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Relevant experience 

▪ 15 years as patient advocate (endometriosis)

▪ EUPATI alumna

▪ IMI pool of 150+ patient experts 

▪ bringing the patient voice, engaging with HUG

▪ British Medical Journal (patient peer review & Opinion 
piece)

▪ “What’s in a name? From ‘subject’ to ‘participant’”, 
article published in The Advisor 

▪ patient input on R&D application for funding to SNSF

▪ pharma consulting, e.g. on lay communications material 
with patients, risk-benefit, health literacy, etc. 



Who got the ball rolling? 

After the 1990s, HIV+ patients demanding engagement...



Key questions

Patient implication in research: 

▪ What is it?

▪ Why do we need it?

▪ What is the current setting? 

▪ How and when should it happen? 

▪ What evidence exists to build it?



Patient and public involvement entails research being 
carried out with or by members of the public, rather than 
to, about or for them.

The word public can refer to patients, potential patients, 
carers and people who use health and social care 
services, people from organisations that represent 
people who use services as well as members of the 
public. Patient and public involvement is often 
abbreviated to PPI.

INVOLVE (now NIHR Centre for Engagement and 
Dissemination)

Nothing about me, without me.

What is patient involvement? 



Why do we need it? 
What can go wrong without patient involvement? 

▪ e.g. “Attractiveness of women with rectovaginal 
endometriosis:  a case-control study”, 2013, 
Vercellini P, et al.

▪ “a 5-point rating scale: 5 = very attractive to 1 = 
not at all attractive” 

▪ noted: weight & height assessment; 
measurement of hip, waist, breast & under-breast 
circumferences; sexual history (age at which they 
became sexually active).

▪ The women taking in part in the study had not 
given their consent to be judged for their 
attractiveness and did not know this was 
happening as part of their medical consultations.



Article retracted  seven years later...



What changes are underway in Switzerland?  



Where and how can patient involvement take place?



Source: Dr Theresa Mullin, Associate Director, Strategic Initiatives, FDA Center for Drug 
Evaluation and Research, Geneva presentation at Council for International Organizations of 
Medical Sciences (CIOMS) meeting, 30.04.2019

Beyond Europe: the FDA perspective

https://cioms.ch/wp-content/uploads/2019/05/S0_4_TheresaMullin.pdf


Presence &  observing informational sessions

Making decisions & 
collaborating  

Concrete 
action 

(leadership)
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What is the continuum of patient involvement?

Expressing views & participating in 
discussions



HUG: How did patient recruitment evolve? 



Who makes up our working group, Partner REC? 

In collaboration with the Patients-Partenaires team, 
HUG

Feb 2019 till the present: 
Our working group is made up of…patients, 
researchers, nurses, a member of a Cantonal Research 
Ethics Committee (CCER), and the +3P patient 
partnership team (staff)



What is the diversity of roles in our group? 



What happened during lockdown? 



Key developments to date 

▪ brainstorming 6 stages of engagement
▪ developing toolbox: recherche.hug.ch
▪ to summarise opportunities to partner with 

the group 
▪ presentations at HUG conferences, e.g. 

Journée de la Recherche
▪ inviting clinical researchers to propose 

opportunities in their own projects
▪ article in Regulatory Affairs Watch newsletter, 

28 Oct 2021  
▪ declarations of conflict of interest / statement 

of transparency & intention 



As of September 2021: seven projects discussed

▪ structured brainstorming > different ideas and 
strategies emerge > new contact with patients for 
potential further involvement or organisation of a 
focus group

▪ areas of R&D covered, at different  stages of 
advancement: e.g. cancer therapies,  neonatology, 
gerontology, neurology, neuropathic pain

▪ for certain projects, patients or alternative 
partners suggested (e.g. caregivers, prior patients) 
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What are the current setbacks or challenges? 

▪ a delay in patient involvement in research

▪ lack of compensation framework

▪ patients too often considered primarily as sources of

data

▪ patients viewed as “subjects”, not as equals or

participants

▪ and not as true partners in research



Hear it from a peer  

Researcher turned patient:

[Getting cancer] … really shaped the way that I do 
research. It’s most importantly given me the perspective of 
what it means to be a patient, and I see things through that 
lens as well as the research lens, now. So when someone 
comes to me and says I have this great idea, I'm asking myself 
not just can I get this idea published, will it make me more 
famous, will it advance my career; I'm asking myself is this 
actually going to help anybody? Is this going to cure 
anything? Is this going to progress the field forward?

https://www.patientpower.info/video/dr-jessica-winter-fighting-breast-cancer-as-a-patient-and-a-researcher


Explore our toolbox, 
follow our lead, get in touch. 

Partner.Rec@hcuge.ch
recherche.hug.ch 

Thank you for your attention

with thanks to co-leaders:
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