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                 Please use Template provided. Visit the National Institutes of Health’s registry list (scroll down to the list area in the middle of the page to access the registries) and choose one from the list. Co                Please use Template provided. Visit the National Institutes of Health’s registry list (scroll down to the list area in the middle of the page to access the registries) and choose one from the list. Co

                6/7/2020 List of Registries | National Institutes of Health (NIH) https://www.nih.gov/health-information/nih-clinical-research-trials-you/list-registries 1/5 Get the latest public health information from CDC: https://www.coronavirus.gov Get the latest research information from NIH: https://www.nih.gov/coronavirus L is t o f R eg is tr ie s Fre q u en tly A sk e d Q uestio n s What is a registry? Why are registries needed?
 It sounds like these registries collect personal health information. Is there a risk that such information could be disclosed?
 What benefits will someone receive from participating in a registry?
 Who has access to the information in a registry?
 Who owns the data from a registry? Who makes decisions about how these data will be used?
 Can a participant withdr aw from the registry?
 Who should the participant contact with additional questions or concerns?
 How is a registry different from a clinical trial? Lis t o f R egis tr ie s Disclaimer: The following listing is not intended to be comprehensive, and the inclusion of any particular or ganization on this list does not imply endorsement by the National Institutes of Health or the Department of Health and Human Services. Our intent is to provide information about registry efforts at the national level and therefore have not included many local groups that can offer valuable assistance to individuals, their families within a limited geographic area. CO VID -1 9 i s a n e m erg in g, r a p id ly e v olv in g s it u atio n .   N IH C LIN IC A L R ESE A RC H T R IA LS A N D Y O U 6/7/2020 List of Registries | National Institutes of Health (NIH) https://www.nih.gov/health-information/nih-clinical-research-trials-you/list-registries 2/5 Alzheimer ’s Prevention Registry Breast Cancer Surveillance Consortium Cancer Genetics Network Caring for C OVID-19 T ransplant Patients CASCADE FH Registry The Cerebr al Palsy Research Network Cerebral Palsy Research Registry (CPRR) Children 's Health Foundation Pediatric Asthma Registry Clinical T rials Public Data Share W ebsite Collaborative Islet T ransplant Registry Colon Cancer Family Registry Congenital Heart Disease Genetic Network Study (CHD GENES) Congenital Muscle Disease International Registry (CMD IR) Consoritum for the Longitudinal Evaluation of African-Americans with Early Rheumatoid Arthritis Cure RTD Foundation Cystic Fibrosis Foundation Patient Registry Development of a National Incompatible Kidney T ransplant Registry Development of a Pediatric Myelodysplastic Syndrome Patient Registry Development of an Infertility Family Registry (IFRR) Dominantly Inherited Alzheimer Network (D IAN) — Expanded Registry Drug Inducted Liver Injury Network (DILIN) DS-Connect™ : The Down Syndrome Registry Dyskeratosis Congenita and T elomere Biology Disorders The Environmental Polymorphisms Registry (EPR) — Using DNA to Study Disease 6/7/2020 List of Registries | National Institutes of Health (NIH) https://www.nih.gov/health-information/nih-clinical-research-trials-you/list-registries 3/5 eyeGENE : The National Ophthalmic Disease Genotyping and Phenotyping Network FD/MAS Patient Registry Fecal Microbiota T ransplant National Registry Foundation for Sarcoidosis Patient Registry Gastric Cancer Registry GenomeConnect Rare Diseases Registry Progr am (RaDaR) IMPACT Registry, diagnostic and interventional cardiac catheterization in congenital heart disease Inherited bone marrow failure syndrome Inter agency Registry for Mechanically Assisted Circulatory Support (INTERMA CS) International Registry of Coronavirus Exposure in Pregnancy (IRCEP) International Registry of Werner Syndrome International Sjogren’s Syndrome Registry, or SI CCA (closed to new participants) ITP Natur al History Study Registry Lupus Family Registry and Repository Mother to Baby Myasthenia Gr avis Patient Registry National Addiction & HIV Data Archive Progr am National Alopecia Areata Registry National and State Cancer Registries National Pediatric Cardiology Quality Improvement Collabor ative National Registry of Genetically Triggered Thor acic Aortic Aneurysms and Cardiovascular Conditions (GenT AC ) NID A Center for Genetics Research NIDCD National T emporal Bone, Hearing & Balance Pathology Resource Registry ® 6/7/2020 List of Registries | National Institutes of Health (NIH) https://www.nih.gov/health-information/nih-clinical-research-trials-you/list-registries 4/5 NIH Human Embryonic Stem Cell Registry NIH National Registry of U .S. Myotonic Dystrophy and U .S. Facioscapulohumeral Muscular Dystrophy (FSHD) OAA Natur al History Patient Registry Pediatric Cardiac Critical Care Consortium (P C4) Pediatric Imaging, Neurocognition, and Genetics (PING) Pediatric Pulmonary Hypertension (PPHnet) Informatics Registry PKU Patient Registry PPROM Registry (Preterm Premature Rupture of Membr anes) PregSource : Crowdsourcing to Understand Pregnancy The Preeclampsia Registry PRIORITY (Pregnancy CoRonavIrus Outcomes RegIsT rY) Rare Diseases Clinical Research Network Consortium of Eosinophilic Gastrointestinal Disease Researchers Contact Registry Rare Kidney Stone Consortium Contact Registry Research Registry for Neonatal Lupus Sample Collection Registry Section on Neonatal-Perinatal Medicine (SONPM) SEER registries Severe Chronic Neutropenia International Registry Shwachman-Diamond Syndrome International Registry and Repository Society for Thoracic Surgeons Society, Congenital Heart Sur gery Database Usher Syndrome Registry USIDNET Registry for Patients with Primary Immunodeficiency Diseases Virtual Pediatric Systems (VPS) Th is pa ge la st r e vie wed on Ju ne 1 , 2 020 ® 6/7/2020 List of Registries | National Institutes of Health (NIH) https://www.nih.gov/health-information/nih-clinical-research-trials-you/list-registries 5/5 NIH … Tu rn in g D is co ve ry I n to H ealt h N atio nal In stit ute s o f H ealt h, 9 000 R ock ville Pik e, B eth esda , M ary la nd 20892 U .S . D epa rtme nt o f H ealt h a n d Huma n S e rv ic es ® 
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                Fast and convenient

                Simply post your question and get it answered by professional tutor within 30 minutes. It's as simple as that!
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                Any topic, any difficulty

                We've got thousands of tutors in different areas of study who are willing to help you with any kind of academic assignment, be it a math homework or an article. 

            
	
                [image: 100% Satisfied Students]
                100% Satisfied Students

                Join 3,4 million+ members who are already getting homework help from StudyDaddy!
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