American Health Information Community

Consumer Empowerment Workgroup

Summary of Web Conference Held Monday, May 1, 2006
(5th Web Conference of This Workgroup)
Broad Charge for the Workgroup: To make recommendations to the American Health Information Community (AHIC, the Community) to gain wide spread adoption of a personal health record (PHR) that is easy to use, portable, longitudinal, affordable, and consumer centered.

Specific Charge for the Workgroup: To make recommendations to the Community so that within 1 year, a prepopulated, consumer-directed, and secure electronic registration summary is available to targeted populations. Make additional recommendations to the Community so that within 1 year, a widely available prepopulated medication history linked to the registration summary is deployed.
1. Call to Order and Welcome by Workgroup Co-chairs

The Web Conference was called to order by Daniel A. Green, sitting in for Co-chair Linda Springer, and Gail McGrath, sitting in for Co-chair Nancy Davenport-Ennis, at 1:07 p.m. Mr. Green welcomed the Workgroup members and reminded of them of the focus of today’s meeting – to finalize the group’s recommendations for the May 16 meeting of the American Health Information Community (Community).
2. Roll Call of Participants

Meeting participants were introduced (see attached list of participants).
3. Comments on Draft Recommendations by David Brailer, M.D., Ph.D., National Coordinator for Health Information Technology

Mr. Green welcomed Dr. Brailer, who asked to provide his insights on the group’s draft recommendation letter. 
Dr. Brailer thanked the Working group members for their remarkable progress toward developing recommendations to present at the May 16 meeting of the Community. At that meeting, the Community will hear recommendations to allow short-term “breakthroughs” related to the specific charge of the workgroup to go forward. There will be a 1-week period of review, which means the letters need to be finalized by May 8. For the May meeting, he encouraged the Workgroup members to formulate the recommendations that apply to the group’s specific charge and are relevant to the short-term breakthroughs. He noted that this group has made more progress than the others on providing recommendations for the broader charge and those recommendations will be put forward in June. He explained that any recommendations that involve a regulatory change require a lead time of several months; therefore, May is the last chance to get those recommendations before the Community. 
Dr. Brailer stated that the group has two recommendations that are relevant for the May meeting: (1) asking the Health Information Technology Standards Panel (HITSP) to set the data standards with respect to the breakthrough product, and (2) forming a cross-cutting group to discuss privacy and security issues. This group is the best candidate to have this cross-cutting recommendation formulated into action by the Community. 
He suggested that the Workgroup should present the longer-term recommendations in a summary fashion at the May meeting and have them ready for the Community to discuss during the June meeting. He also asked the group to identify big issues where they could not come to agreement and to bring those issues to the Community for guidance and help in reaching consensus.

Ms. McGrath asked for clarification that the draft recommendation letter to the Secretary would go forward with Recommendation 1.0 and a broader recommendation to convene another subgroup. Dr. Brailer stated that at this time, the priority is on having the short-term recommendations adopted and approved. The other recommendations can be included in the presentation or in another format in the letter to begin the discussion. Their letter, if adopted, will become a formal Federal Advisory Committee Act (FACA) recommendation. 
Myrl Weinberg asked for clarification on whether the second recommendation that would go forward was the group’s Recommendation 2.0. She further asked if Dr. Brailer was suggesting that they add more specificity to the recommendation and that this group would “host” the new subgroup. Dr. Brailer agreed, saying they should add more details on forming the group, that it should meet over a period of time, and that the subgroup should be given a deadline for reporting out. These elements would give specificity and accountability to the recommendations. 

