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Abstract

The National Institute for Health and Care Research (NIHR) Policy Research Unit in Behavioural Science (PRU-BS) was
funded to inform government on the application of behavioural science in health and social care policy. What makes
this unit different to other topic specific ones, was the wide range of its brief. Because of this, the PPI group would
need to include a wide range of experience and expertise and be prepared to learn. We were a different type of
public group for a different type of task. This paper deals with how we approached this. In this paper we outline how
the PPl plan in the funding proposal for the PRU-BS was adapted to real world challenges. We describe the stages in
the formation of the PPI Strategy Group and how a virtual platform was created to ensure good communication. We
discuss our pragmatic approach of developing Terms of Reference and a PPI strategy document. Given the restrictions
imposed by the Covid-19 pandemic we explain how we tackled PPI SG member induction sessions, meetings and
training sessions. To illustrate how the group operates we provide an example of our involvement in a PRU-BS project.
Central to our paper is the lessons we learned. We hope the challenges we met in forming the unique PPI SG, how
these were overcome, and our recommendations will help others faced with a similar task.
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Plain English summary

The Policy Research Unit in Behavioural Science (PRU-BS) was formed in early 2019, funded by the National Institute
for Health and Care Research (NIHR). The aim of the unit is to advise the government on the use of behavioural sci-
ence (the study of human behaviour) to inform health and social care policy. From the outset the aim was to embed
PPlin all aspects of the unit’s work from the governance and direction of the unit to the individual research projects
it conducts. As behavioural science cuts across all aspects of health, recruiting members of the public to work within
the PRU-BS required careful thought. In this paper we describe the processes of recruiting to our PPI Strategy Group,
the induction and training, and the ways in which we worked to develop the group and become embedded within
the unit. Lastly, we present several recommendations based on our experiences of forming the PPI Strategy Group.
Although this is aimed primarily at those contemplating setting up a group whose remit extends beyond a single
research project, we hope this will be a useful resource for the public, researchers and others working in PPI.
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Background

Behavioural science covers a range of disciplines and in
the context of public health, influences almost every-
thing, bringing science to bear on all aspects of human
behaviour. In a research unit with a behavioural science
focus how do you ensure meaningful PPI and where do
you begin? This was the challenge faced by the Policy
Research Unit in Behavioural Science (PRU-BS), a col-
laboration between Newcastle University, the Univer-
sity of Warwick, University College London and the
London School of Hygiene and Tropical Medicine,
funded in December 2018 by the National Institute
for Health and Care Research (NIHR). The first author
(DG), who was known to the lead applicant through his
involvement in NIHR funding panels, was involved in
the development of the application for the unit’s fund-
ing (Fig. 1). The application proposed that PPI, along
with equality and diversity, be cross-cutting themes and
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embedded in all aspects of the PRU from its govern-
ance to individual project design and delivery, to dis-
semination and impact.

The PRU-BS was established in early 2019, its aim to
inform public policy on health, health systems and pre-
venting ill health using behavioural science evidence,
theory and methods to support decision making [2].
For such a unique unit we would require a unique PPI
team prepared to take a much more comprehensive view
of health and social care, moving out of their comfort
zones. This would demand that public members were
open minded, flexible and prepared to engage with a
wide range of health and social care challenges. At the
beginning this was a daunting prospect. We needed to
recruit members of the public who not only had the var-
ied life and PPIE experiences, a professional attitude and
the ability to fully participate in formal unit meetings,
but could also provide a public perspective on proposed
projects [3]. The behavioural science focus and the wide

e Establish a PPI Strategy Group immediately on award of funding (initially 10 members) which will write
the detailed strategic and operational plans for PPI.

Executive Board.

e Ensure PPl Strategy Group representation on the Operational Management Committee and the

e The PPI Group will:

dissemination of PRU research findings

organisations

o assist with prioritisation and PPI for specific projects, and provide advice on the communication and

o engage and collaborate closely with key partners, including the public, researchers, health and
social care professionals, local health and care infrastructure and voluntary and community

which are tailored to specific research projects

o provide PPl support for the Rapid Response Facility.

