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Meeting of National Brain Councils & National Action Groups:
Setting up an Alliance
University Foundation
11, Rue  d’Egmont – 1000 Brussels
25 September 2009

11.00am to 4.30pm

Chair:

Prof. Monica di Luca – Italian Brain Council


Prof. Roland Pochet – Belgian Brain Council 
Participants: R. Pochet  – Belgium; G. Franco – Belgium; C. Hoschl – Czech Republic; T. Asser (Estonia) E. Hirsch (France); J. Tajti (Hungary); M. di Luca (Italy; N. Midtun (Lithuania); D. Gauci (Malta); T. Tonjum (Norway); G. Opala (Poland); A. Freire (Portugal); L. Vavrusova (Slovakia); J. Bon (Slovenia); C. Arango (Spain); A. Mathe (Sweden); 
EBC: J. Mendlewicz – President EBC; I. Ragan – Executive Director EBC; E. Sipido – Liaison Officer EBC; T. Hawrot – Project manager

Excused: M. Westphal – Germany; J. Bobes – Spain; L. Vecsei – Hungary; Z. Pirtosek - Slovenia
Minutes:
1. Welcome and Introduction: Julien Mendlewicz (JM), President of EBC, welcomed all to the meeting and expressed his pleasure to see so many countries represented. The chair was handed over to Monica di Luca (MdiL) and R. Pochet (RP).
The minutes of the meeting held in February were approved by all and will be posted on the website
2. Structuring the NBC alliance – Election of representatives (2) to the EBC Board
MdiL thanks RP for co-chairing the meeting. The participants were reminded of their previously expressed wish to implement cooperation between the NBCs/NAGs and to become a close working group. In order to represent the NBCs/NAGs at the EBC Board, two delegates are to be elected and these delegates will participate in the EBC Board meetings. It then will be their task to feedback to their colleagues.

Working together as a European alliance in lobbying activities increases the impact of the work and becomes a major instrument representing a critical mass reflecting the overall European society.

In order to maximize the work, a yearly meeting to decide on the strategy and work plan of the alliance will be organized independently from the EBC Board meetings. 

The work of the alliance must be a bottom-up approach to lobbying activities. 

It was agreed that participation in the alliance would be open also to non EU member states as global priorities for Europe go beyond established borders. Ian Ragan (IR) pointed out that several countries that do not belong to the EU can access EU funding e.g. Israel, Switzerland
JM stated that work at EU level cannot be successful without implicating the national organisations as the “national” element still is strongly present in the European work.
IR illustrated how the EBC Industrial Board, representing over 20 companies, elected their delegates who serve a two year term of office (renewable for one more term). 
Etienne Hirsch (EH) asked to add the NBC alliance/network in the EBC bylaws and suggested the yearly rotation of one of the two delegates.  

As many of the groups around the table are still in a starting up phase, it was agreed that no formal body would be constituted as administration, financial and legal implications would hamper the ongoing work. The group agreed that a “network” of NBCs and NAGs would be perfect to start out with. 

In order to give all time to reflect on what was said, the election was postponed until after lunch.

3. Planned activities of NBCs and NAGs for 2009-2010
Tadeusz Hawrot (TH) and IR briefly outlined the previously circulated guideline document “Steps to set up a National ActionGroup -> National Brain Council”.

EBC will closely link its lobbying activities to those countries holding the EU Presidency as this strategy will allow attract more political attention to the lobbying work. A calendar of the presidencies and countries is attached.  

It is clear that, in order to have an influence on the plans for the Presidency, the work must be initiated a long time before. The role of the NBCs and NAGs in these activities is essential as Presidencies reflect national priorities for European activities.
IR reported on the very successful meeting with the Polish scientific attaché and with Prof. J. Buzek, President of the European Parliament.  It was proposed that the Polish Presidency priorities might include a topic addressing the dramatic demographic changes in Europe and the consequent increase of brain diseases. IR thanked G. Opala (GO) for his help in making the meeting possible.
It has been become clear that it is of great importance to work through the Permanent Representatives of the different EU countries to reach MEPs and raise interest in the work for the brain. Here too, NBCs and NAGs play a very important role.  

