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Executive summary  
Clinical research is designed to test new treatments, devices and diagnostic tools (tests and scans). 
The people who take part in clinical research as study participants help to shape and secure the 
future of healthcare for everyone. Patients and members of the public are the past, present and 
future participants of clinical research studies and the beneficiaries of the products it tests. 
Therefore, it is important that we work with patients and public members to ensure that the research 
we do, and how we do it, incorporates their priorities and perspectives. This, our Patient and Public 
Involvement and Engagement (PPIE) strategy outlines how we will do this. 
 
Our strategy is designed to consolidate our commitments, embed best practice, and ensure that 
everything we do is aligned with the NIHR’s mission to improve the health and wealth of the nation 
through involvement and engagement with the very people who our research aims to help – patients 
and members of the public.  
 
As a Clinical Research Facility (CRF) we work at the intersection of NHS healthcare, researchers 
who develop new clinical research studies, the people who fund research, the staff who run research 
studies and the individuals who take part in them. This places us in a unique position to utilise the 
perspectives and lived experience of patients and members of the public to shape our priorities and 
inform the way we work. By working with our CRF, patients and members of the public can directly 
influence an individuals’ experience of taking part in research within our facility.   
 
We acknowledge that meaningful PPIE takes time and trust. Central to this strategy is creating the 
environment and providing the tools by which patients and members of the public can provide their 
perspective in their own way. By building relationships and working with individuals over time, we 
hope to identify new avenues to widen their contribution and increase the impact of involvement.  
 
 

 

 
 
 
 

 
 
 
To achieve this, our strategy tackles PPIE from multiple angles including raising awareness, 
improving experience, governance, skill development and evidence to ensure we embed the 
principles and practices of PPIE in all areas of our work and the way we work.  
 
This strategy is written with the full understanding that the CRF is on a journey and that the way we 
work and our understanding of, and approach to, PPIE will evolve over time. Our action plan is 
designed to build on success and learn from challenges so that its impact is accumulative over the 
five years of the strategy.  
 
To ensure success, we will continue to reference, and contribute to, the collective understanding 
(evidence) of PPIE as we progress through the five years of our strategy.  
 
This strategy outlines our vision, overall objectives and plan of action. It outlines how we will govern 
our work, who we will be accountable to and how we will determine success. Combined, these 
demonstrate our dedication and commitment to PPIE and lays out our steps to success. 
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Introduction 
The National Institute for Health and Care Research (NIHR) Royal Free Clinical Research Facility 
(CRF) provides dedicated space and staff to run clinical research studies. Clinical research aims to 
improve our health by finding new ways to prevent, diagnose and treat health conditions and 
diseases.  
 
As an NIHR CRF we support clinical research at the point which new tests, treatments and devices 
are first tested in humans. We are a comprehensive CRF meaning we support research in all 
diseases and conditions.  
 
Based within the Royal Free London NHS Foundation Trust (RFL) we serve the local community of 
North Central London as well as patients from across the United Kingdom with rare diseases.  
 
We aim to make the research we do relevant to the communities we support and beneficial to the 
NHS. To do this we will: 
 

• Involve our patients and members of the public in shaping the research we do and how we do it. 
 

• Share what we learn from our research with patients and members of the public. 
 

• Use evidence to inform our strategic decisions and how we improve our service.  
 
As a five-year plan (2022-27) the CRF’s strategy for PPIE is a roadmap for growth and 
improvement. Our action plan includes fundamental tasks through to long-term projects. The action 
plan will be reviewed and updated regularly as we learn and make progress.  
 
Our CRF has a dedicated Equality, Diversity and Inclusion (EDI) strategy. While the principles of 
EDI are embedded in our approach to PPIE our approach to participation within research is outlined 
in our EDI strategy. We recommend our EDI and PPIE strategies are read together.  

 
 

 

 
 
 
 

 
 

 
Context 
Our CRF is supported by the NIHR and RFL. Both organisations have a strong commitment to PPIE. 
RFL’s research commitments are outlined in the Research and Development (R&D) Strategy for 
2022-27 which includes a commitment to PPIE. Our CRF’s PPIE objectives and action plan have 
been selected for their alignment with the RFL R&D strategy. 
 
