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The following data, information and specific recommendations are respectfully submitted to the HHS AHIC Consumer Empowerment Workgroup by Edward J. Fotsch, MD.  Supporting documentation is provided in Addendums A and B.  Thank you for the opportunity to contribute.
Executive Summary: HHS can rapidly increase the uptake of Personal Health Records (PHRs), and the resultant consumer benefits through a market-based and proven approach to healthcare payers, providers and patients, all of whom will benefit.  HHS’ PHR strategies can make healthcare information technology (“HIT”) far more consumer and market-relevant, and increase overall use of EHRs and HIT.
Background: Healthcare costs, quality, access and patient safety are  eroding U.S. economic competitiveness and threatening massive budget deficits and are, therefore, top national priorities..  Political and industry leaders have called for the use of HIT to improve the healthcare industry, just as information technology has dramatically advanced many other information-rich industries.  Despite consensus around the need for increased HIT adoption and over two years of focused national initiatives led by the federal government, the average physician and the average patient still does not use HIT in any meaningful fashion.  There is concern that the U.S. is losing momentum behind the national HIT initiative, and would benefit from a high-profile and consumer-relevant breakthrough based upon HIT adoption. There is a path forward that overcomes some of the  existing HIT challenges and harnesses existing market forces to drive increased market-relevance and rapid adoption of HIT in U.S. healthcare.
The HIT Challenge: A realistic look at HIT shows that a core challenge is defining clear incentives and ROI for providers to adopt HIT.  A related challenge is the relative lack of patient/consumer demand for HIT.  Much of the HIT focus in the past has been solely on EHR purchase and adoption by healthcare providers which has been a particular challenge in small practice settings, where most physicians work.  In addition, traditional EHR approaches have had little patient-facing component.  As a result, patients see little direct benefit that they can understand, and consequently do not demand that their providers offer HIT the way that consumers demand IT services in other industries, such as ATMs, online banking, or online stock trading. HIT, as it is often approached, is consumer-invisible.  It offers no convenience, no access and no sense of safety or quality that a consumer can see, understand or demand.  When physicians see little demand from their customers (patients) for HIT, and are challenged to find a clear ROI in the average small group practice setting, HIT adoption challenges are predictable.  Although provider EHR adoption continues at a steady pace, a strategy to ignite overall market demand for HIT by making it consumer-relevant is required.
The Simple but Powerful Path Forward:  Secretary Leavitt (HHS) has  identified a critical leverage point for moving HIT forward in the U.S--better engagement of consumers.  This can be done through online services that start with the elimination of the annoying medical clipboard upon which patients repeatedly create paper-based PHRs, in favor of online registration and network-based PHRs.  This simple strategy has been shown to succeed, where nearly all other efforts have failed, in rapidly engaging the majority of consumers seeking medical care.  In addition, this consumer strategy enrolls the most ill consumers first because they are the ones going to see the healthcare providers.  Eliminating medical clipboards in favor of online registration & PHRs consistently results in >50% of patients being enrolled.  Once consumers are engaged online they can be directed to a variety of online resources, including health plan portal services, online chronic care resources and to other online services.  The key is to get consumers engaged in a secure HIT network; the clipboard replacement strategy has found unique success in comparison to multiple failed consumer engagement strategies most of which have resulted in <1% consumer uptake.
HHS has taken initial steps to define this strategy.  CMS has recently issued a PHR RFP that calls for standards-based and transportable PHRs which allow consumer data to be shared with providers.  CMS has also committed to the implementation of P4P programs tied to specific quality metrics and online transportable PHR services should be considered as a potential quality indicator.  The use of network-based PHRs in place of medical clipboards will be a low cost but critical strategic step to drive healthcare IT, and should be used as a key metric for HHS incentives.  This strategy will create a network that can also deliver integrated online patient education and care management services.  Success in eliminating the medical clipboard will also harness existing market forces to rapidly engage consumers, with the result being improved healthcare quality, efficiency and transparency, and vastly greater consumer engagement in their own health.
The Rosetta Stone of HIT: Consumer Engagement & Consumer Value: Modest HHS promotion, together with incentives or P4P programs tied to replacing clipboards with online PHR services will quickly motivate healthcare providers--who will then enroll their patients.  HHS, as the largest payer, can quickly motivate providers to offer these services.  HHS incentives would be easy to administer and cost-effective because only modest incentives are required to drive PHR adoption by providers. Well-designed PHR services offer provider practices multiple benefits at a low cost, including increased office efficiency, reduced liability, improved documentation, increased market share and direct revenue.  PHR services can also be implemented by medical practices with little effort, modest amounts of training and no need to change physician workflow.  For these reasons, PHR services are actively promoted by medical societies, patient advocacy groups and liability carriers, and HHS should proactively join them.  Motivated providers and motivated patients will prioritize and utilize basic HIT services that are simple, powerful and offer clear and immediate value.  This will quickly bring to life the President’s vision of an electronic personal health record for every American.  

