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I am submitting this testimony as an individual practicing physician because there was not sufficient time to get official clearance and endorsement from the American Academy of Pediatrics. The information and opinions are my own based on my position on the American Academy of Pediatrics Council on Clinical Information Technology Executive Committee and based on my experience representing the American Academy of Pediatrics to the following organizations:

CCHIT Interoperability Working Group - Co-Chair Ambulatory EHR Interoperability
HITSP Consumer Empowerment Technical Committee – Co-Chair, Registration Summary
HL7 Structured Documentation Technical Committee CCD
ASTM E31 Continuity of Care Record CCR – Chair Clinical Committee
What is needed to increase consumer awareness and engagement in Personal Health Records (PHRs)?
Consumer awareness will only become significant when consumers can expect all of their providers to use the information contained in a PHR and when they are assured of updates provided by interoperability with source data systems such as immunizations and other child health data from their pediatrician, laboratory results from laboratories, and medications from pharmacies and insurance. Employers and insurance companies can plan a significant role in funding and facilitating PHR, but use of the PHR through partnership with healthcare providers is essential to trust and engagement. Web-based and paper-based versions of PHR will facilitate sharing and engagement with providers more easily than USB or other hardware devices that are powerful but potentially conflict with local security policies. Privacy controls and two factor authentication are very important, but awareness and engagement depends on use in the context of care delivery. If the majority of pediatricians provide, use, and update a standard PHR for child health records, parent awareness will grow quickly and the market will drive universal adoption. If all newborns left the hospital with a PHR, hospitals would have a marketing tool that would generate consumer buy-in. If clipboard replacement turns the PHR into an electronic insurance card that is used by all certified ambulatory and inpatient electronic health records and most hospitals and physician offices, then patients will engage in use of PHR. Every patient encounter should include a review of medications and allergies and engagement in PHR will grow rapidly if all providers ask the patient for their PHR medication history and allergies at each visit to an office, emergency room, or hospital. Provider engagement through provider education and facilitating workflow integration of PHR interoperability may be more important than consumer education. Few providers are willing to assume incremental cost of PHR without significant benefits to their workflow and consumers will be disappointed if providers do not use and update their PHR.
What are the most valuable features and functions of a PHR from the patient perspective? Please summarize the real world experience or evidence to support this part of the testimony
Based on my clinical experience, the most important features are the ones that prevent or delay delivery of care such as missing immunization or growth records. Missing test results or uncertainty about dates of procedures or specialist visits can result in duplication of testing. Patients have a poor memory for past medications or how to locate previous providers. Clear summaries of problems, medications, immunizations, test results, vital signs, procedures, and an index of all healthcare providers can prevent delays that frustrate patients. The ability to add home monitoring of chronic diseases, and to have secure communication with providers to request medication refills, test results, or provide outcome or monitoring data from home are also extremely valuable.
Would a minimum set of PHR elements ensure that consumers have the features and options most important to them when choosing a PHR?
A minimum set of data elements is essential to interoperability with other systems. Without interoperability a PHR will always be considered incomplete and potentially inaccurate. It is not necessary for all PHR systems to provide the same set of features and functions as long as all systems have a minimum set of data elements that are portable to other PHR systems and interoperable with provider systems such as EHR or electronic prescribing. It is important to distinguish a standard dataset from a standard set of functions. If the data is standardized, additional functions can be added using web services. A patient should ideally have only one PHR, but will see many providers with different systems, or no systems, and common minimal data elements will be the key to a comprehensive summary of key data. The minimal data elements should be sufficient to stand alone and ideally any extensions should be discouraged, optional, and not conflict with using the basic data alone.
Who should identify the most important elements of a PHR?

A PHR has many stakeholders including the patient, family member caregivers, insurance companies, employers, and healthcare providers. Partnership and trust are essential. Professional societies must play a key role in defining the most important data elements so that a PHR can be used effectively for patient care and patient education. The PHR is not a complete documentation of care and professional judgment is required to define a core summary of essential data elements.
If applicable to your testimony, please comment on how health and HIT literacy needs should be addressed through PHRs.
