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Call to Order/Welcome
Judy Sparrow, AHIC Director, opened the Web conference. She reminded those present that this meeting is guided by the Federal Advisory Committee Act; it is open to the public, only Workgroup members may speak during the meeting, and there will be time for public comment at the end of the meeting. Workgroup members then introduced themselves.
Opening Remarks
Co-Chair Rose Marie Robertson and acting Co-chair Ross Martin welcomed participants.
Initials Results from the Review of the Personal Health Records Service Provider Market

Stanley Chin, M.A., Altarum Institute, presented initial results from an environmental scan of the personal health record (PHR) market. Beginning in September, they contacted as many vendors as possible as part of the AHIC invitation for public participation. Then, in order to gather more structured data, three specialty subgroups were asked specific, targeted questions. Mr. Chin emphasized that this is a market scan and not a scientific study. Out of the initial 89 vendors identified, 13 are no longer in the PHR business; 24 out of the 76 active PHR vendors participated in the scan.
For the second part of the scan, specific responses were listed across three domains: functionality; the business model; and confidentiality, privacy and security policies. A topology of three architecture types was developed: of those who responded, 72 percent were stand-alone, 7 percent were tethered, and 21 percent were integrated.
As for functionality, many stand-alone PHRs offered patient education, patient outcome, and patient reminder features. For tethered PHRs, the majority offered patient education, patient reminders, appointment scheduling, and prescription refill features. For the integrated PHRs, the majority featured patient reminders, online communications, and patient education features; half offered a patient outcomes feature. For all PHR types, medication history, allergy history, and condition history were the most commonly available data elements captured, and there was low availability for symptomatic scores and advanced directives.

The majority of PHR vendors targeted only one market. PHR markets were directed most often at consumers, with insurance companies, providers, and employers at a much lower proportion. The pricing models of fees to the consumer included free, one-time subscription, monthly or yearly subscription. No one claimed that selling the patient data was the primary business model; however, it could be a secondary use of the data that was not asked about as part of the study. Employer-sponsored PHRs would be free to the consumer, but money still could change hands.
The ease of use for the consumer and marketing were identified as critical success factors. Ease of use for the provider was ranked lower. These are data supplied by the vendors; ease of use for consumers – as reported by consumers – will be examined in the second phase of the scan.
Of the 18 responders for privacy and confidentiality attributes, 94 percent have a privacy policy, but only 61 percent make it available to the consumer. Only 39 percent had the ability to keep sensitive data separate or allowed for a restricted data view. All respondents said they have a security policy, and most use user authentication and encryption.
The Workgroup members had a rich discussion following the presentation, which included the following issues:
· Market leaders are included in the respondents, but there are many other vendors; indeed, the current leaders may not be in the mature market.
· This is an emergent technology, so early consumer adopters may not be like the typical consumers down the road.
· There were very few responders to the question of how many users the vendors have, and this scan was not able to ask about the degree of engagement of those users.  Beyond that, the definition of who is a user and of usage rates is a problem.  Is it someone who uses the product once, or someone who uses it repeatedly over time?
· Data on functionality and architecture was gleaned from web pages; therefore, those questions had a larger sample size. The self-reported data in the smaller panels had a much lower sample size. This is important to remember in interpreting the results.

· Members commented on the lack of availability and transparency of privacy and security policies with consumers.
· A list of products by vendors will not be made available because of confidentiality/proprietary data issues; many of the cells are single responders and therefore would be identifiable.

· Members commented that the value of PHRs must include utility for providers as well, if PHRs are to be widely adopted.

· The list of functions seems to be biased towards providers, although interoperability with providers’ EHRs is important to assess.  It might be helpful to add functions that track lifestyle data such as diet and exercise or activities of daily living.
· Efforts are being made to ensure that any additional qualitative research is collaborative and builds on other efforts, such as the results from the PHR pilots being conducted by  America’s Health Insurance Plans and Blue Cross Blue Shield.
Results from the Personally Controlled Health Record Infrastructure (PCHRI) Conference

William Crawford, Centers for Medicare & Medicaid Services, and Kenneth Mandl, M.D., M.P.H., Harvard Medical School, presented on the PCHRI meeting held in October. This meeting brought together leaders from government, academia, provider organizations, health plans, and industry. The focus of the meeting was on developing an infrastructure that will lead to an interoperable PHR world. The conference divided participants into three tracts: a business model approach, an ethical and societal approach, and a technology and standards approach. Emphasis was placed on a personally controlled health record (PCHR), which is more than a record with personal access.
Mr. Crawford and Dr. Mandl identified six major themes that cut across the three tracts:

1. Personal control. The PCHR includes an irrevocable copy of all health record data. Top-level goals for PCHRs include enabling a single point of access for patients to their “virtual medical home” and allowing patients to control data flows through health information exchanges (HIE). This involves establishing a line of communication, and accommodating for unintentional uses.

