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2018 - 9 patients’ associations accros Europe



The story started in 2010

▪ Genespoir decides to get in contact with the other 
albinism organisations existing in Europe

▪ Our views:

▪ We have similar goals and activities

▪ We face similar difficulties

▪ We have lots to share

▪ We are geographically close

▪ We would be stronger together

▪ Goal: bringing together the actors of albinism in Europe in 
order to launch joint projects and be more efficient

▪ First step: 2011-2012, Genespoir goes around Europe in 
order to meet the other associations
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2011 – encounter with Prof. Montoliu

▪ Spanish researcher

▪ Member of ALBA 
(Spanish albinism 
organisation)



October 2012 - 1st European Conference

1st EDA
-

October 27th-28th 2012,
Paris - France

• A meeting of associations
• A scientific conference
• A joint session with

associations and scientists



About 60 participants
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Denmark, Norway,  France, UK & 
Ireland)
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EDA

• First meeting of the European
associations (Germany, Italy, Spain, 
Denmark, Norway,  France, UK & 
Ireland)

• First meeting of the European
scientists working on albinism
(ophtalmologists, dermatologists, 
geneticists, biologists…)

• An outstanding scientific conference
• 2 new genes announced
• Participation of Pr Brian Brooks 

(USA - nitisinone research project)
• An opportunity for the associations to 

exchange with the best specialists of 
albinism in Europe



April 2014 – 2nd European Conference

2nd EDA
-

April 5th-6th 2014,
Valencia - Spain

• A meeting of associations
• A scientific conference
• A joint session with 

associations and scientists
• A meeting of young Europeans

with albinism
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Highlights of the 
2nd EDA

• The EDA confirmed as a 
useful and important event

• A new association 
represented: Turkey

• The European scientific 
conference becomes a world 
event  (participants from 
Europe, Japan, USA, Australia, 
Colombia)

• First meeting of young
Europeans with albinism (13 
participants, 5 countries)





April 2016 – 3rd European Conference

3rd EDA
-

April 7th-8th 2016,
Milan - Italy

• A meeting of associations
• A scientific conference
• A psycho-educational meeting (in Italian)
• A joint session with associations and 

scientists
• A meeting of young Europeans with

albinism (2nd YPA)
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Highlights of the
3rd EDA

• The event gets bigger!
• A new association 

represented: Finland
• The YPA becomes bigger :

• 25 participants
• 9 countries represented
• 5 days

• The collaboration between 
European associations grows:
• Exchange of experience
• Discussions on common 

projects
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Albinism Fellowship
350-400 members

NFFA
196 members

80 PwA

Genespoir
348 members

168 PwA

DFFA
137 members

35 PwA

ALBA
122 members

92 PwA

Albinit
100 members

80 PwA

NOAH
333 members

A total of over 
1750 “members”

Turkey Albinism Asso.
80 members

Suomen albinismiyhdistys ry
40 members

15 PwA

Landscape of organisations
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Recent and on-going activity

• A name and a logo!

• A European scientific Committee

• A website: www.albinism.eu

http://www.albinism.eu/




Recent and on-going activity

• Organisation of the:
• 4th European Days of Albinism conference
• 3rd YPA meeting

Oslo, Norway – March 7th -11th 2018



The Netherlands

A new country represented!



Want to get involved?




