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Aim/purpose: o standardize a toolkit for clinicians to use for providing information on SUDEP to families, to enable a
personalized yearly discussion on SUDEP with at least 80% of children with epilepsy

What is the problem: Evidence of planning of care that encompasses provision of SUDEP (EPILEPSY12 standard 9.2)
was below national average (21% vs 41%) and had deteriorated in 2020 compared to previously (29% vs 40%) We also
recognized a need for cultural shift away from anxiety and avoidance of SUDEP, toward confidence and integration into usual
practice.
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\ Increased number of seizures also increases the risk. )

People with absence or myoclonic seizures are not known to have an increased risk for

SUDEP.
Successes/challenges Next steps
Epilepsy risks (linked to dying prematurely) can change over time. However steps can be
( taken to reduce some of these risks.
SUCCESSQS Cha"enges“'lmltatlons We discussed things we can do to help reduce the risk of SUDEP. These could include: \
Getting better control of your epilepsy, to reduce number of seizures where possible .
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consultation is not always SUDEP Action
possible. This needs to be (Free leaflets from SUDEP Action on
worthwhile for the patient and reducing Epilepsy risks and SUDEP for children with epilepsy are available
here: )

\ family not just "tick box. /



http://www.sudep.org/epsmon
https://sudep.org/sudden-unexpected-death-epilepsy-sudep
https://sudep.org/childhood-adolescence-and-risk
https://sudep.org/leaflets-and-downloadable-information
https://www.epilepsy.org.uk/info/daily-life/safety/practical-guidance
https://www.epilepsy.org.uk/info/daily-life/safety-aids-equipment/alarms-monitors
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