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Introductions and Opening Remarks
Consumer Empowerment Workgroup Co-chairs Rose Marie Robertson and Gail McGrath, sitting in for Nancy Davenport-Ennis, called the meeting to order and welcomed participants.

Workgroup Discussion of the AHIC Visioning Process
Setting the Context for the Vision About PHRs

Paul Tang summarized the scenario developed in the Markle Foundation Report, which describes a patient newly diagnosed with diabetes. Without a public health record (PHR), the patient has multiple providers for whom he has to act as a coordinator, and all information regarding his condition is transmitted through visit encounters. With a PHR, he is connected to information that enables him to learn about his new condition, his providers have shared access to reports and lab results, and a personalized disease management plan is developed for him. If he experiences health issues outside his local care team, he can access this information in an emergency room setting. 

The report provides a helpful graphic: there are steps building up to a wheel that shows the interconnectedness of the patient’s care. The patient’s PHR is in the center, and the people who feed into the PHR (primary care provider, specialists, pharmacist, etc.) are around the perimeter. Dr. Tang proposed adding into this wheel an inner concentric circle to represent an interoperable EHR, which would serve as another electronic base used by those on the outer ring. 

An Initial View of the End State

Ross Martin asked the group if this diagram represented an end state that captures the group’s vision. He commented that a provider or caregiver might not place the patient in the center; however, this perspective is in line with principles of consumer empowerment. He also stated that the end state is not a final destination but a goal to reach constantly toward and improve upon the ideal. The Workgroup then began reviewing the draft matrix, which serves as a tool for articulating this desired end state.

Development of the Vision

Additions to and comments on the end state

Using the Markle case as a basis, comments and additions to the end state description in the matrix included the following:

· The focus is not as much about the functionality of the PHR as on the broader vision. 

· The PHR will be useful only if the patient can carry it with him. 

· The end state PHR needs to provide an assurance that the data are being entered at the proper level of technicality; comments should be “branded” to attribute the source of data. There also needs to be reconciliation of information between electronic health records (EHRs) and PHRs. 

· The use case implies that the patient is sufficiently engaged in his PHR and is keeping it up to date. 

· The comment in the matrix regarding the endorsement of information should state that the information is coming from a credible or trusted source. Helen Burstin will provide a list of modifiers that was developed to describe credible information. 

· The connection between EHRs and the long-term data storage responsibilities and capabilities of the PHR needs to be further explored. The patient is the only entity who has an interest in a longitudinal record; however, this does not preclude a “pointer system” to other archived data. Developing adequate indices and record locator services could be enablers for achieving this longitudinal record vision.

· Standards need to exist for the data.

· PHRs should incorporate patient decision support and contain tools so that patients can use information to take action.

· Data need to be personalized; personal health and wellness information should be included as well as chronic health issues.

· The use case is predicated on a highly motivated, computer-literate individual; there may be a need for several models to serve other segments. 

· The Workgroup discussed whether there is an assumption that a PHR will be available in the future even if the patient is not ready for it when it is first made available. This point will require coordination with the EHR Workgroup. 

· Incentives need to be properly aligned so that health care providers become key partners. 

· There was disagreement about automatically populating data. Some members felt a minimum standard should be automatically “pushed” into a PHR when it is available and appropriate, without the patient having to ask for it. Others felt that there are currently no business models to implement this idea; however, developing these models could serve as an enabler.

· Privacy and security issues need to remain as a focus. Sharing passwords in this use case is not endorsed by this group. 

· In identifying challenges and concerns, the charge for the group is not to change their vision to fit those concerns but to keep the vision and develop enablers to meet that bright vision.

Additions to and comments on the current state
The matrix also contains draft information on the current state. Comments and additions included the following:

· Information in the EHR needs to be translated for the PHR to address health literacy issues.

· Integrated EHR-PHR models are the most highly rated by consumers, and stand-alone models are not as satisfactory.

· The matrix could include more robust information on PHRs that currently are being offered, their functionality, and the lack of interconnectivity to EHRs. 

· The Workgroup members had differing views on standards and certification for the vision. Some group members commented that a lack of data standards feeds into interoperability issues. Others commented that it is the role of the Health Information Technology (HIT) Standards Panel to select standards, and so this group should not endorse any particular standard. There was general agreement on certification for the consumer’s protection; a minimal set of critical components that will not stymie innovation could be included in the end state description.

· Policy implications for authentication need to be stated.

· The discussion on incentives is limited to compensation for online care for physicians; this may need to be broadened to include other types of incentives and other parties.

· Payers or health plans have to be included as stakeholders.

· Pre-population of data needs to be expanded to include EHRs as a source.

· There is limited information on the value of PHRs to consumers.

· There may be a liability issue for providers who introduce PHRs and therefore raise the standards of care.

Identification of enablers and barriers
Additions or comments to barriers for the end state are as follows:

· Indices are needed for longitudinal record locator functions.

· More options are needed for incentives related to compensation.

· Business models are needed to support the pre-population of data.

