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' EpiCARE

EpiCARE SEPTEMBER 2021 NEWSLETTER

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 Thursaay of the month with EpiCARE!

KCNT1-related epilepsies
September 30th - 17:00 CET

Rima Nabbout,
Giulia Barcia (F)
&

Amy McTague (UK)

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.

Subscribe to the webinars newsletter

LATEST NEWS

Back to work!
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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, Laurene 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 inthe 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.

International League European
I L/\E Against Epilepsy H Commission

Innovation and Metworks Executive Agency
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ePAGs

ALLEANZA
EPILESSIE RARE E
COMPLESSE

H Hypolhalamlc
Ic e 00

Hamartomas

Giving Hope. Getting Answers.

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!

* QOctober 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.

* QOctober 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.
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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., Leclercg, 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/epil7040

* 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.2021108275

¢ Linehan, C,, Benson, A., Gunko, A, Christensen, J., Sun, Y., Tomson, T., Marson,
A, Forsgren, L., Trinka, E., lliescu, 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/epi17057. Advance online publication. https:/doi.org/10.1111/epi.17057

Consult publications on EpiCARE's website.

MISCELLANEOUS

Sandor 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.
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Questionnaire

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

Follow us on social media !

0000

' European
%48 Reference
* Network

for rare o low prevalence
complex diseases

Co-funded by

- the European Union

Network
Epilepsies (FAN fpcARE)
.

Coordinator
Hospices Civils de Lyon
~ France

Our mailing address is:

Department of Paediatric Clinical Epileptology, Sleep Disorders and Functional Neurology
ERN EpiCARE c/o Pr Arzimanoglou
Hopital Femme Mére Enfant (HFME)
59 Boulevard Pinel
69677 Bron, FRANCE

Unsubscribe

© 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.

© 2021 Hospices Civils de Lyon (ERN EpiCARE)

Seein browser

https://4xflt.r.a.d.sendibm1.com/mk/mr/I11BOPem3IldHiwPHPw7aF 3fggolofG7GVwe7iThUc1FwHKgHjPIYbFmEfP8lad1VMCOT-PUkaM4F2ETSS. ..

5/5


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
https://4xflt.r.a.d.sendibm1.com/mk/cl/f/_fxUaJfiJrAJ96UFuskm3VgpEXxxDj_T-FEMFmv3QwR3mown4mTn77Yf-xjH7DTj2zD1mS7ut6XkX2potzf31A5u9Y-HjftLZo3p060RZEm8Dy3brps5bIi1AUn8SmF9DOFupQTuYWPgTFA7nMm2G5Kxe7S5ippcM2mTSpP485I-7OIl9yJGYOCWZP2yoQhEuP9yDIBnIHQoDa-AIltFyi5mgeDt7bXZbQkCuo31hm8phkPqtBA6JNFeBMXNFBY_yrw9rci5r8WjQnyDYgF75fPFySUNNTgnatxUa7ozDZTL8azN3HybXQ1o3pW-PDmpQQ
https://4xflt.r.a.d.sendibm1.com/mk/cl/f/ToWmM5498hMhsTyBAZM9UqmxMI6UddWzgoyzoPDZpjwtq4NDk5MJQ34-VqxDKg63oDl_IVDRN2ZDQCQ6Vl7LiGtMHAwA007YSjpm4KMXZsAQ_EJTNvJEIBeXfjNEleWYA-n31_As2_SfD1_OL2DeURwdGzsL29mqUlPMK1Z4U5uPi3UcdL2ozclgpjR_eISRMqoxNwKIsNOx4eBDX39zo5Nf1O-hbtVF63LpLgGfRZDZxtasYonYyl5i1zwvJxvlZ_Dn0OostNo_VgdgcbrbDL8O-EDi6WDWwz_hbnzVszq9EqYDuWsdng91rAX4ZPFS1ozHLOPoO7vDQDgZ
https://4xflt.r.a.d.sendibm1.com/mk/cl/f/m6mm7LqVl-D5wG0EGYhiFIe3-GrzBp75HRp7sDiO4K_GNPo9WSb9LW5cgIum5Em22JEUaIbo81i5G19F5GIedkt5bIYWdl3xxOcIb-nCmpdF67yhaipkGIvutgF76Hv3-WuU67rOIQag6imAJX6iDt_2Vb49Q-yr4LOxQAGyf73Y1S_4iLF0dSbpbuzLHa9p5R14-4XEEJD_oE94KdXUybpPkqr1Qm0GnT6WeT-54gKKrSxWoT7pu8njcUWmRdt58Io6z2afusb1g9C_fE5MhMYRYqe42xQQi2LsPIHC4GeQpSiqp2_O5ralHIT9logEC5MzQtl4XnBFgRbXAqpm80zx6otbv2GDpkOKdw
https://4xflt.r.a.d.sendibm1.com/mk/un/wDoYrJR1XHK1OJfZvorw1YGzn_S9ucd62Yqt3SftomG9OLAgspBY2APyKhhxTMdut5ztQmCFedp0g0TMUzfr5PPbmtyx56Ycrc368j4gkZJHCRF7HmhXfdeJSK6KFQeBf0mLR4PCean4bQoz4z7mdcxFUocMdHV0a4U
https://4xflt.r.a.d.sendibm1.com/mk/mr/l1IB0Pem3IdHiwPHPw7aF3fggoIofG7GVwe7iThUc1FwHKgHjPIYbFmEfP8lad1VMCOT-PUkaM4F2ETSSVwg4JU5i8CsMtTpMcHau0Cqo6G5oqCdprn-dEPdjnYLiw