Our CRF strategy for PPIE aligns with the commitments made by NIHR and RFL while defining the 
CRF’s own objectives and projects.   
 
We have based our PPIE strategy on the good practice established by:  
 

• Going the Extra Mile1 
 

• UK Standards for Public Involvement2 
 

• Best Research for Best Health: The Next Chapter3 
 
We will continue to reference, and contribute to, the collective understanding (evidence) of PPIE as 
we progress through the five years of our strategy. 
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Vision 
Our vision is of a CRF where the voices of our patients, carers and our local community are central 
to the governance of the CRF, inform the decisions we make and shape the research that we do.  
 
To realise our vision, our PPIE strategy is based on 5 themes. These inform our objectives and 
structure our action plan.    
 
 

 

 
 
 
 
1. Awareness 

The CRF will engage with our patients and local community to expand community awareness 
of the work of the CRF and promote opportunities to take part in and/or shape research. We 
will identify and connect with groups currently under-represented in research. 

 
2. Experience 

The CRF will learn from the experiences and expertise of patients, carers and the public to 
ensure that all research participants’ experiences of participating within, or supporting, the 
CRF are exemplary. 

 
3. Governance 

The CRF will actively involve patients and the public in the governance and decision making of 
the CRF to ensure patients and the public are empowered to participate in the strategic 
direction of the CRF. 

 
4. Skills 

The CRF will support the expansion of skills of staff, researchers and patient/public members 
to increase capacity for PPIE and capability to influence the way research is developed and 
delivered within the CRF. 

 
5. Evidence 

The CRF will base the design and implementation of PPIE on evidence. The CRF will 
contribute to the expansion of PPIE knowledge by assessing the impact of our work and 
sharing our findings. 

 
Our strategic objectives and the action plan which supports them are outlined in tables included at 
the end of this document from page 10 onwards.  
 
For details on how we will expand access to research studies and diversity participation within 
studies, please refer to our EDI strategy.  

 
 
 
 
 
 
 

Awareness Experience Governance Skills Evidence
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Partners and collaborators 
The CRF works closely with the Research and Development (R&D) Department of the Royal Free 
London NHS Foundation Trust (RFL). Several staff work across both the CRF and R&D and the 
CRF’s objectives and action plan align with R&D’s strategy. CRF PPIE projects may be used as pilot 
projects before wider implementation across RFL research locations.  
 
Like the CRF, University College London’s (UCL) Institute of Immunity and Transplantation (IIT) is 
located on the Royal Free Hospital campus in Hampstead. The IIT and our CRF have a common 
interest in diseases and conditions related to the immune system and ways to harness the immune 
system to fight disease. The CRF and IIT are members of the Pears Partnership Board which has a 
focus on community engagement. Collaboration with the IIT will shape the CRF’s portfolio of studies 
and our community engagement projects. 
 
The NIHR Royal Free CRF is one of four NIHR CRFs associated with University College London 
(UCL). The four CRFs have established a Forum to support collaborative working across UCL and 
our shared geography of North Central London (NCL). Each CRF has made a commitment in our 
NIHR funding applications to find opportunities to collaborate. The Forum’s aim is to take advantage 
of our combined expertise and increase impact through collaboration.   
 
The NIHR Local Clinical Research Network (LCRN) North Thames office is our CRF’s regional NIHR 
partner. Staff from the LCRN have contributed to the development of this strategy. Our Involvement 
and Inclusion Manager will represent the CRF and RFL R&D at LCRN meetings and events and 
contribute to regional initiatives.  
 
Our CRF is an active member of the UK Clinical Research Facility Network (UKCRF Network). Our 
Involvement and Inclusion Manager will participate in the Network’s PPIE group contributing to 
Network projects and events.    
 
 
Resources 
From 2023, our CRF will employ an Involvement and Inclusion Manager. To ensure integration the 
role is also responsible for equality, diversity and inclusion (EDI) and this post is shared with our 
Research and Development Department (R&D), which assures seamless alignment. CRF 
investment in the position equals 1 to 1.5 days a week of dedicated staff time for CRF PPIE activity. 
Including R&D investment there is a total of 2 to 3 days a week of staff time for EDI across the CRF 
and RFL R&D. As the CRF PPIE strategy aligns with the RFL R&D Strategy some staff work 
allocations will deliver projects which contribute to both CRF and RFL R&D objectives.  
 