Immediate Synergies with Payers & Other Market Forces.  HHS incentives and other  specific strategies driving PHRs will likely be amplified by health plan and employer incentives.  Health plans and employers have struggled to better engage consumers to lower healthcare costs, and will be quick to follow a clear and well-defined HHS lead.   Proof of actual use of PHRs by providers and patients is easy to quantify for P4P or incentive purposes, while patient benefit is direct.  Connecting HHS PHR promotion and incentives to the active use of qualifying PHRs will set in motion a series of steps, driven by existing market forces, which will increase overall healthcare IT nationally and sustain its growth, as follows:
1. Market-leading provider organizations will offer PHRs, resulting in >50% consumer uptake.  This has already occurred in several markets.  Their practices will benefit from press, marketing and any HHS and other incentives.

2.  Patients will begin to expect online registration/PHRs instead of clipboards. They will seek out providers who offer this higher level of service and ask other providers why they are not offering this simple convenience.  Most patients and providers will be happy to see clipboards go.
3. Patients will be enrolled onto a secure and interactive online communication network that host their PHRs and link them to their own healthcare provider, and to other sources of data and information.
4. Hospitals seeking to continue existing referral patterns from community physicians will adopt the same online registration / PHRs that their admitting physicians have adopted, adding further to continuity of care.

5. Patients with PHRs will pressure providers to adopt integrated EHRs because without an EHR, the patient is responsible for  keeping their PHR current.. PHRs make EHR adoption visible and much more relevant to patients.
6. Physicians, hospitals, labs and pharmacies will want to find a way to integrate their data in a form that updates the consumers’ PHR.  Failure to integrate data will result in losing the business of consumers who will seek the convenience of a PHR that is automatically updated. 

7. CMS, providers and health plans will have a new and inexpensive online mechanism to communicate with patients on a secure and trusted network.  This will allow the delivery of patient education, care management programs, administrative and/or benefits updates and basic patient-provider communications.
Put simply, modest encouragement will result in providers offering PHR services to patients in replacement of clipboards.  And providers offering online PHR services will enroll consumers onto PHR networks by default thereby bringing the Secretary’s vision to life.
The strategy of using consumer relevance to drive IT uptake, integration and standardization has been successful in other industries--most notably in banking with ATMs.  No consumers will go to a bank without an ATM system because ATMs made banking IT relevant to consumers.  In healthcare, these results can be realized quickly in a budget neutral fashion by taking HHS incentives--including the proposed P4P programs--and tying them to qualifying PHRs.  Even the suggestion that P4P will likely be tied to PHR adoption by providers will have a dramatic impact on the market, as the recent CMS RFP has already demonstrated.  There are successful PHR solutions on the  market that are already enjoying provider uptake--even without these incentives.  A clear HHS policy of promoting and rewarding the use of PHRs will accelerate adoption dramatically, and lay a national foundation for consumer-centric healthcare data sharing.

In recent months many self-insured employers and health plans have announced their plans to offer and promote transportable patient-centric PHRs that facilitate patient-provider data sharing and communication.  CMS and HHS deserve much of the credit for raising awareness in the payer community of the need for, and benefits of, enhanced consumer engagement via interactive and transportable PHRs.  Government leaders need only complete their plans to promote transportable PHRs to Medicare beneficiaries, deliver an online claims data feed to help beneficiaries keep their PHRs current, and align the financial clout of the government behind provider adoption and use of PHRs to replace the medical clipboard.  Ideally, HHS will continue leadership in this area and will offer very modest market-based incentives to set in motion rapid consumer engagement and expanded healthcare IT adoption.

