
Quality of life in childhood epilepsy

Lieven Lagae
Department of Paediatric Neurology

University Hospitals KULeuven
Belgium



Quality of life determinants in epilepsy

• Seizures and syndromes

• Side effects of treatment

• Co-morbidities : 

behavioural and psychiatric problems

• Cognitive and learning problems

• Everyday life ‘adjustments’, activities in daily 

life
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Cognition and 

behaviour…





The Hague Side effect Scale TOP 20 QOL

Parental reporting

Children 4-16 years 

Epilepsy > 1 year

Not seizure free



Reported side effects are related to seizure frequency 



Correct information,

Guidance and treatment

Empathy and 

comprehension

‘NORMAL’ Life



Disaster

Bad seizure control,

Wrong life adjustment

Overprotection, too much 

attention, compassion



1. Information

• School and teacher should know about the epilepsy

• Explain type and normal frequency of the seizures.

• Explain the provoking factors (believe the parents…)

• Discuss emergency treatment (benzodiazepines)

• Explain that the child might be absent because of seizures

• Discuss exams after convulsive seizures



2. Adjustments in the classroom

- What is the best school for the child?

Epilepsy should not be a reason to refuse children in school

- Not always necessary to put the child ‘in focus’

- When attentional problems or learning problems are present

- Extra remedial teaching

- Seat in front of the teacher

- Discuss medication



3. Sports

In well controlled epilepsy:

swimming allowed 

with extra supervision

Cycling on the street allowed 

with extra supervision

Other sports allowed 

with extra supervision

- Age important factor

- Type of epilepsy : generalized versus partial with aura



4. Camps / trips

Because of important social peer contacts,

the child with epilepsy should participate !

Be aware

- Compliance medication

- Emergency medication

- Excitement, stress and less sleep can provoke seizures

- Identify local medical service 



5. Night supervision

• ? SUDEP

• No reliable system available

• Infants with impact of seizures on 

cardiovascular and respiratory system

• High nr of e-children sleeping in 

bedroom of parents


