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ER2008LA Objectives:

Erem invisibility to inclusion
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ER2008LA Main features:

Date: March 27-29, 2008
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Attendees Latin American Congress RD

2008
Total:460

Attendance According to Cathegory

Media
2%

Health Politicians Speakers
Professional % %
T o\ et Attendees European
5% Conference RD-
o ther Students Luxemburg 2005
ttegr;iees 17%
NGO “\_ Relatives
Attendees 5% tOta| : 300
27%
patient organization 145
health care prof. 111
policy maker 23
industry 19




ER2008LA Pre-congress meetings:

—  With Decision Makers

—  With Academy.




ER2008LA Program Structure

Session |
Diagnosing RD: Finding the Way Out of the Maze

Session 11
Research on RD: Odyssey or Reality?
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ER2008LA Program Structure

Satellite Symposium |
Developmenit and Accessibility to OD.

International State of the Art and Latin
American Insertion

Satellite Sympoesium Il

Coeoeperation between Academy/, Industry and
Gevernmenit i NiD:

Specific Workshop | Bene Metalbolisim
Specific Workshoep Il Dermatelegy
Speciiiic Werkshoep Il Pediatrics Experience



ERZ2008LA Program Structure

Latin American Assemily/.
56 attendees from 10 countries

| atin American Pla
Onganizations;
(PLAPOCI)




ER2008LA Einancial Support

Non Lat Am States

From Academy

From Social Security

From Civil Organizations (GEISER)
Lat Am & Caribbean CO

Non Lat Am CO

GEISER funds

Donations/volunteers

Congress registrations

Total (Argentinean Pesos)

Equals to

Source: ER2008LA report. GEISER Foundations reports n° 1, 2008

33.040

12.300 ( 3,6)

6.000 ( 1,7)

110.280 (32,1)
13.500
10.880
14.190
69.500
2.210

343.381 (100,0)

66.676 €, or 107.306 U$D.-



Support Latint American RD Conference

@ Social security

m GEISER Founds

0 Pharma Internacional

0O Pharma LatAm & Caribe

m Others

@ From LaTam States

m From non LaTam States
O Academy
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European Conference RD
Luxemburg 2005

Total cost : 416.640 E

O European Comision
B AFM
O parteners

O Registration fees




ER2008LA Conclusions

1- The need of a Master Plan for RDs (mostly
at continental Instead of at national levels)

2- TThe need to know the magnitude of the
problem, and socio-economical Impact In
the region

3- The need of identifying resources and
sci/tech possibilities, and linking them to
the International Scenare

4- The need of laws and nhorms harmonized
INn the region



ERZ2008LA Conclusions

5- Review of IP Issues
6. Review of financial managemenits

7= Mest RDs and OPs are neglected, and not
current prierities In CA&C political agendas

8- States, Governments, Academia and C.O.
need to be linked and coordinated



ER2008LA Conclusions

9- Some Isolated efforts are costly but not
profitable (many Islands do not make a
continent...)

10- Mest C.0. are not well suppoerted and
prepared

11- The States |lack o Specific departments
anditFarmed htiman FESEUKCES

12- Investment 1n Sei/tech Is net erganized



ER2008LA Conclusions

13- Local Industry Is not stimulated (complex
of Inferiority?)

14- RIDs are becoming visible

15- There are more offers ofi cooperation from
NIHLTSS, EEDER

16~ There are more ohiers ol ceeperation irem
Academy, PABSELLA, SI



ERZ2008ILLA Conclusions

17- PLARPOCI platferm Is under
Construction
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ERZ200SLA Euture Steps

1- Strengthening C.O
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www.fundaciongeiser.org



http://www.fundaciongeiser.org/

	Global Approaches for Rare Diseases and Orphan Products �4th International Conference on�Rare Diseases and Orphan Drugs�Washin
	Attendees Latin American Congress RD 2008�Total:460
	Support Latin American RD Conference 
	European Conference RD�Luxemburg 2005��Total cost : 416.640 E

