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6th Asian & Oceanian Epilepsy Congress

Kuala Lumpur, Malaysia

16-19 November 2006

MINUTES OF MEETING 17/11/2006 - Press Room
Apologies:  Dr Carlos Acevedo, VP Latin America, Jutta Houmøller, Danish Epilepsy Association
WELCOME

· The Chair welcomed attendees:
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 L to R: Dr Vinod Saxena, Robert Cole, Sherman Goh, Dr Choong Chew Thye, 

 Grace Tan, Denise Chapman, Diana Koh
· Susanne Lund

IBE President
· Ann Little


IBE Executive Director

· Dr Vinod Saxena

India

· Dr Choong Chew Thye
Singapore

· Sherman Goh

Singapore

· Diana Koh


Singapore

· Dr Christine Walker

Australia

· Denise Chapman

Australia

· Grace Tan


Singapore

· Robert Cole 


Australia
THE ROLE OF THE IBE EDITOR’S NETWORK
· The Chair reconfirmed the role of the IBE Editor’s Network
PROGRESS TO DATE FOLLOWING THE PARIS MEETING

· The Chair advised that since the Paris Meeting in 2005, some of the members that had undertaken to achieve outcomes had resigned
· Progress has therefore been slow in regards to providing members with a library of newsletter resources, developing a website and communicating generally
GENERAL DISCUSSION
Communication Issues

Access to Shared Information issues

· Considerable discussion took place

· Because of the advancements in Information Technology, email is now the broadest, simplest and most cost effective of communicating
· It was reconfirmed that the logical location for members access is the IBE website via a discreet member only password protected database

· Access has to restricted because many IBE Members provide their Newsletters to their members as part of the membership benefit and justification of annual fees 
· President, Susanne Lund confirmed that the new IBE Website Taskforce, chaired by Dr Shung-lon Lai (VP Western Pacific) has made considerable redevelopment progress and our needs for private access have been understood
· The logical approach and desire is to create a password protected section within the IBE website that will contain resources including articles, stories, statistics, website links and a photo library

· Members would be invited to upload their information and photos on a file sharing arrangement

· Over time this site would build and grow into a large “e-library”

· Any Editor’s Network member would then be able to access this resource and download the information for their own use, to reprint in their newsletters and publications

· The benefits are obvious and include time saving, information accuracy, providing worldwide consistency of Epilepsy messages and avoiding Editors having to reinvent the wheel each time

· Language was highlighted as an issue for non English speaking countries. 
· Since many countries speak some English now, it may not be a huge issue. 
· The possibility of translating articles was also discussed and considered 
· Publications in other languages could be grouped and collated for easy access by those member countries

MEMBERS REPORTS

· Grace Tan reported that they are currently revamping their website. They produce newsletters in two languages for their different communities and care is given in the translation
· Dr Saxena reported that his organisation was established 26 years ago in 1971 now with a membership of over 2,000. They produce “Epilepsy India” newsletters quarterly for patient education with a production run of 2,500. They have now also established a website

· Dr Choong conveyed that Epilepsy Care Group (Singapore) creates public awareness through their activities. Singapore has four main languages which complicates publication. They produce a bi-monthly newsletter which includes patient contributions. They have produced their third Patient Information Leaflet which they also distribute to Doctors
· Grace Tan from Singapore Epilepsy Foundation detailed that stigma is one of the key issues they deal with
· Susanne Lund advised that her organisation has over 5,000 members and 50 local branches. She has been editor of the Swedish Magazine since 1998 and described the constant struggle to finance and produce a publication that is balanced and has a good mixture of stories. She combines social and medical stories with interviews and searches widely to obtain and provide useful factual information
· Denise Chapman presented “The Epilepsy Report” and has now produced a second edition. She is Editor of this consumer focused publication which is circulated Australia wide. The first edition had a feature on “Generic Substitution” and the second featured “Epilepsy and Pregnancy” with articles on the need for social research and Dravet’s Syndrome. Denise recommended a USA epilepsy site: www.epilepsy.com as a resource because of its plain English and professionalism and its’ articles can be downloaded 
· Dr Christine Walker conveyed that 27% of the population in Victoria were from overseas and Melbourne was home to 140 different ethnic groups. This presents broader communication difficulties when publishing information
THE WAY FORWARD
· Regrettably, there was insufficient time to fully discuss and brainstorm ideas for the way forward

· The “shareware” concept of an Editors Network electronic newsletter library is a logical, useful and sought after resource that we all desire 
· This resource will help to ensure international message consistency and assist Editors in the constant search for newsworthy and interesting article that will be of real benefit to stakeholders and the epilepsy community

· The Chair will further liaise and consult with Dr Shung-lon Lai (Taiwan) in his capacity of Chair of the IBE website taskforce to assist us to ensure that the IBE Editors Network newsletter library and photo library is achieved
· Members at this meeting requested that stories, articles and photos be “indexed” for easy access by Editors

NEXT MEETING (face to face)
· It was agreed and logical to meet at the 27th International Epilepsy Congress 8-12 July in Singapore. Further details of date, time and place will be communicated closer to the event

OTHER BUSINESS

· In the meantime, it would be fantastic if all members would place me on their mailing list so, as Chair, I can commence building the IBE Library both in hard copy and electronically:
ROBERT COLE
PO Box 12

WOODVILLE

SOUTH AUSTRALIA  5011
rcole@epilepsycentre.org.au
· Newsletters/Magazines produced by IBE Members should be made accessible to everyone and exchanged with other members
There was no other business and the meeting closed at 5.30 pm.
NEXT MEETING

IBE INTERNATIONAL EPILEPSY CONGRESS

Suntec Singapore International Convention and Exhibition Centre

SINGAPORE
8-12 July 2007 

Location, day and time to be advised
[image: image3.jpg]@

IBE
E
N
te
rn
a
tio
N
a
| Bur
e
a
u
fo
r
E
oll
e
PS
y






�





“IBE has a vision of the world where 


ignorance and fear about epilepsy are replaced by understanding and care”.











