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APPLICATION AND APPROVAL PROCESS TO OBTAIN DATA FROM THE 
NIA GENETICS OF ALZHEIMER’S DISEASE DATA STORAGE SITE

Applicants must be investigators who are permanent employees of their institution at a level equivalent to a tenure-track professor or senior scientist with responsibilities that most likely include laboratory administration and oversight. Laboratory staff and trainees such as graduate students, and postdoctoral fellows are not permitted to submit project requests.

PREPARATION OF AN APPLICATION: A complete application is submitted at https://www.niagads.org/data/request. Instructions for preparation of a complete application can be found on the NIAGADS website: see Application Instructions. 

APPLICATION PACKAGE REVIEW: The NIAGADS administrative staff will review the application packet to ensure all of the requested information is included. 

APPLICATIONS NEEDING ADDITIONAL INFORMATION: In the event that additional information or clarification is needed, NIAGADS administrative staff will return the application to the applicant prior to further review with an itemized list of issues to be addressed. Examples of administrative issues that may arise are: 

· Requested documents are missing, incomplete, or inaccurate. (see the Application Instructions for the list of documents needed for a complete application package)
· The applicant is not a qualified investigator (see Data Use Certification) 
· The requested dataset cannot be provided by NIAGADS (see list of Available Datasets)

DATA USE COMMITTEE (DUC)* PANEL MEMBER NOTIFICATION AND REVIEW: The NIAGADS Administrator will notify the review panel members that a new application is pending review. Insofar as it is possible, within five (5) business days of the application being received, the panel members will review the application and submit votes. If the panel has any questions regarding the applicant’s proposal, the NIAGADS administrative staff will query the applicant. 
DUC PANEL MEMBERS VOTE: 

YES: If > 50% of the DUC members vote “yes”, then the application is approved. The administrative staff will notify the applicant and NIAGADS technical staff will grant access to the data as quickly as possible. If customized data files are requested, the NIAGADS IT staff will generate the files and make them available through FTP. 

TIE: If there is a tie vote, the NIA Program Officer will weigh in on the decision making process.  

NO: If > 50% of the DUC members vote “no”, then the application will be returned to the applicant for revision.  In the case of a “no” vote, the panel will provide the reason(s) in writing. A “no” vote may be given if: 

· Information provided is scientifically incomplete 
· The NIAGADS administrative staff or the DUC determines the applicant is not a qualified investigator 
· The research plan is weak or inappropriate 
· The data request is not feasible 
· The application lacks NIH GDS Policy http://gds.nih.gov/ compliant IRB approval 
· The PI does not agree to abide by the NIAGADS Data Use Certification
· The PI does not agree to the NIA Alzheimer’s Genomics Sharing Policy
· The panel requires additional  information 

*The NIAGADS DUC




*The NIAGADS DUC is independently organized by NIA to provide a fair and transparent process for reviewing applications for NIAGADS restricted data. The DUC consists of a Chairperson and panel members who have expertise in the basic science and clinical aspects of one or more neurological diseases. Membership is listed at the end of this document. If a DUC member submits an application for data or has a conflict of interest with a pending application, the member will recuse him/herself from the vote. 



Members of the Data Use Committee: 

Tatiana Foroud, Ph.D.  (Chair) 
P. Michael Conneally Professor of Medical and Molecular Genetics Chancellor's Professor Director of Hereditary Genomics Division 
Indiana University School of Medicine 

Steve Estus, Ph.D. 
Vice Chairman, Department of Physiology Associate, Sanders-Brown Center on Aging 
University of Kentucky College of Medicine 

Mel Feany, M.D., Ph.D. 
Professor Department of Pathology 
Harvard Medical School 
Brigham and Women’s Hospital 

Todd Golde, M.D., Ph.D. 
Director, Center for Translational Research in Neurodegenerative Diseases 
University of Florida 

Leonard Petrucelli, Ph.D. 
Chair Department of Neuroscience Research 
Professor of Neuroscience 
Mayo Clinic 

Li San Wang, Ph.D. 
Principal Investigator (PI) U24-AG-041689 “NIA Genetics of Alzheimer’s Disease Data Storage Site” 
Assistant Professor of Pathology and Laboratory Medicine 
University of Pennsylvania 
Principal Investigator, NIAGADS 

Marilyn Miller, Ph.D. 
Program Director 
Genetics of Alzheimer’s Disease 
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