American Health Information Community
Workgroup on Biosurveillance

Summary of the Web Conference Held May 4, 2006

(5th Web Conference of This Workgroup)
l. Call to Order and Welcome by Workgroup Co-chairs
Co-chair Chip Kahn called the meeting to order shortly after 1 p.m.

2. Roll Call of Participants

Meeting participants introduced themselves. (See list at the end of this document.)

3. Review of Meeting Agenda and Desired Outcome

Dr. Kahn referred to his May 3, 2006, e-mail to Workgroup members, which noted considerable progress on development of Workgroup recommendations to the Community – the key agenda item for today’s meeting. Given that progress and Secretary Mike Leavitt’s sense of urgency, Dr. Kahn asked the Workgroup to work today to finalize its recommendations for submission to the Community’s upcoming May 16 meeting, rather than the Community’s June 13 meeting, as was discussed at the Workgroup’s last meeting on April 26, 2006.  

Dr. Kahn reviewed the day’s agenda, noting that David Brailer, National Coordinator for Health Information Technology, Office of National Coordinator (ONC)/Department of Health and Human Services (DHHS), will address the Workgroup on the process of making recommendations to the Community. Then the Workgroup will discuss the staff’s “Draft Letter of Recommendation” to the Community, which Dr. Kahn characterized as accounting for most of the concerns raised at the Workgroup’s last meeting. Next steps will include discussion of submitting a finalized “Letter of Recommendation” to the Community at its May meeting rather than the June meeting. Lastly, public comment will be taken.   
4. Comments from Dr. Brailer

Dr. Brailer thanked Workgroup members for their considerable time and energy investment. He noted that the Community meeting on May 16 will focus on presentations by all four Workgroups, including, it is anticipated, the Biosurveillance Workgroup.

Presentations to the Community will be divided into three categories. First, each Workgroup will provide a “Letter of Recommendation” to the Community followed by a PowerPoint presentation that highlights key aspects of the letter. A request will be made that the Community adopt the letter by consensus. Adopted letters and attendant recommendations then will be passed on to relevant parties, including to relevant local, State, and Federal government entities as well as private-sector groups.  

Adoption is not the Community’s only recourse. It could choose to send a given “Letter of Recommendation” back to a given Workgroup for further work. It is also possible that the Community could reject a given letter. Each Workgroup’s role will be to defend its recommendations. 
Second, Workgroups have the ability to request guidance from the Community on large, outstanding issues. Such issues should not be presented in letter form; rather, they should be presented for oral discussion. 

Third, each Workgroup will make a presentation on “evolving recommendations” for future work. 
As of the May 16 meeting, the Community and its Workgroups’ foci will turn largely from short-term recommendations concerning specific charges to longer-term recommendations concerning broad charges. 
Dr. Brailer commented that the Biosurveillance Workgroup’s “Letter of Recommendation,” as currently drafted, contains fewer specific recommendations than those emerging from other Workgroups. This is due to the nature of the different constituencies involved in biosurveillance and big issues that needed to be resolved. It is hoped that the Workgroup will present its core recommendations at the Community’s May 16 meeting and then, at the Community’s June 13 meeting, will provide more specific recommendations related to the Workgroup’s specific charge. After that work is completed, the Workgroup will be able to turn its attention to issues related to its broad charge. 
Dr. Brailer emphasized that recommendations related to specific charges must be made to the Federal Government this June. If not, Federal action in 2006 to meet the Community’s 1-year goals for specific charges will be in jeopardy. Therefore, Workgroup discussion today on specific charge recommendations is critical. 
5. Review Draft Letter of Recommendation
Dr. Kahn asked Workgroup members to turn through the six pages of the “Draft Letter of Recommendation” to raise objections to or suggest modifications of preamble text first and then to focus on specific, numbered recommendations.  
Preamble
Issue: Thomas Frieden asked that the last paragraph of the draft letter text provided in boldface be dropped as unnecessary and somewhat confusing. Brian Keaton concurred, commenting that a Data Steering Group, which is first proposed in Recommendation 1.0 (see below), could consider the issue of objectivity and subjectivity of data at a later point in time. 
DECISION: It was agreed to strike the draft letter paragraph beginning, “In determining the value of data needed… ”   
I. Data Strategy
With discussion of preliminary text and the preamble of the draft letter’s first set of numbered recommendations concluded, the Workgroup proceeded to consider the first set of numbered recommendations. 
Recommendation 1.0: The DHHS, in collaboration with Association of State and Territorial Health Officials (ASTHO) and the National Association of County and City Health Officials (NACCHO), should establish and convene by June 30, 2006, a Data Steering Committee with the appropriate public health experts to identify the data elements and the necessary filtering of data from ambulatory care, emergency departments, and laboratories needed to enable the key public health functions as outlined above. The Health Information Technical Standards Panel (HITSP) should identify the technical specifications for these data requirements by September 30, 2006. The Centers for Disease Control and Prevention (CDC) and others should provide the HITSP with the public health expertise and funds needed to perform this task.  

