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IBE

Our Vision

IBE has a vision of the world where everywhere fear and ignorance about epilepsy are replaced by understanding and care.

Our Mission

IBE exists to improve the social condition and quality of life of all people with epilepsy and those who care for them.

International Executive Committee from July 2013 to September 2017

President: Athanasios Covanis (Greece), Secretary General: Sari Tervonen (Finland), Treasurer: Robert Cole (Australia),
Immediate Past President: Mike Glynn (Ireland)

Vice Presidents:

VP Africa: Anthony Zimba (Zambia), VP Eastern Mediterranean: Najib Kissani (Morocco),

VP Europe: Janet Mifsud (Malta), VP Latin America: Lilia Nunez (Mexico), VP North America: Philip Gattone (USA),
VP South East Asia: MM Mehndiratta (India), VP Western Pacific: Ding Ding (China)

ILAE Ex Officio Members:
ILAE President: Emilio Perucca (Italy), ILAE Secretary General: Helen Cross (UK), ILAE Treasurer: Samuel Wiebe (Canada)

Partners and Collaborators
*  Special Consultative Status on the Economic and Social Council of the UN (ECOSOC)

*  Ofhcial working relations with the World Health Organization (WHO)

*  Member of the Conference of NGOs in Consultative Relationship with the United Nations (CoNGO)
*  Board Member of the European Federation of Neurological Associations (EFNA)

*  Provisional Member of the European Patients’ Forum (EPF)

*  Close working partner with the International League Against Epilepsy (ILAE)
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Income sources

* IBE’s activities are funded through membership subscriptions, congress income and grant funding from the pharma-
ceutical industry.

* In 2015, non-industry income accounted for 97.17% of all income.

* Industry funding amounted 2.83% of total income, with the highest contribution from a single company accounting
for 1.91% of total income.
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Working for people with epilepsy and those
who care for them across the globe

IBE now has 136 chapters in 103 countries

With the world population estimated at 7.1 billion,
6.3 billion people or 89% of the world’s population
live in countries served by an IBE chapter
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It has been a very busy year, full of activities, challenges and
achievements, most of which you will have heard about as they
happened. However, this is the opportunity to have a brief review
of what some of the activities that have taken place during 2015.

I was privileged to attend a number of congresses and conferences
— both regional and national — organised by IBE, IBE/ILAE, by
IBE member associations and by other supporters. These have

included:
*  3lst International Epilepsy Congress, Istanbul

*  Adriatic Neurology Forum 2015 (ANF-2015), Opatija,
Croatia

»  27th National Epilepsy Meeting Coimbra, Portugal
*  Teaching conference in Russia-Kazakhstan

*  ESBACE-Project, Kick off Meeting, Luxembourg

*  China Association Against Epilepsy Congress, Shanghai,
China

*  Indian Epilepsy Association Conference, Udaipur, India: The
role of IBE to close the treatment gap for epilepsy surgery in
South East Asian Sub-continent

The first celebration of International Epilepsy Day was on the
second Monday of February and has already been seen to be a
popular way of introducing awareness raising events as well as the
opportunity to raise funds for national associations. The theme
was Epilepsy is more that Seizures and we also continued to use this
theme for International Epilepsy Day 2015.

In order to promote epilepsy vision throughout the world and
increase awareness, IBE together with ILAE collaborated with the
World Federation of Neurology in celebrating World Brain Day
for Epilepsy on July and supported an event in Disneyland in
November.

We would like to see International Epilepsy Day being celebrated
by all IBE and ILAE chapters worldwide. By joining forces, we
can make this a reality,
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PRESIDENT'S REPORT

The Governance Task Force had a final two-day meeting in Stock-
holm in 2014 to complete its work in reviewing the Constitution
and Bye-laws. Their draft revised documents were then presented
to the Full Members for balloting and I am very pleased that it
was approved by the General Assembly at the International Epi-
lepsy Congress in Istanbul in September 2015.

This marks some very positive changes to how we operate, and

I hope it will encourage more of you to consider allowing your
names to go forward to stand for positions on the Executive Com-
mittee in the coming years.

I would like to thank Johan Falk Pedersen, Chair of the Task
Force, and the members — Susanne Lund, Sandy Finucane and
Christopher Morris-Coole for their hard work over more than 3
years.

Following the sad death of Mike Hills in 2013, a vacancy arose
on the Election Task Force and we were pleased that Shunglon
Lai agreed to join the group. Since then it has overseen the elec-
tion of the Vice Chair for the Western Pacific Region following
the untimely death of Frank Gouveia. The Election Task Force,
chaired by Susanne Lund and with members Shungon-Lai and
Pete Engel, will oversee the International and Regional commit-
tees’ elections in 2016.

The Legislation Task has encountered a number of set-backs in

its efforts to make progress. The former chair, Hanneke de Boer,
sadly passed away on 12th October 2015 and she was replaced
by Sherman Goh from Singapore. Unfortunately, a serious family
illness and bereaved meant that Sherman asked to step down for
a while and Sherman has since been replaced by Stine Str@mso
from Norway. Apart from Stine and Sherman, the other members
are Nikki Saarsteiner from Ireland, Silvia Kochen from Argentina
and Caroline Morton from the Netherlands.

In late 2014 a new entity Epilepsy Alliance Europe Ltd was reg-
istered in Europe. This was necessary in order for the Joint IBE/
ILAE Task Force to play a partnership role in applications for



funding to the EU and also in promoting partnerships worldwide
for research funds and collaboration.

The MEP interest group — European Advocates for Epilepsy — was
reformed following the EU elections in early 2014. We are now in
the process of building up the membership list of MEP support-
ers and had two meetings of the group — in September 2014 and
March 2015. At the of 2015, there were 24 MEDs in the group
but, thanks to a very successful International Epilepsy Day, by
February 2016 the number had risen to 56 — but that is for next
year’s report!

The Joint Task Force was also invited to partner on a number of
applications submitted for EU funding under Horizon2020 in
early 2015. These funding opportunities are extremely competi-
tive and with hundreds of applications for just one fund. Unfor-
tunately, none of the applications in which we were involved were
successful.

Approval of the WHA/WHO Resolution on the global burden
of epilepsy was the most important event to have happened in
the last few years. With overwhelming support of national health
ministries, the resolution was approved during the 68th World
Health Assembly in Geneva in May 26th, 2015. I was honoured,
together with the ILAE President, to attend and to speak to the
resolution during the meeting.

The support of 43 countries, many speaking on behalf of other
countries in the Region, and the co-sponsorship 19 countries,
shows the support we received worldwide. The resolution is

now an official WHO document demanding a plan of action at
national level.

The resolution sends a strong message in the international com-
munity and its government across the world about the need to
treat epilepsy as a major health priority and to establish specific
actions to address the needs of people with epilepsy. The resolu-
tion provides our members with a powerful tool to engage gov-
ernments into taking actions to improve epilepsy care, promote
public awareness, improve diagnosis, access to treatment, medical
and social services, removing disparities in epilepsy care, fighting
stigma and discrimination and promoting research.

This success would not have been possible without the three-way
partnership of IBE, ILAE and WHO in the Global Campaign
Against Epilepsy and without the hard work of IBE and ILAE
chapters across the world who were diligent in encouraging their
ministries to make statements both during the WHO Executive
Board meeting in February and at the World Health Assembly in
May.

The resolution is the most challenging action of IBE, ILAE and
WHO for many years to come. Improving health care, access

to treatment and appropriate treatment is an initial challenge.
Reducing the treatment gap and treating epilepsy effectively as a
whole is an ultimate plan.

Following the approval of the resolution it was decided among
other actions to produce an easy-to-understand information tool-
kit about epilepsy to key stakeholders groups.

Controlling all seizures and ultimately curing epilepsy is not IBE’s
and ILAE’s dream but also that of all people with epilepsy in the
world.

One of the major obstacles that will face IBE — and I know that
many other organisations are similarly challenged — is the increas-
ing difficulty in identifying financial support. The lack of emerg-
ing new epilepsy drugs, coupled with the high number of drugs
coming off patent and falling congress delegate numbers means
that IBE is struggling to achieve year end surpluses.

We are working to identify new funding opportunities and to this
end we contracted a consultancy firm to look at our present per-
formance and to advise us on future direction. We hope that this
will help us to ensure IBE’s future health. Nevertheless, we should
be prepared to sacrifice funds in order, not only to make plans,
but also, to be able to execute our decisions.

Building on previous IBE and IBE stakeholders activities we are
looking forward for more successes in the future. On reducing
the treatment gap several actions should be taken at regional and
national level to improve care, appropriate care and quality of
life of people with epilepsy. An additional effort should be made
to protect their human rights based on international accepted
standards.