2. Disruptive technologies. PHRs are disruptive because they are driving the change from “islands” of health care to interoperable systems. There will be unexpected entrepreneurial opportunities for these open systems.
3. Business models. To encourage PHR adoption, consumers must have a compelling interest, such as taking care of a family member’s health or profiting from selling their own data. Workflow issues are discussed in the context of EHRS; it was suggested that “life flow” issues should be discussed for PCHRs.
4. Data liquidity. The value of PHR data will grow exponentially along with its potential uses. In focus group research, consumers seem willing to accept the reduction in privacy to improve their health; therefore they already accept risk and benefit tradeoffs in medical data liquidity. Because trust is a central component, there must be transparent rules that harmonize privacy with other interests.

5. PHRs and HIEs. A PHR that is not “welded” will contain pointers to multiple data sources, which then raises the question, “Is a PCHR the core of the HIE or an element within it?” The PCHR may play a role in the flow of data, and this role is agnostic to the provider or architecture of the PCHR.

6. Technology is not the problem. There are many other industries that do research and development work; it is not necessary to reinvent the wheel. For example, the “Semantic Web” technologies for knowledge management are being aggressively researched. This issue highlights the need to build an infrastructure to promote smaller initiatives so that elements such as programming language are not a barrier. There was also consensus that audit trails should be simple and focused, that data in transit should be encrypted, and that use cases for public health and research should be defined.
Mr. Crawford concluded his presentation with several recommendations: promote openness in PHR platforms, prevent fragmentation through openness, allow for innovation, and rely on individual rights and confront privacy issues directly by giving the consumer the control.

Questions and comments from Workgroup members included the following:

· The issue of whether data liquidity is a technical concern or broader policy issue was discussed. Methods are being developed in the marketplace; technical and standards organizations will bear the burden for developing and promoting the adoption of transparent interoperability standards.
· Members discussed whether there are ways for the individual to have informed choice in selling their data. With PHRs, there might be rights management or use management attached to their data; health data bank standards also can be applied. There may need to be an Institutional Review Board (IRB) for the call for data, with support mechanisms in place for consumer decisionmaking.
· Regarding the irrevocable control of a copy of their health data, members discussed whether the individual has control over changes to the data. The usefulness of data that is portable and authenticated is much greater than data that are portable but not authenticated.
Results from Consumer Research
Stefanie Fenton, M.B.A., M.P.H., presented on Intuit’s “Quicken for Healthcare” efforts. This initiative started from one person’s experience trying to manage his health care costs with Quicken software. This is illustrative of their “consumer-driven invention model”: Intuit literally watches consumers in their homes using the applications, and then they build tools that work the way the consumers work. Their goal is to create solutions that help consumers make better decisions.
Intuit has reached out to more than 1,450 consumers to learn more about what issues are challenging to them regarding their health care. They found that while consumers feel they have access to health care information, they feel it is fragmented and do not use it. Their consumer research found that 41 percent of Quicken consumers want new tools to manage their health care. Consumers care significantly more when they have a stake in managing their health care costs, such as with deductibles, health savings accounts, and chronic illness.
The biggest “points of pain” focus on solving problems for which consumers currently do not have a reliable approach. Intuit found that bills and claims do not make sense to consumers; they do not know who or how much to pay. A main goal for consumers is to avoid unanticipated expenses and financial surprises. The solution must keep data private and secure, deliver data in an understandable way, and keep data accessible in one place. The solution also must be easy to use and contain no manual data entry; however, if consumers understand where the data are housed and how the data might serve them, they may be interested in entering more data.
The initial release is focused on the financial aspects of health care, and not on care issues. The product is a Web-based service that electronically presents information regarding claims, diagnosis, prescriptions, and treatment. It has a bidirectional certificate based on user authentication and fully encrypted data exchange. Later releases will import data regarding checking accounts, flexible spending accounts, and so forth. This builds on the Quicken product philosophy that consumers benefit by bringing together different sources of data.
The key enabler for consumer adoption is to give consumers access to their data so that they can make better decisions. Consumer concerns are so broad that one application will not meet all their needs. Ms. Fenton hopes this group will help influence the industry to provide data to consumers in a standard, electronic format, and lead the way in making applications for consumers that combine both decision tools and relevant data.

