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European Brain Council

M eeting of the European Brain Council and National Action Group in Sweden.
5" November 2009

A meeting to discuss the formation of a Swedishidvial Action Group for brain was

held at the office of the Sveriges Lakarférbund Stockholm. The EBC was

represented by lan Ragan and Tadeusz Hawrot. Tipeaple had been invited to the
meeting, eleven of whom confirmed their participati The meeting itself was

attended by 9 people.

LP | Name Organization

1 | Aleksander A. Mathe Prof. Karolinska Institute

2 | Bengt Winblad Prof. Karolinska Institute

3 Bo Ingemarson CEO, Swedish Brain Foundation

4 | Lars Farde Prof. Astra-Zeneca

5 | Susanna Lindvall President, Swedish Parkinsoméfation

6 | Sven Ove Ogren Prof. Karolinska Institute

7 | Torgny H Svensson| Prof. Karolinska Institute

8 | lan Ragan Executive Director, European Brain €dun
9 | Tadeusz Hawrot Project Manager, European Braim€ib

Psychiatry, basic research, patients and induséng wepresented at the meeting that
started at 10.30. The agenda was as follows:

AGENDA

10.30 - General introduction.
10.45 - Participants introduction.

11.00-12.00 - European Brain Council: Background amms; what are National
Action Groups and National Brain Councils and wiathey do?

12.00 - Lunch

13.00-15.00 - Discussion on major fields in Swedestablishment of the Swedish
Action Group.

15.00 - Conclusions and way forward.

lan Ragan welcomed everyone and thanked Astra Zewbo was represented by
Lars Farde for a generous contribution to the mgetbsts. Afterwards he introduced
the EBC, its main activities, goals, studies amdteyyy. Tadeusz Hawrot presented the
concept of the National Action Groups and Natiddain Councils.

After the lunch break the participants discussesl ¢hatus of brain research and
diseases in Sweden and beyond.



@B

European Brain Council

Torgny Svensson proposed three points for discnsgibich he felt were highly
relevant to brain disorders in Sweden:

1. There needs to be, in part, a shift in resepndrities from neurology to psychiatry
and mental health.

2. There should be greater emphasis on the magdthhgroblems such as depression,
schizophrenia and addiction. Therefore, there néedse a shift in priorities across
the age range, from older people to younger ones.

3. The view of the power of genetics to solve peafid in mental health is often too
optimistic.

Lars Farde remarked that for patient organizatreteted to brain disorders, advocacy
can be much more difficult, especially in condidike schizophrenia. Patients with
mental disorders are not always effective advocktethemselves and often find it
impossible to be active. There is a need to oveecdhis situation by finding
alternative routes for their advocacy. Tadeusz tdamentioned EUFAMI as a good
way for advocacy of people with mental illnesses.

Susanna Lindvall emphasized the importance ofiafficforming a Swedish Action
Group in order to put brain higher on the agendaadicy makers. She added that
patient organizations can be very helpful in acimg\his.

There was much discussion about issues of fragmemtaf research and of efforts to
translate research into patient care. Aleksandeth# illustrated that issue by
discussing the way that extra funds allotted tocpmtry have been distributed to
many units across the country He concluded tleetls a need for a greater effort to
support basic researchers.

All the participants agreed that one of the mosvalent problems in Sweden is
fragmentation of research. Even if the governmeirvesting money in research, it is
too fragmented and more bottom-up approach is meede

Aleksander Mathé reminded the participants thatantrast to some other countries
within the EC as well as Norway, universities ineésl@n no longer have their own
hospitals. Hospitals are run by counties and tpeiicies may differ from county to
county

Bo Ingemarson outlined the role of the Swedish Bfaoundation that both raises
awareness of brain diseases and distributes giamti brain disciplines in Sweden.
He underlined further need to raise public awaread®ut brain disorders. In order to
achieve this and to reach the public, the messageadibe translated into different,
non-scientific language, and simplified.

Aleksander Mathé summed up what he saw as the tiag® challenges:

1. Fragmentation at all levels from research toicdl practice guidelines and trying
to find a way to counteract it.

2. More focus on diseases that have onset relgtaeagly in life, such as depression,
bipolar disease and schizophrenia.

3. More focus on physiology and pharmacology.
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Torgny Svensson proposed that Europe needs teadatropean Institute on Mental
Health modelled on the US NIMH and NIDA to raise throfile and to obtain ring-
fenced funding for mental health research.

Susanna Lindvall mentioned again the importanceaising awareness. She added
that media in Sweden do not avoid brain topicstbey focus on diseases other than
those of the brain as such.

lan Ragan presented several slides on the costof @isorders versus the amount of
funding at the European level. Bo Ingemarson meetl that in Sweden costs of

brain diseases are 5 times bigger than those a@ecamd yet brain diseases receive 5
times smaller funding.

Lars Farde described the focus of AstraZenecamdsedn neurology, there is a large
emphasis on Alzheimer’s disease and multiple ssierand an opportunistic interest
on Parkinson’s disease. In the mental health dheage is research in depression,
schizophrenia (especially the cognitive impairmemigi ADHD.

Susanna Lindvall urged everyone to officially foemBwedish Action Group. There
was unanimous agreement and Aleksander Mathé wasehas coordinator of the
group. It was decided that the participants ofrtteeting will contact other scientists
who might be interested in the initiative. Theylvié also mailed a list of people who
were interested in the Swedish Action Group buldi@tcome to the meeting.

lan Ragan outlined a few examples of how the Swedistion group could start
working together to give greater priority to brassues in Sweden. Among others he
suggested that at the beginning, focusing on aeeisan be a good starting point —
for example, a survey, a jointly authored publicator a meeting.

The meeting ended at 15.00

T. Hawrot
l. Ragan