Athanasios Covanis
President
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FINANCIAL REPORT

Year ended 31st December 2015
With comparative totals for 2014

INCOME

EXPENDITURE

OPERATING (DEFICIT)/SURPLUS FOR YEAR

Year ended 31st December 2015
With comparative totals for 2014

CURRENT ASSETS
Debtors
Cash in hand and at bank

Amount held on behalf of the IBE/ILAE Joint Task Force

CREDITORS (Amounts falling due in one year)
NET CURRENT ASSETS

NET ASSETS

CAPITAL AND RESERVES
General Reserve

Restricted and designated funds

The financial statements were approved on 14 September 2016 and
signed by:
Athanasios Covanis, President

Ann Little, Executive Director
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2015
US$

1,167,067

(1,202,263)

(35,196)

2015

US$

143,122
2,408,380

104,606

2,656,108

(340,120)

2,315,988

2,351,183

2,260,335

55,653

2,315,988

2014
USs$

811,656

(1,407,579)

(595,923)

2014

US$

63,129
2,474,325

152,760

2,690,277

(339,094)

2,351,183

2,351,183

2,321,824

29,359

2,351,183



Year ended 31st December 2015
With comparative totals for 2014

INCOME

Congtess income received

Congtess income receivable

Corporate donations

IBE/ILAE JTF management fee
IBE/ILAE JTF reimbursement of expenses (IBE 50%)
Membership dues and solidarity fund

Investment income
EPICURE grants

Miscellaneous income

Restricted gifts and donations

EXPENDITURE
Congtess expenditure
Office expenses
Printing and postage
Travel

Global Campaign costs
Accountancy fees
Audit fees
Administrator costs
Staff costs

Bank charges

Rent

Promising Strategies
Website costs

IBE JTF expenditure
Professional fees

Task Forces

Loss of foreign exchange

2015
Us$

1,046,872-
10,720
16,720
41,454
13,832

3,885
11,250

22,334

1,167,067

680,049
11,805
347
30,834
20,018
5,758
14,995
26,138
140,094
1,207
17,913
6,732
5,660
40,032
20,234

1,086,454

180,447

1,407,579

2014
US$

520,883
205,318
20,041
13,406
10,609
14,000
22,500-
4,899

811,656

716,842
21,230
342
89,844
22,500
4,937
7,213
64,809
90,015
1,400
22,433
11,321
1,860
13,4006-
11,027
7,275

1,593,083
321,125

1,564,009
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o NANC'AL REPORT continued

NOTES TO THE FINANCIAL STATEMENTS
FOR THE YEAR ENDED 31 DECEMBER 2015

The IBE/ILAE Joint Task Force programme is a joint 50:50 initiative of the International Bureau for Epilepsy (IBE) and the International
League Against Epilepsy (ILAE). Its aim is to raise the profile of epilepsy across Europe by undertaking new research and educational
activities. The initiative received corporate sponsorship and the fund is jointly owned by IBE and ILAE. IBE administer the programme
and the fund, and received a management fee of US$16,720 (2014: US$20,041).

2015 2014

Us$ Uss$

Opening balance 152,760 200,661
Bank interest received 781 1,493
Expenditure incurred (48,935) (49,394)
Closing balance 104,606 152,760

The International Bureau for Epilepsy and the International League Against Epilepsy (ILAE) engages the services of a contracted
International Director of Meetings (IDM) under the terms of an Agreement dated 2 February 2010. The IDM is charged with the
organisation of various European and International Congresses.

The 2014 financial statements reflect the portion of assets, liabilities, net revenues and expenses held by the International Director of
Meetings on behalf of the International Bureau for Epilepsy. An analysis of the proportion of congress assets, liabilities, income and
expenses applicable to the Bureau is as follows:

2015 2014

US$ uss

Cash at bank 439,146 243,890
Debtors and prepayments 139,652 62,332
Creditors (43,1006) (13,276)
Bank overdraft (79,068) (50,633)
Deferred income (50,305) (63,523)
IDM-Congtess income received 1,046,872 726,201-

IDM-Congtess expenses (680,049) (716,842)
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HIGHLIGHTS OF THE YEAR

5 y INTERNATIONAL EPILEPSY DAY
is launched!

The launch of International Epilepsy Day in February 2015
marked the culmination of a long held aspiration for an annual
global awareness day for epilepsy.

International Epilepsy Day is the opportunity for all stakehold-
ers to join together and speak with one global voice. Organised
by the two largest and respected epilepsy organisations, covering
both the social and medical aspects of epilepsy, this annual day is
already developing into a major event to highlight the need for
improved services for people with epilepsy and increased research
into the causes of epilepsy and the development of new and in-
novative treatments.

The objectives for International Epilepsy Day are:

*  to raise awareness of the disease at international and govern-
ment level as well as in the general public

*  to strengthen the epilepsy movement by uniting epilepsy as-
sociations in a worldwide campaign

*  to raise visibility on epilepsy and encourage discussion about
epilepsy

*  to provide epilepsy associations with a significant fundraising
opportunity.

International Epilepsy Day was celebrated by IBE and ILAE

chapter across the world as well as in the European Parliament in

Strasbourg, with over 100 MEPs attending a special Reception to

mark the event.
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A 'selfie’ campaign on IBE's Social Media streams with the
hashtag #epilepsyday caught the imagination of people with epi-
lepsy and those who care for them right around the world, with
some stunning images uploaded to Facebook.

It was most significant that WHO also recognised the day with an
important video on epilepsy placed on its website homepage.

International Epilepsy Day will continue to be celebrated each
year on the 2nd Monday of February.

Newletters, Ezines and Websites

Our quarterly magazine — International Epilepsy News — together with special congress issues, regular
Ezines and our websites: ibe-epilepsy.org, globalcampaignagainstepilepsy.org, epilepsy.org and epilepsy-
allianceeurope.org are the principal media organs of IBE. They carry news of international events and

information on IBE activities, while at the same time providing platforms to promote initiatives and
achievements of IBE chapters. Our Facebook and Twitter accounts give instant news updates.
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RESOLUTION

Tuesday 26 May, 2015, will be remem-
bered as a historical date for all those

working to improve the quality of life of
people with epilepsy and those who care
for them. On that date, the World Health
Assembly approved the WHO Resolution
on the Global Burden of Epilepsy, which
calls for UN Member States to:

1. strengthen effective leadership and
governance to address the specific
needs of people with epilepsy, and
make resources available as necessary
to implement evidence-based plans
and actions;

2. introduce and implement national
health care plans of action for epilepsy
management, aiming to overcome
inequalities and inequities in health,
social and other related services;

3. integrate epilepsy management into
primary health care where appropriate
to reduce the treatment gap, by train-
ing non-specialist health care provid-
ers and by empowering people with
epilepsy and their carers for greater
use of specified self and home care
programmes;

4. improve accessibility to and promote
affordability of safe, effective and

quality-assured antiepileptic medicines;
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5. ensure public awareness of and educa-
tion about epilepsy, in particular in
primary and secondary schools, to
help to reduce the misconceptions,
stigmatization and discrimination
regarding people with epilepsy and
their families;

6. promote actions to prevent causes of
epilepsy, using evidence-based
interventions;

7. improve investment in epilepsy re-
search and increase research capacity;

8. engage with civil society and other
partners in these actions.

How the resolution developed

Approval of the Resolution represents a
major success for IBE, ILAE and their
long-standing partnership with WHO. For
some time, IBE, ILAE and their members
have been working tirelessly to sensitize
national governments about the need to set
up a coordinated effort against epilepsy.

Responding to these calls, the People’s
Republic of China took the lead in late
2014 by drafting a Resolution calling for a
global action to be implemented under the
umbrella of WHO and in partnership with
ILAE and IBE.

The draft received early co-sponsorship by

Photo: Thanos Covanis, IBE President; Shekhar
Saxena, WHO; Shichuo Li, IBE/ILAE Global
Outreach; Tarun Dua, WHO; Emilio Perucca,
ILAE President; Brooke Short, WHO; Ann Little,
IBE; Alla Guekht and Mary Secco, Co-chairs
ILAE/IBE/WHO Global Campaign Against
Epilepsy, at the WHO Building in Geneva.

the Russian Federation, and many other
countries soon joined in expressing their
support.

In February 2015, the 136th Executive
Board meeting of WHO voted unani-
mously to recommend that the Resolution
be approved by the 68th World Health
Assembly. The level of support that the
Resolution received at the World Health As-

sembly was overwhelming.

