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Call to Order/Welcome
Judy Sparrow, AHIC Director, opened the Web conference and reminded the meeting participants that the meeting would follow the Federal Advisory Committee Act (FACA) guidelines. 
OPENING REMARKS/ACCEPTANCE OF MEETING SUMMARY
Nancy Davenport-Ennis, Co-Chair, opened the meeting and participants introduced themselves. Ms. Davenport-Ennis reviewed the purpose of the meeting: to discuss the ranked items as priority areas on which the group will focus activities for the coming year, and to develop recommendations to forward to the AHIC. She reviewed the AHIC decision-making process, which is a consensus model with the following three steps: full deliberation, assessment of overall agreement, and confirmation of decision. In this model, dissenting opinions can be presented along with the consensus opinion.

Ms. Davenport-Ennis also presented the meeting summary from November 6, 2006, and the Workgroup voted to accept the summary. 

DISCUSSION OF RECOMMENDATIONS TO THE AHIC
The Office of the National Coordinator (ONC) staff compiled the results of a ranking tool of priority areas into a summary document, with the results clustered into top-tier, second-tier, and third-tier groupings. The Workgroup began by discussing the first top-tier recommended action which focused on the secondary use of data. Comments on this item included:

· Other than voluntary agreements by personal health record (PHR) providers, the Health Insurance Portability and Accountability Act (HIPAA) is the primary mechanism for enforcement. The Workgroup could forward a recommendation to the AHIC that the Department of Health and Human Services expand HIPAA regulations to cover PHRs. There also may be an opportunity to collaborate with the Confidentiality, Privacy, and Security (CPS) Workgroup in their review of HIPAA loopholes.

· Because PHRs offered by health plans in the America’s Health Insurance Plans-Blue Cross Blue Shield pilot project are being offered by HIPAA-covered entities, it may be advantageous to review their operating rules, consent procedures before data transfer, policies on excluding sensitive information, etc. This review then could serve as a starting point for guidelines for non-covered entities.

· Many States have appointed health information technology (HIT) committees, and the Workgroup may be able to capitalize on this work already in progress. An ONC contract has been established to assess existing State privacy policies and how they impact information exchange, as well as identifying interoperability solutions; the staff will inquire about having the contractor present a progress report. Given that the focus is on existing practices and policies, these State committees are addressing electronic health records (EHRs) and Regional Health Information Organizations (RHIOs) but not specifically PHRs. A national meeting will be held on March 5 to present these findings. 

· The State Alliance E-Health Task Force on Privacy and Security also was recently announced. This task force does not have a focus on PHRs, however. While the AHIC cannot have a direct impact on State-level issues, this Workgroup has the opportunity to raise issues to be addressed by the State Alliance. 
· The next round of use cases will include one focused on population health and secondary use of clinical data; ONC has been examining how to address the cross-cutting issues around this topic. The CPS Workgroup has conducted some background work on developing an internal policy framework to guide standards and infrastructure development. 
· The AHIC Workgroups could look at the best practices or operating rules pertaining to secondary uses of data. A public statement addressing these questions – even without any regulatory force behind it – would be influential to the HIT field and to federally directed activities. The Consumer Empowerment Workgroup could do the background work and the CPS Workgroup could help shape policies.
· It would be informative to the policy development effort to survey data-mining organizations, which might include search engines, retailers, and data brokers, on their business models and possible secondary uses for this data. This would provide information on both the positive uses as well as the potential abuses in a broad and balanced way. Additionally, consumer knowledge and perceptions regarding the secondary uses of data should be part of this survey effort.
Ms. Davenport-Ennis then read through the recommended actions for the other areas in the top tier: consumer education campaigns focusing on PHR benefits and issues of privacy and security, standards harmonization and infrastructure development to enable interoperable and portable PHRs, and legal or regulatory changes to remove barriers to interoperability and sharing of data with consumers. Workgroup members had the following comments on these areas:

· It was proposed that this Workgroup could support the testing and implementation of the standards harmonization activities of the HIT Standards Panel (HITSP) and encourage a broader participation in this process. Given that interoperability issues will be built into the next use case, however, a recommendation from this group would be largely symbolic. 

