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P.O. Box 970153 

17 



The Intersection of Patient Registries, Biospecimen Repositories and Clinical Data — Contact Information 

 

Boca Raton, FL 33497-0153 
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Muscular Dystrophy Association 
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Bethesda, MD 20814 
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National Cancer Institute 
National Institutes of Health 
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National Institutes of Health 
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Kleitman, Naomi, Ph.D. Program Director 
National Institute of Neurological Disorders and Stroke 
National Institutes of Health 
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National Institutes of Health 
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Pittsburgh, PA 15261 
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National Institute of General Medical Sciences 
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National Cancer Institute 
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National Cancer Institute 
National Institutes of Health 
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Executive Plaza South, 300, Mail Stop 7227 
Bethesda, MD 20892 
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National Institute of Child Health and Human 

Development 
National Institutes of Health 
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Leader, Benjamin, M.D., Ph.D. Chief Executive Officer 
ReproSource, Inc. 
300 Trade Center 
S-6540 
Woburn, MA 01801 

Ledbetter, David H., Ph.D. Professor 
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National Institute of Biomedical Imaging and 
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National Institutes of Health 
35 Convent Drive 
Porter Building, 1A208 
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National Institutes of Health 
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Martin, Jodie M., M.G.C. Genetic Counselor 
Children's National Medical Center 
111 Michigan Avenue, NW 
Washington, DC 20010 

Matthews, Jay T. Merck & Co., Inc. 
University of the Sciences, Philadelphia 
110 Stoneybrook Drive 
Ridley Park, PA 19078 

McCurdy, Katherine R. Founding Board Member 
Barth Syndrome Foundation, Inc. 
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Larchmont, NY 10538 

McDonald, Clement J., M.D. Office of the Director 
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Bethesda, MD 20894 
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National Cancer Institute 
National Institutes of Health 
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National Institute of Dental and Craniofacial Research 
National Institutes of Health 
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Room 610, Mail Stop 4878 
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Information Management Services, Inc. 
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Suite 200 
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National Center for Complementary and Alternative 

Medicine 
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National Cancer Institute 
National Institutes of Health 
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Urologic Oncology Branch 
National Cancer Institute 
National Institutes of Health 
9000 Rockville Pike 
CRC Room 2W-5740 
Bethesda, MD 20892 

Mikhail, Isis S., M.D., M.P.H., Dr.P.H. Director 
Research Development and Support Program 
Office of Cancer Complementary and Alternative 

Medicine 
Division of Cancer Treatment and Diagnostics 
National Cancer Institute 
National Institutes of Health 
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Suite 609 
Bethesda, MD 20852 
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Julia Dyckman Andrus Professor 
Harvard Medical School 
Karp Family Research Laboratories, 12.214 
300 Longwood Avenue 
Boston, MA 02115 
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National Institutes of Health 
10 Center Drive 
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National Institutes of Health 
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Medical Subject Headings 
National Library of Medicine 
National Institutes of Health 
8600 Rockville Pike 
Building 38A, Room B2E17 
Bethesda, MD 20894 
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Office of the Director 
Office of Rare Diseases Research 
National Institutes of Health 
6100 Executive Boulevard 
Room 3A-07, MSC 7518 
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Neti, Chalapathy, Ph.D., B.S. Associate Director 
Healthcare Transformation 
IBM Research 
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Yorktown Heights, NY 10598 
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Division of Extramural Research Activities 
National Institute of Arthritis and Musculoskeletal and 

Skin Diseases 
National Institutes of Health 
6701 Democracy Boulevard 
Suite 800 
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Nieman, Lynnette Senior Investigator 
Program in Reproductive and Adult Endocrinology 
National Institute of Child Health and Human 
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National Institutes of Health 
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National Institutes of Health 
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National Institute of Allergy and Infectious Diseases 
National Institutes of Health 
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O'Rourke, P. Pearl, M.D. Director 
Human Research Affairs 
Partners HealthCare System, Inc. 
116 Huntington Avenue 
Suite 1002 
Boston, MA 02116 
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Oster-Granite, Mary L., Ph.D. Health Scientist Administrator 
Center for Developmental Biology and Perinatal 

Medicine 
National Institute of Child Health and Human 

Development 
National Institutes of Health 
6100 Executive Boulevard 
Room 4B05L, MSC 7510 
Bethesda, MD 20892-7510 

