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The goal of our newsle�er is to keep you informed about actions related to the
European Reference Network on rare and complex epilepsies, EpiCARE. 

 
You will �nd information about our next events, educational and research activities
and calls, but also news from the coordination team, our di�erent members and our

ePAG community.

NEXT WEBINAR
Learn more every 2nd and 4th Thursday of the month with EpiCARE! 

January 13th at 17:00 CET
 

Federico Vigevano
&

Federico Zara (It)

PRRT2 and self-limited epilepsy in
infancy

 

Link to register will be provided soon. Subscribe to the webinars mailing to get a
reminder a few days before each webinar.

LATEST NEWS

Best wishes from the coordination team !
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We will be back to work on January 3rd, ready for a new year of EpiCARE projects and
collaborations!

13 new members will join EpiCARE in 2022!

We just received the great news from the European Commission : 13 new members
have been approved, and will join EpiCARE in 2022!
 
We are very much looking forward to welcoming them o�icially. Stay tuned to meet our
new members, we will present each of them very soon!
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Speaking of the European Reference Networks and rare diseases at the HCL!

Our institution, the University Hopitals of Lyon �HCL� has published a great article on
rare diseases and the care pathways. EpiCARE, as an ERN coordinated at the HCL, and

 

 

 

https://4xflt.r.a.d.sendibm1.com/mk/cl/f/XvpnLJaHD5M3eECZSGnQ9KpQV7zyqaHeU3Nz8rWziJlcQaJe-S9OloL5eDQZIrzM32BldaQdpX2ZlCKlznDCaamz7EMsJuTgTypg6cGspkoI6B0dwv7OUDmOq_s3ZRGdzWQbbiaBLDUBe4HLoPuCs4NqwYVgtSkshX9QGbJPy8h0q94UxAu1_FAXD7SvWJCrwrkX0DRA8EZTZmHFC-KjxXmZNIhBSulkhxCQnlNcPZEdRaDZq3NVlqKope0Kj1Hl7ATCF256XFlyv8dvLVeypQDKBCfzOpQLbp3Dm-_eQPrO1oFJtrfp4ZxeYpAuaN-787wVGcm-YQ


31/01/2022 https://4xflt.r.a.d.sendibm1.com/mk/mr/wxahdYluEqTjnoGTqoKrYUpAb4ITTPnwSdyWAfZaw6eqHPfLUqhEXQvgD2gDhuucNCdS5…

https://4xflt.r.a.d.sendibm1.com/mk/mr/wxahdYluEqTjnoGTqoKrYUpAb4ITTPnwSdyWAfZaw6eqHPfLUqhEXQvgD2gDhuucNCdS5PUdtPmdGO8… 4/7

its coordinator Prof. Alexis Arzimanoglou, are mentioned.  Let us use this opportunity
to thank the HCL for their support! 
 
You can read the article here, page 12 (in french only):

ePAGs

We are glad to share that the lea�et and patient's
journey for Alternating Hemiplegia of Childhood has
been posted on our website!
 
Many thanks to the IAHCRC and AHCUK for their great
collaboration!

The lea�et for AHC is available!
 

 

Lea�ets & patient's journeys

Ahead of Christmas, patient representatives clamoured for more a�ention to the
complexity of conditions beyond epilepsy from the scienti�c community as part of the
'Building the EpiCARE 2027 Horizon' workshop in Rome.
The interaction of shared comorbidities/overall disability in the 4 major areas of
COGNITION, SOCIAL, BEHAVIOURAL, AUTONOMY will have to be further studied in the
coming years and where possible, solutions proposed for a�ected patients to achieve
a be�er quality of life.
 
With this message of hope, the ePAG patient representatives wish the whole
community best wishes for the festive holidays and we look forward to connecting
with you more in 2022.
 
In this wonderful time of the year, we hope your days will be �lled with sparks of joy
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and love. This Christmas we wish that all your wishes come true, and we wish you a
happy and successful New Year! - the EpiCARE Patient Representative Group.

EVENTS

The second edition of the Rome Workshop : "in search of lost time", on December
16th-18th,  was a great success!
 
Participants were glad to be able to discuss central topics like clinical trials, guidelines
for epilepsy surgery, patient's input on main endpoints of CTs and education and
training of the future leaders. Discussions were lively and very instructive. It was also
a great occasion to discuss more about the future of EpiCARE, with many members
present.
 
Thanks again to Federico Vigevano and Nicola Specchio from the Bambino Gesù
hospital in Rome and PTS Roma for the organisation of this workshop!
 
We will share a more comprehensive recap of the event on our website soon!

EpiCARE SCIENTIFIC PUBLICATIONS
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You can consult recent publications on rare and
complex epilepsies, epilepsy surgery and other topics

on our scienti�c publications webpage. 

CASE DISCUSSIONS 

EpiCARE Case Discussions are scheduled every 2nd, 3rd and 4th Wednesday of the
month from 4:00pm to 5:30pm CET. 
 
Both surgical and non-surgical cases are discussed by panels of experts, full or
a�iliated members of EpiCARE. See the agenda on our website.
 
To receive the link to join the case discussions, you must register. Registration is only
required once to be placed on the mailing list. Follow this link to register.

WHAT IS NEW FOR YOU?

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 newsle�er at
a.robert@epi-care.eu

 

 

 

 

 

Follow us on social media !
 

 

 

Our mailing address is:
 

Department of Paediatric Clinical Epileptology, Sleep Disorders and Functional Neurology
ERN EpiCARE c/o Pr Arzimanoglou

Hôpital Femme Mère Enfant �HFME�
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