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ABSTRACT 
Background: Patient and public involvement and engagement (PPIE) is essential throughout the research cycle, but a one‐size‐ 
fits‐all approach does not suit all study types. Health data research presents several unique challenges, including ensuring data 
transparency and security. Thus, PPIE guidance should ideally define specific tasks to reduce the likelihood of tokenistic 
involvement. We therefore aimed to develop actionable, task‐focused guidance for PPIE in health data research. 
Methods: We used a consensus development process. We generated a list of potential PPIE tasks in health data research from 
existing literature informed by discussion with expert witnesses. We convened a consensus panel of nine members, comprising 
PPIE participants with varying experiences of PPIE and data research, PPIE professionals and health researchers. The panel 
first rated their agreement with tasks independently online and then discussed disagreements during an in‐person meeting, 
after which all tasks were re‐rated. We calculated median scores and refined a final set of tasks. 
Results: We identified 29 tasks across six domains of the research cycle: (1) prioritising and commissioning research; (2) 
planning research projects; (3) delivering research; (4) interpreting research; (5) sharing and using research knowledge; and (6) 
evaluating research. Consensus was reached on 25 tasks in the first round. Initial disagreements, particularly around planning 
research projects and monitoring data privacy, were resolved following structured discussions. Consensus and support were 
achieved for all 29 tasks following the second round. 
Conclusions: PPIE participants expressed a strong desire to be involved in all aspects of the research cycle. We offer a 
framework of actionable PPIE tasks for health data research and invite further development and evaluation. 
Patient and Public Contributions: PPIE participants were involved shaping the project idea and design, draughting a list of 
PPIE tasks, rating and discussing the importance of PPIE tasks and co‐writing the publication.   
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1 | Introduction 

Involvement of patients and the public in research is increas
ingly recognised as an essential component of good research 
practice. Meaningful patient and public involvement and en
gagement (PPIE) can enhance research relevance to community 
needs and priorities, improve study design, clarify study out
comes, and facilitate the integration of new evidence into 
practice [1, 2]. PPIE throughout all stages of the research cycle 
is now an established requirement for most UK public funding 
bodies (e.g. the National Institute for Health and Care Research; 
NIHR) [3–6]. PPIE activities can include co‐designing grant 
applications, advising on study methods and protocols, devel
oping participant‐facing materials, and contributing to dissem
ination [1]. However, a ‘one‐size‐fits‐all’ approach may not be 
appropriate for all types of research and PPIE expectations and 
contributions should be tailored to the research goals [7]. 
Additionally, despite its growing prominence, the legitimacy of 
PPIE has sometimes been questioned, especially when 
involvement appears tokenistic or limited to a ‘box‐ticking’ 
exercise [1, 8]. These risks may increase when PPIE roles are 
unclear or not linked to specific tasks that define contributions 
to the research process. This has led to the development of the 
UK standards for Public Involvement Frameworks [4] and 
guidance from charity organisations, funding bodies and 
research groups to support meaningful and inclusive PPIE. 
PPIE participants are the preferred term used throughout this 
document to refer to the diverse patient and public members 
involved in this work. 

Health data research is a rapidly expanding and evolving field. 
It involves gathering, analysing, and linking information about 
people and their health to understand disease and improve 
healthcare [9]. Unlike traditional clinical research, which typi
cally requires informed consent from participants, health data 
studies often rely on broad, public consent mechanisms such as 
‘opt‐out’ or public interest approval presenting unique ethical 
and regulatory challenges [10]. These challenges include en
suring transparency, maintaining public trust, and addressing 
concerns around data privacy and security [11]. Building trust 
between researchers and people whose data is used, including 
patients and the public, has been emphasised as a cornerstone 
for responsible health data research [12, 13]. Mutual collabo
ration between researchers, patient and the public is required so 
that ethical considerations, such as data privacy and discussions 
around sharing health data, are addressed in a responsible and 
acceptable way [10, 12, 14–17]. Engaging PPIE participants in 
health data research is crucial to inform and shape under
standing of data access, consent mechanisms, and ethical 
safeguards, and is a way of ensuring that the research aligns 
with public values and concerns [18]. 