Between the meeting of the Executive
Board and at the World Health Assembly,
a total of 43 countries made strong state-
ments in favour of the Resolution and
expressed commitment to step up actions
against epilepsy. Remarkably, 19 countries
requested to be named as co-sponsors of
the Resolution. Further supportive state-
ments were made by WHO itself and by
civil organizations accredited with WHO,
including, in addition to IBE and ILAE,
the World Federation of Neurology and
Health Action International.



Ensuring implementation of the
Resolution?

The resolution provides a powerful tool

to engage national governments into
implementing effective actions to improve
medical and social services for people with
epilepsy, promote public awareness about
epilepsy and allocate resources to epilepsy
research.

The Joint ILAE-IBE Global Outreach Task
Force has already worked on recommenda-
tions to assist all stakeholders, including
IBE and ILAE Chapters, in ensuring the
Resolution translates into effective actions.

Other activities include meetings and

workshops to facilitate the involvement of L. Albania_ 23. Malaysia
stakeholders, including policy makers, and 2. Argentina 24. Maldives
the engagement of national and interna- 3. Australia 25' Malta
4. Azerbaijan '
~ B _ 5. Bahrai 26. Nepal
Co-sponsoring countries anrain 27. Panama
1. A ti 6. Benin (on behalf of 47 '
. Argentina Memb ; 28. Poland
. embers of AFRO region , ]
2. Australia . 29. People’s Republic of
7. Brazil L
3. Canada 8. Canada China
4. Ghana ' . 30. Republic of Korea
. 9. Czech Republic .
5. Georgia . . 31.Romania
10. Democratic Republic of . .
6. Greece Congo 32. Russian Federation
7. Islamic Republic of Iran 11. Egypt 33. Saudi Arabia
8. Japan 12. Georgia 34.Suriname
9. Italy 13.Ghana 35. Swaziland
10. Malaysia 14. Greece 36. Taiwan China
11. Maldives 15. India 37.Tanzania
15 :;/Ialta 16. Islamic Republic of Iran 38.T_hai|and
-ranama ] _ 17.1Iraq (on behalf of 21 39. Timor-Leste
14. People’s Republic of China Members of EMRO region) 40. United Kingdom
15.Romania 18. Indonesia 41.United States of America
16. Russian Federation 19.Italy 42.Uruguay
17. Théiland. 20. Japan 43.Venezuela
18. United Kingdom 21. Lebanon
\_ 19.Venezuela ) \_ 22.Llithuania Y,

tional institutions in order to achieve the
goals of the Resolution. All these activities
will be conducted in close partnership with
WHO. Importantly, the Resolution calls
for the WHO Director General to identify
the relevant best practices to address the
burden of epilepsy and to develop, in
consultation with relevant stakeholders, a
set of technical recommendations guiding
Member States in the development and
implementation of epilepsy programmes
and services. The Resolution also requests

WHO to provide technical support

to Member States in actions for epi-
lepsy management, especially in low- and
middle-income countries.

These are great times for all those who
work towards ensuring better lives for
people with epilepsy. The Resolution is just
the beginning — it now our duty to exploit
this unprecedented opportunity to its
upmost potential.

By working together, there are no limits to
what we can achieve!

-~

Countries statements in support of the Resolution

~

PAHO Strategic Plan for Epilepsy in the Americas

Launched in 2011, the 10-year PAHO Strategic Plan for the
Americas has already resulted in significant initiatives aimed at
highlighting the treatment gap and establishing ways to improve
services. In late 2014, a meeting in Buenos Aires took stock of
achievements to date and made plans for the future. Since then
several other meetings have taken place and initiatives launched at

the national level.

The Chilean League Against Epilepsy has been approved
as a WHO Collaborating Centre; PAHO has completed

a listing of essential antiepileptic drugs; and a number of

educational workshops have taken place.

The 10-year plan has now reached it's midway point and indica-
tions are that it will continue to impact positively on the lives of
people with epilepsy and those who care for them in the region.

The three-way relationship between IBE, ILAE and

PAHO remains a strong force in
working to improve conditions
. for those living with epilepsy

& in North, Central and South

America.



The Governance Task Force completed a major review
of the Constitution and Bye-Laws with amended text
presented to the International Executive Committee and
the Regional Committees for comment and approval.
The documents were then circulated to the Full Mem-
bers for balloting, with the final approval taking place
during the IBE General Assembly Meeting in Istanbul,
September 2015. The principal changes include:

Members become Chapters

When the Constitution was adopted on 31 December
2004, one of the changes introduced was a change of
title from Chapter and Friend to Full and Associate
Member. Until then, both IBE and ILAE had used the
term Chapter in referring to its voting membership.
The Governance Task Force suggested that the Consti-
tution and Byelaws revert to the old term Chapter, in
relation to voting members, and to introduce the title
Associate Chapter for non-voting members. Applicant
associations, whose membership has not yet been fully
ratified, would be described as Provisional Chapters.

Election Procedures

The revised procedures deal, in particular, with the
lobbying process, allowing a much greater level of
lobbying by candidates. The Task Force also simplifies
some of the procedures in order to encourage a higher
level of participation in the election process by Full
Members - from the nomination process, through to
balloting and election.

The changes ratified by the then Full Members, (now
Full Chapters) are in place for the elections beginning
in late 2016, to elect the International Executive Com-
mittee and the Regional Executive Committees for the
term 2017-2021.

Staggering of Board Terms

Continuity of knowledge and expertise is very impor-
tant for the smooth running of an organisation. To
address this, the Governance Task Force recommended
a staggering of the four-year term of office, beginning
with the term 2017-2021. The Regional Vice Presi-
dents will serve for a two-year term, while the positions
will have a four-year term, in order to begin the stag-
gering process.

There will be a further election in 2019 for a 4-year
term for Vice Presidents. In addition, the elected Re-
gional Vice Presidents will be deemed to be the Chair

'~ of their Regional Executive Committee.

Promising Strategies was set up 11 years ago to support IBE chapters with financial funding
for projects aimed at improving life quality for people with epilepsy. We have already
given support to 81 projects in 38 countries, with total funding of US$330,000. It is one

of our most successful and rewarding projects helping hundreds of people with epilepsy
in their struggle for a better life.

We have funded campaigns to inform and raise awareness about epilepsy in the general
public, schools and government departments, and educated people with epilepsy about

their condition. Skills training has formed a major element of the program, empowering
people with epilepsy to become self-sufficient. Preparations are underway to review the
application process in advance of the call of the next round of funding.
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During the General Assembly in September, members were
invited to discuss the new Strategic Plan for IBE that has been
prepared by a small Task Force comprising Philip Lee (UK), Phil
Gartone (USA), Sari Tervonen (Finland) and Ann Little (Ireland).
In preparing the document, the group carefully considered the
priorities that best reflected future direction for IBE and the goals
that could be aimed for over the following years.

CORE VALUES

©  We are passionate about improving quality of life for people
facing a diagnosis of epilepsy

©  The person with epilepsy is our primary stakeholder and all
we do is focused on helping that person

©  We work collaboratively with our partner epilepsy related
organisations, professional, lay and governmental

© W are transparent and democratic in our governance and
decision-making

OUR GOALS

1. Make epilepsy a worldwide health concern and
priority

©  To advocate with WHO and the UN to recognise epilepsy as
a worldwide need and to develop a global action plan for IBE
advocacy with WHO in collaboration with partner epilepsy
organisations.

©  To encourage each IBE member country to report on prog-
ress on strategic global outreach targets to IBE and to regu-
larly share information with WHO and others on progress.

©  To share and promote accurate, up to date information about
the impact of epilepsy in different regions, through websites,
social media, newsletters and conferences.

2. Advocate for improved human and civil rights for
people with epilepsy worldwide

©  Create and share model legislation and guidelines with IBE
chapters, and offer mentoring to member countries from
those who have successfully made impact.

©  Encourage member countries to implement legislative
changes to promote civil rights for people with epilepsy and
encourage regions to identify epilepsy-focussed human and
civil rights goals for their member organisations.

3. Provide resources for people with epilepsy and the
families to maximize quality of life

©  Provide accurate information exchange on evidenced based
best practices in self-management of epilepsy, epilepsy in
schools, youth and young adult programs, and other identi-
fied programs.

©  Promote the use of electronic and social media to inform and
exchange information and create communities among people
affected by epilepsy.

The document was discussed as part of a special workshop held
during the congress in Istanbul, prior to the General Assembly
Meeting and comments and suggestions for change were brought
back to the Task Force. The suggestions of the members (chapters)
have since been incorporated in the document, which is currently
in the process of electronic approval by the chapters.

