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

 
You will find information about our next events, educational and research activities
and calls, but also news from the coordination team, our different members and our

ePAG community.

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

Stroke and epilepsy
 



June 9th at 17:00 CET



Matthias Koepp

&
Johan Zelano

 

Register

Epilepsy surgery for polymicrogyria
 

 
June 23rd at 17:00 CET

 
Georgia Ramantani

&
Louis Maillard

 

Register

On the webinar wepage, you can check out the agenda for the next webinars and
subscribe to the webinars mailing to get a reminder a few days before each webinar.

LATEST NEWS

European Epilepsy Education Award 2022 goes to Prof. Arzimanoglou

 

 

EpiCARE MAY 2022 NEWSLETTER
 

 

 

 

 

 

 

Webinars webpage
 

 

 

 

https://4xflt.r.a.d.sendibm1.com/mk/cl/f/sjmhoHkoSD7i7jD7fh9al2QA3sgIEUQGkIGRRjp16AfjrgEDKxeanIQVSAQqr7Broxi_EUttEDpU1g1zxgzSuvo-pCt-8NpEI3C-APU8qBJRhWvRvN0COnlBsNirTFmTniMyj9xzUTxx2WCqS6-4n8AC85oaly9ZPrYeKghEwhHHPaMxM43txSzvtyaiicSHIb2MNE-lj1C3fHHXI0zg6YiyB1dCefVDa4Q2kgqQ80eryWP__NrGX6hLrGrC07ah2gC9bn3n0gcZCBWhudeu0jcn6lT1e0w8oTwMkhN_OzXQSEpFa__fIIQ-UipgE4MmqAJId1rK7xEhbqkmE6y8xIPxK8glIZLqNweDn7SbI0tXqvPfytVPo7sWos4A
https://4xflt.r.a.d.sendibm1.com/mk/cl/f/BP6DNouhm40yibo0AUMTEfTS7GiLwv5RUj9F16RqpZYG-ANXNjGS3pfPRTSX29NSENzQEKkmQvjZO4KaRG9V_K4MdL4RZv7X4IEr25tK6R5ldXW63LEbnAnYyUNi8s8g4ukp2HpBT4VnW0McmcIr1Z4JHlLAURYWyM7yDm6fRjBToimlIp1yUAkGdLhQmEJx041z_XeFy6ipKd762XA3V-sI_349MUSQggL5WzEYsM2mFZeOWcP42Wx6h21FD1UTE78Gxvdx_ED9lVjD4AsGc8o51k8h4SqimDbXLWzQXrzKoT3bJqyVqcxsQO0apyKtz5Nl55Htvp49o34LC6r0eIN3y5jFAUzaAVloAFobcabIwNIYxbKVDI3bT63A
https://4xflt.r.a.d.sendibm1.com/mk/cl/f/ai-25wOHaf-ga9hzHF_1Ok8tXBSdH2OB3fuoRa9PyVlC_bv89S3YRLKG1ev2nFcMtmx80-63ckfBfjO09HO6-EkQJC8npTgEbwYhO0T6I6caoUM5rdsvPPPDNi0j-ce0QBoPUqMvxYSiB8-r2grOmOXGtnVApspTtE8etQoviDhsns2Vii5QBikYo47hxXCrgcSw4U5Dmy4tlxI_90ysQS4Xo7moYOpzcmGRYsO42uM891-BxLR7cojEf3nv2HL8NQKuw7Cwjz78U9OTJ4LEFcWiqOWwkyC0DUO85seogd9OlRPOlk9W-wJb5iI04BUzEjCmeRkdBH3R6vtz
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Public launch of the VARIA-ATP1A3 Study

 

Are you looking after a patient with a variant in the gene ATP1A3? Please consider
joining the VARIA-ATP1A3 study!


ATP1A3 is associated with a broad neurological disorder spectrum. Out of 168 ATP1A3
variants published so far, 2/3 of published patients carry only 8 (c.2401G>A,
c.2443G>A, c.2839G>A/C, c.2452G>A, c.1838C>T, c.2273T>G, c.2267G>A and
c.2267G>T), for which there is clear genotype/phenotype correlation, as they are
each associated with a specific phenotype (AHC/ RDP/ CAPOS/ RECA). We call these
common variants. It remains unknown whether genotype/phenotype correlation
exists for the other (rare) variants, as for most only 1-2 patients have been described.
This might be due to rarity or patients are not recognized as having an ATP1A3-related
condition.
Within the International AHC Research Consortium, an online survey of the
phenotypic characteristics of patients carrying rare ATP1A3 variants has started to:

establish the width of the ATP1A3-related disease spectrum;
establish if genotype/phenotype correlation exists for rare ATP1A3
establish a registry of patients with rare variants.
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We would love to invite collaborators across the EPICARE network to join us in this
effort and I am very happy to be contacted with any questions.
Coordinating clinician: Dr Aikaterini Vezyroglou
Institution (dept, hospital, city, country): Neurology, Great Ormond Street Hospital,
London, UK
Contact email: k.vezyroglou@ucl.ac.uk
 
