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

September 30th - 17:00 CET
 

Rima Nabbout,
Giulia Barcia (F)

&
Amy McTague (UK)

KCNT1-related epilepsies
 

 

Register now

Find the program of the next webinars on our website
 
You can also subscribe to our special webinars newsletter to get a reminder a few
days before each webinar.

LATEST NEWS

Back to work!

 

 

EpiCARE SEPTEMBER 2021 NEWSLETTER
 

 

 

 

 

Subscribe to the webinars newsletter
 

 

https://4xflt.r.a.d.sendibm1.com/mk/cl/f/1xj1_Ryc2dpxPeA57JtLBjt3ZT5-5kFSwaiN6izXmrUNLInidcvgxO9OlfaDiePPWoXCbdSn-eoHznUqhLturJWTEVrzEEguDqYzqwKJp9jJl9denVgRuyrtrvSKm9du0QQq-DcxwASHXkRUdz80fy50gaNn_B1BUHXezAkdkUFNgH5UO2AyCPqUov0dJn9-xx5Obl9blHaiit11yi7QwlsE_5l3-j4bXkbagudDpcoGighZg4pht9MHPyJGx9bbiVL1C7o4ZsKywek_YChObldROxznM8C5plJHof0B7BiXYQemEiiKKpgl9lXOwvTlwMs0mrmbBTWk3VyzJwr5Jk7s9u7HLsGcvNd3Uq2C-Ww
https://4xflt.r.a.d.sendibm1.com/mk/cl/f/CEEu2shgJ6C4DjwyLUiClcaX0PuVaddwEysUO4bgZaWsw4SoROrGGRb6jOSfXLD9p-MjfSyjH_a5g4J58XYeTacttBPeJOAwYEAhUTIKEmQiOc79zDbinEC9_oYUdr5HE2sX9QYKhsp6NHHw9Bg-95pB4tuU988TYkWA3uINPoY9k7aejov4hw5QpjKRtJSpQ3uaBWKHdXYr_VSBHLyA5Bz9bFLheXaWtswWo5JJA6F3CyRlm58vGKkZ0ziy_Pert7D9UEpjCy2IBD0nUKzR2Y4lzvMe7Xk_HKtpIXmmVmogz_wmqx3Ko22K_TO0Nzpg
https://4xflt.r.a.d.sendibm1.com/mk/cl/f/SLPdusK_iBe7hfO7IbdEdjArZ_q3nE4Ty7nE6Ahg2WR3KVxCPxTOeisiQLFsQ6IRRcBQKqAnv5wutirP8kYhlzZc1-0NJbiY213k06n4jq4ivc80rHPPRNErkUgB0juepEWmcYvfkKHC6sUwHICpYFQpmCa-RTT8ljITkOWnTMOW9m66D3W7T5GaBDsOwis-EJgaeNS3-EZT4cWAKoXmAZB4L3cN1i1KdRNpb0ZUzmAFY535tZLQAsLzohVB0Ld3N6nSDk01ERZI_tiN7DGQzt-SCWDwlK2T-9p6hFAOIQyBMJmQ-wngDKSzS2u-Euo
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These past few weeks have been very busy, as it always is when we come back from
holidays!
 
Lots of events are happening this year, and we could not happier to get back to face-
to-face meetings.
 
We are also welcoming new members into EpiCARE at the end of the year! We will keep
you posted about the process and how we plan on welcoming them. 

Get to know EpiCARE's coordination team
 
We wanted to introduce again the coordination team members, so you can put a face
to the person you talk to! 

As coordination manager of EpiCARE, Laurène Mathey
helps Pr. Arzimanoglou follow the strategic topics
related to the coordination of ERN at a European level.
As she is the European Affairs Manager at the HCL,
part of her duties also include following the research
European projects of the hospitals, representing the
ERN within the HCL, and managing the European
affairs team.
 
Her favorite quote is on the card on her office wall : 
"Am Ende wird alles gut, wenn es nicht gut wird, ist es
noch nicht das Ende", meaning, everything will turn out
fine in the end. If it is not fine, it is not the end! 

EDUCATION & TRAINING

E-learning cases
 
As you know, EpiCARE developed with the ILAE Academy, patient-centred interactive
e-learning modules, corresponding to diagnosis and management of some rare and
complex epilepsies (Level 2 competencies according to the ILAE curriculum).
 
We are glad to inform you that the 6th case, on Hypothalamic Hamartomas, is online!
Check it out now and let us know what you think!
 
