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participatory 
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"a collaborative approach to research that involves the people whose lives are affected by 
the issues being researched. They are included equitably as partners throughout the 
research process. The aim is to improve people’s lives and bring about social change.”

King College London

“Systematic enquiry, with the collaboration of those affected by the issue being studies, for 
the purpose of education and taking action or effecting change.”

Definition used by CDC and Institute of Medicine, USA, following The Royal Society of 
Canada Study of Participatory Research in Health Promotion Green et al., 1995

“Participatory Research is a research - to -action approach that emphasizes direct 
engagement of local priorities and perspectives.” 

Cornwall & Jewkes, 1995

Participatory Research
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"a collaborative approach to res earc h that involves  the people whose lives are affected by 
the issues being res earc hed. T hey are inc luded equitably as  partners  throughout the res earc h 
proc es s . T he aim is  to improve people’s  lives  and bring about s oc ial c hange.”

King College London

“Systematic enquiry, with the collaboration of those affected by the issue being studies, for 
the purpose of education and taking action or effecting change .”

Definition used by CDC and Institute of Medicine, USA, following The Royal Society of 
Canada Study of Participatory Research in Health Promotion Green et al., 1995

“Participatory Research is a research - to -action approach … that prioritizes co -constructing 
research through partnerships between researchers and stakeholders, community 
members, or others with insider knowledge and lived expertise”

From Vaughn & Jacquez 2020

Participatory Research



Principles of Participatory Research 

Involves those whose lives are affected by the issues being researched

They are included equitably as partners throughout the research process.

Participatory research is an approach to research not a methodology

Not a one-size-fits all approach

All partners are experts

Power among partners should be acknowledged and sensitively addressed

It is a capacity building exercise for everyone
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Participatory Research

Patient & Public Involvement (PPI)

Citizen Science

Community -Based Participatory 
Research (CBPR)

User-Centred Design 
ResearchUser-Centred Design 

Research

Engaged Research

Participatory Health 
Research

Community 
Science

Participatory Action 
Research (PAR)

(Vaughn & Jacquez., 2020)
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Interest-holders
A new term to replace stakeholders within the 
context of health research & policy (Akl et al., 2024)

• MuSE Interest -holder Groups: the 10’P’s
• Patients, patient organisations , caregivers
• Public 
• Providers
• Payers/Purchasers of health services
• Policymakers
• Program managers
• Product makers
• Payers of research
• Principal investigators 
• Peer review editors

https:// methods.cochrane.org /equity/projects/multi - stakeholder -engagement -muse/stakeholder -
engagement -guideline -development/muse
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Patient &  Public I nvolvement

Research carried out WITH and 
BY members of the public. 
Rather than to, about or for 
them. 

(From INVOLVE UK - https:// www.involve.org.uk /)



Arnsteins Model of C itiz en Partic ipation 
(Arns tein, 19 6 9 )

Conceptual models of 
involvement



Conceptual models 
of involvement

Irish Health Research Forum (2013)



(Vaugn & Jacquez 2020)
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C itizen Science

E nables members of the public (‘citizen scientists’) to 
actively contribute to the scientific research  process. 
C itizen scientists may be involved in a range of 
research activities, including developing research 
questions, designing project methodologies, data 
collection and analysis, and discussing, interpreting 
and disseminating research results 

(Rowbotham et al., 2023)
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C itizen Science

(European Citizen Science Association, 2015)

1. Actively involves citizens in scientific process.
2. Have a genuine science outcome.
3. Mutually beneficial to professional scientists and citizen scientists.
4. Citizen scientists can participate in multiple stages of the process. 
5. Citizen scientists receive feedback from the project.
6. Has limitations like any other science but is democratic in nature.
7. Project data and meta -data are made publicly available.
8. Citizen scientists are acknowledged.
9. Evaluated for their scientific output, data quality, participant experience and 

wider impact.
10.Legal and ethical issues are considered. 
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PhD researcher: Qiuxia Li  
Supervisors: Dr. Sinéad Hynes & Prof. Kieran Walsh
PPI panel: 5 members (caregivers, person with dementia)

Project: Developing an online intervention for caregivers of people with dementia

• Internet-based
• Psychosocial support
• Non-pharmacological

• Informal caregivers 
(partners, family 
members, friends)
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A slide I used in the first 
PPI meeting to give an 
overview of my PhD 
project:
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PPI in Research Stages

1. What is out there?

Systematic review

PPI: Shaping 
interpretation & 
identifying gaps

Online Intervention for Caregivers of People with Dementia

• PhD started from September, 2022
• The first PPI meeting: August, 2023
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PPI in Research Stages

2. What do carers think?

Qualitative study 

PPI: Developing 
materials & supporting 
data collection and 
analysis

Online Intervention for Caregivers of People with Dementia

Qualitative study (Focus groups and one -to-one interviews)

• Reviewed and revised interview questions
• Conducted a mock focus group with PPI contributors
• PPI contributors co-facilitated in focus groups
• PPI contributors as co-author 

Figure 1. Mock focus group with PPI contributors. Date: November 2024
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PPI in Research Stages

3. What should it look like?

Intervention planning  

PPI: Informing design & 
prioritizing intervention 
components

Online Intervention for Caregivers of People with Dementia

Contents

Week 1: Introduction and Building Relationships
Week 2: Understanding the Dementia Pathway 
and Caregiving Journey
Week 3: Coping with Daily Challenges
Week 4: Building and Using Social Support
Week 5: Self-Care and Balancing Caregiving 
Roles
Week 6: Managing Emotions and Stress
Week 7: Family Dynamics and Collaborative 
Caregiving
Week 8: Reflection and Planning Ahead

8-WEEK ONLINE PROGRAM

 Carers join 8 weekly online Zoom 
sessions, co-led by a healthcare 
professional and a carer (peer 
supporter) .

