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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! 

May 12th at 17:00 CET
 

Laura Tassi
&

Massimo Cossu

RF-ablation in periventricular
heterotopia related epilepsy

 

 

Register now

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

VARIA�ATP1A3 Study - invitation to EpiCARE members to participate

 

 

EpiCARE APRIL 2022 NEWSLETTER
 

 

 

 

 

Webinars webpage
 

 

 

 

https://4xflt.r.a.d.sendibm1.com/mk/cl/f/gkHnN4ZsiIFBmbTO2o_T1Hoy4R-51mMbaIWqD_fkpKDkJp2Syw0smkakZeMwPrytWOwwM3J_G5Em_iHW0rE7EgdwWB1Oud0q5Kuv6ZGLVW7PIBTQf6r0JYBYvaRmwdMHUWcJmUoefIQAPGuf80g3UEv-bmXwOVAa59Qf0rbR8YTJ0ngsvTqdX614a12beAZnBhNBdpTbN2yk21uWLyhZ-hOZSNpmBo-RutQjBgNYeHHnY0wLYz_lCP8ucmTk7K8IcoCthbOLQ5ITnXoNFVQP82K2I5eR7lxjVmiXyhJmoVCGSI0xP_LBs0w2Q7BZrvpLt2EbioAXokD3hq-mF-1GVY2wmKmoBKkEHxqLwMTOH6o5oJ_L2WjcWlVbWB0b_g
https://4xflt.r.a.d.sendibm1.com/mk/cl/f/HCfh872kNZb51AdMAcasDBbHuDiM8StV1M7HfShGI04GtivB06QPnMdZRm_9TxX19ztDxAjf_n_DgjsKN-wURDu1ucSmsuiGVWR6ocoQJ6HY5j-5xqWDJIawOVfs_IVO5aB4RPiiNBbDEe2f4iUdmRQIFzc9OeiOAM3WfqfXU8z6GZbWDR4yOqdOcjWgC_fy664r3W2GgxLwQVjgf--K6vnHBf-ecckhc6LfivmFadGiXm8RKPbKBPcCUcdl4vgjiQYXPukPG8dAHTvEi4pErixwWPu-EPmy8tnRYpLKsLn97TTu39sjLCTWP7Uixzck36_hZWGWO19Cv0RVi7Y


28/04/2022 10:14 https://4xflt.r.a.d.sendibm1.com/mk/mr/2nYW4l35xueSTxAc8wqN-qZ0djsI1YRcBZ2cgwo_m-wunKHI6Y8aIgbS8v1cDLBiAH4…

https://4xflt.r.a.d.sendibm1.com/mk/mr/2nYW4l35xueSTxAc8wqN-qZ0djsI1YRcBZ2cgwo_m-wunKHI6Y8aIgbS8v1cDLBiAH4Vcs_6jQ1NWNyRSB… 2/7

 

GREAT NEWS! The new international study of the phenotypes correlated to rare
variants in ATP1A3 �IAHCRC Study VARIA�ATP1A3� has been launched inside the
collaborative framework of the IAHCRC Consortium, coordinated by Dr. Katharina
Vezyroglou (Great Ormond Street Children Hospital, University College of London,
UK�. All research centers are invited to participate, also non -IAHCRC.
 
Read the Invitation Le�er and, if interested, �ll the Recruitment Survey or contact Dr.
Vezyroglou for more details about her study.

MoU signed with the European Academy of Neurology �EAN�

 

EAN President, Prof. Claudio Basse�i, and Prof. Alexis Arzimanoglou, Coordinator of
the European Reference Network for Rare and Complex Epilepsies �ERN�EpiCARE�,
are pleased to announce that EAN and ERN�EpiCARE have signed a memorandum of
understanding to promote and maintain the harmonisation of training and clinical
practice in Europe and advance optimal care and management for patients with rare
and complex epilepsies in Europe.
 
Read the article on the EAN news here.

Supporting Doctors, Patients and Families from Ukraine.

