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Abstract 

Patient and Public Involvement and Engagement (PPIE) in research is recognised by the National Institute for Health 
and Care Research as crucial for high quality research with practical benefit for patients and carers. Patient and public 
contributors can provide both personal knowledge and lived experiences which complement the perspectives of the 
academic research team. Nevertheless, effective PPIE must be tailored to the nature of the research, such as the size 
and scope of the research, whether it is researcher-led or independently commissioned, and whether the research 
aims to design an intervention or evaluate it. For example, commissioned research evaluations have potential limits 
on how PPIE can feed into the design of the research and the intervention. Such constraints may require re-orienta‑
tion of PPIE input to other functions, such as supporting wider engagement and dissemination. In this commentary, 
we use the ‘Guidance for Reporting Involvement of Patients and the Public’ (GRIPP2) short form to share our own 
experiences of facilitating PPIE for a large, commissioned research project evaluating the National Health Service 
Diabetes Prevention Programme; a behavioural intervention for adults in England who are at high risk of developing 
type 2 diabetes. The programme was already widely implemented in routine practice when the research project and 
PPIE group were established. This commentary provides us with a unique opportunity to reflect on experiences of 
being part of a PPIE group in the context of a longer-term evaluation of a national programme, where the scope for 
involvement in the intervention design was more constrained, compared to PPIE within researcher-led intervention 
programmes. We reflect on PPIE in the design, analysis and dissemination of the research, including lessons learned 
for future PPIE work in large-scale commissioned evaluations of national programmes. Important considerations for 
this type of PPIE work include: ensuring the role of public contributors is clarified from the outset, the complexities of 
facilitating PPIE over longer project timeframes, and providing adequate support to public contributors and facilita‑
tors (including training, resources and flexible timelines) to ensure an inclusive and considerate approach. These find‑
ings can inform future PPIE plans for stakeholders involved in commissioned research.

*Correspondence:
Rhiannon E. Hawkes
Rhiannon.Hawkes@manchester.ac.uk
Full list of author information is available at the end of the article

http://creativecommons.org/licenses/by/4.0/
http://creativecommons.org/publicdomain/zero/1.0/
http://creativecommons.org/publicdomain/zero/1.0/
http://crossmark.crossref.org/dialog/?doi=10.1186/s40900-023-00447-0&domain=pdf


Page 2 of 10Hawkes et al. Research Involvement and Engagement            (2023) 9:42 

Plain English Summary 

This commentary uses the ‘Guidance for Reporting Involvement of Patients and the Public’ checklist to describe the 
activities and lessons learned from the work of a Patient and Public Involvement and Engagement (PPIE) group work‑
ing with researchers evaluating the National Health Service (NHS) Diabetes Prevention Programme (a nine-month 
behavioural support programme offered to adults who are at risk of developing type 2 diabetes). The evaluation 
aimed to find out if the NHS Diabetes Prevention Programme was meeting its aim of reducing type 2 diabetes whilst 
offering value for money. The PPIE group was made up of members of the public who were either living with diabe‑
tes, at risk of diabetes, or had a family history of diabetes. Their aim was to support the work of the research team to 
identify research priorities, design the research, clarify the meaning of the research results, and help communicate 
the results to the wider public. However, given that the programme was an NHS service already being delivered in 
practice, there were limits to what the PPIE group could do in terms of designing the intervention. Instead, our public 
contributors were involved in all stages of conducting the research, with greater focus on communication of findings 
from the research evaluation. This report provides an opportunity to reflect on PPIE in a longer-term evaluation of a 
national programme and reflect on involvement in dissemination and policy impact. We hope that future evaluation 
programmes can learn from our experiences and optimise PPIE for similar national evaluations.

Keywords  Patient and public involvement, Reflections, Diabetes prevention, Type 2 diabetes, National programmes, 
Evaluation programmes

Background
Patient and public involvement and engagement
Patient and Public Involvement and Engagement (PPIE) 
is defined by INVOLVE (now known as the National 
Institute for Health and Care Research [NIHR] Centre 
for Engagement and Dissemination) as “research car-
ried out ‘with’ or ‘by’ members of the public who are 
actively involved in the research projects” [1]. Pub-
lic involvement is now an essential requirement for 
research funded by NIHR in the United Kingdom (UK) 
and for funders globally [2–4], to ensure that research 
is of high quality and of practical benefit [1].

