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Overview

it Background of the program
insiialec: e pl=n:idir vsen on e and e ity (1
i Current priority topic areas
i Methodological approaches
u Funding mechanisms and approaches /s
i Centers of Excellence in |
ELSI Research (CEER) Program/

i Tensions and challenges ===
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Background

i Established in 1990

i1 Mission: To anticipate and address the ethical,
legal, and social implications of genetic and
genomic research

i 5% of NHGRI Extramural Research budget

i FY2012: $19M

i More than 1000 publications over 21 years
i lLargest funder of bieethics researchiin the world
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Reflections on the first ten

years of the human genomics age

THE END OF
THE BEGINNING
Eric Lander on the impact of
thehuman genome sequence
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Armoad map to
genomic medicine
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Charting a course for genomic medicine
from base pairs to bedside

A 4l Human & ch Institut:

here has been much progress in genomics inthe ten years since a draft sequence of the human genome was published
Opportunities for understanding health and discase are now unprecedented, as advances in genomics are harnessed to
obtain robust foundational knowledge about the structure and function of the human genome and about the genetic
contributions to human health and dise Here articulate a 2011 vision for the future of genomics research and
describe the path towards an era of genomic medicine
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Genomics and Somety

ii Psychosocial and ethical issues In
genomics research

i Psychosocial and ethical issues In
genomic medicine

it Legal and public policy issues
i Broader societal ISSues



Psychosocial and Ethical Issues In
Genomics Research

i Protection of research participants
i Perceptions of risks and benefits

i Diversity of research cohorts

i Role of race and ethnicity
i Community engagement




Psychosocial and Ethical Issues In
Genomic Medicine

i Genomic uncertainty
i Direct-to-Consumer (DTC) tests
i Fair access

i Effectiveness of diagnostics,
therapeutics and behavioral
change

i Pre-implantation, prenatal and
postnatal genetic diagnoses

i1 Constructs of race and ethnicity



