JOINING FORCES:
Building networks —
Working with other organisations

13t" European Conference on Epilepsy & Society
28t to 30t August, Ljubljana, Slovenia



Building networks |
overview

Compare the Networking within the doctors and
the Patient associations.

Comparing the Networking on the different
continents.

Do we need an European Epilepsy Day?
What's needed to create a “Global Epilepsy Day"?

Compare Epilepsy and Aids (why is Aids so
funded? Why is nobody ashamed to talk about
it?).
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Doctors (ILAE) / Patients (IBE)

Language English - Do all know
University English

Number of A lot — several Some — most are

meetings national and national, 2 are
regional, and 1 regional and O
international international

Funding Surplus of Do the meetings

meetings have a surplus?
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Networking on different continents

Europe / Run by doctors  Run by patients
North (usually) —
America / exceptions are
Australia e.g. Georgia
Other Both — patient and doctors
continents associations are (usually) run by

(Africa, Asia, doctors — exceptions are e.g. Japan,
Latin America) South Korea, Taiwan.
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Networking on different continents

e Joint conferences

— Africa — 1st joint ILAE-IBE congress (Nairobi, Kenya
/ 2012)

— Asia — 9th joint Asian and Oceanian congress
(Manila, Philippines / 2012)

— Latin America — 7th joint Latin American epilepsy
congress (Quito, Ecuador / 2012)

e Stand up for Epilepsy
* PAHO initiative
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European Epilepsy Day

Is it necessary?

— In my opinion YES
National Epilepsy days / weeks
— Additional awareness!

European Advocacy Europe Epil@psy ".AB

dvocacy
Europe g

European Epilepsy day
— Additional awareness!
— Written Declaration passed by the European Parliament

— This year activities in Albania, Bulgaria, Finland, Ireland, Netherlands,
Slovenia, Norway, Serbia and European Parliament

— http://www.youtube.com/watch?feature=player embedded&v=jHKyLlI
7K Ps

European Forum on Epilepsy Research (25th — 27th May 2013,
Dublin, Ireland)

— http://www.youtube.com/watch?feature=player embedded&v=e7tzR
KwWNgc



http://www.youtube.com/watch?feature=player_embedded&v=jHKyLI7K_Ps
http://www.youtube.com/watch?feature=player_embedded&v=jHKyLI7K_Ps
http://www.youtube.com/watch?feature=player_embedded&v=jHKyLI7K_Ps
http://www.youtube.com/watch?feature=player_embedded&v=e7tzRKwWNgc
http://www.youtube.com/watch?feature=player_embedded&v=e7tzRKwWNgc
http://www.youtube.com/watch?feature=player_embedded&v=e7tzRKwWNgc
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Global Epilepsy Day

* |s it necessary?
— In my opinion YES
* When?
— Different Epilepsy Days throughout the world

 Can the WHO be helpful?

— Global Campaign
— Atlas: Epilepsy Care in the World 2005
— WHO Regional Committee Europe
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Global Epilepsy Day — number of
hospital beds for epilepsy care

Americas
2832 (N=12)

Europe
13 894 (N=17)

665 (N=5) 70 (N=2) /

Figure 10: Number of beds for epilepsy care in WHO regions (Atlas: Epilepsy Care in the World 2005)
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Comparing Aids / Epilepsy

e Aids * Epilepsy

— Prevalence: 33.3 Mio. — Prevalence: 50 Mio.
(2009) (2005)

— Global estimation of — Global estimation of
costs existing: YES costs existing: NO

— Government pays — Government pays
partly for the costs — partly for the costs —
even in low and middle even in low and middle
income countries: YES Income countries: YES

— Financial donors: YES — Financial donors: Not

known!
— Everyone talks about it! — No one talks about it!

