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Purpose of the Meeting
The purpose of this Consumer Empowerment Workgroup meeting was to plan and prioritize activities focusing on the Broad Charge: 

To make recommendations to the Community to gain wide spread adoption of a personal health record that is easy-to-use, portable, longitudinal, affordable, and consumer-centered. 

Key Topics

Discussion of Draft Work Plan 
A plan for meeting the Consumer Empowerment Workgroup’s Broad Charge was presented to the Community at its last meeting. The plan involves the following three phases, which would be repeated for each of the components of the broad charge:

1. To collect information on critical components of that broad charge, prioritize the most important or most time sensitive of them, and map out a time plan for addressing them. 
2. To consider stakeholder concerns—the perspectives of consumers, clinicians, and caregivers and the roles each would play in taking action to adopt an electronic personal health record. 
3. To draft recommendations, culminating in a second letter of recommendations that the Consumer Empowerment Workgroup would present to the Community in December 2006.

This phased approach represents a shift away from the way the Workgroup has proceeded in the past, working on multiple issues in parallel. 

Workgroup comments on the timetable for the work plan included:

· There is a need for up front agreement on the scope and depth of the activities being undertaken each month.
· It would be helpful to create a matrix of all the work tasks, work leaders, and subcommittees, where applicable. 
· The workgroup process must be refined to accommodate incremental steps during the cyclical schedule. 
Many group members suggested creating a set of long-term fundamental principles to guide the way the Workgroup will undertake activities to address the broad charge. Comments on the role of the Workgroup’s activities included:
· Defining a long-term, iterative process should be one of the group’s objectives.

· Workgroup efforts should be focused around issues where this group can contribute a unique “value added” to activities already occurring in the market. 

· In creating a minimum set of standards, it is important to always “leave the door open” for entities to go beyond that baseline capability to keep progress moving forward. 

· Allowing for the marketplace to drive parts of this process will prevent “over-engineering.”

· While many of the specific charge recommendations were targeting government agencies, broad charge recommendations should be more inclusive of industry and other partners. 
· The Workgroup has a role in forming “use cases” in 2007.

Workgroup members also discussed conducting an environmental scan of the market and collecting background information on the issues before defining the scope of each critical component. Suggested tasks included:
· Invite industry representatives to discuss what products they are developing, which will impact what the critical components are for the group to address.

· Review research already conducted to better determine what consumers want in a PHR.
· Define the minimum components that consumers value to guide efforts around portability issues. 

· Determine not only what products are available, but also if they are being used. 

· Submit names of people and organization to testify in writing or during work group meetings.

Discussion of Critical Components
A draft outline was circulated to the Workgroup using the three categories from the first letter of recommendations: 1) interoperability, 2) policy, and 3) education. Workgroup members were asked to discuss whether these issues continue to be the critical components. 
An additional concept was raised: providing for coordination of cross-cutting issues across the four breakthrough areas, separate from the recommendation to form a group on privacy and security issues. There are more elemental issues that need to be communicated across the four groups to ensure the ultimate architecture is consistent. It was agreed that this coordination is key, and this responsibility falls on ONC staff to ensure that the groups are staying informed on a “real-time” basis. 
Functionality/interoperability

Many key issues were raised focusing on the vision and scope of activities related to functionality and interoperability. Comments included:

· Because functionality and interoperability are interrelated, in terms of certification, credentialing, and authentication, these constructs should be considered in parallel. 
· To prevent “recreating the wheel,” the Workgroup could learn from the CCHIT process to certify EHRs.

· Interoperability could include EHR-PHR, PHR-PHR, and PHR-payer information transfers. 
· Defining a minimum functionality set could be one of the group’s goals, but accommodations must be made for entities to go beyond the minimum data set. 

· Depending on the “deeper dive” efforts of groups like HL7 in determining the functions of the PHR will take longer in some instances, but this group should at least find out where HL7 is at given points of time. 

· One way of looking at a minimum set is to frame it as a “standard of practice” or “standard of information.” 

· The group should also think about what other entities, such as the health IT standards panel and the certification commission, can help implement these changes in the market.

· Identify the unique functionalities for a PHR rather than broad functionalities that are already in EHRs; for example, how a patient can edit imported information or share information with clinicians or other systems in an appropriate, secure way.  

· This group could find real traction working on issues around provider access to consumer PHRs. 

· The PHR could play an important role in the medication reconciliation process required when a patient is being admitted. 
· PHR interoperability with pharmacy clinical systems is another potential application; therapeutic drug management issues are one of the most important uses for clinicians of a medication history that comes from a PHR.
· Consumers may use a product for various reasons, but utilization does not necessarily indicate that a product is “easy to use.” 
Policy
Many Workgroup members commented on the need for this group’s activities to support or enable market-driven solutions. Suggestions for the scope of this component included:
· Identify what “levers” this group could exercise at a policy level rather than trying to shape the whole system. 

· Focus on the unique “value-added” by a public-private partnership. 

Education 
Members had differing view on the role of the Workgroup and the priority activities concerning consumer awareness and health literacy. Topics in this discussion included:
· Provider awareness needs to be included in the consumer awareness component.  
· The need to develop new materials to educate consumers and providers on the technical and philosophical aspects of how PHRs can improve patient care.  
· New activities by the Community need to have value-added to efforts already underway by other groups. 
· Research conducted by other groups found that consumer concerns focus around privacy, accuracy, and reliability. 
· This group could play a high-level role in the coordination among local grassroots efforts and government activities.
ONC staff will reach out to Workgroup members to further develop the core concepts and scope of work around these three components.

Prioritizing the Issues
Because the time table is constructed to work on issues in a cyclical fashion, the Workgroup was asked to identify the top one or two priorities on which to begin work. Suggestions included:
· Reassuring privacy and reliability could be the single most important effort to enhance consumer adoption of PHRs.
· Due to the momentum in the market to populate PHRs with medication lists, there is a need to provide guidance for PHR vendors to interoperate with EHRs or other providers of information. 
· A priority could be to focus on unique functions of PHRs so that consumers can capture and share information from EHR to PHR, PHR to PHR, and PHR to health care provider systems.
· Providing a “next” short-term framework for the interoperability of information, regardless of who sends it, is an essential role for this group to play.

Workgroup members were invited to send additional thoughts and suggestions on prioritization to ONC staff in the next few weeks, so that a work plan could be developed by the next meeting.
Summary of Action Items

1. Refine the workgroup process to accommodate incremental steps during the cyclical schedule. 

2. Focus potential efforts around issues where this group can contribute a unique “value added” to activities already occurring in the market. 

3. Invite Dr. Mark Leavitt to present on the CCHIT process. 

4. ONC staff will provide updates on the activities of the other Workgroups. 

5. Review the activities of the HL7 process to determine issues where there is a clear role for this Workgroup. 

6. Ms. Cronin will further discuss with Ms. Weinberg ways to accomplish this coordination role concerning awareness and literacy efforts.

7. Ms. Cronin and ONC staff will reach out to Workgroup members to further develop the core concepts and scope of work around the components.

8. Workgroup members will submit names of people and organization to testify in writing or during work group meetings.

9. Workgroup members will identify top priority issues for the Workgroup to begin efforts. 
The next Workgroup meeting will be held on July 27, 2006, at 9:00 a.m.
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