To create a pool of expertise, the Involvement and Inclusion Manager will design and deliver 
workshops and tools aimed at developing PPIE skills within CRF and R&D staff and researchers. 
CRF income will be used to fund supplies and facilities to create and deliver the workshops and 
tools.  
 
The voice of Patients and the Public is championed by the CRF’s diverse Patient and Public 
Involvement, Engagement and Participation (PPIEP) Group. This Group’s oversight includes PPIE 
and extended into equitable participation and the inclusion of ‘Participation’ in the Group’s name is 
reflective of this. The Group is comprised of patients, carers and members of the public. CRF staff 
provide administrative support for the group. Guest speakers and staff offer presentations and 
training to support Group member development.   
 
Each year the CRF budget will be reviewed and funding allocated for PPIE activities. The 
Involvement and Inclusion Manager will be responsible for managing and reporting on the spending 
of the allocated funding.  
 
Further information about our CRF is available online here. With the support of the Involvement and 
Inclusion Manager, patient and public members will develop new content for the website and social 
media platforms.   
 
 

https://www.royalfree.nhs.uk/research/welcome-to-our-clinical-research-facility/
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Management and governance 
The Involvement and Inclusion Manager will be responsible for the coordination of this strategy’s 
action plan. The CRF Management Team will ensure the action plan aligns to the strategic 
objectives.  
 
The CRF Management Team is comprised of the CRF Director, CRF General Manager, Lead 
Nurse and Quality Assurance Manager. 
 
The CRF PPIEP Group is run in accordance with the Terms of Reference (TOR) co-authored by the 
Group’s patient and public members. Membership composition and diversity targets are outlined in 
the Group’s Terms of Reference (TOR) and supported by audits of membership skills, 
demographics, protected characteristics and identities.  
 
The CRF Management Board is comprised of the CRF Management Team, stakeholders from 
RFL R&D, Trust (hospital) departments and UCL research institutes. Members of the CRF 
PPIEP Group and TGG sit on the Management Board to ensure integration between the Groups 
and the Board.  
 
With the CRF Management Board and the CRF PPIEP Group’s approval, projects may be added or 
removed from this strategy’s action plan as the CRF grows and learns from its work.  
 
The objectives from this PPIE strategy will be added to the internal progress tracker for the CRF’s 
NIHR funding. The Involvement and Inclusion Manager will be responsible for updating the tracker 
for all PPIE objectives. Each objective will be reviewed quarterly by the CRF’s PPIEP Group and 
Management Board and given a red, amber or green rating to reflect progress. 
 
The CRF’s General Manager and Director will be responsible for completing the CRF’s reporting 
requirements to the NIHR and RFL stakeholders.  
 
Progress against the PPIE objectives will be reported to the NIHR as part of the CRF’s annual report 
submission.  
 
On an annual basis the CRF will publish an updated version of this strategy with all objectives and 
actions rated with a visual ‘traffic light’ assigned to each one.  

• A green light will indicate the objective or action is complete 

• A amber light will indicate the objective or action is on track 

• A red light will indicate the objective is delayed 

• Objectives or actions shaded in grey will indicate they are no longer relevant and/or obsolete.  
 
The final version of this strategy document was approved by the CRF Management Board and 
endorsed by the RFL R&D Committee.  
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Glossary 
 

 

Engagement 
 

Where information and knowledge about research is provided and 
disseminated. Examples of engagement include: events open to the public 
with debates and discussions on research; open days at a research centre 
where members of the public are invited to find out about research; raising 
awareness of research through media such as television programmes, 
newspapers and social media; dissemination to research participants, 
colleagues or members of the public on the findings of a study. 
 

 

Evidence 
 

The information collected to demonstrate what has occurred. The evidence 
may be based on numbers or data (quantitative) or based on feedback and 
personal accounts e.g., case studies (qualitative). Evidence can be used to 
show how well a new treatment works or the impact a project has had on a 
community or organisation. 
 