Dr. Brailer also clarified that the other recommendations would be better to transmit outside of the recommendation letter, such as in the PowerPoint presentation, to let the Community know the direction of the broad term goals. Dr. Brailer noted that the Workgroup’s hard work and progress on the broader charge are appreciated. He suggested that the sequence for putting forward the Workgroup’s recommendations be to focus on the medication history and registration summary for the May meeting. 
Mr. Green added that he thinks there are two other recommendations that meet with Dr. Brailer’s qualifications. One is Recommendation 1.5, which includes starting with the chronic disease population as a target group. He also suggested moving the current date forward to make this specific recommendation fit in the short-term time frame. Dr. Brailer agreed that with the exception of the current date, this recommendation would meet the “short-term test” for inclusion in the May recommendation letter.
Ross Martin asked for clarification on transmitting the other recommendations. He asked if a draft of the other recommendations in their current state could be included as an appendix so that the group could inform the Community where they were in the process and receive feedback before the June meeting.
Dr. Brailer suggested sorting the recommendations into three “buckets:”

1. Short-term recommendations for which group consensus has been reached: These recommendations will be transmitted in the form of the letter and in the PowerPoint presentation at the May meeting. These are items on which the group is asking for consensus action from the Community to transmit to the Department and other parties.
2. Short-term actions for which the Workgroup is seeking guidance and leadership: These items can be offered at the May meeting in the PowerPoint presentation for discussion by the Community. After gleaning guidance from the Community, these items can be finalized for presentation at the June meeting.

3. Long-term recommendations under discussion: These items would be offered as a “status report” in the PowerPoint presentation at the May meeting to notify the Community about the direction the group is taking.
Discussion of Recommendations 2.0 and 2.1
Recommendation 2.0 The AHIC should create a FACA compliant, ad hoc privacy and security workgroup comprised of representatives from each existing workgroup.  The ad hoc workgroup should work on an expedited time frame and report recommendations to the AHIC by XX/XX/06.  The ad hoc workgroup should seek consensus recommendations that are considered workable by all stakeholders.  After reporting recommendations to the AHIC on XX/XX/06, the workgroup should dissolve unless the AHIC determines additional recommendations are necessary.     

Because these issues are integral to realizing the specific, short-term charges for each of the four work groups, the ad hoc workgroup’s charge should be limited to a finite set of policy tasks and a predetermined schedule.  Such tasks should include developing recommendations regarding: 

· Requirements for authenticating individual consumer users

· Policies for patient notification and consent

· Requirements for data management and consolidation (e.g., multiple prescription data records)

· Standards for patient-sourced data

· Requirements to propagate patient-entered data back to data suppliers (e.g., errors, changes in medication use)

· Methods for allowing consumers to permit and control access by others such as providers and caregivers

· Policies for secondary uses of data

· Policies for breaches of private health information

· Addressing who owns the data or who has what rights regarding the data

· Crafting a scope of work for a long term independent advisory body on privacy and security policies
Recommendation 2.1:  By 9/30/06, HHS should support the establishment of an independent advisory body on privacy and security policies to develop and recommend market and government (state and federal) privacy and security policies to support health information exchange. This proposal should include concrete steps to be implemented no later than 7/1/07.   

Ms. Weinberg reiterated Dr. Brailer’s comments that the group should add more specificity to the second recommendation regarding:

· Language stating that the subgroup will be comprised of members from the other groups 
· The fact that it will be convened under the Workgroup

