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OPCE Overview

Mission: To promote the integration and utilization 
of genomic knowledge to advance human healthof genomic knowledge to advance human health 

and society.
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Aim: Iterative Dialog and Process
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What We Do:  OPCE Function(s)



Who are OPCE’s Audiences?



Audiences = Potential Partners



Plus … Fellow Parts of the Administration



Policy and Program Analysis

Derek Scholes

Jonathan Gitlin Sanja BasaricJ G Sanja Basaric

Tracey Crawford



FY2012 Appropriations Update

FY2012 President’s 
Request:  q

NIH - $32 B (+2.4%)
NHGRI - $525 M (+1.7%)

 House: Passed 6 of 12, 3 out of ,
committee, and 3 (including Labor/HHS) 
pending
 Senate: Passed 1 of 12, 3 out of 

committee, and 8 pending
 Continuing Resolution likely



Understanding through Relationships



Building Relationships

Appropriations Appropriations

Authorizing AuthorizingAuthorizing Authorizing



Others with a Special Interest
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Courts give NIH hESC funding the all-clear 

Judge Royce Lamberth



Appeals Court Rules on Myriad Gene Patents

Isolated DNA is patent eligible
Neal Katyal, ex-Acting Solicitor General

 Isolated DNA is patent-eligible
 cDNA is patent-eligible
 Methods claim to associate genotype to 

phenotype invalid as written



Genomic Data Sharing Policies
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Updating the Common Rule

 Genetic samples considered inherently 
identifiable – risk classified as “informational”identifiable risk classified as informational

 Data security protections, calibrated to level of 
identifiabilityidentifiability

 Written consent required for all uses of existing 
research samples (short forms broad consentresearch samples (short forms, broad consent 
OK; only applies prospectively)

Document #



Genomic Healthcare

 Mission to improve the ability of all providers to

Jean JenkinsGreg Feero

 Mission to improve the ability of all providers to 
apply advances in genomics & improve outcomes 
in patient carein patient care. 

 Small but nimble: have made enormous use of 
partnerships and broad information disseminationpartnerships and broad information dissemination



NEJM Genomic Medicine Series

Document #



Building Resources

https://familyhistory.hhs.gov/



Upcoming Meeting: Pharmacist 
Education in the Era of GenomicEducation in the Era of Genomic 

Medicine

 November 30 –
December 1, 2011December 1, 2011

 14 professional 14 professional 
organizations invited



JAMA 2011Medical Education Issue

9/7/2011



IOM Genomics Roundtable
Integrating Large-Scale Genomic InformationIntegrating Large Scale Genomic Information 

into Clinical Practice: A Workshop
July 19-20, 2011July 19 20, 2011

5 Sessions:
Workforce- Workforce

- Analysis
- InterpretationInterpretation
- Delivery of Information
- Ethical, legal and 
social issues

St di l !!!

Document #

Standing room only!!!



Education & Community Involvement

Health EducationScience Education

Community Engagement

Community Involvement
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Genomic Opportunities for Studying Sickle 
Cell Disease: December 8-9, 2011Cell Disease: December 8 9, 2011

 Sponsored by several NIH Institutes 
(NHGRI, NHLBI, NICHD, NIDDK, NIMHD, NINDS)

E t l C Ch i External Co-Chairs: 
Michael DeBaun, M.D., M.P.H.

Vanderbilt UniversityVanderbilt University
School of Medicine

Richard Gibbs, Ph.D. ,
Baylor College of Medicine

Julie Makani, Ph.D.
Muhimbili University



Working with Communities



Education Outreach



Spanish Language Talking Glossary

Document #



Genetics Glossary App

An iPhone 
App

f thfor the
Talking 

GlossaryGlossary 
of Genetic 

Terms!



2011 NHGRI Summer Workshop in 
GenomicsGenomics 

 2011 Genomics Short Course held July 24-29
 33 participants from the US, Puerto Rico and 

the US Virgin Islands 



Genetics Instruction Lacking Current 
C t i M t St tConcepts in Most States

 7 states determined to have ‘adequate’ 
t d dstandards 

 Most states have adequate coverage of 
b t l 3 d 10 f 19between only 3 and 10 of 19 core 
genetic concepts



Genomic Literacy Workshop
Maternal and Child 

Genetic Health
Urban Latino 
Population

Genetic and Genomic 
Literacy
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Genomic Science, 
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K-12 Population
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“What Does It Mean to be Genomically Literate?”



Communications & Public Liaison
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Provides the Public Face of the Institute



NHGRI Genome Advance of the Month

Document #



Expanding Capacity to Market & 
Disseminate NHGRI NewsDisseminate NHGRI News 



Optimizing Our Use of Today’s Tools



Building a Social Media Presence



Reaching Our Audiences Where They Are



Goal: Iterative Dialog and Process

Issue/
Opportunity/Opportunity/

Need
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