Overview

The National Human Genome Research Institute (NHGRI) Ethical, Legal and Social Implications
(ELSI) Research Program frequently receives requests for examples of funded grant
applications. Several investigators and their organizations agreed to let excerpts of their ELSI
grant applications be posted online.
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changed since these applications were prepared; therefore, applicants should always follow the
application format instructions included in the funding announcement.

Copyright Information

The text of the grant applications is copyrighted. Text from these applications can only be used
for nonprofit, educational purposes. When using text from these applications for nonprofit,
educational purposes, the text cannot be changed and the respective Principal Investigator,
institution, and NHGRI must be appropriately cited and credited.


































































Contact PD/PI: Sabatello, Maya

He is an expert in molecular and population genetics, who is internationally known for this work on human
genetic diversity, the genetics of disease, and pharmacogenetics. In particular, his research has focused on
identifying the relationship between human genetic variations and diseases such as epilepsy and
schizophrenia, as well as the response of these diseases to pharmacologic treatments, advancing the goal of
personalized medicine. Dr. Goldstein received multiple awards in recognition of his work, including being a
recipient of one of the first seven nationally awarded Royal Society/Wolfson research merit awards in the UK
for his work in human population genetics and receiving a Honorary Professor appointment at the Institute of
Neurology, University College, London. Dr. Goldstein is currently also serving on the Advisory Council at the
National Institute of Neurological Disorders and Stroke at NIH. Dr. Goldstein will provide consultation, as
needed, to train and develop Dr. Sabatello’s understanding of clinical and psychiatric genetics and to advise
her on clinical and molecular genetic issues related to her research and training goals (Aims 2-3).

Jeff Goldsmith, PhD — Consultant (salary requested; Years 1-5). Dr. Goldsmith is an Assistant Professor of
Biostatistics at Columbia’s Mailman School of Public Health. He holds a PhD in Biostatistics from Johns
Hopkins, where his dissertation focused on statistical methods for high-dimensional structured data. Dr.
Goldsmith's research focuses on developing general, principled methods for the analysis of challenging data
sets arising from current scientific questions. His statistical methods examine relationships between complex
data structures and patient-level information such as using MRI scans to predict patient function and examining
effects of aging on daily activity patterns. Dr. Goldsmith is also the co-founder of Columbia’s Functional Data
Analysis Working Group, which focuses on statistical methods for and applications of functional data analysis,
and an expert in categorical data analysis. He has previously worked with Dr. Ottman, and he will meet with Dr.
Sabatello in-person and communicate via email, as needed, to provide statistical and categorical data analysis
consultation throughout her study. Dr. Goldsmith will be compensated as a consultantlEFFORT

hrs each year (yrs 1-5), overal [l rer vr.

Erik Parens, PhD — Consultant (salary requested; Years 1-5). Dr. Parens is a Senior Research Scholar at The
Hastings Center, a nonpartisan research institution dedicated to bioethics and the public interest, and a co-
investigator with Dr. Appelbaum at Columbia’s CEER, the Center for Research on Ethical, Legal and Social
Implications of Psychiatric, Neurologic and Behavioral Genetics. An investigator on many ELSI projects, he
uses interdisciplinary theories and qualitative methods to explore how we use new technologies to shape our
selves and how emerging science shapes our self-understanding. His work on the disability community critique
of prenatal testing has shaped the scholarly work in this area, and has greatly influenced Dr. Sabatello’s own
research since her PhD studies. Dr. Parens has also been a leading scholar studying the implications of
behavioral genetics research on fundamental human values like equality, which Dr. Sabatello will explore with
regard to psychiatric genetic data, and he wrote extensively on ethical and policy questions arising from the
diagnosis and treatment of children with psychiatric conditions, which are integral to Dr. Sabatello’s proposed
study. As part of the study’s policy-translation goal, Dr. Parens will serve as a consultant and provide insights
(via 3 annual in-person meetings, phone cells and emails) about the normative aspects of the research
findings. His consultancy will increase over the KO1 period. In addition to his invaluable expertise, he will
provide references to relevant literature about psychiatric genetics and genetic data more broadly, and will
consult Dr. Sabatello about genetic-related normative research throughout the career development program. In
years 3-4 he will also critically review the normative analyses in her manuscripts as Dr. Sabatello considers the
policy implications of her findings. This consultancy will further increase in year 5 as Dr. Sabatello develops
ethical and legal guidelines in light of her findings across contexts. Dr. Parens will be compensated as a

consultanfFForT FRORT or yrs 1-2,[FFFORT or yrs 3-4, and or yr 5 (i.e., respectively,

Research Assistant (yr 1; TBH). Hiring a research assistant as a second reader of court cases collected in Aim
1 to ensure independent and objective review of cases and identify coding of genetic-related t
*. Total cost requested i

Training Budget, Yrs 1-5

A_ Tuition/ Fees at Columbia University

Budget Justification Attachment Page 69


































































