PPl members).

e The PRU-BS will provide learning and development training and support for PPI (for researchers and

research and other activities.

e The PRU-BS will work closely with VOICE* to facilitate the involvement of the wider public in our

connect and share.

e The VOICE platform will help to coordinate the active involvement of members of the public from
across our institutions and beyeond, and researchers, PPl members and wider collaborators to regularly

e With VOICE, we will provide a wide range of events, lectures, meetings, upload blogs, research
summaries, background papers, articles, hold discussion groups, polls and support online courses.

* VOICE is an established citizen-led organisation which has national reach through a digital online platform. Itis a
community of the public, patients and carers who contribute their individual experiences to improve research and
innovation. It provides help in recruiting for research projects and workshops and provides a forum where the public can

become involved in all aspects of research. [1]|
Fig. 1 Proposed plan for PPl from the application for PRU funding
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remit of the unit also demanded that public members
were prepared to actively seek out new experiences and
acquire new skills. This meant not only a willingness to
undergo training but also a commitment to be proactive
in disseminating the work of the group.

Much of the published literature relates to the experi-
ences of researchers and public in forming PPI groups
for a single project [4—12]. There is little regarding PPI
groups whose role is to input into a number of projects
over a long period, rapid response to research ideas and
oversight of the management at a strategic level. Two
studies were identified [13, 14] though both were topic
specific, and the breadth of the research was not as
extensive as in our own unit. We could not identify any
published literature regarding PPI in behavioural science.

This paper describes in chronological order our experi-
ence of implementing the proposed PPI plan in a newly
established policy research unit, in particular the objec-
tive of creating a PPI strategy group (PPI SG), and the les-
sons learned which we believe will be of benefit to others
in establishing a PPI group whose remit is broader than
the involvement in a single project. It highlights the ten-
sions between the understandable optimism of a funding
application and what is possible in practice. In the follow-
ing sections we first outline the behind-the-scenes activi-
ties and resources required to implement the PPI plan.
Next, we describe the function of the PPI SG within the
unit. The final section provides some reflections on the
process and what we learned.

Steps to ensure public representation in the unit
From the very beginning PPI was considered essential
in all aspects of the unit’s work and conduct. Although
this is a given, we needed to make it a reality. The funding
application stated that the creation of a PPI group would
be an early priority though only one PPI member (DG)
had been recruited as the PPI lead. It was evident that
without the support of an administrative team, to facili-
tate planning and the budget, little could be done to form
a PPI group. Also, the unit did not reach its full comple-
ment of researchers until the summer of 2019. A public
group must have something to do, a long hiatus between
selection and engagement with the work of the unit could
impact negatively on motivation and morale. It was nec-
essary to keep the momentum going.

Things began to progress when a member of the
PRU-BS research team with experience of working with
PPI groups took on the role of PPI liaison/mentor to
support, advise and provide updates on the progress of
establishing the unit. In addition, once there was sup-
port with administration and finance from a new unit
manager, the PPI lead, mentor and the PRU-BS director
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could now discuss ideas for the PPI element and draw
up plans for implementation.

It was decided to proceed slowly with the plan to cre-
ate a PPI SG but recruit a core group to enable initial
planning. We needed to recruit the right people with
the right skills and attitudes who would appreciate the
sensitivity of work with government bodies. This was
achieved initially by a process called ‘shoulder tap-
ping’ where someone with a known background and
track record in PPI is approached to join a group. This
ensures that recruits are of known quality and reli-
ability. The downside of course is that recruitment is
restricted to people known to us and limits opening out
to a more diverse population. In the autumn of 2019,
a co-lead (IS)- who was known to DG—was appointed
following an informal interview with the PPI lead, PPI
mentor, unit manager and the director. Their role was
to support the current PPI lead (DG) and ensure cover-
age of the PRU-BS meetings. This was followed closely
by informal interviews with, and recruitment of, two
further members of the public (VB and CK) with PPI
experience who were known to members of the PRU-
BS. These four members formed the core PRU-BS PPI
SG. There was an opportunity for the group to get to
know each other, and PRU-BS researchers, at the offi-
cial PRU-BS launch in January 2020.

