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Openness has long been a norm of science but until about 1990 the practice of sharing research data collected under a pledge of confidentiality has varied widely and has rarely been subject to specific rules and procedures.  However, recent changes in federal regulations have dramatically altered this picture.  Now there are specific requirements, rules, and procedures for data sharing.

As of October 1, 2003, the National Institutes of Health (NIH) requires all investigator-initiated proposals for grants with direct costs greater than $500,000 in any single year to specify plans for sharing research data or explain why data sharing is not possible.  This policy has important implications for Institutional Review Boards (IRBs), which oversee the way in which informed consent and confidentiality are handled in relation to data sharing, and for researchers who must prevent disclosure of identities and spend more time and effort in preparing data.

In addition, in accordance with provisions of the Health Insurance Portability and Accountability Act of 1996 (HIPAA), the Department of Health and Human Services issued the Privacy Rule which permits research use of individually identifiable health information without the individual’s authorization when an IRB approves a waiver of authorization.  Criteria for waiving authorization include the treatment of identifiable data and restrictions on their reuse and disclosure to others. Many investigators who conduct research with humans are not acquainted with these matters.

These developments, as well as the proliferation of electronic data and the technical means for intrusions into those data, have intensified the need for guidance from statisticians skilled in data protection. 

Over the past several decades, a significant body of research has emerged to form what has come to be known as Statistical Methods to Limit Disclosure.  These techniques are used to restrict the content of the data prior to release to the general public.  These methods have not been widely disseminated in the health-related areas and yet are very applicable.  This short course will provide a basic understanding of these techniques.  We will also discuss how to assess disclosure risk and methods to minimize this risk while still providing analytically useful information.  As part of the course, extensive documentation will be provided to all attendees.

This one-day course, scheduled for May 10, 2006, will cover six areas:

· Legal issues relating to the confidentiality of health data;

· Assessing statistical disclosure risk;

· Statistical disclosure limitation techniques to minimize disclosure risk;

· Examples of disclosure problems and disclosure prevention strategies;

· Disclosure limitation – history and tools; and

· Disclosure review and special (restricted) access to identifiable data.

About the Speakers:

· Hilary H. Young, a partner of Joy & Young, L.L.P., practices in the regulatory, licensing, and administrative areas of health law, and is board certified in Health Law by the Texas Board of Legal Specialization.  Before entering private practice, she served as a law clerk for the late Jerre S. Williams, Senior Judge for the United States Court of Appeals for the Fifth Circuit.  Ms. Young speaks regularly on health law topics and has taught Health Law at the University of Texas School of Law as an adjunct law professor.
· Alvan O. Zarate is the National Center for Health Statistics’ Confidentiality Officer.  Philip Steel is a Mathematical Statistician in the Disclosure Avoidance Group of the United States Census Bureau’s Statistical Research Division.  Virginia de Wolf is a Retired Federal Statistician and webmaster for the San Antonio Chapter of the American Statistical Association.

All three have been members of the American Statistical Association’s Committee on Privacy and Confidentiality
 and two have served as its Chair (A. Zarate, 2004-2005; V. de Wolf, 1997-1999).  They have all chaired the Office of Management and Budget's (OMB’s) Confidentiality and Data Access Committee
 (P. Steel is the current Chair; A. Zarate, 2000-2001; V. de Wolf, 1995-1997).  In addition, they all contributed to OMB's Statistical Policy Working Paper No. 22, Report on Statistical Disclosure Limitation Methodology
. V. de Wolf was a member of the subcommittee that produced the 1994 report; A. Zarate and P. Steel contributed to the current revision.

Who Should Attend:  Professionals (statisticians, epidemiologists, sociologists, demographers, etc.) who may be called upon to develop, supervise, or review disclosure protection in compliance with the HIPAA Privacy Rule, NIH data sharing requirements, or other situations.  IRB members interested in learning about statistical methods to protect data collected under a pledge of confidentiality.

Schedule for Course:  The course will be held all day May 10, 2006.  Registration will begin at 8:15 A.M. and the class will run from 8:45 A.M to 4:00 P.M.  Lunch will be provided.

Location:  The course will be held on the San Antonio Campus of the University of Texas Health Science Center at Houston.  Registrants will receive details as soon as they are available.

Registration Fee: Class size will be limited, so please register early.  Please send your check (make it payable to San Antonio ASA Chapter) and the Registration Form to David Smith by April 30.
· Full-time students
$ 35

· Member of the American Statistical Association
$ 45

· All other registrants 
$ 60

Special Hotel Rates:  We have reserved a block of rooms (under the group “ASA”) at the Radisson Hotel-San Antonio Market Square, 502 W. Durango, TX 78207.  The hotel will rent rooms for May 9th-10th for $85 (double occupancy is $95).  These rates are available until April 19.  Reservations can only be made at the “in-house reservation desk” which is open from 8 am-5 pm Monday to Friday.  Call the Hotel (210-224-7155) to make your reservation.

For More Information:  Contact David Smith, President, San Antonio Chapter, American Statistical Association, (210-562-5512; smithd2@uthscsa.edu).
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