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SEPTEMBER 2023 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 WEBINARS

Our webinars on t rare and complex epilepsies take place every 2nd and 4th Thursday
of the month, and the replays are always available on our website.

@? Ep|CARE Educational

webinars

Free to access

Registration necessary

Thursday October 5th Thursday October 19th
17h CET 17h CET
Use of EEG in clinical trials Metabolic neonatal seizures and

the diagnostic contribution of

Sandor Beniczky neonatal cerebral MR

&
Caroline Neuray Maarten Lequin & K. Koop

You can check the programme of the upcoming webinars and register to the webinar
mailing on the EpiCARE webinars webpage:

Webinars webpage

LATEST NEWS

Look back on the IEC 2023


https://attendee.gotowebinar.com/register/209163827711829339?utm_source=brevo&utm_campaign=EpiCARE%20newsletter%20-%20Sept%202023_copy&utm_medium=email
https://attendee.gotowebinar.com/register/2585138086591605336?utm_source=brevo&utm_campaign=EpiCARE%20newsletter%20-%20Sept%202023_copy&utm_medium=email
http://epi-care.eu/webinars/?utm_source=brevo&utm_campaign=EpiCARE%20newsletter%20-%20Sept%202023_copy&utm_medium=email
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35th International Epilepsy Congress
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The congress was, as usual, a great opportunity to connect with colleagues, update
each other on new guidelines and discuss hot topics, while highlighting the work
doneinthe past 2 years. We were also glad to observe that the rare epilepsy sessions
were very well attended, it seems the topic is raising interest!

Patient representatives were also included in this event, and we were glad to catch
up with our ePAG members Isabella Brambilla and Gregori Cabanach. They presented
a poster, and used this opportunity to connect with the IBE, and other guests!

ACT Workshop
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EJP RD Advisory Committee for Therapeutics (ACT) workshop (ERN-focused event

i

Nicola openshaw-Lawrence (management team), Julia Pitsch (EpiCARE member
Bonn, Germany) and Carol-Anne Partridge (EpAG) attended in person the EJP RD
Networking Support Scheme: Advisory Committee for Therapeutics (ACT) workshop,
which was held in Newcastle at the beginning of September to introduce the Act
Model to ERNSs.

A great deal of information was shared by the TREAT-NMD Advisory Committee for
Therapeutics (TACT), who have been successfully operational for over 10 years, and
this will be shared within ERN EpiCARE to discuss how this model can be adopted for
use.

EVENTS

Register now for the next Rome workshop!

IN SEARCH OF LOST TIME 4

EPILEPSY CARE CHALLENGES

FROM NEONATES TO ADULTS

Itis our pleasure to invite you to save the date of the 4th edition of the "In search of
lost time" workshop, endorsed by the EpiCARE, taking place in Rome, Italy from
Wednesday December 13th in the afternoon to Friday December 15th lunchtime.

This year the workshop will be on "Epilepsy care challenges from neonates to adults”,



a contribution to the activities of the ERN EpiCARE to translate into actions in Europe
the WHO Directive on "Epilepsy and other neurological disorders”.

The workshop will discuss in detail two important areas of epilepsy care:

® Neonatal seizures and epilepsies
® Epileptic Seizures in brain disorders

Registration & more information

® (Qct. 3-7: 5th Bologna EPIPED-EEG Course: EEG
Interpretation in Pediatric Epilepsies. More info

® Qct.7-8: 7th European Rett Syndrome
Conference. More info / 5th European GRIN
Conference. More info

® Oct. 9-10: 2023 Lafora Disease Science
Symposium. More info

® (Qct. 27-28: 11th Symposium ATP1A3 in Disease.
More info

EpiCARE SCIENTIFIC PUBLICATIONS

® Patel, S. H., Panagiotakaki, E., Papadopoulou, M. T, Fons, C., De Grandis, E.,
Vezyroglou, A., Balestrini, S., Hong, H., Liu, B., Prange, L., Arzimanoglou, A.,
Vavassori, R., & Mikati, M. A. (2023).

Methodology of a Natural History Study of a Rare Neurodevelopmental
Disorder: Alternating Hemiplegia of Childhood as a Prototype Disease. Journal
of child neurology, 8830738231197861. Advance online publication. Link.

® Trivisano, M., Dominicis, A, Stregapede, F., Quintavalle, C., Micalizzi, A.,
Cappelletti, S., Lisa Dentici, M., Sinibaldi, L., Calabrese, C., Terracciano, A.,
Vigevano, F., Novelli, A, & Specchio, N. (2023).

Refining of the electroclinical phenotype in familial and sporadic cases of
CSNK2B-related Neurodevelopmental Syndrome. Epilepsy & behavior : E&B,
147,109436. Advance online publication. Link.

® Specchio, N., Nabbout, R., Aronica, E., Auvin, S., Benvenuto, A., de Palma, L.,
Feucht, M., Jansen, F., Kotulska, K., Sarnat, H., Lagae, L., Jozwiak, S., & Curatolo,
P. (2023).
Updated clinical recommendations for the management of tuberous sclerosis
complex associated epilepsy. European journal of paediatric neurology : EJPN :
official journal of the European Paediatric Neurology Society, 47, 25-34.Link

You can consult recent publications on rare and
complex epilepsies, epilepsy surgery and other topics
on our scientific publications webpage.

EpiCARE members: please remember to mention
EpiCARE in your affiliations or in the
acknowledgements / references when appropriate.