Priorities, values and goals are as follows:

STRATEGIC PRIORITIES
Epilepsy is a health priority worldwide

©  Human and civil rights of people with epilepsy are enhanced
and protected worldwide

©  People with epilepsy are empowered to maximise quality of
life

©  Promotion of research into prevention, treatment, care and
consequences of epilepsy

©  Seek support to allow lay organisations and people with
epilepsy to attend international and regional meetings.

©  Assist with the development of new chapters in areas that are
not currently served and encourage youth councils in mem-
ber organisations.

4. Promote prevention and research focused on care and
treatment of epilepsy and its consequences worldwide

©  Encourage chapters to pursue awareness and education cam-
paigns about current concerns of epilepsy, prevention, need
for better treatment for those affected.

©  Promote the prevention of epilepsy; access to currently avail-
able treatments and the value of research and new therapies
to stop seizures and cure epilepsy.

5. Improve the unity, sustainability, and communica-
tion of the IBE

©  Evaluate means of financial support for IBE and make rec-
ommendations for changes to improve IBE’s financial status,
sustainability and independence.

©  Create representative inter-regional and cross-regional task
forces for each IBE goal to foster inter-organisational mentor-
ing, best practice exchange, and to support the development
of action plans and recommendations on standards and
strategies for action for regions, for countries, and for IBE.

©  Urtilize electronic platforms for meetings within regions and
cross regionally to promote information exchange and to sup-
port the creation of collaborative learning groups.

©  Establish a mentoring program where chapters offer to pro-
vide information exchange.

©  Utilize all communications vehicles to implement goals.
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CONTACT DIRECTORY

Offices, Committees, and Task Forces 2013-2017

IBE HEAD OFFICE

Mrs Ann Little,

IBE Executive Director,
ibeexecdir@eircom.net

7 Priory Office Park

Stillorgan Road, Blackrock

Co Dublin, A94 FN26, Ireland.
T: +353 1 210 8850
ibeexecdir@eircom.net
www.ibe-epilepsy.org

CONGRESS OFFICE
IBE/ILAE Congress Secretariat
7 Priory Office Park

Stillorgan Road, Blackrock

Co Dublin, A94 FN26, Ireland.
T: +353 1 205 6720
info@epilepsycongress.org
www.epilepsycongress.org
INTERNATIONAL
EXECUTIVE COMMITTEE
President

Dr Athanasios Covanis (Greece)
dracovanis@gmail.com

Secretary General
Mrs Sari Tervonen (Finland)
sari.tervonen@epilepsia.fi

Treasurer
Mr Robert Cole (Australia)
robertlcole@outlook.com

Immediate Past President
Mr Mike Glynn
mikeglynn0@gmail.com
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Regional Vice Presidents:
Africa
Mr Anthony Zimba (Zambia)

anthonymzmb@gmail.com

Eastern Mediterranean
Dr Najib Kissani (Morocco)
najibkis@gmail.com
Europe

Dr Janet Mifsud (Malta)
janet.mifsud@um.edu.mt
Latin America

Dr Lilia Ntifiez Orozco (Mexico)
lilianuor@yahoo.com
North America

Mr Philip Gattone (USA)
pgattone@efa.org

South East Asia

Dr MM Mehndiratta (India)
mmehndi@hotmail.com
Western Pacific

Dr Ding Ding (China)
dding99@yahoo.com

ILAE Representatives
Prof Emilio Perucca, President
Prof Helen Cross, Secretary General

Prof Samuel Wiebe, Treasurer

REGIONAL CHAIRS
Africa

Mr Youssouf Noormamode
(Mauritius)
edycs.org@intnet.mu

Eastern Mediterranean

Dr Chahnez Triki (Tunisia)
chahnez08@gmail.com
Europe

Ms Anastasia Vassou (Greece)
graaepil@otenet.gr

Latin America

Dr Tomds Mesa (Chile)
tomasmesalatorre@gmail.com
North America

Mrs Mary Secco (Canada)
mary@epilepsysupport.ca
South East Asia

Dir Parthasarthy Satishchandra (India)
drpsatishchandra@yahoo.com
Western Pacific

Mrs Denise Chapman (Australia)
denisechapman54@icloud.com

TASK FORCES

Elections Task Force

Chair: Mrs Susanne Lund (Sweden)
susanne.lund@epilepsi.se
Members: Shunglon Lai (Taiwan)
and Jerome Engel Jr (USA)
Legislation Task Force

Contact: Mrs Stine Stine Jakobsson
Stromse (Norway)
stine.stromso@hotmail.com

IBE-ILAE INITIATIVES

Global Outreach

IBE co-chair: Mrs Mary Secco
mary@epilepsysupport.ca
Global Campaign Against
Epilepsy

Co-chairs: Dr Athanasios Covanis,
dracovanis@gmail.com

Prof Emilio Perucca
perucca@unipv.it
www.globalcampaignagainstepilepsy.org
Epilepsy Alliance Europe
Task Force

Administration: Mrs Ann Little
Co-chairs: Dr Athanasios Covanis,
Dr Philippe Ryvlin

Members: Mrs Sari Tervonen,

Dr Chantal Depondt, Mr Philip
Lee, Dr Meir Bialer, Mr Gay
Mitchell, Dr Christian Elger
www.epilepsyallianceeurope.org

International Epilepsy Day
Celebrated annually on the 2nd
Monday in February
www.epilepsy.org

IE NEWS EDITOR
Editor: Mrs Ann Little (Ireland)
ibeexecdir@eircom.net



Chapters and Associate Chapters - Listed by Region

AFRICA

CAMEROON

Association Camerounaise con-
tre ’Epilepsie

S/c Coordination Diocésaine de la
Santé, Bafia

Cameroon

T: +23774333375
santbafla@yahoo.fr

Contact: St. Marie Christine Long

ASSOCIATE CHAPTER
Community Development and
Epilepsy Foundation (CODEF)
c/o Board Chair Mr David Ntuchu,
Full Gospel School of Health and
Biomedical Sciences,

PO Box 45 Bamenda, NWR,
Cameroon

T: +(237) 67 507 4442
codefcameroon2002@gmail.com
Contact: Mr Nsom Kenneth Ninying

CONGO, DR

ASSOCIATE CHAPTER
MHCD Centre for the Preven-
tion and Treatment of Epilepsy
Luvungi Naturopathic Hospital
Luvungi/Uvira, DR Congo

T: +243 994 931 840
moulymasu@gmail.com
www.mhcdafrica.org

Contact: Dr Luc Mulimbalimba-
Masururu

ETHIOPIA

Epilepsy Support Association of
Ethiopia

PO Box 25516, Code 1000

Addis Ababa, Ethiopia

T: +251 1553617
dr.zenebe.gedlie@ethionet.et
Contact: Dr Zenebe Damtie

GAMBIA

Gambia Epilepsy Association
P.O.Box 2230

Serrekunda, The Gambia

T: +220 9955 414
gambiaepilepsy@yahoo.co.uk
Contact: Mr Paul Colley

GHANA

Ghana Epilepsy Association
PO Box SD 233

Stadium, Accra, Ghana

T: +233 2166 5421 ext 4420
ayisu@hotmail.com
agbleleo@yahoo.com

Contact: Mr Paul Ayisu
Alternate: Mr Leonard Agbley

KENYA

Kenya Association for the Welfare
of People with Epilepsy (KAWE)
P.O. Box 60790, 00200 Nairobi,
Kenya. T: +254 0722 594 268
omiyanji@yahoo.com
Rosemary@kawe-kenya.org
www.kawe-kenya.org

Contact: Dr Osman Miyanji

MALAWI

Malawi Epilepsy Association
PO Box E681, Postdotnet, Blantyre
Malawi. T: +265 999 020469
amos_action@yahoo.co.uk
Contact: Mr Action Amos

MAURITIUS

EDYCS Epilepsy Group

442 Boulevard Rivaltz

Port Louis, Mauritius

T: +230 2081904
edycs.org@intnet.mu
hetp://edycsepilepsy.intnet.mu
Contact: Mr Youssouf Noormamode

NAMIBIA

Epilepsy Namibia

PO Box, 11822 Klein Windhoek
Namibia. T: +264 813 226834
namep@epilepsynamibia.org
www.epilepsynamibia.org
Contact: Ms Harmiena Riphagen
NIGER

LNCEMNMC

Service de Psychiatrie, Hopital Na-
tional de Naimey, BP238 Niamey,
Niger. T: +227 72 24 42
djibo.doumamaiga@gmail.com
Contact: Dr Djibo Douma