How we share and communicate

It was evident that if the PPI SG was to communicate
effectively, then a robust mechanism to facilitate inter-
action and exchange was needed. The use of a virtual
platform was included in the initial funding proposal.
Negotiations began early with VOICE (based at UK’s
National Innovation Centre for Ageing at Newcastle Uni-
versity), to create a virtual platform. This platform would
enable PPI SG members to communicate with each other
and the unit researchers. It was considered an evolving
innovation which would adapt to the needs of its users.
There were some challenges in developing a platform
which satisfied both PRU-BS and the VOICE team. Tech-
nical and communication issues took time to resolve,
and we were grateful for the input of the PRU-BS unit
manager and administrator who liaised with the VOICE
team. So far, the platform comprises a page containing
the project plain English summaries, a general discussion
group where members can ask or pose questions and an
archive and library of articles, open access publications
and training materials. Access to parts of the platform
are restricted to PRU-BS researchers and the PPI SG.
We expect it will evolve to meet the needs of users, and
eventually will give the public access to the proposals and
published policy briefs with a chance to comment.
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Producing terms of reference and the PPI Strategy
document

Once we had the initial PPI SG in place, we needed to
understand its’ purpose, activities and progression. As
indicated in the PRU funding applied our first task was
to draw up Terms of Reference and a Strategy Docu-
ment to guide the group. Rather than trying to invent the
wheel we based our Terms of Reference [15] on an exam-
ple used by the NIHR. Similarly, we obtained the NIHR
School for Public Health Research’s PPI Strategy which
served the purpose of providing an initial framework and
template for our own document. We amended this in line
with the requirements of the PRU-BS. Our PPI strategy
document [16] was developed by DG and IS with the
guidance of the PPI mentor. The document was circulated
to other PRUs who suggested some minor changes. The
PPI Strategy objectives draw heavily on the UK standards
for public involvement and engagement in research [17].
Each objective has action plans, milestones, outputs and
timelines. We expect the strategy document to evolve in
response to the wider needs of the PPI SG and the unit.

Expanding and ensuring diversity of the group
Because of the specific remit of the unit, we had to make
sure we had the right people in our PPI SG. Members
required not only a wide range of experiences but also a
willingness to learn and be adaptable and most impor-
tantly be able to respond quickly to requests for input
when required. It was decided at a very early stage that
the group should be as diverse as possible in respect of
experience, skills, ethnicity, gender and age. Our early
members were all based in the Northeast of England
(one of the disadvantages of ‘shoulder tapping’) and we
wished to include people from other regions. Now that
the PRU-BS administrative structure was in place the
real job of expanding the PPI SG, and ensuring diver-
sity, could begin. VOICE, which offers opportunities for
involvement in research to a national audience, was used
to advertise for new PPI SG members. Advertising for the
PPI SG through VOICE provided a large pool of potential
candidates but it was not possible to target members with
specific demographic characteristics. This was addressed
through the shortlisting process. Nineteen candidates
eventually applied and four were shortlisted and inter-
viewed using Zoom in mid-August 2020. Those who were
not successful joined a PRU-BS PPI sub-group through
the Voice platform and agreed to be involved when the
need arose.

The interview panel consisted of the PPI co-leads
(IS and DG), PPI mentor and the unit manager. Of the
four candidates interviewed three proceeded to join the
group. Whilst the initial plan was to recruit ten members
it was felt that the PPI SG now included seven members
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with a diverse ethnic and geographical spread, younger
age and range of skills and experience. There were no
initial or subsequent tensions between diversity and use-
fulness, all SG members were selected first on the skills
and experience based criteria outlined earlier. Figure 2
includes short biographies of all PPI SG members.

