American Health Information Community

Workgroup on Consumer Empowerment 
Summary of Webconference Held on January 30, 2006

“This [workgroup] is a critical cornerstone for building the overall vision, a vision of generating broad consumer demand for personal health records.”

-Secretary of Health and Human Services Michael O. Leavitt

Introduction 
The first meeting of the Consumer Empowerment Workgroup, held via Webconference, was called to order January 30, 2006 at 1:09 p.m. by Co-chairs Nancy Davenport-Ennis of the National Patient Advocacy Foundation and Linda Springer from the United States Office of Personnel Management.  This constituted the first of ten sessions of the workgroup to be held during 2006.
Department of Health and Human Services Secretary Michael O. Leavitt also briefly joined the call to welcome and thank Workgroup members for their participation.

The primary purpose of this meeting was to discuss the challenges to increasing the use of personal health records (PHRs) by consumers; suggest strategies for addressing those challenges; and identify tangible action steps for the workgroup to begin to meet its charges.

Guiding Principles 

The workgroup members agreed to the need for the establishment of two sets of Guiding Principles. One set will govern the functioning of the Workgroup itself and the second set will define what constitutes a high-quality medical information database. Drawing upon the principles set forth by the Markle Foundation as a template, staff from the Office of the National Coordinator (ONC) agreed to develop a draft set of Guiding Principles for the Workgroup.
Review of the Workgroup’s Charges
The Consumer Empowerment Workgroup has been given specific charges to be addressed during the course of this year.  These include both broad-range and specific charges.

· Broad Charge for the Workgroup: Make recommendations to 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: Make recommendations to the Community so that within one year, a pre-populated, consumer-directed and secure electronic registration summary is available to targeted populations.  Make additional recommendations to the Community so that within one year, a widely available pre-populated medication history linked to the registration summary is deployed.
Creating an Electronic Registration Summary and Medication History: Challenges and Action Steps and Possible Strategies to Address Them
The Workgroup began by broadly exploring the challenges related to establishing an Electronic Registration Summary that will store, catalog, and cross reference patient information across a wide domain. The Electronic Registration Summary will, in effect, act as a patient information clearinghouse for providers. 
	The Challenge: 

· Lack of Commonality:  A primary obstacle to the creation of the Electronic Registration Summary is the lack of commonality across database formats. In short, while there may be identifiable overlap in terms of the data that is being collected by various healthcare entities, i.e. medications, medical history, birth dates, and the like, there is less consistency with regard to the formats used for storing these data.
	Action

· Inventory of Tools:  To address this challenge, the group proposed that  an inventory of current registration summaries and medication histories be created. This “Inventory of Tools” will catalog such tools currently being used. 
· Inventory of Tools Matrix:   In addition, it was determined that a matrix should be created to evaluate the tools contained in the inventory based upon affordability, consumer friendliness, and longitudinal effectiveness.

	The Challenge:
· Time Constraints in Addressing Needs:  Producing a functional Electronic Registration Summary in a timely fashion was identified as another challenge. To adhere to the Specific Charge for the Workgroup, a pre-populated, consumer-directed and secure electronic registration summary must be made available to consumers within a year.
	A Strategy:
· The “Good Enough Model”:   A Workgroup participant from the IT industry suggested that the “Good Enough Model” be adopted as a solution to time constraints. When producing the first Electronic Registration Summary, the focus should be placed on producing a functional instrument quickly with an eye to further refining and improving the summary over time.

	The Challenge:

· How to Accurately Collect and Reflect Consumer Information: Information volunteered by consumers will comprise a large portion of the Electronic Registration Summary. Assuring the accuracy of consumer supplied data poses a challenge. Another concern is the comfort level of consumers in using technology for reporting their information and how to convince consumers of the value of the Electronic Registration Summary.

	An Issue:

· Consumer Control:  As stated by one of the Workgroup participants, a consumer needs to trust the system in order to invest in the system. Consumers need to be given complete control of their information or the use of in the Electronic Registration Summary may be low.



	The Challenge:
· Acceptance and Use by the Medical Community:  Getting buy-in from the medical community on the validity of the Electronic Registration Summary is yet another challenge. Some clinicians may be suspect of a system that relies heavily upon information self-reported by consumers.  Furthermore, the system created must be user-friendly so that not only the physician but also office staff can easily navigate the system.

	Strategies:

· Audit Trails:  An audit trail of how data was supplied to the Electronic Registration Summary will assist clinicians in making judgment calls regarding the validity of the information. As suggested by a physician in the group, confidence in the data will lessen liability risk concerns.

· Data Access:  A physician in the Workgroup suggested that easy access to data would encourage use of the Electronic Registration Summary by providers.


