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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! 

Feburary 10th at 17:00 CET
 

Pavel Krsek
&

Floor Jansen �NL�
 

 Imaging in tuberous sclerosis
 

 

Register now

Subscribe to the webinars mailing to get a reminder a few days before each webinar.

LATEST NEWS

France takes the presidency of the EU Council

Since January, France has taken the presidency of the European Union Council for the
next 6 months.
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Olivier Véran, french health minister, rea�irmed France's unwavering commitment
to rare diseases, and the French Presidency of the EU Council will make the �ght
against rare diseases a priority, with the stenghtening of the European Reference
Networks.  

A word from our ePAGs

During the workshop in Rome, patient
representatives presented their 3
priorities:

Strenghten the Research and
Inovation Capacity in the �eld of
Burden of Disease (BoD) for an
overall health objective.
Multidisciplinary care needs to be
more structured. More concrete
actions for comorbidities are
neccessary especially for
cognitive, behavioural, psychiatric
and rehabilitation aspects.
Grow and engage be�er with our
Patient Community.

International AHC awareness day

 
At the occasion of the International Day
of Alternating Hemiplegia of Childhood
�AHC�, Torie Robinson from the Epilepsy
Sparks podcast invited Rosaria Vavassori
(founder of the IAHCRC  and member of
the EpiCARE ePAG� and Prof. Alexis
Arzimanoglou (EpiCARE coordinator)  to
discuss this very rare genetic epilepsy!
 
 

Podcast on AHC

UNRAVEL project

 

 

Programme of the French Presidency
 

Our goal is to provide BETTER QUALITY OF LIFE!

 

 

 

 

https://4xflt.r.a.d.sendibm1.com/mk/cl/f/JxA0oaepoPL6bvCJTz4hlbcz4OPB0flPvFjc0h4yie7pErdU5cVvdyTE_tYsix3LfCx0N0X9bYHpnpKYkE4VSshrHzLVyV0hRd7rChb7kOgDGo0Xy6im4vXMm7XbtPYZdVAt8b4lZDRnr7ztcWEzA7Zoq47DRiKYsH_mQb562ZB6WA4vApXxaLFDvfX3_P79DzNF4_diu4A8qri-e_BMfXSs5y6CZ5TTD7N5lIZF-kknvKJ_QHyiZ8w0L3-9GTqN3axRm-7KO82iG58z7ujEkTMnH6TwFhq6JgozAMsJRpSbVMybDXNf60cIFivs
https://4xflt.r.a.d.sendibm1.com/mk/cl/f/vam8asa2VktlztFNO77-PBJNvTduv2AFJbc4HGALRsREU_v07ms6DdXtMCFRSHEKbZiULWFJsecrPXmxGykXaw5BHlbEc8kq9uaG9138OinEyPbUEDcL3yV02ygiNf__qFYhSZJkqJdrVodUjIeC_svkQXS_GPiVXf9hisTu-DlUv3Ldzs_i50fuJUckDV50kJEH93yMUvmCK8hhzfbLDYKiRbnbrB5q6xob1jSxwwR6BMRzMkCIa0oeQCt3QqJcras3hgyBgrkMQ5qYXoREpUK1cF6dPj-vTYZdodYHAfCU8H2P_289PCAKUe1V
https://4xflt.r.a.d.sendibm1.com/mk/cl/f/sC3mH0WwT2Wu_sqkN-H05ccVIxA_DF1xDXs_quWpZPn8lVQuczCsAYYIFf9wPLhDuSHmuBQLX9J6vatuUqhEkjTSiB7avaXV7N3GdmgebXU4CgA6a3JXbL1tPuMZMPLmHmF5vrBl-RZdN3HCEpH7jYiJtpbXI2Lk6mfl2_XJfD2qVS7Rihtli9WkgnrveZxo8vBpmjHtYMz9Ar6qqHags3RPlGtX3j9rFiI9rihPJhbYXZEGo-sJz8TDCXe3d2Y74QvZd-nYxjdLkxx1iTp9aMa-sqWrDv2P6SVqQCwgTTw5bz98gf2LkvteBYHF
https://4xflt.r.a.d.sendibm1.com/mk/cl/f/Uy3Qi4mHumm9Hd9DmZM5874us8aK-IbFH7uRm9whQfiW8yu3LSxQvaUWcywBMStKvUw8UGVVGEnM5GVpAqfbqhl44hX5lkI9bc6jwwJfboGvsxGG8b2Qnvgd8Mgk6yEswXeRLX3yV4VfI_nTzqOrY76gN9cwkIXnH1_QSQtaRCpp3CJFPX679zkGKiAvefwklq3V0dCBXGLg-vkV69FGKuXxwHy3XSZ8H2BRgsx7o2_2UdBC07Jyw86iSVlYDaAJ-5iLjD5SU9mT8mLCqJ0Vn1OvsRF3Ta2SIp5LYFnRA55efOiwJC7yk7x-kOeYFH7YK-D6geyCakEf2_atoFgQk59xKre6mr5j73JAS7KCa0pzgpxgBajnwz0FFMWGLWQsiyXk1sEfum2sMgcK6aqCoOYiXOISwQ
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Ring20 Research and Support UK CIO have launched a new educational series
UNRAVEL: making genomic understanding of ring chromosome 20 syndrome possible,
in collaboration with Illumina Inc.
A 2 phase project:

Phase I aims to inform on what we do know and what we don’t yet know about
r�20� syndrome, from a genetic perspective.
Phase II will be a feasibility study to try to �nd ways to make diagnosis easier,
using whole genome sequencing techniques, to overcome the barriers to
diagnosing ring chromosomes and reverse the diagnostic decline. If we can
identify what’s causing the ring to form, then we might even uncover clues to
help researchers discover more e�ective treatment options in the future.