 

Impact 
 

Impact is defined as a demonstrable contribution or meaningful change. For 
example, an effect of benefit brought about by the completion of a research 
study or a public event. The impact can be to an individual, a group, 
organisation, society, a nation or the economy. Generating impact from 
research and/or PPIE activities is context dependent, takes time and can 
include a series of small incremental changes. Impact relates to the outcome 
of the research study or the PPIE activity not the process of conducting them.  
 
Impact can include knowledge mobilisation. Knowledge mobilisation is about 
sharing knowledge between different communities to catalyse change. It can 
include engagement activities, dissemination of research findings, co-design 
and commercialisation of an idea or product. 
 
Some ways in which impact can be assessed is in the reach and relevance, 
how it refines a process or treatment, or the new relationships it establishes. 
 

 

Involvement 
 

Patient and public involvement in research is research being carried out ‘with’ 
or ‘by’ members of the public rather than ‘to’, ‘about’ or ‘for’ them. It is an 
active partnership between patients, carers and members of the public with 
researchers that influences and shapes research. 
 

 

Participation 
 

Taking part in research studies or the activities conducted to inform, support 
or govern research. Participation in studies is covered in our EDI strategy. 

 
 

Public 
 

 

The term ‘public’ includes patients, potential patients, carers and people who 
use health and social care services as well as people from specific 
communities and from organisations that represent people who use services. 
Also included are people with lived experience of one or more health 
conditions, whether they’re current patients or not. 
 

 

Under-served 
groups in 
research 

 

The NIHR-INCLUDE project identified the term ‘under-served’. The term 
reflects the perspective that the research community needs to provide a 
better service for people in these groups – the lack of inclusion is not due to 
any fault of the members of these groups. The term ‘under-served’ reminds 
us of this perspective in a way that alternative terms such as 
‘underrepresented’ do not. The work of the NIHR-INCLUDE project 
shows that there is no single definition for an under-served group. Under-
served groups are typically have a lower rate if inclusion in research studies, 
have a high health care burden which is not matched by the volume of 
research designed for the group, responds to or engages with healthcare in a 
way which is not addressed by research.  
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→ Time period    
Short term 
Years 1 – 2 
September 2022 to August 2024 

Medium term 
Years 2 – 3 
September 2023 to August 2025 

Long term 
Years 4 – 5 
September 2025 to August 2027 

     

     

→ 
 

Objectives 

A. In collaboration with patient and public 
representatives, co-author the CRF’s 
PPIE strategy for 2022-27 & publish on 
the CRF website by March 2023.  
The CRF Management Board will monitor 
development of the strategy. Success will 
be assessed as endorsement of the 
strategy by the R&D Committee prior to 
publication.  
 

B. By September 2023, the CRF and the 
UCL Institute of Immunity & 
Transplantation (IIT) will run a joint public 
open day co-designed with our PPIEP 
Group. 
Progress will be monitored by the 
Management Board and the IIT/Pears 
Partnership Board. Success will be 
assessed by the PPIEP Group based on 
attendee feedback. Progress to be 
monitored by CRF Management Board 

 
C. Embed NIHR Participant in Research 

Experience Survey (PRES) into CRF 
workflows by March 2023.  
Progress will be monitored by CRF 
Management Board on a quarterly basis. 
Success will be assessed as: 
standardised dissemination of PRES by 
March 2023; invitation to participate 
routinely recorded in patient/CRF record 
by March 2024 & an annual return rate of 
15% of by August 2024. 

 

D. With patient/public members, co-author a 
CRF Communications strategy developed 
to increase awareness of the CRF's 
activities and the general importance of 
clinical research to the local communities 
as a way of broadening research 
participation and reaching under-served 
groups. 
The CRF Management Board and PPIEP 
Group will oversee development of the 
strategy. Success will be assessed as: 
inclusion of strategy for rare diseases and 
under-served groups, endorsement by the 
relevant R&D and Trust Committees and 
publication on the CRF website.  
 

E. Embed patient/public ‘voice’ into the 
governance of the CRF. Progress will be 
monitored by the CRF Management 
Board. Success will be assessed as 
regular patient/public participation in CRF 
Boards/Groups & contribution to CRF 
strategies.  