Ota Wang, Vivian Extramural Programs Branch 
National Human Genome Research Institute 
National Institutes of Health 
5635 Fishers Lane 
Suite 4076 
Bethesda, MD 20892 
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Pass, Kenneth Senior Research Scientist 
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New York State Department of Health 
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National Institute of Allergy and Infectious Diseases 
National Institutes of Health 
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Suite 5208, Mail Stop 7600 
Bethesda, MD 20817 
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National Human Genome Research Institute 
National Institutes of Health 
31 Center Drive 
Room B1B55, MSC 2070 
Bethesda, MD 20892 
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Polizzotto, Mark N., M.D. Staff Physician 
HIV/AIDS Malignancy Branch 
National Cancer Institute 
National Institutes of Health 
10 Center Drive 
Building 10, Room 6N110 
Bethesda, MD 20892 

Pollen, Geraldine B., M.A. Consultant 
Office of the Director 
Office of Rare Diseases Research 
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National Institutes of Health 
6100 Executive Boulevard 
Room 3A07 
Rockville, MD 20852 

Porter, John D., Ph.D. Program Director 
National Institute of Neurological Disorders and Stroke 
National Institutes of Health 
6001 Executive Boulevard 
NSC 2142 
Bethesda, MD 20892 
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7799 Leesburg Pike 
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National Institute of Diabetes and Digestive and Kidney 
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Diseases 
National Institutes of Health 
6707 Democracy Boulevard 
2 Democracy Plaza, 643 
Bethesda, MD 20892 

Rhie, Julie Regulatory Affairs Branch 
National Cancer Institute 
National Institutes of Health 
6130 Executive Boulevard 
Executive Plaza North, 7100B 
Rockville, MD 20852 
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University of South Florida College of Medicine 
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National Institute of Environmental Health Sciences 
National Institutes of Health 
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Office of Clinical Research 
National Institute of Neurological Disorders and Stroke 
National Institutes of Health 
6001 Executive Boulevard 
Room 2188 
Rockville, MD 20852 
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300 Longwood Avenue 
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Boston, MA 02115 
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Office of Orphan Products Development 
Food and Drug Administration 
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Vision Research Program 
National Eye Institute 
National Institutes of Health 
5635 Fishers Lane 
Suite 1300 
Rockville, MD 20852 
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Gastrointestinal and Other Cancers Research Group 
National Cancer Institute 
National Institutes of Health 
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6130 Executive Boulevard 
Executive Plaza North, 2148 
Rockville, MD 20852 

Rodriguez, Laura L., Ph.D. Acting Director 
Office of Policy, Communications, and Education 
National Human Genome Research Institute 
National Institutes of Health 
31 Center Drive 
Building 31, Room 4B09, MSC 2152 
Bethesda, MD 20892 

Rodriguez-Canales, Jaime, M.D. Research Fellow 
Laboratory of Pathology 
National Cancer Institute 
National Institutes of Health 
10 Center Drive 
Clinical Center, B1B37 
Bethesda, MD 20892 
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AIDS and Immunosuppression Program 
National Institute of Dental and Craniofacial Research 
National Institutes of Health 
6701 Democracy Boulevard 
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Bethesda, MD 20892-4878 
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Cystic Fibrosis Therapeutics Development Network 
Director 
Preclinical Research Development Network 
University of Washington Institute of Translational Health 

Sciences 
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Seattle, WA 98101 
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Office of Science Policy and Planning 
National Institute of Arthritis and Musculoskeletal and 

Skin Diseases 
National Institutes of Health 
9000 Rockville Pike 
Building 31, Room 4C13 
Bethesda, MD 20892 

Rosenberg, Ellen Clinical Transplantation Section 
National Institute of Allergy and Infectious Diseases 
National Institutes of Health 
6610 Rockledge Drive 
Building 6610, 3081 
Bethesda, MD 20817 

Rubinstein, Yaffa Office of the Director 
Office of Rare Diseases Research 
National Institutes of Health 
6100 Executive Boulevard 
Executive Building, Room 3A07 
Rockville, MD 20852 
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Runko, Alexander, Ph.D. Program Analyst 
National Institute of Neurological Disorders and Stroke 
National Institutes of Health 
6001 Executive Boulevard 
Neuroscience Center, Room 2208 
Rockville, MD 20892-9525 

Russler, Daniel C., M.D. Vice President 
Clinical Informatics 
Oracle 
3215 Saybrook Drive 
Atlanta, GA 30319 

