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Introductions and Opening Remarks
Consumer Empowerment Workgroup Co-Chair Rose Marie Robertson and Gail McGrath, sitting in for Nancy Davenport-Ennis, called the hearing to order and welcomed participants. A list of questions was published in the Federal Register to provide guidance for the testimony of today’s hearing.

Critical Success Factors of Personal Health Records
Paul Tang, M.D., presented information on the attributes of sustaining value in PHRs, based on the experience of the Palo Alto Medical Foundation.  He stated that in order to have widespread adoption of PHRs, consumers must first be “on board.” PHRs must be defined based on what patients want, what they don’t want, and—once they have experience with the PHR—what they “love.”  Using this information, it is possible to create sustaining value and a business model for moving forward. 

Patients want information that is specifically tailored for them and they want their physician to “endorse” this information. They want to be continuously connected with their health care team to share information to their doctors.  Patients also want this information to be hosted by the person they most trust—the PCP. They don’t want the information shared with their employer, insurer, and family members.

In the PAMFOnline system, the patient can view an encounter summary after a physician office visit.  Because patients cannot always absorb all of the information given to them during the office visit, or may think of questions after they leave, the patient can send a secure message to the physician; this message is integrated with the EHR and the physician’s workflow. 

Dr. Tang suggested it is more important to focus first, on physician adoption; patients will find the PHR useful only if their physicians are using it. Then, the focus should be on HHS activities such as incentives, standardization, and certification; the other piece is to implement uniform privacy protection. Lastly, a direct to consumer education campaign can be launched by trusted sources. 
Questions

Asked about the one-third enrollment rate for elderly patients, Dr. Tang replied that the slope of enrollment is increasing, so he expects to add to this base. He added that about one-third of the patients do not want to be “close to their data,” and about one-third of patients need to be convinced to enroll. Regarding their finding that only 31 percent of family members trusted other family members, Dr. Tang was asked to comment on the implications for family caregivers. He replied that PAMFOnline insists that only the patient use his online sign-in; authorized proxies are given their own sign-in so that there is an audit trail of who accessed the information. 

Regarding physician reimbursement, Dr. Tang replied that this is an important area to utilize policy levers for change.  Online transactions save the healthcare system from more expensive office visits, and should be reimbursable, under specific criteria, because care is being provided. Currently, phone consultations are also not being reimbursed, and the costs are “bundled” into the cost of the office visit. At Palo Alto, the physician is internally credited for online transactions that meet the internal criteria; this as been important for physician adoption. Dr. Roberston commented that many group practices in cardiology utilize a similar “internal” correction: the doctor seeing patients in the clinic does not get reimbursed as much as the doctor doing procedures, but the office visits are what “feeds” the procedures. Kelly Cronin added that the Chronic Care Workgroup has recognized the need to develop the evidence base and identify measures that could be incorporated into payment methodologies for reimbursing online consultations. ONC, CMS, and AHRQ are also synthesizing this information and are designing pilot projects. 
On the issue of recommending a patient-centric PHR model, Dr. Tang stated that the sustaining value comes from integration. Physician adoption of EHRs has to be done in parallel with consumer adoption of PHRs. There needs to be a synergistic strategy to educate both consumers and providers to see this cultural and transformational change.

Workgroup Discussion about PHR Webinars and the Ranking Tool

Dr. Robertson opened discussion of the PHR Webinars and the tentative ranking exercise results. Many workgroup members commented on the value of the web-based seminars conducted by various PHR vendors.

Workgroup member comments on PHR features included the following:

· There was a conflict over the idea of “low-hanging fruit:” are these features the most valuable, or are they what can be done easily now? For example, administrative features have to be online before educational materials can be tailored to the individual, and tailored resources have more value. 

· Consumers are quite heterogeneous in their needs, and one size will not fit all. It may be necessary to determine a “critical mass of functionality.”  The more of that critical functionality included, the more likely a PHR will be to have some desirable features for each segment of the population that is trying to be reached.
Workgroup member comments on the ranking scales for this exercise included the following:

· One difficulty with this exercise is that something has to be first; the numeric ranked order may not accurately reflect the relative value for features. The “essential now/ essential future” rankings do show that features gather in significance if it is recognized that the technology may not be in place right now. 

