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Charities call for investment in epilepsy services
Modest investment could save millions and improve the lives of over 35,000 people with epilepsy
Embargo: May 22 2008

Epilepsy charities throughout the Ireland and UK will today (May 22) support a call for greater investment in epilepsy services in Ireland, a move which could save millions of euro per annum and improve the quality of life of over 35,000 people living with epilepsy.
The call for action will be made by both Brainwave The Irish Epilepsy Association and the Joint Epilepsy Council of the UK and Ireland (JEC) at the launch of the JEC’s manifesto for Ireland “Epilepsy: The Case for Investment”, taking place in Dublin later today.

The manifesto, which will be officially launched by Minister for Health and Children, Mary Harney TD proposes initiatives costing less than €1m per annum that as a starting point, would significantly ease the burden of epilepsy in Ireland. 

“Epilepsy has suffered historical neglect and lack of investment in Ireland. Increasing the numbers of epilepsy specialist nurses from just four to 14 and providing basic epilepsy training for GPs in each HSE region are two cost-effective yet hugely significant recommendations that would lead to real progress on the ground” says Mike Glynn, CEO of Brainwave The Irish Epilepsy Association. “Not only would this modest investment improve the life quality of people with epilepsy, but would deliver major savings in public expenditure through reduced disability living allowances, reduced medico-legal costs and reduced costs through misdiagnosis”.
In addition to improved GP training and an immediate and significant increase in the number of specialist nurses, the other main recommendations of the manifesto include:

· The inclusion of epilepsy in the plans of each HSE region and the establishment and maintenance of an epilepsy register.

· A person with a possible new diagnosis of epilepsy should be seen by an epilepsy specialist within two weeks of a referral being made.

· MRI and EEG scanning should be made available to these patients within four weeks of referral.
· People with epilepsy should be well informed on important issues such as their medications, issues for women of child bearing age, the risk of seizures and fatality.
· A 100% increase in the number of consultant neurologist to the level recommended in the National Hospitals Office (Comhairle na nOspiedal) Report on Neurology and Neurophysiology Services 2003. 
Epilepsy is the most common serious neurological condition, diagnosed when someone has recurrent seizures caused by excess electrical activity in the brain. It is a source of major long term disability with a range of adverse effects including physical morbidity, social stigma, frequent use of healthcare resources and impaired quality of life. Despite the fact that epilepsy affects as many people as insulin-dependent diabetes, there are many serious deficiencies in the services available for people with the condition, in particular a shortage in key personnel such as specialist nurses and consultant neurologists.
 “There are just 21 adult and five paediatric neurologists in Ireland of whom just five and two respectively are trained epileptologists. The lack of specialists and the lack of infrastructure to support existing specialists mean that waiting times to access services often exceeds two years. Even after the initial consultation, waiting times for services such as MRI scans and neuropsychology services will often further delay the patient from receiving the level of care they need. The recommendations in the manifesto would go a long way towards providing the best possible care for people with epilepsy in Ireland.” says Dr. Colin Doherty, Consultant Neurologist at St. James’ Hospital in Dublin who will speak at the launch of the manifesto today.

These comments are echoed by Karen Deacon, Chairperson of the JEC, an umbrella group representing 23 epilepsy organisations throughout the UK and Ireland. “Evidence suggests that over 5,400 people in Ireland are having seizures that could be prevented if they were receiving the same level of care as people attending the best epilepsy treatment centres internationally. This treatment gap could be filled if the initiatives in the manifesto – all of which are approved government policy - were implemented. While we recognize that it may take some time to implement fully, there is no doubt that significant progress can be made In the short-term”.
Earlier this week, Brainwave outlined the main recommendations from the manifesto to the Joint Oireachtas Committee on Health and Children and will be bringing these issues to the attention of all members of the Oireachtas in the coming weeks.

The manifesto is being launched as part of National Epilepsy Week, which takes place from May 19th-25th.  Brainwave is holding a number of information and awareness events around the country both for people with epilepsy and for health professionals & service providers. For more information, see www.epilepsy.ie or contact Brainwave at 01 4557500.
About Brainwave

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 about the services provided by the charity around the country, call 01 4557500 or see www.epilepsy.ie. 
About The Joint Epilepsy Council of the UK and Ireland (JEC)
The JEC is an umbrella organisation representing 23 epilepsy organisations operating in Ireland, England, Scotland, Wales and Northern Ireland, including Brainwave The Irish Epilepsy Association. The organisation is a registered charity which aims to promote improved service standards and access to services in health, education and social care for people with epilepsy and their carers. The JEC also aims to increase epilepsy awareness amongst politicians, civil servants, service providers and the general public. For more information, see www.jointepilepsycouncil.org.uk. 
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Further Information

Contact Peter Murphy
Brainwave Resources Manager

01 4557500

086 8108600

Pmurphy.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.