Rutkowski, Anne M., M.D. Chairman 
Cure CMD 
P.O. Box 701 
Olathe, KS 66051 

Safer, Ricky W. President 
PSC Partners Seeking a Cure 
5237 South Kenton Way 
Englewood, CO 80111 

Safer, Donald S. Scientific/Medical Advisory Committee Member 
PSC Partners Seeking a Cure 
5237 South Kenton Way 
Englewood, CO 80111 
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University of Colorado Denver School of Medicine 
The Children's Hospital 
13123 East 16th Avenue 
B395 
Aurora, CO 80045 
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Office of Biorepositories and Biospecimen Research 
National Cancer Institute 
National Institutes of Health 
31 Center Drive 
10A03 
Bethesda, MD 20892 

Schoyer, Lisa, M.F.A. Board Member 
Costello Syndrome Family Network 
Chair 
Costello Syndrome Research Advisory Group 
244 Taos Road 
Altadena, CA 91001 
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National Heart, Lung, and Blood Institute 
National Institutes of Health 
6701 Rockledge Drive 
MSC 7940 
Bethesda, MD 20892-7940 

Schully, Sheri D., Ph.D. Program Director 
Host Susceptibility Factors Branch 
National Cancer Institute 
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National Institutes of Health 
6130 Executive Boulevard 
#5138, MSC 7393 
Bethesda, MD 20892 

Schwartz, Jack, J.D. Visiting Law Professor 
University of Maryland School of Law 
500 West Baltimore Street 
Baltimore, MD 21201 

Seavers III, Norman Manager 
Research and Development 
Southeast Tissue Alliance 
6241 Northwest 23rd Street 
Suite 400 
Gainesville, FL 32653 

Seidlin, Mindell, M.D. Consultant 
Seidlin Consulting LLC 
580 West End Avenue 
New York, NY 10024 

Sen, H. Nida, M.D. Clinical Immunology Section 
National Eye Institute 
National Institutes of Health 
10 Center Drive 
10/10N112 
Bethesda, MD 20892 
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National Cancer Institute 
National Institutes of Health 
6116 Executive Boulevard 
Suite 7003, Mail Stop 8345 
Rockville, MD 20852 

Shapiro, Amy D., M.D. Medical Director 
Indiana Hemophilia and Thrombosis Center 
8402 Harcourt Road 
Suite 500 
Indianapolis, IN 46260 
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Section on Childhood Neuropsychiatric Disorders 
National Institute of Mental Health 
National Institutes of Health 
10 Center Drive 
Building 10, 3N202 
Bethesda, MD 20892 
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Shelton, Robert H., M.B.A. Founder/CEO 
Private Access, Inc. 
Chairman, Board of Directors 
KS&A 
5251 California Avenue 
Suite 200 
Irvine, CA 92617 
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Shenkman, Elizabeth A., Ph.D. Professor 
University of Florida College of Medicine 
Chair 
Department of Epidemiology and Health Policy Research 
1329 SW 16th Street 
Suite 5130 
Gainesville, FL 32608 

Sheriff, Denise, B.S.N., R.N. Program Manager 
Centers for Disease Control and Prevention 
1600 Clifton Road 
Mailstop E-88 
Atlanta, GA 30333 

Sherman, Mark, M.D. Hormonal and Reproductive Epidemiology Branch 
National Cancer Institute 
National Institutes of Health 
6120 Executive Boulevard 
Executive Plaza South, 5109 
Rockville, MD 20854 

Sherman, Stephanie L., Ph.D. Professor 
Emory University 
Chair 
Research Committee 
Fragile X Clinical Research Consortium 
615 Michael Street 
Whitehead 301 
Atlanta, GA 30322 

Sidransky, Ellen Medical Genetics Branch 
National Human Genome Research Institute 
National Institutes of Health 
35 Convent Drive 
Porter Building, 1A213 
Bethesda, MD 20892 

Sieber, Beth-Anne, Ph.D. Program Officer 
National Institute of Neurological Disorders and Stroke 
National Institutes of Health 
6001 Executive Boulevard 
Room 2223, MSC 9525 
Bethesda, MD 20892-9525 

Sim, Hua-Chuan, M.D. Program Officer 
Program Management Branch 
National Library of Medicine 
National Institutes of Health 
6705 Rockledge Drive 
Suite 301 
Bethesda, MD 20892-7968 
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Section on Human Biochemical Genetics 
National Human Genome Research Institute 
National Institutes of Health 
NIH Clinical Center, 10 Center Drive 
10C-107 
Bethesda, MD 20814 

