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OPCE Overview

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

Office of Policy,
Communications,
and Education

: Communications Education and :
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Program Analysis . Healthcare
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We Do: OPCE Function(s)




Who are OPCE’s Audiences?




Audiences = Potential Partners

National Snciet? of P
Genetic €&
Counselors




Plus ... Fellow Parts of the Administration

GHRSA i o FDA  US Food and Drug Administraion iz

M Centers for Medicare & Medicaid Services FO8 Uninen Smares C
(B$)) DEPARTMENT OF VETERANS AFFAIRS
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United States Department of Health & Human Services
’/ _ﬂ"na Agency for Healthcare Research and Quality

Advancing Excellence in Heaith Care JRUGVELTETNY

CDC

CEMTERS FOR DISEASE
CONTROL AND PREVENTION

|'|-|'m OFFICE OF SCIENCE POLICY - National Institutes of Health

Help Sitermnap Contact us

Office of Biotechnology Activities
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r Home r Recombinant DNA r Genetics, Health, Societ ¥ Dual Use Research r Clinical Research Policy

Secretary's Advisory Committee on Genetics, Health, and Society
(SACGHS)
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FY2012 Appropriations Update

FY2012 President’s
Request:

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

08808828088 Wouse i Bepresentatives 808806808




Building Relationships
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Others with a Special Interest

Maryland Delegation

Barbara
Mikulski (D) Cardin (D) Van Hollen (D)

Members with Expressed Interest
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Louise Slaughter L% & Brian Bilbray
Xavier Becerra
NY (D) ‘ CA (D) ‘ ‘ CA (R) _

Anna Eshoo Rlchard Burr Michael Burgess
CA (D) NC (R) TX (R)




Courts give NIH hESC funding the all-clear

BOUNCING BACK

The NIH has approved 42 stem-cell lines this year,
ending a lull that followed the 2010 injunction.
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Appeals Court Rules on Myriad Gene Patents

Neal Katyal, ex-Acting Solicifor General
= |solated DNA is patent-eligible
= cDNA is patent-eligible

= Methods claim to associate genotype to
phenotype invalid as written




Genomic Data Sharing Policies

Data Collection Submission & Distribution &

Management of Data  secondary Use of Data

Research Submitting Genomic Recipient
Participants Investigators Data Repository Investigators
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Data Use Limitations




Updating the Common Rule

= Genetic samples considered inherently
iIdentifiable — risk classified as “informational”

= Data security protections, calibrated to level of
identifiability

= Written consent required for all uses of existing
research samples (short forms, broad consent

OK; only applies prospectively)

Advanced Notice of Proposed Rule Making (ANPRM)

Read more about the July 22, 2011 ANPRM for changes under consideration to the Common
Human

Rule. Subjects UPDATE

These changes, the most extensive since the Department of Health, Education, and Protections
W el‘r:ne publl hed proposed rules for the protection of human subjects involved in research

. 1979, are available for public comment until September 26, 2011.




Genomic Healthcare

@ \g -iif

Greg Feero Jean Jenkins

= Mission to improve the ability of all providers to

apply advances in genomics & improve outcomes
In patient care.

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




NEJM Genomic Medicine Series

REVIEW ARTICLE

GENOMIC MEDICINE . | P 4
W. Gregory Feero, M.D., Ph.D., and Alan E. Guttmacher, M.D., Editors l ili

Genomics and the Eye s

IN MEDICINE

Val C. Sheffield, M.D., Ph.D., and Edwin M. Stone, M.D., Ph.D.

REVIEW ARTICLE

GENOMIC MEDICINE
W. Gregory Feero, M.D., Ph.D., and Alan E. Guttmacher, M.D., Editors

Microbial Genomics and Infectious Diseases

David A. Relman, M.D.




Building Resources

GENETICS/GENOMICS COMPETENCY CENTER
FOR EDUCATION Guidelines

Search Educator Resources:

Genetic = Nurse Physician
Counselor | Assistant

Search Search Search

# Submit Your Resources

What you can do on this site: 1

The Genetics/Genomics

1. Search for genetics/genomics resources to use in your classroom
Find websites, download PDFs, locate courses-enhance your class content with
genetic/genomic resources for Hurses, Physician Assistants. and Genetic Counselors Education pI'O‘u"idES links to

Competency Center for

. Review the Competency Guidelines and Curriculum Map . -
_ _ _ _ R . curricular materials and
MNeed to match your classroom genomics teaching to competencies? View the guidelines and
the curriculurm map to find the right resources to download resources for educators of

