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It is a privilege to speak to a working group that will advise the most influential payer of health care benefits in America. 

Active patient engagement in their health is critical to the stability of the health infrastructure and the economic system of this nation. No entity is in a more powerful position. CMS could help stimulate and empower patients and consumers to break with the tradition of passive dependence in their health decision making and behaviors. The good news is that many people want to be more active participants in their own care and in the care of their loved ones.
Our community has a PHR that about 900 patients actively use and their physicians interact with on paper. The software code has been made available at no charge to any community or organization that wants to implement it.   
http://www.peacehealth.org/System/News/SharedCarePlan061306.htm
I am here to report on the learnings from a five year long Robert Wood Johnson Foundation, Pursuing Perfection effort in Whatcom County, WA.
We initially invited about 35 patients with congestive heart failure and diabetes to “redesign American health care”.  They had two suggestions. First, provide skilled navigator-coaches. Navigators so they can get around the system to obtain the services they need when they need them. Coaches so they can become more capable of self care. Second, provide a “shared care plan” –a tool enabling their “virtual care team” to be working from the same information, and aware of the personal preferences of the patient. Providers have encouraged the patients to develop this tool. We are aware of only positive experiences between patients and physicians when the printed Shared Care Plan is used during visits and hospitalizations. 
Regarding interoperability, we have connected the Shared Care Plan to the hospital information system so that physicians and nurses are alerted that the patient has a Shared Care Plan and they are directed to it with one click. We also connected the outpatient EMR medication list to the patient’s PHR medication list. AHRQ funded this work. Our community has learned a lot. One of the important lessons is the value of printing. With printed documents people can have conversations with this artifact in hand, sitting side by side. Another important lesson is about work flow. Work flow is a dominant concern for physicians and hospitals. Paper fits nicely into work flow. Fitting separate applications into the work flow of their business medical record does not yet work. It can but that is a knotty problem.
Regarding interoperability more generally, keep in mind that only 15% of physicians in the US have any kind of EMRs, so don’t tie PHRs to EMRs in your thinking and planning. I actually think that widespread availability of PHRs will drive the adoption of EMRs. When physicians do have EMRs the technology certainly exists to make them inoperable. One will want to use secure web services as well as more conventional interfaces from national labs and pharmacy chains.

Regarding adoption, our experience shows that people with chronic medical conditions are interested in using a personal health record when it is designed correctly and if they believe it is accepted within their community. These individuals do successfully engage their spouses, younger family members and friends who also adopt. We are finding that enthusiastic patients and family members are the best marketers. PHRs have the potential to be framed as a community effort, especially if we adopt a public utility approach. We believe that social marketing at the community level is a strategy with great promise--in senior centers, churches, emergency medical system, hospitals, and schools. 

Regarding effectiveness, the patients who currently use the Shared Care Plan, about 3/4 or more report that it helps them:

· use the health system more effectively

· helps them communicate with health care professionals

· helps them organize and keep track of their health care information
· understand their choices and make better decisions about their health

· feel more confident when interacting with the health care system 

· feel more confident that they can figure out solutions when new situations or problems arise with their health

· understand what each of their medications do

Regarding features, the Shared Care Plan was designed by patients with no prompting; therefore one can feel confident that the content and features they chose are important:

Content:

· Care team

· About me—personal story and preferences

· Diagnoses

· Next steps

· Health log

· Medications

· Reactions (allergies)

· History

· Advanced Directives

· They have requested laboratory values be entered 

(we are working on this now)

Features:
· Useful printed documents, including wallet size fold up document
· Audit trail that is readily visible to the patient

· Absolute control of who sees what, on line and on paper

· Links to online educational content for diagnoses, procedures,  and medications

· They would very much like for physicians to look at it on line when needed 

(work flow issues and payment are the key barriers)

Regarding consumer awareness, in my community most consumers are still unaware of the opportunity to have a patient centric, patient owned tool for managing their learning and conversations. Likewise physicians are generally unaware. However, our experience is that when the benefits are presented from the perspective of their concerns, both patients and physicians become interested.

Regarding public interest vs. market forces, I firmly believe in a “public utility” model for public health infrastructure where everyone is guaranteed access and the service has some reliable standards. Then rapid and broad innovation can occur as a consequence of the key infrastructure, rather than within the infrastructure. For example, with the power grid we can count on 120 volt, 50 cycle current and then lots of people can create “appliances” that use this service. In my view the basic access to a core service should be available to all—because it benefits everyone—it is an issue of public health and global economic competitiveness. Then the market will create appliances for the consumer/patient that enhance the core service and for which money changes hands. 
Regarding EMRs and PHRs, I believe that the cart has been in front of the horse and we can get it turned around. Now that the internet exists, let’s get the consumer what they need and then let the professionals use it, rather than getting the professionals what they need for their businesses and hope that patients can us the professionals’ tools.
There is a sense of urgency, since the demographic bulge is hitting Medicare age and prominent US businesses are going under due to the excessive cost of healthcare. Activated, engaged patients will in all likelihood reduce costs. People actually like staying out of hospitals and ERs and that is where most of the cost is. 
Regarding health literacy, of course this is an issue. The best thing is to give them access to their information and to the web. Let the market sort out how best to help them learn.

One final point, as a nation we do need to support high speed internet access into or near every home. Kiosks make sense in some situations, libraries, fire stations, churches, etc.

------------------------
As I mentioned, this particular tool was funded in part by a Robert Wood Johnson Foundation grant and after four years of field testing and use, has been made available at no charge to any community or organization that wants to implement it
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