Meeting of the European Advisory Council

(European Chapter Convention)

Saturday, June 26 2010, 14.00-19.00

Lindos Room, Capsis Hotel, Rhodes

14.00-15.15

1.   Welcome (Torbjörn Tomson)

Greetings from ILAE President (Nico Moshe)
Call for Chapters/Delegates   (Reetta Kälviäinen)
2.   Role of the EAC and Agenda for the Chapter Convention (Torbjörn Tomson)
3.   Report of the  CEA chair: Strategic plan and action items (Meir Bialer)

4.   Proposed amendments to the ILAE Constitution (Sam Wiebe, Meir Bialer)


15.15-15.45

5.   Promotion of Epilepsy Research in Europe (Janet Mifsud)

15.45-17.00 (Including coffee break at 16.00)

6. Group discussions

Standard of Epilepsy Care in Europe


Introduction (Kristina Malmgren, Reetta Kälviäinen)


Group discussions 


Report from group discussions

17.00-18.30

7. Group discussions 

The New CEA Educational Agenda


Introduction (Helen Cross)


Group discussions 


Report from group discussions


18.30-18.40

Epilympics (Phil Smith)

18.40-19.00

Any other business and summing up

Attendees:
ILAE Executive Committee:

Solomon Moshé – USA – President

Emilio Perucca – Italy – Treasurer

Sam Wiebe – Canada – Secretary General 
Michel Baulac – France – Past Chair of CEA

European Advisory Council:

Meir Bialer – Israel – President

Alexis Arzimanoglou – France – Communications Liaison

J Helen Cross – UK - Educational Liaison

Alla Guekht – Russia – Secretary

Reetta Kälviäinen – Finland – European Advisory Council Secretary

Torbjörn Tomson – Sweden – European Advisory Council Chair

Eugen Trinka – Austria – Treasurer
Chapter Represntatives under Item 1 below. 

1. Welcome and Roll Call

Torbjörn Tomson opened the meeting and welcomed everyone. 

Nico Moshé highlighted the goals of the ILAE over the next few years:

· Improve education.
· Changes to the Constitution.

· Double efforts with IBE to increase awareness for lobbying purposes, in particular the European Paliament.
· He also stressed the importance of all ILAE members communicating with one another by providing input to Epigraph and the new Higher Logic part of the ILAE website. 

Reetta Kälviäinen took the roll call:

Albania – Jera Kruja
Armenia – Biayna Sukhudyan

Austria – Martha Feucht

Azerbaijan – Absent

Belgium – Absent

Bulgaria – Melania Radionova

Croatia – Ljerka Cvitanovic-Sojat

Cyprus – Georgiou Andriane

Cyprus – Savvas Papacostas
Czech Republic – Pavel Mares

Czech Republic – Jana Zarubova
Denmark - Absent

Estonia – Sulev Haldre

Finland – Heikki Rantala

Finland – Reina Roivainen

France – Alexis Arzimanoglou (EAC Member)

FYR Macedonia - Absent

Georgia – Sofia Kasradze

Georgia – Nana Tatishvili

Germany – Rüdiger Köhling
Greece - Absent

Hungary – Judit Jerney

Hungary – Vera Juhos

Israel – Meir Bialer (CEA Chair)

Italy – Ettore Beghi

Ireland – Absent

Kazakhstan - Absent

Kyrgyzstan - Absent

Latvia – Santa Asmane

Latvia – Egils Vitols

Lithuania – Ruta Mameniskiene

Malta – Janet Mifsud
Moldova – Valeria Duca

Montenegro - Slavica Vujisic

Netherlands - Present

Norway – Svein Johannessen

Poland – Joanna Jedrzejczak

Poland – Maria Mazurkiewicz-Bełdzińska

Portugal – Francisco Sales

Romania - Absent

Russia – Irina Kovaleva

Serbia - Nebojsa Jovic 

Slovakia - Absent

Slovenia – Matevz Krzan
Spain – Gonzalo Alarcon

Sweden – Kristina Malmgren

Switzerland - Absent

Turkey – Nerses Bebek
Ukraine – Lidiya Maryenko

Ukraine –Volodymyr Kharytonov

Ukraine – Stanislav Yevtushenko

United Kingdom – Phil Smith

2. Agenda - introduction
Torbjörn Tomson explained the Role of the EAC and the agenda for the Chapter Convention. 

· 1st Discussion Group: Standards of Epilepsy Care in Europe:
· Were you aware of the previous survey and have you used it?

· Do you think it would be useful to repeat it?

· If you had unlimited resources, what would you do first to improve the care of patients with Epilepsy in Europe/your country?

· 2nd Discussion Group: Education Agenda

· What existing activities do you feel are useful and should continue? Do you think accreditation should continue and if so, how?

