
Dear Members
When I sat down to prepare this message to send to you, I thought that it might 
be quite short, since it is just two months since the new International Executive 
Committee began its four year term. However, reviewing events since Montreal, 

I can see that there has been a lot of activity within the Bureau. Some of the issues, which I will report on briefly, 
may already be known to some of you but there are other events about which you will be less informed:

News from the Regions
WHO Regional Committee Annual Meetings: Last year, my predecessor, Mike Glynn, took the important 
decision to have IBE represented at the WHO annual regional committee meetings in the European, South East 
Asian and Western Pacific regions - to which the Bureau is invited. This is an opportunity that we should use 
and, in the coming months IBE will be represented at this year’s meetings as follows:
   •   Michael Alexa (Vice Chair of the IBE European Regional Executive Committee) will attend the European     

  regional meeting in Izmir, Turkey
   •   Robert Cole (Treasurer) will attend the Western Pacific meeting in Manila, The Philippines
   •   Man Mohan Mehndiratta (Vice President of the South East Asia Regional Committee) will attend the 

South East Asia meeting in Delhi, India
Each one has prepared a written statement, calling on the need to have epilepsy as a health care priority, which 
we hope they will have the opportunity to present at the relevant meeting. 

African Regional Committee Facebook page: On the initiative of Harmiena Riphagen (Namibia), Secretary of 
the African Regional Executive Committee, a new Facebook page has been set up - Epilepsy Africa (IBE). It is 
hoped that this will help the Regional Committee to be more visible and help communication between members 
in the region. I am sure you will join with me in congratulating the REC on this initiative and I would ask you to 
‘like’ it!

Epilepsy & Society Programme for Singapore: The Western Pacific Regional Committee has begun preparing 
the special programme for people with epilepsy and their care-givers, which will take place in Singapore during the 
10th Asian & Oceanian Epilepsy Congress in August next year. The Outstanding Persons with Epilepsy Awards, 
which is organised jointly with the South East Asian Regional Committee forms part of this programme. 
Members in these two regions will be receiving information on the awards in the near future and I would like to 
encourage you to nominate candidates from your countries. The Outstanding Persons with Epilepsy Awards is 
the opportunity for people with epilepsy, who have overcome significant problems, to talk about their experiences.

Epilepsy & Society Conference, Ljubljana: As I write this letter, the IBE European Conference has just 
concluded. Although there were worries that delegate numbers would be down on previous congresses, in the 
event there were several on site registrations, which brough the final numbers close to previous meetings. For 
those travelling from abroad, we realise that a major problem was the high cost of travel from most countries 
in Europe to Slovenia. Nevertheless, I am confident that all those who did attend the meeting will find have 
found it a rewarding, enlightening and enjoyable event. I would like to thank the local committee for their ef-
forts in ensuring an enjoyable conference for all.
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Global Outreach
Global Outreach structure: I have to admit that, when I attended the first committee meetings in Montreal 
in June, I had difficulty in understanding the relationship between Global Outreach and the Global Campaign 
Against Epilepsy. I now understand that, in short, Global Outreach is an umbrella under which sit some joint 
activities of IBE and ILAE - including Epilepsy Advocacy Europe (better known as the Joint Task Force) and the 
Global Campaign. 

I am happy to report that the Co-chairs of the Global Outreach Task Force for the coming four years will be 
Mary Secco, Canada (for IBE) and Alla Guekht, Russia (for ILAE). There will no longer be a Global Outreach/
Global Campaign Coordinator, a role held in the last term by Hanneke de Boer. Instead, Hanneke has been 
invited to be a member of the Task Force; the other members of the Global Outreach Task Force have yet to be 
named.

Global Campaign: I am also pleased to advise you that Emilio Perucca (ILAE President) and I will Co-chair the 
Global Campaign Against Epilepsy initiative. Now in its 16th year, together with the WHO we are looking at 
how we can further strengthen the links between IBE/ILAE and the WHO and this will result in changes to how 
we develop our joint projects. The result will ensure that the Global Campaign will be an even more successful 
initiative in the future.
Epilepsy Advocacy Europe: The Joint Task Force of IBE and ILAE was set up in early 2011 to replace the 
former EUCARE initiative. The task force is made up of 2 Co-chairs, representing IBE and ILAE, and 6 other 
members - 3 each for IBE and ILAE. The Task Force membership has just been finalised and is as follows:
   • Chairs: Thanos Covanis, Greece (IBE) and Philippe Ryvlin, France (ILAE)
   • IBE Members: Sari Tervonen, Finland; Philip Lee, UK; and Gay Mitchell MEP, Brussels and Ireland
   • ILAE Members: Hannah Cock, UK; Christian Elger, Germany; and Meir Bialer, Israel.
The task force had its first formal meeting during the congress in Ljubljana.

