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The INSIGHT project: reflections 
on the co-production of a quality recognition 
programme to showcase excellence in public 
involvement in health and care research
Steven Blackburn1, Rachele Hine2, Samantha Fairbanks2, Phillip Parkes2, Darren Murinas2, Andrew Meakin2, 
Robert Taylor3, Linda Parton3, Marilyn Jones4, Jessica Tunmore5, Jennifer Lench5, Nicola Evans6, 
Katharine Lewney7, Lucy O’Mara7 and Anthony A. Fryer6* 

Abstract 

Background The quality of Patient and Public Involvement (PPI) in healthcare research varies considerably and is fre-
quently tokenistic. We aimed to co-produce the Insight | Public Involvement Quality Recognition and Awards 
programme, based on the UK Standards for Public Involvement (UKSPI) alongside an incremental scale designed 
by Expert Citizens (a lived experience-led community group), to incentivise and celebrate continuous improvement 
in PPI.

Methods We used Task and Finish Groups (19/44 [43%] public contributor membership) to co-produce the pro-
gramme which we piloted in three organisations with different healthcare research models. We used surveys 
and review sessions to capture learning and reflections.

Results We co-created:

(1) A Quality descriptor matrix comprising four incremental quality levels (Welcoming, Listening, Learning, 
Leading) for each UKSPI standard.

(2) An assessment framework including guidance materials, self-assessment form and final report template.
(3) An assessor training package.
(4) The quality awards event format and nomination form. These materials were modified based on pilot-site feed-

back.

Of survey respondents: 94.4% felt they had made at least ‘Some’ personal contribution (half said ‘Quite a lot’/‘A great 
deal’), 88.9% said they were ‘Always’/‘Often’ able to express their views freely and, 100% stated the programme would 
have ‘A lot of impact’/‘Quite a bit of impact’.
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Background
The importance of public involvement
Involving those with ‘lived experience’ in the develop-
ment and delivery of healthcare research (frequently 
referred to as Patient and Public Involvement; PPI)—
including patients, carers and members of the wider pub-
lic—is scientifically and ethically essential [1–3].

In practice, this means that PPI should be part of the 
entire journey of a research project; from initial con-
ception, project design, project oversight, participant 
recruitment, logistics, data collection, interpretation and 
dissemination of results and indeed leadership [4–6]. 
However, public involvement also has wider applica-
tions, such as in formulating strategic direction at local 
and national level, departmental- or organisational-level 
oversight and review of funding bids [2, 4, 7].

Incentivising public involvement
While this involvement of the public in health and social 
care research should be self-evident, there has been a 
tendency for researchers to drive the agenda without 
involving those who will be affected by the research [8]. 

It is sometimes seen as an academic exercise driven by 
performance pressures in academia and guidance for 
completing research funding applications, rather than as 
a route to higher quality, clinically-relevant research that 
meets the actual needs of patients [8, 9].

Accordingly, incentivising good quality PPI in health-
care research is critical and a number of initiatives have 
sought to support greater use of PPI. Furthermore, evi-
dence of appropriate and active public involvement 
throughout a project is becoming an increasingly impor-
tant requirement for research ethics applications [10] 
many funding bodies including the UK National Institute 
for Health and Care Research (NIHR) [11, 12], though 
approaches to PPI appear variable across different fund-
ing bodies [13].

To encourage improvements in PPI quality, the NIHR 
Centre for Engagement and Dissemination (CED) was 
set up to ‘champion the effective engagement and involve-
ment of patients, public, carers, service users and com-
munities (people and communities) in all parts of the 
research journey’ [14]. Through the Public Involvement 
Standards Development Partnership, a set of standards 
were developed to clearly set out what effective public 

During the project, we identified the importance of taking time to explain project aims and contributor roles, adapt-
ing to the needs of individual contributors and, using smaller bespoke sessions outside the main Task and Finish 
Groups.

Conclusions We co-produced and piloted a quality recognition programme to incentivise and celebrate continuous 
quality improvement in PPI. One public contributor stated, “I feel strongly that the Insight framework and awards will 
raise awareness of the [public involvement] work going on in many community settings. [It] is likely to result in better shar-
ing of positive practice, incentivising research groups of any size to start work or to improve the quality of [PPI] could be one 
of the main benefits. I’m excited that if this initiative takes off, regionally and then in the longer term nationally, it could be a 
significant step in advancing the [public] voice.”

Keywords Public involvement, Quality improvement, Appreciative inquiry, Co-production, UK Standards for Public 
Involvement

Plain English summary 

How researchers involve members of the public in health research varies widely. We developed a scheme that encour-
ages researchers from any health research organisation to improve the quality of public involvement. We used joint 
workshops with researchers, health workers and members of the public to design the scheme. We then tested it 
in three research organisations. We recorded the experience of people taking part in the project to learn what went 
well and what could be improved. We looked at the six areas covered in the UK Standards for Public Involvement. 
For each area, we worked together to define four levels (Welcoming, Listening, Learning, Leading) of increasing 
quality. We designed the materials needed for organisations to take part in the scheme. We also created a training 
pack for assessors and the format of a celebration event. We modified the materials after testing them. We asked 
those who took part in the project, half of whom were lay members, what they thought. 94% felt they had made 
at least some personal contribution. 89% said they were often or always able to express their views freely. Everyone 
thought the project would have some degree of impact. Overall, those members of the public who took part said 
they enjoyed the process and felt that their views were listened to. Along the way, we learned that it was important 
to carefully explain the project’s aims, be clear about roles and have 1to1 discussions outside the main workshops.
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involvement looks like [15, 16]. These UK Standards for 
Public Involvement (UKSPI) in research were designed to 
encourage reflection and learning as a means to improv-
ing PPI rather than a set of hard indicators to evaluate 
PPI performance. However, they provide a very valuable 
and adaptable framework against which PPI practice can 
be recognised and improvement opportunities reflected 
upon.

The gap
While several other PPI incentivisation schemes exist, 
these are: restricted to small teams/individuals [17–19], 
focus on specific sector (e.g. academia) [20], have an 
emphasis on public engagement rather than involve-
ment [20], are more like an audit/accreditation scheme 
[20], limited to specific organisations [21, 22], restricted 
to grants from specific funding bodies [23] or make no 
reference to improving the voice of seldom-heard com-
munities [17–23]. Furthermore, what the UKSPI do not 
explicitly provide, and were not intended to, is an indica-
tion of levels of quality, nor do they specifically recognise 
or reward high quality PPI initiatives. Hence there is a 
need for a national scheme that incentivises high quality 
PPI by recognising, celebrating and sharing best practice. 
Our Research User Group members commented that, 
within their networks, the need for such incentivisation 
has been widely noted by public contributors. An incen-
tivisation scheme would demonstrate that organisations 
value and respect public contribution, as well as mitigate 
the dangers of a ‘tick-box’ PPI culture [8, 9]. Any such 
scheme would need to address the current disincentives 
to participating in PPI (principally time and cost [1, 3, 
24]).

An exemplar
Independently of the UKSPI, Expert Citizens, a Com-
munity Interest Company based in Stoke-on-Trent, UK, 
developed a framework to rate the quality of involvement 
of people with lived experience for organisations provid-
ing services for people experiencing social disadvantage 
(e.g. homelessness, addiction, offending behaviour, men-
tal health challenges). They comprise a team with lived 
experience themselves and therefore provide unique 
insight into the needs of services in this sector.

The Expert Citizens team developed the Insight Evalu-
ation© programme and linked National Insight Awards 
[25, 26], which aims to recognise, celebrate and share 
positive practice regarding involving those with lived 
experience in service improvement. Using a co-pro-
duction model, Expert Citizens created a framework 
comprising their own set of standards, each with four 
incremental quality levels: Welcoming, Listening, Learn-
ing and Leading. Importantly, they used an appreciative 

inquiry, strengths-based approach based on uncondi-
tional positive regard [27]. It was intentionally aimed at 
encouraging co-production in service design, develop-
ment and delivery, rather than as an audit or accredi-
tation tool to evaluate performance. Expert Citizens 
developed the original Insight standards in response to 
the question, “Who decides what positive practice looks 
like?” As such, the standards are an example of a disrup-
tive systems change. They challenge underlying assump-
tions about the sources of knowledge and expertise to 
recognise and leverage lived experience as a source of 
power.

Although the original framework was not developed 
specifically for a healthcare context, there are several 
examples from previous award winners and nominees 
drawn from healthcare settings [28]. These examples 
illustrate that their Insight model has the capability of 
encouraging co-production in service design. 

What we set out to do:
Given the parallels between the aims of the UKSPI and 
Expert Citizens Insight Evaluation model, we explored 
the possibility of integrating the strengths of both 
approaches. Using these as a basis, we co-produced, 
together with the Expert Citizens team, what came to be 
known as the Insight | Public Involvement Quality Rec-
ognition and Awards Programme. As with the Expert 
Citizens model, this Programme comprised both a Qual-
ity Recognition Scheme and a National Quality Awards 
Event. Early in the co-production process (feedback from 
the launch event and early task and finish group ses-
sions), we established that such a scheme would need to:

(1) Be applicable across a wide variety of health and 
social care settings, from small community-based 
organisations to large NHS, academic or private 
sector institutions.

