Sudden Unexpected Death in Epilepsy (SUDEP)
Epilepsy is a very individual condition that affects everybody in different ways. In fact many people find that their epilepsy does not get in the way of their everyday life. Children and young people are no different. Tragically, for a small number of people there is the risk of sudden death due to their epilepsy. Although rare, SUDEP can affect children too. It is important to remember that the risks of dying because of a seizure are low. In children without any additional underlying neurological (brain) condition, the risks may be no higher than for those children without epilepsy. Other children are at higher risk. 
Most people who know somebody who has died due to epilepsy say they wished they had known more about the risks. Therefore, the aim of this information is to raise awareness of the risk of sudden death associated with epilepsy for young people and adults as well as for parents of children with epilepsy. As most of the data available about SUDEP relates to adults, this leaflet can only touch on how it affects children. Just the same, it offers practical advice and suggestions on ways to reduce this risk for all age groups affected by epilepsy. 
What is SUDEP?
Most of the time, people with epilepsy recover perfectly well after a seizure. A very small number of people die due to an injury or drowning that has happened because of a seizure. Others are at risk because of Status Epilepticus and it has not been possible to stop the seizure. For some, there’s no clear reason why a person with epilepsy has died. If a person with epilepsy dies unexpectedly, and no obvious cause of death is found, it is called sudden unexpected death in epilepsy (SUDEP). It usually occurs at night when there are no witnesses. There is no obvious explanation, even following a post–mortem examination. 

The Causes of SUDEP

SUDEP has been shown to be connected with seizures, but the exact cause is not known. Research suggests seizure activity in the brain stem may sometimes cause changes in the person’s breathing or heartbeat. Very occasionally this may cause the person to stop breathing or their heart to stop beating and not start again.
How Often Does SUDEP Occur
In the UK, about 602,000 people have epilepsy. This includes about 85,000 children. It’s estimated that SUDEP causes death in about 500 people each year in the UK, of which about 80 are children. These children are usually also affected by additional severe neurological (brain) problems. Alas, some people with epilepsy have a higher risk of SUDEP than other people with epilepsy. 
Risk Factors of SUDEP

There is no way of predicting who will be affected by SUDEP. In children, it is those with additional severe neurological (brain) problems, causing severe developmental delay or severe learning difficulties who are at increased risk. This may be because of their additional problems rather than their epilepsy. 
The single most important risk factor is uncontrolled generalised tonic-clonic seizures, particularly if they occur at night. This is a type of seizure which causes the person to lose consciousness. Their body goes stiff and then starts jerking. If they occur at night, help may not be available.
Each person with epilepsy has their own level of risk of SUDEP. It can occur in people who have seizures very often or very infrequently. However, the risk is thought to be higher, the more seizures you experience. The risk of SUDEP in people with epilepsy who are seizure-free is very, very low.
Here are some factors which are thought to increase an adult’s risk of SUDEP: 
· Having generalised tonic-clonic seizures 

· Not taking anti-epileptic drugs (AEDs) as prescribed

· Having seizures that are not controlled by AEDs

· Having sudden and frequent changes to AEDs

· Being a young adult (in particular male)
· Having seizures during sleep
· Having seizures when alone

· Drinking large amounts of alcohol
Ways to reduce the risks of SUDEP 
Seizure control
The most effective way to reduce the risk of SUDEP is to have as few seizures as possible. If seizures are not controlled, here are some ways that you can try to reduce them.
· Anti-epileptic drugs (AEDs) should always be taken as prescribed.

· Never stop taking AEDs, or make changes to them, without talking to a doctor first.

· Make sure that you never run out of AEDs.

· Ask your Epilepsy specialist doctor or nurse in advance what to do if you ever forget to take AEDs at the usual time.

· Keep a diary of seizures. This can help doctors when they are considering the best treatment. It may also help to see if there is a pattern to the seizures or anything that may trigger seizures.

· Avoid situations which may trigger seizures. Common triggers include forgetting to take AEDs, lack of sleep, stress, lack of food and too much alcohol.

Other ways to reduce the risk

· If seizures happen at night, consider using a bed alarm. Bed alarms can alert another person that a seizure is happening, so they can help. For example, they can call for an ambulance if they feel this is necessary. Be aware that bed alarms are not always perfect. They may sometimes miss seizures or set off without a reason.

· Tell people about you or your child’s epilepsy and let them know how they can help if a seizure happens. Some may wish to wear identity jewellery or carry some form of epilepsy awareness card to alert other people about their epilepsy. 

· Having seizures when alone is a risk factor for SUDEP. Those with epilepsy may wish to bear this in mind when making plans for where they live, what they do and who may be available to help in an emergency.

Ways to reduce the risks of SUDEP for someone who is having a seizure 
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You may be with someone when they have a seizure, which causes them to lose consciousness. Most people recover perfectly well after a seizure, but here are some things you can do to help them recover.

· When the seizure is over, put the person on their side in the recovery position (see the picture). This can help them to breathe.

· If the person is having difficulty breathing, gently move their limbs. This may encourage breathing to start properly again.

· If the person is still having difficulty breathing, call for an ambulance.
· Ensure they are safe from any further danger of injury.
Call for an Ambulance if...
· You know it is the person’s first seizure.
· The seizure continues for five or more minutes.
· One seizure follows another without the person regaining consciousness in-between.
· The person is injured during the seizure.
· The person has difficulty in breathing.
· You believe the person needs urgent medical attention.  
Give Emergency Epilepsy Medication if…

· The person is known to have an emergency epilepsy plan.
· You have been trained and know what dose to give.
· Buccal midazolam or rectal diazepam is available.
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