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Very brief history of AEEG

• Born in May 1999

• Headquarters: Alcantarilla (Murcia)
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Relevant data

• 249 associates

• 42% GSD affected

• 1% Foreign GSD affected (Latin-America)

• 1% mistyping GSD affected

• 56% family or GSD related
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Projects

• 2007:

– Glucogenosis en Galicia: Estudio de prevalencia y 
calidad de vida de pacientes afectados               
(GSD in Northwestern of Spain: Study of 
prevalence and quality of life of affected 
patients)

– Main researcher: 

Molares Vila, Alberto
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Assemblies/Congresses

• Only General Assemblies:

– From 2000 to 2006 (Madrid)

• Congresses + General Assemblies:

– 1st National: Seville (September 2007)

– 2nd National: Madrid (June 2008)

– 3rd National: Madrid (June 2009)

– 1st International: Madrid (June 2010)

– NEXT 2nd International: Burgos (June 2011)
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Printed books
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www.glucogenosis.org

• Users: 10.011 (9/26/2010)

• Visits: 14.131 (9/26/2010) 

International Meeting GSD Associations 
Milan, October 2nd-3rd, 2010 

http://www.glucogenosis.org


www.glucogenosis.org

International Meeting GSD Associations 
Milan, October 2nd-3rd, 2010 

http://www.glucogenosis.org


www.glucogenosis.org

International Meeting GSD Associations 
Milan, October 2nd-3rd, 2010 

http://www.glucogenosis.org


www.glucogenosis.org

International Meeting GSD Associations 
Milan, October 2nd-3rd, 2010 

http://www.glucogenosis.org


AEEG on Facebook 

• Users: 599 (9/26/2010)

• Visits: 150 (9/26/2010) 
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AEEG on Facebook 
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Current state of GSD research in 
Spain
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National Research Network

Centre for Biomedical Network Research on 
Rare Diseases

International Meeting GSD Associations 
Milan, October 2nd-3rd, 2010 



National Research Network

http://www.ciberer.es/index.php?lang=english
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National Research Network

• http://www.ciberer-biobank.es/index.php?lang=en

International Meeting GSD Associations 
Milan, October 2nd-3rd, 2010 

http://www.ciberer-biobank.es/index.php?lang=en


National Research Network

• Research groups on GSD
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Research groups on hepatic GSDs (type 
I, III, VI and IX)???
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National Research Network

• Research groups on GSD
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National Research Network

National Reference Care Centre for People with 
Rare Diseases and their Families (Burgos)
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National Research Network

National Reference Care Centre for People with Rare Diseases 
and their Families

http://www.imserso.es/creer_06/index.htm
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National Research Network

National Registry of Rare Diseases

https://registroraras.isciii.es/comun/inicio0.aspx
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National Research Network

National Registry of Rare Diseases
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Thank you very much!
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