EASTERN MEDITERRANEAN

EGYPT

Egyptian Epilepsy Association
40 Safeya Zaghlol Street
Alexandria 21111,

Egypt

T: +203 303 3338
drhassanhosny@yahoo.com
Contact: Dr Hassan Hosny

IRAN

Iranian Epilepsy Association
No 1352, Resalat Exp,
Tehran, Iran

T: +982 188 463271
iranepi@gmail.com

Contact: Dr Gharagozli

LEBANON

Association of Care of People
with Epilepsy

Hobaika Bldg, 1st Floor
Qayaa’al Wosta

Lebanon

T: +961 7 731383
epilepsyl@hotmail.com
aelassi90@gmail.com

Contact: Mrs Manar Sawwan

NIGERIA

Epilepsy Association of Nigeria
No 2 Weeks Road by 84 Asa
Road Aba, Abia State, Nigeria

T: +234 708 1832837
drmohaniclinic@yahoo.com

Contact: Dr SE Nwakwue

SENEGAL

Ligue Senegalaise contre I'Epilepsie
Clinique Neurologique

Centre Hospitalo-Universitaire de
Fann, BP 5035 Dakar-Fann, Senegal
T: + 221 33 824 18 00
agallodiop@gmail.com
Isce@orange.sn

Contact: Prof Amadou Gallo Diop/
Prof Moustapha Ndiaye

SIERRA LEONE

Epilepsy Association Sierra Leone
8 Mansaray Street Rokupa

PO Box 38, Freetown, Sierra Leone
epilepsysl2014@gmail.com
www.epilepsyassocsl.org

Contact: Mr Max Bangura

SOUTH AFRICA

Epilepsy South Africa

Postnet Suite #131, Private Bag X3,
Bloubergrant, 7443, South Africa
T: +27 21 556 3753
nationaldirector.no@epilepsy.org.za
www.epilepsy.org.za

Contact: Ms Marina Clarke
SWAZILAND

Swaziland Epilepsy Organisation
PO Box 7220, Mbabane H100,
Swaziland

T: +268 4047028/ +268 76037032
admin@epilepsy.org.sz
www.epilepsy.org.sz

Contact: Mr Mbusomuni Mahlalela
TANZANIA, UNITED REPUBLIC OF
POCET

PO Box 65293, Dar Es Salaam,
Tanzania. T: +255 754 822 517
basamwenel @yahoo.com

Contact: Mrs Aisia Matowo Mrema

ASSOCIATE CHAPTER

Avance School & Association for
Epilepsy and Special Needs
Lebanon - Beirut

Tel: 09613772317

T: +9613772317

Mob: +96171022044

E: epilepsie.liban@hotmail.com
Contact: Mrs Arlette Honein

TOGO

ASSOCIATE CHAPTER
Clinique de Epilepsie

155 Carrefour de Rio 11

B.P. 75 Lomé

Togo

T: +228 22403018
kosodjehoun@yahoo.fr
Contact: Dr Kokou Sodjéhoun

UGANDA

Epilepsy Support Association
Uganda (ESAU)

Plot 695 Gombe B

Off Kayunga-Kinoni-Wakiso Rd
Wakiso Town Council

PO Box 16260,

Wandegeya

Kampala

Uganda

T: +256 772 450 383
mugarura2012@gmail.com
www.epilepsy.org.ug

Contact: Mr Augustine Mugarura
ZAMBIA

Epilepsy Association of Zambia
Amanda Ethu Building
Kalundwe Road

PO Box 32443

Lusaka

Zambia

T: +260 977 789042
cazepilepsy@hotmail.com
Contact: Mr Anthony Zimba

ZIMBABWE

Epilepsy Support Foundation

43 St. David Road

Hatfield Harare

Zimbabwe

T: +263 4 571 225
epilepsyzimbabwe@gmail.com
www.epilepsyzimbabwe.co.zw
www.epilepsy.org.ug

Contact: Ms Rutendo Gwatinyanya

MOROCCO

Association Marocaine contre
PEpilepsie

BP 7010 Sidi Abbad

40080 Marrakech, Morocco

T: +212 663 081 035
najibkis@gmail.com

Contact: Prof Najib Kissani
TUNISIA

Tunisian Epilepsy Association
Child Neurology Dept., EPS Hedi
Chaker 3029 Sfax, Tunisia

T: +21 674 242 564
chahnez08@gmail.com
Contact: Dr Chahnez Triki

Annual Report 2015



EUROPE

ALBANIA

Shogqata “Epilepsia"

Sherbimi I Neurologjise, QSUT
“Nene Tereza”

Tirane, Albania

T:+355 69 20 59251
janazekja@gmail.com
epialbania@live.com

Contact: Prof llirjana Zekja

AUSTRIA

Epilepsie Dachverband Osterreich
(EDO)

Wichtelgasse 55/17-20

1170 Wien, Austria

T: +431 4895278
office@epilepsie.at
www.epilepsie.at

Contact: Mrs Liselotte Kastl-Soldan
BELGIUM

Belgian League Against Epilepsy
(Flemish and French Division
Epilepsie Liga,

De Pintelaan 185

9000 Gent, Belgium

T: +32 9 222 0404
oostvlaanderen@epilepsieliga.be/
vle@epilepsieliga.be
www.epilepsieliga.be

Contact: Ms Claudine Van Daele
BULGARIA

Association of Parents of
Children with Epilepsy
Triadica district

Strelbishte Bl 10

entr. G floor 7 ap 67

Sofia 1408, Bulgaria

T: + 359 2 90 000 40
frde@abv.bg

www.frde.org

Contact: Mrs Veska Sabeva

CROATIA

Croatian Association for Epilepsy
General Hospital “Sveti Duh”
Sveti Duh 64

10000 Zagreb

Croatia

T: +38 513 712 143
ivan.bielen@zg.htnet.hr
www.epilepsija.hr

Contact: Dr Ivan Bielen
CYPRUS

Cyprus Association of Support
for People with Epilepsy

8 Epidavrou Street,

2114 Nicosia, Cyprus

T: +357 9941 2779
antigoni@cytanet.com.cy
Contact: Mrs A Kallimachou

CZECH REPUBLIC
Spole¢nost “E”

Liskova 3 4200,

Prague 4

Czech Republic.

T/F: +4202 4172 2136
info@spolecnost-e.cz
www.spolecnost-e.cz

Contact: Mrs Alena Cervenkova
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ASSOCIATE CHAPTER
EpiStop

Videnska 800, Praha 4,
14059 Czech Republic

T: +420 26108827
info@epistop.cz

Contact: Ms Lucie Pomajslova
DENMARK

Dansk Epilepsiforening
Store Grabrodrestrade 10, 1.
DK-5000 Odense C,
Denmark

T: +45 6611 9091
epilepsi@epilepsiforeningen.dk
Per@epilepsiforeningen.dk
Contact: Mr Per Olesen
ASSOCIATE CHAPTER
Danish Epilepsy Centre
Borneambulatoriet

1 Epilepsihospitalet,

Dr Sells vej 23,

4293 Dianalund, Denmark
T/F: +45 582 64200
filadelfia@filadelfia.dk
vst@filadelfia.dk
www.filadelfia.dk

Contact: Mrs Vibeke Stubbings

ESTONIA

Estonian Epilepsy Association
Puusepp St 2, 51014 Tartu
Estonia

T: +372 7318515

Inga. Talvik@kliinikum.ee
Contact: Ms Inga Talvik
FINLAND

Epilepsialiitto

Malmin Kauppatie 26,
FIN-00700

Helsinki, Finland

T: +358 93508230
epilepsialiitto@epilepsia.fi
www.epilepsia.fi

Contact: Mrs Sari Tervonen
FRANCE

Comité National pour I’Epilepsie
13 rue Fremicourt

75015 Paris, France

T: +33 1 47 836536

E: benoit.martin@univ-rennesl.fr
www.epilepsies.fr

Contact: Mr Benoit Martin
ASSOCIATE CHAPTERS
Epilepsie-France

133 rue Falgui¢re,
Batiment D

75015 Paris, France

T/F: +33 153 806 664
www.epilepsie-france.fr
sonia.martial583@orange.fr
Contact: Ms Sonia Martial
Handicapacités

115 rue de 'Abbé Groult
75015 Paris, France

T: +33 614 498 571
contact@handi-capacites.eu

www.handi-capacites.cu
Contact: Mrs B Bonard Breack

GEORGIA

Epilepsy Environment Association
of Georgia

Dept of Neurology

Thilisi State Medical University
Jacob Nicoladze str. 6 appt 22
380079 Thilisi

Georgia

T: +99 599 253 551
natelaokujava@yahoo.com
Contact: Dr Natela Okujava

ASSOCIATE CHAPTER
Georgian Society of Young
Epileptologists

Institute of Neurology & Neuro-
psychology,

83 Vaja Phavela Str

Thilisi

Georgia

T: +99 532 291 29 47
irinatoidze@yahoo.com
Contact: Dr Irina Toidze

GERMANY

Deutsche Epilepsievereinigung eV’
Zillestrasse 102

D-10585 Berlin

Germany

T: +49 30342 4414
info@epilepsie-vereinigung.de
www.epilepsie-vereinigung.de
Contact: Ms Anne Sohnel
ASSOCIATE CHAPTER
Ingeressenvereinigung fur
Anfallskranke in Koln eV
Hoeninger Weg 361

