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 Frequently Asked Questions:
Q:  What is the purpose of the PDBP?
A:  The National Institute of Neurological Disorders and Stroke (NINDS) Parkinson's Disease Biomarkers Program (PDBP) was built to support new and existing research and resource development that promotes biomarker discovery for Parkinson's disease.  In addition to supporting research projects, the PDBP provides a platform for researchers to deposit and access linked clinical and biological data on patients with Parkinson’s disease.  It is anticipated that PDBP data will be used to develop biomarkers for diagnosis and/or disease progression that will ultimately be useful for treatment development.
Q:  What research is the PDBP supporting?
A:  Currently, two types of research are being supported by the PDBP:  the first type seeks to develop innovative new methods and tools for use in biomarker development, and the second type focuses on collecting subject data for use in developing a biomarker.  Detailed information about our current ten research projects can be found at:  https://pdbp.ninds.nih.gov/jsp/projects.jsp.
Q:  What sorts of data are collected by the PDBP?
A:  At this time, the PDBP is collecting extensive clinical information (e.g., MD-UPDRS, UPSIT, etc.), neuroimaging data (e.g., MRI, DTI, etc.), and biofluid data (e.g., CSF, plasma, serum for DNA/RNA, etc.).  All data is being collected in accordance with the NINDS Common Data Elements and Human Genetics Repository criteria.  Please see the following links for detailed information on data and protocols:

· Clinical Data:  https://pdbp.ninds.nih.gov/jsp/data-management-resource.jsp
· Neuroimaging Data:  COMING SOON
· Biological Data:  https://pdbp.ninds.nih.gov/jsp/biorepository.jsp?parent=researchers


Q:  What types of patients are being enrolled?
A:  The goal of our current projects is to enroll slightly over eight hundred patients with Parkinson’s disease and about 500 unaffected control subjects.  A small number of patients with Progressive Supranuclear Palsy, Multi-System Atrophy, and Alzheimer’s disease will also be enrolled.  We anticipate that participant data from other NINDS-funded research will be added to the PDBP in the future.
Q:  Can I refer a patient for enrollment in the PDBP?
A:  At this time, the only way for a subject to participate in the PDBP is to be enrolled in a PDBP-supported research project.  Several of these are currently enrolling subjects.  Please see a description of these projects (and their locations) at https://pdbp.ninds.nih.gov/jsp/projects.jsp to see if there is a study near you.  
Q: Can I obtain access to PDBP data? 
[bookmark: _GoBack]A: As of November 2013, an up to twelve month embargo period for PDBP has been established.  Generally, during this timeframe only PDPB investigators can publish on findings from analysis  of PDBP data.   However, it may be possible during this embargo period that some approved researchers with a valid institutional affiliation (academic and industry) outside of the PDBP consortium, and with a research request that addresses the goals of the PDBP, can request and receive access to both the clinical data and the biospecimens for analysis, as long as they agree to respect any specified embargo period.  For more information on this policy, please see: https://pdbp.ninds.nih.gov/jsp/policy.jsp.
Summary data will be made available to all visitors to the PDBP website in the future.  It is anticipated that this feature will be available sometime in 2014.  
Q. My question is not answered here. What should I do? 
A. Please contact the PDBP DMR Operations team at PDBP-OPS@mail.nih.gov or call 301-402-6781 for further assistance. We will respond to your request within 24 hours
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