. Share resources, activities, and assessments to be included on this site Genetic Counselors. Nurses
Do you have activities, resources or assessments you would like to share? Submit websites ' '




Upcoming Meeting: Pharmacist
Education in the Era of Genomic
Medicine

= November 30 —
December 1, 2011

= 14 professional
organizations invited




JAMA 2011Medical Education Issue

Bl COMMENTARY

9/7/2011

JAMA

The Journal of the 4merican Medical Association

Genomics Education for Health Care
Professionals in the 21st Century

W. Gregory Feero, MD, PhD
Eric D. Green, MD, PhD

ECENT GENOMIC DISCOVERIES HAVE BROUGHT ABOUT
far-reaching advances in understanding the mo-
lecular basis of human health and disease. The vi-

sion for the future of genomics research devel-_

oped by the National Human Genome Research Institute
suggests more discoveries are likely to occur over the next
few decades.' These insights have helped reveal remark-
able and unexpected complexities of human biology; how-

909% lacked confidence in their clinician’s ability to under-
stand and use genomic information.”

Past efforts to enhance the genomics literacy of health care
professionals have often taken the form of a push of infor-
mation from the genomics community to other profes-
sional groups. The underlying assumption of these efforts
has been that spontaneous interest in additional genomics
education would follow. The push approach has met with
reasonable success in the nursing and physician assistant
communities. For example, the nursing profession has in-
ternally developed genomics education competencies, which
have now been broadly adopted across 50 organizations.®




IOM Genomics Roundtable
Integrating Large-Scale Genomic Information

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

5 Sessions:
- Workforce e | |
i Access ar;d Analysis ar_1d Practical
- AnaIyS|S Portability Interpretation Issues
- Interpretation
- Delivery of Information
- Ethical, legal and
soclal issues

Education

Standing room only!!!
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Genomic Opportunities for Studying Sickle
Cell Disease: December 8-9, 2011

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

= External Co-Chairs:

Michael DeBaun, M.D., M.P.H.
Vanderbilt University
School of Medicine

Richard Gibbs, Ph.D.

Baylor College of Medicine

Julie Makani, Ph.D. | 5 -
Muhimbili University ) ‘/-‘
y If* y




Working with Communities
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Working Together 45
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Education Outreach

, ; RS Find Ust!;ﬂ K Comments
BNA BAY i =
IN% e

Chatroow wWebcasts Avabazzadors L3 Feedback

Find fulfilling & rewarding

with this interactive tool

www.genome.gov/GenomicCareers/




Spanish Language Talking Glossary

Inicio Glosario | Versién de texto @ English Version

AB[EDEFGHI KLM
NOP RSTUVW z

Céncer

g:pcciﬁggsnl;rostata un Cromosoma es un paquete ort_jenado _de ADN_ que se ent;uentra en el nicleo
Cariotipb de la celula. Los diferentes organismos tienen diferentes numeros de

Cariotipo Espectral (SKY) cromosomas. Los humanos tenemos 23 pares de cromosomas - 22 pares :
Cartografia genética autosémicos, y un par de cromosomas sexuales, X e Y. Cada progenitor contribuye
Célula con un cromosoma de su par de autosomas y uno del par sexual, de manera que la
Célula madre descendencia obtenga la mitad de sus cromosomas de su madre y la mitad de su
Células sométicas padre.

Centimorgan

Centriolo Fi Ani =

- = igura - imacidn
n f P

(.:E _lrul'ﬂE ] llustracion 3-D

Centrosoma

Ciclo Celular

Citogenética Dr. Eric D. Green
Citogenetista

E!ILP!G‘%”‘E Director Clentifico del Instituto Naclonal parala
\'tos” o Investigacion del Genoma Humano (NHGR); Jefe @
Clonacion Investigador Principal de la Divisién de Tecnologia
Clonacién posicional ik - del Genoma, Jefe de la Seccién de Secuenciacién
Cédigo genético | ¥ Mapeo Fisleo (NISC) y Director de la Secclon

ey - - Intramures del NIH
Codominancia

Coddn

Codén de parada

Columna vertebral de fosfato

Congénito

Consejo genético La investigacion del Dr. Green se centra en tres dreas principales: En primer lugar,

Céntigo (Contig) la secuenciacion y la comparacion de regiones especificas del ADN de una gran

Cramatioa : especies con la finalidad de desentrafiar la complejidad de la funcién

. Y C , en segundo lugar, el desarrollo de herramientas de investigacién y

L\,rome.una C innovadoras para la realizacion de anélisis del genoma; yen tercer

Cromosoma lugar, la Identificacion y caracterizacion de los genes asociados con enfermedades

Cromosoma artificial bacteriano | humanas. En sus I“ultlples funciones como director clentifico del NHGRI, jefe de la

T e B T Divisién de Tecnologla del Genoma, y director del Centro de Secuenciacion (NISC)
- Intramural del NIH, Dr. Green tiene interes fundamental en mapear, secuenciar e

Cromosoma sexual interpretar los genomas de los vertebrados.