Inducting group members into the unit

We were aware that the PPI SG faced a substantial
learning curve, in the understanding of behavioural sci-
ence and its implications for health care and while the
group had been selected for their experience and flex-
ibility there was a lot to learn. We dealt with this partly
through ongoing training, but it was essential that we had
a shared understanding of the remit of the unit and the
group’s role. The approach to this task is summed up by a
group member.

"I wondered if I should be in the PRU for mental
health as this is where my interest lies, but then I
realised that while my knowledge of behavioural sci-
ence was limited, I later came to understood that
behavioural science is the most important influencer
of all and if you have that framework, you can apply
it to benefit every situation.”

It was key that SG members learned about the role of
behavioural science in health policy. We planned induc-
tion sessions for our complete PPI SG. These would nor-
mally take place over one day and be conducted face to
face. However, we needed to face the realities of Covid-19
and two shorter (two hours) induction sessions were held
via Zoom over two days in the last two weeks of Septem-
ber 2020. These sessions were an important introduction
to the work of the unit. The PRU-BS director gave a pres-
entation about the unit and how behavioural science was
an integral part of the research. Research leads gave an
overview of their projects and took questions afterwards.
The PPI lead also gave an insight into PPI and how this
would work within the unit. It is absolutely crucial that
group members get on with each other. This cohesiveness
and ability to work together effectively is the difference
between success and failure. There was time at the end
to chat more generally and it was obvious that the right
choice of members had been made as the group got on
well together. This socialising is important not only for
the cohesiveness of the group but provides the opportu-
nity for members to share their experiences, skills, and
knowledge.

How we work

Meetings and training

The onset of the COVID-19 pandemic presented chal-
lenges for PPI SG. Issues included replacing face to face
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After being diagnosed with throat cancer and undergoing chemoradiotherapy, | was invited to be the lay
representative on a pilot study of new methods of cooking food to see if might help people who had
undergone treatment for head and neck (H&N) cancer to eat. | had some training in qualitative methods
and took part in the analysis and dissemination of our findings. | have been involved in several other H&N
cancer studies, from the initial idea through the grant application process to attending regular management
group meetings as the lay representative, to the dissemination of the findings.

In 2017 | became the proud recipient of a Giving Voice award from the Royal College of Speech and
Language Therapists presented by the Countess of Wessex for my voluntary work around dysphagia.

| am a Patient Research Ambassador for a local trust and have helped to organise survivorship days,
research awareness events and worked with the Research and Innovation management team to formulate a
five-year plan.

| have established a small PPI group of H&N cancer patients who are very keen to be involved in H&N cancer
studies and we have continued to meet remotely over the past year

| have a disability policy background having spent some years as policy lead for the Government's Access to
Work scheme when | worked for the Department of Work and Pensions. Separately, | have contributed to a
variety of research projects across the field from health to transport, which | find both interesting and an
opportunity to make a contribution to improving lives.

I have led many engagements in the disability sector, chairing meetings and working with numerous and
wide-ranging stakeholders to gather a spread of opinion and develop shared outcomes. | especially focussed
on engagement with user-led organisations and service users themselves with lived experience and reached
out to under-represented groups of users such as those with learning disabilities, mental health conditions
and younger disabled people, to ensure their views on how services could be reshaped to work better for
them could be heard.

In the past | have been involved in numerous projects and was part of Recovery and Wellbeing through
Involvement in Research and Evaluation group https://www.rwire.co.uk/ | have also provided training to
the policy about mental health, to psychiatrists on shared decision making and consent and to students on
the Mental Capacity Act.

