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SUDEP AND SEIZURE
Safety Checklist (Paediatric)

The Checklist considers risk factors linked with epilepsy deaths including SUDEP (Sudden Unexpected Death in Epilepsy)

Risk Factor Date: Date: Actions:
Active Seizures 7 () YES () YES Review control & Medication
() NO () NO Create a plan to address risks identified & improve safety during seizures.
Seizure Burden (intensity & frequency) E4 () YES () YES Depending on your conversation this may include emergency, short-term
) NO ) NO and long-term actions.
Generalised Tonic Clonic Seizures 77 () YES () YES Consider potential for surgery or non-drug treatments eg: VNS, Ketogenic diet.
() NO () NO Discuss and enable Valporate in keeping with regulations and consider epilepsy
@ mortality/SUDEP risks to enable personalised, shared decision making.
o
@ Refer to NICE Guidelines for treatment options and referral pathways.
w
(7]
Prolonged Seizures / Status Epilepticus 4 () YES () YES Ensure an up-to-date emergency care plan is in place (including if rescue
medication is needed to control seizures)
() NO () NO
ESNA Best Practice guidelines for Buccal Midazolam:
bit.ly/ESNAEmergencyMedsGuideline & assessment for those administering
the medication: bit.ly/ESNAEmergencyMedsAssessment
Nocturnal Seizures & Night-Time Monitoring E4 (\ YES (\ YES What type of supervision/monitoring do you have at night (Parents, relatives/friends/
audio monitoring devices) Consider night-time surveillance options and create a plan for
(7 No (0 No support during/after seizures at night - See section 10.2 of NICE guidelines:
bit.ly/EpilepsySafetyDevices
Important to discuss how to balance safety/monitoring options and quality of life
(for patient & their family), especially as the young person gains independence.
Injury / ED Visits / Hospital Admissions (] () YEs () YEs Increasing/frequent injuries or use of emergency services due to seizures are
a red flag for increased risk. Consider a hazard audit.
. (O No (O N
Ou
63
&E Impact of Seizures on Quality of Life 7 () YES () YES Consider epilep§y care plans that include lifestyle changes that could help
=0 reduce risk and impact.
() NO () NO
- Medication Taking / Compliance 4 () YES () YES Consider strategies to support medication regime eg: changing formulation (consider
= C C "ChangeMed" App) or having medication blister packed, Dual Prescriptions if more than
E NO NO one parent/carer living separately, use of dosset box, carrying spare dose in school bag,
E smartphone reminders, attaching to already existing habit.
= Share details of patient organisations who can provide advice and support:

bit.ly/EpilepsyCharities, SUDEP Action: What is SUDEP? & Risk in childhood & adolescence
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http://bit.ly/ESNAEmergencyMedsGuideline
https://www.changemed.co.uk/
http://bit.ly/EpilepsySafetyDevices
https://sudep.org/epilepsy-safety/risk-in-childhood-adolescence/
https://sudep.org/epilepsy-safety/what-is-sudep/
http://bit.ly/EpilepsyCharities