· The “essential” rank could be interpreted as follows: there are features that are essential because they will make the PHR work, but are in the background for the consumer; there are features that will build value for consumers, payers, etc. that will make it adopted; or there are features that would be nice to have. Convenience factors will initially engage the consumer, but the focus for the groups should be a sustainable, integrated model which may require more effort. 

· If the features are ranked by the “essential now” designation, a different order results than from the numeric ranking; however, the “essential now” ranked order presents a more clinically relevant picture.

· On the scale of evidence, this exercise would be considered as recommendations from an expert panel, based on their experience. This would be the first level, which would build until the evidence reaches the “gold standards” of clinical trials, after which a meta-analysis would be conducted to arrive at the “truth.” Therefore, this exercise should be kept in context as a very informed but rough view.
Workgroup member comments on advancing consumer empowerment included the following:

· To be able to empower the consumer, it is necessary to include other interest groups, like the clinician and the insurers. For PHRs to be successfully deployed, their desires have to balance out with the patient's desires. One way of working with this tension is to ensure that the Consumer Empowerment group is working in the interest of the people they represent—the consumers.

· The group has been looking at this exercise from the perspective of future users, not experienced uses; Dr. Tang’s presentation suggested that the perspective of experienced users may be more useful in creating sustaining value. 

· The instructions for this ranking exercise stated to rank according to “adoptability,” not “empowerment.” Repeating this exercise according to empowerment would yield different results, and may be useful to do before the October 31st meeting. 
· It is possible that initial activities could actually hurt downstream efforts if trust is broken. PHR vendors need to be trustworthy not only regarding privacy, but also competency.  
· To engage consumers, convenience is an effective selling method, but sustainability and real value is going to come from consumers understanding what their health information means in a way that they never understood before. This would include graphing, pictures, language level, and ethnic and racial considerations.  

· The key question may be more about the strategy of how to leverage and empower around control of health data, and less the functionality. How will control over and access to health data allow people to make better decisions? 

In conclusion, the workgroup decided that the co-chairs and ONC staff will reexamine the data from this exercise to present it in a more “lumped” view.  There appears to be a minimum set of core components that are difficult to determine which is relatively more important than the others. This new analysis will be more useful for the group in determining the recommendations to forward to the AHIC.

Action Item: The workgroup co-chairs and ONC staff will re-analyze the ranking data according to the “lumping concept,” to present it in manner that is more useful for the group process.

Panel I - PHR Consumer Engagement and Literacy

Marc Boutin

Marc Boutin, Executive Vice President of the National Health Council, presented on their activities to normalize the use of electronic PHR as a new standard of care. PHRs that focus on clear health communications have the ability to impact the patient’s understanding of their health situation so that they are able to make better decisions.  He stated that it is his hope that PHRs will focus on managing the patient—not the disease or disability—which will provide a more holistic view, leading to major improvements for clinical health outcomes for the individual.  While the issues of privacy have not been adequately resolved, he believes there is a need to move forward with urgency. PHRs are a case of “the perfect is the enemy of the good.” People with chronic conditions would benefit now from PHRs. 

William Smith

William A. Smith, Ed.D., Executive Vice President of the Academy for Educational Development, provided a view of how a social marketer would look at this issue. Communications is one small and last part of a marketing process. From the social marketing perspective, EHRs and PHRs need to be developed simultaneously. There could be a marketing problem if PHRs get ahead of EHRs. He recommended looking not only at ways that PHRs solve health information problems, but also to look for ways that PHRs could solve other health system problems such as costs. As far as next steps, he highlighted the work that Dr. Tang is doing as an example of prototyping. This involves building a product based on what you know now, and trying it out in different settings. Prototyping also addresses the issue that new technologies need to be experienced in order to really understand their value. If different segments experience a prototype PHR, they will then be able to rank their own priorities, rather than having an expert panel rank for them.

Cynthia Bauer

Cynthia Bauer, Ph.D., Senior Health Communication and e-Health Advisor for HHS, presented on health literacy as a factor in the adoption and use of PHRs. 