· While some members felt a consumer education campaign could be an area where this Workgroup could make a large impact, others pointed out that many of the social marketing experts who testified before the group noted that a large-scale, national campaign would be premature. More information is needed to tell a convincing story about the value of PHRs to consumers.

· If items are being addressed by other groups, it would possible for this Workgroup to forward a letter to the Secretary endorsing and supporting those efforts in a public venue. This again would be a largely symbolic effort.

· Rather than focusing on symbolic efforts, several Workgroup members advocated for actionable recommendations. For instance, identifying the barriers to data portability and accessibility, as well as the organizations that could address those barriers either from a regulatory perspective or through business practices, would present a tangible and discrete activity to advance data liquidity.
Presentation on the Integrated PHR Conference

To inform this discussion on barriers to interoperability and data liquidity, Dr. Tang reported on a conference held in late September 2006 on integrated PHRs sponsored by the Kaiser Permanente Institute for Health Policy. The premise for this conference was that there is a transformative potential in the care process when the PHRs are integrated with EHRs. A major component of the conference was identifying the following four themes about the barriers that impede PHR integration:

1. Changing the health system culture

2. Creating a common framework and infrastructure

3. Building trust and confidence in the system

4. Developing business models.

A major finding from the conference was a definition of an integrated PHR, including its specific features, such as being comprehensive, accurate, privacy-protected, and multi-sourced. Another finding was that the transformative potential is realized through the functionality of the PHR, which makes it more than merely a repository of an individual's health data.

Potential action items included the following recommendations for a variety of organizations:

· Develop standards and mechanisms to ensure that PHRs are can integrate fully with EHRs.

· Encourage entities like the AHIC, the National Committee on Vital Health and Statistics, and the Certification Commission for HIT (CCHIT) that deal with EHRs to address PHR interoperability explicitly as a priority.

· Develop a clearinghouse of standards or best practices in PHR use.

· Conduct in-depth studies on consumer attitudes.

· Encourage RHIOs to include PHR integration as part of their development efforts.
· Conduct an analysis of liability issues as a barrier to integration.
· Develop a research agenda to address the needs of special populations including rural, minority, urban poor, physically handicapped, and non-English-speaking persons.

Dr. Tang concluded that many of these issues dovetail with the work of this Workgroup. The Workgroup discussed the possibilities of identifying these common areas and adding a higher degree of specificity to these recommendations. One important issue mentioned is that consumers maintain control over their data and have a real choice in PHR providers; a possible resource is a paper being published in December by the Markle Foundation on “consumer access services.”

Discussion of Priority Areas for 2007

When the Workgroup meeting reconvened from the lunch break, Kelly Cronin discussed the unique role of this Workgroup. While the broad charge is all-encompassing, the group should focus on recommendations that address the interoperability, affordability, and longitudinal nature of PHRs to ensure that PHRs meet the needs of consumers. This Workgroup can serve as the “glue” for other public- and private-sector activities by advancing recommendations on a cohesive set of actions to realize the broad charge. She emphasized that while it is helpful to consider efforts of other organizations, this Workgroup does have access to important decision-makers, and can influence how resources are allocated. Some of the recommended actions can be specified over the next 6 weeks for the January 23 AHIC meeting. Other issues, such as secondary use and consumer authorization of data sharing, may require more information on outside efforts. Ms. Cronin suggested focusing on the recommended actions that can be specified at this time rather than areas that need further discussion.
Ms. Davenport-Ennis asked the group to discuss whether the four “global” barriers reported by Dr. Tang are consistent with the Workgroup’s identification of 12 specific barriers listed in the visioning matrix. This could facilitate focusing on concrete steps to address the barriers. There was some discussion regarding the fourth barrier, lack of a business model, in that it also should include the need for both public- and private-sector incentives.

