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Agenda

− PPI Basics

− Case Study 

− DCR PPI Support

− Message from two Patient Contributors

− Questions
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What is Patient and Public Involvement 
PPI? (I)

PPI (Patient and Public Involvement) in clinical research refers to 
research conducted with or by patients and members of the public
(rather than ‘to’, ‘about’, or ‘for’ them) (INVOLVE, n.d.).

Patient representatives* actively participate in shaping the goals, design, 
execution and evaluation of research projects, thereby differentiating PPI 
from simple participation in a research project (SCTO, n.d.). 

*The term "patient representatives" will be used for patients and members of the public. This includes 
patients, people who use health and social care services, family members, caregivers, patient 
organizations, patient experts, patient advocates, as well as the general public, including healthy 
individuals (SCTO, 2021).

∙ INVOLVE definition of public involvement. (n.d.). https://www.invo.org.uk
∙ Swiss Clinical Trials Organization. (n.d.). SCTO Remuneration Policy for Patient and Public Involvement (PPI) Activities. 

https://www.scto.ch/en/patient-and-public-involvement/ppi-resources.html
∙ Swiss Clinical Trials Organization. (2021). PPI Guide for Researchers. https://www.scto.ch/en/patient-and-public-involvement/ppi-

resources.html

https://www.invo.org.uk/
https://www.scto.ch/en/patient-and-public-involvement/ppi-resources.html 
https://www.scto.ch/en/patient-and-public-involvement/ppi-resources.html
https://www.scto.ch/en/patient-and-public-involvement/ppi-resources.html
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Graph of the research cycle illustrating the different stages of a research project, and examples of how they can be involved. 
Swiss Clinical Trials Organization (SCTO) (2021). https://www.scto.ch/en/patient-and-public-involvement/ppi-resources.html

PPI throughout the Research Process

https://www.scto.ch/en/patient-and-public-involvement/ppi-resources.html
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Level of Involvement

Leadership

Joint Decision 
Making

Advice

Information

Swiss Clinical Trials Organization. (n.d.). SCTO Remuneration Policy for Patient and Public Involvement (PPI) Activities. 
Retrieved March 14, 2023 from https://www.scto.ch/en/patient-and-public-involvement/ppi-resources.html

https://www.scto.ch/en/patient-and-public-involvement/ppi-resources.html
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− Individual Patients: Persons with personal experience of living with a disease, 
contributing their experience and expertise.

− Carers: Individuals providing support to patients, including family members and 
helpers

− Patient Advocates: Individuals experienced in supporting a larger population of 
patients with a specific disease, affiliated or unaffiliated with an organization.

− Patient Organization Representatives: Individuals mandated to represent and 
express collective views of a patient organization on a specific issue or disease area.

− Patient Experts: Individuals with disease-specific expertise and technical knowledge 
in R&D and/or regulatory affairs, including EUPATI* Fellows trained by EUPATI on 
medicines R&D. 

*The European Patients’ Academy (EUPATI) is a pan-European project focusing on education and training to increase patients' 
ability to understand and contribute to medicines research and development,

Terminology Patient Representatives
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Why PPI?

PPI leading to research of greater quality, efficiency and relevance to the 

healthcare system, when addressing the needs of those affected. > It can 

enhance recruitment and retention in studies (Crocker et al., 2018; Domecq et 

al., 2024). 

PPI corresponds to ethical considerations as patient representatives should 

be actively involved in clinical research, given that they are affected by 

research or pay for it.