Questions and comments included the following:

· Asked about the standard electronic format for financial institutions to download into consumer applications, Ms. Fenton responded that Quicken and Microsoft Money worked together to develop a standard and now share it across the industry. They are advocating that health care data be sharable and available, and they are working out ways to get claims data into an X12 standard format.
· In terms of data fields, consumers do not want claims information separate from the services they received. Consumers also need data represented in ways that make more sense to them, such as combining what deductible the claim is going against.
· While the Intuit research team did not follow consumers to the doctor, they did hear from consumers that they need more effective interactions with the health care system. The amount of information they can retain from the provider at the point of care may not be reflective of what the provider gave them. They also heard that consumers need to know beforehand what kind of information to expect so that they can get prepare to hear the information.

Workgroup Discussion of the Next Recommendations to AHIC
Ms. Cronin stated that December 12 and January 23 are the next opportunities to advance recommendations to the AHIC. They are not obligated to present at either meeting, but several Workgroup members are feeling ready to advance recommendations. At the last AHIC meeting, there was discussion on defining priorities, particularly so that the Health IT Standards Panel (HITSP) and other contractors can have their work orders by the end of the year. Ms. Cronin stated that the Workgroup would have the opportunity to review an outline of the use cases.
Because of potential programmatic implications for any recommendations, members commented that they would like to take some time needed to develop the recommendations and sort through implementation issues, so they would prefer not to present recommendations to the AHIC in December. The Workgroup also discussed the desire to hear more information on the other workgroups, so that their recommendations are not being formed in a vacuum.
Consensus: Review the issues in more detail before developing recommendations.
To begin this conversation, Ms. Michelle Murray, a health policy analyst at ONC, compiled a summary of possible recommendations, which were drawn from several previous Workgroup documents. Recommendations are arranged by critical components: functionality, interoperability, consumer awareness and demand, business models, and legal/policy issues. At the end of the document, decision-making criteria are provided to help guide the discussion.
Workgroup members had the following comments:

· In prioritizing, it is important to think about how these priorities cut across the breakthrough projects and what is necessary as groundwork for the other issues.

· In thinking about the priority areas for AHIC and expanding the use cases, it may be helpful to ask, “Does raising this issue bring in another group of potential resources and stakeholders to support the use cases?”
· Some members commented that the model for implementing recommendations is not clear and that the group needs to be as explicit as possible about the actions that are tied to the recommendations.
· It was suggested that the group formulate three very clear and specific recommendations for their implementation, rather than a longer list of recommendations that do not have as much detail.

· The presentations today looked at applications from different viewpoints. The Workgroup should think about which “lens” they are looking through as they develop recommendations.
· The group needs to take care that any recommendations will not inhibit others from moving forward.
· Members commented that it might be useful to focus on what the group already has done, such as the registration summary and medication history, and develop a research agenda to support those efforts.

· Others commented that an area of focus may be responding to the challenge of data liquidity. This would require revisiting the interoperability standard that went forward to the AHIC, and then testing of the standards. It was noted that America’s Health Insurance Plans and Blue Cross Blue Shield are doing a pilot of interoperability across plans with a limited dataset; it is possible for other entities to become involved in this project by using HITSP standards.
The group discussed using another ranking tool to narrow down the focus from the list of possible recommendations. It was also suggested that each Workgroup member should formulate his or her top three “elevator pitch” priorities.
Action Item: The Office of the National Coordinator (ONC) will recirculate this draft document as a mechanism for ranking. Additionally, each Workgroup member will submit his or her top three priority areas. The ONC staff will marry the results from both exercises so that the group can narrow its focus to top critical areas.

Recap of Action Items from Today’s Meeting
Dr. Martin recapped the two items for moving forward in the recommendations process:
1. Ranking the draft recommendations document
2. Summarizing the top priorities
The next Consumer Empowerment Workgroup meeting will be held on Tuesday, November 28, 2006, at 11 a.m.–3 p.m.

Public Comments

There were no public comments.
AdjournMENT
The meeting adjourned at 4:58 p.m.
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