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The European Reference Networks (ERNs)

are collaborative cross-border networks that

bring together leading hospital centers and

experts across Europe to address rare, low-

prevalence, and complex diseases that

demand highly specialized healthcare. The

ERN EpiCARE focuses specifically on rare and

complex epilepsies. One of its missions is to

generate and disseminate knowledge, both

to health providers and patients..

Within EpiCARE, the Working Group

“Beyond Seizures” is dedicated to promoting

a holistic approach to epilepsy care. This

group aims to address psychosocial

challenges, enhance quality of life, and

elevate patient perspectives in the

management of epilepsy.

While full control of seizures is a significant

challenge, many individuals continue to

experience profound effects on neuro-

development, cognitive function, mental

health, and quality of life even if/when

seizures are controlled. The Working Group

acted as the driving force in organizing a

workshop highlighting these 'beyond

seizures' issues and promoting an

interdisciplinary approach to understanding,

diagnosing, and treating these complex

issues. During the workshop, we will address

the multifaceted challenges faced by

patients with Developmental and Epileptic

Encephalopathies (DEEs) and Drug-Resistant

Epilepsies (DRE) and the impact on their

families and caregivers.

By acknowledging and addressing the

complex realities faced by individuals with

epilepsy, we aim to inspire actionable

change in clinical care practices and societal

perceptions of epilepsy.



National Centre for Epilepsy
National Centre for Epilepsy Research Group, Norway

Beyond seizures, Quality Hotel Waterfront   Ålesund, May 26. 2025 

Time Program day 1

08.45-09.00 Opening remarks and welcoming by Prof. Morten Lossius and Assoc.Prof.  Sverre Myren

09.00-0910 Prof. Sergiusz Jozwiak, Prof. Valentina De Giorgis

09.10-09.30 Session 1. Epilepsy and Neurodevelopment in DEEs

Chairpersons: Prof. Rima Nabbout, Prof. Lieven Lagae

09.30- 09.50 “Definition and Developmental aspects of DEEs”.
Prof. Bernando Dalla Bernardina, University Hospital of Verona, Italy

09.50-10.10 “The spectrum of co-morbidities in childhood and youth epilepsies, including DEEs”.
MD PhD Kari Modalsli Aaberg, National Center for Epilepsy, Norway

10.10-10.30 “Impact of EEG and early seizures on neurodevelopment in the first 2 years – data from TSC studies” 
Prof. Sergiusz Jozwiak, The Children’s Memorial Health Institute, Warsaw, Poland

10.30-10.50 “Cognitive, Emotional and Behavioral consequences in DEEs”.
Prof. Valentina de Giorgis, Fondazione Mondino,  Pavia, Italy

10.50-11.10 Discussion

11.10-11.30 Session 2. Towards Holistic Care in DEEs

Chairpersons: Prof. Katarzyna Kotulska , Prof. Francesca Darra

11.35-12.35 Lunch

12.35- 12.55 «How ASMs influence non-seizure outcomes in children with DEE».
Prof.Lieven Lagae, Universitair Ziekenhuis Leuven, Belgium

12.55- 13.15 «Neuropsychological Rehabilitation in Children with Epilepsy: Current Strategies and 
Psychoeducation» .Doctor Andrea Palacio Navarro, San Joan de Deu Hospital, Spain

13.15– 13.35 “Enhancing Patient Support Through Regular Neurological and Psychological Follow-Ups: A Co-Design 
Approach” .Isabella Brambilla, Epicare EPAGs. Italy

13.35-13.55 Discussion

13.55-14.15 Coffee break + snack

14.15- 14.35 Session 3. Understanding Outcomes for Individuals with DEEs

Chairpersons: Prof.Sergiusz Jóźwiak, Doctor Andrea Palacio Navarro

14.35 – 14.55 “Patient center outcomes in DEEs” .Prof. Rima Nabbout- Necker Hospital, Paris, France

14.55- 15.15 “Transitioning to Adulthood and to independent life:” Challenges for people with DEEs.
Prof. Masa Malenica, Sestre milosrdnice University Clinical Hospital, Zagreb,Croatia

15.15-– 15.35 “The stigma of epilepsy and DEE”: how to recognize it and overcome. 
Prof. Katarzyna Kotulska , The Children’s Memorial Health Institute, Warsaw, Poland