— Life Ball (Vienna) — Where is it?
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Comparing Aids / Epilepsy

Financial Resources Needed Categorized by @UNA'DS EE
Activity Area (US$ Million) 450,000,000
e=p=Govemment of Tanzania
==\ orid Bank 400,000,000
Global Fund
Belgium
- 350,000,000
Universal access by 2010 2009 2010 2015 —x—UNADS '
- =g | NICEF
Prevention 1.4 151 154 ——WFP 300,000,000
. . — ——WHO
Treatment and care (including palliative FAD
care) 7.4 9.7 154 French Embassy 250,000,000
. DFID
Orphans and vulnerable children 24 44 4.4 Sweden Embassy 220,000,000
Programme costs” 6.9 95 10.1 g‘;;
Prevention of violence against women 06 13 1.3 Norway 150,000,000
s Irelaandl (DC)
Total 28.6 40.1 46.6 __ DANDA
====Royal Netherlands Embassy 100,000,000
UNDP
UNFPA 50,000,000
=== SG
—%—EU
*Cross-cutting activities include: civil society strengthening, global advocacy and coordination, pakicy, human rights and stigma ====Germany 0=
—==S0C &
Matlonal AIDS Y
Spanding ,9@
Assossment “NASA

Aids
Financial Resources needed Financiers Tanzania
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Comparing Aids / E
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Lifeal

L R e L
HTBLY Ad

Sponsoren und Fartner des Life Ball 2013
- wir danken herzlich:

tampact
3 Stoee Enterisioment

A faire Mikch

Abfaliwirtachaft, Stralenveinigung end Fabmpark WA &1)
AN Ketrwerk Foadukie b Dienshe

AN Acoarstics

ambursdor

Ralavar Design

ART for ART

Austrian Airine

A Lamlles

Euphysik hech dei 1T

Beat d Feet Productions

Ever Bectric
events_y_spiz
Fabren Gartrer
Felemayr

Fint Spot Media

thimlhel

URF

(Micket

Paiffy Oy

Patara Fine Thai Cvisine

PFatroaes

Paylife Eank
perfectinmabeus by Cabi Grimwald
perfectpraps Styling und Frodubtiones
Fink Orit

Fithell

Plasteds Oub

Positiver lizkeg

Primetime Gartre

Puk Mukimedia Productizm
Radatz Fléscmwaen

Red Bull

RENE Group

RENE Group Vesdag

Ristoaste Fancess

LifeRall

IKM'hl‘MINKJ! .

257 MAY 2013

Rechis

Roefz Reisen

Sabetage Film

Schutzhaes am Fredigtstsh
Secretary Seonch Fermaalenturg
aekih S

eyliner

W0

Semimaff

Seadt Wien

Seefan Fiedl 1. peoamt Trieh™
Serck Beot

Seafiod?

Swarwski
Tanzschule Willy Elrayes'Vestesbrugy
the Launge interactive desige
The Wall Gmep

Thobie Aurtria

Toi Tai Mabile Sarisirgysteme
trafikant - Handel mit Cestaltung
Tichler Bihnen- wd Tex titechnik
Tunesische: Fremdesverdeframt
Wangardist

Werbgmnugpe Hemam
vierpunkt - Studie fir Grafik und Froduktion
Walksgarten

W ishuer Minerahwaser
Wesges

Wiener Linien

Wiener Staatsoper

Wiener St3dtische Venicherung
WienToarisms
IR RE Garapes

Lanka

Tweigstelle - Florale Konoepte

Life Ball 2013 — Sponsors List



Building networks XI
Conclusion |

* Achievements (Europe):
— Written Declaration on Epilepsy
— European Epilepsy Day
— European Forum on Epilepsy Research

* Achievements (Global):

— Regional Conferences
— PAHO Initiative
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Conclusion Il

e What needs to be done:
— Global Epilepsy Day

— Joint PAHO / Written Declaration initiative for the
rest of the World

— Global Cost accounting for Epilepsy
— Life Ball for Epilepsy?
— How do we get private donors?



Thank you!

Mag. (FH) Michael Alexa, Austria
michil9691@yahoo.de