(2) Genuinely involve those with lived experience in its 
creation and delivery (true co-production).

(3) Be based on the same appreciative inquiry approach 
used by Expert Citizens to facilitate recognition and 
sharing of best practice, rather than as an audit or 
accreditation tool.

Our aims were therefore to co-create the framework for 
the Programme, using task and finish groups, and pilot 
the Programme across three organisations representing 
differing models of, and approaches to, healthcare ser-
vice provision and research. We now describe the set-up, 
learning and outputs from this project. We also include 
the challenges faced along the way (and how these were 
addressed), and learning and reflections from both pub-
lic and professional contributors on the co-production 
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process. This project describes the first phase of a larger 
programme of work, which has now also included inde-
pendent market research and the development of a busi-
ness model, as well as work to develop the infrastructure 
to support the programme’s scalability and long-term 
sustainability (beyond the scope of this report).

Methods
The project involved a number of stages as outlined 
below (Fig. 1). Public contributors were involved at each 
stage (see Additional file 1—GRIPP2 Short Form). As this 
work was a PPI co-production project with public con-
tributors as collaborators rather than data sources [29], 
research ethics committee approval was not required. 
However, the project did adhere to the general ethical 
principles outlined by UK Research and Innovation and 
by the Helsinki Declaration [30, 31]. Written consent was 
obtained to use quotes from public contributors in this 
publication. All public contributors were offered pay-
ment in line with National Institute for Health and Care 
Research recommendations [32]. Details of how the ini-
tial concept was conceived, project oversight arrange-
ments and a description of the project launch event are 
provided in Additional File 2.

Programme development
To develop the framework and key elements of the Pro-
gramme, four ‘task and finish groups’ (TFGs) were cre-
ated (led by AAF or SB, with a nominated scribe for each 

session [divided between NE and two other staff mem-
bers]), each addressing one of the four elements of the 
Programme:

1. Quality Indicators: Establishment of the overall 
framework for the programme and development of 
the quality indicators based on the Expert Citizens 
Insight Evaluation Programme and the UKSPI.

2. Assessment: Creation of the Programme’s assess-
ment framework.

3. Training: Development of a training package for 
assessor (both professional and lay assessors).

4. Quality Awards Event: Exploration of the logistics, 
format and assessment process for a national annual 
quality awards event.

Our initial plan was to use face-to-face meetings for the 
TFGs. However, as a result of the COVID-19 pandemic-
associated restrictions, this was switched to an online 
platform (MS Teams). Care was taken to ensure that 
contributors felt comfortable participating in an online 
environment by providing support and guidance (e.g. a 
digital engagement guide [33]) and recognised best prac-
tice [34].

Co-production was central to the purpose of these 
groups (Additional file  1) [35, 36]. Membership com-
prised a broadly equal number of professional and public 
participants (19/44; 43%) from a variety of different back-
grounds and experiences (21 TFG sessions over 33 weeks; 

Fig. 1 Flow chart showing project stages
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Additional file 3), including those from Keele University’s 
Research User Group, Expert Citizens, and those affili-
ated with the other two partner organisations; Midlands 
Partnership Foundation NHS Trust and the University 
Hospitals of North Midlands NHS Trust. At the outset of 
each TFG, the roles and responsibilities of attendees and 
principles of co-production were agreed (based on NIHR 
principles [35]). In some instances, smaller group or 1:1 
meetings were arranged alongside the TFGs for members 
to address specific tasks from the TFGs.

The aim of the TFGs was to create a working frame-
work for the programme, along with associated docu-
mentation, to enable it to be piloted. The process for each 
TFG generally involved an initial wide discussion around 
a number of theme-specific topics, development of draft 
documentation, followed by review of the documentation 
by the group. For example, one of the documents that 
TFG 1 co-created was a description of the newly gener-
ated Quality Indicators which would then be used as a 
basis for the assessment and training covered by TFGs 
2 and 3. ’Feedback was sought from TFG members and 
where appropriate the documents were further revised 
prior to the piloting of the programme.

Piloting
The Programme was piloted at three sites. These were 
selected to gain feedback from different types of organi-
sations at differing stages in their PPI journey; a multi-
site acute university hospital NHS trust (University 
Hospitals of North Midlands Research and Innovation 
Directorate), a community NHS trust (Midlands Part-
nership Foundation University NHS Trust Research and 
Development Department) and a university department 
with ongoing clinical research (Keele University School 
of Pharmacy and Bioengineering).

During the piloting, we asked the sites for feedback on 
the documents and forms (e.g. structure, ease of comple-
tion, possible amendments), the format of the scheme 
(e.g. process, structure) and on its impact (e.g. over-
all value, changes made as a result of participation). We 
also encouraged pilot sites to suggest nominees for the 
Quality Awards Event to gain feedback on that process, 
including the completion of the newly-developed nomi-
nation form. The training package was also piloted with 
three new public assessors invited by an email invita-
tion to members of the Keele University Research Users 
Group. AAF delivered the training virtually (via MS 
Teams) using the co-produced slides and took notes of 
suggested changes.

Evaluation and revision
Following the pilots, AAF and SB obtained feedback 
from:

(1) The TFG members to gain insight into how well the 
co-production process had worked for them (see 
below).

(2) Pilot site participants to highlight any changes 
needed to the documentation and to explore the 
benefits of participation in the Programme.

(3) Assessors to explore both public and professional 
experience of applying the new Quality Indicators, 
use of the documentation and completion of the 
final report. From new assessors, we were also able 
to gain views on the training package. Feedback was 
collected as part of meetings (e.g. from participants 
during the assessment process, or from assessors as 
part of the training itself ) and via email from pilot 
sites.

Reflection and learning
The development of INSIGHT drew on a range of reflec-
tion typologies that follow the principles of the model 
provided by Schön where the design process is, of itself, 
a reflective practice [37, 38]. The interactions between 
the project participants, including the task and finish 
groups, provided opportunities for ‘reflection-in-action’ 
leading to evolutionary changes in the emerging design 
of the framework. Subsequently, the piloting and end of 
project evaluation provided opportunities for ‘reflection-
in-action’ that influenced the final form of the phase 1 
outputs and helped to frame activity for later phases of 
the project. Both categories included elements of pri-
marily experiential and narrative reflection among the 
participants.

Throughout the process, the scribes collected and 
AAF/SB collated the experiences and reflections of both 
public and professional contributors on the T&F process. 
As part of a review of meeting notes from the task and 
finish groups and final review session by the core team 
(SB, AAF, NE, RH, JT), how the input from public con-
tributors shaped the final product throughout its devel-
opment was captured. In addition, this review identified 
the learning garnered during the co-production journey, 
exploring what went well and how we might have done 
things differently, including any unexpected outcomes 
encountered along the way.

This was achieved using:

(1) A simple bespoke online feedback questionnaire 
circulated to all those who participated in the TFG 
work, both professional and public (Additional 
file 4). This was developed by SB and AAF to cap-
ture a broad perspective on how participants felt 
about their involvement. It was based on a simi-
lar questionnaire used by Keele University for the 
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JIGSAW-E project [39]. Replies were received from 
18/44 (41%).

(2) A review session (led by AAF) for all TFG partici-
pants at the end of the programme development 
phase

(3) Ongoing discussions as part of the range of over-
sight meetings (see Additional file  2), TFG meet-
ings, during piloting phase and document review 
meetings.

(4) A request for written feedback from pilot sites on 
the format, content and potential impact of the final 
report.

Data on the number of public contributors involved in 
each TFG (Table 1) and in other elements of the project 
(Additional files 1, 2) was collated by NE.

As expected (and encouraged) during the project, a 
diverse range of views and comments were received, 
including some instances where comments were mutu-
ally exclusive, and discussions became more lively and 
interactive as the project progressed and participants 
became more comfortable with each other. Generally, 
these were resolved and consensus achieved during the 
TFG discussion sessions themselves. Some of the issues 
around purpose and scope early in the project were han-
dled this through ’time-out’ of the intended agenda and 
additional individual and group conversations. In some 
instances, the core team were tasked with proposing a 
compromise outside these sessions and submitting this to 
the next session for approval. Given the positive working 
environment within the TFGs, in no instances was it not 
possible to agree a final version.

The main point of discomfort was at the start, par-
ticularly around the general understanding of pur-
pose of the project and quality framework but secondly 
scope—whether it was on the quality of organisational/
institutional approaches, rather than individual research 
projects.

This was  handled through ’time-out’ of the intended 
agenda and additional individual and group conversa-
tions about purpose and scope to come to a consensus.

Results
Outputs from the TFGs and piloting
Table  1 shows the composition, key aims, questions 
addressed and outputs from each of the four TFGs. The 
outputs are described in more detail in Additional file 3. 
An example of the co-developed Quality Level Descrip-
tors is shown in Fig. 2, for the first of the UKSPI (Inclusive 
Opportunities). The changes made as a result of feedback 
from the piloting of the programme is described in Addi-
tional file 3.