Involving members of the public in research improves 
both quality and relevance of the research. They pro-
vide both personal knowledge and experiences of using 
a service or living with a health condition, which com-
plements that of the research team [1, 5]. In addition 
to being adequately supported financially, effective 
PPIE needs to be tailored to the nature of the research, 
such as the size and scope of the research, whether the 
research is researcher-led or independently commis-
sioned by a research funder, and whether the research 

aims to design an intervention or evaluate it. For exam-
ple, independent commissioned research evaluations 
may have limits on how PPIE can inform the design of 
the intervention when it is already implemented in rou-
tine practice. Thus, ensuring a PPIE strategy is in place 
is important for all types of health research, including 
diabetes [6].

We reflect on PPIE work conducted as part of an 
independent commissioned research evaluation called 
‘DIPLOMA’ (Diabetes Prevention Long-term Mul-
timethod Assessment) evaluating the NHS Diabetes 
Prevention Programme (see Box  1 for more informa-
tion about the NHS Diabetes Prevention Programme 
and Box 2 for more information about DIPLOMA). The 
DIPLOMA PPIE group is the focus of this commentary, 
which has been co-authored with members of the group. 
The PPIE members’ experiences are included throughout 
the article and are reflected using the terms ‘we’ and ‘our’.

Focus of this commentary
This commentary uses the ‘Guidance for Report-
ing Involvement of Patients and the Public’ (GRIPP2) 

Box 1  The NHS Diabetes Prevention Programme

Type 2 diabetes is a global public health priority [7], and 13.6 million people in the UK are now at an increased risk of developing the condition [8]. Type 
2 diabetes is preventable by behavioural modifications such as improved diet, increased physical activity and weight loss. Prevention programmes 
implemented worldwide provide behaviour change interventions for individuals at risk. Trials and real-world studies have found such programmes to 
be effective at promoting weight loss and thereby reducing the risk of type 2 diabetes [9].

In response to this, the NHS Diabetes Prevention Programme was launched in 2016; a nine-month behaviour change intervention for adults in England 
who have been identified as having elevated blood glucose levels and therefore at an increased risk of developing type 2 diabetes [10]. The programme 
is commissioned by NHS England and provides education and support on how to improve diet and increase physical activity to achieve weight loss. 
The NHS Diabetes Prevention Programme is the largest in the world to achieve universal national coverage [11].
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short form checklist, a tool for reporting of PPIE in 
health and social care [13], and applies it to PPIE in the 
DIPLOMA research project. GRIPP2 was developed to 
enhance the quality and transparency of the evidence 
base for PPIE, so that readers can learn from PPIE in 
other studies and understand what the result of this 
involvement was [13]. The short checklist encourages 
research teams to report five topics: aims, methods, 
study results, discussion, and reflections of PPIE in 
research (Additional File 1).  We reflect on what went 
well and the challenges we faced, so that others can 
learn from our experiences. In particular, we reflect on 
the challenges and lessons learned in facilitating PPIE 
involvement in commissioned research for a longer-
term evaluation of a programme that was already 
implemented as an NHS service.

We also reflect on collaboration in terms of recently 
published UK standards for effective PPIE [14]. These 
six standards list a clear set of statements for effective 
public involvement and encourages behaviours such as 
flexibility, sharing and learning, and respect for others. 
Two of the UK standards that are particularly relevant 
in relation to research evaluations closely connected to 
national policy are ‘communications’ and ‘impact’ [14]. 
We hope that other researchers, members of the pub-
lic and research funders can learn from our experiences 
and optimise public involvement for similar national 
evaluations.

Public involvement and engagement 
in the DIPLOMA research project reported using 
GRIPP2
Aim
The aim of the PPIE involvement group in the DIPLOMA 
research project was for the research team to work col-
laboratively with public contributors to identify research 
priorities, design the research, analyse and interpret 
the results and disseminate research findings to lay 
audiences, ensuring that patients and the public were 
informed about ongoing developments throughout the 
life of the DIPLOMA evaluation. In addition to the PPIE 
group, DIPLOMA recruited two lay members to our 

Study Steering Committee (SSC) group, whose role was, 
together with external clinicians and expert researchers, 
to provide overall supervision for the project on behalf of 
the NIHR [15]. The work of the SSC lay members is not 
part of this commentary.