Cromosoma X

Cromosoma Y

Haga clic agqui
Ponga
a pruebaj!
DNOCIMIENTO!

LIH]]IHD




Genetics Glossary App

(@, talking glossary

App Store Books Podcasts Munes U witherlys@aol.com

Talking Glossary of Genetics

Description

The Talking Glossary of Genetic Terms features more than 250 common genetic terms pronounced and explained in an easy-to-understand way by leading scientists and
professionals at the National Human Genome Research Institute (NHGRI)....

MNational Human Genome Research Insititute Web Site »  Talking Glossary of Genetics Support »

What's New in Version 1.0.3
Category: E Bug Fixes
Upeda Se
Current Ve
1.03
Sizo: 163 MB iPhone Screenshots
Language: English
Sefler: National Human Genome Research IATET = 10:10 AM 75 % £ B % W 10:13 AM
Institute

& Nona The National Human Genome Research Institute's

Talking Glossary
N “Genetic

Requirements: Compatible with iPhone,
iPod touch, and iPad. Reguires i05 4.0 or
later.

]
Suggest 4
a Term

Terms Quiz Email About

Definition INustration Animation




2011 NHGRI Summer Workshop In

Gen o mICS
THRIAE T LA PP lWI W
ARRA R l. ‘]\(}['Q‘R‘J Summ Works ﬁ(y in Genomic MJ i j

R 11 Bethesda, MD . || 1
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wiw L o \l.' o 2 Pagw9) wih . Bt .
" . v: -~ 2 A" '.'_ Z:“’ 0 = : ol
J oy py .
. i v \:

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




Genetics Instruction Lacking Current
Concepts in Most States

CBE—Life Sciences Education
Vol. 10, 318-327, Fall 2011

Article

A Comprehensive Analysis of High School Genetics
Standards: Are States Keeping Pace with Modern Genetics?

M.]. Dougherty,* C. Pleasants,” L. Solow,* A. Wong,* and H. Zhang*

*American Society of Human Genetics, Bethesda, MD 20814; "THampden-Sydney College, Hampden-Sydney,
VA 23943; 1‘/\3'esle_\,-’an University, Middletown, CT 06459

[/ states determined to have ‘adequate’
standards

Most states have adequate coverage of
between only 3 and 10 of 19 core
genetic concepts




Genomic Literacy Workshop

Maternal and Child Genetic and Genomic Genomic Science,
Genetic Health Literacy Education and Literacy
Urban Latino in Rural Population K-12 Population
Population

E)mmunity Conversation 1 E)mmunity Conversation 2 Community Conversation 3

c . Community C it
ommunity Project 2 ommunity

Project 1 Project 3

NHGRI Genomics NHGRI

Literacy Workshop St\;?t_egic
Iston

Health

. Academia
professionals

Patient Education
advocates specialists

“What Does It Mean to be Genomically Literate?”




Communications & Publlc Lialson
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Provides the Public Face of the Institute

Il genome.gov

U.5. Department of Health and Human Services

“*NIH News
1 ou
National Institutes of Health aining | About | For You n ﬁ 3

e

.S, Department of Health and Human Services

S
eMERGE network m NIH News

National Institutes of Health
NiH-supported projec

NHGRI funds developm{ # On Other sites:

U.5. Department of Health and Human Services Genetic variants in novel

Mgy pathwavs influence blood
ews B

cardiovascular disease risk
National Institutes of Health Nature, Sept. 11, 2011

NIH-supported work to bo

National Heart Lung and Blood Institute
www.nhlbi.nih.qgov

The first phase of eMERGE,
genetic information can be
cataracts, high-density lipo