Whilst guidance on PPIE in health research is available [4, 19, 
20], there is limited direction on incorporating PPIE effectively 
into health data research. Emerging health data strategies 
[21, 22] outline objectives for PPIE engagement, such as 
developing communications plans to promote trustworthiness 
and transparency around health data research and improving 
language and accessibility for stakeholders and under‐ 
represented voices [21]. However, task‐specific recommenda
tions on how to embed PPIE at each phase of the health data 
research cycle are lacking. 

The Data‐Driven Blood and Transfusion Research Unit 
(DD‐BTRU) was established to accelerate the development of 
data‐driven methods to optimise blood use and integrate them 
within routine practice to improve patient outcomes [23]. The 
programme is structured around four interlinked work packa
ges: (i) measuring inappropriate variations in transfusion 
practice and identifying data‐driven interventions to improve 
patient care, safety and value for money; (ii) developing novel 
data linkages and electronic systems to support transfusion 
pathways throughout the blood supply chain; (iii) establishing 
the infrastructure for scaled‐up clinical, epidemiological and 
quality improvement research using large data sets to inform 
policy and patient care and; (iv) modelling the cost‐effectiveness 
of resulting innovations. We were unaware of any task‐specific 
PPIE guidance for health data research. We therefore aimed to 
produce actionable guidance to support inclusion of PPIE in 
future health data research. 

2 | Methods 

2.1 | Design 

We used a modified RAND consensus development process 
[24], a formal group consensus process that systematically and 
quantitatively combines expert opinion and evidence by asking 
panellists to rate, discuss, then re‐rate items (Figure 1). 

We chose this over other methods (e.g. Delphi) as it allows 
structured deliberation of potentially complex issues and pro
vides an explicit method of aggregating judgements. 

2.2 | Participants 

We convened a panel of nine people associated with the 
DD‐BTRU. This included two researchers, two PPIE profes
sionals and five self‐selected PPIE members from the DD‐BTRU 
Patient and Public Panel. Six panellists were female and three 
males. The panel reflected a range of ethnic backgrounds: two 
Asian or Asian British, three Black‐British, Black‐African or 
Black‐Caribbean, and four White‐British or Other. Self‐rated 
experience of PPIE in research was three experts, three inter
mediate and three beginners with varying levels of health data‐ 
research experience. Panel membership was weighted towards 
patient and public members to ensure that their experiences 
and reflections formed the majority contribution. All patient 
and public members involved in this project received payment 
for their contributions PPI payment guidelines from the NIHR 
[25]. They could select between online vouchers of their choice 
or bank transfers. Whilst we use the term ‘PPIE participants’ 
throughout this paper, we acknowledge it encompasses both 
people with lived experience of specific health conditions or 
service settings and members of the public who contribute 
broader societal perspectives [26]. 

2.3 | Generation of Tasks 

We drew upon existing literature to generate a list of potential 
PPIE tasks in health data research [7, 27–30]. We focused on 
specific tasks with defined actions (e.g., giving feedback on draft 
funding applications for research) rather than roles (e.g., data 
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oversight committee membership) to be consistent with our 
goal of providing clear expectations. We shared and refined the 
list of tasks following feedback from researchers, patient and 
public members and PPIE managers including PPIE partici
pants in the panel. We grouped the resulting tasks within six 
phases of the research cycle: prioritising and commissioning 
research; planning research projects; delivering research; 
interpreting research; sharing and using research knowledge; 
and evaluating research (Figure 2). 