Researchers are increasingly required to include PPI activities in research 

planning and implementation, e.g. Swiss National Science Foundation 

(SNSF) IICT funding program

Crocker et al. (2018). Impact of patient and public involvement on enrolment and retention in clinical trials: systematic review and 

meta-analysis. BMJ. https://doi.org/10.1136/bmj.k4738

Domecq J.P. et al (2014) Patient engagement in research: a systematic review, BMC Health Services Research 2014, 14:89 

http://www.biomedcentral.com/1472-6963/14/89

https://doi.org/10.1136/bmj.k4738
http://www.biomedcentral.com/1472-6963/14/89
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Case study ELIPSE

Early Life Intervention in Pediatrics Supported by E-Health – ELIPSE

  
   

What? Mobile app based intervention 

Aims? To change parental behaviour to improve offspring health outcomes 
related to obesity and wheezing (by parental smoking)

Who? Interdisciplinary approach between University for Psychiatry (UPD) 
and Pediatric Endocrinology, funded by Department for Education and 
Research, Bern

When? Ethics submitted 
First family in November 2023

PPI Direct inputs by parents to guide app development, its usability, time 
of engagement, methods of motivation. To test first app drafts, to 
summarize study outcomes
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PPI Myths and Pitfalls PPI is only 
about 
recruitment

PPI lacks 
scientific 
rigor

PPI slows down 
the research 
process

PPI is only for 
patients with 
personal experience 
of that particular 
disease

Tokenism and 
unconscious 
bias 

Lack of 
support and 
training

Patients won’t be 
able to 
understand 
complex research

How can a patient 
represent more than 
their own experience?
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PPI Challenges

− Education: PPI participants, 
researchers, rest of community

− Time

− Cost

− Attitude…..

vs. BENEFITS
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How does the DCR support PPI implementation?

Consulting and supporting 
Investigators to integrate PPI in 
their research projects

Support in identifying suitable PPI 
activities and methods for each 
phase of the research project.

Assistance in developing a 
project-specific PPI plan based on 
our DCR PPI plan templates. 
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How does the DCR support PPI implementation?

Establishing a DCR Patient Panel 
(Patient:innen Gremium).

Trained patient representatives for 
consultation regarding clinical research, 
improving patient and public understanding 
of clinical trials, positively influencing the 
publics knowledge and attitudes towards 
research.

A service available to researchers to form a 
project-specific panel: DCR panel members 
complemented with patients with lived 
experience, recruited by Investigator. 
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How does the DCR support PPI implementation?

Providing training for both patient 

representatives and researchers

Online Training sessions provided by DCR

− For Patient Representatives: Basics of 

Clinical Research, PPI fundamentals, Role 

of Patient Representatives

− For Researchers: PPI fundamentals, Role of 

Patient Representatives 

EUPATI Training: Extensive training for Patient 
Experts, contribution on Level Advise, Joint 
Decision Making

Example for a training session:  Trainingsmodul 

"Was sind klinische Studien?«

https://ilias.unibe.ch/goto_ilias3_unibe_pg_127978_2759987.html
https://ilias.unibe.ch/goto_ilias3_unibe_pg_127978_2759987.html
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Message from a Patient Panel Member

Thank you Jane Mumford! The entire video can be accessed via: Consumer Presentation v4 4 Eva - YouTube

https://eur03.safelinks.protection.outlook.com/?url=https%3A%2F%2Fwww.youtube.com%2Fwatch%3Fv%3Dd9Rfc5PQ9sY&data=05%7C01%7Csarah.berner%40unibe.ch%7C3d18ffa5f3fd4a206bc008db711ffb29%7Cd400387a212f43eaac7f77aa12d7977e%7C1%7C0%7C638228154449153362%7CUnknown%7CTWFpbGZsb3d8eyJWIjoiMC4wLjAwMDAiLCJQIjoiV2luMzIiLCJBTiI6Ik1haWwiLCJXVCI6Mn0%3D%7C3000%7C%7C%7C&sdata=DcQprgjGD%2BEtXzNS%2B5wB6ympM%2FUuGjWe4OaHq3YjDHg%3D&reserved=0
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Message from a Patient Panel Member



pg16 - DCR CTU Lecture: Patient and Public Involvement 

We are eager to hear your questions!

Department of Clinical Research

sitem-insel

Freiburgstrasse 3

1st floor, O1.407

3010 Bern

Phone +41 31 664 34 25

E-Mail info.dcr@unibe.ch

Web www.dcr.unibe.ch

mailto:info.dcr@unibe.ch
http://www.dcr.unibe.ch/
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