Recommendation 1.1: By August 15, 2006, the Data Steering Committee should identify the data sources and requirements necessary to allow for collection of a more limited set of data across a broader geographic area.  

Discussion 
Issue: It was proposed that the Council of State and Territorial Epidemiologists be represented on the Steering Committee in addition to ASTHO and NACCHO. Discussion ensued about other organizations that could or should be represented. 

DECISION: It was decided that language would be added to Recommendation 1.0 to reflect that the DHHS’s collaboration would be with public health partners, as well as appropriate care providers. 

Issue: Questions were raised about whether the September 30, 2006, deadline in Recommendation 1.0 is realistic. Discussion ensued about the fact that the Data Steering Committee will need to do the work addressed by this recommendation in a time frame compatible with the HITSP work on technical standards that has been contracted for by specific deliverables dates. The concept of the Data Steering Committee working in stages was discussed. An initial accomplishment by the September 30, 2006, deadline could be identification of an initial set of data, with the understanding that modifications and additions might be forthcoming after that.
DECISION: That Recommendation 1.0 clearly indicate that the September 30, 2006, HITSP deadline follows the Data Steering Committee’s identification of an initial set of data. 
Issue: It was proposed that hospital utilization data and something about demonstrable value be added to Recommendation 1.1.  
DECISION: Under Recommendation 1.1, the Data Steering Committee will identify data elements and appropriate filtering of data from ambulatory care settings, emergency departments, and labs and as related to hospital utilization as needed to enable key public health functions.   
Issue: It was noted that unlike Recommendation 1.1, Recommendation 1.0 does not refer to a particular geographic area. Recommendation 1.0 is intended to address a narrower geographic scope. 
DECISION: It was agreed that, in terms of Recommendation 1.0, the Data Steering Committee and any subsequent implementation in this area will need to depend a great deal on partnerships that already exist among local, State, and Federal public health and clinical partners. 
II. Roles of Local, State, and Federal Public Health Agencies
The Workgroup proceeded to consider the second set of numbered recommendations. 

Recommendation 2.0: For the purposes of a biosurveillance breakthrough initiative, the CDC should establish memorandum of understanding to ensure simultaneous data flow from data providers to local, State, and Federal public health while preserving traditional investigation roles at local and State public levels whereby local jurisdictions continue to have lead role in public health investigations. State and local public health agencies should ensure that such memoranda of understanding are put into place and supported.

Discussion
Issue: Where the preamble and recommendation text refers only to “local jurisdictions,” it should be made clear that both State and local jurisdictions are meant. 
Issue: Preamble text as drafted referring to State investigations across local boundaries and characterizing the CDC’s role should be reconsidered. 

DECISION: Leah Devlin will provide specific, corrective language to staff for the preamble to the second set of numbered recommendations as well as for the recommendations text itself as needed.  
III. Protecting Patient Confidentiality
The Workgroup proceeded to consider the draft letter’s third set of numbered recommendations.
Recommendation 3.0: The DHHS should develop sample data use agreements to facilitate the sharing of data from health care providers to local, State, and Federal public health authorities.  

Recommendation 3.1: By August 30, 2006, the DHHS should offer practical implementation guidance to data providers and State and local public health agencies to address Health Insurance Accountability and Portability Act (HIPAA) concerns about transmitting data (with obvious identifiers removed) for public health purposes.  

Recommendation 3.2: The DHHS, in collaboration with ASTHO and NACCHO, should develop public communication materials to educate the general public about the information that is used for biosurveillance, including the benefits to public health and the protection of patient confidentiality, by September 30, 2006.  

Discussion
Dr. Kahn summarized this section’s preamble and characterized the recommendations as a package.

Issue: Minor word changes are needed in the preamble.

DECISION: Dr. Frieden will provide staff with proposed corrections/adjustments to the preamble. 
Issue: Dr. Devlin commented that three recommendations on privacy issues are unnecessary and proposed that Recommendations 3.0 and 3.1 be collapsed into one recommendation. 

DECISION: It was agreed that Recommendations 3.0 and 3.1 be collapsed into one recommendation.  