Specific suggestions for AHIC/HHS

AHIC has been charged by the Secretary to deliver a set of recommendations designed to achieve the goals of eliminating the medical clipboard in favor of an online registration / PHR with automated medication data feeds.  Following are a dozen specific HHS recommendations for AHIC consideration:

1. Lay out a clear and written strategy to drive PHR adoption, with specific timelines and goals, and engage key partners with shared interests to achieve these goals.  The goals and strategies should focus on the next 18 months.  Goals called out beyond this will be considered ‘vision’ and largely dismissed by busy healthcare providers.  In particular, HHS can earmark specific provider incentives to offer PHRs to consumers as a replacement for the medical clipboard and encourage employers and health plans to join in these incentives.  The incentives should be market-based, largely budget-neutral and need not be limited to cash incentives.  Providers can be rewarded for offering qualifying PHR services with increased market share, practice promotion in online provider directories, inclusion in select provider panels, etc.  Specific P4P tied to the delivery of qualifying interactive PHRs should be considered, though they likely need not be fixed or permanent because a) elimination of the medical clipboard benefits practices and patients and will quickly become a standard of care and b) financial incentives should not be static and should always be focused on the best near-term goal.  Elimination of the medical clipboard with online PHRs will result in most patients being connected electronically to their providers and the healthcare system, so the P4P incentives should evolve to reward new and innovative online programs, such as chronic care management services, not simply continued elimination of medical clipboards.  Incentives should also promote the updating of PHRs by healthcare providers after each patient office visit or treatment in a fashion similar to the new JCAHO Medication Reconciliation regulations.  Providers with integrated EHRs will update the PHRs automatically.
2. Adopt minimum standards for PHRs that have already been defined by other experienced groups.  This will address at a high level the issues of standards, interoperability and integration with third party data sources such as EHRs, pharmacy data, etc. The market will work effectively within this framework and deliver results.  Markle has done an effective job of researching and defining  minimum PHR functionality.  HL7 is moving this description to a functional standard that will soon be completed.  HHS should quickly review and adopt an appropriate high-level standard, but keep the primary effort focused on creating a market basis for provider and patient adoption of PHRs.  Markets create a need for standards, not vice versa.  The primary obstacle to widespread PHR use is a lack of market demand, not a lack of standards.  HHS can quickly change this.
3. Adopt patient privacy, security and rights principles for PHRs that have already been defined by other experienced groups.  Principles have been well defined by the Markle Personal Health Technology Committee.  HIPAA provides a baseline as well.  HHS should insist that security and privacy protocols are transparent to consumers and that they can opt out of any PHR system.  HHS should also note that patient privacy and security are of concern to other industry relevant and experienced groups, including liability carriers, state medical boards and professional medical societies.  HHS should consider participation in the eRisk Working Group made up of all three of these entities who together set minimum standards for patient privacy, security and disclosure in their eRisk Guidelines.  The next eRisk meeting is in September and HHS should consider participating.  Consolidated privacy, security, disclosure and authentication guidelines endorsed by HHS, liability carriers, state boards and medical societies would carry tremendous weight with providers and patients.  
4. Adopt consumer authentication standards as a foundation element for patient privacy and security.  Consumer authentication is the White Elephant sitting in the living room of PHRs.  For example, CMS has proposed populating Medicare beneficiary PHRs using CMS claims data.  HHS has proposed delivering a consolidate data feed of update medication history to consumers using pharmacy data.  But how will consumers be authenticated online?  Social Security numbers, mother’s maiden names, etc. are easy to spoof.  HHS should consider participating in the eRisk Group to set standards for authentication since this issue has been addressed in the past by this group in the context of authentication for patient-provider email.
5. Reinforce the need for consumer ownership, control and transportability of PHRs as defined by Markle, HL7 and others.  Despite some level of consensus around consumer ownership of their own PHR, as called for by the President, Secretary Leavitt and other leaders, many HIT vendors, payer and provider groups continue to create and/or promote “PHR-like services” which are proprietary, non-transportable and not controlled by the patients.  Despite being called “PHRs” by those offering these portals, these services are merely windows into data held by an organization and are designed primarily to engender consumer’s loyalty, not consumer-owned & controlled longitudinal PHRs.  While provider or payer-specific patient portal services play an important role, they should integrate with and support patient-owned PHRs.  HHS should make clear that they will recognize, promote and reward only PHR services that fulfill the vision of a consumer-owned and controlled record with full transportability.
6. Deal aggressively with consumer education and outreach regarding the importance of PHRs.  Consumers tend to be in denial re: their healthcare needs.  Examples include current levels of obesity, smoking, poor medication adherence, skipped medical screenings, inadequate diabetes testing & care, etc.  HIT must be practical, relevant and understood if it is to engage consumers.  Elimination of the infuriating medical clipboards is a terrific start.  HHS should consider joining forces with patient advocacy groups such as the American Heart Assn., American Cancer Society and others in consumer outreach programs to educate and increase demand.  The focus should be on patients, and on caregivers who are often responsible for the care of family members and who are more likely to be computer-literate and online.  HHS and its partners should educate consumers as to the value of transportable PHR services and the specific providers in their area who offer these services.  HHS should also set reasonable expectations around a definition of consumer engagement in PHRs.  If consumers simply maintain, value and use a PHR service to replace medical clipboards, interact with their providers and receive online messages and services from their providers, health plans and other appropriate third parties, healthcare will have taken a giant step forward.  
7. HHS should reserve the rights to utilize PHR networks to deliver relevant clinical, educational or benefits messages to consumers and HHS beneficiaries.  This is definitely the case if HHS is going to tie market-based incentives to PHR adoption and use by providers and patients.  Consider, for example, how Medicare D drug benefit could have been explained and offered to seniors if a secure PHR network with accurate medication lists were available to CMS.  Each beneficiary could have received a secure message explaining the offerings in their geography as well as the specific plans that would best fit their medication profile.  This would have been a great improvement over newspaper and radio ads, and bus tours for the Secretary and Dr McClellan.  HHS might also use this network access for public health or emergency notifications or outreach (see below.)  It will be an opportunity lost if HHS drives better engagement of consumers using interactive PHR services but is not positioned to use the network to provide important clinical or benefits information to appropriate consumers.
8. Consider using a PHR network for emergency preparedness purposes as well as public health analysis?  The ability to utilize online PHRs to communicate with consumers or specific subgroups, and monitor broad populations on an anonymous and ‘opt-in basis could have tremendous value in public health emergencies (think ‘Bird Flu, monitoring for epidemic outbreak, post-market FDA surveillance, etc.)  Funding for emergency preparedness and public health monitoring should be considered for support of PHRs that allow these uses.

