
 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

People with epilepsy are dying prematurely and avoidably:  
help us to prevent this 

 

Neurology deaths are increasing, but deaths from other conditions have fallen. At least 21 
people with epilepsy die each week; yet we know things can be done to stop this.  
 
This letter speaks on behalf of the families left behind.  
 

It is supported by key neurology and epilepsy organisations and individuals who support 
the call to action from Government - to prevent these untimely deaths. 
 
 
 
 
 
 
 
 
 
 
 

In February 2018, SUDEP Action wrote to the Secretary of State for Health and Social Care 
to request a meeting with us; this has yet to happen.  

In November 2018, SUDEP Action brought together over 60 experts in epilepsy & epilepsy 
deaths for a Summit on Tackling Epilepsy-related deaths (http://bit.ly/P21Summit). This 
led to key recommendations regarding preventing future epilepsy deaths being agreed by 
consensus. We plan to work collaboratively to achieve these but need the support of policy 
makers & Government.  

Will you stand with us and help us to save lives? 

Attend the All Party Parliamentary Group for Epilepsy on 28th November to hear more  
& find out how you can help 

Sunday 11 March 2018 

http://bit.ly/P21Summit


 

  

 
SUDEP Action is the only UK charity dedicated to raising awareness 

of epilepsy risks, tackling epilepsy deaths and supporting those 
bereaved by the condition 

  

Almost entirely funded by bereaved families – we’ve helped 11,000 
people and 278 organisations in the last year alone with: 

✓ A free specialist support service and care pathway for bereaved families 

✓ A unique on-line research platform reaching over 700 bereaved families  

✓ A dedicated research programme pump-priming UK expert led research 
collaborations on epilepsy risk factors, life-saving devices & bereavement 

Resulting in: 
✓ A €2million grant to research on a potentially life-saving wearable alert 

device for people with epilepsy  
✓ Another project backed by the NHS Innovation Accelerator Programme 

✓ Free checklist on epilepsy risks to support clinicians (SUDEP & Seizure 
Safety Checklist) and digital self-management tool to support people with 
epilepsy (EpSMon) 

✓ Free training tools for GPs and Ambulance crews 

✓ Our information and services are modelled and used internationally 
(supporting organisations in USA/Australia) 

www.sudep.org 

Nearly HALF of all epilepsy deaths  
are potentially avoidable 

 

 

But we KNOW steps can be taken  
& tools are available to prevent this! 

(National Sentinal Audit of Epilepsy Deaths 2002) 

Epilepsy costs the NHS £1.5 billion 
yearly (which could be reduced) 

(National Audit of Seizure 
Management in Hospitals, 2015) 

Yet the cost to families bereaved by 
epilepsy is incalculable: 

“I keep hoping I’ll wake up & realise it 
was a bad dream. Although I knew 

epilepsy was a serious illness, I never 

thought she would die.” 

What you need to know: 

Sunday 11 March 2018 

http://www.sudep.org/checklist
http://www.sudep.org/checklist
http://www.sudep.org/epsmon