A word from our ePAGs

Awareness days


https://www.epiped-eeg-course.com/?utm_source=brevo&utm_campaign=EpiCARE%20newsletter%20-%20Sept%202023_copy&utm_medium=email
https://rett2023.fr/?utm_source=brevo&utm_campaign=EpiCARE%20newsletter%20-%20Sept%202023_copy&utm_medium=email
https://www.grineurope.org/grin-events/fifth-european-grin-conference-in-barcelona-on-october-7th-and-8th-2023/?utm_source=brevo&utm_campaign=EpiCARE%20newsletter%20-%20Sept%202023_copy&utm_medium=email
https://chelseashope.org/annual-lafora-disease-science-symposium/?utm_source=brevo&utm_campaign=EpiCARE%20newsletter%20-%20Sept%202023_copy&utm_medium=email
https://atp1a3symposium.securepayments.cardpointe.com/pay?details=Trainee%20(early%20bird%20price)%7C150%3C%3ETrainee%20(regular%20price)%7C200%3C%3EVirtual%20attendee%20%E2%80%93%20per%20computer%20(early%20bird)%7C150%3C%3EVirtual%20attendee%20%E2%80%93%20per%20computer%20(regular)%7C200%3C%3EClinician/Researcher%20(early%20bird%20price)%7C275%3C%3EClinician/Researcher%20(regular%20price)%7C375%3C%3EFamily%20member/caregiver%20(early%20bird%20price)%7C150%3C%3EFamily%20member/caregiver%20(regular%20price)%7C200&utm_source=brevo&utm_campaign=EpiCARE%20newsletter%20-%20Sept%202023_copy&utm_medium=email
https://doi.org/10.1177/08830738231197861?utm_source=brevo&utm_campaign=EpiCARE%20newsletter%20-%20Sept%202023_copy&utm_medium=email
https://doi.org/10.1016/j.yebeh.2023.109436?utm_source=brevo&utm_campaign=EpiCARE%20newsletter%20-%20Sept%202023_copy&utm_medium=email
https://doi.org/10.1016/j.ejpn.2023.08.005?utm_source=brevo&utm_campaign=EpiCARE%20newsletter%20-%20Sept%202023_copy&utm_medium=email
https://epi-care.eu/scientific-publications/?utm_source=brevo&utm_campaign=EpiCARE%20newsletter%20-%20Sept%202023_copy&utm_medium=email
https://rareepilepsyworkshops.net/?utm_source=brevo&utm_campaign=EpiCARE%20newsletter%20-%20Sept%202023_copy&utm_medium=email
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Results

Several commonalities emerged - even where etiologies and seizure types and age of onset
differsd.

of syndrome management. Notably, every Patient Journey autnor emphasized that the specific

pilepsy.

them. TheePAG
mapped the common unmet needs identified through the Patient Journey comparison and
developed a position paper which they presented at EpICARE'S 2020 AGM. EpICARE clinicians and
researchers were invited to consider and address the full spectrum of needs of this patient
community: PAG counsslied the adoption of a multi-disciplinary approach from the point of
Fl

The followingkey priorties were highighte:
1. Seizure control is a primary goal. Specialist centres are best placed o achieve this:- through
sharing expertise and experience and developing common prescribing guidelines and surgical
patnwiays.

2 .
0 work with the ePAG to better educate first instance clinicians such as neurologists and
pedatricians in syndromes, seizure types, etiologies and progression. We invited the development
‘and dissemination of diagnostic protocols.

3.Family support: targeted support is central to help the whole family cope with the patient's
complex.

tackied straigntforwardly and early.

4.Dierse. require a approach and cooperation.
Timely, consstent access to therapies is crucial for child development and future quaity of lfe.
There should be reguiar review throughout patient ife. PSychiatric and psychological support are

Outcomes

When developing s five-year pian for 2022-2027, with ePAG nput EPICARE established several new Working
Groups (WGs) and Specil Interest Groups (SIGs). These include WGs on “Epllepsy Beyond Seizures,” “Transition.”
“Guideines’ and on supporting the GPAG, SGs include “Pre-surgical Evalustion Guidelines.” *Surgical Guidelines.” and
B G

EPICARE clinicians ais0 worked with the ePAG to oversee and approve the production of information leaflets for
indvidual syndromes which Gescribe best practics for clinicians and which Set out the key features in patient-centric
language for the patient and caregiver.

‘The Patient Journeys, togetner with the leafiets, are avalaoee on the EpICARE website, and at EpICARE treatment
centres. Cinicians and patients alike are directed to them o give a quick and accurate overview of the Symptoms,
treatment options and progression of these rare and ultra-rare syndromes that most first instance clinicians will come.

o
Available Patient Journeys: Glutl Deficiency Syndrome  Hypothalamic Hamartoma Syndrome. Dravet Syndrome.
Alternating Hemiplegia of Childhood, KCNO2

Conclusion

From these exchanges it became clear that ERN EpICARE needed to widen its focus beyond seizure control and
Notably,

pilepsy

e Patient
o EpcAEs enisl mectins an e s pnsmnn paper, ERN EPICARE agreed to usve!cp o deseriets
standards

complex: epnepsy

References
https://epi-care eu/about-epilepsies/
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treating so-called ‘childnood eplepsies. At the point of transition
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>abanacn. EmmaNott, Vedrana Bibi, Irena Bibic andall sPAG patient representatives and

ePAG EpiCARE has presented a poster during IEC in Dublin titled Patient Journeys: A
Tool to Raise Awareness on the Evolution, Common Needs and Critical Issues of
Patients with Rare and Complex Epilepsies.

For those who haven't had the opportunity to view it, the poster is available here.

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!


https://epi-care.eu/wp-content/uploads/2023/09/Patient-Journeys-A-Tool-to-Raise-Awareness-on-the-Evolution-Common-Needs-and-Critical-Issues-V3.pdf?utm_source=brevo&utm_campaign=EpiCARE%20newsletter%20-%20Sept%202023_copy&utm_medium=email
mailto:a.robert@epi-care.eu
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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
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