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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! 

March 10th at 17:00 CET
 

Till Hartlieb
&

Hans Holthausen

 Recognition of MOGHE and it's
di�erential diagnosis with FCD type I

 

 

Register now

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

LATEST NEWS

EpiCARE �fth annual meeting
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Subscribe to the webinars newsle�er
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The 5th Annual meeting was a success! We were glad to be able to meet in person
after so many visioconferences. The goal of these 2 days was to report on the past 5
years actions, and build from there a solid plan for the next 18-months period. We
were also glad to welcome our new members, integrated into the ERN this January!
 
Building on the previous period's report, 4 priorities were identi�ed for the next one:

Strengthen the links between EpiCARE and reference networks for rare
epilepsies as well as patient associations active at national level
Pursue all previously developed scienti�c activities and care initiatives to
improve healthcare management of patients with rare and complex epilepsies
and enhance knowledge generation
Populate the EpiCARE registry with accurate and expert-validated data
Foster the conditions for be�er clinical trials and innovative research in epilepsy

A word from our ePAGs

It was exciting and hugely bene�cial for
ePAG representatives to once again be a
part of the EpiCARE Annual Meeting in
Lyon, both in-person and online.
The last �ve years have been
extraordinary in many ways, a strong
network has been created, professional
friendships have been made and
strengthened, complex epilepsy cases
have been reviewed and given the
bene�t of considered expert advice.
There is every reason to hope and to
believe that the continued productivity
and generosity in the pooling of ideas
and resources will lead to signi�cant and
tangible improvements over the next �ve
years for those living with rare and
complex epilepsies. 

We, the ePAGs, have actively participated in every workshop, bringing the patient
perspective into the planning, and sought to embed key ePAG initiatives �rmly within
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the Working Group deliverables.
We presented our main goal for the next 18 months interim period of EpiCARE which is
to further develop our Patient Community to start to build a network covering as many
rare epilepsies, across as many European countries as possible. We aim to build a
directory of rare epilepsy patient organisations/representatives (to be listed on the
EpiCARE website) both to signpost families for support but also who we can call upon
to contribute to speci�c EpiCARE projects where speci�c experience and expertise
are required.

Our initial objective is to identify one patient
representative, per country who can act as a liaison
within their own local community, therefore
overcoming barriers of translation. Can you help us by
suggesting an English-speaking patient
representative for your country? If so, please tell them
to contact us at: epag.epicare@gmail.com to discuss
further. We look forward to hearing from you.

EVENTS

Lots of interesting events coming up!

Today is Rare Disease day! Join the event on
social media to raise Rare diseases awareness
26 March: Purple Day - show your support for
epilepsy awareness by wearing purple. More info
 17�19 March: 48th meeting of the European
Society of Pediatric Neurology. More
info (french)
 19 March: KCNB1  2nd international conference
for Families,Doctors and Researchers. More info
 20�25 March: ILAE Training Course in
Neuropsychology in Epilepsy. More info

EpiCARE SCIENTIFIC PUBLICATIONS

Barba, C., Rheims, S., Mino�i, L., Griso�o, L., Chabardès, S., Guenot, M., Isnard,
J., Pellacani, S., Hermier, M., Ryvlin, P., & Kahane, P. �2022�. Surgical outcome of
temporal plus epilepsy is improved by multilobar resection. Epilepsia,
10.1111/epi.17185. Advance online publication. h�ps://doi.org/10.1111/epi.17185
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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�

https://4xflt.r.a.d.sendibm1.com/mk/cl/f/7iQW3U8JgeBS-poS4OfAT59KTAIaigIJRiUK-mNHI2iK-74QGcbPttoDWjDEuh6wUAhY1Sd8AYrZOrmxnZgHo-8uIar9by-yexzMRjZkX192UMRfgwaakNNXg8xNxgFIJRIb_x3LL8pgSNrNlvWjw3Gwg-kYAT-0cO_ntnTclXjywA1QEOgCUnTGIsUAR4_e8mJuHuFDd2oeLu-D_-1UGfUCdj0sIwzr80cjnnYVz3KWtjZy7XssNHm7sWEMbCMV4xZoVvXxvHR-SlgwHPZPYItJctbRoPFbV3JvlghXliVTThD29QSVmgJ44nuj8qo0X3jNbPjV_ZEcWJNCqBZ__FY-UmMc
https://4xflt.r.a.d.sendibm1.com/mk/cl/f/pjNYaGr5VgxuY367D4CJIQoQYLJFhW-gC97Dgn_oEDsZT6F-0nx7g3fYaqwNJDOw25J29lgju90-HZfI9RDWQx99GBN6NWl5fpRQegJP5RPVBKX2nwfM-uSjCEdQFjC66UWqDQBZCOiZEHxRM2s3aZN-1Cy9KHCaKQtUzotJEotw39iy6vb6IPVaA_H_rk_KYf38RXVGopz_z4jrnjOI53iXw2VDDhUPCuqPj4FXHYXouBwNAp5IYwirfNg6IaSDv3RqBZ6ON3i2bmkojd2xT8gr4jCHCV9L2Fv-40a5wcb8TcOaDmjnPstRxHUsvX92IUr-gKBhbaKMB0XBnyK74mRIOGiCIw
https://4xflt.r.a.d.sendibm1.com/mk/cl/f/LCj1zDatvsf-uHD4sf5NaOo_SV9-OjA_9jHbe_Ev1NaDEHSMWWFAAR1NZqxo1ZOMJW-OqBaJscBliKATA8MFNllYjZGQDrdrkLBvIO5UGK_Y9z2ROz61M4FeXfIYKWjEcP-T3cjS_ibOf4_u8UZ7vJSd1QpmrnGtv_TcfIznvj6ajQ1yI9g2t3Kuf2mFHsJbuwZtJxiARcoSEF7Ve0yZAFVcSv9qEEHLnvhimkpdDjx-A1U3cvYW7GuaQboPix6DMZIuuypN3LhIku3J39XllKxrzYB5VuMwtkr46vy_4VvYAAn7DbhY1tNHA4kIuorLxglnZ6crKRAk_90hGfDjh1qXUiy4N6Ho_9fI4cVr7v6AvSTd9uKG0pIS4rQI29x2J01rDYvVWjorILahUwHjM02pv8getDa8Lioifm1Iu6617xE
mailto:a.robert@epi-care.eu
https://4xflt.r.a.d.sendibm1.com/mk/cl/f/v0jP7NeCs3VUYYKdT-aIc5e_OJ_fOXklc6pY9cTWfsH86rs6-ulf_ifylf8OXM5J4KyUo2oNg1YjRbQBqxr-h4SeRrQssCMoU2_tS5rwUN6Gth6XkJyj4kwLhl4CFLYSuYyAW6KaJUQJxNhOEO1BUMLOLSpL-W5UHeyWeqXsyODgeU5fx-SZNhWY9iEjYn1QLCrj-xRyDRy-Ls7N_2qFLL4w4wlQFy35KSrhNFD6MMGq0hslgGpBUVPf3h3AwX8jzVhMmvk-WO640W--5NgEE9ftMuFsUm2esPgRWTQmq0mNYqlqtGQDrA2A1o1-HGYwRoCMnOIf80rNN79A
https://4xflt.r.a.d.sendibm1.com/mk/cl/f/DzULSFns883Wdwoo8Wy7j2T4J7K-WAYN3oynMXg506ba3gDyzN56dfztSf96Eymf5kuiGFk4dKEoWdpiVVTJNtYkVNbMvd9ryA1rfteYNthxZO1fyVbFDhr4rFR1XMmw0H3P7UZ5GZ3rrpxQKSKtkWvwiTpzFLPKJiV6CzlDBZDhpVU2OeWCN-pRKP4XAhoUAaVgK0SE_ho1vkrIQFQeeHx0gG-PzyAdhvgXBnULHhgzmqgKInZwe63ZnJG7ecyCbr5o78UP3b5JTYInCmmV6TdwQFTvdYSTmqMCKO9T1thMJFDc3ZJse0HTaWj88yErtk8uzOZKUQ
https://4xflt.r.a.d.sendibm1.com/mk/cl/f/nJb1JzR_Ed1Ho0gBBKB2JRtMrJOnAx0oUE_czucusKrOICFcMQZ1r7gFx--cc-P7rAYx2CWaNzhcKFTqSrF8KOyxFi_qsznk0bWnzGFLH45TY-C4T-Jh_E1hh5zgmx276iD23V1cJqbZ5GwfXWeiIXj-Wz9m9KwCCbi91TsUgsG3HtYAY7T4sfcou26MD9aEl7UThzcV_T5mbm33dw0HW8gwFjkdgEWbuWy54N9nwYbN9sNOCgzJp23_ZsofFPPvAfqK0BFSrnUczRfTPlZDsuTSiEFAma_PXVbO8E2bgmTmlCmaBqqz4wFWmMvXlO_K2Iu7Itmp0N0AYDTtzUrfqFq6
https://4xflt.r.a.d.sendibm1.com/mk/cl/f/C5GSiIUDIRJfxhusYzmPtO4xKjT_9jQurp8UO7uV3HVweg-sPg2rwMKi2gUWDPiGBSDfeYAJqwHtI_Ui5453Vewaeveo5MpUxRZSKlH7--aYoYInF4Hk-QFh02b6qhNw7C6Zz1wRopTWuBGrFE-eL2QwMPSvk_C-RRED9nb8N3D3-1lxPhChp_clABi_OsBHMD2HbmsbNhR_1nw-pgGTRZbDFwrJBbrVo7oo9VpD-S_TiBpWon-aK9QYKn_ltzrYJ4nOPWdYFcXfhRZqo2oEG2f5HRLgksBf1JEvwshOzJpStRFn9y4FWmRy0iRgVZuPFBbIFLi83lX9vBJZupOA8tVQoIM7x4alW54Xn8QiKbEZ-g


04/03/2022 [ EpiCARE Newsletter ] February 2022

https://4xflt.r.a.d.sendibm1.com/mk/mr/uG8NKB3M8P9xGSaHS-vp5ECl2P2Ypjme1saO8Os6m5pH8LSPAAtT1cuXJv0ZgO6GtDmfJs79-IBCd0O1… 5/5

© 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.

59 Boulevard Pinel
69677 Bron, FRANCE

 
Unsubscribe

 

 

 

 

© 2021 Hospices Civils de Lyon �ERN EpiCARE�
 

 

See in browser
 

https://4xflt.r.a.d.sendibm1.com/mk/un/xnQam9R3ji1iqC8FGWF-Ukng-5VxkPrxGioSp_5Mv7Rx1WledlwNhbpmFtej-YwqvA05kxH-x-oQTPZielSxQj3fUC65ksJBHY9sm69-pLqUcratxuGsRaDsRxiQZDyZQ-0QJoBlHOMr8XtS25zTk7PVmBEJRDgwqfuUXARPYuJ8
https://4xflt.r.a.d.sendibm1.com/mk/mr/uG8NKB3M8P9xGSaHS-vp5ECl2P2Ypjme1saO8Os6m5pH8LSPAAtT1cuXJv0ZgO6GtDmfJs79-IBCd0O1vyUk94Fw3I70Lf00zk_Z9FQSZMLdYo4UPnnxYGkmwdzvOhHeQlOjazXD

