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9 October 2026  

Workshop 2: Research in Europe – Can I Have My Say? 

Research and persons with disabilities:  
understanding, contributing and making your voice count  

 By the end of this workshop, participants will be able to:  

• Understand why evidence-based research matters 
• Turn lived experience into expertise and partnership 
• Contribute meaningfully to research processes 
• Identify how to make participation inclusive and accessible 
• Engage in decision-making in research, health, and policy 
 



 

 

Contact Us: 

contact@cerebralpalsyeurope.org cerebralpalsyeurope.org 

08h30 Welcome & Coffee 

09h15 Welcome & Opening Remarks by John Coughlan, Secretary General 

of Cerebral Palsy Europe & Alain Chatelin, Member of the Board and 

Delegate of the Fondation Paralysie Cérébrale 

− Welcome words & objectives of the day 

− Principles of inclusion, accessibility, and participation 

09h25 Address by Camille Galliard-Minier, French Minister Delegate for 

Autonomy and Persons with Disabilities (invited) 

09h40 Short plenary 1 – Evidence, data and lived outcomes by Bruno 

Falissard, Prof. in Public Health at Univ. Paris-Sud, Director of CESP 

− What makes data reliable and validated? 

− Common biases in assessing clinical data 

− Difference between measured and lived outcomes 

10h05 Short plenary 2 – Participating in research: from being enrolled to 

being in charge by Marie-Pascale Pomey, Prof. at Université de 

Montréal, School of Public Health & Faculty of Medicine, Co-Director CEPP 

− What does each level of research participation look like in 

practice? 

− What are the conditions for meaningful partnership? 

https://www.cerebralpalsyeurope.org/
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10h30 Short plenary 3 – Research on cerebral palsy in Europe:  

the essentials by Annemieke Buizer, Prof. of Paediatric rehabilitation 

medicine, Amsterdam UMC – Vrije Universiteit Amsterdam 

− What does research on cerebral palsy cover (and not)? 

− How does research inform innovation, care, and policy? 

10h55 Q&A  

11h15 Break 

11h30 Roundtable – When research meets lived experience with 

Caroline Petit & Rafaël, a mother and her son living with CP, Sylvain 

Brochard, Prof. of Physical Medicine and Paediatric Rehabilitation, CHRU 

Brest, Head of the Paediatric Department at Fondation ILDYS, Sylvain 

Kerbourc’h, Sociologist, IReSP and Research Associate at the CEMS, Célia 

Cardoso, a mother of a child living with a rare disease and Patient 

Engagement in Research Coordinator at Imagine, chaired by Catherine 

Arnaud, Public health physician and epidemiologist, Toulouse University, 

President of the Scientific Committee of the Fondation Paralysie Cérébrale 

− What does it mean to take part in a clinical trial? – a family’s 

perspective 

− Co-constructing research: how do patients and families 

strengthen research? 

12h10 Lunch & Networking 
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13h15 Workshops 

Workshop A – Taking part in decision-making 

Key question: How can people with lived experience meaningfully 

contribute to research? Sandrine Lavallé & Caroline Petit (EN) 

Workshop B – From lived experience to research partnership 

Key question: How can lived experience become recognised 

expertise and a basis for partnership in research? MP Pomey & 

Marilyne Peyroche (FR) 

Workshop C – Making participation truly inclusive  

Key question: What conditions are needed to enable inclusive and 

accessible participation in research? TBC & Guillaume Benhamou 

(invited) (FR) 

Workshop D – Embedding participatory research within 

institutions 

Key question: How can participatory research become a shared 

culture that lasts? Célia Cardoso & Gaëlle Drewnowski (EN) 

14h50 Break  

15h20 Collective feedback & Synthesis 

− Key messages from each workshop 

− Identification of converging priorities 

15h40 Performance 

https://www.cerebralpalsyeurope.org/
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16h00 Break 

16h30 Final session – Driving change with persons with disabilities… 

− Driving change through education and training of health 

professionals: Are we ready for participation of persons 

with disability? By Nathalie Bednarek Weirauch, Prof of 

medicine and Dean of the Faculty of Medicine of Reims  

 

− Driving change from the funder’s perspective: The value of 

research and innovation to improve autonomy – does 

people’s voice matter? By Florence Guillot, International 

Scientific Project Manager – Rare Diseases (ERA-Net E-Rare, EJP RD, 

and ERDERA partnership) – Agence Nationale de la Recherche 

 

− Driving change from the ground up: how patient 

organisations are shaping European research policy by 

EURORDIS (invited) 

 

− Driving change from the European Commission’s 

perspective: the technical realities of shaping disability-

inclusive research policy, by María del Pilar González 

Pantaleón, Policy Officer, European Commission 

18:30 Conclusion 

18h45 Cocktail 
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Last update: 4 September 2026 — programme subject to change 

Register Here 

https://www.cerebralpalsyeurope.org/
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