National Human Genome Research Institute
WWW.Qenome.qgov

International genome consortium discovers new genes that control blood pressure

to key | = T e e NIH institutes par‘-rc‘pe e in gl lobal stu idy that finds new gene-‘fc tisk factors for cardiovascular disease

known | >z

Guver, s Bethesda, Md., Sun., Sept. 11, 2011 — In one of the largest genomics studies ever, an international research consortium

E)cit.ran.ul . - - ry that includes the National Institutes of Health has identified 29 genetic variations across 28 regions of the human genome
. i e . that influence blood pressure. This unprecedented effort brought together more than 230 researchers across six continents

Mullikin, = . / and scanned the genomes of over 200,000 people. The results appear in the Sept. 11 edition of Nature

selecte
humans and other mammals tha

o . "It is fitting that a global research group came together to provide new insight into a condition that affects over 1 billion
genome using "next-generation

people worldwide,” said Susan B. Shurin, M.D., acting director of the NIH's National, Heart, Lung, and Blood Institute

({NHLBI), which was part of the international consortium behind the study. "This is one of the most important studies of the
genetics of blood pressure to date and a significant step toward finding better therapies for it.”

Leaping Lizard;

- e o Genome Information Genome Advance




NHGRI Genome Advance of the Month

Protecting the food supply and human health with genomics
May 2011

Transforming clinical care with whole genome sequencing

Keywords: what's this?@
June 2011

| e | g e

Proteus: Discovering the tiniest disease-causing flaws — and
improving sequencing technologies

By Jonathan Gitlin, Ph.D.
Science Policy Analyst

Proteus, a sea-god from Greek mythology, could change his shape to improve his
fortunes. People suffering the syndrome that bears his name are not so lucky and the
cause of thewr plight has been as mysterous as the disease can be debilitating. It's a
strange genetic disorder that's never inherited; each individual appears to have a new
mutation. Moreover, the genetic defect is only found in some of the patient's cells while
other tissues are genetically normal and healthy, a condition geneticists call a mosaicism.

MHGRI's Genome Advance of the Month selection, however, provides the answer — and
it's a shocker: Proteus syndrome is caused by a spontaneous change in a single base
pair among the three billion base pairs in the human genome that occurs in a single cell
of a developing embryo. The severity of the disease — which varies dramatically

between sufferers — depends on when during embryonic development the mutation

occurs and in which cell.




Expanding Capacity to Market &
Disseminate NHGRI News




Optimizing Our Use of Today’s Tools

You Tuhe Search | Browse — Movies Upload Create Account Sign In

““I““HIHI genome.gov
Il National Human Genome Research Institute

National Institutes of Health

Visit genome.gov

Subscribe

:IJH‘I'”LD GenomeTV

GenomeT's Channel

Featured

1 month ago
more - info

May 2011 NACHGR
Open Session

1 month ago
mare info

A Decade with the
Human Genome

1 morth S0

more info

July 27, 2011 1000 Genomes
Tutorial

1 month ago
moke info

The Human
Genome: A Decade

1 month o

Info Favorite Share Flag Bpa i

Proteus Syndrome Telebriefing (HD) & Like & Current Topics in

From: GenomeTy | Jul 27, 2011 | 853 views s Genome Analysis
1 morth S0

duly 27, 2011 - MHGRI scientists have found the gene mutation that causes Proteus syndrome, a rare disorder that causes mare e

lizzue and bone to grow out of proportion to the body . The study describing the AKT1 gene mutation was published in the
onlineg edition of The Mew England Journal of Medicine. For more information go to: http:iwww.gensme. govproteus.

.. {imore info)
NIH Intramural

View comments, related videos, and more . Sequencing Center
1 month ago
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Building a Social Media Presence
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use?

See Al i i h' Genome.gov | National Human Genome Research
gl Institute (NHGRI) Hi Dominic, For a ful description of methods,
Gregor Mendel induding sample collection, sequending, assembly, anchering, mass
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Information section of the paper at ht vw.nature. com/natu
refjournalfvaop fncurrent/full nature 10330, himl.
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Kristen Cloud I live in Kansas...and a lot of schools try. it's about
5050, 1 think. in one of my intro biology dasses a few years ago,
the professor asked how many of us were taught evolution/genetics
inHS, and probably half the dass raised their hand. I will say that a
lot of students left the room though during high school when we
learned about it. fsigh. *is a genetics major*
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Raising Epilepsy Awareness: Just a Brain Storm on an
Otherwise Sunny Day They should all be dark green, we need a
revamp for public education- we rank 26th out of well educated
countries as far as how smart our children rank, and spend 5x more
than any other country, Something is wrong with that.
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