A new study released by the Department of Education and HHS is the first study of health literacy skills in a nationally-representative sample of the U.S. adult population; it was imbedded within a larger literacy study.  This study assessed the ability to use and understand prose, document, and quantitative information. In presenting this data, Dr. Bauer urged the workgroup to change frame from a deficit model of what skills people lack to a perspective of learning more about what skills people do have and how they could navigate the systems that may be designed. 

Overall, people who are most likely to have the lowest health literacy skills are: racial and ethnic minorities, except Asian and Pacific Islanders; people who speak languages other than English before starting school; people 65 and older; people who did not complete high school; people living below the poverty level; people who do not use the internet for health information; and people who rate their health as fair or poor. They also prefer mass media or interpersonal sources of health information, over newspapers, brochures, or the internet. They would be unlikely, however, to handle many of the multiple and complex tasks in PHRs; this is particularly relevant, because anyone in this category is likely to have poor or fair health and likely to have different health information needs than other segments of the population.  

Mike Leu

Mike Leu, M.D., M.S., Robert Wood Johnson Clinical Scholar, presented a health consumer empowerment model for how patients decide to take action related to their health. Before taking action, several factors are involved, including their past experiences, their ability to model the behavior of others, and persuasion by others, such as clinicians. This model predicts that electronic health tools will help patients take action. There are promising strategies for how electronic health tools can help solve health literacy issues.  First, to improve consumer experience, one strategy is to create tools that make it easy for patients to get started.  It is also essential to involve patients in the design, usability testing, and pilot testing for these software tools. The development of standard measures to assess health literacy, technology literacy, and self-efficacy will provide a means to assess the efficacy of these tools. Finally, it is important to learn why these tools are not used; studies that evaluate PHR systems and electronic tools interventions should analyze the factors contributing to lack of patient engagement and tool utilization.

Questions for the panel

Asked what role technologies can play to help those who cannot access the information, Dr. Bauer replied that the goal is to have extremely conscious design to policies, products, and dissemination. She stated a study that found, even when people do not meet the performance standards, they still feel positive about their interaction with the system and their self-efficacy was very high. There is an opportunity in segmenting to meet different needs. 

Concerning the 30 million people who have below basic literacy skills, Dr. Bauer was asked how many also have a health problem. She replied that they are just starting to reexamine the data to see what additional analysis could be conducted. Dr. Smith added that there is some data on the relationship of health literacy and health outcomes, but the path has not been established yet. Mr. Boutin commented that people with chronic conditions often become experts on their own condition; while that may not increase their health literacy, having access to their own health data does help them manage their conditions.

Regarding the design of information for ease of comprehension, Dr. Bauer commented that in this study they were not allowed to redesign any of the presented information. In other words, if this is what a typical immunization chart looks like, they wanted to know who could read it. This introduced a discussion of which concept should come first, general literacy or health literacy for a particular consumer’s condition. Mr. Boutin commented that the goal is to improve clinical health outcomes; improving health literacy is a step in that direction. Dr. Bauer added that some research has been conducted that argues that deepening an understanding of causal relationships is fundamental to the learning process; she stated that we often miss opportunities to help consumers understand causal relationships. 

As to whether investments should be educating younger populations versus focusing on end of life care, Dr. Smith replied that, from a marketing perspective, younger populations would get the biggest “bang for the buck.” He added that another alternative to trying to make everyone health literate is instead to find opportunities to help them navigate the world “as they are.” He cited as an example a redesigned pill box. Dr. Leu also commented that the way adolescents are using technology can be another opportunity; electronic games can be used to teach children more about how to use computers later in life.

Panel II - PHR Incentive Policy Levers
Mary Ellen Zipper

Mary Ellen Zipper, Director for Client Relations at CapMed, addressed incentives and interoperability to support widespread adoption of personal health records. Incentives are frequently discussed with regard to EMR adoption; however, incentives are critical to the adoption of PHRs by consumers.  Incentives range from one time financial rewards for initial completion of health risk assessments (HRA) to ongoing company wellness programs that encourage PHRs to track various health programs and initiatives.  