· The need to identify Co-chairs.   
David Lansky, Ph.D., commented that earlier drafts of this recommendation had more specificity; it may be helpful to look at the earlier language again.
Robert Tennant suggested that it may be possible to pare down the existing set of bullet points for Recommendation 2.0. However, the group needs to add one important issue: the ad hoc group needs to identify State policies that affect PHRs for juveniles, such as policies for parent/guardian consent. He suggested removing the third bullet point, about data management and consolidation, as well as the third-to-last, concerning breaches in privacy. He felt this bullet point could be removed because there are already Federal regulations in place, unless the group will be reviewing HIPAA.
Kelly Cronin replied that the staff tried, in developing these bullets, to capture multiple conversations from across the full working group around privacy and security issues. She suggested that the staff could revisit the bullet points to incorporate comments from the meeting without losing the content of the previous deliberations. Mr. Green agreed with Ms. Cronin’s suggestion, adding that this would involve both Recommendations 2.0 and 2.1. 
Dr. Martin commented that while Recommendation 2.0 defines the policy tasks and has a schedule, he does not feel that it specifically addresses the short-term scope of the breakthroughs. The last bullet point of the recommendation states that the ad hoc group will craft the scope of work for a longer-term body, the formation of which is Recommendation 2.1. Dr. Martin posited that crafting this scope of work is a task that should be taken on by this Workgroup. Mr. Green agreed and suggested the language needs to acknowledge that some of these issues are too complicated to be addressed in a short-term ad hoc group. The short-term solutions for some of these challenges may be workable for the breakthrough and may be transitional to more robust solutions that come out of the longer-term group. He suggested adding a caveat to the work of the ad hoc group that it will not have the “imprimatur” of national policy. 
Ms. Cronin commented that it would be helpful to set a time frame for reporting back to the Community so that they can plan meetings to meet this expectation. Mr. Green suggested a 90- or 120-day window so that these recommendations can be a precursor to the Workgroup’s longer-term recommendations. Other group members agreed that September 30, 2006 would be a reasonable time frame.
Dr. Ross asked what will happen after the ad hoc group disbands. He commented that the group needs to look also at the bigger picture to ensure consistency across implementation of the various breakthrough applications. Dr. Brailer replied that this group does not have implementation or oversight responsibility. However, the Office of the National Coordinator on Health Information Technology (ONC) staff is positioned to make sure that there is consistency across the breakthrough applications and other contract work being conducted under ONC’s oversight. 
Dr. Brailer asked the group if, subject to final edits, a consensus had been reached.

Decision: The Consumer Empowerment Workgroup will host and convene a subgroup, made up of members from the other AHIC working groups and other sources, that will look specifically at privacy and security issues for the short term, develop recommendations for the breakthrough applications, and report those recommendations to the Community.

Discussion of Recommendation 1.0
Recommendation 1.0:  HITSP should identify the technical and data standards to enable the availability of a core registration data set and medication history,  

including the vocabularies and code sets that will ensure semantic interoperability of exchanged information, messaging, authentication and security standards, and appropriate documentation. 

The group discussed ways of making this recommendation more immediate. 
Working group members with knowledge of HITSP’s progress were asked to comment so that this group’s recommended dates could coincide with HITSP’s deadlines. Kathleen (Kat) Mahan commented that they are working to finalize their standards gap analysis on May 29. Lorraine Doo added that the Centers for Medicare & Medicaid Services (CMS) are commenting on an earlier cut of those recommendations. They are asking subject matter experts to look at the very comprehensive listing of standards for each level of functionality. 

An ONC staff member working with HITSP commented that there are specific time frames in their contract. What is out for comment now is a broad listing of all the identified standards to see if they are adequate and where there may be gaps. In June, there will be a second round of comments for identification of particular standards to use in each of the areas. It was agreed that the September 30, 2006 completion date would dovetail with HITSP’s work. 

Decision: A September 30, 2006 deadline for completion will be added to the existing language of Recommendation 1.0.

Discussion of Recommendation 1.5
Recommendation 1.5 HHS should work with CMS and AHRQ and other interested federal agencies to pilot PHR programs that measure and demonstrate the value of an electronic registration summary and medication history to patients with chronic disease.  These programs should strive to meet all the objectives and relevant recommendations identified by the Workgroup and an evaluation of the results should be reported to the AHIC by 12/30/07.  

