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PHR Consumer Outreach

AHIMA has reached out to consumers in two major ways:  first, through a consumer-oriented web site, www.myPHR.com, and second, through a series of presentations—from small church groups to hospital-sponsored health fairs to support groups (e.g., prostate cancer, diabetes)—held in communities across the country and led by an AHIMA-trained Community Education Coordinator (CEC).  (See Attachment 1 for a brief description of our consumer education campaign.)  The primary goals of our outreach efforts are:

· To increase public awareness and understanding of the issues surrounding personal health information and health records.
· To provide consumers with the information they need to better manage their personal health information and to encourage them to maintain a PHR in order to improve the quality of care they receive.

Both myPHR.com and the CEC presentations have been growing steadily.  The following activities have occurred to date:

· A total of 64 Community Education Coordinators have been trained by AHIMA, covering 46 states (some states have more than one).  These CEC’s have trained a total of 468 presenters nation-wide.

· More than 4,000 consumers have already participated in 258 community presentations across the country, with an additional 1,500 individuals exposed to campaign messages through health fairs.  One hundred additional presentations are projected by the end of 2006.

· The campaign has generated over 200 media placements reaching an estimated audience circulation of 10 million people.  Prominent placement in The New York Times resulted in a 400% increase in visitors to myPHR.com.  Additional national PHR placements were in Newsweek, Fitness Magazine, Vitality, and the New York Daily News.  In addition, there were more than 50 local market newspaper placements, supporting AHIMA’s component state association activities.

· AHIMA’s CEO, Linda Kloss, appeared in separate syndicated news stories on the PHR that were televised by several CBS and FOX affiliates across the country including three of the top 10 markets (New York, Houston, San Francisco).

· myPHR.com is the number one returned search result on both Google and Yahoo! when searching “personal health record,” and is listed in the top five for “health record.”  Currently, myPHR.com averages approximately 17,000 unique visitors a month, and has received 325,448 unique visitors to date, with a consistent increase in “time spent per visit.”
At the end of every community presentation, the participants are asked 3 questions measuring their interest in, and understanding of, both the EHR and the PHR.  The results below indicate that in general consumers understand the benefits of the EHR and the PHR.

· 94% of the participants responded that given what they learned in the session, they planned to create a PHR.

· 50% stated they would prefer their physician to manage health information (gathered during the visit/encounter) through the provider’s use of an EHR.  Only 16% disagreed with this notion.  34% were neutral on the issue.

· 60% stated they would prefer to access their health information online, assuming that the appropriate privacy, confidentiality, and security mechanisms were in place.  40% stated they would not prefer to access their health information online.  The question did not ask whether they would like to access their health information through other means.

Based on our experience in conducting consumer outreach on the PHR, we offer the following recommendation:  Since awareness and consumer engagement are two separate actions—one largely cognitive, the other behavioral—two different but simultaneous approaches are needed.  Consumer awareness of the benefits of the PHR needs to be heightened and can be increased by high level education campaigns employing posters, television commercials, policy statements, and the like.  Such education campaigns that reach the masses should be encouraged to continue.  However, getting consumers to use PHRs requires a more individualized, two step approach.  First, consumers need assistance in evaluating PHR products on the market, so that they can select one that best suits their needs.  Second, consumers need hands-on training and support especially as they attempt to use a PHR system for the first time.

These last two messages have been heard loud and clear by our members who have collectively conducted the hundreds of community education sessions across the country in the past year.  We have found that consumers understand the value of the PHR when explained to them.  They are now asking for additional support to help them take the next step—using the PHR.  We encourage the Community to help formulate policy and align incentives to stimulate consumer education programs that incorporate these two measures.

Such multi-step education programs can be implemented through collaborations across the public and the private sectors, capitalizing on the strengths of various health-related organizations.  For example, CMS or a voluntary health organization (i.e., support groups for cancer, diabetes, or obesity) has the means and motivation to conduct community outreach programs around wellness, prevention, or treatment, but may not have the expertise or resources to provide education on the PHR.  These organizations can partner with other organizations such as AHIMA to tie PHR education to those outreach programs.  AHIMA is willing to partner with voluntary health organizations and has begun contacting such entities.

AHIMA will be glad to assist the Community and the Office of the National Coordinator in whatever ways it can to further the adoption of PHRs.  Our 50,000 members across the United States offer a means of working directly with the individual consumer.  As health information management professionals, our members understand and can convey the fundamental tenets of PHRs to consumers, including:  privacy and confidentiality, ownership of health information vs. the health record, access control, what comprises the PHR, and the responsibilities in maintaining health information.

Our members have already taken the first step in educating consumers about the PHR through the consumer education campaign.  From the feedback we are getting from our community education coordinators and presenters, many of them are ready to take the second step—providing initial hands-on education so that consumers can gain confidence in their ability to create and maintain a PHR.  This second step, however, requires greater resources and coordination with, among other organizations, the AHIC Consumer Empowerment Work Group, the Office of the National Coordinator, voluntary health organizations, and PHR vendors.