Methods
Pre‑funding: identifying research priorities
Prior to funding for DIPLOMA, patients and the public 
were actively involved in preparing the application for 
this programme of research. An advert was circulated 
via an existing PPIE group and via a PPIE network. The 
research team recruited six people (living with diabetes, 
at risk, or with family history), varying in age, gender, eth-
nicity and disabilities. Researchers provided a summary 
of the research plans and asked what they would like to 
know about the effectiveness of the NHS Diabetes Pre-
vention Programme, services, organisations and partici-
pants. Many responses mapped onto the team’s existing 
questions, including: effect on diabetes prevention and 
other health outcomes; cost effectiveness; equal access; 
and understanding implementation and service delivery. 
New topics were suggested that were added to potential 
research plans: choice of service, and ability to cope with 
the risk of diabetes; the impact of wider social networks 
on uptake; change in GP referrals over time; take-up by 
people with new diagnosis or established conditions; and 
clarity of information provided at time of referral.

Post‑funding: involvement in the DIPLOMA research project
PPIE in the DIPLOMA project is summarised in Table 1. 
Five of the six public contributors involved in develop-
ing the research priorities pre-funding continued their 
involvement when DIPLOMA was funded. The involve-
ment of public contributors in the NHS Diabetes Pre-
vention Programme design was somewhat limited given 
that (a) this was a commissioned research evaluation 
where funders set out a broad outline to answer specific 
research questions, and (b) the NHS Diabetes Prevention 
Programme was already implemented in routine practice. 
Since the aim of DIPLOMA was to provide recommen-
dations for the wider implementation of the programme 

Box 2  The DIPLOMA research project

The ‘DIPLOMA’ research project (Diabetes Prevention Long-term Multimethod Assessment) is a commissioned mixed-methods study delivered  by a 
multidisciplinary team, designed to provide a rigorous longer-term assessment of the NHS Diabetes Prevention Programme to ensure it is meeting 
the aim of reducing type 2 diabetes in England in a way that is sustainable and cost-effective [12]. This programme of research was funded by NIHR in 
2017 and consisted of eight work packages to evaluate: access and equity of those who enter the NHS Diabetes Prevention Programme, implementa‑
tion of the programme across England, service delivery and fidelity of the programme, patient outcomes within the programme, and long-term cost 
effectiveness. As part of the PPIE strategy, DIPLOMA researchers were keen to involve public contributors from the outset. We wanted to involve those 
who were living with diabetes, were at risk of diabetes, or had a family history of diabetes, and could provide valuable insights on how to design, 
implement and disseminate research findings to members of the public in a way that was accessible and engaging.
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to improve outcomes for patients, we therefore planned 
to have an equal focus on public ‘engagement’ to dis-
seminate the research findings to members of the public 
throughout the DIPLOMA project, keeping members of 
the public informed of the findings through blogs, videos 
and lay summaries. DIPLOMA had therefore budgeted 
for engagement activities throughout the duration of the 
research, an example of a best practice activity to support 
stakeholder engagement [16].

Study results
PPIE contribution was specifically for the DIPLOMA 
project, rather than for the NHS Diabetes Prevention 
Programme, as the service had already been developed 
and was implemented in routine practice at the time of 
the research evaluation. Therefore, public contributors 
were involved during all phases of the research, from the 
design and preparation of studies, conduct and imple-
mentation, and dissemination of research findings [15].