These cases were developped thanks to the CEF Telecom programme, and were co-
funded by the European Agency INEA.

 

 

 

 

 

 

  

 

mailto:laurene.mathey@chu-lyon.fr
https://4xflt.r.a.d.sendibm1.com/mk/cl/f/oKMdwuv5K3cWOchFaBPkYqgIgUWcUgSunqNQrhP30xXhlxXRQQ8cKK8Lw2ubIUB3vDxb1chnT4gAvX1AiB3X5WLIgmf2cMpnmVMvSzJNlgJpX4_9Iy11ve8YdSjIJ8ylKp0wNXhTWYezIC8ME_7qtNAGwRBO4aFUYZgSE3mQYPoc3XL7_aZlUxJzYQB6A33A0NBHuOaR9FWlQt4WfTtlAFaotucB7BqHibPwyiUXx8SUAyRPxSeiAhbSmaP5T3Sr5reixSUMz9me9QzFVLx8YBCHM4we6SwFLML923XrCT1gCT6L-S5jNLQbYMGFoya5TikC7se-Hd4Inw
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ePAGs

A new website has been created in Italia, regarding
Rare Epilepsies Alliance, the Alleanza Epilessie Rare e
Complesse. 
We can congratulate Isabella Brambilla for this
initiative, of which the goal is to have a common voice
in raising awareness of rare diseases and epilepsies. 

The Hope for Hypothalamic Hamartomas website has
been completely revamped! 
The website promotes  research into early detection,
improved treatments, living with HH as a complex
medical syndrome, and a cure. Have a look here.
 

EVENTS

Save the dates - lots of interesting events to come!
 October 6th : EPICLUSTER - Accelerating
Patient Involvement in European Epilepsy
Research - More info.
 October 12th : European Brain Summit - More
info.
 October 17-19th : 7th global symposium
ketogenic dietary therapies - More info. 
October 28-30th : 3rd International Congress on
Mobile Devices and Seizure Detection in
Epilepsy - More info.

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.

 