· What teaching activities do you feel are missing from the educational agenda?

· Do you think scientific workshops have a role and in what way should they be developed?

3. Report of the CEA Chair – Strategic Plan and Action Items
Meir Bialer then delivered the current CEA Action Plan (See Presentation 1) and encouraged Chapter representatives to make the CEA Action Plan a meaningful one by giving as much input as possible, and keeping in a closed and continues  connection with the CEA.
Questions & Answers:

Ettore Beghi asked about Aim 3 of the action plan and for more information regarding discussions with EU Executives and accessing more funding. 
Meir Bialer stated that the intention of the CEA is for epilepsy research to be prioritised in Europe by the European Union Grant Agency  in a similar way to Alzheimer’s. In addition, collaborations with Industry and patient organisations will strengthen the CEA’s ability to lobby. This is still at the early stages. The forthcoming CEA-EU Symposium entitled: “Funding of epilepsy research in Europe” on Monday 28th June 2010 would elaborate on this further. 
Phil Smith pointed out that the aims of the CEA do not mention patients and suggested that particularly Aim 1 might be more patient centred. 
Reetta Kälviäinen answered by confirming that the CEA are aware that partnerships with patient organisations are paramount to achieving attention in the European Parliament and that Janet Mifsud would elaborate on this later. 

Walter van Emde Boas referred to Aim 2 in the CEA agenda (stimulate and enhance education) and suggested that more courses be created and delivered to non physicians and to encompass all those associated with epilepsy. 

Alla Guekht stated that the CEA are already working on suggestions for the next migrating course. 

Matevz Krzan suggested using their Slovenian model whereby epilepsy experts from France, Germany and the Czech Republic collaborate with patients in their national courses which has helped solve many social problems associated with epilepsy. They are now in their fifth course and it is proving very successful. 
4. Proposed amendments to the ILAE Constitution 
Sam Wiebe explained that the proposed amendment to the Constitution is to include on the Executive Committee elected Chairs from each of the ILAE recognised regions as voting members. 
Should the Regional Vice President and Chair of the Regional Commission be the same person?
Please see Presentation 2 and 3 for a comparison of the old and new constitutions.  

Meir Bialer delivered the outcome of the CEA meeting on Saturday 19th June 2010 (one week previously) which discussed how the ILAE constitution changes will affect the next CEA Election.
a) Europe will have up to 2 representatives (out of 5) in the ILAE Management 
Committee 

b) The next (2013) CEA chair will be elected by the European chapters in a 
non-weighted vote

c) 
The next CEA chair will also be the European regional VP on the ILAE-EC

d) 
All current & previous CEA members (including current and pervious chairs) are eligible candidates for the next European Regional VP. 
e) 
The Election of the (2013-2017) CEA will run as before & will take place after the ILAE-EC election 

f) 
A CEA member can serve only 2 terms unless he becomes a CEA-chair

He wished to stress to everyone present that the amendments are only a proposal and there is a 10 month period before any final decisions need to be made and asked cheaters’ to provide him with their feedback and comments. 
A clarification was made stating that a CEA member can serve only two consecutive or non-consecutive terms and a third term only if he becomes the CEA chair. Only a CEA member is  eligible for the position of ‘Chair’.

5.   Promotion of Epilepsy Research in Europe

Janet Mifsud explained the Seventh Framework Programme (FP7) under CORDIS, (Community Research and Development Information Service) of the European Commission and how it can be utilised to promote epilepsy in Europe. 

Please see Presentation 4 for the full presentation including contacts and web links. 
Questions & Answers:

Nico Moshé wished to re-emphasize the importance of co-operating with lay people and work together for a common goal. There is a lot of competition with other medical conditions. 

Janet Mifsud stated that epilepsy is not promoted enough; for example David Beckham’s son has epilepsy and this is a little known fact. 

Michel Baulac suggested that in addition to promoting epilepsy in its own right that it can also be promoted alongside other neurological conditions that are lobbying the EU. 

Janet Mifsud agreed and pointed out that paediatric epilepsy was promoted last year alongside ‘paediatrics issues’ in general. She also suggested utilising the IMI, Innovative Medicines Intiative http://imi.europa.eu/index_en.html and the European Medicines Agency http://www.ema.europa.eu/mission.htm 

Ettore Beghi suggested that when counting the number of patients in each country that Chapters work together and use common methods. 

Meir Bialer asked if the ILAE could collaborate with Industry as many AEDs are used in other conditions.
Emilio Perucca stated that Industry is shying away from Epilepsy but that Orphan Drugs are one way of potentially convincing industry into starting research. 

Phil Smith pointed out that many Chapters have the ability to work together on small projects that don’t need huge funding, citing the work of Peter Bergin in New Zealand and Australia as an example.  