Also EBC’s approach to the annual European Brain Policy Forum (EBPF) has changed. One of the countries holding the EU presidency will be invited to host the EBPF. In 2010 Spain will be the first country to do so. C. Arango (CA) outlined the programme and the work done so far.
It is clear that NBCs and NAGs become more and more central to all of the EBC’s activities.  
Appreciation for the guideline document was expressed by all.
MdiL L invited the delegates to present the work and ongoing activities of their National Brain Council or Action Group.

Belgium – R. Pochet (RP): Belgium was the first nation to establish a National Brain Council in 2005 as a registered association with statutes. The Belgian Brain Council (BBC) spans both the Flemish and French speaking part of the country and each member expressed himself in his mother tongue. RP pointed out that any National Brain Council must be above the interest of each of its member association but encompass and work towards the common needs becoming thus the “added value” that benefits all. 
He illustrated the successful activities carried out during the Brain Awareness Week, held every year during the 3rd week of March and organized in Europe by EDAB – European Dana Alliance for the Brain (http://www.dana.org/danaalliances/edab/ ) 
He suggested all to register with EDAB and to take part in the Brain Awareness Week as it is an ideal platform to put the “brain” in the spotlight as well as to publicize the work of the NBC or NAG.

RP also distributed the 2008 BBC Activity Report (printed in English) presented at the BBC General assembly. BBC is also organizing every two years a two days congress. The next BBCongress will be in Brussels Sept. 17 and 18, 2010 and 300 participants including representatives of patients associations are expected (326 participants attended the 2008 BBCongress in Ostend).
One of the  difficult issues when creating an NBC or NAG can be the participation of the industry. Here very clear rules and regulations have been set up by EFPIA (http://www.efpia.eu/Content/Default.asp?PageID=559&DocID=3484)
RP offered his help to those starting up a National Brain Council.
Gianni Franco (GF), Board member of the BBC outlined the work of the BBC through its different Task Forces that are active throughout the country addressing specific issues e.g. reimbursement policies, cost of a specific brain disorder. They also have a specific programme addressing students and young people raising awareness on drugs and alcohol and the brain. Upcoming events with students are scheduled to take place in Givet and Dinant. More can be found on the BBC’s website http://www.belgianbraincouncil.be/ 
Sweden – A. Mathe (AM): Sweden is working towards a National Brain Council and with the help of TH and IR a first meeting of scientific organisations, patient associations and industry delegates will meet on November 5th 2009. There is a great wish to work together. 

RP pointed out that is very important to clearly illustrate that working together and representing the different interest groups is a win-win situation for all. 

Lithuania – N. Midtun (NM): An enthusiastic set up meeting was held but fear of competition over the little funding available has hampered the work so far. The interested groups would like to identify an international/European project to be involved in (e.g. mapping of brain research in Lithuania). In spite of the difficulties, a small group is working together and sharing information. 

The activities organised during the Brain Awareness Week, involving schools and students, were very successful. 

NM asked EBC for help in identifying possible sources of funding as, in Lithuania, industry is only represented by marketing offices that have a very limited interest in research. 

Slovakia – L. Vavrusova (LV): The National Action Group tries to cover all fields and is presently focused on Alzheimer’s disease.

Malta – D. Gauci (DG): The Maltese group is still in its embryonic stage. A very productive and positive first meeting was held but it turns out to be a major challenge to motivate people and delegates to attend meetings. 
IR mentioned the different approach Germany has adopted in bringing interested groups together around a project rather than creating a fixed NAG or NBC.  Whatever the final intention, focusing on a project in which better results can be obtained by working as a group rather than as individual organisations/associations is a good way of making links and building relationships. Activities within the Brain Awareness Week present ideal opportunities for such an approach. 

Spain – C. Arango (CA): The Spanish Brain Council currently has 10 members representing the scientific community, patient associations and industry. Its major ongoing activity is the organisation of the 3rd European Brain Policy Forum scheduled to take place in Madrid, Spain on February 23 and 24, 2010 that will address “A Focus on Schizophrenia and the European Society”. 