Ms. Davenport-Ennis stated that the Workgroup could begin this discussion by reviewing each of the barriers listed in the visioning matrix and ask what mechanisms are needed and who the key stakeholders are who could help to address that specific concern. Looking at the first barrier, the lack of education from trusted sources, for example, the Workgroup had the following comments:

· Providers have been identified as trusted sources; provider associations and hospital systems could be valuable sponsors for this campaign. 

· Consumers can be segmented, and those segments will have trusted sources specific to them; having multiple sources delivering the same message will reinforce the message. 

· A major barrier for public education is that there is not yet a fully articulated, compelling story. More data are needed to demonstrate the value. More preparation is needed before implementing public education efforts. 

· A dissenting viewpoint was raised that it is not necessary for this group to conduct a public education campaign at the application level. When the applications are ready, the vendors will be capable of advocating features and functions that they think will attract a user base. If the market is not ready, then the charge is to understand the barriers to market readiness. 
Ms. Davenport-Ennis suggested discussing the fifth barrier, minimal interoperability or portability. This item correlates with the “top-tier” area of increasing interoperability and data liquidity on the ranking summary. Workgroup members had the following comments:

· Pilot projects are in progress that will give the group the information needed to act in this area; the group may need to wait for those results before acting. 

· Portability needs to be addressed by certification. Vendors are generally supportive of certification for security and interoperability, but not for functionality. 

· While certification of PHRs needs to be considered in the context of EHRs and the transfer of health data, there could be discrete action in the short term. 

· Caution is needed so as not to create an environment where non-tethered PHRs are discouraged because they are not able to achieve certification.  Certification should not discourage market innovation in the still developing PHR marketplace.
· For a CCHIT process, the standards need to first be in place. A recommendation from this group should state that HITSP standards need to be the precursor to interoperability requirements.
Consensus: A recommendation will be drafted to call for a CCHIT certification process for minimal, baseline security and interoperability requirements. This process will be informed by the HITSP and will be sensitive to the architecture of the PHR. 
Ms. Davenport-Ennis directed the conversation to the ninth barrier, lack of trust by the consumer. Several of the recommended action items on the ranking summary may address this barrier, such as secondary uses, interoperability policies, certification, and authentication standards. Workgroup members had the following comments:

· This barrier also may relate back to the consumer education campaign; the lack of trust developed because people do not understand how PHRs will work for them. 

· The forthcoming paper on consumer access providers will provide information as to ways in which this Workgroup can work with vendors. 

· Provider adoption is important in overcoming the lack of trust; when providers recommend PHRs, there are higher adoption rates. 

· The surveys already underway by other organizations could include questions on trust issues. 

· David Shore from Harvard may be a resource for this group. 

Returning to the prioritization of possible recommendations to the AHIC, Ms. Davenport-Ennis asked the group to discuss whether the top four recommended actions represent the priorities of the Workgroup for potential recommendations to the AHIC in January 2007. Dr. Lansky proposed promoting two recommended actions that appeared lower in the rankings: encouraging adoption by Federal agencies and requiring data custodians to release data to consumers in an electronic format to increase data liquidity. After discussion, the Workgroup agreed to this proposal.

Consensus: The top four recommended actions for the group to address in January 2007 are: 

1. Policies about secondary use of data and guidelines for authorization of data release to third parties
2. Research on effective messages and pilots of education campaigns about PHR benefits and privacy rights
3. Promoting enrollment in PHRs for participants in the Federal Employee Health Benefit Program

4. Encouraging data custodians to release data to consumers in electronic formats
RECAP OF ACTION ITEMS FROM TODAY’S MEETING
Ms. Davenport-Ennis summarized the two tasks accomplished during this meeting. First, the Workgroup identified four global barriers categories and how they relate to the visioning matrix barriers. Second, the Workgroup agreed on four recommended actions to research and develop for January 2007. Additional comments on the recommended actions can be forwarded to the ONC staff.
The next Consumer Empowerment Workgroup meeting will be held on Wednesday, January 10, 2007, from 1:00 to 4:00 p.m.

PUBLIC COMMENTS

None

ADJOURNMENT
The meeting was adjourned at 3:04 p.m.
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