Design of research studies
Prior to the start of DIPLOMA, the research team 
worked with six members of the public in writing the 
funding bid: they raised new ideas about what research 
questions we should ask, advised the team about how 
to involve people in the study, and suggested the impor-
tant role the public can have in engagement. Once the 
PPIE group was set up, members provided input on the 
wording of study materials including, but not limited 
to: topic guides, consent forms, information sheets and 
study questionnaires to ensure these were understand-
able and written in Plain English. Members also helped 
the researchers identify other areas of exploration to 

ask during participant interviews. For example, for one 
of the research topic guides the group suggested that it 
would be beneficial to ask the interviewees if they felt 
their expectations of the NHS Diabetes Prevention Pro-
gramme had been met, and the group also highlighted 
that interviewees may need breaks factored into the 
interview. Researchers have also explored recruitment 
procedures with the PPIE group; we have provided sug-
gestions for strategies such as approaching charities and 
places of worship, displaying posters in GP surgeries, and 
posting on social media platforms and specific online 
groups. As public contributors, being involved early dur-
ing the research studies ensured that the research was 
acceptable to potential participants, and is considered a 
best practice approach [16].

Data analysis and interpretation
Some of our PPIE group have been involved in early 
stages of qualitative data analysis, for example, reading 
through a sample of anonymised transcripts of healthcare 
professional referrals of patients onto the programme, 
and providing their views on developing themes. Mem-
bers of our group have also commented on quantitative 
results from studies, which can be more difficult to con-
vey to a lay audience. For example, researchers asked the 
PPIE group on their interpretations of quality-of-life data 
from the NHS Diabetes Prevention Programme.

Researchers from all DIPLOMA work packages have 
presented findings to the PPIE group at various stages of 
the evaluation, and we have provided feedback and fur-
ther interpretation of the findings. Members have fed 
back on the terminology used and some of the graphs 
which were too technical for lay members to understand 

Table 1  Involvement of Public Contributors in the DIPLOMA Research Project

Public contributors
A DIPLOMA PPIE group was formed in 2017; there have been a total of 10 contributors throughout the DIPLOMA evaluation, and five who have regu‑
larly contributed since 2020
PPIE members were recruited either from: (a) a previous PPIE group who expressed an interest in the DIPLOMA project due to personal and family expe‑
riences, (b) a PPIE network called ‘Research for the Future’, a collaboration between NIHR Clinical Research Network: Greater Manchester, North West 
EHealth, Northern Care Alliance NHS Group and Health Innovation Manchester, or (c) Diabetes UK
Contributors included representation from people at risk of type 2 diabetes, people with a family history of diabetes, and people from different back‑
grounds including ethnic minorities
Two lay members were also recruited to our Study Steering Committee group, alongside clinicians and researchers outside of the research team

Meetings
Members of the research team facilitated the PPIE group throughout the five-year project. Everyone was considered equal
The PPIE group met 18 times in total (initially face-to-face, and then virtually during and following the Covid-19 pandemic)

Payments
All PPIE members were paid for their involvement, in line with current guidance [17]
PPIE members were reimbursed for any travel expenses and for their time, including meeting attendance and any feedback activity undertaken 
throughout the research evaluation, as per the current guidance [17]

PPIE involvement
During these meetings, and via email and telephone communication in between meetings, members helped to design research studies within the dif‑
ferent work packages, interpret research findings, and co-produce public engagement materials to disseminate research findings for lay audiences
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initially. The researchers produced alternative presenta-
tion formats, which the PPIE group fed back on. This reg-
ular dialogue between the research team and PPIE group 
[16] ensured we were able to input on study results, 
provide interpretations of results, and suggest ways to 
present the results and complicated statistics to a wider 
audience.

The PPIE group have also advised on analysis plans, for 
example, analysis of uptake to the NHS Diabetes Preven-
tion Programme. This dataset included data fields col-
lected by primary care when patients registered on the 
programme. Some of our group highlighted that religious 
reasons for declining the programme and the time of 
year that the programme was declined (e.g., to account 
for religious holidays) were also important considera-
tions for programme uptake, which was not captured in 
the dataset that the DIPLOMA research team had access 
to. In this case, the PPIE group provided valuable insight 
about how data collection for uptake could be optimised. 
However, it was not in the remit of the research team to 
make these direct changes and we could only feedback to 
commissioners.