 
To �nd out more about this important project, check out the website:
h�ps://ring20researchsupport.co.uk/unravel/.

EVENTS

EpiCARE Annual meeting is coming up!

 

The goal, as the ERNs are at the end of their �rst period, is to re�ect on what was
done, and prepare what can be planned in the next period!
 
It is also the perfect opportunity to get to know our new members, and give them a
proper introduction to their new EpiCARE colleagues!

EpiCARE SCIENTIFIC PUBLICATIONS

Lo Barco, T., De Gaetano, L., Santangelo, E., Bravi, T., Proie�i, J., Cantalupo, G.,
Brambilla, I., & Darra, F. �2021�. SYNGAP1-related developmental and epileptic
encephalopathy: The impact on daily life. Epilepsy & behavior : E&B, 127, 108500.
Advance online publication. h�ps://doi.org/10.1016/j.yebeh.2021.108500
 
 Cohen, N. T., Cross, J. H., Arzimanoglou, A., Berkovic, S. F., Kerrigan, J. F., Miller, I.
P., Webster, E., Soeby, L., Cukiert, A., Hesdor�er, D. K., Kroner, B. L., Saper, C. B.,
Schulze-Bonhage, A., Gaillard, W. D., & Hypothalamic Hamartoma Writing Group

 

 

 

 

 

 

 

https://4xflt.r.a.d.sendibm1.com/mk/cl/f/Y5IYE6G4XFzMHqZaqicTtnLNRpU1JEI1HYuOPzOsb0-0ELcb8cFq-H7_5vhL9iT-lDz4IRtY8snCwRVzjoh-1qxtDuavi_Uz9KrBvO4asJX-BcjJzBtx9qRTlMQ3artDW748dIRO8QwmksWhkpPPUZv_QaLwF439xxMAIldeJBFPFwCtFRnVoP76Z1m1tOYquyJc13uhJLtx8qm6W_5Kdh6_WyksO7LNOUwaHxbj5EufP-oZsmEk-BH9UHs3xZi0qe8I1JLTVwtRKnbF8AHa5YrgRhLhY6BP3Jn7j_fkHSCYrYGbr2NlWgzKE33KuGxNrUhxOuOHxFeq0LB-hKpLV0ipxHA
https://4xflt.r.a.d.sendibm1.com/mk/cl/f/53GsvNkFpDWOuqmMiBDi4EeMnlDKqvp3itPhJsBSc-jXCeF-RaM_KR7oK_lxpopmQbOwUaTYH9fJyjthdqLP6JDZrhv7JMkHBPb5A0khErv7ZGRMoX_OKkCJxPr5wwCDfQIsTYqUyNXmNcBCYx-LntP8MctPxW9fM_nEZoapgQmqAE0IerNAtsvlAcNRwOV3AMwu_-hS47p8Tr3wVH3JDDP_ne_fg52QA5tv1jpzSk7ArKIxOA2CKE0DFZjAt2DcHI4RaZkO4jSOPYIbJKkNYxXxVQ2Y9HHepZCzXsyBC46xCZT-g0oFA-tmCFl8ruzZnNA78zoumCerril91_ZN_C8EXw
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�2021�. Hypothalamic Hamartomas: Evolving Understanding and Management.
Neurology, 97�18�, 864–873. h�ps://doi.org/10.1212/WNL.0000000000012773

  
 

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 !
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https://4xflt.r.a.d.sendibm1.com/mk/cl/f/x1l2eSfvffoOk89JkKTMFn25edOWwuHz5oCtGbjzxcft7Gk6uHQ-fbsnxmrrR-4Noms31xLAIBA89Q171q-qSjLKOvqLhC5cg9mRe6ahMvly1tzn3BUA1O8Dqow_-vg7pmfJlIeENQhRgKC6toP81tx2cKXoOi1VmD3F0WBxgZFajbiDGwIXjnDkDZNf0D2kfhPDUdMyDUhIvMnQxZHM9BMSjHu8Cc1wG4usWonhC5Hucv4RvzJjK56fP8_ae8qloZeR94UxBxjbql0RttVpI2bC8gZNxokNIgi5tmLXgZ5YjOXp8AU14oUw3lGV9wh0UGWEK_7ha9JJN1QxzH7fShnJr9heqQ
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© 2021 EpiCARE All rights reserved.
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 a�ended one of our webinars.
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