INTERNATIONAL

PATIENT ORGANISATION
FOR PRIMARY IMMUNODEFICIENCIES

FIRST GLOBAL LEADERS MEETING




The J Project:

think global and act local

LaszIlo Marodi

University of Debrecen
Medical and Health Science Center
Department of Infectious and Pediatric Immunology

London
31 October 2009



August, 2002, Debrecen

Disparity

CENTRE FOR TRAINING AND RESEARCH




How to Improve awareness on
PID in Eastern and Central Europe?

1) PID symposium in Debrecen each year?
Yes
No

2) PID awareness meetings in ECE countries?

Yes
NO







The J Project

An European Initiative



Specific aims of the J Project

1. To organize professional meetings on PID and
related diseases in several ECE countries with low
number of registered PID patients.

2. To discuss diagnostic and therapeutic practices
and problems, and to define specific areas to be
Improved and to be supported by other European
groups, institutions, companies, and foundations.

3. Updating national PID registries
Establishing PID professional working groups
5. Establishing PID Patients’ groups
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J Project Meetings in East-Europe 2004-2008
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Targu Mures, Romania, March 11-12, 2004; Organizer: Csilla Todea
Prague, Czech Republic, May 10-11, 2004; Organizer: Anna Sediva
Belgrade, Serbia/ Montenegro, June 11-12, 2004; Organizer: Srdjan Pasic
Skopje, Macedonia, September 17-18, 2004; Organizer: Katarina Stavrik
Kyiv, Ukraine, November 18-19, 2004; Organizer: Alla Volokha
Zakopane, Poland, December 16-17, 2004; Organizer: Ewa Bernatowska
Sofia, Bulgaria, April 15-16, 2005; Organizer: Elissaveta Naumova
Prague, Czech Republic, May 9-10, 2005; Organizer: Anna Sediva
Gdansk, Poland, September 23-24, 2005; Organizer: Ewa Bernatowska
Debrecen, Hungary, November 4-5, 2005; Organizer: Laszl6é Marddi

Lviv, Ukraine, November 25, 2005; Organizer: Larysa Kostyuchenko
Oradea, Romania, December 20, 2005; Organizer: Zoltan Ellenes
Debrecen, Hungary, January 16, 2006; Organizer: Laszl6 Marodi

Prague, Czech Republic, May 8-9, 2006; Organizer: Anna Sediva
Buchurest, Romania, June 9-10, 2006; Organizer: Nicolae lagaru

Minsk, Belarus, November 9-10, 2006; Organizer: Michael Belevtsev
Debrecen, Hungary, December 8-9, 2006; Organizer: Laszl6 Marodi
Zaporizhzhye, Ukraine, Apr 19-20,2007; Organizer: Lyudmila Chernishova
St. Petersburg, Russia, May 29-30, 2007; Organizer: Marina Guseva
Ohrid, Macedonia, September 20-21, 2007; Organizer: Kristina Mironska
lasi, Romania, October 12-13, 2007; Organizer: Aurica Rugina

Ljubljana, Slovenia, November 16-17, 2007; Organizer: Tadej Avcin
Odessa, Ukraine, Apr 9-10,2008; Organizer: Lyudmila Chernishova
Sunny Beach, Bulgaria, May 21-22, 2008; Organizer: Elissaveta Naumova
Sarajevo, Bosnia and Herzegovina, Oct. 10-11; Organizer: Velma Mulaosmanovic
Chisinau, Republic of Moldava, Oct. 31-Nov. 1, Organizer :Liudmyla Cerempeii
Riga, Latvia, Nov. 27-28, Organizer: Tatjana Prokofjeva




Eleven J Project Meetings in 2009 (No. 28-38)

City (country) Organizer Date

28. Timisoara (Romania) Margit Serban March 19-20
mserban@rdstm.ro

29. Sevastopol (Ukraine) Liudmyla Chernyshova April 09-10
chernyshova@ukr.net

30. Ekaterinburg (Russia) IrinaTuzankina May 13-14
[.Tuzankina@iip.uran.ru

31. St. Petersburg (Russia) Marina Guseva June 9-10
gusevamarina@mail.ru

32. Konya (Turkey) Ismail Reisli June 25-26
ireisli@hotmail.com

33. Cracow (Poland) Danuta Kowalczyk September 24-25

34.

35.

36.

37.

38.

Tallin (Estonia)
Ljubljana (Slovenia)

Tehran (Iran)

Cairo (Egypt)

Minsk (Belarus)

dkowalcz@cm-uj.krakow.pl

Sirje Velbri
velbrisir@hotmail.com
NataSa Toplak
natasa.toplak@ardi.si

Asghar Aghamohammadi
aghamohammadi@sina.tums.ac.ir

or Nima Rezaei

rezaei nima@yahoo.com

Nermeen Galal

nermeengalal@gmail.com

Michael Belevtsev
belevisev._m@mail.ru

October 7-8

October 7-8

October 11-12

October 18-19

October 22-23
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2004-2008 2009
27 J Meetings 11 J Meetings

Ekaterinburg
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Cummulative PID survey results:
Eastern & Central Europe
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Source: Jeffrey Modell Foundation, New York, NY
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Awareness meetings for the J Project and the
number of genetic tests for PIDs
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Marodi L, Casanova J-L.
The Lancet; 2009 (in press)



Genetic analysis in Debrecen of patients from Eastern
and Central European countries
Jan 2004 - Jun 2009
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The J Project - Conclusions

Local awareness meetings
Local languagues

Local authorities
Stimulating mobility
Assure transparency
Integration of the project nationally
Providing real help

Grant applications

9. Publications

10. Trust

11. Tradition

12. Team work
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