Dissemination of research findings
Our PPIE group were passionate about getting involved 
in raising awareness about diabetes prevention. For 
example, we raised ideas about wider community 
engagement and making information as accessible as 
possible, especially in communities and networks where 
there would likely be more risks related to inequalities in 
diabetes and challenges for addressing this. However, it 
was out of the remit of the research team to ‘promote’ the 
NHS Diabetes Prevention Programme, although the PPIE 
group were able to provide valuable input for communi-
cations and dissemination of DIPLOMA findings.

Over the five-year project, we have collaborated with 
video producers, illustrators and scriptwriters to create 
a range of accessible web-based videos to promote pub-
lic engagement of different aspects of DIPLOMA. This 
has included three animation videos describing (a) the 
planned DIPLOMA evaluation at the start of the project 
[18], (b) the overall research findings at the end of the 
project [19], and (c) information about making changes 
to health behaviours [20]. We have also co-produced two 
‘Talking Heads’ videos [21, 22]; the first video summa-
rised a qualitative study on how service users understood 
their type 2 diabetes risk [23], and the second video sum-
marised research on service user take-up and experiences 
of the NHS Digital Diabetes Prevention Programme [24]. 
These have been disseminated in the public domain (e.g., 
via social media channels and NHS England Health Care 
Innovation Expo). The PPIE group co-produced the video 
scripts, inputted into the storyboards, and provided 

feedback on the overall ‘look and feel’ of the videos to 
ensure they were appealing and understandable for the 
public. We also featured in some of these videos.

The group have also co-produced lay summaries of 
studies, working closely with DIPLOMA researchers. 
This again ensured that our research findings were of 
wider interest to a non-academic audience. We have 
worked with an illustrator to produce illustrated sum-
maries to disseminate research findings in different for-
mats for diverse audiences. Disseminating research to the 
general public was particularly important for DIPLOMA, 
given that it was taxpayer’s money subsidising both the 
research and the NHS Diabetes Prevention Programme, 
and patients and the public have a right to influence what 
is supported [25]. We have provided feedback on how to 
optimise engagement and understanding of these mate-
rials for a lay audience, particularly commenting on use 
of complex statistics and acronyms. PPIE members have 
also written blogs about their experiences of involvement 
in evaluations of national programmes [26, 27].

Discussion and conclusions
PPIE has been vital throughout the life of the DIPLOMA 
evaluation, from study design through to dissemination 
of findings. As public contributors, we have provided 
a unique and broader perspective on the work, which 
increased the potential of the DIPLOMA research to 
meet the needs of patients and members of the public.

However, PPIE contribution for a commissioned 
research evaluation of an NHS service already imple-
mented had unique challenges. For example, there have 
been several occasions where the PPIE group have pro-
vided valuable feedback on the NHS Diabetes Preven-
tion Programme, but it was not within the remit of 
the DIPLOMA research team to make changes to the 
programme itself. The purpose of the PPIE group was 
instead to support a research evaluation of an interven-
tion developed by a third party, rather than supporting a 
research project designing the intervention; an approach 
much less direct than what some contributors might have 
been used to. The literature on public involvement has 
previously identified that one of the most common issues 
in PPIE work is unclear definition of roles and expecta-
tions of public contributors [25]; this could have been 
better addressed in DIPLOMA and we further reflect on 
this below.

Given that there was less scope for our PPIE group to 
provide direct feedback on the NHS Diabetes Preven-
tion Programme itself, we were keen to give at least equal 
focus to ‘engagement’ as well as ‘involvement’, to produce 
accessible materials on findings for the public. We view 
this as a particular strength of our approach as this gave 
the PPIE a higher profile than might be the case with 
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other research projects. Reflecting on the UK standards 
for PPIE [14], we were involved in developing a high 
number of accessible co-produced communications for a 
high profile policy-related national programme [18–22], 
demonstrating a clear focus on both ‘communications’ 
and ‘impact’ [14]. However, engagement work also came 
with its own challenges to ensure we kept a clear distinc-
tion between dissemination of the research findings and 
‘promotion’ of the NHS Diabetes Prevention Programme.

