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North Carolina Consumer Advisory Council

On Health Information

Minutes
Date:  August 16, 2007
2:30-4:30 at NCHICA office 

Those attending:   
Council Members—Jeanne Smythe, Jim Brooking, Marc Kolman, Debra Cimbala
 Resource Panel—Linda Goodwin, Sherrie Cannoy, Holt Anderson, Angie Santiago
Visitors— Joe Cimbala, J. Yueng
The CACHI meeting began at 2:15 after a presentation by Dr. Deborah Peel of the Patient Privacy Rights Organization (see slides on CACHI website).
Dr. Peel stayed to attend the CACHI meeting and discuss issues with the council members.

1. Introductions—these were done at the beginning of Dr. Peel’s presentation
2. Approval of minutes (July)—Hold until next meeting
3. Topic discussion:  Patient Privacy Rights with Dr. Deborah Peel
The discussion continued from Dr. Peel’s presentation topics.  
There were many concerns expressed by those at the meeting regarding the security and privacy of medical information.

One concern was that of secret databases and not knowing what information is being stored about you and how it could be shared.  Because there is such an accumulation of data, the capability to share it with stakeholders who have conflicting interests has increased, especially with technological advances.  

The discussion included the topic of stigmatizing conditions and how some people avoid treatment, are self-pay, or go to the black market (perhaps in other countries) for healthcare to prevent a privacy breach.  Compliance to law has mainly been through monetary consequences, and it’s not clear if those have been enforced or significant enough to make a difference.  Dr. Peel stated that 60% of complaints regarding medical information privacy breaches are not violations because HIPAA allows so much to be shared.  Therefore, there is a need to defend the consumers, who often can’t afford lawyers (especially if someone is sick and needed treatment).
One issue addressed was how to inform consumers relative to privacy and security so that they could become a mass voice for what they want.  Consumers often don’t have professional representatives to speak on their behalf, as many healthcare entities do.  The feeling of some council members is that it is difficult to understand the laws and rights to know what kinds of information to ask.

What makes this more difficult according to Dr. Peel is that IT people don’t often understand healthcare, and healthcare/legal reporters don’t know IT, either.  She stated that “this issue sits right in the middle. . . .conceptually, very few people have all of the pieces and it’s hard to talk about policy at a level that people can understand.”  It also makes it difficult when privacy issues change so quickly.

Dr. Peel suggested that the consumer should have control over the medical information, no matter where it is stored.  She mentioned that if we could get the technology companies to do the right thing with security, it may drive the legislation.
Dr. Peel stated “If we don’t have privacy about most fundamental information about us, we don’t have privacy at all.”  Paternalism is not the answer, according to Dr. Peel—there is not other stakeholder than the consumer because the data belongs to the consumer.  Protections for privacy can be stronger with technology, Dr. Peel suggests.
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