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Poll 1

Have you ever heard of Patient and Public 
Involvement (PPI)?



About me...

Group Nitsch, Zurich

Syntropic Medical, Vienna

With Maya Uccheddu, PWLE

With Sofia Petersson, PLWD

Walking the Talk for Dementia



paper

Patient  

expert

Patient  

expert
Psychiatrist Neurologist



Questions for today

What is PPI?

Why PPI? 

What could you do? 
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1 . What is PPI



Getting the public closer to science

Citizen science can:
• accelerate discovery
• improve data quality
• open new research 

questions



PPI - Patient and public involvement  

Patient and public involvement (PPI) 

the active and empowered participation of patients/public in 

processes that affect them, including research. 

“research being carried out ‘with’ or ‘by’ 

members of the public rather than ‘to’, 

‘about’ or ‘for’ them”

https://www.nihr.ac.uk/documents/briefing-notes-for-researchers-public-involvement-in-nhs-health-and-social-care-research/27371



Academic/research

- Conceptualization

- Project writing

- Data analysis

- Publications

- Fundraising

- Clinical trials

- Dissemination

PWLE

- Patients

- Caregivers

- Family 

members

- Public

How to integrate PPI in clinical research?

PWLE= people with lived experience



Modified from 
Ferretti et al. NRN 
2025



PPI can impact research through advocacy

Measurable effect on ALS research:

- fostering innovative projects

- collaborations and clinical trials 

- scientific papers

- catalysed 191% increase in the 

annual amount of NIH research funding 

for ALS

The ice bucket challenge

Schnell, J. et al. ALS Association Ice Bucket Challenge Impact (RTI International, 2024)



Consultation in grants

https://cihr-irsc.gc.ca/e/documents/spor_framework-en.pdf



When was the first QoL scale used in clinical 
research?

Poll 2



Introducing the voice of patients into research - QoL

1948 Karnofsky Performance Scale: the 

ancestor of quality-of-life indices, filled in by 

clinicians. 

1970s Scales were still written, administered and 

interpreted by clinicians (largely non-participative 

PPI)

1980s MRC Daily Diary Card: one of the first 

quality-of-life assessments designed to be filled 

in by clinical trial participants, It was used in 

several MRC cancer treatment studies

Timmermann, C. Chronic Illn. 9, 179–190, (2013)



PPI direct impact on research - PRO

Food and Drug Administration, 2009. https://www.fda.gov/downloads/drugs/guidances/ucm193282.pdf

PROs = Patient Reported Outcome 

Any report of the status of a patient’s health 

condition that comes directly from the patient, 

without interpretation of the patient’s response by a 

clinician or anyone else’

https://www.fda.gov/downloads/drugs/guidances/ucm193282.pdf


PRO and PROMS
´PRO measures (PROMs) = 

self-completed questionnaires

Anderson et al., BMJ 2018

Redefining clinical study 
outcomes



Example – PRO in ataxia

Schmahmann, J. D., Pierce, S., MacMore, J. & 

L’Italien, G. J. Mov. Disord. 36, 2367–2377 (2021)
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2 . Why PPI?



Why PPI?

1. It’s morally and ethically the right thing to do

2. It can improve recruitment and retention

3. It can improve efficiency in a study

4. Regulators want it

5. It can bring to new insights



The ethical point

The involvement of people living with 

disease in medical research can be 

seen as a specific case  within the 

larger framework of public 

participation in democratic 

processes

1978 WHO Alma-Ata declaration: 

“people have a right and duty to 

participate individually and collectively in 

the planning and implementation of 

their health care”





PPI improves recruitment

Including a researcher with lived experience of MS substantially 

enhanced recruitment efforts for this trial.

-> This personal connection fostered trust, as potential 

participants saw someone who truly understood their journey 

advocating for the study.

->  The story of the researcher, which was shared through 

interviews and media, resonated deeply with patients, thereby 

accelerating recruitment and enabling the trial to advance quickly

Robert Joyce, 

Embedded Patient 
Researcher

Example: Cognitive Occupation-Based programme for people with MS 

(COB-MS) trial (ISRCTN11462710)

Joyce, R., Dwyer, C. P. & Hynes, S. M. HRB Open. Res. 4, 11 (2021)



PPI and study efficiency

- Improvement of patient information sheets

- Ensuring that research procedures are 

acceptable to participants

- Increasing participant enrolment and retention

- Development of research findings that are 

applicable to the patient experience

-> Less protocol amendments, quicker completion, lower costs, higher efficacy
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https://pixabay.com/users/megan_rexazin_conde-6742250/?utm_source=link-attribution&utm_medium=referral&utm_campaign=image&utm_content=5459633
https://pixabay.com/?utm_source=link-attribution&utm_medium=referral&utm_campaign=image&utm_content=5459633


PPI and regulators /HTA

https://www.eu-patient.eu; https://www.cda-amc.ca/sites/default/files/cdr/cdr-pdf/Patient%20Engagement%20at%20CADTH.pdf 

https://www.eu-patient.eu
https://www.eu-patient.eu
https://www.eu-patient.eu


Patient-led research is powerful and insightful
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3. What you could do



Actions for you:

1. Promote patient training

2. Consider involving people with lived experience (PWLE)

3. Educate yourself on PPI  



1. Promote 
patient 
training 



2. Consider 

involving PWLE

- Embedded researchers

- Educational 

activities/clinical 

updates in trials

- Meet ups between 

researchers and PWLE

MCI patients, people with early 

dementia stages and caregivers are 
eager to learn and help



https://patient-engagement.eu/

3. Further educate yourself on PPI



Resources

Journals:
Nature Reviews Neurology series World View: 
https://www.nature.com/nrneurol/articles?type=world-view

PPI organizations:
EUPATI https://eupati.eu/
Patient Engagement https://patient-engagement.eu/
Admedicum: https://admedicum.com/why-patient-engagement-matters/
Eurordis: https://download2.eurordis.org/ern/Patient-Partnership-
Framework/2023/PPF.pdf

Individual patient experts:
Sarah Riggare
Robert Joyce

Richelle Flanagan
Maya Uccheddu

Rachel Wurzman
Jon Nelson

https://patient-engagement.eu/
https://patient-engagement.eu/
https://patient-engagement.eu/
https://admedicum.com/why-patient-engagement-matters/
https://admedicum.com/why-patient-engagement-matters/
https://admedicum.com/why-patient-engagement-matters/
https://admedicum.com/why-patient-engagement-matters/
https://admedicum.com/why-patient-engagement-matters/
https://admedicum.com/why-patient-engagement-matters/
https://admedicum.com/why-patient-engagement-matters/
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Summary

PPI in medical research belongs to public 
participation in democratic processes

PPI in clinical research has been shown to 
improve recruitment, retention, and overall 
efficiency of studies

Consider actively involving PWLE who are 
interested in helping – resources are available



Will you consider in the future integrating PPI in 
your work?

Poll 3



To contact me:

Mariateresa.ferretti@gmail.com
https://www.linkedin.com/in/maria-teresa-ferretti-241849115/

Thanks!

mailto:Mariateresa.ferretti@gmail.com
mailto:Mariateresa.ferretti@gmail.com
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