Finally, national evaluations of programmes such as 
the NHS Diabetes Prevention Programme are often of 
greater complexity in terms of methods and data analy-
ses, as was the case for DIPLOMA. For example, this 
research involved complex health economics and effec-
tiveness analyses, and some public contributors found 
it more challenging to get involved in these quantitative 
components. This highlights an example of why there 
is a greater need for support, resources and training for 
both public contributors and group facilitators in large 
commissioned research projects such as DIPLOMA, 
and PPIE input on these components can take consider-
able time for all team members. A previous commentary 
on PPIE contribution in diabetes research has discussed 
ways in which they have achieved this, such as yearly 
training on research methods though interactive quizzes 
for patients [6]. In relation to the UK PPIE standards [14], 
there could have been some further learning and devel-
opment opportunities identified for both PPIE contribu-
tors and the research team to help facilitate this challenge 
in DIPLOMA. However, the researchers very much val-
ued the input from our PPIE group on presenting the 
research findings in a way that was more understandable 
for lay audiences, and PPIE feedback was taken on board.

Reflections/critical perspective
Our PPIE group agreed that being involved in DIPLOMA 
was a positive experience where we felt listened to and 
our feedback was incorporated throughout the entire 
project; we discussed our views during a meeting specifi-
cally organised to reflect on each aspect of the research 
evaluation. Being part of this research team gave the 
opportunity for members to learn about how academic 
research is conducted. Importantly, it also increased our 
awareness of the constraints involved in both academic 
research and the implementation of programmes such as 
the NHS Diabetes Prevention Programme.

Lessons learned in the transition to online meetings
Partway through the project, the Covid-19 pandemic 
changed the way we were able to work together; it was 
no longer possible to meet in-person, thus we decided 
to use a video conferencing platform to host meetings. 
Although the group have missed face-to-face meetings, 

there have been some advantages to online meetings 
and this new way of working. For example, travelling 
to the university campus for in-person meetings was at 
times daunting for some members, and could take up a 
substantial amount of their day for a two-hour meeting. 
Online meetings have been more time efficient and cost-
effective. Thus, the group reflected the importance of still 
meeting up in-person, whilst also embracing this new 
way of working online. Similar issues of adapting to PPIE 
during the pandemic have been discussed in more depth 
elsewhere [28].

However, this new way of working together has taught 
the research team some lessons which we will learn from. 
For example, one of our public contributors did not have 
access to a camera for the online meetings, which made 
both visual communication and feeling included difficult 
for this individual. It was correctly highlighted by another 
member of our PPIE group that such access issues 
would not arise in a face-to-face environment, as every 
effort would have been made to help members ‘get into 
the room’. Whilst online working was new to all of the 
research team during the Covid-19 pandemic, it is some-
thing we have now all become accustomed to. On reflec-
tion, this would have been an issue easily dealt with by 
the research team to ensure all PPIE members had equal-
ity of access and inclusive opportunities; one of the UK 
standards of PPIE [14]. The option to also receive some 
training or practice of how to use video conferencing 
during the transition to online meetings could have been 
another way to ensure the PPIE group felt included and 
confident in participating in online meetings and is rec-
ognised as a best practice activity for stakeholder involve-
ment [16].

Challenges of being part of a longer‑term research project
Our group appreciated timely and effective communica-
tion from the research team, even when all communica-
tion transferred online. However, DIPLOMA has faced 
its unique challenges due to the project being a lengthy 
and complicated programme of research, and much 
longer in comparison to some research projects. This 
resulted in a lack of continuity of researchers taking on a 
facilitator role over such a long programme of work, with 
three different PPIE research facilitators during the five-
year project (REH, LB and KH), and a turnover of PPIE 
contributors, both of which had an impact on continu-
ity and group dynamics. Although this was unavoidable, 
this had at times resulted in unintended consequences. 
Firstly, there was a loss of contact with original members 
of the PPIE group who stepped away from the group due 
to health issues. Secondly, newer members recruited to 
the PPIE group later in the project had to quickly under-
stand and deal with the complexities of the different work 
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packages in DIPLOMA. Although the research team pro-
vided an introduction to the DIPLOMA research when 
new members of the PPIE group joined, there was a lot 
of information for new members to take on board for a 
large project.