Despite the benefits and proposed incentives for ongoing PHR usage, widespread consumer adoption of PHRs will follow the availability of standardized electronic information that is easily imported and exported.  Because only 20 percent of physicians are utilizing EMRs in their practice of medicine, 80 percent of physicians cannot help their patients easily populate and maintain a comprehensive PHR.  Any government action to accelerate the adoption of EMRs by clinicians would subsequently increase the adoption of PHRs by individuals.  Regulations that would drive finalized interoperability standards between the various clinical information systems will facilitate adoption of EMRs and subsequent adoption of PHRs.  

William Crawford

William Crawford, from the CMS Office of Policy, presented on federal policy options for the promotion of PHRs. First, there is a federal government role for collecting information on consumer preferences and implementing health tools to help serve particular populations.  An initial step would be creating an evidence base that establishes value and determines mechanisms for integrating PHRs into clinical care. CMS, NLM and AHRQ can take an active role in exploring integration into clinical care. Successful national demonstrations, with robust evaluations of the value of PHRs in this context, would be important drivers for PHR adoption. Second, the government has a role in standards development and adoption through health plans sponsored by CMS and by the Federal Employees Health Plan (FEHP). CMS and its carriers have the opportunity to contribute data to a patient's PHR, and then to allow a patient to transition an existing PHR into a CMS- or FEHP-plan sponsored application.  Both of these activities will require the adoption of standards for PHR data formatting and exchange; once developed, these standards can potentially drive adoption quite aggressively.  
A third area for federal government activity is education, health literacy, and the consumer experience.  The Federal government—particularly agencies like CDC which are already involved in health literacy—can take a leading role in promoting the benefits and the definition of the PHR to the population as part of broader health literacy campaigns already being conducted. CDC and the NIH could also establish standards for the contribution and management of science-based, consumer-accessible health information.  
The fourth area considered was data availability.  PHR adoption is heavily influenced by the availability of data to prepopulate PHRs.  Medicare, VA, and FEHB plan data could be used as seed information for PHRs, and standards could be developed for the use and exchange of claims‑based PHR data. Finally, the Federal government can play a role in enrollment incentives.  With 2.2 million Americans coming into Medicare every year, automatically enrolling new Medicare beneficiaries into a PHR program presents an enormous opportunity. CMS is already conducting pilot projects on prepopulating Medicare and Medicaid data into PHRs. Other examples are enrollment incentives for newborns and new recruits in Tri‑Care, the DOD health care system, and for new enrollees for disability benefits with the Social Security Administration.
Questions for the Panel

Concerning the importance of usability, Ms. Zipper replied that CapMed is working with usability experts to better understand what PHR users want and how they want to interact with the system.  She added that there is not a lot of information on how those pieces fit together, and any assistance from the government in obtaining that information would be welcomed.  Mr. Crawford cautioned that it would be easy for the government to over-specify usability standards; as standards are developed, it is important to preserve the ability of innovators to experiment with new approaches. 

Regarding providing an “opt in” before automatic enrollment, Mr. Crawford pointed out  that whether opt-in or opt-out is a more effective policy tool will take research to figure out. In the case of the “welcome to Medicare” visit, enrollment in the PHR often depends on whether the physician conducting that visit finds the PHR as a useful clinical tool. PHR enrollment might even co-enhance the uptake of that “welcome to Medicare” visit.

Concerning physician incentives and the current demands on physicians participating in the Medicare program, Mr. Crawford stated that the deliberation process for these recommendations did not take into account the appropriate resource mix between what would be asked of the agencies and what of the physicians.  It may be that other interventions beyond PHRs are found to have more cost-effective return. He also stated that designing a PHR that is clinically usefully has the potential to take some of the workload burden off physicians and will minimize friction.