D-50969, Koln,

Germany

T: +49 221 3605767
info@epilepsie-online.de
Contact: Mr Tomas Porschen
GREECE

Greek National Association
against Epilepsy

Egiou 13, 11527 Goudi
Athens

Greece

T: +302107705785
graaepil@otenet.gr
www.epilepsy-greece.gr
Contact: Dr Athanasios Covanis
HUNGARY

Association for the Future of
People with Epilepsy in Hungary
Lenkey u.7

Budapest H-1184, Hungary
z.mayal 5@gmail.com
www.epilepszis.hu

Contact: Ms Marianna Imréné

ICELAND

LAUF - Icelandic Epilepsy Assoc
Hartun 10b

105 Reykjavik

Iceland

T: +354 551 4570

lauf@vortex.is

www.lauf.is

Contact: Ms Frida Bragadottir

IRELAND

Epilepsy Ireland

249 Crumlin Road

Dublin 12

Ireland

T: +353 1455 7500
pmurphy@epilepsy.ie
www.epilepsy.ie

Contact: Mr Peter Murphy
ISRAEL

Israel Epilepsy Association
4 Avodat Yisrael

Box 1598

Jerusalem 91014

Israel

T: +97 2 5000283
epilepsy.il@gmail.com
Contact: Ms Bracha Erlich
ITALY

Associazione Itaniana contro
I’Epiessia (AICE)

ViaT Marino 7

20121 Milan

Ttaly

T: +393928492058
assaice@iperbole.bo.it
www.aice-epilessia.it

Contact: Dr Giovanni B Pesce
ASSOCIATE CHAPTER
Federazione Italiana Epilessie (FIE)
Via Fontana, 11,

20122 Milano

Ttaly

T: +39 339 85 81 510

T: +39 02 55 16 820
presidenza@fiepilessie.it
borroni.simona@gmail.com
info@fiepilessie.it
www.fiepilessie.it

Contact: Mrs Simona Borroni

KAZAKHSTAN, REP OF
SVS NEVRO

G. Almaty Street,

Tulebayeva 38

050004 Republic of Kazakhstan
info@svsmedical.kz

www.ibe.kz

Contact: Dr Sergey Savinov

LITHUANIA

Lithuanian Society of People
with Epilepsy and their Sponsors
Kaunas University Hospital
Dept of Microneurosurgery
Eiveniu 2

LT-3007 Kaunas

Lithuania

T: +370 37 326 727
epilepsy.lsmu@gmail.com
Contact: Dr Arunas Kobakas

ASSOCIATE CHAPTER
LESIA

Saltoniskiu 29/3

Vilnius LT-08105
Lithuania

T: + 370 52 760 067
epi@lesia.lt

Contact: Dr D Murauskaite



LUXEMBOURG
Association d’aide aux Personnes
Epileptiques - AAPE

17 rue Charlemagne L-1328
Luxembourg

T: + 3525255291
aape@pt.lu

Contact: Mrs Maryse Ardent
MACEDONIA, FYR
Epilepsija AURA

Ohridska 2 Bitola

7000 - FYR Macedonia
T/F: + 38 970 269 567
epilepsija_aura@yahoo.com
Contact: Mrs Ana Doneva
MALTA

Caritas Malta Epilepsy Association
7 Zenit Paul Borg Street
Attard ATD 2633, Malta

T: + 356 27436442
www.caritasmalta.org
porian@go.net.mt
msene456@gmail.com
Contact: Mr Frank Portelli

MOLDOVA

Association Supporting Children
with Special Needs

1-A, Constantin Stere str
Chisinau, MD-2009

Republic of Moldova

T: +373 69137411

F: +373 22238903
antoninagavajuc@yahoo.com
www.asccs.md/en

Contact: Dr Antonina Gavajuc

NETHERLANDS

Epilepsie Vereniging Nederland-
EVN

Postbus 8105, 6710 AC Ede
The Netherlands

T: +31 318 672772
info@epilepsievereniging.nl
www.epilepsievereniging.nl
Contact: Mr Ton Tempels
ASSOCIATE CHAPTERS
Epilepsiefonds

Postbus 270

3990 GB HoutenNetherlands
T: +31 306 344 063
info@epilepsiefonds.nl
www.epilepsie.nl

Contact: Mr Martin Boer
SEIN

Postbus 540

2130 AM Hoofddorp
Netherlands

T: +31 235 588 412
cmorton@sein.nl

www.sein.nl

Contact: Mrs Caroline Morton

Stichting Kempenhaeghe
Sterkselseweg 65

5591 VE Heezw, Netherlands
T: +31 40227 9199
bomeri@kempenhaeghe.nl
www.kempenhaeghe.nl
Contact: Mr Nicolaas Bomer

NORWAY

Norwegian Epilepsy Association
Karl Johans Gate 7

0154 Oslo, Norway

T: +47 2247 6600
nef@epilepsi.no
www.epilepsi.no

Contact: Mr Henrik Peersen
POLAND

Polish Association for People
Suffering from Epilepsy

Ul Fabryczna 57

15-482 Bialystok

Poland

T/F: +48 8565 45751
zarebski@bialan.pl
www.padaczka.bialystok.pl
Contact: Mr Tadeusz Zarebski

PORTUGAL

EPI-APFAPE

Avenida Bissaya Barreto

No 268 R/c A13000-075
Coimbra

Portugal

T/F: +239 482 865
epicoimbra@epilepsia.pt
www.epilepisa.pt/epi

Contact: Mrs Liliana Anastdcio
ROMANIA

ANBER

94 Drumul Taberei Street
Apt 34, Bucharest,

Romania

T: +4 757.212.745
anber.romania@gmail.com
Contact: Mr Gelu Stanculescu

RUSSIAN FEDERATION

All Russian Charity Foundation
“Sodruzhestvo”

Leningradskoye Shosse 114-57
Moscow 125445

Russia

T/F: +79 161 421 898
mdorofeeva@inbox.ru;
www.epileptologhelp.ru

Contact: Dr Marina Dorofeeva

ASSOCIATE CHAPTER
Association of Doctors-Epilep-
tologists and Patients

Ivana Babushkina st. 3-254
Moscow 117292

Russia

T: +7 916 616 09 58
doctorandpatient@yandex.ru
kiravoronkova@yandex.ru
www.epilepsy.medi.ru
htep://www.epilepsia365.ru/
Contact: Prof Kira Voronkova

SCOTLAND

Epilepsy Scotland

48 Govan Road

Glasgow G51 1JL

Scotland

T: +44 14142 74911
LYoung@epilepsyscotland.org.uk
www.epilepsyscotland.org.uk
Contact: Ms Lesslie Young

ASSOCIATE CHAPTERS
Epilepsy Connections

100 Wellington Street

Glasgow G2 6DH

Scotland

T: +44 141 248 4125
smaxwell@epilepsyconnections.org.uk

www.epilepsyconnections.org.uk
Contact: Ms Shirley Maxwell

Scottish Epilepsy Centre Quarriers
Quarriers Village

Bridge of Weir

PA11 3SX, Scotland

T: +44 141 445 7750
gerard.gahagan@quarriers.org.uk
www.scottishepilepsycentre.org.uk
Contact: Mr Gerard Gahagan

SERBIA

Serbian Society for Epilepsy
Dunavski kej 7/11

11000 Beograd, Serbia

T: +381 638 668 188
Contact: Dr Maria Popovic

ASSOCIATE CHAPTER
Epilepsy Association Doctors for
Support - Serbia

Bulevar Zorana Ainaica

140 11070

New Belgrade 381

Serbia

T: + 381 11 2606676
info@epilepsijagrupa.org.rs
Contact: Dr Biljana Kohen
SLOVAKIA

AURA

PO Box 70, Dubravska cesta 1
840 05 Bratislava 45, Slovakia
T: +421 907531 908
zospe.aura@gmail.com
Contact: Dr Jozef Vritil
SLOVENIA

Slovenian League Against Epilepsy
Ulica stare pravde 2 SL 1000
Ljubljana, Slovenia

