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Definition (1): what means Patient and Public 

Involvment in Research?   

Patient and Public Involvement in Medical Research : 

as “research being carried out ‘with’ or ‘by’ members of the public rather than ‘to’, 

‘about’ or ‘for’ them. The “public” refers to patients, potential patients, carers and 

people who use health and social care services as well as people from

organisations that represent people who use services. 

https://oxfordbrc.nihr.ac.uk/wp-content/uploads/2017/03/A-Researchers-Guide-to-
PPI.pdf
National Institute for Health Research (INVOLVE project). 
[http://www.invo.org.uk/about-involve/]

https://oxfordbrc.nihr.ac.uk/wp-content/uploads/2017/03/A-Researchers-Guide-to-PPI.pdf
http://www.invo.org.uk/about-involve/
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Definition (2) Distinguish clearly between "involvement," "participation," and 

"engagement":

• Involvement: Actively shaping research (patients/public as partners).

• Participation: Taking part as study subjects.

• Engagement: Information sharing about research findings with the public.

https://oxfordbrc.nihr.ac.uk/wp-content/uploads/2017/03/A-Researchers-Guide-to-PPI.pdf
National Institute for Health Research (INVOLVE project). [http://www.invo.org.uk/about-involve/]
Locock L, Boylan AM, Snow R & Stanisewska S. (2016). The power of symbolic capital in patient and public 
involvement in health research. Health Expectations. 
Crocker JC, Boylan AM, Bostock J & Locock L. (2016). Is it worth it? Patient and public views on the impact of their
involvement in health research and its assessment: a UK-based qualitative interview study. Health Expectations. 
DOI: 10.1111/hex.12479. 

https://oxfordbrc.nihr.ac.uk/wp-content/uploads/2017/03/A-Researchers-Guide-to-PPI.pdf
http://www.invo.org.uk/about-involve/
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For which purposes ? (1) 
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•To improve relevance of the research

• To increase recruitment, retention,

• To. Increase dissemination of findings.

• To Increase public trust and acceptance of research outcomes

•To Enhance ethical standards and transparency.

For which purposes ? (2) 
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Preparation:

- Topics 
identification

- Protocol 
design 

/information 
sheet

Execution

- Enrollment

- Retention

-Data coll.

-Data analysis

Dissemination

Implementation

Impact 

At which step of the research process? (1) 
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At which step of the research process? (2) 
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1- Research Preparatory Phase
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1- Research Preparatory Phase
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2- Execution phase



11

2- Execution phase
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2- Execution phase
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2- Execution phase
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3- Dissemination phase
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Communication of study/trials results to the

patients? 

3- Dissemination phase
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Key elements to report a study/trial with PPI 

components
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Take-home messages 

• PPI may improved differents facets of your research

• Can take place at differents steps: preparation, execution and dissemination.

• Need time, ressources, training, flexibility

• Potential harms: tokenism, power imbalance

• Potential difficulty/specificities in GO : find volonteers,  access to digital tools, 

transportation/mobility, care



Merci de votre attention !
Thanks for your attention
Questions/réponses

Contacts: c-dumasbonnetain@unicancer.fr

site web:https://dialog-oncogeriatrie.fr/
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Background

• 5 challenges identified 

by researchers

• Time

• Recruitment

• Ethics

• Power

• Inequality. 

• 3 challenges identified 

by patient research 

partners 

• Communication

• when you get 

information that is 

hard to handle

• recruitment. 

 3 recommendations were developed:

• create specific programmes that aim to 

involve all kind of patients (even vulnerable 

patients) as patient research partners

• produce ethical guidelines

• develop a national strategy for patient 

research partner involvement
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6. Challenges and Barriers to Effective PPI

•Resource limitations (time, funding, training).

•Cultural resistance among researchers or institutions.

•Power imbalance between patients/public and researchers.

•Ensuring genuine representation and avoiding tokenism.

7. Solutions and Best Practices

•Provide clear role definitions and training for patients and researchers.

•Allocate adequate resources and funding specifically for PPI.

•Establish policies or guidelines to support and institutionalize

involvement.

•Monitor, evaluate, and report PPI impact clearly and transparently.