2.4 | Consensus Process 

We invited three ‘expert witnesses’ to share their perspectives 
and to familiarise PPIE participants with background issues in 

an optional 1‐h online meeting. The experts comprised a data 
researcher with PPIE experience, a PPIE manager and a PPIE 
partner with health data research experience. All five PPIE 
members and one PPIE Manager attended the meeting with 
‘expert witnesses’. After this meeting, panellists independently 
rated PPIE tasks online using a 9‐point Likert scale (1=strongly 
disagree to 9=strongly agree). We aggregated panel ratings. 
High disagreement was defined as where at least two panellists 
ranked an item at the lower end of the scale (1–3) and at least 
two ranked it at the higher end of the scale (7–9). Moderate 
disagreement was defined as at least two panellists rating at 
either end of the scale. High or moderate disagreement indi
cated areas where consensus was not yet reached. The absence 
of high or moderate disagreement indicated consensus. We 
calculated median ratings for each PPIE task. 

FIGURE 1 | PPIE task generation and consensus process Figure 1. This diagram summarises the process of generating, refining and prioritising 
PPIE tasks in health data research. The process started with generating a list of PPIE tasks from literature and incorporating expert before using a 
consensus process to prioritise PPIE tasks aligned with six key phases of a research project.  

FIGURE 2 | The distribution of PPIE tasks in health data research over the research cycle Figure 2. The distribution of PPIE tasks in health data 
research over the research cycle is shown alongside the six phases of the research cycle. These include prioritising and commissioning research; 
planning research projects; delivering research; interpreting research; sharing and using research knowledge; and evaluating research. The number 
of tasks identified in each phase is shown along with examples of the possible tasks.  
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We shared aggregated ratings with all participants, and they 
were given a copy of their initial ratings for reference at the start 
of the 5‐h consensus meeting, which all nine panellists attended 
in‐person. We discussed disagreements with the goal to pro
mote, but not force, consensus. Participants had the opportunity 
to share their thoughts on the importance of each task, clarify 
meaning and discuss reasons for their rating decision. During 
the consensus meeting participants ranked and submitted each 
PPIE task again after discussing it. The results of the consensus 
process were shared with participants to allow further reflec
tions and feedback before we refined the selected tasks. 

3 | Patient and Public Contributions 

One PPIE participant, from three invited, joined the project 
management team, attending all meetings and contributing to 
decisions on design, management, delivery, interpretation and 
dissemination. Eleven members from the DD‐BTRU Patient and 
Public Panel helped shape the project idea and design. Six PPIE 
participants draughted and rated a list of PPIE tasks, also dis
cussing their importance. Two PPIE participants co‐wrote the 
publication. Seven PPIE participants were involved in devel
oping a subsequent version of the PPIE tasks framework for 
patients and the public, as well as in writing and reviewing the 
manuscript. 

4 | Results 

We identified a total of 29 PPIE tasks across the research cycle 
(Table 1). We also generated a version with examples to help 
understanding for panellists (Supporting Information Table S1). 
All panellists completed both rating processes and contributed 
to the meeting discussions. 

Results of the first rating process indicated consensus in support 
of 25 tasks (Table 2). We found moderate disagreement for three 
tasks within the research planning phase: helping decide how 
information is collected and analysed (median score 7; range 
2–8), voicing concerns about areas of the project and helping to 
find solutions (8; 3–9) and reviewing information to encourage 
trustworthiness and transparency (8; 3–9). We found high dis
agreement for one task: monitoring the protection of privacy 
and confidentiality of patient information (7; 2–9) (Table 2). 

After a second round of rating and discussion consensus was 
reached for all 29 tasks (Table 2). The most strongly‐rated tasks 
included: reviewing documents about research made for patient 
and public members (9; 8–9); encouraging and supporting the 
involvement of people with diverse views (9; 7–9); supporting 
the delivery of PPIE (9; 7–9); and helping to build connections 
to patient networks and communities (9; 8–9). 

5 | Discussion 

5.1 | Summary of Findings 

We identified and prioritised 29 PPIE tasks relevant to health 
data research. Through a structured consensus process, we es
tablished that there is strong agreement on the importance of 
these tasks across all phases of the research cycle. Our com
prehensive framework also offers actionable guidance for 

TABLE 1 | Patient and public involvement and engagement (PPIE) 
tasks identified across the research cycle.  