A study on the VARIA-ATP1A3 has publicly launched last month, about the phenotypes
correlated to rare variants in ATP1A3, directed by Dr. Aikaterini Vezyroglou (University
College of London, UK). The description of the study is available here.


All research centers interested to participate are kindly invitated to contact Dr.
Vezyroglou. Please, spread the news and the invitation to participate in this new great
study on the ATP1A3-related diseases, for a better diagnosis and prognosis for all
affected patients! Thank you!!

Supporting Doctors, Patients and Families from Ukraine.

The webpage on the EpiCARE website is
regularly updated to provide useful
informations and resources for people
affected by epilepsies in Ukraine.
Have a look and share this link as needed:
 
https://epi-care.eu/epicare-support-to-
ukraine/

A word from our ePAGs

EPNS Congress
ePAG Chair Isabella Brambilla attended the EPNS congress held in Glasgow, and
presented the following topic: Importance and expectations of early diagnosis for the
patients and their relatives, in which she emphasised EpiCARE's commitment to early
diagnosis not only for Dravet Syndrome, but for all rare and complex epilepsies.
Epilepsy can be more than just seizures and its effects on cognition, behaviour and
emotion can be profound. Autistic features among other disorders can severly
influence the quality of life of patients affected!

 

 

 

 

 

https://4xflt.r.a.d.sendibm1.com/mk/cl/f/gy78hvyXn_hDaGaXj2FNsX-5zlieP-nfS4lMjhjpuhSFlCI7PA4QahZ6lY9S0-GYts25K06oq96GsufQN4_E0O7ii8Yvo_bAkfE0iU28T5aRKhr02CIqeOxrM1pPcwOgpxg-7uVCUXIDmBt-1GSMExrVS3ogS4HDvWYNl83oPoqWussTqEBUeyozBgocVbg2I2VilQ4CjaFfpsjDz6krzwQy47ZLeNLLZ6PSTcCeNbKCvZycba-4oIV-LKcLSx62N46QUZRUVyJbI8Ntabi_vhEO3s8jj0J05KbcaYv8gI3hs4h2-cZkI2-0OgCdhT4bMf6NFspN9aG5qwtBS0a5CNmuHuDTs2oDruWWrtInitp8RmIdFpyQLHaJz0w_dIBxwMqFbioGd4uMziI_3NLxA7ZPEp3pnNN7eMcnTPvwvTEVdJgcCKaeHXHSvbF9qr32in6a1stiEEWW0yHoKLKt13-op_3-vHtptIBYwO74bR1siQPoX8LBFw7dwoyItF82J9JG6DnvyQ1Duf_PRc3KuoszTvqEgR2QDhRAD7Gn9EFTOJgixMY8I54StFSyg0o0cOOoUtNMEzrzVdL42RpeEMojNrFsokMK0ScVjOzW50B4NKw1IgZ2YJia71VrmCCZZdXkZElXrVsR4-ATwKtJCgkjdhv2R_fFZFydoezyMku0_nfshmE-5tJPyLkzsjp1ZKOwpyhw9wm3jL4qAzMWDxd0tuvASLnWdqZcykOmpd6fDzdM5Fbe0WQNJvwgAb92kYRnNibr2UKPziFYlek5F5dVg-yGASnsI0tO56mbAUSl23fDzNUMLljvGrFdXOoZ7TcspR1EOIIjbKCMKUIs-1kszovsy6XUELD1m-m4S0qmooKC8rVtFrzM_RUIv4tr6ks9iUPE8aDOesU
mailto:k.vezyroglou@ucl.ac.uk
https://4xflt.r.a.d.sendibm1.com/mk/cl/f/Xc3zBpJ0cn8iUe5R2D0DHRiFO0WYdFg2gGB-p3rW2209pv8CmEL-6VT22RqJLLLMmoTzNBPzqZoaCfaVFddR8aob9L1ePea3Z4oIBedgLnl1AFK0TVA2z4YnQezlF1ILn7SM9B_3eOhwgrJmg4szZfCSOW-yuShj3S2eOForUSYCInnc_XZ97_mPG_MaHy1j5vkwiLNJpFx-JfhrdNFFMz2c-dBgeqau1epGsGZoBHYDLKnHvno7l2541sXs54WNR9B-qh_8NWK4FnIelvufVO37M-vWGKyaEdGQrvMOINTGXjk2zsnPd10WP9np2BrVRZjjJqooG8oCDd3fEKXRQ4ZG3vvyTNFBtrBwSf9dag
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15th of May was the Tuberous Sclerosis
Complex (TSC) awareness day! 
 