I am a longstanding member of a Research Design Service PPI panel. Also, | co-chair the Experts By
Experience group where we aim to embed PPl in every aspect of the university experience across all
faculties. I sit on the steering groups for two mental health studies. | am involved annually with university
students usually around research and raising awareness of mental health issues. | was part of the
revalidation procedure for Occupational Therapy and Physiotherapy degrees at a local university (If the
university cannot demonstrate true PPl and involvement throughout the courses the degree cannot be
validated to go ahead).

My first experience of research was through a focus group (LIVEWELL) which led to me joining VOICE
https://www.voice-global.org/ . I've been an active member ever since.

I then began volunteering as a healthy volunteer for stroke and Parkinson’s disease research.

| discovered the NIHR Clinical Research Network and started sharing my experiences and was later invited
to take part in a Futurelearn Course, “What is Health Research?”.

After being involved in cancer and dental groups, | was invited to be part of Trial Steering Committees, and
Trial Management Groups for several dental studies in England and Scotland.

I am also currently part of acne, and care home studies

An invitation to participate in James Lind Alliance “Retention in Randomised Trials” led to me being involved
in NIHR INCLUDE Ethnicity.

| have been involved in PPI for 15 years. Before that | worked as a volunteer at my local hospital. | have
been PPI lead on a number of research projects including THINKsafe which dealt with patient safety. Since
then, | have served in the HS&DR, PHR and HTA funding boards and with PIVIN (Public Involvement Virtual
Involvement Network). | am public lead with the Chartered Society of Physiotherapists Standards project
and served on the team which designed the NIHR on-line course for public contributors.

Fig. 2 PPl biographies for the current PPI Strategy Group members
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| have given numerous presentations on plain English summaries, incorporating PPI into research teams and
my own experiences of involvement to both public and academic audiences, once in fancy dress as a spider
to illustrate the innovated ways PPl could be used in research.

I am interested in all aspects of research but particularly the way the terms involvement, engagement and
participation are used within research teams and how public roles are defined within teams.

| have over 6 years’ experience as a PPI representative with one of the NIHR ARCs (Applied Research
Collaboration) and | am an advisory panellist with another ARC. | am also a member of an NIHR Patient
Safety Translation Research centre where | review, advise, analyse and provide constructive comments on
various research studies and papers with patient safety at the forefront.

I am a member of a UCL’s Co-Production Group (COG) for Loneliness and Social Isolation. | actively
participate in seminars, group discussion on how to promote the group’s ethos & principles and advise on
potential research funding. | actively participate with the Centre for Co-production in Health Research at
UCL where we provide funding to various health research pilot projects.

I am a member of Lived Experience Advisory Panel for Chronic Depression for East London NHS Foundation
Trust. Here we are developing a tool to help the patients & clinicians to input their concerns and progress.
I am a member of the CarersUK.

My experiences as a carer for multiple family members with serious medical conditions led to my interest in
public involvement and patient engagement. | currently support two National Institute for Health Research
Policy Research Units as a patient representative on its collaboration groups, one of which focuses on data
use in research and clinical trials.

I am a member of use MY data, a movement of patients, carers and relatives which endeavours to highlight
the benefits that appropriate usage of healthcare data can make to save lives and improve care and DATA
CAN a Health Data Research Hub for Cancer, a UK-wide partnership that aims to unlock the power of health

data to improve cancer care.

Fig.2 continued

meetings and subsequent training with a virtual plat-
form (Zoom). However, the use of Zoom did enable
more frequent direct communication with research-
ers about their projects. One difficulty was the lack of
devices (laptops/tablets) among members which was
resolved by the provision of new ones. We were fortu-
nate that the PPI for the PRU-BS was well funded and
acknowledge that funding is essential to ensure good
quality PPI. Adequate funding was an area the direc-
tor considered of prime importance to the effectiveness
of the unit. All members of the PPI SG are reimbursed
for any time they spend on unit activities at INVOLVE/
NIHR rates. We also offer to pay for attendance at con-
ferences related to, and also outside of, the unit remit
to enable the personal development of members.

