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Support at hand for families bereaved by epilepsy

May 29 2009
Official figures suggest that 70-80 people die because of epilepsy (1) and seizures in Ireland each year. 
Drowning, head injury, road traffic accidents and prolonged seizures account for many of these deaths but the biggest single cause of epilepsy related death is a syndrome known as Sudden Unexpected Death in Epilepsy (SUDEP), which accounts for up to half of the deaths. (2)
Brainwave The Irish Epilepsy Association (3) will be hosting the 6th Living with Loss seminar on June 13th for families who have lost a loved one through SUDEP. The seminar will take place at the Rochestown Park Hotel, Cork and will be facilitated by Peter Hanlon, bereavement therapist with the HSE.
“The aim of the seminar is to provide those who have lost a loved one through SUDEP with support and advice on how to deal with this sudden loss”, said Aisling Farrell, Brainwave’s Director of Services. “It’s also an opportunity for people to share with others who have gone through something similar in a safe environment and to lessen that sense of isolation that families who have lost someone to epilepsy often feel”.

The seminar is aimed primarily at those in the south of the country but is open to anyone across the country who would like to attend. Two other charities will be assisting Brainwave with the seminar: Anam Cara, the national support group set up by bereaved parents and Epilepsy Bereaved, a UK based charity working to raise awareness of SUDEP and reduce the incidence of of epilepsy-related death.
Families who are interested in finding out more about this event or about epilepsy in general should contact Brainwave at 01 4557500 or see www.epilepsy.ie. 
(1) About Epilepsy

Epilepsy is a neurological condition, diagnosed when someone has recurrent seizures caused by excess electrical activity in the brain. Recent data shows that there are 37,000 people with epilepsy in Ireland making it the most common serious neurological condition and a source of major long-term disability. Although advances in treatments have made it possible for most people to live seizure-free, medications do not work for everyone and a significant minority of people still have uncontrolled seizures. 
 (2) About SUDEP

People with epilepsy have a risk of premature death that is 2-3 times higher than in the general population. If a person with epilepsy dies suddenly and no other cause of death is found, this is called SUDEP (Sudden Unexpected Death in Epilepsy). Although it is not entirely clear what causes SUDEP, those at most risk are children and people with epilepsy who have other neurological conditions as well as epilepsy, those who are experiencing tonic-clonic seizures, young men and people who have seizures during sleep. The most important risk factor is the occurrence of seizures - the more frequent the seizures, the higher the risk.

Because most epilepsy deaths are related to seizures, controlling seizures is the key to minimising the risk of SUDEP. Although 70% of people with epilepsy have the potential to be seizure-free, Brainwave estimates that less than 50% in Ireland actually are, largely due to deficits that exist in accessing epilepsy services.
In the past, SUDEP has been poorly understood both by the medical profession and by people with epilepsy. Brainwave The Irish Epilepsy Association is undertaking a range of awareness-raising activities to better understand the cause of SUDEP and what can be done to prevent it.

Brainwave recently published a new leaflet on understanding and minimizing the risk of SUDEP. The leaflet can be downloaded from www.epilepsy.ie or obtained from any Brainwave office. 
(3) About Brainwave The Irish Epilepsy Association

Founded in 1967, Brainwave is the only organisation in Ireland offering information and support to people whose lives are affected by epilepsy. These services are provided through head office in Dublin and through nine regional offices. Brainwave also provides information and advice to health professionals, actively attempts to improve public understanding of epilepsy and supports Irish research into epilepsy. For more information, call 01 4557500 or see www.epilepsy.ie. 
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Further Information

Contact Aisling Farrell, Brainwave Director of Services
01 4557500/ 087 4055088
Afarrell.brainwave@epilepsy.ie 
Please also visit the media section on our website for other news stories, further information on epilepsy and for a guide to epilepsy terminology.