Prioritising and commissioning research (deciding 
what research should be done)  
• Suggesting research topics  
• Setting research priorities for specific health conditions  
• Making recommendations about which research 

to fund  
• Give views on direction of research projects 

Planning research projects (working out how to do the 
research)  
• Adding skills and experiences to applications for 

research funding  
• Help to shape research questions (e.g., adding 

questions patients see as important).  
• Helping decide how information is collected and 

analysed  
• Guiding the development of treatment and health care 

services  
• Voicing concerns about areas of the project and 

helping to find solutions  
• Advising the researchers about recruitment of 

participants for the study  
• Reviewing information to encourage trustworthiness 

and transparency  
• Advising the research team on their Patient and Public 

Involvement and Engagement plans 
Delivering research (carrying out the research)  
• Helping to write the research materials  
• Reviewing documents about research made for patient 

and public members  
• Encouraging and supporting the involvement of people 

with diverse views  
• Supporting the delivery of Patient and Public 

Involvement and Engagement plans  
• Helping to build connections to patient networks and 

communities  
• Monitoring the protection of privacy and 

confidentiality of patient information  
• Reviewing the progress of research (e.g., getting 

regular updates about the work) 
Interpreting research (looking at the results of the 
research)  
• Assisting the research team to interpret results and 

develop recommendation from them  
• Advising how a treatment or service can continue after 

the study 
Sharing and using research knowledge (telling people 
about the research)  
• Sharing knowledge from a research study (e.g., helping 

write up the results)  
• Advising how to feedback results to research 

participants 

(Continues) 
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researchers and a basis for developing and monitoring PPIE in 
health data research. The growth of health data research PPIE 
strategies [21, 22, 31] amplifies the importance of identifying 
specific PPIE tasks that can help operationalise PPIE involve
ment throughout the health data research cycle [12, 14]. 

Our approach and findings broadly mirror those of an earlier 
consensus study, which found strong support and consensus for 
20 out of 21 roles of PPIE in clinical research [7]. That same 
study found more focused support for a narrower range number 
of roles in implementation research, which often focuses on 
understanding and changing the behaviour of healthcare or
ganisations and professionals rather than patients. Our findings 
highlight that PPIE is desired throughout every stage of health 
data research, from prioritising and commissioning studies to 
evaluating their impact. 

Our findings confirmed that trustworthiness, transparency and 
ethical oversight, key requirements for health data research, 
were also considered central to PPIE. Subsequently, rather than 
PPIE members being directly involved in shaping, delivering 
and testing interventions like other health research studies 
[7, 32], tasks were orientated towards governance, advising and 
interpretation of results to show trustworthiness. This may 
reflect the specific challenges of working with health data, 
where there are public concerns about potential misuse, con
sent, and data security [12, 14]. The tasks presented are a 
prompt for researchers to explore opportunities for involvement 
and engagement; they are not exhaustive and will need further 
refinement as research expectations and methods evolve. Whilst 
PPIE should remain flexible and iterative, defining specific 
tasks can help ensure that contributions are meaningful and 
likely to be acted upon [33]. 

Research planning tasks (e.g., deciding how information is 
collected and analysed) were initially associated with moderate 
or high disagreement, possibly reflecting the varying experience 
and skills of PPIE participants [33]. Differences in experience, 
and the support available to them, may influence how PPIE 
participants engage with technical aspects of study design and 
methodological discussions. Appropriate support structures can 
help maximise involvement [34]. PPIE can enhance clinical 
research planning by improving its relevance and quality, en
suring patient‐centred outcomes, and increasing the accessi
bility of findings [1]. Subsequently, if PPIE is desired at each 

stage of health data research, offering training and capacity‐ 
building initiatives could support PPIE participants to provide 
meaningful input throughout all aspects of the research 
cycle [35, 36]. 

