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 BioLINCC provides scientific researchers with online 
access to two unique NHLBI scientific resources:
 NHLBI Biologic Specimen Repository (Biorepository) 
 NHLBI Data Repository

 The Biorepository was established in 1975 to provide 
long term storage and distribution of biospecimens 
collected on NHLBI clinical studies

 The Data Repository was established in 2000 to 
centralize NHLBI clinical study data and many of the 
these studies have biospecimen collections in the 
Biorepository



 The BioLINCC website currently has:

 Datasets from more than 80 clinical studies

 Over 4.5 million biospecimens from 30 clinical 
studies linked to their phenotypic data

“Open” Studies with 
Biospecimens and Data



 Provides customized data-based searches for 
biospecimens

 Online submission of requests for datasets 
and/or biospecimens

 Allows submission of requests for additional 
information 



www.biolincc.nhlbi.nih.gov

http://www.biolincc.nhlbi.nih.gov/
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 1992-1994

 Phase III randomized double-blind study to 
assess the effect of hydroxyurea in reducing 
the frequency of painful SCD crises

 299 adult subjects, who experienced 3 or 
more crises/year



 1978-1988

 Prospective study of clinical course of SCD

 3,764 subjects enrolled from birth to age 66 
at 23 centers in US



 “Infant” cohort:  subjects < 6 mo old at time 
of enrollment

 “Adult” cohort:  subjects > 35 y/o at time of 
enrollment 



 “Infant” cohort:  subjects < 6 mo old at time 
of enrollment

 “Adult” cohort:  subjects > 35 y/o at time of 
enrollment 



 Informed consents for adult cohort did 
address DNA testing—collection can be 
shared

 Informed consents for infant cohort was 
silent on DNA genotyping—collection cannot 
be shared
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