July 25, 2006     Public Comment from D. Matt Schmidt
What is needed to increase consumer awareness and engagement in Personal Health Records (PHR's)?

The easiest way to get information across to the public would be to encourage TV programs (documentaries/dramatizations) incorporate real-life situations into their scripts.   Showing situations in which information was gathered by multiple healthcare personnel on a persons health/illness over time.  This would be a situation where each doctor’s gathered information on symptoms was not enough to identify a patient’s health issue.  But, had that information been gathered into one central depository, then any one of the doctors at some point, could have seen what the diagnosis should be.
For example:  
On the first visit to a doctor, the patient would hand the receptionist his/her Personal Health Record (PHR) card containing his/her entire health history.  Don't you think that the physician would be better able to serve the patient if they knew the health history, rather than depending on the patient’s memory in providing all pertinent information pertaining to their current condition?  In addition, patients may accidentally or intentionally leave out essential past health issues that could be crucial in obtaining a proper diagnosis.
What if you were in an accident and unable to respond to health-provider’s questions?  But, because you are carrying your PHR card, emergency personnel is provided vital information:  drug allergies, recent health issues, current prescriptions you are taking, etc.  By having access to this information, health-care providers can more efficiently determine which drugs to administer and which treament to implement.
What are the most valuable features and functions of a PHR from the patient perspective?

Less dependence on personal memory or notes from past visits would be a boon for most consumers.  Most people cannot remember the entire sequence of events during their last doctor visit.  They also are not able to articulate exactly what was said and/or done as a result of that visit.  This is true particularly for people who only go to see a doctor once or twice a year.  People get distracted when seeing their doctors and they forget to ask questions about everything that they are currently concerned about.  What may have been a minor issue during their last doctor visit, could escalate into something major over time.  By having access to prior records (from a central source), healthcare personnel may notice an evolution of a condition.

EVIDENCE:  
Consider a patient that moves/relocates on the average of once every four years.  Plus, this patient travels at least once a year to visit friends and relatives.  This patient harbors no qualms about seeing a doctor; location does not matter.  Then, during a routine physical, the doctor notices a growth on a lung; the growth is alarmingly large.  The doctor does not have historical records of prior x-rays, MRI’s, etc., that have been performed.  He only has current information.  How long has the growth been allowed to progress?  When did it begin?  How fast has it grown?  These are all important questions that could be answered if the patient had all that information with them.

Would a minimum set of PHR elements ensure that consumers have the features and options most important to them when choosing a PHR?  Who should identify the most important elements?

It is my belief that a minimum set of elements would ensure that patients always have their necessary information available.  However, with today’s technology, I see no reason to limit what can/should be stored for future reference.  Other than redundant information, a doctor’s office should be placing all newly acquired data onto/into the storage media.  X-rays, MRI's, blood test results, etc., can all be stored in a memory chip(s) contained within a piece of plastic that is the size of a credit card.  These chips are capable of containing giga-bytes of information and that information would only be accessible personally and to medical personnel.  (The information could be accessible to the customer, in read-only format, via personally purchased scanners.)  These cards would be updated every time the customer visited their doctor’s office (or when the customer is moving to a new locale, they can visit the office for an update from their last visit).  Ideally, the customer would be able to download their latest information from their doctor onto their cards, since the doctor’s office would have the necessary code to place the encrypted data onto the patient’s PHR card.  Each doctor or insurance company would have Electronic Health Records (EHR’s); each customer would have PHR’s.  PHR’s would have the patient’s entire health history where EHR’s would only have what was accumulated during the period of time the customer was associated with the gatherer.

How will interoperability, privacy, security and functionality be impacted by the urgency, diversity, complexity and mobility of today’s population?
Privacy, security, interoperability and functionality would be relatively easy to enact.  Privacy would be provided by requiring a personal password to access the information; medical personnel could have another password that would require a National Provider Identification number (NPI) or equivalent.  PHR security would hinge on personal ability to keep passwords private and on the encryption used to write the data.  Formats used to store data (and the reading and writing of data onto/into storage devices) are already standardized, so no new methodologies would have to be invented.

Should the market be left alone for innovation, or could vendors compete around a minimum criteria set?
The market should be allowed to fulfill this with its innovation, with a minimum set of expectations.

Any other concerns?
· What new laws would have to be enacted to prevent health/life insurers from forcing potential customers to provide their PHR’s before issuing coverage?  

· What would prevent an employer from being penalized by its insurer for hiring someone with a bad/questionable health history?  

· Since family history is also included in your medical history, what will prevent insurers from using that information against a customer once the information has been made available to them?
· I recommend reading the Bell Global Technology article, “Who’s watching the watchers?” for just a taste of what my concerns above mention.  The article may be found at:

http://www.theglobeandmail.com/servlet/story/RTGAM.20060722.wxtags22/BNStory/Technology/home
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