The group discussed whether this recommendation should be included in the May 8 AHIC deadline as a short term recommendation. Ms. Cronin suggested revising the recommendation to pilot the program in 2006 and complete an evaluation in 2007. 
Ms. Weinberg expressed concern that this recommendation may be limiting. By the time the Agency for Healthcare Research and Quality (AHRQ) and CMS begin to implement PHRs in these specific populations, she explained, other systems in the marketplace will have a much broader scope. Ms. Doo replied that by focusing on these two groups, a determination can be made about where the real value will come from these tools and who they will help the most. A focused approach will not be too limiting, because they actually will be able to tell if there is an impact. Mr. Green suggested that the overarching recommendation should be that these agencies demonstrate and rigorously evaluate the value of PHRs for these two groups. 
Ms. Doo added that the Medicare and Medicaid populations are both very broad. She suggested that there may be a way to rewrite the recommendation so that the focus remains on the two target populations, but with an option to expand if an opportunity should present itself. Mr. Green stated that the group’s primary goal is to show the value of PHRs and that value is more likely to be seen from frequent users. Ms. Cronin added that the group did reach consensus previously because it is possible to demonstrate the value of PHRs to people who access registration summaries and medication histories more frequently. She added that this is a recommendation through the FACA process and that agency leadership would have the ability to act on an appropriate addition to these recommendations. 
Charles Safran, M.D. added that the benefit of working with children is that it highlights the family-centered use of PHR, since the children are not accessing the records themselves. That was one of the reasons for pushing to include that domain.

Decision: The Workgroup will recommend that AHRQ and CMS will implement pilot PHR programs targeting the chronically ill and juvenile subpopulations by December 30, 2006 and report an evaluation of the results by December 30, 2007. If an opportunity to expand the population base presents itself during the pilot project, agency leadership will have the ability to act.
Dr. Brailer opened the conversation to other recommendations that should be addressed at the May meeting. Dr. Martin asked about recommendations that have earlier timelines, such as Recommendation 1.3, which is not necessary for the implementation of the breakthrough but still has a shorter-term deadline. Ms. Weinberg suggested including this recommendation in the PowerPoint presentation to receive guidance and input. Dr. Brailer commented that from an “agenda management” perspective, it was not his intention to have all other recommendations placed in the second category, only recommendations that require additional guidance for the group to continue deliberations. It is the task of the group to now review the recommendations and decide which ones need additional input during the next Community meeting.
4. Next Steps for Refining Recommendations to Secretary Mike Leavitt 

Dr. Brailer asked the Workgroup to respond to ONC staff to refine the draft recommendations. Ms. Weinberg requested that the staff develop an e-mail with the recommendations sorted into the three categories so that the group can respond. Ms. Cronin stated that staff will follow up with an e-mail.

Dr. Brailer further asked the staff to follow up with members who made comments during today’s call and develop a revised letter. The time frame for comments and revisions was discussed.
Dr. Brailer thanked the participants, commenting that this format may not be what they initially intended and that it will allow the group to meet the deadline for the May 16 meeting. All their other work will go forward toward their followup assignment, which is finalizing the broader scale recommendations. 

5. Public Input

Deb Matz, representing Benequant, identified several issues that will affect claims and medical records information being brought to consumers. She suggested that some of her issues may be administrative or regulatory. One issue is that the American Medical Association (AMA) maintains the CPT codes used on claims, but if an entity presents those codes to consumers it involves additional cost. Also, she is hearing an emphasis on insurance coverage across the working groups and feels that the quality of that care may be a higher priority than providing insurance to everyone. She also commented that there are no standards on privacy and that personal information needs to be tied to medical records. Additionally, there needs to be an auditing process so that the public knows that there is a monitoring system regarding who accesses this information. She further commented that if a program is offered through an employee, there needs to be clarification about who owns the payment information from a child or spouse seeking medical care. 
Ms. Weinberg commented that the group needs to respond. Ms. Cronin stated that these comments are now part of the public record. She also commented that it is easier to respond to written testimony.
6. Adjournment 
Dr. Brailer summarized that they are looking to finalize two products. The first is a quick look at what recommendations should be included in the PowerPoint presentation rather than the letter. Secondly, the revised letter needs to be finalized. He asked the members to get additional comments to the ONC staff, please. 
Mr. Green adjourned the meeting at 2:13 p.m.
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