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Development of pediatric epilepsy care in Europe

Principal statements for the discussion

Milda Endziniene

· Children make around 25% of the total population.

· Around 50% of epilepsies have their onset in childhood and adolescence

· Around 25% of epilepsies are refractory

· The child is not just a small copy of an adult, epilepsies of childhood have their specificity

Positive aspects in pediatric epilepsy 
· Brain plasticity and ability to recover

· Benign nature and prognosis, even without aggressive treatment in many cases

· EEG may be very typical and very helpful in the diagnosis of certain epileptic syndromes

· Reversible cognitive decline in some cases

Negative aspects in pediatric epilepsy 

· Epilepsy affects maturing brain

· Broad age group with different stages of  brain maturity

· Peak incidence in childhood 
· Seizure types not present in adults

· Evolution and transformation of seizure types

· Specific age-dependent epileptic syndromes

· Some rare syndromes (West, Lennox-Gastaut, SMEI, ESES, etc.)

· Tendency to develop encephalopathies in severe cases

· EEG not always helpful at early age or early stages of epilepsy

· Need for sedation during brain imaging

· EEG monitoring not easy in small children

· Need for neurometabolic and genetic investigations

· Fast pharmacokinetics of AEDs, need for higher doses – which ones?

· Side effects of AEDs on the developing brain: cognition and behaviour

· Lack of licensed new AEDs for small age and for specific syndromes (“off-label use”?)

· Lack of clinical trials on treatment and prognosis

· Lack of guidelines in the management of epilepsy and its consequences

What is the situation in Europe?

What are the main problems?

Results (in the order of priority):
· Development of treatment guidelines


- focal epilepsies,

- neonatal seizures,


- legislation of AED use in children under 2 years,


- promotion of therapeutic protocols on hormone therapy, ketogenic diet, etc,

- establishment of international; consensus panel on off-license use of AEDs,


- better monitoring of AED side effects especially in young children and long-term,

- consensus about syndrome specific use of AEDs based on data available,


- sharing of experience of new AEDs in children under 2 years,


- development of a model for centers for presurgical evaluation and surgery in 
children across Europe. 

· Who is taking care?
· early identification of cases in primary health care

· only pediatricians should be involved in the diagnosis and treatment of childhood epilepsy (not general practitioners),

· inventory of childhood epilepsy care across Europe should be developed (in collaboration with EPNS),

· promotion of quality of care.

· Research

· international collaboration in research

· organization of the database on European level for some rare epileptic syndromes in childhood, including genetics,

· prospective studies in comorbid disorders,

· prospective multicenter studies of the outcomes of newly diagnosed epilepsies.

· Diagnostic guidelines

· to create diagnostic guidelines

· to improve and promote standard diagnostic steps

· consensus on the definition of “dug resistance” and guidelines for its evaluation

· Social aspects

· adequate governmental support should be achieved for the families of children with epilepsy,

· evaluation of existing social problems is important,

· Adolescent epilepsy