Janet Mifsud finished by stating that the Programme Committee for Health Management will be meeting at the end of August, and advised getting in contact with the local national FP7 contact point and set up a meeting. These people are policy makers and they welcome suggestions. 

6. Discussion Groups - Standard of Epilepsy Care in Europe

Kristina Malmgren presented the findings of the report 10 years ago on the standards of epilepsy care in Europe. (Please see Presentation 5 for full presentation)
Questions & Anwers:

Alexis Arzimanoglou suggested hiring a professional company if the survey is to be carried out again because authorities continually mention that the ILAE does not have strong data. 

The assembly broke into three groups for 45 minutes to discuss the three questions as listed in Item 2 above. Each group then presented their findings which are summarised below:

Question 1: Were you aware of the Survey and have you used it? 

· 60% of the attendees were aware of the survey

· Georgia had used the data in the last survey to form the basis of epilepsy care in that country. 

· The majority of countries had not used the data. 

Question 2: Do you think it would be useful to repeat it?

· All three groups felt the survey should be repeated. National Statistics Bureaus and professional research companies were given as suggestions for gathering data. 
· The survey would be useful for a variety of reasons:
· Identifying the number of patients, 

· Identifying the degree of specialisations of physicians

· Addressing the care of epilepsy patients in each country

· To collect hard and fast data for lobbying purposes. 

· Identifying the waiting time for diagnostics. 

· Establishing epilepsy surgery guidelines and paediatric epilepsy care. 

· Understanding quality of life of patients – jobs, tax, access to AEDs. 

Question 3: If you had unlimited resources, what would you do first to improve the care of patients with Epilepsy in Europe/your country

· More education to increase the number of certified professionals in epilepsy. Target undergraduates. 
· Support for patients and their organisations
· Full reimbursement of drugs
· More clinics

· More surgery. 

· Collaboration between tertiary and primary caretakers. 

Meir Bialer closed this part of the meeting by stating that volunteers from each country are needed to work with Reetta Kälviäinen if the survey is to go ahead again. 

7. Group Discussions - The New CEA Educational Agenda

Helen Cross presented the New CEA Educational Agenda (see Presentation 6)

The assembly broke into three groups for 25 minutes to discuss the questions outlined in Item 2 listed above. The findings of the groups are listed below:

Question 1: What existing activities do you feel are useful and should continue? Do you think accreditation should continue and if so, how?

· EUREPA.
· Distance and regional courses most popular.

· Keep most of the courses currently available.
· Validate courses in connection with universities. Centres of excellence.
· Ensure that ILAE training certificates are recognised throughout Europe. 

Question 2: What teaching activities do you feel are missing from the educational agenda?

· Courses for social workers and those who look after epilepsy patients. 

· More courses for trainers. 

· Transparencies of these courses - how trainers are selected. What will their responsibilities be? 

· Trainer evaluations.
· Video conferencing

· Visiting professors/virtual visiting professors
· Get epilepsy included on the neurology curriculum of post and undergraduate courses..
· Some courses overlap – define each course better. 

· Well defined deadlines for proposals of courses should be advertised. 

· Provide courses in more languages. 

· Individual fellowships – 3 to 6 months, like Erasmus, EFNS, EPNS 

· More access to EEG material
· Schedule summer courses for other times of the year also as some younger physicians can’t attend during the summer. 

· Avoid over-charging. 

· Consider political situation between countries when creating regional courses. 

Question 3: Do you think scientific workshops have a role and in what way should they be developed?

· One group did not discuss this very much as they felt that this is the responsibility of the scientific community rather than the educators. 

· They should be developed in association with other neurological societies. 

· Disseminate publications at these workshops. 

· Disseminate information from these workshops.

8. Epilympics
Phil Smith made this presentation. The Olympic Committee have asked for projects to make the Olympics more accessible to everyone. This can be a good opportunity for Epilepsy. 
· The aim of the Epilympics is for a series of photos of children and adults with epilepsy posing with an Olympic athlete. 

· Each country to identify one child/adult to be photographed with a national athlete. Photos can be used at the Olympic games to raise epilepsy awareness.

· Please provide medical certification to ensure the child/adult has epilepsy when submitting the photo. Also ensure you have permissions and consent from parents and the rights to the photo. 

· Travel expenses to get to the photo shoot will be covered.  

· This could lead to an invitation for a prominent athlete to attend the ECE 2012. 

Questions & Answers

Nico Moshe added that it is necessary to show all faces of epilepsy in these photos – there is a danger of opting for photogenic people only. This will help us with the Global Campaign which highlights that epilepsy kills. 

Other comments suggested that it is important to show that people can have epilepsy and be ‘sporty’ at the same time. 

Torbjörn Tomson closed the meeting and thanked everyone for coming. 
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