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NHGRI & Healthcare Provider Education 
• Important component of NHGRI’s mission 

 

• Elements within different NHGRI components 
 

• Long-term goal is to advance understanding of 
healthcare providers about advances in science, 
technology, and evidence development 

 

• Assure productive utility 
     of genomic information  
     for clinical care 



NHGRI Educational Resources 

G2C2: Resource 
Repository 

 

Talking 
Glossary 

 
G3C: Case 
Scenarios 

 

Genomic Medicine Lecture Series 



NEJM 
 
 
Genomics Series 
 
(2010-2012) 

NHGRI and Clinical Journals 

JAMA  
 
 
Education Issue 
 
(2011) 

Journal of Nursing 
Scholarship 
 
Genomics Issue  
 
(Pending 2013) 
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 To assist patients with unknown disorders reach 
 an accurate diagnosis  
 

 To discover new diseases that provide insight 
 into human physiology and genetics 
 

 >500 patients to date; definitive diagnoses in >39 
 

 >16 new human genetic disorders identified 

Undiagnosed Diseases Program (UDP) 
 



UDP: A New Common Fund Program 

 Common Fund Support: ~$145M over 7 years 
 

 Expansion to a national UDP Network 
 

 Network of ~5-7 extramural sites 
 

 Improved data storage, access, and analysis 
 

 Fund basic researchers to elucidate 
 mechanisms of disease 
 

 Training and fellowship programs for rare 
 disease diagnostics 

 
 

 



UDP: Initial Funding Announcements 
 

 RFA-RM-12-020: Coordinating Center for an 
Undiagnosed Diseases Network (U01) 
 Applications received; upcoming review 

 

 PA-13-076: Gene Function Studies to 
Investigate Rare and Undiagnosed Diseases 
 Receipt date: February 26, 2013 

 
 

 

 



 

 

 

I. NHGRI Education Efforts 
II. Undiagnosed Diseases Program 
III. NIH & Big Data 
IV. 2013 Celebrations 





The Largest Bottleneck in Biomedical Research… 
…Pick Your Data-Related Metaphor! 





Myriad Data Types 

Other ‘Omic 

Imaging Phenotypic 

Clinical 

Genomic 

Exposure 



Data and Informatics Working Group 

acd.od.nih.gov/diwg.htm 



NIH is Tackling the ‘Big Data’ Program 

1. New NIH Leadership Position: 
  

 Associate Director for Data Science 
 

 
 

2. New NIH Scientific Data Council 
 

 
 

3. New Trans-NIH Initiative:  
 

 Big Data to Knowledge (BD2K) 
 

 



  
I. Facilitating Broad Use of Biomedical 

Big Data 
  
II.  Developing and Disseminating 

Analysis Methods and Software for 
Biomedical Big Data 

  
III. Enhancing Training for Biomedical 

Big Data 
  
IV. Establishing Centers of Excellence 

for Biomedical Big Data 

BD2K: Four Programmatic Areas 
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2013: A Celebratory Year for Genomics 

60th Anniversary 

10th Anniversary 





genome.gov/HGP10 



NHGRI-Smithsonian Genome Exhibition 



Opening in June 2013 
Smithsonian National Museum of Natural History 

Genome: Unlocking Life’s Code 



Nature 2013 



Opening in June 2013 
Smithsonian National Museum of Natural History 



 

Advancing human health  
through genomics research 



NHGRI Reorganization 

 

October 1, 2012:  
Implementation of New  

Organizational Structure for NHGRI 
 

(see genome.gov/reorg) 



New NHGRI Organizational Structure 

Division of Policy,  
Communications,  

and Education 

 
Division of  

Management 
 

 
Division of  
Intramural  
Research 

 

NHGRI  
 

 
Division of  

Genome 
Sciences 

 

 
Division of  
Genomic 
Medicine 

 

 
Division of  

Genomics and 
Society 

 

Extramural Research Program 

 
Division of  
Extramural  
Operations 
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