The webpage on the EpiCARE website is
regularly updated to provide useful
informations and resources for people
a�ected by epilepsies in Ukraine.
Have a look and share this link as needed:
 
h�ps://epi-care.eu/epicare-support-to-
ukraine/
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Our ePAG EpiCARE member, Irena Bibić
has started the initiative to help
Ukrainian families a�ected with Dravet
syndrome and other rare and complex
epilepsies that are in need for every-day
treatment. It is wonderful to see so many
Dravet families from all over the Europe
that gathered together and supported
this initiative. Thanks to all of them, and
dear dr. Mary, prof. Volodymyr, and
amazing men from the Croatian 
 humanitarian association “Dobro Dobrim DoDo”,many families in Ukraine have already
received medicines that are needed for maintaining the current treatment.
These are the words of Mary, who is so kind and generous, and is taking care that
every family receives necessary medicines:
” I want to express our sincerest thanks for your help with anti-seizure medications
for our children! We already received 3 shipments with a lot of life needed drugs which
contained not only medications but paintings and candies for our kids. When I was
unpacking it, I have no words, only emotions. You cannot imagine how a lot it means
for us! With such support we will de�nitely stay strong and win soon!”
Stay safe, stay strong our dear Ukrainian friends!

A word from our ePAGs

 World autism awareness day was on 2nd of April!
Many with autism have to deal with drug-resistant
epilepsy too. Seizures are more common in individuals
with autism than in general population, and one large
study showed that among children with autism aged
13 years and older epilepsy a�ects 26% of patients. On
the other hand, many with rare and complex epilepsies
are facing autistic features as one of the common
comorbidity so many of us have been highlighting
autism awareness day!

Epilepsy can be more than just seizures and its e�ects on cognition, behaviour and
emotion can be profound. Autistic features among other disorders can severly
in�uence the quality of life of patients a�ected!

EpiCARE continued its series of Webinars
educating clinicians about rare and
complex epilepsies with a lecture
focused on the diagnostic di�iculties
and surgical treatment options for
hypothalamic hamartoma, a rare lesion
that causes epilepsy and consequent
cognitive and emotional dysfunction.
Emma No� of our ePAG gave the patient
perspective: through description of
individual patient stories, she
emphasised the need for clinicians to be
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alert for subtle signs of HH and to refer
immediately to expert epilepsy centres -
explaining the catastrophic e�ects of
misdiagnosis. 

Coming back to World autism day, Emma highlighted autism as most obvious
symptom in patients with very subtle seizures. Because of subtle seizures many are
often misdiagnosed as manifestations of autism. In order to change that, once autism
has been diagnosed, clinicians should continue to look for underlying cause of
autism. The Webinar a�racted an unusually large audience, with over 550
registrations. It is now available to view on EpiCARE’s website.

Dravet syndrome conference 2022 was
endorsed by EpiCARE, and held in Madrid
on 31st of March. It was an excellent in
person conference that gave new
insights in current and future therapies
for Dravet syndrome, important topic of
transition, and the emerging care for
adults with Dravet syndrome. We would
like to thank ePAG EpiCARE member, José
Ángel Aibar, for great organisation and
opportunity!

EVENTS
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Lots of interesting events coming up!

 

Ketocollege programme on 24�26 May - virtual
 

The Ma�hew’s Friends Ketocollege training programme is suitable for those new to
ketogenic therapy as well as those who may wish to a�end a refresher course and
update their skill set. 
 
 They are o�ering a special promo code for EpiCARE members, to be used
www.ketocollege.co.uk selecting the OFFLINE registration option.
 
20% o� discount codes - £295 early-bird reduced to £236 if booked by 30th April
Contact us to get the discount code!

 

14th European Paediatric Neurology Societey Congress - hybrid
 

EpiCARE will be present and have a booth at the EPNS at the end of the week in
Glasgow! You can �nd more information on this event here. 

Upcoming events:
 22 - 25 May: 16th EILAT Conference on New
Antiepileptic Drugs & Devices. More info
 
 24 - 26 May: Ma�hew’s friends 6th annual
ketocollege. More info
 
25�28 June: 8th Congress of the European
Academy of Neurology - Europe 2022 More info
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EpiCARE SCIENTIFIC PUBLICATIONS

  
 

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.
 
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 newsle�er at
a.robert@epi-care.eu
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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�
59 Boulevard Pinel

69677 Bron, FRANCE
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