F. Disseminate information from CRF 
studies &/or PPIE work to increase 
awareness of research and/or share best 
practice. The CRF PPIEP Group and 
CRF Management Board will monitor 
progress. Success will be assessed as at 
least 2 of the following: 
Publication in peer reviewed journal, case 
studies published on the CRF’s website, 
presentation at conference or 
submission(s) to national 
portals/repositories for research/PPIE 
best practice.   
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→ Time period    
Short term 
Years 1 – 2 
September 2022 to August 2024 

Medium term 
Years 2 – 3 
September 2023 to August 2025 

Long term 
Years 4 – 5 
September 2025 to August 2027 

     

↓ Themes Action plan 

1. Awareness 

Work with R&D colleagues to get a 
standardised ‘RFL is research active’ statement 
included Trust (hospital) patient appointment 
letters. 
 

Objective: D 

With input from patient/public members, 
develop the CRF Communications strategy & 
submit to the CRF PPIEP Group for 
endorsement. 
 

Objective: D, F 

Collaborate with UCL Institute of Immunity & 
Transplantation (IIT) colleagues to establish a 
local school engagement programme focused 
on research & vocational awareness. 
 

Objective: D 

With patient/public members, co-design content 
for the joint CRF/UCL Institute of Immunity & 
Transplantation (IIT) public open day. 
 

Objective: D 

Develop & pilot training programme to utilise 
Royal Free Charity volunteer hospital 
‘navigators’ as ‘Research Chatter Champions’ 
to talk to patients/visitors about research as 
they go about their daily duties across RFL 
hospitals. 
 

Objective: D 

Working with the Royal Free Charity Works of 
Art Committee, build on the CRF/IIT school 
engagement programme by running an art 
competition for engagement programme 
participants to submit artworks for the CRF 
based on their learning from the programme. 
 

Objective: D 

Present CRF PPIE strategy at RFL R&D Open 
Day in May 2023.  
 

Objective: D, E 

Work with colleagues at University College 
London Hospital (UCLH) to add priority CRF 
studies open to recruitment to the UCLH online 
patient portal. 
 

Objective: D 

Develop & share case studies co-authored by 
CRF research participants across website & 
social media. 
 

Objective: D, F 

Work with patient/public members to create 
content for CRF webpages on redesigned RFL 
website. 
 

Objective: D 

Advertise CRF Involvement opportunities via 
the Trust (hospital) Involvement Register. 
 

Objective: D, E 

Explore feasibility of extending ‘Research 
Chatter Champions’ programme to Trust 
(hospital) Porters. 
 

Objective: D 

Collaborate with Communications colleagues to 
develop CRF hashtags, handles & straplines for 
social media channels. 
 

Objective: D 

Work with partner CRFs from the UCL affiliated 
NIHR CRF Forum & UCL Health Alliance to 
increase awareness of/engagement with CRF 
and UCL research across North Central London 
(NCL). 
 

Objective: D, F 

 

Develop guidelines & ‘top tips’ for PPIEP Group 
members’ social media use. 
 

Objective: D 

  

Contribute to R&D research awareness Trust 
(hospital) pin boards/display screens campaign. 
 

Objective: C, D 
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→ Time period    
Short term 
Years 1 – 2 
September 2022 to August 2024 

Medium term 
Years 2 – 3 
September 2023 to August 2025 

Long term 
Years 4 – 5 
September 2025 to August 2027 

     

↓ Themes Action Plan 

2. Experience 

Embed NIHR Participant in Research 
Experience Survey (PRES) into CRF workflows. 
 

Objective: C 

Based on NIHR Participant in Research 
Experience Survey (PRES) & other feedback 
methods, work with Trust (hospital) Quality 
Improvement (QI) & Patient Experience teams 
to develop a QI project on participant 
experience of the CRF. 
 

Objective: D, F 

Complete, assess results & disseminate 
findings of CRF participant experience Quality 
Improvement (QI) project.  
 

Objective: C, F 

In conjunction with the Royal Free Charity, 
survey CRF participants to select artwork for 
the CRF. 
 

Objective: B, D 

Attend/present to Trust (Hospital) Patient 
Voices Group meetings. 
 

