
The state of epilepsy services in the UK 

A briefing from the Joint Epilepsy Council (JEC) for Members of Parliament
Epilepsy is the most common serious neurological condition, affecting around 456,000 people in the UK, or one in every 131 people. This equates to 705 people in an average UK parliamentary constituency. Epilepsy is characterised by recurrent, unprovoked epileptic seizures.  It is usually controlled, but not cured, with medication – although surgery may be considered in some cases it is rarely available.

The Joint Epilepsy Council of the UK and Ireland (JEC) is an umbrella organisation of 22 epilepsy organisations, operating in England, Wales, Scotland, Northern Ireland and the Republic of Ireland.  It aims to facilitate the sharing of information, expertise and skills, promoting good practice, maximising resources and identifying unmet needs.  The JEC campaigns to reduce stigma, challenge discrimination and disadvantage, and improve the quality of life for people with epilepsy.  The JEC also provide the secretariat to the APPG on Epilepsy which recently undertook a parliamentary inquiry into the human and economic cost of the current under-funding of epilepsy services in England, and subsequently published its findings in a report entitled Wasted Money, Wasted Lives.

Misdiagnosis and mistreatment 

Many people are wrongly diagnosed with epilepsy or have been diagnosed with the wrong type of epilepsy.  Misdiagnosis rates in England are shocking and currently stand at between 20-31 per cent.  An unknown number of people also have a missed diagnosis, where they have got epilepsy but it has been diagnosed as something else or are not diagnosed at all.  Assuming a misdiagnosis figure of 23 per cent, this means that 74,000 people without the condition in England alone have a diagnosis of epilepsy and are receiving treatment for it, even though they do not have the condition.  Not only are they receiving treatment for a condition they do not have – their true condition is not being treated.
The Joint Epilepsy Council, in its recently published manifesto for epilepsy, has shown how improvements in epilepsy care in England could realise savings estimated at around £134 million a year, the annual cost of epilepsy misdiagnosis based on figures from NICE. The medical cost alone of the unnecessary treatment of people who do not have epilepsy and the wrong treatment of people who have been diagnosed with the wrong kind of epilepsy in England alone is estimated to be around £22m per annum. This does not include the economic cost or the cost in opportunities for people who could be in work but are not due to misdiagnosis or mistreatment. When those costs are included, the estimated total cost of misdiagnosis in England rises to £134 million a year.

Seventy per cent of the population with epilepsy in the UK could be seizure-free with optimal treatment. Currently this is achieved for only 52 per cent, meaning 69,000 of those experiencing seizures in England could be seizure-free. The human cost of these failings is huge for the individuals concerned, their families, and to society.

Workforce planning

There is a shortage of medical care staff with training and expertise in epilepsy and many patients travel long distances to regional neuroscience centres for tests and treatment. As a result, acutely ill neurology patients are often not under the care of an epilepsy specialist and either have to wait for a long time for expert diagnosis, treatment and advice or may not receive this at all.

The government therefore urgently needs to put in place a programme to increase the number of neurologists and other clinicians to levels recommended by the Royal College of Physicians. Countries comparable in population size to England such as France and Italy respectively have three times and 14 times the number of neurologists. The Royal College has called for a target of 909 whole time equivalent neurologists across the UK by 2012. For England alone, this equates to 781 by 2012, compared to the current 455.  

In addition, Epilepsy Specialist Nurses (ESNs) are a crucial source of support and advice to patients with epilepsy and enable many patients to manage their epilepsy effectively and to remain independent in the community. ESNs have a vital role in saving the National Health Service money by releasing consultants’ and neurologists’ time, reducing accident and emergency admissions, enhancing patients’ adherence to anti-epileptic treatment and reducing the use of hospital beds.  However, despite the already chronic shortage of ESNs across Britain, current figures suggest some of the current workforce is under threat and the JEC is now forced to defend the status quo, rather than focusing on expanding the excellent service provided by ESNs.  