A Coordinated Program to Accelerate the Adoption of PHRs:  Observations and Recommendations

AHIMA’s PHR consumer education and volunteer participation in PHR standards development efforts, along with our members’ direct experience in working with health records in hospitals and physician offices, have provided us with ample opportunities to observe the dynamics surrounding the PHR.  Our observations and concomitant recommendations would include the following:

· A coordinated program to accelerate the adoption of PHRs should definitely be a public-private collaborative effort.  The effort should capitalize on the strengths of the private sector to implement the program with support from the public sector to do so.  As given in the examples below, support from the public sector need not always mean funding.  Few expect, or find it desirable for, the government to implement or fund a national PHR program by itself.

· While many consumers will populate their PHRs incrementally over time, there is some concern from providers about the number of consumers that may suddenly want to access their medical records to help populate their PHRs.  Currently, most providers may not be ready to handle the number of requests it may get.  Provider personnel (i.e., administrators, clinicians, HIM and IT professionals) will need time to first embrace the notion, as well as the resources to adequately prepare for this activity.  The latter may include allocating increased personnel resources for this function, developing marketing materials for consumers, and establishing procedures for the electronic exchange of health information.  As critical success factors, these actions must be done early in a national program because providers will then be prepared for the surge in requests to access medical records.  Moreover, with this preparation, providers can welcome consumers to this service, rather than feeling resentment in having to offer it.

· The government’s role in supporting a coordinated PHR program can take on many forms:

· At a minimum, CMS can point Medicare beneficiaries to consumer education programs, such as AHIMA’s.  Indeed, CMS can even partner with AHIMA or other entities to include PHR education (as described above) when it conducts its own outreach programs.  Such collaboration may reduce the need for CMS to provide PHR education on its own, help contain its costs, increase the likelihood that beneficiaries will use PHRs successfully, and demonstrate in a very visible way the true nature of public-private collaboration.

· CMS and AHIMA can work together to coordinate links between the CMS and myPHR.com web sites.  When beneficiaries visit the CMS web site seeking general information, they can click on the link to myPHR.com should they want specific information on PHRs.  This will reduce the need for CMS to develop its own material and leverage that already developed.

· The federal government can work to coordinate funding between the public and private sectors so that there is sufficient funding, or at least a greater pool of funds, for specific and planned objectives.

· President Bush’s statements about the EHR and the PHR in his State of the Union addresses are a major step forward.  However, there is still too much of a gap in the public’s eyes as to how that translates into their creating and maintaining a PHR.  The government should implement, or support other organizations who would implement, a national advertising campaign.

· Local, state, and federal government can provide various levels of funding support, in the following suggested ways: (1) grants for educational campaigns that raise consumer awareness and engagement, (2) seed funding to standards development organizations to develop interoperability standards between PHR systems and between PHR systems and EHR systems, and (3) research studies on open issue topics (e.g., traceability of health information as it is exchanged from a PHR system to multiple provider EHR systems, across a RHIO, and its legal ramifications).

AHIMA thanks the AHIC Consumer Empowerment Workgroup for considering this testimony.
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Your Personal Health Information
Why it’s important…and how to access, manage, and protect it 

A community-based public education campaign

Objectives

To increase public awareness and understanding of the issues surrounding personal health information and health records. 

To provide individuals with the information they need to better manage their personal health information and to encourage them to maintain a personal health record (PHR) in order to help improve the quality of care they receive.

To create greater public awareness of the HIM profession and the important role HIM professionals play in effective management of personal health information needed to deliver quality healthcare to the public.

Background
Personal health information is a valuable resource to individuals, their families, and the doctors, nurses, and other healthcare professionals who provide treatment and care. Yet, even as advances are being made in development of electronic medical records systems, it is still almost universally the case that a complete record of any individual's personal health information cannot be found in any single location or consistent format. The various elements of any one person's health information are likely scattered across several healthcare providers, possibly in different cities, states, or even countries and are kept in various combinations of paper-based and electronic record-keeping formats.

This reality means that individuals need to recognize that they are the most effective source of their own complete medical history and that by managing their own health information they can help improve the quality of care they receive.

Description

The Consumer Education Campaign is a public service initiative of the American Health Information Management Association (AHIMA) that draws upon the unique expertise of AHIMA and its 50,000 members. This campaign allows Health Information Management (HIM) professionals to share their knowledge of health information and medical records directly with the public—at the community level—in order to help them better understand how to access, manage, and protect their personal health information.

AHIMA has developed a network of member volunteer who make community presentations across the country.  From small gatherings, such as church women’s groups, prostate cancer and diabetes support groups, to service club meetings and hospital staff lunch & learns of 50, to annual meeting audiences of 200-300, a broad spectrum of audiences are learning the value of a PHR in managing their healthcare.  In audience surveys, when asked “Given what you learned today, do you now plan to create a personal health record?” 94% of participants responded yes.

A good place for individuals to begin is with a visit to www.myphr.com (a site provided as a public service by AHIMA) for further information on creating and managing a PHR.  People should find out find out if their healthcare providers, employer, insurers, or others offer a PHR.  Copies of medical records can be obtained from doctors’ offices or by contacting health information management staff at each facility where an individual receives treatment.  Each person can create a PHR at his or her own pace, perhaps starting with the next medical visit.  The important thing is to get started.

About AHIMA

AHIMA is the premier association of health information management (HIM) professionals. AHIMA’s 50,000 members are dedicated to the effective management of personal health information needed to deliver quality health care to the public. Founded in 1928 to improve the quality of medical records, AHIMA is committed to advancing the HIM profession in an increasingly electronic and global environment through leadership in advocacy, education, certification, and lifelong learning. 
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