Reflections and learning
Online questionnaire
The online questionnaire (Additional file  4) was com-
pleted by 18 participants in the project, comprising 10 
public contributors involved in the TFGs (including 
2 members of Expert Citizens), 4 staff from the three 
pilot sites, 2 steering group members and 2 project team 
members (Fig.  3). Overall, there appeared to be clar-
ity regarding respondents’ role within the project and 
understanding of the project’s objectives with 15 (83.3%) 
being ‘Completely clear’ or ‘Quite clear’ of their role in 
the project, and 17 (94.4%) feeling that they understood 
‘Everything’ or ‘Most things’ about the project’s objectives. 
Individual comments, particularly from those who were 
less clear about roles or objectives were used to inform 
future learning as the project proceeded. One public con-
tributor felt that, ‘Learning as the project progressed was 
welcome although I felt lack of knowledge at the beginning 
held me back.’

All respondents bar one (94.4%) felt that they had made 
at least ‘Some’ personal contribution to the project with 
half stating they had made ‘Quite a lot’ or ‘A great deal’ 
of personal contribution. In addition to taking part in 
the TFGs, public contributors said that they were able 
to draw from their previous experience in both their 
previous professional experience or other PPI activities. 
One participant said; ‘I have tried to give my thoughts on 
experiences of a past Quality Award Scheme from my pre-
vious profession and combine hopefully with new proac-
tive ideas gained from many years of [PPI] experience in 
research.’

In terms of freedom to express views during the pro-
ject, 16/18 (88.9%) respondents said they were either 
‘Always’ or ‘Often’ able to express their views freely about 
the project. Of the remaining two who stated that they 
were ‘Sometimes’ able to express their views freely, one 
indicated that this improved as the project progressed. 
All respondents felt that the project would make either ‘A 
lot of impact’ or ‘Quite a bit of impact’ on approaches to 
public involvement in health and care research.

In general, results from public contributors were simi-
lar to those from professional respondents (Fig. 3).

In addition to the specific closed questions, the ques-
tionnaire provided open questions to provide oppor-
tunity for participants to reflect on their experiences. 
Table  2 provides examples of these reflections from the 
public contributors.

Review meeting
The review meeting at the end of the TFG sessions 
addressed 5 themes (Table 3). This provided very valu-
able learning, some of which was raised earlier in the 
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project and was responded to as the project progressed. 
Overall, the response was positive for what we agreed 
was an ambitious project.

Pilot site feedback
We also requested feedback from the pilot sites specifi-
cally on the format, content and potential impact of the 
final report. In terms of format, the pilot sites felt that the 

Fig. 2 Quality Level descriptors the inclusive opportunities standard for the Insight | Public Involvement framework

Fig. 3 Views of project participants on their involvement in the project and its potential impact
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report looked ‘professional’ and ‘easy on the eye’, but there 
were suggestions for minor changes such as page num-
bering, spacing and use of tables to summarise findings. 
The feedback was very positive regarding content with 
one site commenting that the ‘suggestions for positive 
change section and the observations and evaluation sec-
tions for each standard were particularly helpful’. It was 
felt that the report was too long and suggestions were 
made around revising this, which were adopted during 
the revision of the report template. Regarding potential 
benefits and impact of the report, pilot site participants 

felt that it informed the departments PPIE strategy 
and that participation in INSIGHT programme would 
‘help with grant applications and when recruiting public 
contributors’.

Other reflections captured during the project
Several other themes were identified from feedback dur-
ing the project, including: the general sense of the com-
plexity and potential impact of the project, the feeling 
that contributor views were heard and shaped the final 
product, the importance of opportunities to address 

Table 2 Reflections from public contributors from the online survey

Question Quotes from public contributors

1 Please describe how, if at all, you have made a contribution to the pro-
ject personally

I have tried to give my thoughts on experiences of a past Quality Award 
Scheme from my previous profession and combine hopefully with new 
proactive ideas gained from many years of [PPI] experience in research
As a member of the task and finish group, I felt I played a part in producing 
the training package using my 10 years [PPI] experience
I used my lived experience to help lead conversations along with my knowl-
edge of the [Expert Citizens] systems
Being able to give views about what was discussed. And some of the things 
spoken about taken on board
I would have liked to have been more involved from the start as initially I felt 
unprepared and lacking knowledge in the process
I was able to bring my lived experience of mental issues and knowledge of 
the VCSE [Voluntary, Community and Social Enterprise] sector to the meet-
ings I attended
Giving context, explanations and examples in the task and finish group and 
also contributing to the wording

2 What, if anything, have you learnt from your experience of being 
involved in the project?

A much greater knowledge of the wider and excellent community work in 
[PPI] in our region and in different health care settings. To understand how 
best practise can be shared to improve all [PPI] standards
How we can motivate and educate by recognising quality of good practise 
many great examples of community work in healthcare practise
Good team working
How different it needed to be for health and research
Being part of a project that you helped with and seeing it from start to finish
Learning as the project progressed was welcome although I felt lack of 
knowledge at the beginning held me back
I have learnt that there is a wealth of human resources in our community—
committed to and passionate about improvement and change
How adaptable the standards are. Also learnt about the public involvement 
both at Keele and UHNM [University Hospitals of North Midlands] within 
different departments

3 Please use this space to explain any of your answers further or pro-
vide any other comments about your experience of being involved 
with the project?

This has been a steep but enlightening and rewarding learning curve for 
many working in different healthcare settings to firstly be made aware of the 
breadth of [PPI] work being carried out within the community then seeing 
how great examples of best practise can benefit everyone. At times the work 
has been challenging to consider ways and how we consider standards 
against our present working patterns but with great energy and fantastic 
ideas it is exciting to see a pilot Award scheme in its final stage. It’s been a 
great team effort and a great example of co- production
If this can really take off, it would help with NIHR reviews if researchers belong 
to an organisation which has been evaluated
Just being involved and seeing the project grow was so rewarding. Plus all 
the hard work of everyone involved. And how people were listened to
I felt detached initially and would have liked more information regarding 
background to the project. I found the separate meeting with Expert Citizens 
provided me with a clearer understanding of the fundamental requirements
Would like to see how this project works in practice and all the learning 
embedded in the next phase
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specific aspects in small sub-groups outside the TFG ses-
sions, and the overall sense that the participants enjoyed 
the process.

These key themes were encapsulated during one of 
the TFG sessions (TFG 2, session 3) where, as one of the 
usual ice-breakers, the facilitator asked members to give 
one word to describe this project. Words used by partici-
pants included: ‘Involvement’, ‘Share’, ‘Relieved’, ‘Challeng-
ing’, ‘Excited’, ‘Learning’, ‘Interesting’ and ‘Wow!’. Despite 
being an informal tool to gauge the feelings of the group, 
it appeared to reflect very positive engagement in the 
project.

We also collated quotes from members of the first TFG 
when they were asked about their experience of partici-
pation at the end of the sessions. (Table 4).

Further detail on the impact of public contribution and 
changes made as a result of feedback are highlighted in 
Additional files 1 and 3.

Discussion
We believe that the Insight | Public Involvement Qual-
ity Recognition and Awards Programme represents the 
first co-produced programme that recognises, celebrates 
and shares how organisations and individuals involve the 
public in design and delivery of health and care research, 
using a strengths-based, appreciative inquiry approach. It 
is based on a collaboration between NHS, academia and 
community sectors, as well as strong public contributor 
representation. It also acted as an exemplar for the type 
of working together that the programme aimed to inspire 
in its participants.

Other public involvement recognition schemes and quality 
frameworks
There are a large number of frameworks aimed at sup-
porting, evaluating and improving the quality of public 
involvement though, in their review of these frameworks, 
Greenhalgh et  al. [4] concluded that ‘most published 

frameworks have been little used beyond the groups 
that developed them’. They offer suggestions on how to 
develop a suitable framework and recommend working 
with ‘patient collaborators’ to ‘plan and deliver a series 
of co‐design workshops to generate a locally relevant and 
locally owned framework’. We broadly adopted this co-
development approach with the intention of creating 
a programme that would have wider applicability and 
provide a mechanism for facilitating greater interaction 
between involvement practitioners.

We acknowledge that our programme is not the only 
initiative that offers awards for PPI activity. Over the 
last decade, regional NIHR Clinical Research Networks 
(CRN), including the West Midlands CRN, have had 
annual awards that recognises high quality PPI activity 
[17, 18] while the NIHR School for Primary Care have 
also offered prizes for public involvement [19]. These 
generally focus on specific PPI initiatives by small teams, 
rather than at organisational level. Our programme has 
a much wider reach and more systematic approach, 
with a drive to improve best practice, and facilitate its 
spread across healthcare and social research-active 
organisations.