Sudden Unexpected Death in Epilepsy (SUDEP)

In recent years, there has been an increase in reported epilepsy deaths, the majority of which are SUDEP.  1,000 people every year die of epilepsy related causes of which 400 per year are avoidable through better diagnosis and better treatment.  

The JEC has an interest in the draft Coroner’s Bill which the Prime Minister recently announced would be part of the Queen’s Speech.  This is because SUDEP deaths are usually referred to Coroners.  These deaths require specialist investigation and the current lack of standardisation and quality assurance in post-mortem investigation and certification of these deaths is a key barrier to implementation of recognised prevention strategies.  

The JEC believes that the non-implementation of the epilepsy NICE guideline on health professionals communicating essential information on SUDEP and on referral of families affected by SUDEP to SUDEP support services needs to be addressed.

Other issues

Although social attitudes towards people with epilepsy have gradually improved in the developed world over the last decade, there are still a number of persistent misconceptions and a certain degree of social stigma attached to the condition. Many people who have epilepsy are reluctant to reveal this fact publicly for fear of stigmatisation and discrimination. 

The JEC is concerned that many children and young people with epilepsy are not receiving education that is suitable and appropriate for them. The Department for Children, Schools and Families’ (DCSF) implementation of the Removing Barriers to Achievement Special Educational Needs (SEN) strategy and the Every Child Matters agenda must ensure that children and young people with epilepsy are effectively provided for and that epilepsy is recognised as a condition that may cause SEN. This should involve effective multi-agency working throughout a child’s education to assess, plan for, and meet any additional needs. Professionals should receive epilepsy training to ensure they can understand and meet these needs, including educational and social considerations.

More focus also needs to be given to the most vulnerable groups in society with epilepsy such as children and young people, minority ethnic groups, prisoners, the elderly and women, all of which experience very specific problems due the current epilepsy service provision.  

The rate of unemployment is disproportionately high for people with epilepsy. It is two to three times greater than the general rate, and nearly double that for people with other disabilities. Just under 60,000 people with epilepsy in the UK are claiming disability living allowance at an annual cost of £184million. Under the DDA, epilepsy is considered to be a disability, even if the person’s seizures are fully controlled by medication.  

Wasted Money, Wasted Lives 

The APPG on Epilepsy recently initiated an Inquiry into the human and economic cost of Epilepsy. The Report, Wasted Money, Wasted Lives, which followed the Inquiry made a number of very specific recommendations which would make a significant positive difference to the lives of people with epilepsy, whilst delivering real cost-savings for the National Health Service.  A copy of the report can be found at www.jointepilepsycouncil.org.uk/inquiry.asp.  Some key recommendations from the APPG Report are as follows:
1) The Government should put in place a programme to increase the number of adult neurologists from 455 to 781; paediatric neurologists from 75 to 150; learning disability specialists from 340 to 500; neuro-radiologists from 110 to 160, all within five to 10 years.  Progress towards filling these posts must start now given the eight years it takes to train and gain the relevant experience to manage this most complex and difficult to diagnose neurological condition.

2) The report also recognises that the there is a vital need for national plan of epilepsy training for GPs, A&E doctors, paediatricians, care of the elderly physicians and other clinicians.  

3) The Department of Health should develop a national plan to increase the number of Epilepsy Specialist Nurses from the current 152 to 600 and, in the longer term, to 920 across all epilepsy disciplines (adult, paediatric, learning difficulties). 


4) The Healthcare Commission should carry out as a matter of urgency an Improvement Review into the state of epilepsy services and a Health Select Committee Inquiry into the services for people with epilepsy and how they can be improved.  

5) That government reviews the 2003 Action Plan for Epilepsy and the National Service Framework for Long-Term Neurological Conditions (2005). Neither currently has a review scheduled.

6) That the Government urgently addresses the need for improved communications of the risk of SUDEP and the management of that risk.  