Issue: It was proposed that an independent body, beyond the DHHS, be established to handle some of the functions outlined in this set of recommendations. 
DECISION: It was agreed that establishing yet another separate body, panel, or committee was not necessary but that the fourth set of numbered recommendations be strengthened to reflect the Workgroup’s intent to have the breakthrough process monitored and evaluated “with respect to the value of the data exchanged, the protection of patient confidentiality, and the need for modifications to the program” (Recommendation 4.1). (See also “Discussion of Fourth Numbered Set of Recommendations” below.) 
Issue: Both Dr.Frieden and Mark Rothstein (by e-mail) raised the issue of the need to strengthen the concept of requesting only the minimum data necessary to achieve essential public health objectives, including in the privacy context of the Workgroup’s intent to limit the scope of data disclosures. 

DECISION: It was agreed that language would be added to the fourth set of recommendations reflecting this concern. 

Issue: Dr. Rothstein (by e-mail) also proposed that the fourth set of numbered recommendations include a statement that health care providers (covered entities under HIPAA) mention the biosurveillance network in their notice of privacy practices distributed to patients, because a new system characterized by real-time, electronic submission of partially de-identified health information is a departure from traditional public health reporting that should be disclosed to patients. 
DECISION: It was agreed that Dr. Rothstein’s proposed approach is a reasonable one to consider. It was agreed that the Workgroup will flag this issue for the Community at its May 16 meeting and request further input and guidance from Community members. The intent would be to finalize recommendations in this area in time for the June 13 meeting.  

IV. Program Evaluation
The Workgroup proceeded to consider the draft letter’s fourth set of recommendations.
Recommendation 4.0: The CDC and other public health officials with firsthand experience in managing ongoing biosurveillance programs should design and conduct evaluations of the biosurveillance breakthrough. These parties should establish goals and develop outcome measures and metrics for evaluation of the breakthrough by September 30, 2006. 

Recommendation 4.1: The DHHS, in collaboration with ASTHO and NACCHO, should ensure that the Data Steering Committee continuously monitors the progress and interprets the results of program evaluations of the biosurveillance breakthrough initiatives with respect to the value of the data exchanged, the protection of patient confidentiality, and the need for modifications to the program. The Data Steering Committee should consider only large-scale implementation and direct modifications to data collection when sufficient evidence demonstrates the value of the information derived or lack thereof. 

Discussion 
Issue: Clinical care providers need to be added to Recommendation 4.0.
DECISION: It was agreed that “clinical care providers” would be added to Recommendation 4.0, as follows: “CDC and other public health officials and clinical care providers…”

Issue: Questions were raised about whether the Data Steering Committee would contain the right experts to address questions of patient confidentiality. 
DECISION: Staff will review the Workgroup’s discussion on this subject and propose any needed changes to the fourth set of numbered recommendations. 
Issue: It was proposed that an independent body, beyond the DHHS, be established to handle some of the functions outlined in this set of recommendations. 

DECISION: It was agreed that establishing yet another separate body, panel, or committee was not necessary but that the fourth set of numbered recommendations be strengthened to reflect the Workgroup’s intent to have the breakthrough process monitored and evaluated “with respect to the value of the data exchanged, the protection of patient confidentiality, and the need for modifications to the program” (Recommendation 4.1). 

6. Next Steps/Process for Finalizing Recommendations to the Community by May 8, 2006

· Staff will review the Workgroup’s discussion and decision points from today’s meeting and e-mail a revised “Draft Letter of Recommendation” to Workgroup members tonight, asking for comments by the end of tomorrow (May 5). 

· Workgroup members who volunteered to provide specific word or other language changes to staff should do so quickly and by e-mail if possible. 

· Staff will work on the PowerPoint presentation for the May 16 meeting. 

· Staff will work with Workgroup Co-chairs on how to seek guidance from the Community on remaining issues, such as HIPAA privacy notification. 

· It was agreed that the Workgroup will meet again in May, date to be decided.

7. Public Input 

Comment: Laura Actualson asked how the public will be able to interact with the proposed Data Steering Committee. She proposed that the Committee fall under the Agency for Healthcare Research and Quality.  
Response: Ms. Cronin noted that the Workgroup has not considered the administrative home of the Committee, commenting that it will be a unique partnership of local, State, and Federal jurisdictions. Transparency and diverse input are considerations in where to house the Committee. 

8. Adjournment

Dr. Kahn adjourned the meeting at 2:24 p.m. 
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Disclaimer

The views expressed in written conference materials or publications and by speakers and moderators at DHHS-sponsored conferences do not necessarily reflect the official policies of the DHHS; nor does mention of trade names, commercial practices, or organizations imply endorsement by the <<U.S.>> Government.
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