9. HHS should match its vision of a consolidated medication history data feed for PHRs with a specific plan to create such a data feed.  This consolidated service does not exist today largely because there is no clear revenue model to support it.  Medication information has been partially consolidated by a small number or entities including Surescripts and RxHub.  Their combined efforts can bring a near-ubiquitous medication history data feed into existence.  But they can not themselves create the market of financial drivers to fund such a service.  HHS can.
10. HHS should make recommendations to regulatory and oversight groups such as JCAHO, NCQA, Leapfrog and others to join them in their effort to drive PHR adoption.  Several of these groups have new regulations or recommendations that directly or indirectly promote PHRs.  NCQA, for example, has a new “Innovations in Member Services” category that specifically calls out PHRs and related online communication services.  JCAHO’s new Medication Reconciliation requirements for hospitals can be fulfilled by a standards-based PHR with an automated medication history data feed- Secretary Leavitt’s exact goal.  These groups should be contacted by HHS with the specific goal of finding synergies to drive PHR adoption and asking that they consider modifying their approaches to best align behind the Secretary’s near-term PHR goals.
11. Participate more aggressively in studies specifically designed to document the consumer, provider and system-wide benefits of PHRs.  Documented benefits in provider efficiency, patient satisfaction, medication adherence and other indicators would greatly assist the effort to increase PHR uptake & use.  The American Heart Assn. and its partners are involved in such a study and HHS should consider collaboration.  
12. Consider combining the efforts of two AHIC workgroups: Consumer Empowerment / PHR, and Chronic Care Improvement.  These efforts are largely two sides of the same coin.   The Consumer Empowerment effort will result in consumers engaged on an interactive network hosting their PHRs as a replacement for the medical clipboard.  The Chronic Care effort will focus to a large degree on the use of an interactive network services to improve chronic care.  These efforts have substantial overlap: the former results in an interactive network, and the latter requires one.  An attempt should be made to integrate these efforts to the extent possible to maximize synergies and resources, and to keep from creating additional silos of information, strategies and consumer approaches. 