Intervention Planning

• Helped define session topics and 
structure

• Created the group agreement 
“CARER”

• Discussion around the role of the 
facilitators

“Facilitators should not know the 
answer of the questions.” — PPI panel
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PPI in Research Stages

Online Intervention for Caregivers of People with Dementia

4. Is it feasible in practice?

Pilot & refinement

PPI: Guiding pilot 
evaluation and 
refinement 

Group A: 7  carers
Led by an Occupational Therapist and a 

peer supporter

Group B: 8  carers
Led by a Speech and Language Therapist and a 

peer supporter

Feasibility test

• Reviewed and refined the post-intervention interview guide
• Suggested collecting reflections from the facilitators
• We finally named our intervention as “Carer Circles”
• Interpret the findings.
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Some Reflections

Principles that really resonate with me:

 Flexible Involvement

 Open Communication

 Trust and Respect

Get in touch: Q.li6@ universityofgalway.ie (Qiuxia Li)

mailto:Q.li6@universityofgalway.ie
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L essons 
learned from



The People’s Review is a systematic 
review co -created online with members 
of the public









To support the public 
to u n d ersta n d  what
review s a re  a n d  why

th ey m a tter

To su p p ort th e  p u b lic  to 
b e a b le  to think critically
a b ou t h ea lth  c la im s a n d  
use reviews to su p p ort 

d ec is ion s

To d evelop  a n d  test a  
novel online approach
to in volvin g  th e p u b lic  

in  a  review



What 
participatory 
approaches? 



Patient & Public Involvement



ACTIVE Framework  
(Pollock et al., 2019) 



Citizen Science  
(ECSA, 2015) 

1.Actively involves citizens in scientific process.
2.Have a genuine science outcome.
3.Mutually beneficial to professional scientists and citizen scientists.
4.Citizen scientists can participate in multiple stages of the process. 
5.Citizen scientists receive feedback from the project.
6.Has limitations like any other science but is democratic in nature.
7.Project data and meta -data are made publicly available.
8.Citizen scientists are acknowledged.
9.Evaluated for their scientific output, data quality, participant 

experience and wider impact.
10.Legal and ethical issues are considered. 



Layers of 
involvement



STEERING GROUP
Patient & Public Involvement (PPI)



‘The People’
Citizen Science



600+ people from 85+ countries



Citizen Science  
(ECSA, 2015) 

1.Actively involves citizens in scientific process.
2.Have a genuine science outcome.
3.Mutually beneficial to professional scientists and citizen scientists.
4.Citizen scientists can participate in multiple stages of the process. 
5.Citizen scientists receive feedback from the project.
6.Has limitations like any other science but is democratic in nature.
7.Project data and meta -data are made publicly available.
8.Citizen scientists are acknowledged.
9.Evaluated for their scientific output, data quality, participant 

experience and wider impact.
10.Legal and ethical issues are considered. 



How it works













1. S u g g ested  195 q u estion s
2. C h oose th e q u estion  
3. P la n n ed  th e review  a n d  

c o-a u th ored  th e p rotoc ol
4 . S c reen ed  5798  a b stra c ts
5. E xtra c ted  d a ta  from  th e 4 4  

in c lu d ed  stu d ies
6. C h ec k ed  for fla w s in  th e 

stu d ies

7. M a d e sen se of th e  resu lts  
8 . Coming soon : d ec id e h ow  
th e resu lts  sh ou ld  b e sh a red  
a n d  c o-a u th or th e review

What did the People do? 



• Flexibility, accessibility & engagement!!
• Be honest and open
• Accessibility vs. accuracy
• Ask for help – you are not expected to be the expert in 

everything!
• There is no ‘right’ way but there is a ‘wrong way’ 
• This work takes time 
• Keep it simple
• Where/how you will involve people is not always obvious, it 

will emerge

Reflections from The 
People’s Review 
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study
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Project: 
Understanding Personal Factors Influencing Cardiac Rehabilitation Engagement and Developing 
Consensus-Based Recommendations: A Multi-Phase Study

Background:
Cardiovascular disease remains a leading cause of morbidity and mortality worldwide. Cardiac 
rehabilitation (CR) is a comprehensive secondary prevention programme that has been shown to improve 
physical functioning, psychological wellbeing, and cardiovascular outcomes. Despite its well-established 
benefits, participation in CR remains suboptimal. Many eligible patients decline referral, delay enrolment, 
attend only a limited number of sessions, or discontinue participation before programme completion.

Existing research has identified a range of factors associated with CR participation, including demographic 
characteristics, clinical status, health literacy, social support, psychological wellbeing, and healthcare 
system factors. However, less is known about how these factors interact and influence patients’ decisions 
to attend, engage with, and sustain participation in CR over time. 
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Aim: to understand how personal factors influence engagement with CR and to develop consensus-based 
recommendations to support participation and sustained engagement.

Design: 
• Phase 1: Scoping Review - To identify personal factors influencing CR engagement and map intervention 

strategies targeting these factors.
• Phase 2: Qualitative Interview Study - To explore how personal factors influence patients’ decisions to 

attend, engage with, and sustain participation in CR. (Interview with patients and healthcare professionals  
• Phase 3: Consensus development - To prioritise key personal factors and develop practical 

recommendations for improving engagement with cardiac rehabilitation, using Nominal Group Technique 
(NGT). (Participants are patients and healthcare professionals)

Questions:
1. Who should be involved in this project?
2. Why involve these people?
3. When should they be involved? (What stages of the research process?)
4. What are the people involved actually going to do?
5. How are the researcher going to support the involvement?
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T hank you

Questions?
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