https://4xflt.r.a.d.sendibm1.com/mk/cl/f/jLhNUZafUHBXbdbi8w5xL5R6u-aVOjhMjQ4Prn_OIGhPj19ZvJ0bS1yTd4-uHmuku2_LSqDPItU_epjB65CRbGN-gfrwy1hVMUQOTT1qP6hESXthC_dRsfreis4CxSydCs914s_qrxUmy24NnorzyQQUZwUxLCOZ6SxEc1fD8alwOo91wNv-sZicZdI28hEj_KMea4goKxK8ezWqivPeKlpVGDGMvfwLR0FppYuibWKMINB4YReSdzCnAXHkBjB4XhL5iXW9X94jdcNh06fpjS9OaZCXENlOyi5GMylfGLvYHRUNOpzWbMxznfCNEj7xPWR_
https://4xflt.r.a.d.sendibm1.com/mk/cl/f/foSZJuc_gz0qxusvvGg0-FYbdvL9ucAlOmQEWk0xKz9RZtd-IgyRgLM9AgqKPdHFWoIMwAR5v8G4pFQo3T8oJ8--McgICN0tYSGFJNJMR5S1H0DZXn3l_veu4_lUtI-kRxc8V0VbUNPjrdJaxU1zL3jkzRACZflAre57V0DrIwtI8VesqgGXeiSAPyRf4F50u4qDNpGRvIvPlb4bmuGJH3HfWn7--LIiuYAzS8azbyG7xtZsgdJAHxvUZ1rdyzdp6W1aNMwINpBgAKDFNKqjOdITC9P3Q2MsAR_m_tv2K2UULp6_QVHJGxukCA
https://4xflt.r.a.d.sendibm1.com/mk/cl/f/bIzH3aZVTp-psk-F4x7aPyruhCnUHi2-cSU55ELlRWhmXQE9ay9r26KTa63VuT1sNL2M3BDVBDLHNjUetwT5M2UKwW_WgpsE7Uf6gXYonu5Y-JVmPE6Jl89KrrGl5ZSjXmhN99Pj-iLok1qtz-o3miG7kH4NlwJ_V1NN85qPVZiHur4pjAtAONtM9nUznlZnJwpHZcK1_WvlTcE7HGksOCaor26KERU7APpFnHatPUhsNY2Ozz3zHPsjkkNZ1gpgkpFW1d7OUmaOopOKuFT3aoklEUwH8WnMDfHjbXM-HmBLLxGt0Dqwi59AEP6BSC4xX6mLKA
https://4xflt.r.a.d.sendibm1.com/mk/cl/f/XxKjDQxMe8vx-4Lz39Jd_jOUQbxS9tMkhgoKEZErfHVpCdbFRl1ipkjjN9lXjVBg9MkI6RdXDvE5F27QmZoBCaKzo8-CmeGyZZLvfRrRZdICJqyJ31_sLupk8Lvnmrnerz5kzZ7aIB1WIP77PzYB6Zo3Odjr_CR2WPCP3fQ-lQYCSkJXcVMXsqAnF8AN0POp6AtAkiLv0OjiEdsT5axfGwzN5sBJEqa8_-eIkI0pP61lMeg6lbk-i0xnIGtThWhSHSyda3YTvrnGKi4iq75-p63yj8Jmb_5GSY8Lm7oAfu_CCVQoo6glFCm49IgnXQuzumvWx2bphAKTPowFZCSwacpii0hNxzfp0UWiO0k
https://4xflt.r.a.d.sendibm1.com/mk/cl/f/FW6jo4awLKzIYtCCt0xxUxtfdPMdvoNgRI4v5rVFredyjHPajLNTRNFkr41xnPBUjAkyBqQ0LladFwdanS9XQe5fMPzAab2qqgdstySIwY3gacldfBiA94vBTORWk-J4T71NvWlfOLaeS-mePA_V3LkQTaEdPUO1zGwpc5pl8aDVIo2XxVwWI31Yfu3xo___3cliCV3ta-B0CW0myL4nsBK_40XRDxSbHvjjg4O_Ig8kZBfRCY5e7GkpBLN20HnBooBSZkx8bbHIcY54V3_hRV6DOFD0rdO1Ke8EZ7kH5obQIzdvnYgLoQ
https://4xflt.r.a.d.sendibm1.com/mk/cl/f/cG8s_M2yVOOAyX8neeDmptAzsvvwU7NaOmZ7C3Bx0dizN7ldTzzqn9lHSUMpjTENv1PLfP13C15M-AGmUR4B-Mgdl4v13n7kUflWddhH5FZl04SoyaoOeVdjNnfChg-qc92PXSTF6YRWAsMQtsBmsOA3c8uJCmLtPJccERRvjoJVdAWJ_CZMZURObrPZse1t1fvDmVBNOOA8SVjvZjKmq3TJ1RW7B3e9j3kDcvAIPNQ7mBkCh7QixNF5zUETTLxwlIxhX4-NV7Bt_F_za1FflzkzO0N_oQ_5WkwAFU0qQ-lZ3jbVv4fABj5o3OMvrS6hpfcvuvTUxK_QR3TONUmPLZqWDyJ8bcd7G8mMP_3L9Dbdneo
https://4xflt.r.a.d.sendibm1.com/mk/cl/f/ixjEEg6sskzoHBSddQOeQUvu3-HCqDUl9Bil__ZbICXvu6NZJ8wNOjBK-1tg8zZKeff6Ohmp9oubx-e8yUh40egpU46DiBQ4XtO44B_WWeR9dUHBD3Wf1NMWQoduaGqjK6fMeCVwMRxfmHLEAcj87NQds9SJp8d_9SEB2nEwT6Mk5ejTPxfABtKn--vJYHJeHjJBKtCnY1lcxg95jOc_kkHyzoL78sivHBDWGZdTNFbRWI5nqpymb39TMdSLUxgUwcxrRYxFhNKG0n9fnbBVUw2B0nsEmDwz7Y0OEsNm7GRUAk16GEB7F0B3IWge4OYdOqkUR9wOBWeH_sWFeHfOEbw
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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. 

EpiCARE SCIENTIFIC PUBLICATIONS

Bjellvi, J., Cross, J. H., Gogou, M., Leclercq, M., Rheims, S., Ryvlin, P., Sperling, M.
R., Rydenhag, B., & Malmgren, K. (2021). Classification of complications of
epilepsy surgery and invasive diagnostic procedures: A proposed protocol and
feasibility study. Epilepsia, 10.1111/epi.17040. Advance online publication.
https://doi.org/10.1111/epi.17040
 
Arzimanoglou, A., Pringsheim, M., Kluger, G. J., Genton, P., Perdomo, C., &
Malhotra, M. (2021). Safety and efficacy of rufinamide in children and adults
with Lennox-Gastaut syndrome: A post hoc analysis from Study 022. Epilepsy &
behavior : E&B, 124, 108275. Advance online publication.
https://doi.org/10.1016/j.yebeh.2021.108275
 