T: +386 1432 9393
epilepsija@epilepsija.org
www.epilepsija.org/

Contact: Mrs Svetlana Simic

Klobucari

SPAIN

Asociatién Espariola de Epilepsia
dels Madrazo 33-37.4.3

08006 Barcelona

Spain

T: + 34 9341 7577

inn@comb.cat / 6764art@comb.cat
heep://epilepsia-ibespain.com/en/
Contact: Dr Antonio Russi
SWEDEN

Swedish Epilepsy Association

PO Box 1386

172 27 Sundbyberg

Sweden

T: +46 86694106
susanne.lund@epilepsi.se
www.epilepsi.se

Contact: Mrs Susanne Lund

SWITZERLAND

EPI-Suisse

Seefeldstrasse 84

Postfach 313, CH-8034 Zurich
Switzerland

T: +41 4348 86880
dominique.meier@epi-suisse.ch
Contact: Ms Dominique Meier

ASSOCIATE CHAPTER
Swiss Epilepsy Foundation
Bleulerstrasse 60

CH-8008 Zurich, Switzerland
T: +41 44 387 6002
www.swissepi.ch
martin.bieri@swissepi.ch
Contact: Dr Martin Bieri

TURKEY

Assocition of People with
Epilepsy and their Carers
Cerrahpasa Mah

Etyemez Tekke Sok

Merih Is Merkezi, No 45 Buro
52 Fatih

Istanbul, Turkey
T:+90-212-529 77 80

M: +90-544-625 32 58
ebru_ozturk05@yahoo.com
Contact: Ms Ebru Oztiirk

UK

Epilepsy Action

New Anstey House

Gate Way Drive, Yeadon
Leeds LS19 7XY, UK

T: + 441 132 108 800
plee@epilepsy.org.uk
www.www.epilepsy.org.uk
Contact: Mr Philip Lee
ASSOCIATE CHAPTERS
SUDEDP Action UK

12a Mill Street, Wantage
Oxon , OX12 9AQ

UK

Tel: +44 1235 772850
jane.hanna@sudep.org
https://www.sudep.org/
Contact: Ms Jane Hanna
Epilepsy Society
Chesham Lane

Chalfont St Peter
Buckinghamshire

SL9 OR]

UK

T: +44 1494 601300

www.epilepsysociety.org.uk
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LATIN AMERICA

ARGENTINA

Asociacién de Lucha Contra la
Epilepsia - ALCE

Tucumdn 3261 1189, Buenos Aires,
Argentina. T: +54 114 8620 440
asoalce@aol.com

www.alce.org.ar

Contact: Mr Gonzalez Gartland

ASSOCIATE CHAPTERS
FUNDEPI

Medrano 1970 1° B (1425)
Ciudad Auténoma de Buenos
Aires, Argentina

T: +54 114 127 0233
ramosmejia.epilepsia@gmail.com
hetp:/fwww.cefundepi.org.ar/
Contact: Dr Silvia Kochen

Asociacién Argentina de Lucha
Contra la Epilepsia - ALAE
Medrano 1970 1° B (1425)
Ciudad Auténoma de Buenos
Aires, Argentina

T: +54 114 127 0233
ramosmejia.epilepsia@gmail.com
http://alacargentina.blogspot.com.ar/
Contact: Dr Jorge Lovento

BRAZIL

Associagdo Brasileira de Epilepsia
Rua Lourengo Marques 308,
CEP 04547-100, Sao Paulo, SP
Brazil. T: +55 11 973019097
abe@epilepsiabrasil.org.br
Bruno.torres@epilepsiabrasil.org.br
www.epilepsiabrasil.org.br
Contact: Dr Bruno Torres

CHILE

Asociacién National de Ligas
Chilenas contra la Epilepsia -
ANLICHE

Patriotas Uruguayos 2236

Codigo Postal: 8340594

Santiago de Chile, Chile

T: +56 2 2699 2288
tomasmesalatorre@gmail.com
www.ligaepilepsia.cl

Contact: Dr Tomds Mesa

COLOMBIA

Fundacién Instituto de
Rehabilitacién para Personas con
Epilepsia - FIRE

Barrio Ternera, Calle 1a,
Calle del Eden, Cartagena
Colombia

T: +57 6810 300
fandinojaime@gmail.com
heep://www.firecolombia.co
Contact: Dr ] Fandifio-Franky

COSTA RICA

IBE Chapter Costa Rica

San Jose, Costa Rica
pris1980@icloud.com

Contact: Dr Priscilla Monterray
Alvarez

CUBA

Capitulo Cubano de la IBE

66 Street

Number 2715 Entre 27 y 29

San Antonio de los Barlos
Atemisa CP 32500, Cuba
fabelo@infomed.sld.cu

Contact: Dr Justo Reinaldo Fabelo
Roche PhD

DOMINICAN REPUBLIC
Sociedad Dominicana Unidos
por la Epilepsia (SODOUE)
Calle Dr. Cesar Dargam

No. 10 Suite 504 5to Piso

La Esperilla, Santo Domingo
Distrito Nacional, Rep Dominicana
T: +1 809 476 7206
frmontero@yahoo.com

Contact: Dr Franklin Montero

ECUADOR

Centro Nacional de Epilepsia -
APNE

Berrutieta Oe9-180 y Pasaje
Acevedo

Quito, Ecuador

T: +59 3290 5405
cnepilepsia@gmail.com

www. centronacionaldeepilepsia.com
Contact: Dr Galo Pesantez Cuesta

NORTH AMERICA

CANADA

Canadian Epilepsy Alliance/
Alliance Canadienne de I’Epilepsie
620 St. Margaret’s Bay Road,
Halifax Nova Scotia

Canada B3N 1K7

T: +1 902 477 6846
dpfloyd62@gmail.com
www.epilepsymatters.ca

Contact: Mrs Deirdre Floyd

JAMAICA

Jamaican Epilepsy Association

Andrews Memorial Hospital

27 Hope Road

Kingston 10, Jamaica WI

T: +876 9688 274

jaepilepsy@cwjamaica.com

Contact: Ms Jennifer McCallum
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USA

Epilepsy Foundation

8301 Professional Place
Landover, MD 20785-2238
USA

T: +1 301 918 3756
pgattone@efa.org
www.epilepsyfoundation.org
Contact: Mr Phil Gattone

ASSOCIATE CHAPTERS
Epilepsy Foundation of New
Jersey

1 AAA Drive Suite 203

Trenton NJ 08691, USA

T: +1 6090 392 4900
ejoice@familyresourcenetwork.org
www.efnj.com

Contact: Mr Eric Joice

GUATEMALA

IBE Guatemalan Chapter

6a Calle 2-48

Zona 1

Guatemala City

Guatemala

T: +50 222 382 107
henrystokes@neurologiaparatodos.
com

Contact: Dr Henry Stokes

GUYANA

PROVISIONAL CHAPTER
The Epilepsy Foundation of
Guyana -

EFG

St. Cuthbert’s Hall

Burns' Memorial Church

78 Irving & Anira Streets
Georgetown

Guyana

T: 45926559219
epilepsyfoundationgy@gmail.com
Contact: Thomas Singh

HONDURAS

Fundacién Hondurena de
Epilepsia

Colonia Universidad Norte 3a
Calle Casa 4917

Honduras

T: +(504) 2205 9581
fundahep@yahoo.com

Contact: Eduardo Enrique Rodas
Quito

MEXICO

Group “Acceptation” of Epilepsy
(GADEP)

San Francisco 1384

7° Piso B

Col. Del Valle

Mexico DE 03100

Mexico

T: +525 5520 03474
lilianuor@yahoo.com
www.epilepsiahoy.com

Contact: Dr Lilia Nuriez Orozco

LGS Foundation (Lennox-
Gastaut Syndrome)

192 Lexington Ave, Suite 216
New York, NY 10016

USA

T: +1 381 11 2606676
christina@lgsfoundation.org
Contact: Mrs Christina
Sanlnocencio

The Anita Kaufman Foundation
PO Box 11,

New Milford.