PHR should be a tool for enhancing health literacy and improving the care of patients with limited health and HIT literacy. Simple paper and web interfaces are essential and consumer friendly terminology is essential. Multi-lingual versions of PHR data are possible and very desirable to help patients understand their care.
How can interoperability be achieved between PHRs and electronic health records (EHRs)? Please also comment on when this could be accomplished. 
Several standards have been developed for medical summaries that can support the requirements of PHR and provide a rapid pathway to interoperability with EHR. Through the work of HITSP and the joint HL7 – ASTM project to develop the Continuity of Care Document (CCD) by integrating the CCR and CDA, we will soon have a harmonized set of standards that can be used for PHR and this work should be available in January 2007. The agreement of IHE XDS-MS to base their work on the CCD will also help to facilitate vendor implementation. The HITSP Interoperability Specification for the Consumer Empowerment Use Case will be delivered before October 1, 2006, and will provide a foundation of registration summary and medication history that can be expanded into a full PHR. I am working on all of these efforts and I can assure you that work is progressing very well. Time is not sufficient for ideal resolution of all issues, but core harmonized standards will be available. Harmonization will also include examining NCPDP electronic prescribing standards and X12 insurance standards so that data elements in the PHR will be compatible with other types of transactions and uses.
How can interoperability be achieved between PHRs and all of the providers from whom the patient receives health care services? Please also comment on when this could be accomplished. 
The PHR is a patient-centric document that must integrate data from all healthcare providers into a single document of coherent lists. Use of common standards that can transfer or convert data to other standards and certified standard interfaces are essential to this effort. CCHIT is looking to certify the PHR to EHR interface for ambulatory EHR as soon as possible when standards are ready and vendors have sufficient development time to implement the standards. Importing the registration summary (a virtual electronic insurance card) will be the first task and full PHR import is likely to be ready for certification in 2008 and has been proposed as a roadmap item. A medication history is more than a prescription history, yet comprehensive prescription histories are expected to be in wide spread use in 2007 and may be considered for CCHIT certification in May 2007 because of successful use the Medicare Part D pilots. Even providers who do not utilize EHR will be able to obtain comprehensive prescription histories aggregating data from all of a patient’s providers using electronic prescribing tools or insurance company web portals in 2007. This medication history will be a key building block for PHR as part of the ONC CE Use Case for which harmonized standards and working prototypes will be developed by the end of 2006.
Should the market be left alone for innovation or could vendors compete around a minimum criteria set for PHRs?
While market innovation must be encouraged, vendor competition around a minimum criteria set will accelerate adoption of PHR through assured portability and transfer of information to other providers of PHR services. The minimal criteria are also essential to successful interoperability and certification programs.
If you think certification is necessary for privacy and security, interoperability or a minimum set of functionality, is the timing important and is there a sense of urgency given the diversity, complexity and mobility of today’s population and the demand for availability of PHRs at the point of care?
Certification is necessary for all three components, but the urgency and feasibility are different and the timing may vary due to the growing demand for availability of PHR at the point of care. Privacy and security as essential to build trust for PHR, but these tasks must comply with state and local law and available regional resources and practices. Testing of privacy and security is difficult and standards for privacy and security of PHR were among the gaps identified by HITSP in May 2006. Some of this work should be integrated with the development of the NHIN. Interoperability is the most important task requiring certification and this should be given priority. The diversity in functionality of PHR may prevent certification without discouraging innovation. Until there is consensus about essential functionality of PHR, certification of functionality should be deferred. Certification also adds costs that could delay adoption of PHR. It is interesting to note that in the case of EHR it was easy to move more quickly on functionality certification because there was more agreement on functionality than data structure and interoperability. An EHR serves one provider organization making functionality easier to define and interoperability more difficult. A PHR must be compatible with many provider organizations hence interoperability and standard data elements are a higher priority and easier task than uniform functionality. CCHIT will begin certification of EHR – PHR interfaces in their normal course of work over the next few years. A comparable process for PHR will assure uniformity and portability of PHR information and interoperability with certified EHR interfaces.
Thank you for this opportunity to participate in this important process.
