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Epilepsy Services among the worst in Europe

Leading expert says another health scandal is waiting to happen.
March 12 2008

A seminar taking place in Dublin today (13 March) will be told that epilepsy services in Ireland are among the worst in Europe. 
The seminar, organised by Brainwave the Irish Epilepsy Association and featuring national and international epilepsy experts is being held as part of Brain Awareness Week and marks the 10th anniversary of the launch in Dublin of the Global Campaign Against Epilepsy.
“Ireland is a high-income country with a population of over 4.2 million people” says Hanneke DeBoer, former President of the International Bureau for Epilepsy, who will address the conference later today. “The country has just 20 adult and 5 paediatric neurologists of whom 5 adult and 2 neuro-paediatricians are trained epileptologists. There is currently no specialist centre and there is a clear lack of neurologists, neuro-specialists and community epilepsy nurses.”

These concerns are echoed by Dr. Norman Delanty, Consultant Neurologist and Epileptologist at Beaumont Hospital who will also address the seminar. “There is currently a major dearth of epilepsy care resources in Ireland and another scandal is waiting to happen if the situation is not improved.  Waiting times of up to two years to see a neurologist are not uncommon for both public and private patients.  Waiting lists for MRI scans run at 9 months, neuropsychology services at 1 year and the epilepsy surgery pathway is painfully long and potentially life-threatening.”

“The situation is reflective of the fact that there is a huge shortage of neurologists in this country and that changes in demographics are not being planned for. We need a significant pro-active plan to improve the situation with support from specialists, the HSE, government, patients and the voluntary sector.”
Dr. Delanty’s call for action is supported by another of today’s speakers, Dr. Tarun Dua from the Programme for Neurological Diseases and Neuroscience at the World Health Organization. ”Even though many neurological disorders can be prevented and treated, the burden of these disorders is already high and increasing further. The resources available for epilepsy care are insufficient and substantial and systematic action to enhance reources is needed.”
Dr. Delanty is calling for the establishment of a National Centre for Epilepsy which would provide multi-disciplinary care for individuals on a short term residential basis as well as outpatient and research facilities. 

“A National Centre serving public and private patients is urgently needed to correct the deficits that exist. As well as offering respite care, such a Centre would provide rapid access to those with new or suspected epilepsy in a holistic, multidisciplinary environment”
Despite previous Comhairle na nOspidéal reports on neurology recommending a ratio of one consultant neurologist per 100,000 people, Ireland has just one neurologist for every 210,000 people, one of the worst ratios in Europe. 
“Neurophysiology services, essential in the delivery of epilepsy care are also severely under resourced” says Dr. Delanty. “There are only four consultant neurophysiologists in Ireland, less than half the number recommended by the Comhairle na nOspidéal report in 2003.”
Epilepsy is a neurological condition, diagnosed when someone has recurrent seizures caused by excess electrical activity in the brain. Brainwave estimates that 35,000 people are living with epilepsy in Ireland making it the most common serious neurological condition and a source of major long-term disability.

For many people with epilepsy, medication ensures that seizures are controlled. However, Brainwave still estimates that two out of every five people currently experiencing seizures could be seizure free, but are not.

“This is largely due to deficits in care. There are 60-80 epilepsy related deaths in Ireland each year, many of which could be prevented” says Mike Glynn, CEO of Brainwave, The Irish Epilepsy Association. 

“A diagnosis of epilepsy usually has significant consequences for an individual and their family in terms of employment, social issues and lifestyle adjustment such as no longer being able to drive”

Another major effect of epilepsy is that people are often viewed by others with suspicion and misunderstanding leaving them stigmatised and disadvantaged in terms of education and employment. Epilepsy can also have a severe psychological or emotional impact. People often fear going outside their homes unaccompanied. They may also fear what people might think of them if they are seen having a seizure. For these reasons, many people continue to suffer in silence, afraid to be found out.

According to Hanneke DeBoer, “Stigma and exclusion are common features of epilepsy all over the world and these factors continue to be a major contributor to the burden associated with the condition. Reducing this stigma is the key to reducing the burden of epilepsy and improving people’s quality of life. Effective health policy initiatives to reduce stigma need to be developed and implemented”.
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About Brainwave

Brainwave is the only organisation in Ireland offering information and support to people whose lives are affected by epilepsy. For more information about the services provided by the charity around the country, call 01 4557500 or see www.epilepsy.ie

About The Global Campaign Against Epilepsy
The Global Campaign Against Epilepsy was launched in Dublin in 1997 as a joint project of the World Health Organization (WHO), the International League Against Epilepsy (ILAE) and the International Bureau for Epilepsy (IBE). The campaign aims to improve acceptability, treatment, services and prevention of epilepsy worldwide by increasing public and professional awareness, by improving education and by working with governments to address the needs of people with epilepsy.
About Brain Awareness Week

International Brain Awareness Week 2008 takes place from March 10-16. In Ireland, the Week is organised by the Neurological Alliance of Ireland (NAI) a umbrella group resenting charities operating in the field of neurology.  A number of events are being held around the country to highlight the problems faced by people with neurological conditions such as epilepsy, multiple sclerosis, acquired brain injury and stroke. For more information see www.nai.ie, the website of the Neurological Alliance of Ireland.
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