CA illustrated the preliminary programme of the forthcoming EBPF3. A copy of the programme is attached enclosure
Norway – Norway – T. Tonjum (TT): The Norwegian Brain Council (NoBC) currently has 39 members and was officially established in 2008. According to Norwegian law, industry cannot hold full membership but is “affiliated” to the NoBC and takes an active part in its work. The present director of the NoBC is a profiled former politician, Mr Inge Lønning, which greatly benefits the organisation. The NoBC takes part in scientific/academic, professional and patient-related activities as well as other events, including debates with panels of politicians. During the 2009 yearly council, an event addressing “Migraine” was organized and Jes Olesen, past President of EBC, was one of the invited speakers. TT expressed the NoBC's wish to strengthen ties with the other Nordic countries and extended an invitation to Sweden to take the proposal into consideration. A meeting between NoBC and the Swedish “Hjärnfonden” is already scheduled for October 26, 2009. At the NoBC fall event in October, a meeting for professionals, patient organizations and the general public on tele-medicine and “sequels of stroke and the brain” will be held in downtown Oslo, facilitating knowledge on acute stroke treatment which is a particular challenge in a widespread/long country such as Norway.
The NoBC works hard on the improvement of communication with the lay public. In order to achieve more visibility in the public and generate funding sources, the NoBC will in 2010 apply to arrange the annual national television charity network (TV-aksjonen) in 2011, the anniversary of Fridtjof Nansen, the famous Norwegian neuroscientist, explorer and humanitarian. They have hired services from Hayhurst Media in the UK in order to facilitate more optimal communication tools towards a broad audience, ranging from the public to politicians, patients, the government, professionals and industry. 
 

NoBC website: www.hjerneradet.no
Hungary – J. Tajti (JT): The Hungarian Brain Council (HBC), which is will be legally established, is working towards two major events scheduled for 2011. One is the 17th congress of the EFNS that will take place in Budapest and that will see the participation of over 5.000 participants and the second is the (awaiting input from J. Tajti)
JT realizes the importance of being an official body to be listened to and assured the meeting that the HBC is working towards this goal. 
France – E. Hirsch (EH): The group of interested parties is almost ready to establish the French Brain Council (FBC) and are thereby facilitated through the ongoing major governmental project on Alzheimer’s disease (AD). The group is worried though that addressing AD as a single issue may deflect attention and funds from the other brain diseases and research issues. 

By the end of the spring of 2010 a booklet written for a lay audience, listing priorities and recommendations for the brain (Priorité Cerveau) will be written. The booklet will be published for free by Odile Jacob, a major French publisher.
The group is working towards a major meeting together with politicians e.g. Philippe Busquin, former Commissioner for Research of the EC, industry and France Culture (radio channel). Two thirds of the total funding of €160.000 have already been raised. 

In the autumn of 2010 a meeting entitled “Priorité: Cerveau” will be organized.

At present the group does not feel the need to be an officially established entity but will consider the possibility in the future.

EH advises the others to start out with one national objective.   
Poland – G. Opala (GO): The first meeting of possible members of the Polish Brain Council took place in 2007. It is planned to set up a formal group in the near future and the example of the BBC will be followed. The major goal of the group is to ensure that “Ageing & Brain Diseases” find their place in the plans of the Polish Presidency. The other project that will be addressed is raising awareness on brain diseases and provide understandable information to the broad public.
GO suggested the different National Brain Councils and Action Groups form a “network” rather than an “alliance” as this format would allow a greater flexibility and independence and would not be burdened by additional administrative work.
Estonia – T. Asser (TA): The Estonian Action Group still is in a very early stage as they met for the first time only a few weeks ago. Their group brings together neurologists, neurosurgeons, psychiatrists, patient associations and industry. They followed closely the work and publications of EBC and adapted and translated into Estonian the EBC publication on the burden and cost of disorders of the brain. The group has a very strong support from the patient associations who were key to introducing Deep Brain Stimulation in Estonia. All are absolutely in favour of forming an official Estonian Brain Council and will work towards it.
Czech Republic – C. Hoschl (CH): One meeting of interested parties took place bringing together neurologists, psychiatrists, neurosurgeons and patient associations. The law of the Czech Republic does not allow industry to contribute with financial support if the group is not officially established. Progress has been slowed down by several logistic issues e.g. how to define the financial contribution of the different member groups, the writing of the constitution as well as the lack of funding. CH has encountered difficulties in convincing all of the added value of a National Brain Council.
Slovenia – J. Bon (JB): Slovenia has a very active neuroscience society “Sinapsa” that supports the National Brain Council and hosts its website (http://www.sinapsa.org/SSM/stran.php ). The council has been particularly active during the Brain Awareness Week focusing on brain diseases and 
the patients’ perspective and needs. They see the urgent need for lobbying activities and the availability of quality documents to provide to people and politicians. Special attention will be dedicated to the work with the media as they reach the broader audiences. The two topics that are planned to be addressed are AD and mental health.

