USIDNET Online Registry FAQs

What should I do if my institution does not have an Institutional Review Board (IRB)?  You can download the Western IRB consent from www.usidnet.org.  Maintain the signed consent in the patient’s chart or wherever your institution requests.
How do I begin to enroll my patients? The USIDNET Registry Guide for Enrolling Patients will walk you through this process.
What should I do if I am not sure of my patient’s diagnosis?  Some patients clearly have an immune deficiency but none of the laboratory studies are completely diagnostic.  If your patient seems most consistent with a well-known immune deficiency, utilize that disease-specific form but do not use the Diagnostic Criteria section.  If your patient has infections strongly suggestive of a primary immune deficiency but cannot be categorized at this point, simply enroll the patient with the Core form.  You can come back at a later time to update new diagnostic information. A list of currently accepted diagnostic criteria for many primary immunodeficiency diseases can be found at http://www.esid.org/workingparty.php?party=3&sub=2&id=73 
Will I be able to enter updates on my patient?  Yes.  In fact, updates are critical to the success of the registry.  Our online system for updating patient information will be available in the near future. If you are filling out paper forms and forwarding to USIDNET for entry into the Registry, simply send in an updated Core and/or Disease Specific form for your patient.
Is it possible to print the data I submit so it can be kept in the patient’s official medical record?  

Yes. If you enter the patient’s data directly into the online Registry database, you will be able to immediately print that record (this feature will be available soon). If you elect to fill out the paper data collection form(s) and send them to USIDNET for entry into the online Registry, you will be able to print once the data transfer has been completed. Hard copy forms should be addressed to:

Registry Manager

Immune Deficiency Foundation

40 W. Chesapeake Avenue, STE 308

Towson, MD 21204
FAX 410-321-0293
Can I view the data on other patients?  You will only be able to directly access to your own patients’ data. To view specific additional data, please submit a Request for Query to Query@USIDNET.org. The queries generated will not contain any patient identifiers in order to protect our patients.
Who do I contact if I wish to use the registry for research?  Simply submit a Request for Query to Query@USIDNET.org  Your request will be reviewed by the Registry Steering Committee and if approved, the USIDNET Project Manager will provide you with your query results. 

How will my patient’s data be used?  Your patient data, when combined with that of many others, will be used to develop a large database of information for the provision of reliable information on patient presentations, patient therapies and patient outcomes.  All patients want to know long term prognostic data and this registry will allow such data to be generated.

Who owns the data in the registry? The Registry is operated by the United States Immunodeficiency Network (USIDNET) under a contract from NIH/NIAID. The data entered into the Registry becomes the property of NIH/NIAID.

What if my patient wants to drop out of the registry later? The patient’s identifying information is kept in a database separate from the patient’s medical information for security and privacy purposes. The databases are linked by a unique patient ID number that is assigned at the time of patient enrollment. If a patient wishes to have their data removed from the database and that patient has provided appropriate identifying information to the database, a request to remove their data should be directed to Contact@USIDNET.org. 
Some patients or their enrolling physicians may elect to enter data as de-identified which means that the Registry does not have sufficient information to be able to identify the patient associated with that dataset. In such a case, it would not be possible to remove a patient’s data.

What should I do if I discover an error in my patient’s registry data? Once information is initially entered into the Registry, it will remain part of a preliminary dataset until all information is verified by either the enrolling physician or a member of the Registry Subcommittee. Information held here is not included in any query and changes can be made at any time prior to validation.

If a mistake is noticed after validation, please contact the USIDNET Project Manager at Contact@USIDNET.org 
Will I be able to generate reports on the data my institution has entered?

Yes. Queries on the patients you have enrolled can be run by anyone who has obtained a Username and Password under a Data Approver classification. 

How do I know what forms to use for enrolling my patients?

Simply call USIDNET at 866-939-7568 for assistance.
Where can I get guidance for diagnosing my patient?

If you are unsure of a diagnosis, you can find a listing of the currently accepted diagnostic criteria for many of the most well known primary immunodeficiency diseases at http://www.esid.org/workingparty.php?party=3&sub=2&id=73 

Who can I contact if I have any questions or comments?

Your comments and questions are welcome and should be addressed to Contact@USIDNET.org 