All PPI SG members meet monthly at a day and time
that is convenient to them. We decided to restrict
the meetings to one hour and keep them as informal
as possible. The frequency of the meetings has been
reviewed and members preferred to continue to meet
monthly. There is an informal agenda (with items col-
lated beforehand) and it is also a forum to discuss and
identify training needs, for researchers to present or

seek input into projects and, if time permits, to run
short training sessions.

The PRU-BS hold monthly Management Meetings for
all unit staff which the PPI SG co-leads attend. PPI is a
standing agenda item, and the public lead submits a PPI
update beforehand for circulation to all attendees. The
PPI co-leads provide a verbal update, take questions and
contribute to discussions regarding other agenda items.
One PPI co-lead attends the bi-annual Scientific Advisory
Board -a panel of independent professionals and a pub-
lic member who offer advice and guidance to the PRU—
again providing a written update beforehand and verbally
in the meeting and takes questions from the board. To
ensure the rest of the PPI SG are kept up to date the PPI
co-leads provide feedback on both these meetings at the
PPI SG meeting.

We considered it part of our remit to not only provide
training appropriate to the work of the unit but to give
members additional skills and knowledge to contribute
to the wider PPL. The PPI SG prioritises its own training
needs and this is complemented by their inclusion in all
PRU-BS training. Training in presentational skills was
useful for dissemination of the unit’s work but also gave
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members confidence and transferable skills. Some exam-
ples of the training have included ethics, plain language
summaries, presentational skills and video presentations.
We are aware that with good funding we are able to pay
for training sessions, so where possible we share training
sessions with other groups and individuals. The PPI SG
run ad hoc PPI training sessions as necessary including
presenting on issues of interest to the wider unit. Figure 3
illustrates the PRU-BS meeting and training structures.

Involvement in PRU-BS projects

The essential work of the PPI SG is responding to
requests for comment and input into projects. Research-
ers who wish to engage with the group first contact the
unit manager and lead and co-lead. They would, if nec-
essary, join the monthly PPI SG meeting to explain their
needs and whether a rapid response was required.We
demonstrate in Fig. 4 what a typical PPI SG response
would look like, in this case a PRU-BS project of influ-
enza and Covid-19 vaccine hesitancy. Here members of
the PPI SG were involved in the full project cycle from
developing the project proposal to dissemination of the
findings.

The researcher on the vaccine project reported that our
input had led to key changes at all stages of the research.
This reassured the group that we were delivering what
was needed and having a positive impact on the work of
the unit. As members commented:
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"Understanding how people behave and why they
do what they do is central to understanding and
changing behaviour. This was especially true when
we looked at the vaccine project.” PPI SG Member
"I liked the challenge of commenting on the ques-
tionnaires in the vaccine project. It was rewarding
to have positive feedback from the researchers.”
PPI SG Member

The basic understanding of behavioural science
gained from the induction sessions has been reinforced
over time through the practical experience of com-
menting on and discussing projects with researchers.
The success of this strategy is apparent in the positive
comments by researchers on the work of the Group.

"It was good to get positive feedback and know
what we were doing was what was wanted.!" SG
member

An ongoing and specific challenge is ensuring mean-
ingful public involvement in project work, when the
time to respond to is extremely short. However, the
PPI SG have responded well to provide input at short
notice.

"l thought that the way we had to respond to
requests at short notice would be difficult, but it
was easier than I thought, now it is just part of
what we do.” PPI SG Member

PPI Co-Lead submit written

PPI update beforehand PPl report

PPI Co-Lead
submit written

beforehand

PPISG input - e.g.
presentation on
plain English

J

! !

