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RDCRN Overview 

ÅEstablished by the Office of Rare Diseases Research 

Å2003--10 Consortia supported by ORDR, NCRR, 
NINDS, NIAMS, NICHD, NHLBI, NIDDK 

Å2009--17 Consortia supported by ORDR, NINDS, 
NIAMS, NICHD, NHLBI, NIDDK, NIAID, NIDCR, NCI 
 

Å192 institutions around the world 

Å2,290 consortium members 

Å90+ patient advocacy groups 

Å174 trainees 

Å87 accruing studies 



Goals of the RDCRN 

ÅFacilitate clinical research by: 

ïCreation of Consortia focused on related diseases 

ïCost-sharing research infrastructures 

ïEstablishing uniform protocols for data collection  

ïMaking meaningful large-scale studies possible 

ÅLongitudinal cohorts, pilot projects, and randomized trials 
 

ÅDirectly engage patients and their advocates 
 

ÅTrain new investigators in rare diseases research 



ÅCollaborative Clinical Research 

ÅPublic Resources and 

Education 

ÅCentralized Data Coordination 

and Technology Development 

ÅTraining 
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RDCRN U.S. Sites 



RDCRN International Sites 
ÅAustralia (INC) 

ÅBelgium (DC) 

ÅCanada (BVMC, DC, LDN, MCC, NAMDC, NEPTUNE, PIDTC, RKSC, STAIR, UCDC, VCRC) 

ÅEngland (DC, INC) 

ÅFrance (DC, RKSC) 

ÅGermany (DC, INC, RKSC, UCDC) 

Å Iceland (RKSC) 

Å India (DC) 

Å Italy (DC, INC, RKSC) 

ÅNetherlands (DC, RKSC) 

ÅScotland (DC) 

ÅSpain (RKSC) 

ÅSwitzerland (UCDC) 
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Data Management and 
Coordinating Center (DMCC) 

ÅSupports RDCRN by providing technologies, tools, 
and support of study design and data analysis 

ÅOn-line protocol management system 

ïPatient enrollment/randomization 

ïData entry and collection with data standards 

ïAdverse event reporting 

ÅProtocol training for research staff  

ÅaŜƳōŜǊǎΩ ǿŜōǎƛǘŜΥ ŘƻŎǳƳŜƴǘŀǘƛƻƴΣ ŘŀǘŀōŀǎŜǎ 

ÅHosts RDCRN public website (>3 million hits/year) 

ÅOversees the RDCRN Patient Contact Registry 

 



RDCRN Website 
http://rarediseasesnetwork.org 

ÅPortal to websites for 
each Consortium 
 

ÅtƻǊǘŀƭ ǘƻ ƳŜƳōŜǊǎΩ 
website 
 

ÅPortal for patient 
advocacy groups 
 

ÅRDCRN Contact Registry 
 

Å3+ million hits/yr 


