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Before we begin

• Go to Mentimeter.com and put the code xxxxxx

• This is a VERY brief introduction of the 
concept of PPI

• Usually, people need AT LEAST 10-20 hours (and much 
more) training about PPI.

• Being realistic about your expectations from this 
one-hour session

• We will share how we have done it- before 

understanding the concept – and what are the 

key lessons for the future



What is PPI?

• “Research being carried out ‘with’ or ‘by’ 
members of the public rather than ‘to’, ‘about’ 

or ‘for’ them” (NIHR, 2023)

• The term PPI is mainly used in the UK and in medical 
research 

• There are some interlinked terms e.g.,
• PPIE (Patient and Public Involvement and Engagement)

• CEI (Community Engagement and Involvement) – mainly 

used in health system research



Definition of CEI

• "An active involvement of the community
throughout the research process, using 

participatory approaches and working in 

partnership with all key stakeholders. CEI 

includes a range of activities which involve 

interactions between researchers, community 

members and stakeholders, aimed at improving 

the relevance, value and conduct of health 

research.“



Who are ‘stakeholders’ in 
research?
• People who have an interest in, or influence 
over, what research is done and how it is done 

e.g.,  

• Policymakers

• Academia

• Healthcare professionals

• Third sectors/NGOs

• Community/religious leaders

• Patients (experts by experience)

• Family carers



What about ‘the public’?

• A broader group of people, which the 

stakeholders are part of, who may have a 

general interest in research and its role in 

society. 

• These terms will have different meanings for 
different research projects. 

• The ‘community’ to be engaged with for research 
involving alcohol users will be very different from 

the community engaged with in research exploring 

different treatments for childhood malaria.



Do we need to include every 
stakeholder?
• It depends

• You need to understand all the groups of people 
who are, or could be, affected by the research 
in the community.

• Think carefully about which groups you are 
prioritising. 

• Consider which people are included or excluded, 
and why. 

• You may want to 'map' important stakeholders 
early, to prioritise and plan the research



Why is PPI important/needed?

• Provide ways to encourage critical reflection that can 
challenge researcher views.

• Enable researchers to identify existing community and 
stakeholder groups.

• work with them to help address wealth and power dynamics between 
researchers and communities

• to build local capacity

• Promote sustainable relationships between researchers and 
community stakeholders that go beyond the life of a single 
research project.

• Nurture trust between communities and researchers, 
contributing to sustainability

• Break down communication barriers



Inclusion of the views of those 
most affected by the research

• Listening

• Learning

• Responding with stakeholders

• Providing feedback and actions



Ethical needs

• Researchers are more aware of the health priorities of 
all those affected by the research. 
• To assess whether the research is useful and relevant locally.

• Ensuring that appropriate methods of engagement and 
informed consent in research are used.

• Improving individuals’ understanding of research so 
they can make informed choices about whether they want 
to participate in research or not.

• Community views can be included in the development of 
institutional policies.

• PPI has the potential to strengthen the protection of 
research participants, including reducing their risk of 
stigmatisation.



PPI supports the study 
implementation
• Enhance participant recruitment and retention 
into studies.

• Any rumours and misconceptions circulating in 
the community, can be detected, discussed and 

acted upon where necessary.

• PPI can help with ways to share important 
research findings with stakeholders.

• PPI can strengthen community relationships and 
promote a supportive environment, where other 

research studies can be implemented.





Do I need to do a PPI? Sound 
like a pain
• Up to you  - I am not you father. I am not 

assessing your annual research performance

• However, major funders has increasingly required 
patient and public engagement and involvement. 

• Some funders will desk reject your applications 
immediately if you have no PPI element:

• The Wellcome Trust

• National Institute for Health and Care Research (NIHR)

• National Institutes of Health (NIH)

• The Medical Research Council UK





Questions?



Challenges when undertaking 
PPI
• Power dynamics

• Managing multiple voices  



Different expectations and 
priorities



Research/engagement fatigue



Conducting PPI in different 
contexts



Key ingredients for a 
successful PPI
• A commitment to the social value of health 
research

• Creativity to design appropriate ways of 
engaging communities

• People who have an understanding of local 
structures and systems

• People who have an understanding of the local 
culture 

• Trained and experienced professionals

• Funding



Examples of PPI-embedded 
projects

https://link.springer.com/book/10.1007/978-

3-031-27223-3

• A co-produced academic book written 

together between academic, people with 

dementia, family carers

https://link.springer.com/book/10.1007/978-3-031-27223-3


£2m ESRC-funded project



• Closing Assessment and Referral Equity in 
Metastatic Breast Cancer in Thailand (CARE-T) 





Conclusions

• PPI is one way to enhance the quality and 
relevance of your research with stakeholders

• It improves communication skills between 
different stakeholders and empower those who 

are less heard

• PPI has its benefits and challenges- prepare 

accordingly

• Funders has increasingly required PPI as a part 
of application



For in-depth learning, go to



Questions?

• tphenwan001@dundee.ac.uk

mailto:tphenwan001@dundee.ac.uk


Appendix



For practical guideline, see

• https://usher.ed.ac.uk/sites/default/files/atom
s/files/respire_stakeholder_engagement_resource

_guide_v3.pdf

https://usher.ed.ac.uk/sites/default/files/atoms/files/respire_stakeholder_engagement_resource_guide_v3.pdf
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