Singh, Jai P. Project Director 
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BioReliance Corporation 
Laboratory Director 
14920 Broschart Road 
Rockville, MD 20852 

Slutsky, Jean R., P.A., M.S.P.H. Director 
Center for Outcomes and Evidence 
540 Gaither Road 
Rockville, MD 20850 

Smith, Anna M. United States Military Institute 
6900 Georgia Avenue, NW 
Building 1, A-109 
Washington, DC 20307 

Sommer, Josh Executive Director 
Chordoma Foundation 
P.O. Box 4562 
Greensboro, NC 27404-4562 

Sommer, Simone S., M.D., M.P.H. President and Cofounder 
Chordoma Foundation 
P.O. Box 4562 
Greensboro, NC 27404-4562 

Sorace, James M., M.D., M.S. Medical Officer 
Assistant Secretary for Planning and Evaluation 

Stack, Nancy J. Founder, CEO 
Cystinosis Research Foundation 
18802 Bardeen Avenue 
Irvine, CA 92612 

Stacpoole, Peter, Ph.D., M.D. Director 
Clinical and Translational Science Institute 
University of Florida 
P.O. Box 100219 
Gainesville, FL 32610 

Stanton, Arlene, Ph.D., N.C.C. 13624 Crusader Way 
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Strange, Charlie, M.D. Professor of Pulmonary Medicine 
Medical University of South Carolina 
Director 
Alpha-1 Foundation Research Registry 
96 Jonathan Lucas Street 
812 CSB 
Charleston, SC 29425 

Sturman, Lawrence S., M.D., Ph.D. Director 
Wadsworth Center 
New York State Department of Health 
Empire State Plaza 
Room E260 
Albany, NY 12201 

Subramony, S.H., M.D. Professor of Neurology 
McKnight Brain Institute at the University of Florida 
100 South Newell Drive 
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L3-100 
Gainesville, FL 32611 

Sullivan, Kathleen E., M.D., Ph.D. Children’s Hospital of Philadelphia 
United States Immunodeficiency Network 
Division of Allergy and Immunology 
3615 Civic Center Boulevard 
Philadelphia, PA 19104 

Sullivan, Shannon D., M.D., Ph.D. Clinical Endocrine Fellow 
National Institute of Child Health and Human 

Development 
National Institutes of Health 
10 Center Drive 
CRC Building 10, Room 1E-3140 
Bethesda, MD 20892 

Summar, Karen L., M.D. Assistant Professor of Pediatrics 
Cincinnati Children’s Hospital 
Center Director 
Thomas Center for Down Syndrome 
Cincinnati Children’s Hospital Medical Center 
3333 Burnet Avenue, MLC 4002 
Cincinnati, OH 45229-3039 

Sutherland, Margaret, Ph.D. Program Director 
National Institute of Neurological Disorders and Stroke 
National Institutes of Health 
6001 Executive Boulevard 
NSC 2203 
Bethesda, MD 20892 

Tagle, Danilo A., Ph.D. Program Director in Neurogenetics 
National Institute of Neurological Disorders and Stroke 
National Institutes of Health 
6001 Executive Boulevard 
Neuroscience Center, Room 2114 
Bethesda, MD 20895 

Tartakovsky, Irena, M.D., M.S. Senior Science Policy Analyst 
Association of American Medical Colleges 
2450 N Street, NW 
Washington, DC 20037 

Terry, Sharon F., M.A. CEO 
Genetic Alliance 
CEO 
Genetic Alliance BioBank 
4301 Connecticut Avenue, NW 
Suite 404 
Washington, DC 20008 

Therrell, Bradford L., Ph.D. Director 
National Newborn Screening and Genetics Resource 

Center 
Professor 
Department of Pediatrics 
University of Texas Health Science Center at San 

Antonio 
1912 West Anderson Lane 
Austin, TX 78757 

33 



The Intersection of Patient Registries, Biospecimen Repositories and Clinical Data — Contact Information 

 

Thibadeau, Judy, R.N.M.N. National Spina Bifida Program Manager 
Disability and Health Team 
Centers for Disease Control and Prevention 
1600 Clifton Road 
MS E88 
Atlanta, GA 30333 

Thomas, Jeffrey A., B.S. Director of Donor Services 
National Disease Research Interchange 
8 Penn Center, 8th Floor 
1628 JFK Boulevard 
Philadelphia, PA 19103 

Toigo, Theresa, R.Ph., M.B.A. Director 
Office of Special Health Issues 
Food and Drug Administration 
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