IR asked JB to keep him informed on the progress of the translation in Slovenian of EBC Summary Document.

Portugal – A. Freire (AF): The group first met two years ago and a task force was set up. Actions were taken during the Brain Awareness Week. The group plans to establish itself officially and on November 20th a meeting with the lawyer to approve the statutes will take place. 

Italy – M. di Luca (MdiL): the Italian Brain Council (IBC) was created in 2006 and immediately became a legal identity. The work progress is slow as it is very difficult to overcome the problems related to “working together”. In March 2009 the first IBC symposium took place in Florence, Italy. The proceeding of this meeting will be presented to the Minister of Health.  

MdiL congratulated all for the excellent work and very interesting presentations.

IR mentioned the changes in nature of industry funding as it is becoming increasingly difficult to obtain unrestricted funding for core activities and membership fees. The problem of working with the affiliates in the different countries will be addressed during the Industry Board meeting that will take place in Brussels on October 27th. NM, Lithuania, suggested the possibility of earmarking part of the marketing budget for other issues. 

It was also suggested to find other sponsors than the industry e.g. European banks.
4. Election of representatives (2) to the EBC Board
MdiL L returned to the election of two representatives of the NBC and NAG group to sit on the EBC Board. As the network is not a legal entity, they will have Observer status. JM explained that voting hardly ever occurs and decisions are taken through consensus. 
R. Pochet (BBC) was proposed by MdiL. The proposal was seconded by D. Gauci (Malta) and accepted by all.

J. Bon was proposed by C. Hoschl. The proposal was seconded by A. Freire (Portugal) and accepted by all.

A rotation system will be set up to ensure continuity and avoid the stepping down of both delegates at the same time. 

IR will draft the necessary paragraphs for the bylaws.

5. Ways of cooperation and joint activities towards the EC and the EP
The 3rd European Brain Policy Forum of February 2010 is a major activity in which all are involved.

Lunch event at the EP: It was proposed that all NBCs and NAGs contact their national MEPs identifying two with a specific interest in brain disorders to be invited to a lunch/dinner event at the European Parliament.

This event will be combined with the presentation of the newly updated Consensus Document. All agree on this proposal as a first joint action.
The website of the European Parliament http://www.europarl.europa.eu/ 
(page for national MEPs: http://www.europarl.europa.eu/members/public/geoSearch.do;jsessionid=1D6541B450AAE2E1A35B8B312164A18B.node2?language=en ) as well as the list of the two committees of major interest to the work of EBC, ENVI - Environment, Public Health and Food Safety, and ITRE - Industry, Research and Energy,  will be circulated to all. http://www.europarl.europa.eu/activities/committees/committeesList.do?language=EN 
RP mentioned the upcoming event “Summit of Innovation” that will take place at the European Parliament in October of this year and in which he will take part. Information on the event will be made available.

6. Year of the Brain – Hungary/Poland 2011

IR explained that creating a European Year of the Brain would be a long and complicated political process, probably requiring a co-decision of the EP and Council. Working with the Hungarian and Polish Presidencies would be steps on the way to achieving this as decisions about 2012 would be made during 2011.  A consultation has taken place this summer on designating 2012 as the European Year of Active Ageing and Intergenerational Solidarity sponsored by DG Employment. Such a topic may be too close to our ideas on a European Year of the Brain in 2013 and it may be possible to join forces with Active Ageing.
The meeting was adjourned at 4.00pm
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