MANAGEMENT
MEETING
(MONTHLY)

SCIENTIFIC

ADVISORY BOARD

AWAY DAYS PRU-WIDE TRAINING

(BI-ANNUAL) ARiod]

PPI Co-Leads attend &
provide PPI update,
contribute to discussions

One PPI Co-
Lead attends

Feedback to
wider PPI SG

Includes all
PPI SG

PP1 SPECIFIC

AD HOC MEETINGS - PPI STRATEGY
PPI Co-Leads, PPI +>- GROUP MEETING «
mentor & unit manager (MONTHLY)

Fig. 3 Meeting and training structure and Strategy Group Involvement
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2 PP1SG members commented on PROJECT PROPOSAL @
design, provided written and verbal
N \ 4
3 PPI SG members met with a researcher
- inputted into survey sample and early > PLAN SURVEY
questionnaire development
. P l
~
Full PP1 SG involved in questionnaire DEVELOP
evelopment & provided written feedback QUESTIONNAIRE
\. J
A 4
& ™
Researcher provided update at PPI SG o SURVEY DELIVERY
meeting and took comments OCTOBER
N 7
. ¥
>
Researcher provided update at PPI SG o SURVEY DELIVERY &
meeting and took comments ANALYSIS NOVEMBER
- 7
@ "\
Full PPI SG commented on draft of policy POLICY BRIEF
brief and provided written feedback DOCUMENT DECEMBER
9 »
g +
,
Full PPI SG commented on first draft of MANUSCRIPT FOR @
manuscript and provided written feedback i PUBLICATION
\ J

Fig. 4 PPI Strategy Group input into flue and Covid-19 vaccine hesitancy

Where are we now?
The members of the PPI SG are an essential part of the
unit and fully involved with every stage of the research
cycle — from the inception of the research question
through to dissemination—and participation in all other
unit activities, such as training and away days. This
includes involvement in projects related to Covid-19
[18], shared medical appointments [19], interventions to
direct the public to the right health service, and prevent-
ing urinary catheter infections. Input from group mem-
bers into several of these projects has elicited a positive
response from researchers which bodes well for the con-
tinued integration of the PPI SG with the PRU-BS. The
work of the PPI SG is just beginning but the indications
are that it is an important part of the unit and enables the
PRU-BS to continue to produce cutting edge, world lead-
ing research.

Since the advent of Covid-19 all of the group’s work by
necessity has been conducted via Zoom, the Voice plat-
form and emails. This does however mean that members

from regions outside of the North East who would not
always be able to meet face to face could participate more
easily.

Recommendations for creating a PPIE Strategy
Group

Research ultimately effects the public in some way. The
public, with their unique skills, experiences and insights,
gained through their roles as carers, as service users, or
in their various occupations need to be involved. The
phrase ‘nothing about us without us’ is apt here. Creating
a PPI SG for the PRU-BS has been an exciting challenge
and there are many lessons learnt. We have drawn nine
recommendations based on our experiences.

Point 1: PPI leads need to be involved from the begin-
ning in the formulation of funding applications for units
of this kind and given co-applicant status. This provides
continuity and commitment from the initial planning
to the shaping of ideas and forming a basis for future
development.
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Point 2: It is important that there is no prioritising of
optimism over reality when it comes to PPI. No plan
survives intact from its first contact with reality. There
is a need to adapt, be flexible and respond to changing
circumstances.

Point 3: Establishing an entirely new research unit takes
time. Research staff must be recruited and there needs to
be a modicum of administrative infrastructure in place
before PPI can fully take shape. Establishing a PPI group
before there is a clear role for them could result in public
members losing interest.

Point 4: It is essential that a PPI lead and co-lead are
appointed early to develop a plan of action and consider
key documents such as the Terms of Reference and Strat-
egy. On reflection, a great opportunity was missed by
not reaching out to other PPI Strategy Groups within the
NIHR infrastructure organisations to learn from their
experiences. In hindsight this would have had the poten-
tial to save time and effort.