	The Challenge:
· HIPPA:  HIPPA regulations affecting both consumers and providers were cited as another challenge to the Electronic Registration Summary’s implementation. Furthermore, organizations that have ample data may be bound by HIPPA regulations and unable to share their resources with the registry. 

	An Issue:
· Opting out of HIPPA:   It was noted that consumers have the choice of “opting out” of HIPPA and sharing medical information if they choose.




Tools and Technology: Modeling the Project

Co-Chair Davenport-Ennis focused the group’s attention on the Consumer Empowerment Briefing Document dated January 30, 2006. The briefing document posed several critical questions to help focus the Workgroup’s efforts in creating the Electronic Registration Summary. Several of the questions explored information technology issues and invited discussion by the workgroup. Below are the questions that were discussed by the Workgroup.
What are the minimum data requirements of a registration summary?

· Five Fields of Data: At minimum, the group agreed that five fields of data needed to be collected to properly identify individuals. Those five fields include:
· The consumer’s first name
· The consumer’s last name
· The consumer’s date of birth
· The consumer’s gender 
· The consumer’s home zip code
What are the data sources for these data elements?

To avoid the over-reliance upon information supplied by consumers to populate the Electronic Registration Summary, the group discussed identifying secondary sources for medical data. The secondary sources are identified below.
· MPI Technology:  The Master Patient Index (MPI) could be accessed, especially since it is created from other databases.
· Rx Hub:  Rx Hub, an electronic switch point for prescription information, currently has a system in place that captures the type of data needed.
· Health Plan Representatives:  Those employed in the medical coverage field could prove an excellent source for data collection. 
· Labs:  The use of medical testing laboratories as a source of data might be limited but should not be ruled out.
A representative from the information technology sector identified a potential challenge to the technical implementation of the Electronic Registration Summary. The challenge and solution are detailed below.

	The Challenge:

· Field-Typed Tools:  Many of the databases used by secondary sources are “field-typed,” meaning that the tools cannot be read when exchanged between organizations. Gathering the data into a uniform tool will be challenging. 


	The Action: 

· The Workgroup will explore solutions for this challenge during future meetings.


Further Questions for Consideration
It was agreed that several other questions from the briefing document that will be explored in future meetings. This will allow participants an opportunity to discuss the questions with their colleagues before bringing comments back to the Workgroup. Some of the questions to be explored in future sessions include:
· What is the scope of the medications listed, bearing in mind sensitive information protected by state specific law?

· What is the best way to address the uninsured, the underserved, and safety net providers? Should we consider state based or regional options?

· Given that provider workflow are consistent across all patients, are there specific patient populations that should be encouraged to utilize this product, and how?
· How should we limit liability?

· How do we encourage the market to participate and/or develop?

· How so we address state specific privacy and security issues?
Comments from the Public Sector
The Consumer Empowerment Workgroup welcomes and encourages feedback from the public. All meetings are open and the public can participate either in person via a webcast. Near the close of the meeting, the phone lines were opened and several callers voiced their concerns or encouragement for the Workgroup’s mission. One of the concerns voiced by a caller was the proposed use of the MPI. The caller stated that in his own experience he found the MPI system to be cumbersome and unreliable. 
Other callers wanted to know how to obtain documents that were referenced during the meeting. 
All documents pertaining to this meeting will be posted on the internet at: www.hhs.gov/healthit/ahic.html.

Consumer Workgroup Action Steps

The following is a list of Action Steps agreed upon by the Workgroup.
Documents to be developed:
· Guiding Principles: Using the Markle Foundation’s Principles as a template, ONC will develop this document.
· Inventory of Tools: ONC will begin the process of identifying and cataloging tools already on the market.
· Inventory of Tools Evaluation Matrix: ONC will develop a matrix to assess the tools contained in the Inventory.
· Issues list including barriers and policy issues: ONC will compile an issues list and present to the Workgroup.
· Breakthrough Project Options: ONC will identify options for the Who, What, and How of possible breakthrough projects in the area of Consumer Empowerment.
Other Action Steps:

· Timeline: Develop detailed project plan with timeline for all milestones. Be prepared to present timeline at March 7 Community Meeting.

· Presentation Template: Develop a presentation template and distribute to Workgroup by February 7.

The meeting adjourned at 4:50 p.m. 
The next call/meeting is scheduled for February 21, 2006 at 1 p.m. 
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“When we are talking about consumers, I think we need to be reminded that, for the consumer, these very tools can become life tools that will afford the greatest opportunity for reversing life-threatening diseases.”





Co-Chair Nancy Davenport-Ennis








� The term “Community” refers to the American Health Information Community (AHIC)
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