Linehan, C., Benson, A., Gunko, A., Christensen, J., Sun, Y., Tomson, T., Marson,
A., Forsgren, L., Trinka, E., Iliescu, C., Althoehn Sonderup, J., Werenberg Dreier, J.,
Sandu, C., Leanca, M., Rainer, L., Kobulashvili, T., Granbichler, C. A., Delanty, N.,
Doherty, C., Staines, A., … ESBACE Consortium and Collaborators (2021).
Exploring the prevalence and profile of epilepsy across Europe using a standard
retrospective chart review: Challenges and opportunities. Epilepsia,
10.1111/epi.17057. Advance online publication. https://doi.org/10.1111/epi.17057

 
 

Consult publications on EpiCARE's website. 

MISCELLANEOUS

Sándor Beniczky, member of EpiCARE from Aarhus (Denmark), is working on a study
about the efficacy and use of wearable seizure detection devices.


To help advance the study, you can answer this quick questionnaire - link below - and
forward it to patients with tonic-clonic seizure (or their carers) who use this kind of
device.
 
To learn more about the study, you can watch Torie Robinson's latest interview of Prof.
Beniczky.
 

 

 

 

 

  

https://4xflt.r.a.d.sendibm1.com/mk/cl/f/xMReUeZq4ouJ2f9Vo4DBGE43kX8h2LTx00CA6oWJQL2RWfDmNutRismDeSv3jeSp1WkAWEFVdVAdK1CREFZFPw2IE3UspJMYPDC8D237do4Am4Xh-Cu-Y65EkmsmwsOIAtII_8VNfDE4vAglTSfSyUZ9hFrdhY5S7ZX075mI27Afd2HRQU1_kL8x2Sj4bLik2FUu1oX2NYYk58Gv6VxBsibcjeN9wBMqCaB6eD5J8t3vB1DUYnmCCSrU_bfsqZ2WBfIZRnmq80pAWKpoXKGJ6hZTwvmmQVV93cU4r3zwOkSTzRCWMo1kvrDSK_gc5pmlhwND4p7xUN6Im0Pu-FzuFnQE-8yWrbEHOoY9GJGKIScRLDz4SJdD-F_4uyy-2Lb_A5u_08ITlqQlSVV5sVjfc032bjs2bGm9DEM7i4g
https://4xflt.r.a.d.sendibm1.com/mk/cl/f/Z_5W1q95V2gmjgHyQtYLcwpPHwgJx0R8f77IT3z3JXMnCTuFBsGaOCN5TQhhNKXh1sFD531CZVaUKKM4IcBV9WUHdiqirGsgLIB8JadexQoQm7AsQ0erwqSbGZw5NSioKdaYM8K4aTMUs_Ln5mXoGmNjr7NHfco5RXuw84n6YuewCduyq8BECL6nYDbnKbTVm54XnPGz2dobKKgMqCzc_dgxaq6i3601iIv23tnrcc3TBJKTBhQ5fmrqLBexxoY3vtoAgjGYlbgVD1oyd5rnb5E0zEKZU5O9J1CYSNnmGcODqm7205eubg4w-3e2jk92ceZ78u4
https://4xflt.r.a.d.sendibm1.com/mk/cl/f/4Y6L-xNyw2geouHnMEQomeZkdZOwsaB7wtW5QKF4zlWaGiO1MnoVbL5IJydmOJSgREwgoUhWEgki3oOnk041ktHOeSLWFW_u7OM15N4nciyYCMzBw9meVwmqN-E-x2srlC1818PhMowRRilBpDgLIsIeuLsJKuospIcs7AEf7sT7guuYfOfF9akCqLZ-LVHducQX9-rztr4CW-fY_Vgd_uQ7LP-MYdAsDfnmwdVP6-wLDC-1wKfIdoRe8kzHLllQjso7vCKgiWyhGAVfvbpmwg1XiMXDgWionooyNfl8Vg5ELuu4qIU4Y263Ce1IFKreosdY-cAhieWRu0UNRYxY
https://4xflt.r.a.d.sendibm1.com/mk/cl/f/JSHKrzKl46AzqhcCuuW2vCH7FXwGwpdlxX2p-kQ_xxyOFKzQCG-s6FPhflIkbTnS4BPrnAl-HsuFFlg7i-czqlkC3-NXzkeT2SASzktUkrAUZqJC7WJToL88rSNoZdBqWQUya7Fa9sBMUnxQe_T7PPh-wqky7X3R2m5g08SCWcr5I1zWyOkflnSvzaYNSFM5rywKcz6S62fLbQnaUASwR_9MHx0Uf9EZQUVzFfatwq-jIwsgZoDPQ7DaSsAPkIAiMuqzthpnn7fHBPWE5txTczRGj29-BokBZ79xntUGLN4Ib1LIwa1CV1dPQAigNYBwHktvEWU
https://4xflt.r.a.d.sendibm1.com/mk/cl/f/-damHLdoPVuflZXswSHyrcGvGutEE2CkHwTLmU1L5AXBG2voth56J_nKSY7Iwq699HQWM-H05DeTyDLvtT6D6fTaLxf1Ejwk5qW-TlTN1KhFH_SQJvuRGlhzCnolGA741jbpQrILRPhyT4rdq7YGAolwIAdxr6Ev9DDYnj0iIOpLv1ExWEtbkBc5VLgTTs0KzFtY_CyFHeADhvzpVyRy6c14lruqNylCm1dP83ctETw_rg5kNVnUMAxmpTT5w8zCNhK9pxk7jVaO2P3wAkty_du0fhAOPJNLiuM4c2aEY8Tt9aFlt_yolBCY29CPF07bLO4bJWIQ-HYVkz6nYT8Kng
mailto:sandor.beniczky@aarhus.rm.dk
https://4xflt.r.a.d.sendibm1.com/mk/cl/f/xEHRvEsKeQwRNv3u3PaU4zUG53ekf7UkgYb-D7jnDwdLpPQH0zcaCymwt4fWoOiqIcuMxR_G8WwVKn-VWeLgpfZtlT6I4id3G3mTromglm01g-QQCkJRBvfPPrESFprfK_5Ugu77EBa036Ri-_NRp0nQJ-pwpwe3PAxzUbR87G9rrmOkKuHiwLuTTyl39-9miMz3GxBVJMAjwvK8FM3DaeHSd7Ztk8x2esjZDvr3T1V59Jpq1etZiohsaOPnp8bvgmMBk4Jby3feHm5uE6hMqSGfLkkeTaFvhDYKPxbTuvML4J0WMKr0BZmhkLitknGP0gTADnIV4oDBTU91uzpGb-8
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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 newsletter at
a.robert@epi-care.eu