New Jersey 07646,

USA

T: +1 201 655 0420,
debra@akfus.org

www.akfus.org

Contact: Mrs Debra Josephs

PANAMA

Bureau Panameiio contra la
Epilepsia - BUPACE
Policlinica San Fernando Sur
PO Box 363

9A Panama 6 - 11202
Panama

T: 507.229.0300

erentril 5@hotmail.com
deriana24@yahoo.com.mx
Contact: Dr Ernesto Triana
Contact: Ms Diana Triana

PARAGUAY

Asociacién Paraguaya contra la
Epilepsia

Tte Vera 1883,

¢/ Viena

Paraguay City

Paraguay

T: +595 981 446941
mafreca@yahoo.com.ar

Contact: Dr Marta Cabrera

PERU

Peruvian Association of Epilepsy
Los Nandues 160-401

Surquilo, Lima, Peru

T: +5 114 420 961
jjjperu@hotmail.com

Contact: Dr Julio Espinoza

URUGUAY

Asociacién Uruguaya contra la
Epilepsia

8 de Octubre 2610

Montevideo CP 11 600
Uruguay

abogacz@hotmail.com

Contact: Dr Alicia Bogacz

VENEZUELA

Venezuelan National Bureau
Quebrada Honda a Santa Rosa
Edif Tachira PB Local 3

Al lado de la Sinagoga Mariperez
Caracas 1050, Venezuela

T: +582 125 782 737
rscull@yahoo.com

Contact: Mr René Scull



SOUTH EAST ASIA

BANGLADESH

Bangladesh Epilepsy Association
3/1 Lake Circus Kalabagan

Dhaka 1205

Bangladesh

T: +88 028 114 846
epilepsy_bd@yahoo.com

Contact: Dr MA Mannan

HONG KONG

The Hong Kong Epilepsy As-
sociation

c/o G/E, Wang Lai House,
Wang Tau Hom Estate,
Kowloon

Hong Kong

T: +852 2794 7006
hkea.hkepilepsy@gmail.com
heep://www.hkepilepsy.com/
Contact: Mr Ted Chiu

ASSOCIATE CHAPTER
Enlighten Hong Kong Ltd
12/Floor Kuo Hwa Building
Nos. 340-342 Hennessy Road
Wanchai, Hong Kong

T: +852 2820 0111
admin@enlightenhk.org
www.enlightenhk.org
c.shlesinger@enlightenhk.org
Contact: Ms Claudia Schlesinger

INDIA

Indian Epilepsy Association
# 502 Academic Block

Dept of Neurology

GB Pant Hospital

New Delhi 110002, India

T: + 911 123 232 742
ieaindia@gmail.com
www.epilepsyindia.org
Contact: Dt MM Mehndiratta

WESTERN PACIFIC

AUSTRALIA

Epilepsy Australia Ltd

587 Canterbury Road, Surrey Hills
Victoria, 3127, Australia
www.epilepsyaustralia.net
epilepsy@epilepsyaustralia.net
Contact: Ms Juliette Parker

ASSOCIATE CHAPTERS
Epilepsy Association of South
Australia & the Northern
Territory Inc

PO Box 12, Woodville

South Australia 5011, Australia
T: +61 8 84 485 600
www.epilepsycentre.org.au
rwakefield@epilepsycentre.org.au
Contact: Ms Robyn Wakefield

Epilepsy Action Australia
PO Box 879,

Epping NSW

1710, Australia

T: +61 2 9856 7087
cireland@epilepsy.org.au
www.epilepsy.org.au
Contact: Mrs Carol Ireland

Epilepsy Queensland

PO Box 1457

Coorparoo BC 4151

Queensland

Australia

T: +617 3435 5000
epilepsy@epilepsyqueensland.com.au
www.epilepsyqueensland.com.au
Contact: Ms Helen Whitehead

Epilepsy Association Act Inc
27 Mulley Street Holder ACT
2611, PO Box 3744

Weston ACT 261, Australia
T: +61 2 6287 4555
epilepsy@epilepsyact.org.au
www.epilepsyact.org.au
Contact: Ms Lisa Roulstone

CHINA

China Association Against
Epilepsy

Rm. 5101 Bldg 2

Beijing Exhibition Center Hotel
135 Xi Zhi Men Wai Avenue
Beijing 100044

PR China

T: +861 065 250 423
caae2008@sina.com.cn
ceea2008@sina.com

Contact: Dr Shichuo Li

FIJI

Epilepsy Fiji

Cl/- Level 1, East Wing
PO Box GC 36

Garden City Business Park
Raiwai, Suva

Fiji Islands

T: +679 327 5160
epilepsyfiji@gmail.com
Contact: Dr Zeizal Haniff
JAPAN

Japan Epilepsy Association Inc
Fukushizaidan Building 7F
Minamiotsuka 3-43-11
Toshima-ku, Tokyo
170-0005

Japan

T: +81 3320 25661
jea@e-nami.or.jp
WWW.jea-net.jp

Contact: Mr Yuji Tadokoro

ASSOCIATE CHAPTER
Epilepsy Hosptial Bethel

27-4 Hata-Mukaiyama-Minami
Kitahase

Iwanuma City 989-2455

Japan

T: +81 2232 41211
betheljp@topaz.ocn.ne.jp
Contact: Dr Takashi Soga

INDONESIA

PERPEI

Sanglah Hospital Neurology
Department

JI. Kesehatan No.1
Denpasar 80224, Bali
Indonesia

T: +62 361 246 082
ansigeg@yahoo.com
perpeipusat@perpei.com
Wwww.perpei.com

Contact: Dr Anna Sinardja
ASSOCIATE CHAPTER
Yayasan Epilepsi Indonesia
Tebet Mas Indah Kav. E-5
Tebet Barat I

Jakarta 12810, Indonesia

T: +62 218 4991458
aska.primardi@ina-epsy.org
Wwww.ina-epsy.org

Contact: Mr Aska Primardi

KOREA

Korea Bureau for Epilepsy (KBE)
#301, Buwon Bldg,
Jahamun-ro 276
Jongno-gu, Seoul

Korea

PO Box 110-816

T: +82 2394 2320
epilepsy-kr@daum.net
danurif@gmail.com
www.epilepsy.re.kr
Contact: Dr Hee Joo Kim

MALAYSIA

Malaysia Society of Epilepsy
Jabatan Neurologi

Kuala Lumpur Hospital
505086 Jalan Pahang

Kuala Lumpur

Malaysia

T: +603 2615 5405
kslimum@gmail.com

Contact: Dr Lim Kheng Seang

MONGOLIA

Mongolian Epilepsy Association
Mongolian National University of
Medical Sciences

S Zorig Street

Sukhbaatar District

Ulaanbaatar 14210

Mongolia

T: +976 9917 7153
tovuudorj@yahoo.com

Contact: Dr A Tovuudorj

NEW ZEALAND

Epilepsy New Zealand (ENZ)
PO Box 1074,

Hamilton 3240

New Zealand

T: +61 7 834 3556
ceo@epilepsy.org.nz
www.epilepsy.org.nz

Contact: Mr Graeme Ambler

NEPAL

Nepal Epilepsy Association

Post Box 8975, EPC 7070
Kathmandu, Nepal

T/F: +977 1441 2945
nepeas@yahoo.com
www.nepilepsy.org.np

Contact: Mr Kabindra Man Pradhan
SRI LANKA

Epilepsy Association of Sri Lanka
Tertiary Care Neurology

Institute of Neurology

National Hospital of Sri Lanka.
amithagamage@gmail.com
Contact: Prof Ranjanie Gamage

THAILAND

Epilepsy Assoc of Thailand
74/29 Ramintra Soi 8, Ramintra Rd
Bangkhaen, Bangkok 10220
Thailand. T: +66 81 6555358
arayacharuvanij@yahoo.com
Contact: Dr Araya Charuvanij

PHILIPPINES

Epilepsy Awareness and
Advocacy Inc

151-B Scout Rallos Extension
Sacred Heart Kamuning
Quezon City 1103,
Philippines

T: +632 414 4638
ph.caai@yahoo.com
benglagman_calilung@yahoo.com
Contact: Dr Beng Calilung
psmxv@hotmail.com

Contact: Dr Victoria Abaez

SINGAPORE

Singapore Epilepsy Foundation
149 Rocher Road

#04-06 Fu Lu Shou Complex
188425 Singapore

T: +65 3344 302
derrick.chan.w.s@singhealth.com.sg
Contact: Dr Derrick Chan Wei
Shih

ASSOCIATE CHAPTER
Epilepsy Care Group

112 Lavender Street #03-01
Singapore 338728

T: +65 6358 0566
ecgs93@singnet.com.sg
www.epilepsycare.org

Contact: Mr Sherman Goh

TATWAN

Taiwan Epilepsy Association
BI1F #41

Alley 66 Lane 155
Tun-Hwa N. Road

Taipei 105

Taiwan

T: +886 2251 49682
didikun@gmail.com
www.epilepsy.org.tw
Contact: Dr Yuan-Fu Tseng
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INTERNATIONAL BUREAU FOR EPILEPSY
7 Priory Office Park Stillorgan Road Blackrock Co. Dublin
T: +353 1 2108850

E: ibeexecdir@eircom.net

www.ibe-epilepsy.org

Ireland %

IBE is a US registered not for profit organisation (Charter ID 721834-DNP) with tax exempt status 501(c)(3).
EID 59:2606654