Summary: HHS has an immediate, low cost and powerful opportunity to partner with healthcare providers and other entities to dramatically increase consumer engagement in their own health using online, market-based and market-proven PHR services.  This strategy will increase overall HIT adoption, markedly improving healthcare quality and efficiency and reduce healthcare costs.
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Market-based Facts:  The suggested path forward for HHS to drive PHR uptake and accomplish the Secretary’s principle goals of replacing the medical clipboard with an online registration/PHR with automated medication data feeds are based upon the following facts and data
:

1. With nearly 50% of medications not taken, care instructions not followed and preventative care not received, better engagement of consumers is a key to controlling healthcare costs & improving healthcare quality and health outcomes.

2. Interactive online services have been shown to influence consumer healthcare behavior and are used routinely by disease management companies and health plans.  These do require that the consumer be engaged on a network capable of delivering the patient education or care management programs.

3. PHRs as defined by Markle and others represent an interactive online network service capable of better engaging consumers in their own care including the delivery of integrated patient education and care management programs.  These programs have been shown to influence consumer behavior and improve outcomes.
4. Engaging consumers in online services has been proven to be quite difficult.  Stand-alone PHRs have been offered by vendors for years with very little uptake or use.  Recently payer / employer-based PHR services have been offered and promoted with great fanfare but have resulted in <1% uptake by consumers in most reported instances, unless consumers are literally paid to fill out their PHR.  Data provided publicly by several health plans, including recent data from Empire BCBS, confirm rather dismal consumer uptake of this PHR approach.  And auto-population or PHRs by payers using claims-based data has not resulted in material increases in consumer engagement.

5. Provider attempts to engage consumers online by replacing medical clipboards with online registration / PHRs (as per Secretary Leavitt’s goal) have been a more effective strategy in engaging consumers compared to approaches that ignore providers.  This approach has resulted in consistent consumer uptake of >50% in primary care settings.

6. Consumers enrolled in online PHR services by healthcare providers have a higher acuity of medical illness and a greater likelihood of having chronic conditions than the general population.  This makes logical sense because a provider-based approach selects out consumers who primarily, and perhaps by definition, are sick enough to want to see a doctor.  As a result, a provider-based consumer engagement strategy enrolls those most in need of online patient education and chronic care programs.
7. Providers will purchase and implement online consumer engagement and PHR services if their cost is low enough and their benefit high enough.  Key provider ROI includes increased office registration efficiency, decreased phone calls & paperwork, improved documentation and diminished liability, direct revenue from P4P and eConsults and increased market share.  

8. Providers can offer online PHR services to their patients with no requirement to change current physician work flow or productivity.  The only required physician action is if the practice decides to offer eConsults as part of their PHR service, in which case physicians can charge a nominal fee to cover their time.

9. Providers will accelerate their adoption of online PHR services if relevant payers or employers prioritize them.  As Secretary Leavitt points out, HHS/CMS is the country’s largest healthcare payer. Clearly HHS can have a direct, immediate and powerful impact increasing provider uptake of PHR services resulting in >50% enrollment of consumers, starting with those most ill and most in need of online patient education and care management tools that can be easily integrated into PHR services.
10. NCQA and JCAHO have created new categories that are driving provider adoption of PHRs

11. Liability carriers are promoting the use of interactive PHR services that improve patient engagement and overall documentation.  Liability carriers
, NCQA and JCAHO can be powerful partners to HHS to drive provider adoption of PHR services and resultant patient enrollment and use.

12. Health plans and employers who are facing rapidly rising healthcare costs and who have struggled to engage consumers in online PHR and patient education services would benefit from an HHS-led drive to partner with providers and engage consumers online.  This would have clear synergies because providers will want a single system and workflow with which to engage all of their patients online, or they will want no system and no change at all.  
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