The Engage Watermark is an award granted by the 
National Co-ordinating Centre for Public Engagement to 
higher education institutions to recognise their strategic 
support for, and commitment to improve, public engage-
ment [20]. It is aimed at institution/faculty level, also has 
4 levels (bronze, silver, gold, platinum) and provides a set 
of recommendations for improvement. Its reach extends 
beyond healthcare research but is limited to the higher 
education sector. It appears to use more of an audit and 
benchmarking approach and therefore feels more of an 
accreditation programme than the quality recognition 
approach that our use of appreciative inquiry brings. 
Importantly, its focus is on public engagement (attracting 
public interest in the research an organisation is doing) 
rather than involvement (including public contributors 

Table 4 Reflections from members of Task and Finish groups

Quotes from participants

‘Working with such a large and widely diverse group was a new experience for me. I feel the project benefitted from this, as we were all motivating each other, 
and plenty of ideas were "bounced" between us.’ (Public contributor)

‘I really like that everyone’s thoughts, ideas and opinions are listened to and carefully considered. I think that type of environment is really key to having successful 
and productive sessions, which I feel we have had.’ (Clinical Trials Manager)

‘They have really done a great job with the wording to keep it simple and meaningful. We can often get carried away putting too much in’ (PPI Manager)

‘The process and wording we have followed has simplified a lay person’s understanding, and as a lay person I can say that with confidence. Our understanding 
of the process is better as we have discussed and listened to everyone’s views therefore a balanced and open view has been reached within the group.’ (Public 
contributor)

’I am really enjoying being part of this project and being able to contribute to the work of the Task and Finish Group 1. There has been real evidence of co-
production within this group. Everybody is listened to, their contributions valued, and everybody has worked well together. This I feel is reflected in the quality of 
the standards document that has been produced and the project as a whole will benefit from this’ (Head of PPI)
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in the design and delivery of healthcare research). The 
Watermark programme therefore has some similarities 
to our programme and there may be mileage in drawing 
from this expertise.

Some universities have their own awards that recognise 
excellence in PPI activity [21, 22], though these are only 
open to the organisation’s staff members. At a project 
level, the European Research Council provide a Public 
Engagement with Research Award [23], designed to recog-
nize and celebrate European Research Council grantees 
who have demonstrated excellence in public engagement 
and outreach. They offer monetary prizes (€10,000) for 
each of three awards—Involve (citizen science), Inspire 
(public outreach), Influence (media and policy). Win-
ners are invited to a European Research Council-affili-
ated conference and are given increased media coverage. 
While this programme also provides some useful con-
cepts that may be valuable in the future development of 
our programme, its project focus and restriction to grant 
awardees limits its current usefulness.

As well as quality awards schemes, several other PPI 
quality improvement tools exist. For example, the Guid-
ance for Reporting Involvement of Patients and the Public 
(GRIPP) provides a framework for reporting study-level 
capture of PPI activities [36]. This is used extensively and 
extremely valuable for outlining PPI activities for projects 
and its embedding in the process for publication for jour-
nal such as BMC Research Involvement and Engagement 
encourages improvement in PPI quality.

The CUBE framework, was developed as a tool to 
help with planning and evaluating the process of PPI in 
research [40, 41]. It examines the quality of PPI across 
four domains; the strength of the public voice, diversity 
in ways for public contributors to be involved, the degree 
of attention to public concerns and organisational atti-
tude to change. Hence, there is overlap across some of the 
UKSPI standards and the workshop approach suggested 
CUBE would be a useful way to review and evidence the 
quality of PPI activity within an organisation as part of 
an INSIGHT self-assessment. In terms of the UKPSI 
‘impact’ standard, the Public Involvement Impact Assess-
ment Framework (PiiAF) represents an excellent tool to 
record and is ‘primarily aimed at researchers who wish to 
design an assessment of the impact of public involvement 
in their research’ [41–43]. We propose that this would be 
a valuable tool to evaluate the effectiveness of INSIGHT 
as well as providing a means for collecting impact evi-
dence for organisations who wish to participate in the 
INSIGHT programme. More recently, the Public Involve-
ment in Research Impact Toolkit (PIRIT) has been co-
developed by public contributors and staff members 
for use at the Marie Curie Research Centre and the 
Wales Cancer Research Centre [44]. It comprises tools 

to support researchers, particularly in public involve-
ment planning and impact reporting at a project level. It 
aligns to the UKSPI and provides an excellent checklist 
to ensure public contributors are involved at every stage 
of a project, whilst also capturing their contribution and 
impact on how the project was developed and delivered.

While these schemes provide significant comple-
mentarity to INSIGHT and would represent means to 
collect organisational evidence of high-quality PPI for 
submission to INSIGHT, most are not aligned directly to 
the UKSPI and do not cover the breadth of PPI activity 
encompassed by the UKSPI. Furthermore, they do not 
celebrate or facilitate spread of PPI excellence, and are 
more focused on the benefits to an individual organisa-
tion or research team.

Programme structure
As mentioned in the Introduction, the UKSPI shied away 
from the introduction of a ‘rating’ system alongside their 
six standards. We too wanted to avoid anything that 
hinted at an accreditation scheme or audit process as this 
was felt to be a disincentive for participants. However, the 
use of quality levels in the context of the Expert Citizens 
Insight Evaluation programme [25], underpinned with an 
appreciative inquiry, strengths-based approach, was felt 
to be a workable model as a positive means of identifying 
existing good practice and support continuous improve-
ment. Our public contributors embraced this approach, 
and the pilot sites appreciated the support in facilitating 
ongoing improvement that this approach gave them. The 
ability to quote the achieved level in grant applications 
and on organisational marketing material was felt to be 
a positive incentivisation for participation by the public 
contributors and pilot sites.

Benefits afforded by the INSIGHT programme
As summarised above, we believe that our programme 
brings together key elements of existing initiatives to 
create a programme that has several important, often 
unique, benefits:

Flexibility
Given the generic approach we have used, it was felt that 
INSIGHT could be suitable for national or even inter-
national application. By incorporating within the assess-
ment process a mechanism to account for organisation 
size and resources it is flexible enough to be applicable 
to any type of organisation (i.e. any involved in health 
and social care research; including commercial research 
organisations such as pharmaceutical companies, con-
tract research organisations and medical equipment 
manufacturers, as well as those small third sector groups 
or charities that are frequently overlooked). Furthermore, 
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by combining both the INSIGHT assessment scheme for 
organisations and departments alongside the INSIGHT 
quality awards event for individuals and small teams, it 
accommodates any PPI-active groupings from individu-
als to whole organisations. This would address some 
of the limitations of existing programmes as described 
above [17–23].

Independent, lived experience‑led assessment
It provides an independent assessment of public involve-
ment activity, co-led by public contributors, which would 
assist in validating statements made on grant applica-
tions, websites, etc., regarding public involvement activ-
ity within an organisation. While healthcare research 
funders and governance bodies such as research eth-
ics and the UK Health Research Authority increasingly 
require evidence of public involvement at every stage of 
the grant development and delivery [10–13], independ-
ent assessment of this is sometimes challenging [9].

Profile
The celebratory nature of the national annual Awards 
Event provides the opportunity to raise the profile of 
public involvement activity. It also provides opportunity 
to demonstrate the importance and celebrate the impact 
of PPI activities. While some current public involvement 
activities are publicised, their reach is often more local-
ity-/region-focused [17, 18, 21, 22], or project-based [23].

Spread and Improvement
The Awards Event (particularly the use of a special award 
for spreading improvement), along with our plans for a 
repository of involvement ideas, training and toolkits, 
facilitate the spread of public involvement activities 
across health and social care research organisations. Such 
a repository could supplement and align with the NIHR 
CED’s Learning for Involvement website [45]. We are not 
aware of such a central, national resource of approaches 
and ideas for improving PPI, though it is believed that 
there are plans for the NIHR to bring all their PPI infor-
mation into a single resource centre (CED—personal 
communication). Furthermore, the programme aims to 
expand the number of public contributors; directly by 
encouraging new public assessors to be part of the assess-
ment process, and indirectly by encouraging participat-
ing commercial and non-commercial organisations to 
improve their PPI activity. It also supports the drive for 
improvement in the level and quality of public involve-
ment at individual to organisational level and creates an 
incentive to develop strategic approaches to this activity. 
While other organisations, including the NIHR CED and 
CRN PPI networks [14, 17, 18], exist to facilitate spread 
and improvement in public involvement activity, our aim 

is to work with these groups to expand this further using 
a systematic approach based on a common set of quality 
indicators and levels.

Incentivisation
We feel that our focus on a ‘carrot’ (pull) rather than 
‘stick’ (push) approach to improving public involvement, 
by use of an appreciative inquiry approach with celebra-
tion of best practice rather than an audit-based pro-
gramme, is more likely to incentivise participation in the 
scheme. While programmes such as the Engage Water-
mark [20] has significant potential for expansion from 
engagement into involvement, and across to healthcare 
organisations, we felt that its audit style approach may 
disincentivise participation and may go against the prin-
ciples behind why the UKSPI were developed [15].

Innovation
Our programme encourages innovation in public 
involvement activities and this is further recognised by 
the special award for innovation as part of our Quality 
Awards Event. In the context of the ever-changing tech-
nological landscape and use of social media, not to forget 
the innovations brought about by the COVID-19 pan-
demic, our aim was to encourage new ways of expanding 
public involvement.