Statements from the Public

Dr. Eduardo Artez from Peoplechart Corporation focused on the electronic exchange of date between provider-based PHRs systems and untethered PHRs. He recommended developing a concrete action plan that will facilitate data sharing between EHRs, provider-centric PHRs, and consumer-controlled PHRs.  This could be implemented by leveraging government-funded interoperable projects to explicitly include PHRs, and by providing incentives to promote and ensure data sharing capabilities with PHR systems.    
In order to populate a PHR with some of this medical record data, currently it is necessary to obtain the medical records, often making paper copies.  Peoplechart has been involved with collecting records on behalf of consumers for the last five years, and discovered that there is substantial disparity in states law governing the fees providers can charge patients for theirs records. The average fees charged to patients for administering and copying a medical record file were about $46 per record.  They also discovered that it is very difficult for patients to access their records in a timely manner.  The average number of days for people to receive their records was 37 days, and two‑thirds of requests required at least two attempts to secure a copy from the health care provider.

Workgroup Discussion of Testimony Themes and Gaps

Dr. Robertson asked workgroup members to discuss themes and gaps in the testimony. In terms of consumer engagement, members had the following comments:

· Concerning health literacy, it was proposed that consumers will find a way to use PHRs once the technology is more available, citing as an example the way people learned how to use cell phones. 

· One member found the example of the Diner’s Club card as a social marketing strategy useful: make PHRs available first to a “niche group,” to get the applications out into the public and have them used. Another member replied that PHRs are already available and being used by diverse groups—from Silicon Valley employees to meat packing employees in Omaha. 

· Most of these models are tethered; adoption rates might be different if the consumer has to purchase the PHR. However, there is no consolidated view of what PHRs are currently available and what kind of models they are.

· Universal design technology can be a successful strategy to overcome some of the health literacy obstacles. 

Regarding the concept of segmentation, the group had the following comments:

· One of the segments in the market for PHRs has to address the “digital divide” group. Because this segment does not fit business models, this workgroup has to be pro-active in exploring technology and business solutions for the disadvantaged.

· The role of this workgroup is not to design systems; however, the group should ensure that information can flow in a way that it can be “tweaked” and made more appropriate for specific populations. 

· Ensuring that design methods are in place to meet the needs of certain market segments may be an area to utilize policy levers.

· As a possible activity, the workgroup could delineate different market segments and identify which entities target those segments as part of their missions. This would include both nonprofit and business entities. 

In terms of interoperability and portability, the group had the following comments:

· The importance of interoperability and portability needs to be stressed; working to get the data out to consumers will not matter if it cannot follow them as they change jobs or health care plans. 

· The problem with many “tethered” models is that they are really “welded.” Instead, the PHR can be tethered while the consumer is connected to a particular employer or doctor, but then it can be unclipped when he leaves and attached to a new PHR vendor. 

· It is critical for this group to address standards for interoperability and portability 

· The positive side of the tethered model is the ability to prepopulate data. This concept is especially important given the testimony on how difficult it can be to obtain medical records. 

· If baseline operating standards were implemented, interoperability would follow as adoption increases. 

· The definition of a tethered model was also being interpreted as the relationship between the provider and patient, and does not imply that the data is not portable or interoperable. It was proposed that the terminology be changed from tethered to integrated. However, another member countered that there are some instances where an interactive PHR really is “welded” to the provider. 

· There was discussion of about tethering PHRs to EHRs, in relation to the HITSP interim standard that was proposed. Alternative strategies for getting health data into the hands of consumers, such as Excel or Word compatibility, were also suggested as an interim solution.

· The group needs to discuss where portability belongs on the adoption curve. This concept may be more appropriately addressed at the “vision” level.

Workgroup Discussion of Priority Recommendations to AHIC and the Visioning Process

Ms. Cronin explained that visioning exercises are being conducted across all the AHIC workgroups.  A matrix was developed to describe the current, intermediate, and desired end states for consumer empowerment. The rows describe defining characteristics or attributes of health care system from the patient perspective, implications for key stakeholders, enablers and barriers, and assumptions. The columns list current (2006), midstate (2010), and endstate (2014) time periods. The purpose is to help the group formulate “what would the world look like with interoperable, longitudinal, patient‑ centered, affordable PHRs?” The next workgroup meeting will be used for brainstorming to complete this matrix. 