· User authentication issues need to be resolved.

Identifying the enablers and barriers to achieving the end state was discussed before the description of the feasible mid-state so that ways to address these issues can be brought into consideration. From these issues, the group can work backwards to describe what will need to be accomplished in a mid-state. In this context, the mid-state is not a point in time but a step on the way to achieving the end state.

The mid-state enablers that would get to that end state include the following:

· Demonstration projects are needed to gather data on the functionality and usefulness of PHRs, as well as to show the return on investment and improved health outcomes.

· Vendors need to demonstrate standards readiness, and there needs to be better collaborations among standards organizations.

· Information exists from trusted sources; however, business models and relationships are needed to get this information out in a public education campaign.

· Business case studies are needed to show economic value.

· Liability concerns need to be addressed through State law and malpractice reforms. 

· A process is needed for building an integrated infrastructure through the Office of the National Coordinator (ONC) and other bodies that are institutionalized and self-sustaining.

· The adoption of EHRs that include a PHR component needs to be encouraged.

· Workflow integration can be built through professional education and encouraging the use of EHRs in training hospitals, especially Department of Veterans Affairs hospitals.

· The benefits for clinical research and trial enrollment, with proper privacy and security measures, need to be established.

· Data liquidity issues need to be resolved, in that some physicians will not view a patient’s PHR or transport data to the PHR. Additionally, patients have difficulties obtaining their own records.

· More information on financial institution experience is needed, especially regarding security and consumer research.

The Workgroup also discussed the testimony of William Crawford, which described policy levers and incentives; it was recommended that the AHIC members receive a copy of this document for their next meeting. 

Description of a feasible mid-state
The discussion of the above enablers and solutions to barriers clarified the description of the mid-state. At the mid-state, the PHR should include:

· Certification for a core set of functionality – security, interoperability, some portability

· Robust protection of patient data

· A scalable, incremental approach, while building toward a fully integrated EHR

· A network for sharing data, such as a medication list.

Ross Martin will prepare a new draft of this matrix based on this discussion, which will be circulated by e-mail for comments before the October 31 meeting.

Workgroup Discussion of Priority Recommendations to AHIC
Kelly Cronin stated the recommendations need to be prioritized so that the AHIC can weigh them with the other Workgroup priorities. This will determine resource allocation for the next year and feed into other ONC work on HIT issues.

The Workgroup was asked to review the prioritization tool and select features to highlight. The essential-now features were prescription refills, lab results, list of conditions and allergies, and administrative features. The group discussed whether the definitions, particularly for essential-now categories, reflected the intent of the Workgroup. They decided to state in a “preamble” that efforts toward PHR-EHR portability and interoperability or  integration features need to start right away. Also, the priority list will be written so that no signal is sent to the market that these are the only important features; rather, these are the “low-hanging fruit” areas to tackle in the next 12 months. By selecting these features, the group will be putting the “engine” in place to realize these functional areas. 

The categories will be fleshed out to indicate what is in place, what needs to be done, and who is doing it. For prescription refills, the work already has been completed to make this feature available online. For lab results and for the conditions and allergies list, some work remains to be completed. For administrative functions such as scheduling and reminders, some vendors could operationalize now, but other vendors might need more development work; however, there are no tasks for the Workgroup. Other issues under the administrative features category are essential but will take longer to enact. The ONC will draft a presentation with the features separated into two priority categories for the group to review.

The Workgroup was uncomfortable about presenting the business model rankings with the recommendations. Rather, the ideal of PHR-EHR integration will be articulated, and included in guidance for use cases. 

PUBLIC COMMENTS

Theresa Daws commented that many of these functional categories can be used not only for enabling information flow into the PHR but also for changing the culture of patients to use the internet for health communication.

Jennifer Wolf, with the University of Maryland Center for Information Support, commented that there is activity around technology and innovation related to devices that can interface with PHRs and EHRs. Cell phones, for example, can have personal health applications. Also, research is showing that many physicians want to implement EHRs and PHRs, but cost is a barrier. Some States are now legislating funds and tax incentives; it will be important to ensure physicians are aware of those efforts as they are being educated about PHRs. 
Ruth Perot from Summit Health commented on the ranking of education and outreach. She stated that communities are being left out due to the digital divide, trust issues, and not being informed. Special outreach needs to be conducted if the goal of this group is to be reached. An outreach campaign will need to make the connection between eliminating health disparities and using HIT as a tool. She also encouraged using technologies that are widely available, such as cell phones. 

Action ITEMS
In closing, the Workgroup reviewed the action items from the meeting: 
1. Dr. Martin will prepare a new draft matrix
2. ONC staff will prepare a draft presentation for the Workgroup to review prior to the AHIC meeting on October 31. 

November will be a month for crafting recommendations for the December AHIC meeting. The next two meetings will be:

· Monday, November 6, 2006, 1–5 p.m.

· Tuesday, November 28, 2006, 11 a.m.–3 p.m.

ADJOURNMENT
The meeting was adjourned at 4:10 p.m.
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