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The European Reference Network for November 2025

Rare and Complex Epilepsies

If you want to be informed about our next events, educational and research activities, calls, but
also receive news from the coordination team, our clinicians, researchers, nurses and our
Patient Advocate community...don't miss this Newsletter!

Feel free to forward this newsletter... and here is the link to sign up and receive it regulary!

Next webinar

"How to Amplify the Voices of

Patients and Caregivers in the

Rare and Complex Epilepsies
Community"

Date: 18 December 2025

. . Patient Journeys
Presented by: Isabella Brambilla, Sandra and Leaflets

Silva, Mafgorzata Kosla, Carol Anne Partridge

(EpiCARE Patients Advocacy Group)
Register here

¢ ¥ You can now request a certificate of attendance after registering for and attending
the webinars! Please email the EpiCARE Helpdesk afterward, and we’'ll send it to you.

Latest news

In Search of Lost Time 6 - Rome, 11 - 13th 2025

From 11th to 13th November, the “In Search of Lost Time 6” workshop was held at the
Istituto Patristico Augustinianum in Rome, organized by Italian epilepsy centres and
endorsed by the International League Against Epilepsy and ERN EpiCARE. This year’s
edition covered the topics of fever-induced epilepsies, gene therapies in DEEs, and
artificial intelligence in epilepsy care. For the first time, patient representatives rather
than having a separate session were invited to share their views on the 3 topics and were
actively involved in every session. The event concluded with presentations from early-
career researchers, two of whom were supported by EpiCARE.

7 Save the dates of the 7th edition: November 11th - 13th 2026
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Taking advantage of being in Rome, some EpiCARE working groups held

important meetings...

WG15 Research meeting

29 participants from different EPICARE
centres were supported to attend the
Research Think Tank meeting, marking
the first step toward a new collaborative
group of early- and mid-career clinicians
and researchers. The objective was to
encourage open and creative
brainstorming on future collaborative
research projects and grant opportunities,
generating innovative ideas that align their
translational interests and expertise with
EpiCARE’s research priorities.

WG13 Guidelines meeting

The EpiCARE Guidelines training
workshop, From Data Extraction and
Quality Assessment to Drafting
Evidence-Based Recommendations,
took place on Friday and Saturday at the
Starhotel Michelangelo. Following the
GRADE methodology, the workshop was a
great success for transversal guideline
production, strengthening the overall
guideline development process.

High-Level Meeting on Rare Diseases 2025, EU Parliament Brussels

December 9th-11th, 2025

Do not miss to promote and follow the upcoming High Level Meeting on Rare Diseases, of

which ERN EpiCARE is a partner.

Convened by MEP Vytenis Andriukaitis, ERN Coordinators and the Brains for Brain
Foundation and supported by active stakeholders in the rare disease ecosystem, this

action aims to:

e Strengthen the ERN ecosystem while driving innovation, accelerating care,
research, and collection of scientific and clinical data.

e Ensure equity across Member States regardless of their resources, data
infrastructure, or scientific and financial capacities.

e Improve the chances for every patient with a rare, low-prevalence, or complex
disease to access timely to diagnosis and targeted advanced treatments.



An EU Declaration will be adopted on the European Research and Innovation
Ecosystem for Rare and Complex Diseases.
Register now (in-person or online attendance)

SAVE THE DATE
9-11 December / Brussels

Building a Research and
Innovation Ecosystem for
Rare and Complex Diseases
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Last call! £ Submit your proposals for the EEC 2026 Athens
Deadline: 8/12/2025

The Scientific and Organising Committee (SOC) is pleased to announce the call for
proposals for EEC Fora as part of the European Epilepsy Congress 2026 (Athens,
Greece,_5-9 September 2026) programme. EEC Fora will offer a unique opportunity to
explore specialised topics in a highly interactive and informal setting, including
workshops, debates, lightning sessions, or campfire-style discussions. Submit your
proposal!

Upcoming events 2025

AES Annual Meeting
7 December 5 -9th ¢ Atlanta (USA)

The AES (American Epilepsy_Society) Annual Meeting brings together healthcare
providers, scientists, advocates, industry professionals, and others dedicated to improving
outcomes for people with epilepsy. It is the largest epilepsy-focused event in the United
States!

Advanced Imaging in Epilepsy course (LICE)
December 12 - 14th ¥ Rome (Italy)

The 4th Advanced Imaging_in Epilepsy Course focuses on the use of SWANe -
Standardized Workflow for Advanced Neurolmaging in Epilepsy - a software tool
developed to support the identification and analysis of the epileptogenic zone and network
in patients with focal epilepsy, including rare and complex forms.

EpiCARE Scientific Publications

Clobazam versus corticosteroid for developmental and epileptic encephalopathy
with spike—-wave activation in sleep ((D)EE-SWAS): Results of a multicenter
observational study
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Natural History of Alternating Hemiplegia of Childhood: Vulnerabilities in Early
Childhood and Predictive Factors for Long-Term Outcomes

Authors: Patel S, Panagiotakaki E, Liu B, Fons
C, Prange L, Papadopoulou M, Boggs A, De

Annals of e CHT Mewrodags Socery m i

1 essanen Ao G Grandis E, Vezyroglou A, Fortunato F, Balestrini
Natural History of Alternating Hemiplegia of Childhood: S’ Ra.gona F’ Julia E' Zucca C’ Garone G' .
Vulnerabilities in Early Childhood and Predictive Factors Megvinov A, Lo Bosco G, Stagnaro M, Uchitel J,

for Long-Term Outcomes

Comajuan M, Athina M, Anticona J, Jasien J,
Wuchich J, Johannesson S, Narayan J, Cross H,
Sisodiya S, Hong H, Arzimanologu A, Vavassori
R, Mikati M.

You can consult recent publications related to the diagnosis and treatment of rare and
complex epilepsies on our scientific publications webpage.

ANYTHING TO SHARE?
Any news you would like to share, events planned, publications in the works?
Share with us any information you would like us to include in the next newsletter at |.roig@epi-
care.eu

Follow us on social medial
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You are receiving this e-mail because you subscribe to the EpiCARE newsletter.
Unsubscribe

You are receiving this email as you may work at one of the EpiCARE centres or you are taking part in one or more of
EpiCARE expert groups or you may have attended one of our webinars.
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