Equality, diversity and inclusion
Equality, diversity and inclusion represents a key priority 
for the NIHR [46], including in public involvement activ-
ity [47]. Our programme aims to address the general lack 
of diversity in public contributors, including by encour-
aging equality, diversity and inclusion in membership of 
assessment panels and by the use of a special Encourag-
ing Diversity Award.

Impact
Our overall aim is to improve the quality and relevance 
of health and social care research and we firmly believe 
that greater public involvement is a key component of 
this. Numerous studies have indicated the potential 
ways in which public involvement may improve clinical 
research, though how these can be accurately evaluated 
remains a topic of debate [12, 48]. Public involvement is 
not only about impact on the research itself, but may also 
encompass benefits such as empowerment of public con-
tributors and improving the wider relationship between 
the public and researchers [4], as well as making health 
and social care research more accessible to the pub-
lic [6]. Some have suggested that the potential negative 
impact of public involvement has been little studied [48], 
though while such balancing measures should indeed be 
included in evaluation of impact, it is difficult to imagine 
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that harms would outweigh the benefits. For example, 
our public contributors have described how their health 
literacy improved through involvement in PPI activities.

Co‑production
As noted above, Greenhalgh et al. [4] identified 65 frame-
works related to co-production in research. These frame-
works generally focused on their use within individual 
projects and targeted specific aspects such as power-
sharing, participant recruitment, research priority-set-
ting, report writing or partnership development.

While we did not adopt a specific framework, we aimed 
to incorporate the key principles of co-production cov-
ered by these frameworks in the development of our 
programme, together with an equal power partnership 
in its delivery, in order to ensure that the public voice 
is genuinely represented in a scheme focusing on such a 
topic. It became clear during the task and finish groups 
that public contributors ask questions and generate ideas 
that would not readily be apparent to academics. Wicks 
et  al. [11] stated that ‘One of the main stumbling blocks 
to “coproduction” of research with patients and the pub-
lic is that professionals lack knowledge, skills, and experi-
ence on how best to do it.’ While the NIHR have published 
guidelines on co-production [35], our experience from 
this study illustrated that clinical and academic inter-
pretations of this term vary considerably and that true 
co-production is rare. Indeed, one benefit from involv-
ing Expert Citizens as a core partner was that they focus 
heavily on co-production and have delivered workshops 
on the subject from the point of view of people with lived 
experience [49], thereby reversing the usual balance of 
‘professional teaching the public’ in this regard.

In terms of the project itself, we brought together ‘pro-
fessionals’ with public contributors from very different 
backgrounds in the TFGs. Given that co-production, 
with its bringing together of people with different and 
frequently strongly held views, can itself be challenging 
at times [24, 35], we expected some challenging TFG ses-
sions I this regard. However, while the breadth of exper-
tise and experience inevitably generated a diverse range 
of views, consensus was overall very easy to reach and we 
did not encounter any instances on overt or intractable 
disagreement.

Reflection and learning
In addition to gaining feedback on the materials we 
developed throughout the project, and making revisions 
accordingly, it was important to capture the learning and 
reflections from public and professional participants. On 
the whole, comments from public contributors suggested 
a very positive experience and enthusiasm for the project. 
There was an overall sense of genuine co-production with 

the freedom to express views and see those views initi-
ate change. However, we learned that it was important 
to clarify roles and take time to explain the background 
and aims of the project at the beginning, particularly as 
it was recognised that these aims were ambitious. Simi-
lar to previous observations [50], adapting to the needs 
of individual public contributors was important and we 
identified that smaller group sessions outside the main 
TFGs was extremely valuable for some participants. In 
a systematic review of patient engagement in research, 
Domecq et al. [1] also identified that spending adequate 
time to build reciprocal relationships between public 
contributors and researchers, fostering mutual respect 
and being clear on what is expected of public contribu-
tors were seen as important.

Our initial plan was for the TFGs to operate as face-
to-face meetings. However, the COVID-19 pandemic-
associated restrictions prevented that and all groups 
were conducted using an online platform. This was dis-
appointing in respect to the reduced ability to generate 
the inter-personal interactions and bonding between 
group members. However, notwithstanding a few techni-
cal glitches at times, all participants adapted to the online 
format, and we were able to hold a larger number of ses-
sions due to reduced costs. As also experienced by the 
Blueprint Writing Collective [50], a hybrid approach has 
become a more common feature in the Impact Accelera-
tor Unit at Keele University (the Unit which leads on PPI 
within the University’s Medical School), though we are 
mindful of the risks of digital exclusion.

We also identified that working alongside a third sec-
tor organisation comprising people with lived expe-
rience (Expert Citizens) and who had created the 
original Insight framework, provided a bridge between 
the health-associated professionals/academics, and those 
public contributors who were unfamiliar with the Insight 
concept. This use of third sector organisations to facili-
tate meaningful public involvement is not new [50] and 
can facilitate building bridges that otherwise might be 
challenging to academics working independently.

The professional members of the team also recognised 
their own learning from interacting with an array of pub-
lic contributors with diverse experiences and expertise. 
In our project, the academic team aimed to use a co-
production approach from the start. However, it can be 
challenging to adhere to ‘… principles of respect, trust, 
reciprocity, and co-learning…’ (as described by Kirwan 
et  al.as one of their core guidelines for patient engage-
ment [51]) as these take significant time and commit-
ment to adopt by researchers who are used to driving 
the research agenda themselves. During the project, the 
immense value of the experience and expertise provided 
by public contributors became very clear, making these 
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guidelines much easier to follow. The power of the public 
voice may have been assisted by the fact that we elected 
to involve a large number of public contributors (almost 
half of TFG members).

Challenges and next steps
We recognise that this programme is in its infancy and 
requires significant further evaluation and refinement, 
as well as continuing support from key stakeholders 
such as the NIHR, before it becomes a fully-fledged pro-
gramme. To this end, we have been encouraged by the 
CRN West Midlands’ support for the project to date and 
by their continued commitment to support a regional 
roll-out and evaluation of the Insight | Public Involve-
ment programme across NHS partners within the region. 
The evaluation will present challenges, as illustrated by 
Russell et al. [48] and Boivin et al. [12], and will need to 
include an appropriate a mix of outcome, process and 
balancing measures using a mixed methods approach. 
This, along with a realist evaluation INSIGHT to deter-
mine how it could be adapted for different health and 
social care settings, forms part of the next steps of the 
programme’s development.

We also acknowledge that a sustainable business model 
needed to be developed, along with the associated mar-
keting strategy and allied commercial considerations. 
These aspects formed part of phase 2 of the programme’s 
development, which included independent market 
research and collaboration with the Chamber of Com-
merce to develop the business model. This indicates that 
the programme is sustainably over the long term.

While the programme was developed so that it can be 
applied across most settings where health and social care 
research is carried out, including the private sector, the 
pilot work has focused on the UK NHS and academia. 
It may require further refinement to be applicable more 
widely (e.g. commercial sector, social care, third sector 
organisations) and beyond the UK. However, we believe 
that the core structure is sufficiently flexible and resilient 
so as to not require wholesale changes.

Conclusions
We have co-produced the framework for a Quality Rec-
ognition and Awards Programme that celebrates and 
facilitates the spread of public involvement in health 
and social care research. We are not aware of a simi-
lar programme that fulfils this need. As the field of 
public involvement in health and social care research 
continues to grow, we believe that this programme 
will facilitate this growth, provide a core repository 
of involvement ideas and indeed potentially act as a 
mechanism for evaluating its quality and impact. We 
also believe this framework promotes the value and 

benefit to the public contributors, with the potential for 
increasing their numbers, time and commitment.

Abbreviations
PPI  Public and Patient Involvement
UKSPI  UK Standards for Public Involvement
NIHR  National Institute for Health Research
CED  Centre for Engagement and Dissemination
TFG  Task and Finish Group
CRN  Clinical Research Network

Supplementary Information
The online version contains supplementary material available at https:// doi. 
org/ 10. 1186/ s40900- 023- 00508-4.

Additional file 1. GRIPP2 short form.

Additional file 2. The Insight | Public Involvement programme: concept, 
project oversight, project launch event and co-production approach.

Additional file 3. Programme development outputs and impact of 
piloting. Figure AF3‑1 GANTT chart showing the timings of some key 
activities. Figure AF3‑2 Components of the Insight | Public Involvement 
Quality Recognition and Awards Programme. Figure AF3‑3 Overall struc-
ture of the Insight | Public Involvement Quality Recognition and Awards 
Programme. Figure AF3‑4 Process maps for the (a) Quality Recognition 
Scheme and (b) Quality Awards Event

Additional file 4. Bespoke online feedback questionnaire.