Despite DIPLOMA being a complex project with eight 
work packages, our group felt that the work packages had 
been usefully broken up to ease understanding. How-
ever, some members reported to not always comprehend 
where their contribution fitted into the wider project. 
Although during early PPIE meetings there was discus-
sion of timelines to help show where PPIE would be 
sought at different time points, these had been somewhat 
impacted by the switch to working online. As with other 
policy programmes, the NHS Diabetes Prevention Pro-
gramme had shifting timelines beyond the control of the 
research team, which made PPIE work more complex.

It was also noted that at times the duration between 
the meetings were too long. This led to members forget-
ting about some of the previous work; a particular dif-
ficulty of facilitating PPIE for a longer-term evaluation. 
To mitigate this, a meeting schedule could have been 
planned in advance for upcoming months of PPIE meet-
ings to reduce the time between meetings when trying to 
find suitable dates to accommodate the group. Although 
the above highlights a general issue in PPIE work about 
desires to avoid burdening the group compared with 
neglecting the group [29], a more formal procedure could 
have been put in place for public contributors to regularly 
feedback any potential issues to the research team so that 
they could be detected earlier on during the research 
evaluation. For example, PPIE contribution in diabetes 
research has previously reported an anonymous survey 
to work well in obtaining feedback from the group [6].

Challenges of being part of a national evaluation 
of a commissioned NHS service
Some of our group reflected on the difficulties of PPIE 
contribution for a research project where the NHS Dia-
betes Prevention Programme was already in service, 
rather than an intervention being developed by the 
research team. It was at times frustrating for PPIE mem-
bers when we were not able to have a direct impact on 
the design and delivery of the NHS Diabetes Prevention 
Programme. Although views were noted and could be fed 
back to commissioners, the research team had a mediat-
ing role between the PPIE group and programme devel-
opers. On reflection, the research team could have better 
explained at the outset to the group what was (not) in the 
remit of DIPLOMA to ensure better expectation man-
agement for working together [14]. The clarification of 
roles of public contributors in research is discussed in the 
literature [25, 29] and described as a best practice activity 

which should be established early on during the research 
project [15].

We also reflected on our input on the public engage-
ment resources produced by DIPLOMA, including the 
blogs and videos. We discussed that DIPLOMA has 
been successful in informing the public via the PPIE 
group about the research, which were seen as examples 
of genuine collaboration. However, it was noted that get-
ting this information out to the general public is a more 
difficult task, as there is already a lot of information on 
social media about diabetes and uptake on some of these 
resources was lower than we had hoped. This was antici-
pated to be a challenge, given that most people seeking 
diabetes resources would be looking for help and support 
with their self-management rather than research on that 
issue, and thus our expectations on resource uptake were 
modest.

Considerations prior to the commencement of research
The use of the project name ‘DIPLOMA’ was confus-
ing for us as public contributors, as the acronym bears 
no meaning with the NHS Diabetes Prevention Pro-
gramme. Such acronyms used by academics can hinder 
understanding among public contributors; for example, 
when PPIE members tried to find out more information 
about the DIPLOMA project, internet searches brought 
up information about education courses rather than the 
NHS Diabetes Prevention Programme. It was reflected 
that although project acronyms can ease communica-
tion internally within the research team, it may not be 
an accessible shorthand for public contributors, and the 
wider public, to understand. Going forward, it was dis-
cussed that any acronyms and project names could be 
agreed at the start of the project with the PPIE group 
who are an integral part of the team and need to be com-
fortable with using them.

The PPIE group were paid for their involvement 
throughout DIPLOMA, in line with NIHR guidance [17]. 
However, one of our PPIE members experienced difficul-
ties in receiving cash reimbursements as this was consid-
ered as income by their local Job Centre office, and hence 
impacted the benefits they were entitled to receive. Alter-
native arrangements were therefore put in place by the 
PPIE facilitator to provide payment to this member using 
vouchers instead. This, however, took considerable time 
to put in place and the PPIE member received a late pay-
ment as a result. Researchers should consider ensuring 
that they include arrangements in their PPIE strategy for 
the option to pay public contributors in vouchers, prior 
to receiving project funding.
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Involvement with different aspects of the research project
The group have enjoyed being involved in so many 
aspects of the research, from commenting on study mate-
rials (e.g., topic guides, questionnaires) to involvement 
with the public engagement work. We appreciated how 
researchers genuinely involved us in every area of the 
project, as well as the positive feedback on our involve-
ment from the research team, which made our hard work 
and contributions feel appreciated; an example where the 
group have worked together towards a common purpose 
and respected different perspectives [14].