Dr. Tang commented that there are several possible starting points for this exercise: to look at PHR as a software product or service and determine the critical masses of functionality in that software product; to define the end state relationships—e.g. the new consumer‑ patient role, the new physician‑health care team role—and work backwards from that endpoint; or to identify the levers and build a “right of way.” He asked the group for discussion on the end state perspective. Workgroup members had the following comments: 

· The group needs to clarify what the end-state product is and then identity the functions that support that product. The product could be envisioned as a cell phone or blackberry that could be carried around with the consumer.

· The PHR is only one component of a much larger system; it will be interacting with the electronic medical record and the interoperable network exchange. Therefore, it may be important to focus on the unique role that PHRs can play, rather than trying to make this a vehicle to do everything. 

· An alternative is to look at this visioning process in terms of the outcome of an empowered consumer.  

· If the group can identify what the key elements are that make the PHR valuable to consumers, then that will drive consumers to be users of PHRs and will help dictate other issues such as the design and the important components.  
· It may be valuable to identify a few categories of consumers, what elements would be attractive to those different segments, and what common elements exist for all groups. However, in identify common elements, it is important not to stymie innovation.

Dr. Martin commented that the task at hand is articulating the vision of this group that will then be presented to the AHIC. Dr. Robertson clarified that for this workgroup, they are focusing more on the sections relevant to the patient. For example, they would be describing the future state of interaction with the health care system from the patient’s perspective. Dr. Martin added that this exercise will better define the end goals of the Executive Order that stated all Americans should have electronic health records by 2014, and identify milestone targets for reaching that goal.  

Ms. Cronin presented options for this process. The group agreed to have Drs. Martin and Tang, and any other available workgroup members, work together to formulate “I want/I love” statements from the consumer perspective, and then the group will use the next meeting as a brainstorming session to flesh out these statements and fill in the matrix. It was reemphasized that the group will start with the “end” in mind, even if they are not really able to fully visualize what the future will be. 

Action Item: Drs. Martin and Tang, and any other available workgroup members, will formulate components of the consumer perspective in the matrix, which the workgroup will flesh out during the next meeting.

Summary of action items 

Ms. Cronin commented that one activity the group will focus on in future meetings is to synthesize the themes and gaps from the testimony and map out what actions could be taken by other entities. This would involve identifying public and private sector organizations that could take on near-term actions to address consumer engagement and health literacy, or the development of incentives and business models.  The visioning exercise will be a good precursor to that discussion.  
Other action items included: 
Action Item: The workgroup co-chairs and ONC staff will re-analyze the ranking data according to the “lumping concept,” to present it in manner that is more useful for the group process.

Action Item: Drs. Martin and Tang, and any other available workgroup members, will formulate components of the consumer perspective in the matrix, which the workgroup will flesh out during the next meeting.

Review of CE Workgroup meeting schedule for remainder of 2006
· Thursday, October 12, 2006, 11 a.m. to 4 p.m.
· Monday, November 6, 2006,  1 to 5 p.m. (conference call)
· Monday, December 4, 2006,  1 to 5 p.m.
Participating Workgroup Members and Designees

Co-chairs:
Gail McGrath (for Nancy Davenport-Ennis) 

National Patient Advocate 
Foundation

Rose Marie Robertson 



American Heart Association

ONC Director:

Kelly Cronin 





ONC/DHHS

Members:
Jason Bonander




National Center for Public Health 
Informatics/ CDC

Marc Boutin (for Myrl Weinberg)


National Health Council

Jodi Daniel





ONC/DHHS

Lorraine Doo





Centers for Medicare and Medicaid 
Services

Christina Collins (for Nancy Nielsen)

American Medical Association

Justine Handelman (for Scott Serota)


Blue Cross Blue Shield Association

Theresa Hancock (for Robert Kolodner) 

Department of Veterans Affairs

Kathleen Mahan (for Kevin Hutchinson) 

SureScripts

Ross Martin





Pfizer

Susan McAndrew




Office for Civil Rights/DHHS

Eliza Moody (for Steve Shihadeh) 


Microsoft

Davette Murray 
Tri-Service Infrastructure Management Program Office

Charles Safran 




Harvard Medical School

Paul Tang





Palo Alto Medical Foundation

Robert Tennant (via phone)



Medical Group Management 
Association
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.
AHIC Consumer Empowerment 09-18-06 Meeting Summary
12