Acknowledgements
The authors wish to thank the Clinical Research Network West Midlands for 
ongoing funding and support. We would also like to express our gratitude 
to Expert Citizens CIC for allowing adaptation of their Insight Evaluation pro-
gramme and put so much effort into supporting the task and finish groups. 
We are also thankful to the Standards Sub-committee of the NIHR Centre for 
Engagement and Dissemination for supporting our use of the UK Standards 
for Public Involvement. We are extremely grateful to the members of the task 
and finish groups, particularly those public contributors and members of the 
Keele University Research User Group, who gave up their time and contrib-
uted their extensive expertise and experience in the development of this 
framework. We also thank Adele Higginbottom and Carol Rhodes for acting as 
scribes in the task and finish groups. We would also like to thank the members 
of the Project Steering Group, and its chair, Prof Krysia Dziedzic, for providing 
guidance and oversight during the project.

Author contributions
SB chaired a number of task and finish group sessions, developed the online 
survey, conducted pilot site assessments and, as a member of the Core Team, 
helped coordinate the day-to-day management of the project. RH, SF, PP, DM 
and AM provided expertise on the original Insight programme developed by 
Expert Citizens Community Interest Company. RH provided training sessions 
on the Expert Citizens Insight programme and was a member of the Core 
Team. RT, LP and MJ are public contributors with experience of providing lay 
input in the clinical research field, participated in the task and finish groups 
and provided critical lay perspective during the writing of the manuscript. RT 
also participated in the Project Steering Group and LP participated in the pilot 
phase as a lay assessor. JT participated in the task and finish groups, providing 
expertise from a community NHS Trust perspective, and developed the publi-
cation consent form. NE oversaw the operational management of the project 
as member of the Core Team and acted as link with the public contributors. LK 
and LOM participated in the task and finish groups as provided expertise from 
an acute NHS Trust perspective. AAF conceived the idea (based on the Expert 
Citizens Insight Evaluation programme), acted as project lead and wrote the 
initial drafts of the paper. AAF, SB and RH developed the bid for funding. All 
co-authors participated in the writing group, inputted into the drafts as they 
developed and approved the final version of the manuscript.

https://doi.org/10.1186/s40900-023-00508-4
https://doi.org/10.1186/s40900-023-00508-4


Page 16 of 17Blackburn et al. Research Involvement and Engagement            (2023) 9:99 

Authors’ information SB is Associate Professor for Patient and Public 
Involvement and Engagement at Birmingham University and Public Involve-
ment Lead for the NIHR Research Design Service West Midlands. During the 
project, he was Public and Patient Involvement and Engagement lead within 
the Keele University Impact Accelerator Unit. RH, SF, PP, DM and AM were 
involved in the development of the original Insight programme with Expert 
Citizens Community Interest Company and continue to deliver this. They are 
new to the clinical research arena and therefore also acted as lay members in 
this regard. RT and LP are lay members of the Keele University Research User 
Group (https:// www. keele. ac. uk/ resea rch/ resea rchth emes/ medic ine/ ppie/), a 
group of over 150 members of the public, several of whom also participated 
in the task and finish groups. LP is also involved as a lay member on a NIHR 
funding committee. MJ is a Lived Experience Autism Educator for the NHS, is 
part of the NHS England Midlands Region Autism workstream and Shropshire, 
Telford and Wrekin Learning Disability and Autism transformation workstream 
as an Expert by Experience around adult service provision. She chairs a sup-
port network for families where there is an adult with autism, mental health 
difficulties and/or substances issues. JT is the Public and Patient Involvement 
and Engagement Lead within the Research and Innovation Department at 
the Midlands Partnership University NHS Foundation Trust and JL the Trust’s 
Involvement Manager with wider responsibility for public and patient involve-
ment across the organisation. NE is the Keele University Impact Accelerator 
Unit Manager with operational responsibility for PPI activities across the Fac-
ulty of Medicine and Health Sciences. KL is a registered paediatric nurse with 
over 12 years’ experience of working in research and supports the PPI agenda 
at UHNM. LOM is a Clinical Trials Manager with over 5 years experiencing man-
aging commercial and academic research, including PPI activities, to shape 
research projects and support ethics applications. AAF is an experienced 
clinical academic researcher and non-executive director at Expert Citizens. He 
was formerly Research and Innovation Director at the University Hospitals of 
North Midlands NHS Trust, where he was employed when the project was first 
conceived.

Funding
This project was funded by the National Institute for Health Research Clinical 
Research Network West Midlands as part of their Improvement and Innovation 
Strategic Funding stream.

Availability of data and materials
All data generated or analysed during this study are included in this published 
article.

Declarations

Ethics approval and consent to participate
Not applicable.

Consent for publication
Written consent to use the quotes listed in this manuscript was obtained from 
all the individuals involved.

Competing interests
The authors declare no competing interests.

Author details
1 Institute for Applied Health Research, University of Birmingham, Birming-
ham, UK. 2 Expert Citizens CIC, The Dudson Centre, Hanley, Staffordshire, 
UK. 3 Research User Group, Keele University, Keele, Staffordshire, UK. 4 Expert 
by Experience, Shropshire, UK. 5 Research and Innovation Department, Mid-
lands Partnership University NHS Foundation Trust, St George’s Hospital, Staf-
ford, UK. 6 Impact Accelerator Unit, School of Medicine, Keele University, Keele, 
Staffordshire ST5 5BG, UK. 7 Directorate of Research and Innovation and Centre 
for NMAHP Research and Education Excellence (CeNREE), University Hospitals 
of North Midlands, Staffordshire, UK. 

Received: 21 June 2023   Accepted: 20 October 2023

References
 1. Domecq JP, Prutsky G, Elraiyah T, Wang Z, Nabhan M, Shippee N, Brito JP, 

Boehmer K, Hasan R, Firwana B, Erwin P, Eton D, Sloan J, Montori V, Asi 
N, Dabrh AM, Murad MH. Patient engagement in research: a systematic 
review. BMC Health Serv Res. 2014;14:89.

 2. Pratt B. Achieving inclusive research priority-setting: what do people 
with lived experience and the public think is essential? BMC Med Ethics. 
2021;22:117.

 3. Brett J, Staniszewska S, Mockford C, Herron-Marx S, Hughes J, Tysall C, 
Suleman R. A systematic review of the impact of patient and public 
involvement on service users, researchers and communities. Patient. 
2014;7:387–95.

 4. Greenhalgh T, Hinton L, Finlay T, Macfarlane A, Fahy N, Clyde B, Chant A. 
Frameworks for supporting patient and public involvement in research: 
systematic review and co-design pilot. Health Expect. 2019;22:785–801.

 5. National Institute for Health and Care Research - Research Design Service. 
A brief guide to public involvement in funding applications. https:// 
www. rdsre sourc es. org. uk/a- brief- guide- to- public- invol vement- in- fundi 
ng- appli catio ns? tags= Publi cInvo lveme nt. Accessed 10 Oct 2023.

 6. Tomlinson J, Medlinskiene K, Cheong VL, Khan S, Fylan B. Patient and 
public involvement in designing and conducting doctoral research: the 
whys and the hows. Res Involv Engagem. 2019;5:23.

 7. Pollock A, St George B, Fenton M, Crowe S, Firkins L. Development of a 
new model to engage patients and clinicians in setting research priori-
ties. J Health Serv Res Policy. 2014;19:12–8.

 8. Blackburn S, McLachlan S, Jowett S, Kinghorn P, Gill P, Higginbottom A, 
Rhodes C, Stevenson F, Jinks C. The extent, quality and impact of patient 
and public involvement in primary care research: a mixed methods study. 
Res Involv Engagem. 2018;4:16.

 9. Jackson T, Pinnock H, Liew SM, Horne E, Ehrlich E, Fulton O, Worth A, 
Sheikh A, De Simoni A. Patient and public involvement in research: from 
tokenistic box ticking to valued team members. BMC Med. 2020;18:79.

 10. National Health Service Health Research Authority. Public Involvement. 
https:// www. hra. nhs. uk/ plann ing- and- impro ving- resea rch/ best- pract ice/ 
public- invol vement/ resou rces/ helpi ng- ensure- public- invol vement- infor 
ms- ethic al- review- check list- appli cants/. Accessed 10 Oct 2023.

 11. Wicks P, Richards T, Denegri S, Godlee F. Patients’ roles and rights in 
research. BMJ. 2018;362:k3193.

 12. Boivin A, Richards T, Forsythe L, Grégoire A, L’Espérance A, Abelson J, 
Carman KL. Evaluating patient and public involvement in research. BMJ. 
2018;363:k5147.

 13. van Bekkum JE, Hilton S. UK research funding bodies’ views towards 
public participation in health-related research decisions: an exploratory 
study. BMC Health Serv Res. 2014;14:318.

 14. National Institute for Health Centre for Engagement and Dissemina-
tion. https:// www. nihr. ac. uk/ news/ nihr- launc hes- new- centre- for- engag 
ement- and- disse minat ion/ 24576. Accessed 10 Oct 2023.

 15. National Institute for Health Research. UK Standards for Public Involve-
ment. 2019. https:// sites. google. com/ nihr. ac. uk/ pi- stand ards/ home. 
Accessed 10 Oct 2023.

 16. Crowe S, Adebajo A, Esmael H, Denegri S, Martin A, McAlister B, Moore 
B, Quinn M, Rennard U, Simpson J, Wray P, Yeeles P. “All hands-on deck”, 
working together to develop UK standards for public involvement in 
research. Res Involv Engagem. 2020;6:53.