Point 5: We adopted a pragmatic approach in drawing
up the Terms of Reference and the strategy document
and used those already developed by others. How-
ever, ideally these needed the input of the wider group.
Although there is a chicken and egg situation here, which
comes first, the documentation or the appointing of the
public group, it is felt that the whole group needs to be
involved. This has the advantage that the strategy docu-
ment can evolve to meet the needs of the PRU-BS and
the group, it also gives the group ownership of the docu-
ment and therefore a greater commitment.

Point 6: While asking individual members of the pub-
lic with known skills, knowledge and experiences to join
a PPI SG is an expedient route, we recognise that adver-
tising more widely for members is a more efficient way
of reaching a more diverse group of people. However, a
combination of the two has proved effective. In hindsight
recruiting the four initial members of the group meant
that we could get to know each other and establish a way
of working rather than involving seven total strangers. It
also meant we had early support and gained experience
of managing a group before the number of members
increased.

Point 7: In setting up the virtual platform it is important
that there is a progressive dialogue with action points
which are followed up and regular meetings scheduled
to avoid a break in communications and delay. It needs
to be stressed that there are many technical issues which
are often outside the skill set of the public members, that
require the input of professional staff, therefore clarity
and good communications are essential. A certain degree
of consensus is essential here and an ability to reach a
decision, acknowledging that everyone has different skills
knowledge and experiences.
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Point 8: Smooth effective working is dependent on
good relationships between public, managers and
researchers, every effort should be made to ensure that
this happens. For instance, the inclusion of DG and IS in
the management group and the involvement of PPI SG
members in the initial projects helped to build and estab-
lish relationships with the researchers.

Point 9: Induction of new members into the group
is essential to ensure every member has access to the
same information regarding the nature and work of the
unit. Everyone needs to start from the same level playing
field. Meeting face to face with the original four members
was a distinct advantage in getting to know each other
socially, trying to do so virtually is a challenge although
the WhatsApp group set up by one of the PPI SG mem-
bers acts as a space where we can interact socially.

Conclusions

In this commentary we have described our experiences
of creating a PPI SG and given recommendations we
hope will be beneficial to others wishing to do the same.
As stated earlier, there is little literature on forming a
group outside of the usual PPI for the duration of a sin-
gle research project. Of the two studies we identified we
found distinct differences in selection and training. First,
their PPI groups are involved in projects which focus on
one issue [13] or condition [14] whereas when recruiting
to the PPI SG we had to consider the very diverse nature
of the research they would be involved in. Projects could
vary from research exploring the uptake of the Covid
vaccine to issues related to the implementation of vir-
tual wards. Second, SG members often have to respond
rapidly to requests from government. We did not recruit
members with experience in a particular condition or
topic but needed to select those who met the criteria
and demands of the unit. This had implications for train-
ing which needed to be wide ranging and comprehensive
unlike with PPI on projects that focus on a single theme
or condition. In comparison, training for the PPI group
on data linkages [13] focused on an explanation of tech-
nical terms and information governance. The similarities
between creating PPI groups in these different settings
and our own was the necessity not only to work closely
with researchers and management but also the impor-
tance of developing strong relationships. It was appar-
ent in all cases that this did not preclude a professional,
indeed robust, relationship. Finally, while the unit’s PPI
SG retained many of the same qualities as these other
PPI groups, challenges such as ensuring inclusion, being
an integral part of the research cycle and working with
researchers and others to ensure research is of the very
highest standard remained the same. It has been argued
that striving to achieve an inclusive group may lead to a
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mismatch of skills and PPI that is tokenistic [20]. How-
ever, in creating our group we recruited members to
meet the behavioural science criteria, as described ear-
lier, through a national register of public members. By
doing so we attracted a wider pool of applicants and were
able to meet our objective of a truly diverse group, with
regard to gender, ethnicity and age.

In conclusion, we believe valuable lessons have been
learned about the realities and pace of implementing, in
a real-world setting, the PPI that is proposed in funding
applications. Hopefully our experience will be of value to
others embarking on such a venture.
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