIE activity. 
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Key milestones for achieving objectives 

1. To develop a strong FRIEND Network, enabling us to integrate effective PPIE into DeNPRU Exeter research projects, outputs 
and governance 

How will this be achieved? Measure of success Lead person  Timing 
Recruit two PPIE Co-leads with lived experience Two people signed up as co-leads PPIE Lead Completed 
Support PPIE Co-leads to actively participate in 
strategic and operational planning and decisions 

Monthly support provided to PPIE co-leads, 
via email or meetings 

PPIE Lead Ongoing 

PPIE co-leads represent the broader FRIEND 
network at executive and research meetings 

PPIE co-leads lead PPIE agenda items at 
executive and research meetings 

PPIE co-leads Ongoing 

Recruit 15 people with/carers representing four 
conditions to a core FRIEND Group and meet 
ten times per year 

Three to four people from each condition 
signed up as members of FRIEND Group; 
meetings scheduled every four to six weeks 

PPIE Lead Completed 

Recruit an additional 25 people/carers to the 
wider FRIEND Network representing four 
conditions, with consideration of EDI 

Representative mix of people signed up as 
25 additional FRIEND Network members  

PPIE Lead 
 

Completed 

Co-create terms of reference for core FRIEND 
Group, wider FRIEND Network and Advisory 
Group members with lived experience 

Terms of reference co-created and signed by 
all PPIE members 

PPIE Lead Completed 

Matching of at least two PPIE members to each 
active research project 

All active projects assigned two PPIE 
members 

PPIE Lead/ 
SEI* Manager 

Ongoing 

DeNPRU Exeter team will have full knowledge 
of, and actively engage with, PPIE activity 

Regular PPIE updates provided at monthly 
leadership and research meetings 

PPIE Lead and 
co-leads 

Ongoing 

Ongoing communication with FRIEND Network 
to recruit new members and highlight 
impromptu involvement opportunities 

PPIE membership remains filled and all 
conditions remain fairly represented, with 
ad hoc communication on other 
opportunities 

PPIE Lead/ SEI 
Manager 

Ongoing 

*Stakeholder Engagement and Impact Manager 
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2. To develop and maintain high-quality PPIE approaches and methods that make involvement a positive experience for people 
with lived experience and all other members of DeNPRU Exeter. 

How will this be achieved? Measure of success Lead person  Timing 
Create a short ‘ways of working’/ground rules 
document, based on existing good practice  

Ground rules document available at the 
start of every FRIEND Group meeting 

PPIE Lead and 
co-leads 

Completed 

Co-create a larger resource that sets out all PPIE 
approaches and methods across DeNPRU Exeter 

Resources published online and all 
DeNPRU Exeter team to have read and 
acknowledge PPIE working practices 

SEI Manager/ 
PPIE Lead 

Completed 

Provide regular updates on the broader activity 
of DeNPRU Exeter to the FRIEND Network 

Add all FRIEND Network members to the 
mailing list for the monthly newsletter email 
which goes to the DeNPRU Exeter 
Knowledge Exchange Community 

SEI Manager Ongoing 
monthly 

Set up accessible payment processes for all PPIE 
related activities  

Develop and maintain log of activity and 
process monthly payments to PPIE 
members 

Administrator Ongoing 

Regularly review membership across all 
involvement activity to take account of people’s 
changing capacity for involvement 

Six-monthly review with FRIEND Network 
members to assess ongoing capacity 

PPIE Lead Ongoing six-
monthly from 
September 
2024 

 
3. To make our PPIE work visible and accessible to the public 

How will this be achieved? Measure of success Lead person  Timing 
Produce regular updates for the DeNPRU Exeter 
website  

New content added to the FRIEND 
Network website page on a regular basis 

SEI Manager Ongoing  

Include details of how PPIE informed the policy 
research in project outputs 

Project reports (and any accompanying 
accessible versions) added to website 
clearly state the role of the FRIEND 
Network in the research 

SEI Manager in 
association 
with lead 
researcher 

Ongoing in line 
with project 
timelines 
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4. To make our PPIE work visible and accessible to professionals 

How will this be achieved? Measure of success Lead person  Timing 
Produce regular updates for professionals within 
our Stakeholder Engagement and Expert 
Collaborator Networks 

Monthly newsletter to the DeNPRU Exeter 
Knowledge Exchange Community feature 
updates on FRIEND Network activities 

SEI Manager Ongoing 
monthly 

 
5. To ensure that equality, diversity and inclusion are actively considered in all PPIE activities and are visible 

How will this be achieved? Measure of success Lead person  Timing 
Purposeful consideration of EDI in recruitment 
to all PPIE activities 

Inclusion of people from minority ethnic 
groups, people who live alone, people from 
socio-economically deprived areas, people 
who are new to PPIE activities  

PPIE Lead Ongoing 

Conduct Equality Impact Assessment (EIA) for 
PPIE activities and review regularly 

EIA completed and reviewed annually PPIE Lead October 2024 
and annually 

Ensure publicity about DeNPRU Exeter PPIE 
activity reflects a wide range of people  

Website and public information reviewed 
to reflect range of people involved in PPIE 
activities 

SEI Manager/ 
PPIE Lead 

Ongoing 
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6. To understand the outcomes and impact of our PPIE activity 

How will this be achieved? Measure of success Lead person  Timing 
Conduct routine discussions with PPIE members 
to elicit reflections and consider ways in which 
their experience could be improved 

Six-monthly review discussions held with 
PPIE members 

PPIE Lead and 
co-leads 

Six-monthly 
from 
September 
2024 

Ask DeNPRU Exeter team for their reflections on 
PPIE 

Include standing PPIE item on monthly 
Executive and Research meeting agendas 

PPIE Lead and 
co-leads 

Ongoing 

Conduct exit interviews with PPIE members (a) 
when their involvement in a piece of work comes 
to an end, and (b) if they step away from PPIE 
activity completely 

Exit interviews conducted with PPIE 
members and outcomes reviewed and 
incorporated into future activity 

PPIE Lead and 
Co-Leads 

As necessary  

Record PPIE activity and outcomes (including 
examples of change that have occurred because 
of PPIE input) referencing and building on the 
PIRIT tracking tool  

Record of all DeNPRU Exeter PPIE activity 
and outcomes maintained and updated, to 
inform future PPIE work 

PPIE Lead Ongoing 

Co-create an article about DeNPRU Exeter PPIE 
practices 

Article submitted to or published in an 
appropriate forum  

PPIE Lead/ SEI 
Manager 

Feb 2026 
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Implementing, reviewing and updating the PPIE strategy 

This strategy document has been prepared by the DeNPRU Exeter PPIE Lead and Co-
Leads with lived experience. It has been approved by the DeNPRU Exeter Executive 
Group. To ensure that our involvement approaches remain meaningful and appropriate, 
this PPIE strategy will be reviewed annually and updated where necessary. 
 

Next review due: June 2026 
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