 17. National Institute for Health Research. Clinical Research Network West 
Midlands Awards. https:// local. nihr. ac. uk/ docum ents/ crn- wm- awards- 
winne rs- and- highly- comme nded- june- 2022/ 30740. Accessed 10 Oct 
2023.

 18. Clinical Research Network, Kent, Surrey and Sussex. Outstanding Patient 
and Public Involvement and Engagement (PPIE) activity awards. https:// 
www. ekhuft. nhs. uk/ patie nts- and- visit ors/ news- centre/ news- archi ve/ 
news- archi ve- 2017/ east- kent- hospi tals- recog nised- for- resea rch- excel 
lence/. Accessed 10 Oct 2023.

 19. National Institute for Health Research School for Primary Care Research. 
Exceptional Contribution to Patient and Public Involvement prize. 2020. 
https:// www. spcr. nihr. ac. uk/ PPI/ excep tional- contr ibuti on- to- patie nt- and- 
public- invol vement- prize- 2020. Accessed 10 Oct 2023.

 20. Engage Watermark. https:// www. publi cenga gement. ac. uk/ nccpe- proje 
cts- and- servi ces/ engage- water mark. Accessed 10 Oct 2023.

https://www.keele.ac.uk/research/researchthemes/medicine/ppie/
https://www.rdsresources.org.uk/a-brief-guide-to-public-involvement-in-funding-applications?tags=PublicInvolvement
https://www.rdsresources.org.uk/a-brief-guide-to-public-involvement-in-funding-applications?tags=PublicInvolvement
https://www.rdsresources.org.uk/a-brief-guide-to-public-involvement-in-funding-applications?tags=PublicInvolvement
https://www.hra.nhs.uk/planning-and-improving-research/best-practice/public-involvement/resources/helping-ensure-public-involvement-informs-ethical-review-checklist-applicants/
https://www.hra.nhs.uk/planning-and-improving-research/best-practice/public-involvement/resources/helping-ensure-public-involvement-informs-ethical-review-checklist-applicants/
https://www.hra.nhs.uk/planning-and-improving-research/best-practice/public-involvement/resources/helping-ensure-public-involvement-informs-ethical-review-checklist-applicants/
https://www.nihr.ac.uk/news/nihr-launches-new-centre-for-engagement-and-dissemination/24576
https://www.nihr.ac.uk/news/nihr-launches-new-centre-for-engagement-and-dissemination/24576
https://sites.google.com/nihr.ac.uk/pi-standards/home
https://local.nihr.ac.uk/documents/crn-wm-awards-winners-and-highly-commended-june-2022/30740
https://local.nihr.ac.uk/documents/crn-wm-awards-winners-and-highly-commended-june-2022/30740
https://www.ekhuft.nhs.uk/patients-and-visitors/news-centre/news-archive/news-archive-2017/east-kent-hospitals-recognised-for-research-excellence/
https://www.ekhuft.nhs.uk/patients-and-visitors/news-centre/news-archive/news-archive-2017/east-kent-hospitals-recognised-for-research-excellence/
https://www.ekhuft.nhs.uk/patients-and-visitors/news-centre/news-archive/news-archive-2017/east-kent-hospitals-recognised-for-research-excellence/
https://www.ekhuft.nhs.uk/patients-and-visitors/news-centre/news-archive/news-archive-2017/east-kent-hospitals-recognised-for-research-excellence/
https://www.spcr.nihr.ac.uk/PPI/exceptional-contribution-to-patient-and-public-involvement-prize-2020
https://www.spcr.nihr.ac.uk/PPI/exceptional-contribution-to-patient-and-public-involvement-prize-2020
https://www.publicengagement.ac.uk/nccpe-projects-and-services/engage-watermark
https://www.publicengagement.ac.uk/nccpe-projects-and-services/engage-watermark


Page 17 of 17Blackburn et al. Research Involvement and Engagement            (2023) 9:99  

•
 
fast, convenient online submission

 •
  

thorough peer review by experienced researchers in your field

• 
 
rapid publication on acceptance

• 
 
support for research data, including large and complex data types

•
  

gold Open Access which fosters wider collaboration and increased citations 

 
maximum visibility for your research: over 100M website views per year •

  At BMC, research is always in progress.

Learn more biomedcentral.com/submissions

Ready to submit your researchReady to submit your research  ?  Choose BMC and benefit from: ?  Choose BMC and benefit from: 

 21. University of Manchester. Faculty of Biology, Medicine and Health. PPIE 
Awards. https:// www. staff net. manch ester. ac. uk/ bmh/ social- respo nsibi 
lity/ ppie/ events- and- train ing/. Accessed 10 Oct 2023.

 22. University of Leeds. Public Engagement with Research Awards 2021. 
https:// forst aff. leeds. ac. uk/ news/ artic le/ 7557/ public- engag ement- with- 
resea rch- awards- 2021. Accessed 10 Oct 2023.

 23. European Research Council. Public Engagement with Research Award. 
https:// erc. europa. eu/ manage- your- proje ct/ public- engag ement- resea 
rch- award. Accessed 10 Oct 2023.

 24. Oliver K, Kothari A, Mays N. The dark side of coproduction: Do the 
costs outweigh the benefits for health research? Health Res Policy Sys. 
2019;17:33.

 25. Expert Citizens CIC. Insight Evaluation© programme. https:// exper tciti 
zens. org. uk/ insig hteva luati on/. Accessed 10 Oct 2023.

 26. Expert Citizens CIC. Nationals Insight Awards. https:// exper tciti zens. org. 
uk/ insig htawa rds/. Accessed 10 Oct 2023.

 27. Trajkovski S, Schmied V, Vickers M, Jackson D. Implementing the 4D cycle 
of appreciative inquiry in health care: a methodological review. J Adv 
Nurs. 2013;69:1224–34.

 28. Expert Citizens CIC. Portfolio of Positive Practice. https:// drive. google. 
com/ file/d/ 1SbDX bM9b6 Sshsb GCBl1 BfBHt WdAPy fPM/ view. Accessed 10 
Oct 2023.

 29. Health Research Authority. Public involvement in research and research 
ethics committee review. https:// www. invo. org. uk/ wp- conte nt/ uploa ds/ 
2016/ 05/ HRA- INVOL VE- updat ed- state ment- 2016. pdf. Accessed 10 Oct 
2023.

 30. UK Research and Innovation. Research organisations and research ethics 
committees. https:// www. ukri. org/ counc ils/ esrc/ guida nce- for- appli 
cants/ resea rch- ethics- guida nce/ resea rch- organ isati ons- and- resea rch- 
ethics- commi ttees- our- princ iples- resea rch- ethics- commi ttees/ our- princ 
iples- resea rch- ethics- commi ttees/. Accessed 10 Oct 2023.

 31. World Medical Association. WMA declaration of Helsinki – ethical princi-
ples for medical research involving human subjects. https:// www. wma. 
net/ polic ies- post/ wma- decla ration- of- helsi nki- ethic al- princ iples- for- 
medic al- resea rch- invol ving- human- subje cts/. Accessed 10 Oct 2023.

 32. National Institute for Health and Care Research. Payment guidance for 
researchers and professionals. 2022. https:// www. nihr. ac. uk/ docum ents/ 
payme nt- guida nce- for- resea rchers- and- profe ssion als/ 27392. Accessed 
10 Oct 2023.

 33. Keele University Impact Accelerator Unit. Digital guide. https:// www. 
keele. ac. uk/ media/k- web/k- schoo ls/ pcsc/ resea rchmi crosi tes/ iau- digit al- 
guide. pdf. Accessed 10 Oct 2023.

 34. National Institute for Health and Care Research. Research Design Service 
Public involvement during a pandemic: how we are supporting research-
ers. 2020. https:// www. rdsbl og. org. uk/ public- invol vement- during- a- 
pande mic- how- we- are- suppo rting- resea rchers. Accessed 10 Oct 2023.

 35. National Institute for Health Research. NIHR resource for public involve-
ment - Guidance on co-producing a research project. 2021. https:// www. 
learn ingfo rinvo lveme nt. org. uk/? oppor tunity= nihr- guida nce- on- co- 
produ cing-a- resea rch- proje ct. Accessed 24 May 2023.

 36. Staniszewska S, Brett J, Mockford C, Barber R. The GRIPP checklist: 
strengthening the quality of patient and public involvement reporting in 
research. Int J Technol Assess Health Care. 2011;27:391–9.

 37. Schön DA. The reflective practitioner: how professionals think in action. 
1st ed. Abingdon: Routledge; 1992.

 38. Walker S. Reflective practice in the accident and emergency setting. 
Accid Emerg Nurs. 1996;4:27–30.

 39. How patients have shaped JIGSAW-E: the views of Patient Champions 
about their involvement in the JIGSAW-E project. https:// jigsaw- e. com/ 
patie nt- focus/ how- patie nts- have- shaped- jigsaw- e/. Accessed 10 Oct 
2023.