© 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 attended one of our webinars.

Questionnaire
 

 

 

 

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



Unsubscribe
 

 

 

 

© 2021 Hospices Civils de Lyon (ERN EpiCARE)
 

 

See in browser
 

mailto:a.robert@epi-care.eu
https://4xflt.r.a.d.sendibm1.com/mk/cl/f/AyUXnFrgYYXpiwVVU1tPFJZl0vNlMhOW4Yxcc1wOSV1yDzAaNVNDRVJyMZ5_8nug0oELAYJGNjtCfqOITKZ0PKucdc7ORW-y-nmNqxiLMB2QSbXk-YXxOYkxFl4-RVU0RERvFQlyLrkf1w6a6u1p0yxsJ1gafOI3K1_RVc6ZXKw_fp-gAZ_h87D1KVdJs05oB7ukfFNz6-6cHgUDLlvvbDEwLTTFRf9hSix9ZwbI4YkBC4b-pa5TgReN_iGt0vWAS6DO7FqINbX71u7GKMl6auQnxmo-4c1UYsB_RMFzs39XyCj8VNOX
https://4xflt.r.a.d.sendibm1.com/mk/cl/f/__tGcNHAoYbsfoWuba4siCZ8tmrtfhz8xWXMb00a8XPXYVX1TV-wxVhzSJYVPdk9PAO9axURTi3Wg3YRbkhocDOKn9BSo2xoeJOrWY6_DX_yc76hSEVAPP5kLGVb0nqwBt4sPWpkwYBLtrMH_t7pSxJi4YtgIksX86ZknrQkxsLONfkUVwC487k0sfcgN_kEhPQj_q73vMQzmqt7etE_vHmP-URpydJ1Bp1qzBLO2t-uLno8TYA1eoS6aZWf58zxJab3LzKMYixn_3yyS0r4UZRN293lYLT1HGgIJ86sHmz9ESbL8aAj4PiGpyu6T21gHJRp-cM6
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