SACHRP urges the Secretary of the Department of Health and Human Services to harmonize, within a defined time frame, policies governing research involving human subjects in particular those aspects of the Common Rule, the FDA regulations, and the provisions of the HIPAA privacy rule that govern access to and use of individualized health information and data. One option would be to consider the creation of a high level departmental task force to accomplish this aim.
Meaningful health care reform will require availability of health information data to compare the effectiveness of new and existing medical diagnostics and therapeutics and the utilization of personalized therapies resulting from applications in the scientific understanding of genomic and proteomic variation and susceptibility to disease.

Development of a vibrant national health information technology infrastructure is provided in HR1, the American Recovery and Reinvestment Act of 2009. This will provide a unique vehicle to assemble this essential health information data which is impaired or even prohibited by current inconsistencies in federal privacy and research regulations.