TSC is a genetic disorder caused by a
mutation on TSC1 or TSC2
gene, affecting over 1 million people
worldwide. 
 It causes tumor formation in all the vital organs, and epilepsy is present in almost
90% of patients with infantile spasms being a common seizure type in the infancy.
Besides epilepsy, many develop autism spectre disorder including intellectual
difficulties. As a systematic disease it affects many different organ systems such as
akin, kidney and heart along with previously mentioned epilepsy. Quality of life of
patients and their family is severely affected due to the high condition burden. Hence
there is an emerging need in multidisciplinary approach to individuals with TSC in
order to achieve the best possible outcome!

EVENTS

Lots of interesting events coming up!
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European Academy of Neurology - 25-28 June, Vienna, Austria 
 

Following the signature of a Memorandum of Understanding with the European
Academy of Neurology, we are glad to participate in their great annual congress in
Vienna !
Come meet us at booth number X35, the whole duration of  the congress!
More information about the event here.

 

European Epilepsy Congress - 9-13 July, Geneva, Swizerland
 

As always, we are glad to collaborate with the ILAE and will actively participate in this
14th European Epilepsy Congress!
EpiCARE will hold a session, present a poster AND have a booth, so come meet us!
More information about the event here.

Upcoming events:
 

 27 June - 1st July: 11th European Conference on
Rare Diseases & Orphan Products (ECRD 2022).
More info

 
14-18 July: XVI Workshop on Neurobiology of
Epilepsy – Early onset epilepsies : neurobiology
and novel therapeutic strategies. Satellite event
of the 14th ILAE EEC.

 

EpiCARE SCIENTIFIC PUBLICATIONS

Heers, M., Böttcher, S., Kalina, A., Katletz, S., Altenmüller, D. M., Baroumand, A. G.,

 

 

 

 

https://4xflt.r.a.d.sendibm1.com/mk/cl/f/hjKlQN1ccxFuef2CXPd0DZRxbgvyJin8h5uLF_6mzERMIxkyorifWhugsx7-_rKezDjZ8Py3ES1pTQgX-33sgkbL6Q8UV7Z8W_dFNCUnrrtQ92ZfU2D1Qfuqckt78UKCiM-tah9vxVLJotqTsTXgE2YrK8wyhVt4wr5vD2Aoy_2RbmczMr2r4o9oW5FhMrcWM0dnRM-_faOnmXTUXx6KuUmHQBXgC5ycpVZ92EXlEhv5D7fCe-Sh-b_QBPuQQjECAvT2AzeCFaYXODPO8NuZVAb_qooPy_hQ3b7O2kQKJlTchsjKRSr5nkFazoi8Qf0uMG_NR26OflOUDq0lOtI
https://4xflt.r.a.d.sendibm1.com/mk/cl/f/QoQjbhqiBJsYbU9Zc69Qi6KHK5IEDypI3KcmFvFQmP0uwZWeASOCteVPE9mjUuZdPoxRH7fbySumD9CUQcUuvuCFblR5uVphzHas70kb9pznc2NRtf-wsqeD2ZQcOkXxjtMQ6GVhKyq69ucYiK37ZlT64XfOLGw7qbTIiY3EP042q39XoFRZif42788ERH2oEsKL6_lqhooPgOP9j363Ya02wgihbpytsAuJ9pOoEnMoiAU8NpwhOOmDCWtbwuzMqLponBU6tur0sUkMRnl-Vj-Bb8O-IaHtbLBef7MwcLzGv4taQtddj765yX1aIK6pxcPdz2bzdQH0mIgoKH9QgZJBwKpz
https://4xflt.r.a.d.sendibm1.com/mk/cl/f/lM_PfYsbkX_t1wFlpih7aYXkmIMvfmRD525NKQ4QVzDPqI4oCZm6Wxtuv9WLfL-bQSdzCofUUhQfOyrbnTgtoLCuTdUS4aHJsPaLpBubOv3K0dzS3PNuDTWoFpjBBxnpsyx-2rz5a3gc9zhCG4xzjYJUfo_Eeh7HgUKuZV3TS1F0fcPMU8aTjKA-q4yIq6-HBQJ0kucw5MkxMydNjqhLtvYNSRcbBgCtJnpE7pTTNsJYq1swbh5tuaaHs4MOzUYfkCL_HVFELgCJoV2OrKMNSCncD7XdwVtKD0ogDAPcuTgMx7UZDm1O2QQI612Oe-6FxkzJ4SQZUD5OBf2gG6b6H4NcuXnOHOs
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Strobbe, G., van Mierlo, P., von Oertzen, T. J., Marusic, P., Schulze-Bonhage, A.,
Beniczky, S., & Dümpelmann, M. (2022).


