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Overview 

üBackground of the program 

üStrategic plan for ñGenomics and Societyò 

üCurrent priority topic areas 

üMethodological approaches 

üFunding mechanisms and approaches 

üCenters of Excellence in  

 ELSI Research (CEER) Program 

üTensions and challenges 
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Background 

üEstablished in 1990 

üMission: To anticipate and address the ethical, 

legal, and social implications of genetic and 

genomic research 

ü5% of NHGRI Extramural Research budget 

üFY2012: $19M 

üMore than 1000 publications over 21 years 

üLargest funder of bioethics research in the world 
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Genomics and Society 

üPsychosocial and ethical issues in 

genomics research 

üPsychosocial and ethical issues in 

genomic medicine 

üLegal and public policy issues 

üBroader societal issues 

 



Psychosocial and Ethical Issues in 

Genomics Research 

  

üProtection of research participants  

üPerceptions of risks and benefits 

üDiversity of research cohorts 

üRole of race and ethnicity 

üCommunity engagement 



Psychosocial and Ethical Issues in 

Genomic Medicine 

 
üGenomic uncertainty 

üDirect-to-Consumer (DTC) tests 

üFair access 

üEffectiveness of diagnostics, 

therapeutics and behavioral 

change  

üPre-implantation, prenatal and 

postnatal genetic diagnoses 

üConstructs of race and ethnicity 

 


