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Question

When could PPI contributors be involved in a clinical study (check all 
possible choices)?

❑ In the preparatory phase

❑ During the study

❑ After the study
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Art.6:

Medical research involving human participants is subject to ethical standards that promote and ensure respect for all 
participants and protect their health and rights. 

Since medical research takes place in the context of various structural inequities, researchers should carefully consider 
how the benefits, risks, and burdens are distributed.

Meaningful engagement with potential and enrolled participants and their communities should occur before, during, 
and following medical research. Researchers should enable potential and enrolled participants and their communities 
to share their priorities and values; to participate in research design, implementation, and other relevant activities; 
and to engage in understanding and disseminating results.

4

PPIE in Helsinki Declaration



When could PPI 
contributors be involved?
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PPI contributors can make valuable contributions at every 
stage of research

Identifying research 
question 

→ research priorities are 
aligned with those of 
patients and citizens

Designing research 
project 

→ research outcomes and 
design are relevant for 

patients

Research conduct 

→ another perspective 
based on experience is 

provided

Results dissemination 

→ communication is 
accessible to the public

Implementation 

→  research leads to action

Evaluating PPI impact 

→ PPI practice can be 
optimized in future studies



When and how PPI contributors could be involved?
Preparatory phase
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Guide for researchers to address patient and public involvement (PPI) in clinical trials

PPI contributors can get involved to:

➢ Share perspectives about the 
study through individual 
interviews, focus groups, working 
groups, surveys, …

➢Write/review the lay summary 
for general public

➢…

https://www.scto.ch/wp-content/uploads/2025/12/SCTO-PPI-Guide-Researchers_210713.pdf


▪ Explain the PPI planned until the proposal 
submission 

▪ Add the associated budget requested : up to 5000 
CHF allocated by SNF

In the letter of intent

Patient engagement plan



When and how PPI contributors could be implicated?
During the trial
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PPI contributors can get involved to:

➢ Review documents dedicated to 
participants

➢ Become members of an advisory 
board

➢ Support communication with study 
participants 

➢ Provide input on data analysis and 
highlight results that are relevant 
for the public

➢…

Guide for researchers to address patient and public involvement (PPI) in clinical trials

https://www.scto.ch/wp-content/uploads/2025/12/SCTO-PPI-Guide-Researchers_210713.pdf


When and how PPI contributors could be implicated?
After the trial
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PPI contributors can get involved to:

➢ Summarize study results in lay 
language

➢ Support study results 
communication to participants and 
public

➢ Participate in article writing

➢ Give feedbacks about PPI actions 
and impacts

➢…

Guide for researchers to address patient and public involvement (PPI) in clinical trials

https://www.scto.ch/wp-content/uploads/2025/12/SCTO-PPI-Guide-Researchers_210713.pdf


▪ Describe patient engagement activities that have 
taken place during the proposal preparation and 
the effect of PPI on planning and designing the 
trial.

▪ Describe the PPI planned during and after the 
project. 

In the proposal

Patient and public involvement



PPI: Who, how and when?
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Level of engagement

Information  
Provide information

Advice
Give advice on 

specific questions

Joint decision-
making

Contribute at a 
decision-making 

level

Leadership
Lead specific parts 

of a project

Identification of research 
questions

Study design and funding 
application

Management and study 
process

Data analysis

Dissemination and 
implementation

PPI Evaluation

▪ The level of engagement, profile, expertise and 
numbers of PPI contributors change depending on 
PPI activity.

▪ PPI activities have to be tailored according to:

➢ Research team ressources (human and 
financial) 

➢ Research team experience

➢ Available time



PPI: Who, how and when?
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▪ In multicentric studies, include PPI contributors from the 
different regions

▪ Involve people with different profiles and expertises. Diversity 
makes the insights richer and more relevant.

▪ For each  PPI contributor, precise:

➢ The role and missions

➢ The necessary expertise

➢ The period of involvement and the frequency of requests

➢ Remuneration modalities

▪ SCTO templates:

➢ For PPI recruitment: Participation Request for PPI 
Activities Template 

➢ To formalise the collaboration: Written agreement for 
PPI activities Template

https://view.officeapps.live.com/op/view.aspx?src=https%3A%2F%2Fwww.scto.ch%2Fwp-content%2Fuploads%2F2025%2F12%2Fppi_participation_request_template_v1.0_230301.docx&wdOrigin=BROWSELINK
https://view.officeapps.live.com/op/view.aspx?src=https%3A%2F%2Fwww.scto.ch%2Fwp-content%2Fuploads%2F2025%2F12%2Fppi_participation_request_template_v1.0_230301.docx&wdOrigin=BROWSELINK
https://view.officeapps.live.com/op/view.aspx?src=https%3A%2F%2Fwww.scto.ch%2Fwp-content%2Fuploads%2F2025%2F12%2Fppi_participation_request_template_v1.0_230301.docx&wdOrigin=BROWSELINK
https://view.officeapps.live.com/op/view.aspx?src=https%3A%2F%2Fwww.scto.ch%2Fwp-content%2Fuploads%2F2025%2F12%2Fppi_participation_request_template_v1.0_230301.docx&wdOrigin=BROWSELINK
https://view.officeapps.live.com/op/view.aspx?src=https%3A%2F%2Fwww.scto.ch%2Fwp-content%2Fuploads%2F2025%2F12%2Fppi_participation_request_template_v1.0_230301.docx&wdOrigin=BROWSELINK
https://view.officeapps.live.com/op/view.aspx?src=https%3A%2F%2Fwww.scto.ch%2Fwp-content%2Fuploads%2F2025%2F12%2Fppi_written_agreement_template_v1.0_230301.docx&wdOrigin=BROWSELINK
https://view.officeapps.live.com/op/view.aspx?src=https%3A%2F%2Fwww.scto.ch%2Fwp-content%2Fuploads%2F2025%2F12%2Fppi_written_agreement_template_v1.0_230301.docx&wdOrigin=BROWSELINK
https://view.officeapps.live.com/op/view.aspx?src=https%3A%2F%2Fwww.scto.ch%2Fwp-content%2Fuploads%2F2025%2F12%2Fppi_written_agreement_template_v1.0_230301.docx&wdOrigin=BROWSELINK
https://view.officeapps.live.com/op/view.aspx?src=https%3A%2F%2Fwww.scto.ch%2Fwp-content%2Fuploads%2F2025%2F12%2Fppi_written_agreement_template_v1.0_230301.docx&wdOrigin=BROWSELINK
https://view.officeapps.live.com/op/view.aspx?src=https%3A%2F%2Fwww.scto.ch%2Fwp-content%2Fuploads%2F2025%2F12%2Fppi_written_agreement_template_v1.0_230301.docx&wdOrigin=BROWSELINK


NATIONAL DATA STREAM : DIVING INTO HOSPITALS OVERUSE

Monitor and study quality of care of medical patients hospitalized in Swiss University hospitals

   more specifically, identifying Low Value Care practices 
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Consultation with PPI experts / CTU / citizen lab to start and challenge you

Select a small sample of patient contributors (according to your trial)
• Male and female 

• Different age ideally

• French and German speaking (ideally also English for doc review)

• Trained ideally (see web training FORCE: https://www.forces-
sante.ch/formations/formation-copy)

In LUCID, PPI contributed for the pre-funding phase : 
• Confirmation that research question was relevant

• Lay summary writing (native English speaker PP)

• Co-creation of questionnaire in the field of low value care (using interviews)

• Inclusion as Board members or in the structure of the future panel (PPIE panel)

03.03.2026 14

PPI CONTRIBUTION TO THE INTENDED PROJECT
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FREQUENTLY ASKED PPI QUESTIONS FOR RESEARCHERS

Lay ADvice on Diabetes and Endocrine Research (LADDER) Panel - Sheffield Clinical Research

https://www.sheffieldclinicalresearch.org/for-patients-public/how-to-get-involved/the-diabetes-endocrinology-directorate/
https://www.sheffieldclinicalresearch.org/for-patients-public/how-to-get-involved/the-diabetes-endocrinology-directorate/
https://www.sheffieldclinicalresearch.org/for-patients-public/how-to-get-involved/the-diabetes-endocrinology-directorate/
https://www.sheffieldclinicalresearch.org/for-patients-public/how-to-get-involved/the-diabetes-endocrinology-directorate/
https://www.sheffieldclinicalresearch.org/for-patients-public/how-to-get-involved/the-diabetes-endocrinology-directorate/
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Good lay summary guidelines: 
Microsoft Word - GLSP_EudraLex_Submitted to CTEG_24Sep2021_FINAL-B4 (europa.eu)

https://health.ec.europa.eu/system/files/2021-10/glsp_en_0.pdf
https://health.ec.europa.eu/system/files/2021-10/glsp_en_0.pdf
https://health.ec.europa.eu/system/files/2021-10/glsp_en_0.pdf
https://health.ec.europa.eu/system/files/2021-10/glsp_en_0.pdf
https://health.ec.europa.eu/system/files/2021-10/glsp_en_0.pdf
https://health.ec.europa.eu/system/files/2021-10/glsp_en_0.pdf


EXAMPLE OF LAY SUMMARY (here : READING AGE was 14)
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TOOLS TO CHECK COMPREHENSION
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Examples of tests : 

•Flesch-Kincaid Grade Level (FKGL): ideally score 6-7 

•Flesch Reading Ease Score (FRES): ideally 80-89



PATIENT & PUBLIC RESEARCH PANEL OF LUCID NDS (PRE FUNDING PHASE)

Plan to create a Patient and Public Research Panel

GOAL : to ensure that the Patient and public voice was guaranteed in LUCID NDS. 

