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EU Written Declaration on Epilepsy

On the 15th September 1 2011 the Written 
Declaration on Epilepsy was passed.  

When the declaration closed for signatures 
the total number of signatures obtained was 
459. 



IBE Members & their National MEPS



IBE & ILAE Presidents 

meet EU Commissioners 

IBE President Mike Glynn, and President of the ILAE, 

Nico Moshe held meetings with two key Commissioners

- John Dalli, then Commissioner for Health & Public Policy and

Máire Geoghegan-Quinn, Commissioner for Research, 

Innovation &  Science. The focus of these meetings was     

to highlight the need for research and education                                                 

education to improve services for people with epilepsy.



Funding a European Prevalence & Costs 

research project 



Europe-wide Public Awareness 

Campaign 



www.epilepsy.ie CHY 6170

Epilepsy Ireland experience in legislation since the EU 
Declaration on Epilepsy was passed … 

�Epilepsy Monitoring Units … remain unopened 

� Benzodiazepines Proposals … illegal to possess without 

authorisation

�Generic Substitution of AEDs 



EU Support 



EU support for the use of appropriate 

language around Epilepsy

Some words have the power to cut very 

deeply when used in the wrong way and for 

all people living with and working in the field 

of epilepsy  the dreaded “E” word has this 

impact 



Fernandes PT, de Barros NF, Li LM. Stop saying epileptic. Epilepsia, Article first published online: 24 NOV 2008





Epilepsy and Driving 

European Directive 209 / 

112 EC on Epilepsy and 

Driving to be fully 

implemented



Benzodiazepines 

People with Epilepsy to be 

protected from criminalisation 

in the use of  Benzodiazepines 





Stand Up for Epilepsy!

Veronika is 12 years old

Her dream is to become a 
famous gymnast

Veronika Mytikóis being prevented from 
access to her gym and from gymnastic 

competition by Hungarian authorities on 
the basis that she has epilepsy. This is 

despite the fact that her epilepsy is fully 
controlled and her medical consultant has 

certified that there is no medical reason why 
she cannot participate in the sport.



Veronika … 

Dr. Judit Jerney & Veronika

Veronika giving a wonderful performance



Increase Epilepsy Research 

Benefits of 
epilepsy  
research

Economic 

Social

Public, 
policy & 
services

Health

Cultural 

Quality of 
life



Showcasing Epilepsy Research Projects 





LATE LATE SHOW – April 2013



What the EU can do to reduce 

Epilepsy Stigma

o Finance and support a Europe-wide JTF epilepsy 
awareness campaign

o Provide funding for an EU Prevalence & Costs study 

o Direct all member states to provide proper, timely 
epilepsy Mortality statistics 

o Use its good offices to support the epilepsy community 
in pressurising Governments to implement the  
recomendations of the European Declaration on 
Epilepsy  