Detection of interictal epileptiform discharges in an extended scalp EEG array and
high-density EEG-A prospective multicenter study. Epilepsia, 10.1111/epi.17246.
Advance online publication. Find the publication here

 
You can consult recent publications on rare and

complex epilepsies, epilepsy surgery and other topics
on our scientific 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
affiliated 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.
 
Please note that Pr. Ingmar Blümcke is also organizing monthly online neuropathology
review meeting of interesting and/or challenging epilepsy surgery cases.
This Zoom  link will work for every meeting on every second Thursday per month in
2022.

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
a.robert@epi-care.eu

 

 

 

 

 

 

Follow us on social media !
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https://4xflt.r.a.d.sendibm1.com/mk/cl/f/q0AG_IjYWxiGEoSX0kzebRrPF8LoNGAGUCOBY8c6CdZfvFA12aJMB54nn-QCdGcHf4lkKuZh7r9nZwYjenxYNHLhf0kJ9rGNr5uZxoa6OjK2_9r917y_8N1o6Py76ddUFB6DFipM1hIa8q45S45_NWHJrpZimfJNZNvIeRJLlalNo49YvZdt2EGEoBmdauOk9ohGbSM9ZEpSsB8hWM0MySKVhJ8PlNh9CA0HhYmr1u7I6B9mhlsfXvLOhxtfZgQfvsNEl6XzhgymO5g6KnBmiEqZv9IBq3BAf08os3BWnFpNZOAGGeU0-7xVQ6CkT6_2nL-8Wh6ATs70HfDDpWuKzBZahzxTYGLTU1QgS5hZ
https://4xflt.r.a.d.sendibm1.com/mk/cl/f/Fk9PyGj4ve027OoswRsCeDwU5L534S630Sn-tfjh6ueKqX2SdYXHJGMks7yoI4og8_91VcYYqsFYXxiL8WeApPQ9yaEP56uGcxOJ21QTAmV89mdanPGwQ7BcZiq9Diy4Ulo2UEhKa4Fny-AJ3yGDzoUkES8e964-JZyVUvjsQpxQ8c4UgMwdaEcKnmSWmk3Pbf6seb_PvPHcO9mSYzPoQkK7lo_RkKeomDtUboARFP8F0wFxkYGmy0qg5WaCC5xeAmNb1KlgSver48hGpKqrMlE4dLKN2yXPMj6Cqoq2hBkKsXi-UKPLEGIG8_UQ09w8dpSDzhgf-Ndy3XoomBHOuKUj9ylDBNIdcD_VeyuRxmvHyq-m0SmFgzUh6LJEPeVotEPuQyx6fGq_AbHjLXfaRMp66poCM6m0wLqDRdUBHbCN3Czk5T0zp1XG
https://4xflt.r.a.d.sendibm1.com/mk/cl/f/jdmuMnnvIYKnh79vLQJIhBJCsQxQt3WdY39eGsr_ljlBwi51kguiInsBP6641Xy6UqdbhZfQAA5TaySLBfg8BSvHzAg1IJu0EjLiPLuFKDjRHemkRtG97TUNsapxL-jMGvgiKyccfGzfIsezV25JF3uCfIhVGJxBLiCzNwcm9rdceouUESOd7xaOnM4GUdNPXr9Xjp5ll7qFpEzGpMfKSjQVsscJSp2-IwJ2TpoLYMqouXVNBJPbm6f5cij8bF35-0KoVmr9g6Iher8YlAbegnUuQP7WLpXk2o8ZuxgnOAYQbXX7NuUIb7R9ndfqaI8j9Ekm7sgpQJEFXtFhWnaD2GPGsr2jdojPxGKIrlqAdX3d3AXzQBZhupuGJcP5FaG6LnkwoPkAEQ0jtnk
mailto:a.robert@epi-care.eu
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