❑ Composition of the panel: foe e.g. in LUCID : 

▪ 8 members (ideally between 10-15 people)
▪ 4 women and 4 men 
▪ 3 French speakers
▪ 5 German speakers

❑ Selection criteria of panel members: 

▪ At least one chronic disease and/or the experience of a hospitalization in medical acute care. 

❑ Recruitment channels: 

▪ Advertising on social media
▪ Patient and public association (such as Fédération Romande des consommateurs, Schweizerischen 

Patientenstellen)
▪ Recommendation given by Patient & Public Research Panel members themselves

03.03.2026 19



03.03.2026 20

▪ PPI reporting is essential. PPI activities should be 
evaluated in a structured and regular manner by 
investigators and patients

➢ Communicate the impact of PPI in research

➢ Identify best practices

➢ Orientate future investigators

➢ Improve the quality and consistency of PPI 
actions

▪ SCTO: Planning, Tracking, and Evaluating PPI 
activities template

▪ Guidance for Reporting Involvement of Patients 
and the Public (GRIPP) 

➢ first international guidance for reporting PPI 
in health and social research 

PPI Reporting

https://view.officeapps.live.com/op/view.aspx?src=https%3A%2F%2Fwww.scto.ch%2Fwp-content%2Fuploads%2F2025%2F12%2Fppi_planning_tracking_evaluating-template_v1.0_230401.xlsx&wdOrigin=BROWSELINK
https://view.officeapps.live.com/op/view.aspx?src=https%3A%2F%2Fwww.scto.ch%2Fwp-content%2Fuploads%2F2025%2F12%2Fppi_planning_tracking_evaluating-template_v1.0_230401.xlsx&wdOrigin=BROWSELINK
https://www.bmj.com/content/358/bmj.j3453.long
https://www.bmj.com/content/358/bmj.j3453.long
https://www.bmj.com/content/358/bmj.j3453.long
https://www.bmj.com/content/358/bmj.j3453.long
https://www.bmj.com/content/358/bmj.j3453.long
https://www.bmj.com/content/358/bmj.j3453.long
https://www.bmj.com/content/358/bmj.j3453.long
https://www.bmj.com/content/358/bmj.j3453.long


At the start of the study (or later when results are published)
1. At the institution level (colleagues are also your public)

03.03.2026 21

PUBLIC CONTRIBUTION VIA MEDIA COVERAGE



At the start of the study (or later when results are published)
2. Using media coverage for Public information

03.03.2026 22

Media coverage

PUBLIC CONTRIBUTION VIA MEDIA COVERAGE



Take advantage of media coverage (plan it !)

Use public comments, likes or feedbacks for PPI reporting

03.03.2026 23

Media coverage

PUBLIC CONTRIBUTION



Use public comments, likes or feedbacks for PPI reporting

03.03.2026 24

Media coverage

PUBLIC CONTRIBUTION



Remuneration: 
Recognize the value 
of lived experience

SCTO Remuneration Policy for PPI activities

PPI contributors have the right to be 
compensated for their expertise and work 
time.

They also have the right to decline 
compensation. Working as a volunteer does 
not impact their ability to become involved.

Travel costs should be reimbursed.

SCTO Remuneration Policy for PPI activities

https://www.scto.ch/wp-content/uploads/2025/12/SCTO-PPI-Remuneration-Policy_V1_2_EN.pdf


What is important when 
putting PPI into practice?

▪ PPI is about partnership, not tokenism
➢ Involve PPI contributors early, not after decisions 

are made
➢ Give them the possibility to have a real influence 

on priorities, design, interpretation, …
➢ Recognize lived experience as expertise

▪ Clarity is essential

➢ Precise why PPI contributors are involved  and 
how they can influence the study

▪ Support and training make a big difference

▪ Communication must be accessible and ongoing 
throughout the study

03.03.2026 26



Take home messages

▪ PPI takes time! Anticipate to fit in the 4 months 
schedule proposed in the IICT call calendar

▪ Start PPI recruitment early

▪ Do not set unachievable objectives, plan actions 
according to available resources and competencies

▪ Involve other persons/structures (e.g CTU) to help you 
set up PPI actions 

▪ Fully involve PPI contributors and take their opinions 
into account

03.03.2026 27



marie.mean@chuv.ch

cindy.allenbach@chuv.ch
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