Objective: D, E 

 

     

3. Governance 

With patient/public members & stakeholders, 
co-author the CRF’s PPIE strategy for 2022-27. 
 

Objective: A 

Assess the feasibility of CRF PPIEP Group 
members becoming specialist advisors to the 
CRF Training & Governance Group. 
 

Objective: E 

 

Establish the CRF’s PPIEP Group. 
 

Objective: B 

Support patient/public members to participate in 
interview panels for key/pivotal CRF staff 
appointments. 
 

Objective: E 

 

With patient/public members, co-author the 
Terms of Reference (TOR) for the CRF PPIEP 
Group. 
 

Objective: E 

Register the CRF as a location for the Royal 
Free Charity volunteer scheme.  
 

Objective: C, D, E 

 

Appoint a member of the CRF PPIEP Group to 
be a standing member of the CRF Management 
Board. 
 

Objective: E 

Utilise the UCL affiliated NIHR CRFs Forum to 
develop & oversee ‘patch wide’ (North Central 
London) PPIE initiatives. Add actions to this 
plan once agreed.  
 

Objective:  D, F 

 

With input from patient/public members, 
complete a recruitment campaign to expand & 
diversify membership of CRF PPIEP Group.  
 

Objective: E 
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→ Time period    
Short term 
Years 1 – 2 
September 2022 to August 2024 

Medium term 
Years 2 – 3 
September 2023 to August 2025 

Long term 
Years 4 – 5 
September 2025 to August 2027 

     

↓ Themes Action Plan 

4. Skills 

With patient/public members, develop a 
template for patients/public members to write 
their own research experience ‘postcards’.  
 

Objective: D, F 

With patient/public members, develop a 
template that helps researchers write 
accessible research results/findings ‘postcards’ 
for their studies. 
 

Objective: F 

After piloting & feedback, share patient/public 
and researcher ‘postcard’ templates with UCL 
affiliated NIHR CRF colleagues for wider use 
across North Central London.  
 

Objective: D, F 

With patient/public members, develop a 
schedule of training & guest speakers to 
support the development of CRF PPIEP Group 
members. 
 

Objective: E 

Work with patient/public members to create pre-
recorded video content for inclusion in the 
Royal Free standardised CRF staff induction 
framework. 
 

Objective: E 

With UKCRF Network colleagues &/or UCL 
affiliated NIHR CRF Forum members present a 
collaborative session on PPIE at the Network’s 
annual conference.  
 

Objective: F 

CRF Involvement & Inclusion Manager to join 
the UKCRF Network PPIE workgroup. 
 

Objective: F 

  

     

5. Evidence 

With patient/public members, co-design the 
CRF PPIEP Group membership audit tool & 
audit membership.   
 

Objective: E 

With patient/public members & UCL affiliated 
NIHR CRF Forum colleagues co-design an 
impact assessment tool for CRF PPIE 
interventions/projects. 
 

Objective: E, F 

Submit material to the NIHR &/or UKCRF 
Network evidence/good practice libraries and 
portals.  
  

Objective: F 

Purchase iPads/tablets to facilitate take up of 
NIHR Participant in Research Experience 
Survey (PRES) within the CRF. 
 

Objective: C 

Design & complete a survey of local 
stakeholders on their awareness of the CRF & 
RFL research activity & their communication 
preferences. Use results to inform the 
development of the CRF Communications 
strategy. 
 

Objective: D 

With patient/public members co-author a paper 
for publication in a peer-reviewed 
journal/publication on CRF PPIE activities. 
  

Objective: F 

Identify mechanism to track offer-to-take up rate 
of NIHR Participant in Research Experience 
Survey (PRES) within the CRF.  
 

Objective: C 

Analyse feedback & attendance data from joint 
CRF/UCL Institute of Immunity & 
Transplantation (IIT) public open day. Feed 
learning into CRF Communications strategy & 
future events.  
 

Objective: B, D 

Submit CRF case studies to the Trust (hospital) 
Involvement Register. 
 

Objective: D, E, F 

 
Progress Key 

 Green – objective or action is complete.   Red – objective or action is delayed.  

 Amber – objective or action is on track.   Grey – objective or action is no longer relevant and/or obsolete.  
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