Risk Factor Date: Date: Actions:
Pharmaco-resistant Epilepsy including Genetic /-] () YES () YES If not already done, consider genetic testing.
rare epileptic encephalopathies i.e. conditions eg: ) NO () NO If not already using, consider non-drug treatments (see below strand)
Dravet Syndrome or Lennox-Gasteaux Signpost patient and family to appropriate organisation for support
e.g.: bit.ly/EpilepsyCharities
Refer to tertiary service as per NICE guidelines section 3.
'—
&
E Non-Drug Treatments (1 () YES () YES If not already part of treatment plan, discuss potential non-drug treatment
E (VNS, Ketogenic Diet, Surgery) O O alternatives as appropriate for the patient. Consider epilepsy/medication history.
3 NO NO Refer to tertiary service as per NICE guidelines section 8. Share details of patient
organisations who can provide advice and support: bit.ly/EpilepsyCharities.
Multiple Medications (polypharmacy) 1 () YES () YES Check that young person with epilepsy and family have clear written guidance
regarding medication doses, timings, formulations especially where there has
(0 No (0 No been introduction or weaning of medications.
Frequent Medication Changes K4 () YES () YES Check that patient and family have clear written guidance regarding medication doses,
timings, formulations especially where there has been introduction or weaning of
() No () No medications.
If frequent drug changes are happening, consider a plan to monitor seizure, lifestyle
and wellbeing factors in the short and long term to ensure risks are minimised.
Co-Morbidities (other health conditions) 7 () YES () YES If co-morbidities are identified, ensure other health professionals are aware of
the patient’s epilepsy and risks linked to epilepsy/SUDEP.
O No O No pajien’ s epriepsy and ne PIEpSYISEE .
Consider the impact of multiple health conditions/medications on epilepsy and
risk. Also consider impact of multiple appointments on attendance and
compliance with treatment recommendations. Discuss strategies to support if
flagged as an issue.
()
E Intellectual Disability 4 () YES () YES Consider discussion with / referral to multi-disciplinary team.
@ Are carers informed about SUDEP/Epilepsy mortality risks? Is further counselling
= (0 No (0 No required easy-read risk leaflets can support this (bit.ly/SUDEPActionLeaflets)
=
% For those in residential or in-patient settings, complete the Clive Treacey
. Checklist: Guidance - Clive-Treacey-Checklist-Guidance.pdf (england.nhs.uk)
e 7
E Developmental Disorders [ (O Yes (O ves Checklist - Clive-Treacey-Safety-Checklist.pdf (england.nhs.uk)
w (0 No () No
Mental Health Condition 4 () YES () YES Consider discussion with / referral to GP, community-based service or specialist,
See NICE guidelines (Section 9) for further guidance.
() No () No
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Consider any points made from “Quality of Life” and “Significant Life Changes”
strands which may also impact on mental health.


http://bit.ly/EpilepsyCharities
http://bit.ly/EpilepsyCharities
https://sudep.org/epilepsy-safety/leaflets-downloads/
https://www.england.nhs.uk/midlands/wp-content/uploads/sites/46/2023/11/Clive-Treacey-Checklist-Guidance.pdf
https://www.england.nhs.uk/midlands/wp-content/uploads/sites/46/2023/11/Clive-Treacey-Safety-Checklist.pdf

GAINING INDEPENDENCE

BACKGROUND RISKS

Risk Factor Date: Date: Actions:
Transition to Adult Services B4 (\ YES (\ YES Consider joint paediatric/adult epilepsy appointments before transition. Create a plan
to support patients to manage their epilepsy and risks during this time. Consider
() NO () NO
EpSMon as self-management support for patient (16+) EpSMon app - SUDEP NEW
Alcohol and Drugs Misuse (7 () YES () YES Consider discussion with / referral to GP, community- based service or specialist.
() NO () NO Discuss alcohol as a risk factor for seizures.
Regarding recreational cannabis & CBD-based products — give advice about
potential interactions with other anti-seizure medications and the long-term harmful
impact of cannabis on mental health.
Pre-Conception Counselling I (\ YES (\ YES For girls of child-bearing age discuss contraception and need to plan in future for
(\ (\ pregnancy. When discussing contraception use FSRH CEU Guidance: Drug
NO NO Interactions with Hormonal Contraception (May 2022) - Faculty of Sexual and
Reproductive Healthcare
If patient is taking sodium valproate, has MHRA documentation been completed?
(ensure young women are informed of SUDEP and wider epilepsy mortality risks
alongside any medication risks so balanced decision making can occur).
NICE - Folic acid guidance — check
Refer to specialist neurology/obstetric epilepsy service if pregnancy being considered
EpSMon app can support shared decision making.
Pregnancy (7 () YES () YES Refer to specialist neurology/obstetric epilepsy service promptly
() NO () NO Signpost to Epilepsy Pregnancy Toolkit (bit.ly/ PregnancyToolkit) & UK Pregnancy
Register (bit.ly/UKPregReg). Also review care (see NICE/SIGN Guidelines).
Significant Life Changes eg: exams, I () YES () YES Consider implementing a plan to help manage epilepsy and wellbeing during
going to university, moving out of home significant lifestyle changes e.g., GP referral, EpSMon App - SUDEP Action
() No () No
Term SUDEP has been Discussed in Context [ ] () YES () YES Signpost to free available resources on SUDEP and wider eplilepsy mortality risks to
of Wider Epilepsy Risks e e enable patients and their families to make informed decisions about their care,
NO NO treatment and lifestyle: Leaflets & downloads - SUDEP Action
Regular Epilepsy Reviews 4 () YES () YES Create an epilepsy care plan to include a risk review and discussion around SUDEP.
(Including a risk review) () NO () NO Signpost if required to local sources of social/care support if discussion indicates

