HHS Privacy Impact Assessment (PIA)

Date of this Submission (MM/DD/YYYY):  11/25/2003

HHS Agency (OPDIV):
   HRSA/SPB/DoT

Title of System or Information Collection:  National Bone Marrow Donor Registry System operated by the National Marrow Donor Program using their Search Tracking and Registry System ® 

Is this System or Information Collection new or is an existing one being modified?  No Change

Identifying Numbers (Use N/A, where appropriate)

Unique Project Identifier Number:  HRSA contract 231-02-0007   

System of Records Number:
N/A

OMB Information Collection Approval Number and Expiration Date:  0915-0157 and 6/30/04

Other Identifying Number(s): N/A

Description

1. Provide an overview of the system or collection and indicate the legislation authorizing this activity.  

In 1984, Congress passed the National Organ Transplant Act (NOTA) which included language to evaluate unrelated bone marrow transplants and the feasibility of creating a National Registry.  In 1986, Congress directed the Department of the Navy to establish a National Registry in the United States.  The purposes of the Registry are to facilitate marrow transplants with donor unrelated to patients and to recruit volunteer potential donors.   The National Bone Marrow Donor Registry (NBMDR) began operations in July 1986.  In 1988, the Organ Transplants Amendment Act authorized that oversight for the NBMDR be placed with the Department of Health and Human Services in the National Institutes of Health (NIH).  In 1994, Federal oversight changed from NIH to the Health Resources and Services Administration HRSA).  The NBMDR was reauthorized in 1998 (42U.S.C. § 274k-m).  To date, the National Marrow Donor Program (NMDP) located in Minneapolis, MN has been the only organization awarded the contract to operate the NBMDR. 

In 1992, the NMDP launched its Search, Tracking and Registry (STAR) System to collect donor information, to manage and facilitate all searches for suitable donors and to track detailed post-transplant clinical status.  The STAR® System serves as a centralized hub which enables the NMDP Network members to communicate with the NMDP and effectively manages data required to facilitate unrelated stem cell transplants.

2. Describe the information the agency will collect and how the agency will use the collected information. Explain how the data collected are the minimum necessary to accomplish the purpose for this effort.

HRSA will not receive any personally identifying information.  The types of information HRSA will receive includes the number of donors recruited (by population group, donor center and recruitment group), the number of transplants facilitated (by disease, age, gender, ethnicity/race, transplant center, stem cell source etc.), and data on the progress of searches.

3.   Explain why the information is being collected.

The information is being collected to facilitate unrelated blood stem cell transplants.

4.  Identify with whom the agency will share the collected information.

The information listed above is not typically shared by HRSA, but much of it is made publicly available via the NMDP’s website and publications.

5.   Describe how the information will be obtained, from whom it will be collected, what the suppliers of information and the subjects will be told about the information collection, and how this message will be conveyed to them (e.g., written notice, electronic notice if a web-based collection, etc.).  Describe any opportunities for consent provided to individuals regarding what information is collected and how the information will be shared.

Information regarding patients in need of an unrelated blood stem cell transplant is typically collected from a patient and/or guardian and the information is shared with the NMDP initially through a search request submitted by the patient’s physician.  The patients are aware that information they provide to the physician will be shared with the NMDP to start the search process for an unrelated donor.  The patient signs a consent form authorizing the physician to share information with the NMDP and for the collection of follow-up data and research regarding transplant outcomes.  

Information regarding a potential volunteer blood stem cell donor is by provided the prospective donor on a registration and consent form.  The consent form highlights the how the information is shared within the NMDP Network, and documents the donor’s consent for the collection of follow-up data and research regarding transplant outcomes and complications of donation.

6. State whether information will be collected from children under age 13 on the Internet and, if so, how parental or guardian approval will be obtained. (Reference: Children’s Online Privacy Protection Act of 1998) 

No

7.   Describe how the information will be secured.

The information is stored in a secure (certified by HHS) information system.  Users are only allowed to view information for individuals that are within their area of usage.

8. Describe plans for retention and destruction of data collected.

Data is retained for the life of the system for audit and legal purposes.  Data on any magnetic media is destroyed through a degaussing process when the magnetic media is retired (a log is kept of the media destruction).  A document destruction company destroys paper media on-site.  

9. Identify whether a system of records is being created under section 552a of Title 5, United States Code (the Privacy Act), or identify the existing Privacy Act system of records notice under which the records will be maintained.

N/A
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