
Roundtable Discussion

Personal Health Records:
Federal Agencies’ Leadership Role

A personal health record (PHR) 
ideally should serve as a “guardian 
angel,” watching over the individual 
patient to make sure preventive 

measures occur at optimum times 
and providing a consolidated narra-
tive of  tests and procedures, in the 

process enlightening and guiding 
both patient and provider and trans-
forming health care from a disease-

oriented to a health-oriented enter-
prise.

While this ideal has been articu-
lated and is being attempted in many 

forms in both the federal and private 
sectors, it has yet to be realized. Nu-
merous issues, from uncertainty as to 

who should “own” the PHR, to pri-
vacy concerns, to confusion about 
just what constitutes a PHR, con-

found current attempts to attain one.
The most successful effort to 

date, it was agreed during a roundta-
ble discussion held by the nonprofit 

U.S. Medicine Institute for Health 
Studies, is the MyHealtheVet pro-
gram of  the Veterans Affairs De-

partment. Launched as a pilot pro-
gram in 2000, MyHealtheVet  is 
available to veterans who wish to 

access it  — though all the functional-
ity of  the pilot program is not yet 
available systemwide —  and now has  
more than 5,000 registered users 

(www.myhealthevet.va.gov).
USMI’s roundtable was attended 

by representatives from federal agen-

cies, Capitol Hill, academia, patient 

groups and professional associations. 
With only 14% of  providers in the 
private sector having electronic-
record systems that meet minimum 

standards, it will be years, if  not dec-
ades, before integration of  all health 
data into a personal record can be 

accomplished, some roundtable par-
ticipants cautioned.

There currently are more than 

100 “players” in the private-sector 
PHR market, “but none of  them is 
doing well,” it was noted.

Some in the group made a fer-

vent plea that efforts toward a PHR 
proceed as an open-source process, 
with minimum specifications, allow-

ing the PHR to evolve and adapt, 
much as the World Wide Web has 
done. “No one, when the Web was 

begun, anticipated the creation of  
Google or E-Bay.”

The best approach, it was sug-
gested, might be to “give up trying to 

anticipate every problem” and in-
stead to just move forward. “There is 
more benefit in the information than 

there are phantom problems.”
Additional issues addressed dur-

ing the roundtable include:

• There is tension between public 
health imperatives and individual privacy, 
and resolving it is not simple. Individuals 
need assurance that any data col-

lected for public health purposes will 
not allow them  be personally identi-
fied. Trust is essential here and must 

be cultivated; without it, crucial data 
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• Who owns the personal health 
record remains unclear. HIPAA 
(Health Insurance Portability 
and Accountability Act) says the 
individual has the right to a copy 
of  his or her record, but the 
question is, who has the right to 
access it? “We need to establish 
the individual’s ability to have a 
say over how the data flow.”

• There currently is no agreed-
upon definition of  a personal 
health record. The Office of  the 
National Coordinator for Health 
Information Technology is re-
leasing a document for public 
comment as a means of  building 
such a definition. If  it attains the 
desired level of  specificity, there 
likely are programs currently on 
the market that “just won’t fit.”

• Similarly, there is no commonly 
agreed-upon definition of  qual-
ity. So, what does it mean to say 
PHRs will improve quality? How 
is that measured?

• Internet access remains limited 
in rural areas. For example, only 
about 20% of  residents on Indian 
reservations have such access — 
a “digital divide” that serves as 
a barrier to the PHR.

• If  the medical record is to be-
come patient-centric, with the 
patient in charge, then it is es-
sential to increase the health 
literacy of  the U.S. populace. 
“They need the ability to be able 
to seek new opinions about the 
data they have.”

• The resources for a “revolution” 
toward patient-centered care 
exist in the federal sector.
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