 40. Gibson A, Welsman J, Britten N. Evaluating patient and public involve-
ment in health research: from theoretical model to practical workshop. 
Health Expect. 2017;20:826–35.

 41. Kok M. Guidance Document: Evaluating public involvement in research. 
UWE Bristol. 2018. http:// www. phwe. org. uk/ wp- conte nt/ uploa ds/ Guida 
nce- on- evalu ating- Public- Invol vement- in- resea rch. pdf. Accessed 10 Oct 
2023.

 42. Popay J. and Collins M. (editors) with the PiiAF Study Group. The public 
involvement impact assessment framework guidance. Universities of 

Lancaster, Liverpool and Exeter. 2014. http:// piiaf. org. uk/ docum ents/ piiaf- 
guida nce- jan14. pdf. Accessed 10 Oct 2023.

 43. Public Involvement Impact Assessment Framework (PiiAF). https:// piiaf. 
org. uk/. Accessed 10 Oct 2023.

 44. Public Involvement in Research Impact Toolkit (PIRIT). https:// www. cardi 
ff. ac. uk/ marie- curie- resea rch- centre/ patie nt- and- public- invol vement/ 
public- invol vement- in- resea rch- impact- toolk it- pirit. Accessed 10 Oct 
2023.

 45. National Institute for Health Research. Training resources for public 
involvement in research. https:// www. learn ingfo rinvo lveme nt. org. uk/. 
Accessed 10 Oct 2023.

 46. National Institute for Health Research. Promoting equality, diversity and 
inclusion in research. https:// www. nihr. ac. uk/ about- us/ our- key- prior ities/ 
equal ity- diver sity- and- inclu sion/. Accessed 10 Oct 2023.

 47. National Institute for Health Research. Public involvement and social care 
research—a new dawn. 2021. https:// www. nihr. ac. uk/ blog/ public- invol 
vement- and- social- care- resea rch-a- new- dawn/ 28038. Accessed 10 Oct 
2023.

 48. Russell J, Fudge N, Greenhalgh T. The impact of public involvement in 
health research: What are we measuring? Why are we measuring it? 
Should we stop measuring it? Res Involv Engagem. 2020;6:63.

 49. Expert Citizens CIC. Insight academy. https:// exper tciti zens. org. uk/ insig 
ht- acade my/. Accessed 10 Oct 2023.

 50. Blueprint Writing Collective. A Blueprint for Involvement: reflections of 
lived experience co-researchers and academic researchers on working 
collaboratively. Res Involv Engagem. 2022;8:68.

 51. Kirwan JR, de Wit M, Frank L, Haywood KL, Salek S, Brace-McDonnell S, 
Lyddiatt A, Barbic SP, Alonso J, Guillemin F, Bartlett SJ. Emerging guide-
lines for patient engagement in research. Value Health. 2017;20:481–6.

Publisher’s Note
Springer Nature remains neutral with regard to jurisdictional claims in pub-
lished maps and institutional affiliations.

https://www.staffnet.manchester.ac.uk/bmh/social-responsibility/ppie/events-and-training/
https://www.staffnet.manchester.ac.uk/bmh/social-responsibility/ppie/events-and-training/
https://forstaff.leeds.ac.uk/news/article/7557/public-engagement-with-research-awards-2021
https://forstaff.leeds.ac.uk/news/article/7557/public-engagement-with-research-awards-2021
https://erc.europa.eu/manage-your-project/public-engagement-research-award
https://erc.europa.eu/manage-your-project/public-engagement-research-award
https://expertcitizens.org.uk/insightevaluation/
https://expertcitizens.org.uk/insightevaluation/
https://expertcitizens.org.uk/insightawards/
https://expertcitizens.org.uk/insightawards/
https://drive.google.com/file/d/1SbDXbM9b6SshsbGCBl1BfBHtWdAPyfPM/view
https://drive.google.com/file/d/1SbDXbM9b6SshsbGCBl1BfBHtWdAPyfPM/view
https://www.invo.org.uk/wp-content/uploads/2016/05/HRA-INVOLVE-updated-statement-2016.pdf
https://www.invo.org.uk/wp-content/uploads/2016/05/HRA-INVOLVE-updated-statement-2016.pdf
https://www.ukri.org/councils/esrc/guidance-for-applicants/research-ethics-guidance/research-organisations-and-research-ethics-committees-our-principles-research-ethics-committees/our-principles-research-ethics-committees/
https://www.ukri.org/councils/esrc/guidance-for-applicants/research-ethics-guidance/research-organisations-and-research-ethics-committees-our-principles-research-ethics-committees/our-principles-research-ethics-committees/
https://www.ukri.org/councils/esrc/guidance-for-applicants/research-ethics-guidance/research-organisations-and-research-ethics-committees-our-principles-research-ethics-committees/our-principles-research-ethics-committees/
https://www.ukri.org/councils/esrc/guidance-for-applicants/research-ethics-guidance/research-organisations-and-research-ethics-committees-our-principles-research-ethics-committees/our-principles-research-ethics-committees/
https://www.wma.net/policies-post/wma-declaration-of-helsinki-ethical-principles-for-medical-research-involving-human-subjects/
https://www.wma.net/policies-post/wma-declaration-of-helsinki-ethical-principles-for-medical-research-involving-human-subjects/
https://www.wma.net/policies-post/wma-declaration-of-helsinki-ethical-principles-for-medical-research-involving-human-subjects/
https://www.nihr.ac.uk/documents/payment-guidance-for-researchers-and-professionals/27392
https://www.nihr.ac.uk/documents/payment-guidance-for-researchers-and-professionals/27392
https://www.keele.ac.uk/media/k-web/k-schools/pcsc/researchmicrosites/iau-digital-guide.pdf
https://www.keele.ac.uk/media/k-web/k-schools/pcsc/researchmicrosites/iau-digital-guide.pdf
https://www.keele.ac.uk/media/k-web/k-schools/pcsc/researchmicrosites/iau-digital-guide.pdf
https://www.rdsblog.org.uk/public-involvement-during-a-pandemic-how-we-are-supporting-researchers
https://www.rdsblog.org.uk/public-involvement-during-a-pandemic-how-we-are-supporting-researchers
https://www.learningforinvolvement.org.uk/?opportunity=nihr-guidance-on-co-producing-a-research-project
https://www.learningforinvolvement.org.uk/?opportunity=nihr-guidance-on-co-producing-a-research-project
https://www.learningforinvolvement.org.uk/?opportunity=nihr-guidance-on-co-producing-a-research-project
https://jigsaw-e.com/patient-focus/how-patients-have-shaped-jigsaw-e/
https://jigsaw-e.com/patient-focus/how-patients-have-shaped-jigsaw-e/
http://www.phwe.org.uk/wp-content/uploads/Guidance-on-evaluating-Public-Involvement-in-research.pdf
http://www.phwe.org.uk/wp-content/uploads/Guidance-on-evaluating-Public-Involvement-in-research.pdf
http://piiaf.org.uk/documents/piiaf-guidance-jan14.pdf
http://piiaf.org.uk/documents/piiaf-guidance-jan14.pdf
https://piiaf.org.uk/
https://piiaf.org.uk/
https://www.cardiff.ac.uk/marie-curie-research-centre/patient-and-public-involvement/public-involvement-in-research-impact-toolkit-pirit
https://www.cardiff.ac.uk/marie-curie-research-centre/patient-and-public-involvement/public-involvement-in-research-impact-toolkit-pirit
https://www.cardiff.ac.uk/marie-curie-research-centre/patient-and-public-involvement/public-involvement-in-research-impact-toolkit-pirit
https://www.learningforinvolvement.org.uk/
https://www.nihr.ac.uk/about-us/our-key-priorities/equality-diversity-and-inclusion/
https://www.nihr.ac.uk/about-us/our-key-priorities/equality-diversity-and-inclusion/
https://www.nihr.ac.uk/blog/public-involvement-and-social-care-research-a-new-dawn/28038
https://www.nihr.ac.uk/blog/public-involvement-and-social-care-research-a-new-dawn/28038
https://expertcitizens.org.uk/insight-academy/
https://expertcitizens.org.uk/insight-academy/

	The INSIGHT project: reflections on the co-production of a quality recognition programme to showcase excellence in public involvement in health and care research
	Abstract 
	Background 
	Methods 
	Results 
	Conclusions 

	Background
	The importance of public involvement
	Incentivising public involvement
	The gap
	An exemplar
	What we set out to do:


	Methods
	Programme development
	Piloting
	Evaluation and revision
	Reflection and learning

	Results
	Outputs from the TFGs and piloting
	Reflections and learning
	Online questionnaire
	Review meeting
	Pilot site feedback
	Other reflections captured during the project


	Discussion
	Other public involvement recognition schemes and quality frameworks
	Programme structure
	Benefits afforded by the INSIGHT programme
	Flexibility
	Independent, lived experience-led assessment
	Profile
	Spread and Improvement
	Incentivisation
	Innovation
	Equality, diversity and inclusion
	Impact

	Co-production
	Reflection and learning
	Challenges and next steps

	Conclusions
	Anchor 41
	Acknowledgements
	References