Unclear Treatment History

Paediatric SUDEP & Seizure Safety Checklist UK Version 1 (Published August 2024). Copyright: SUDEP Action and Cornwall Partnership NHS Foundation Trust

this is why reviews are not easy to attend.
Share details of patient organisations who can provide advice and support:

If attending appointments is a challenge, consider virtual/telephone reviews and
appointments.


https://sudep.org/about-research/epsmon-app/
https://fsrh.org/Public/Documents/ceu-clinical-guidance-drug-interactions-with-hormonal.aspx
http://bit.ly/ PregnancyToolkit
http://bit.ly/UKPregReg
https://sudep.org/about-research/epsmon-app/
https://sudep.org/epilepsy-safety/leaflets-downloads/
http://bit.ly/EpilepsyCharities

Risk Factor Date: Date: Actions:
Named Point of Contact for their Epilepsy Care [/ (") YES () YES Share with the patient/their family how best to contact their epilepsy health

) NO O NO professional/team if required in between appointments.
Age (7 () YES () YES Ensure patient/primary carer (parent) is up to date with epilepsy care and understanding.
Gender () NO () NO Draw attention to high-risk activities / situations for the patient’s age group and gender.
Deprivation 4 (\ YES (\ YES Consider impact of deprivation on financial cost of attending several appointments +

O No O No travelling to get medications. Reduce unnecessary appointments, consider

BACKGROUND RISKS

telephone/virtual appointments where possible.

Discuss automated medication delivery systems eg Lloyds pharmacy app/equivalent and
advocate for 3-versus 1-monthly prescriptions from primary care.

Ensure support for DLA & and disability social work input in children with epilepsy and
neurodisability. Citizens advice/Money Advice services. Ensure good liaison with primary
care, Early Help or higher level of social care input for vulnerable families with children
with epilepsy.

Further information available here:

Public health for paediatricians: Fifteen-minute consultation on addressing child poverty
in clinical practice (bmj.com)

Actions to reduce risk:
(plans / advice / treatment discussed during the review)

Consider:
Referral to community or specialist services

Providing risk/safety information: https://sudep.org, and signposting to support for young people and their families: Support for you | Young Epilepsy & other places of support:

http://bit.ly/EpilepsyHelplines

Recommending (if 16+) EpSMon, the free app to help them monitor their epilepsy, risks & wellbeing in between appointments: www.sudep.org/epsmon

Paediatric SUDEP & Seizure Safety Checklist UK Version 1
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This completed Checklist can be printed and given to your patient (or their family/carer) as a reminder of what was
discussed and so they can take steps to reduce risks in between epilepsy appointments. It should also be attached
to their patient record so other health professionals they see can access this information to inform their care.


https://ep.bmj.com/content/edpract/106/6/326.full.pdf
https://sudep.org
https://www.youngepilepsy.org.uk/support-you
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