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ÁGoals
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ÁFuture
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ÁHistory
ÁSetting of the goal
ÁPlanning
ÁCommunication
ÁImplicationsnetworkon personallife

Eurordis, Krakow, 15 May 2010 - Annet van Betuw 3



ÁGoals 11q: 

ÁFindingand supportingpersonswith a veryrare 
disorder on the long arm of chromosome11

ÁExchanginginformation and experiences

ÁBeinganeffectiveresearch base for Ȭourȭ 
scientiststo obtain validresearch results
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ÁFightingagainstsocialand medicaldiscrimination

ÁOrganisingconferences, reportingabout it

ÁBe a model for peopleaffectedwith other rare 
syndromesor diseasesand to encouragethem: 
Youcanbesuccessfullas a smallgroup
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ÁTerminal deletion: loss 
of a pieceat the end of 
11q (Jacobsen
Syndrome)

ÁPartialtrisomy: Part of 
a chromosomeis 
triplicated insteadof 
duplicated

Á Interstitial deletion: 
Loss of a piecewithin
the long arm

ÁUnbalanced
translocation: A piece
of another
chromosomeis 
attachedto 
chromosome11 q
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ÁNot beingalone
anymore

ÁConferences
ÁResearch
ÁSpecialized

scientists
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