
 
 

 
 
It was my good friend who messaged me the night before I was scheduled to call coroner’s 
office…told me to google death from Epilepsy. What an eye opener…She’s forever 24 
 
There’s a theme here. It seems that the first time anyone hears about what SUDEP is or its 
potential it’s often after a family has lost a loved one. Whilst epilepsy is incurable, for many (but not 
all) it can be controllable. It is estimated that one third of all suffers aren’t getting the right drugs 
(usually because the doctors haven’t worked out the right combination of drugs or that it’s difficult 
to diagnose the exact type of epilepsy). 
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Hi, no. I wasn’t aware at all of the SUDEP. It’s a bit scary though. 
 
My daughter suffered for years with massive tonic clinic seizures day and night- she would stop 
breathing. As well as all other types of seizures.  She got so bad - 100’s a day until she was in 
constant seizure/ encephalopathy- the neurologist felt the next step was an induced coma.  
I never heard about SUDEP from an NHS professional. I still haven’t. She’s 10. I believe she was 
having seizures from birth.  (Although the NHS care was excellent).  Thankfully we have found 
therapy and lifestyle which mean she is now seizure free. 
 
 

 
We need to talk about SUDEP and work out how to prescribe the right drugs. 
 
I honestly couldn't tell you much about what information was given to us at the time of diagnosis, 
probably not the right time to discuss. Especially when it's a catastrophic form of epilepsy.  
 
Hope that it never changes awareness and education is the only way forward 
 
I have been on a few 1st aid courses and ' bought' it up...also more in-depth epilepsy training. As it 
seems it's skipped over! 
 
I tell everyone about it, been into hospitals and schools, talk to parents, written stories, spoken at 
length to my MP, and work hard to help keep young people safe from it.  
 
We were never told, I found out when looking up about epilepsy 
 
We offer our SUDEP info to all that want it...but professionals should be doing that. 
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I asked about it having read about it, at least 2 years into diagnosis. I was quite taken aback when 
they explained it was a risk as her seizures were always nocturnal. I find it tends to be me who 
raises it rather than staff. 
 
The day I had an official diagnosis I was also told about SUDEP.I was aware already as a boy at 

my son’s school had died. Horrendous        

 
We discussed it a few days after diagnosis at home by the epilepsy nurse. I felt this was 
appropriate and allowed us to take on the diagnosis talk 1st and process it. 
 
It was one of the 1st things the doctor told me about when we got my daughters EEG results. She 
told us “The EEG has come back abnormal, and I need to make you aware with this result and the 
type of seizures there's a higher risk of SUDEP”. I think it depends on the doctor. 
 
Hi, it was highlighted by my son’s consultant immediately. I am registered with SUDEP Action and 
as a community Pharmacist I have the SUDEP checklist available to try and do my bit to help 
parents understand the individual risks to their children. Hope this helps.  
 
When my daughter was diagnosed at 6 months it was discussed with me by her Epilepsy Nurse 
Specialist. 
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Links  
 
SUDEP Action 

• SUDEP and Seizure action checklist  

• Epilepsy Self-Monitoring 

• Short guide for healthcare professionals 

• Parents’ Guide 

• SUDEP: what you need to know for parents 

• Epilepsy Safety Devices 
 
RCPG 

• SUDEP Action/RCGP training for professionals 
 
Journal article 
Decreasing the risk of sudden unexpected death in epilepsy: structured communication of risk 
factors for premature mortality in people with epilepsy 
 
Daisy Garland 

• http://www.thedaisygarland.org.uk/ 
 

 
 

Thank you to the Expert by Experience for collating these views and the 
parents/carers/families who shared their experiences. 

http://www.sudep.org/checklist
http://www.sudep.org/epsmon
https://sudep.org/sites/default/files/sudep_action_a_short_guide_for_healthcare_professionals.pdf
https://sudep.org/sites/default/files/sudep_childrens_lo_0.pdf
https://sudep.org/sites/default/files/sudep_roll_fold_lo_0.pdf
https://sudep.org/epilepsy-safety-devices
http://elearning.rcgp.org.uk/epilepsy
https://onlinelibrary.wiley.com/doi/abs/10.1111/ene.13651
https://onlinelibrary.wiley.com/doi/abs/10.1111/ene.13651
http://www.thedaisygarland.org.uk/

