Statement on Medical Records Privacy
The Leukemia & Lymphoma Society® supports medical-records confidentiality legislation that provides for the appropriate release of records for routine healthcare operations and for certain other authorized activities, but protects patients from the inappropriate use of their confidential records.

Of particular concern to the Society is the development of standards for the use of confidential medical information in biomedical research. Because the use of confidential patient information may be necessary in some research efforts that would yield significant benefit, it is critical that this use not be prohibited. In order to facilitate the proper utilization of records in research, it is critical that patients feel confident that their private medical records will be protected. This can be achieved through implementation and enforcement of stringent safeguards that apply to physicians, health plans, researchers, and all others with access to patient records.

Smooth Functioning of the Health Care System Should Be Ensured By Defining "Health Care Operations" Narrowly
Patients should be assured that their authorization for release of their confidential health records for routine health care operations, including treatment and payment activities, will not result in release of their records for extraneous activities. Patients are particularly concerned about the release of information for activities, such as pharmaceutical benefit management, that can exert a direct influence on patient care. Therefore, "health care operations" should be defined narrowly to include only treatment and payment functions.

Research Protocols Utilizing Medical Records Should Be Subject to Independent Review
All research proposals -- whether publicly or privately funded -- should be subject to a review process that guarantees that researchers implement adequate safeguards to protect the privacy of medical records. The panels responsible for reviewing research proposals that would use confidential medical information should be independent of the researcher and should adhere to the standards of Institutional Review Boards.

Federal Legislation Should Set a High Standard for Protection of Medical Records
Federal medical records confidentiality requirements should set a high standard so there will be no need for state legislation that exceeds the federal requirements. This result will provide a benefit to researchers who conduct research in multiple locations and who might otherwise be forced to meet a wide range of state medical records laws.

Protected Health Information Should Specifically Include Genetic Information
Protected health information, which could be used to identify the individual, should be defined clearly to include genetic information. Individuals with cancer or those predisposed to developing cancer are particularly concerned that their family history and genetic data be shielded from access and publication, and the protections of pending legislation or regulations should be specifically extended to genetic data.

For more information, contact The Leukemia & Lymphoma Society, Office of Public Affairs at (202) 543-7033, email dahlmang@lls.org or contact The Leukemia & Lymphoma Society Chapter in your state or congressional district.

January 2001