1535 – 16.05 Round Table. Enhancing Clinical Awareness: 

Collaborative Strategies in ERN-Epicare WG-18 

Chairpersons: Prof.Sergiusz Jóźwiak, Isabella Brambilla
Participants: Rima Nabbout, Valentina De Giorgis, Liven Lagae, Francesca Darra, Katarzyna Kotulska
and Masa Malenica

16.45-

(voluntary

trip)

Optional  excursion to Alnes lighthouse. We have reserved transportation by bus. The bus will 

depart at 16.45pm from the hotel (It is a 25 minute`s drive) 

Refreshment and snack will be served. We will return to the hotel at 7pm.

20.30. Dinner is served at the Quality Hotel Waterfront



National Centre for Epilepsy
National Centre for Epilepsy Research Group, Norway

Beyond seizures,    Quality Hotel Waterfront  Ålesund  May 27. 2025 

Time Program day 2

08.45-09.00 Opening remarks

Chairpersons: Prof.Morten I Lossius and Prof. Christoph Helmstaedter

09.00 – 09.20 “What can we learn from animal models in beyond seizure issues in epilepsy”.
Assoc Professor Sverre Myren MD PhD, Department of Health Sciences Ålesund, 
NTNU, Norway  

09.20 – 09.40 «Temporal trends in beyond seizures issues in adults with epilepsy + and – ID». 
Prof.Christoph Helmstaedter, Universitätsklinikum Bonn and National Center for Epilepsy
Norway

09.40-– 10.10 Discussion

10.10 – 10.30 “How does the new ASM treatments of adults with DEEs influence non-seizure outcomes 
in children” .Prof. Adam Strzelcyk , Goethe-Universität Frankfurt am Main · Center of 
Neurology and Neurosurgery, Germany

10.30-11.00 Discussion

11.05—11.25 «Towards precision medicine in DEEs and refractory epilepsy».
Prof.Cecilie Johannessen Landmark, National Center for Epilepsy, Norway

11.30-12.30 Lunch

12.30-12.45 “Cognitive and behavioral long term consequences of epilepsy surgery”.
Eli Kyte neuropsychologist, National Center for Epilepsy, Norway.

12.45-13.00 “Social cognition and the effect of surgery”. Prof. Petr Marusic. Dpt. of Neurology, Charles 
University, Second Faculty of Medicine and Motol University Hospital, Prague, Czech Republic 

13.00-13.20 “Cognitive and behavioural effects of neurostimulation”.
Prof. Jukka Peltola. Department of Neurology, Tampere University Hospital, Finland

13.20-1340 Chairperson : Ruta Mameniskiene
“Positive effects of ASM withdrawal in adults and children with epilepsy” .
Prof.Morten I Lossius, National Center for Epilepsy, Norway

13.40-14.00 «Beyond seizures challenges in young adults with epilepsy without ID» .
Population vs Center/hospital based data .
MD PhD Kristin Alfstad, National Center for Epilepsy , Norway

14.00- 1430 “Depression and mood disorders in epilepsy dependent on aetiology”? 
Prof. Marco Mula, St George's University Hospitals NHS Foundation Trust and St George's 
University of London. United Kingdom.

14.30- 14.50 Coffee break+ snack

14.50 – 15.10 «Epilepsy and sleep disorder and how does it influence cognition and prognosis in 
refratioy epilepsy»? Prof.Guido Rubboli, Danish Epilepsy Center Dianalund, Denmark

15.10-15.30 “Stigma I adults with refractory epilepsy but without intellectual disability “.
Prof. Reetta Kalviainen, Director of the Kuopio Epilepsy Center in the Kuopio University 
Hospital, Finland.

15.30– 16.00 “Patient`s perspectives, Adherence and other challenges”.
MD PhD Oliver Henning, National Centre for Epilepsy, Norway

16.00 – 16.20 “Patient-directed outpatient follow-up of patients with epilepsy”.  
MD PhD student Eline Dahl, Department of Neurology, Drammen Hospital, Norway

16.20– 16.40 Discussion and closing remarks by Prof.Morten I Lossius and Prof. Christoph Helmstaedter

19.30 Dinner is served at Quality Hotel waterfront
This workshop is endorsed by the ERN EpiCARE, funded by the European Commission