EED 2014: Preparations have begun for European Epilepsy Day 2014, which will be celebrated throughout 
Europe on Monday 10th February (2nd Monday) and in the European Parliament on Tuesday 4th February. 
Already the logos for EED 2014 are prepared and an exhibition space has been booked in the European  
Parliament in Strasbourg. A letter has been sent to the European Commissioner for Health, Tonio Borg, inviting 
him to open the exhibition and a response is awaited. More information soon!

IBE Partnerships
Apart from our close working relationships with the WHO and with ILAE, IBE is also partnering with other 
groups with which we have a commonality of interest. These include:
Special Consultative Status on ECOSOC (Economic and Social Council of the United Nations): 
Our status with the UN is important for IBE and we intend to maintain it. Hopefully, in the future, we will be 
able to take a more active role by participating at meetings of the Council.
Committee of NGOs (CoNGO): CoNGO is a grouping of NGOs in Consultative Status with ECOSOC. 
CoNGO focusses on fostering cooperation and dialogue among all NGOs related to the UN System and on 
strengthening the contributions which NGOs can make in promoting the principles of the UN. 
European Medicines Agency (EMA): The European Medicines Agency is a agency of the European Union 
and is based in London. The Agency is responsible for the scientific evaluation of medicines developed by 
the pharmaceutical industry for use in the European Union. Under the centralised procedure, pharmaceutical 
companies submit a single marketing-authorisation application to the Agency. Once granted by the European 
Commission, a centralised marketing authorisation is valid in all European Union (EU) Member States, as well 
as in the European Economic Area (EEA) countries Iceland, Liechtenstein and Norway. By law, a company can 
only start to market a medicine once it has received a marketing authorisation. IBE has observer status with the 
Agency and, as such, is allowed to attend workshops were space is available.
European Federation of Neurological Associations EFNA: After a break of several years, IBE has applied for 
renewed members of EFNA. Membership is expected to be approved in mid-September when the EFNA Board 



meets prior to its General Assembly, which takes on 21st September, in Vienna during the EFNS congress. IBE 
will be represented at the General Assembly.

Task Forces
IBE Task Forces: During the General Assembly in Montreal, I mentioned my intention to maintain the Task 
Forces that had been set up by the previous committee, with minor changes. This is an issue that is yet to be 
completed and I hope to have more information, and some interesting news, in my next letter. 

ILAE Task Force on Communication: ILAE is establishing a Task Force to look at the materials most suitable 
for its website for lay people visiting the site. IBE has been invited to nominate a member to the group and, 
together with the Management Committee, I am considering this. If you have any suggestions, I would be very 
pleased to hear from you.

Members Survey
Involving young adults in the work of IBE is very important if we are to attract new people to our task forces 
and committees. To this end, I intend surveying IBE members to encourage you to help us identify young adults 
already involved in local associations, who might be encouraged to work at international level. As we begin to 
prepare the survey, which Sari Tervonen is kindly drafting on our behalf, I would welcome any suggestions 
that you might have.

Financial Issues
Those of you who were with us in Montreal will know that IBE is facing a very difficult few years, with income 
from congresses likely to be significantly reduced due, in the main, to the drop in pharmaceutical support. This 
is a global issue and is not restricted to epilepsy. The consequence is that, at least for the next few years, IBE will 
need to consider very carefully the support it can give to our ongoing activities and initiatives - including the 
Promising Strategies Program and the IE News magazine.

To date, congress income has been our biggest income item and, with this dropping dramatically, we need to 
look at new funding sources. Philanthropic bodies will be studied and we would hope to be able to submit pro-
posals attractive to funding from these sources. 

IE News
The 50th anniversary of IE News is celebrated this year and it is a great cause for self-congratulation that the IBE 
magazine has been published successfully and continuously for 50 years. While there are no plans to change the 
production regularity i.e. four issues each year, we will need to look at how we can save on the current costs of 
printing and distribution. This is an issue that will be carefully considered by the Management Committee, when 
it meets in September. It is hoped that a proposal that will reduce the current cost level, will be ready to present 
to the full committee for its approval by mid-October and I will bring you news on this in my next letter.

Also on the subject of IE News, I have been considering the position of the Editor for the next term and this will 
be discussed also by the Management Committee when it meets next week. 

Congresses
Next year will be a busy one for congresses, as the Regional Congresses take place in Singapore, Cape Town, 
Argentina, as well as the ILAE European Congress in Stockholm. The organising committees are hard at work 
and, the next time I write, I hope to have more information on the various congress programmes.

Finally, if there is any issue that you would like to raise with me, with the Management Committee, or with the 
full International Executive Committee, please do not hesitate to contact me. 

With best wishes

Thanos Covanis
President