5.2 | Study Strengths and Limitations 

A key strength of our study concerned the use of a modified 
RAND consensus development process [24], which combines 
private, independent decision‐making with collective, face‐to‐ 
face deliberations. This approach allowed for a more nuanced 
understanding of each PPIE task and facilitated a balanced 
evaluation, ensuring that diverse perspectives were considered. 
The relative diversity of our panel, encompassing varying levels 
of expertise and backgrounds, further contributed to the 
robustness of the findings. Discussions with PPIE participants 
can highlight additional PPIE priorities, including the need to 
engage underrepresented groups, such as minority communi
ties, in conversations about the benefits, limitations, and 
transparency of data use to support trust and inclusivity. 

A limitation is that our panel was derived from only one health 
data research programme addressing a specialist field‐blood and 
transplant. We recognised the risk that the two researchers on 
the panel may potentially have exerted disproportionate influ
ence on group discussions. We attempted to mitigate this by 
structuring all deliberations and use of a formal consensus 
process. The identified tasks may also require refinement as 
health data research evolves. Future studies could benefit from 
larger, more diverse panels, including international partici
pants, to validate and elaborate our findings. 

5.3 | Implications for Practice and Research 

Our work complements existing PPIE tools and best practice 
guidelines, such as the UK Standards for Public Involvement in 
research and the Public Engagement in Data Research Initiative 
(PEDRI) [4, 37]. Our practical guidance aims to encourage 
meaningful PPIE, which can promote the ethical conduct, rel
evance, and transparency of health data research. For re
searchers, this means incorporating patient and public insights 
at all stages of data research, potentially leading to more 
patient‐centred outcomes. Future research should explore how 
the distinct differences between people with lived experience 
and the public might be aligned with certain tasks and stages of 
the research process. Both groups bring different but comple
mentary perspectives to health data research; patients contrib
ute experiential knowledge on research questions, methods and 
outcomes, whilst public can offer broader views on funding, 
social and ethical considerations [26]. However, our framework 
provides a foundation to help inform policymakers and funding 
bodies in clarifying requirements for PPIE in health data 
research proposals and evaluations. 

If PPIE is desired throughout all stages of the research cycle, it 
is important to provide PPIE contributors with the skills and 
training needed for active and inclusive engagement [35, 36]. 
Future research should explore the types of support structures 
that enhance PPIE impacts and how experienced participants 
can mentor those new to PPIE to ensure a more inclusive and 
supportive environment. 

• Adding a personal perspective about the results  
• Speaking about the research results and point out 

groups to discuss it with  
• Give personal insights into how patient and public 

members see the results 
Evaluating research (reflecting on the research and 
how it was done)  
• Contribute to the evaluation of the research project  
• Help to evaluate the impact of Patient and Public 

Involvement and Engagement  
• Make future research recommendations (e.g., 

suggesting future research questions) 

Note: A total of 29 PPIE tasks were identified across the research cycle.  
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PPIE should be viewed as an essential part of good research 
practice, therefore promoting mutual learning through evalua
tion can provide valuable insights into how PPIE can be orga
nised and supported most effectively [38]. Previous literature 
has supported the use of PPIE evaluation at varied timepoints in 
the research cycle. This includes understanding research pro
cesses, context and outcomes to enhance learning and 
accountability [39]. In addition, diverse approaches to PPIE 
have been shown to enhance recruitment and retention in 
clinical trials [38]. Such evaluations determine what works, for 
whom and under what conditions, while recognising PPIE as a 
fundamental component of research. We therefore welcome 
further work to develop and evaluate our task‐oriented frame
work to guide research planning and monitoring of PPIE. 

6 | Conclusion 

This study highlights that PPIE is important throughout a 
research project, but specific tasks can vary between different 
study types. Building on well‐defined PPIE tasks for clinical 
trials, this study started to define a list of specific PPIE tasks for 
health data research. The consensus process of this study found 
strong support for and agreement around PPIE tasks across six 
key phases of health data research. Findings and a list of spe
cific PPIE tasks offer a framework to build on, guide and 
monitor PPIE in health data research, supporting researchers 
and patient and public members to better plan and implement 
meaningful involvement and engagement in health data 
research.  
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