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Focus: epilepsy

« Many different diseases.

* Over 6 million people with epilepsy in Europe (over 60 million worldwide).
« Annual cost in Europe: over 16 billion euros.

* More than 20 “anti-epileptic” drugs, but

only symptomatic,
ineffective in >30% of the cases,
adverse effect.

* In addition: co-morbidities, SUDEP, stigma, access to therapy...

 EU declaration (2011) and WHO resolution (2015) on epilepsy: urge member
States to improve investments in research.

* Need of trans-disciplinary, coordinated actions.
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EPI-cluster leadership

« David C. Henshall, PhD (coordinator) — Dublin, Ireland — Coordinator of
EpimiRNA

 Renzo Guerrini, MD — Florence, Italy - Coordinator of Desire

« Sergiusz Jozwiak, MD — Warsaw, Poland - Coordinator of Epi-STOP

« Merab Kokaia, PhD — Lund, Sweden — Coordinator of EpiTarget

e Sanjay Sisodiya, MD, PhD — London, UK — Coordinator of Epi-PGX

* Michele Simonato, MD — Ferrara and Milan, Italy — Coordinator of EpiXchange

« J. Helen Cross, MD, PhD - London, UK — Coordinator of Epi-CARE

» Asla Pitkanen, MD, PhD — Kuopio, Finland - Past-Secretary General FENS

* Philippe Ryvlin, MD — Lausanne, Switzerland - ILAE Executive Europe

* Martin J. Brodie, MD — Glasgow, UK - President of IBE



EPI-cluster partners

« EU-funded research projects

+ Desire

«  EpimiRNA

« EpISTOP

+ EpiTarget

*  EpiPGX

+ EpiXchange
+ EpiCARE

« Organizations
* International Bureau for Epilepsy (IBE)
* International League against Epilepsy (ILAE)
* European Alliance Epilepsy (EAE)



Synergies

« European Science Foundation projects (Euro-EPINOMICS)

« H2020 Training networks with epilepsy focus (ECMED, EU-GliaPhD and
SynaNET)

* Non-epilepsy focused European brain research projects (ERA-NET, HBP)
* Non-European research groups (CWW in the USA)

=?» An existing, expanding community that will be reinforced by EBRA



Vision

» Further research and innovation efforts by this community of researchers,
clinicians and industry are essential to reach tangible goals and ensure that
these achievements reach persons with epilepsy.



Epilepsy : SQLVING THE EPILEPSIES .
Mission Fasterdiagnosis, Better Treatments and End of Stigma

o o Co * The first disease-modifying treatment by 2030
' s S ' O n ‘ ‘ * Time to right diagnosis <1 year in 2025

* 80% seizure free in 2030

* Equal quality of life in 2030
* No epilepsy-related stigma in 2028
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Objectives

« Advance the existing collaboration

« Expand the network

» Advance research on core topics

 Enhance resource-sharing

« Develop a preclinical trial network and enhance clinical trial structures

« Develop researcher exchange mechanisms

* Increase engagement of persons with epilepsy and their representatives
« Develop a global funding initiative on epilepsy research across agencies



Ambition

« To remove fragmentation in an underfunded area or research

« To create and maintain a pan-European, cutting-edge epilepsy research
platform

» To seek and develop global funding initiatives in epilepsy research
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Activities

« Epi-Cluster Consensus Statement (M6, April 2020, Brussels).

+ Goal: to bring together the leadership of Epi-Cluster with representatives of the epilepsy
alliances/societies and industry, to reach consensus on working together (Epi-Area-EU).

* 1-day; 10-20 participants.
 Deliverables: consensus document.

 Epi-Cluster General Conference (M12, October 2020, Brussels).

+ Goal: (1) to discuss network priorities including the establishment of working groups and management
structure; (2) to plan for a European Epilepsy Forum, a platform for gathering all stakeholders.

+ 2-day; 100 patrticipants.

+ Deliverables: (1) position paper; (2) establishment of formal structures for communication and
dissemination and links to external EBRA-supported brain research networks.
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Activities

« Epilepsy Sustainability and Policy Forum (M18, April 2021).
* Goal: to bring together key funding agencies and other stakeholders to discuss and agree approaches
to secure large-scale European and potentially international funding.
« 1-day; 40 participants.
* Deliverables: report of the meeting.
 Epi-Cluster Synthesis Forum (M24, October 2021).
+ Goal: to review network achievements, operational effectiveness and future priorities.
+ 1-day; 100 participants.
+ Deliverables: white paper with final recommendations and roadmap.
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Not directly supported by EBRA

 EPI-Innovation Forum
+ Goal: to resolve issues of connecting and sharing.
« 1-day; 40 participants.
* Deliverables: publication.

 EPI-DATA workshop

+ Goal: to foster improved awareness and know-how to exploit and commercialize research outputs
from the network.

* 1-day; 40 participants.
* Deliverables: publications.
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EUROPEAN BRAIN RESEARCH AREA

Thank You!

T, This project has received funding from the European Union's Horizon 2020 Research
LR and Innovation programme under grant agreement No 825348




