






Address and Contact Details
Health organisation address
                                                                                            Date
Dear xxxx
Sudden Unexpected Death in Epilepsy (SUDEP) and Epilepsy Related Deaths
On Wednesday 19th October, it is SUDEP Action Day – an international day led by the charity SUDEP Action to raise awareness of SUDEP (Sudden Unexpected Death in Epilepsy), epilepsy risks and epilepsy deaths. I am writing to you as a person project to raise awareness for SUDEP Action Day 2022 and ask that you please share this letter with the health professionals in your organisation to help increase awareness of SUDEP and epilepsy risks. 
[A short paragraph here sharing personal experiences, if possible – whether someone bereaved by the condition or as a person living with epilepsy.]
The purpose of my letter is to ask your organisation to:

1. Incorporate the SUDEP & Seizure Safety Checklist as standard clinical practice for all your patients with epilepsy (regardless of their perceived level of risk): www.sudep.org/checklist 
2. Tell people with epilepsy (& their families/carers) about the free, award winning EpSMon app which can help them manage their risks in between appointments: www.sudep.org/epsmon 
3. Signpost anyone bereaved by epilepsy to SUDEP Action for specialist support: www.sudep.org/someone-has-died. They offer a specialist, tailored bereavement service which helps and empowers people after an epilepsy death, through specialist bereavement support, counselling and casework, including support through investigations and inquests. Their support is open-ended and can be accessed at any time after the death. 
Why should you do this? 

· There are at least 21 deaths due to epilepsy each week in the UK (which is roughly the same as the number of people dying due to asthma) resulting in over 25,000 epilepsy-related deaths in the last 25 years
. A significant cause of epilepsy-related deaths is SUDEP; when someone with epilepsy dies and no cause of death can be found
. SUDEP occurs in approximately 1 per 1000 people with epilepsy
.
· A National Sentinel Clinical Audit of Epilepsy-Related Death
 published in 2002 found that 42% of epilepsy-related deaths were potentially preventable, and upcoming research suggests this figure could be significantly higher (up to 80% preventability in some areas of the country). Deaths are often in the young and otherwise healthy. 
· Epilepsy was reported as the 2nd highest cause of preventable death in people with a learning disability and epilepsy
. SUDEP deaths have doubled in women with epilepsy (who died during or shortly after pregnancy)
. 
· Those with epilepsy living in deprived areas are also 3x more likely to die than those living elsewhere
. 
· There are known risk factors which increase the chance of death in people with epilepsy. Many of these risk factors can change over time or can be changed to improve seizure control and reduce risks of premature death. For example, anyone actively having seizures, whether 1 a year or 20+ a day is at increased risk (of SUDEP, and other causes of avoidable epilepsy deaths such as drowning, accidents, injuries or death due to status epilepticus). Certain types of seizures which can increase a person’s risk of SUDEP.
· Epilepsy risks and SUDEP are often not routinely, regularly and specifically discussed by clinicians with their patients, despite it being part of NICE guidance since 2004. This is supported by research which indicated SUDEP, and epilepsy risk discussions were occurring only 10% of the time in the UK
. Statistics published by NICE on their web page for CG137 ‘Epilepsies: Diagnosis and Management’
, within the section ‘Uptake on this guidance’ shows that despite recommendations within CG137, the vast majority of people with epilepsy are not being given general or tailored information on SUDEP.  
· Deaths are believed to have increased during, and as a result of the COVID-19 pandemic as it was a period of rising risks for people with epilepsy, and added extra strain onto families, health workers, grieving families and the charities who support them
 
 
 .
Changes made to risk communication practice in the Cornwall Partnership NHS Foundation Trust resulted in a significant increase in epilepsy risk/SUDEP communication (from 10% to over 80%) and a reduction of epilepsy-related deaths
. One major change was the use of the charity SUDEP Action’s simple SUDEP & Seizure Safety Checklist – (www.sudep.org/checklist) a free evidence-based, award winning
 tool supporting clinicians in discussing known risks linked to epilepsy mortality (including SUDEP risks) with their epilepsy patients during consultations and epilepsy reviews
. 
The Checklist has proved to help identify and reduce epilepsy mortality risks among those known to be at risk
. It can also audit patient caseload, to review epilepsy risks and ensure people with epilepsy are accessing the right care, in the right part of the health system; helping to streamline services and improve patient experience
. This is vital given epilepsy risks are known to change over time. 
The Checklist is currently being used by over 1400 clinicians across the country and can however be used by any medically trained clinician within the NHS. It is freely available via SUDEP Action’s website (www.sudep.org/checklist) and GP practices using EMIS or SystmOne patient record systems can directly download the Checklist within the epilepsy templates in their system. 
The Checklist (and its app counterpart for people with epilepsy, EpSMon
 which was showcased at the 2021 G7 Summit) is also recommended as a best practice tool for ‘taking a risk management approach to epilepsy mortality’ by NHS Rightcare
, as well as by LeDeR’s Learning Disability Mortality Review
 and MBRRACE’s maternal death inquiry
. 
Further useful information can be found via the below links: 

· SUDEP and Seizure Safety Checklist for clinician risk communication: www.sudep.org/checklist
· EpSMon – the free epilepsy risk app for people with epilepsy: www.sudep.org/epsmon
· Evidence-based epilepsy risk information: www.sudep.org/epilepsy-and-risk 

· Specialist epilepsy bereavement services: www.sudep.org/someone-has-died 

· Research learning lessons from epilepsy deaths: www.epilepsydeathsregister.org 

· SUDEP Action Day – ways health professionals can get involved: www.sudepactionday.org/get-involved/health-professionals/ 
Clinically implementing the regular use of the SUDEP & Seizure Safety Checklist and ‘prescribing’ EpSMon to people with epilepsy in [area] would support people with epilepsy to take more ownership of modifiable risk factors, improving their quality of life, and could help to reduce epilepsy-related deaths. Signposting to SUDEP Action following an epilepsy death would also help provide a vital lifeline for those left devastated by their loved one’s death. 
I would be happy to provide any further information about my family’s experience of [SUDEP/Epilepsy Deaths/Living with Epilepsy] and you can, of course, contact SUDEP Action on 01235 772850 or via info@sudep.org. 

Please confirm receipt of this letter and that it has been passed on to those seeing epilepsy patients & who commission/oversee epilepsy services locally. I also hope you will join me in raising awareness of SUDEP and epilepsy risks this SUDEP Action Day (Wednesday 19th October 2022). 
Yours sincerely

[Name]
[If bereaved - include a photo of your loved one here, if you wish]
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