When asked to review study materials, our group 
appreciated the flexibility of the timings to review docu-
ments, especially if some members were unable to meet 
deadlines due to personal circumstances (e.g., caring 
responsibilities, health reasons). In line with the inclusive 
opportunities standard of the recently developed frame-
work [14], providing this flexibility meant that all voices 
were still heard and provided a more inclusive and con-
siderate approach. Being part of this PPIE group allowed 
members to contribute to research where we felt we were 
really making a difference, especially those members who 
have experience of pre-diabetes and diabetes either per-
sonally or within their family. It was felt that comments 

were taken on board and voices were heard, which felt 
like ‘true PPIE’ rather than just a tick box exercise.

Conclusions and recommendations
This commentary has reflected on the PPIE contribu-
tion to the DIPLOMA evaluation of the NHS Diabetes 
Prevention Programme. Based on our learning, we have 
put together recommendations for other research teams 
involved in longer-term commissioned research projects 
like DIPLOMA (see Table 2), in addition to what NIHR 
already advise as best practice in involving members of 
the public in research [30]. Many of our reflections cor-
respond with those previously identified in research 
involving patients and members of the public [6, 16, 31]. 
However, we have added a unique reflection of PPIE con-
tribution for a longer-term commissioned research eval-
uation of an NHS service that was already implemented 
in routine practice, which comes with its own challenges. 
These reflections and recommendations provide insights 
to inform future PPIE plans for stakeholders involved in 
commissioned research evaluations.

Abbreviations
ARC GM	� Applied Research Collaboration Greater Manchester
COVID-19	� Coronavirus Disease 2019

Table 2  Recommendations for PPIE in commissioned research evaluations of nationally implemented programmes

Pre-funding of the research project
Researchers could work with public contributors to agree on a project name that the whole group feel comfortable using, avoiding the use of compli‑
cated acronyms where possible
Consider alternative remuneration methods for PPIE members (e.g., voucher payments), based on their preferences or potential adverse impact on their 
income/benefit entitlements

Start of the research project
Provide detailed information about the project timelines, roles of the PPIE group, and scope of the PPIE input, to ensure all members are informed at 
the start of the process on what is expected
Be explicit about the type of research that public contributors are getting involved in, for example, distinguishing between research that designs a 
service and research that evaluates a service
Gather ideas from the PPIE group at the start of the project on how they feel they could contribute to the research to ensure that the purpose of public 
involvement has been jointly agreed

Throughout the research project
Group facilitators could plan a schedule for upcoming meetings in advance, to ensure meetings accommodate for everyone’s preferences (including 
those of the researchers and PPIE members) and to avoid having long breaks in between meetings
If there are long breaks between meetings, PPIE members should be kept up to date with developments from the project
The involvement of someone who is independent of the research team could collate formal feedback from the PPIE group on a regular basis to provide 
contributors with more opportunity and scope to feedback on any issues that need addressing throughout the duration of the research
Longer project timelines may inevitably result in a turnover of PPIE research facilitators and/or public contributors. Measures should therefore be put in 
place to ensure handover between group facilitators, inductions for new members, and minimal disruption for the group if this occurs
The research team should ensure adequate support is provided to PPIE members, in training and resources, as well as in time, recognising their role as 
voluntary contributors who have their own commitments outside of the research project

Resources to consider
If using remote involvement, facilitators should provide training in how to use video conferencing to ensure all members feel at ease with the technol‑
ogy before meetings. Nonetheless, face-to-face meetings also remain important to allow the development of relationships and trust within the group, 
especially at the start of their involvement when the group are new to their PPIE role. Thus, if using remote involvement, a hybrid approach with the 
opportunity for both in-person and online meetings would be beneficial
Researchers should consider the extra resources and training that may be required for (a) remote meetings, including the necessary equipment such as 
a camera for video conferencing, and (b) the use of complex methods used in the research. Such resources and training should be budgeted for in the 
original funding application
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