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North Carolina Consumer Advisory Council

On Health Information

Minutes
Date:  November 15, 2007
2:30-4:30 at NCHICA office 

Those attending:   
Council Members--Jeanne Smythe, Jim Brooking, Marc Kolman, Debra Cimbala (phone), Pat Adkins (phone), Ken Olden
Resource Panel--Sherrie Cannoy, Holt Anderson 

Visitors—Eva Powell (National Partnership for Women and Families)
1. Introductions

2. Approval of minutes—Sherrie will send through email for approval
3. Topic discussion:

Holt discussed the HIE Governance Council, NHIN project, and involvement of consumers in projects such as these.  
There was a discussion on the federated vision of the NHIN (searching for the information through each provider rather than keeping a single nationwide database) and how there would most  likely be a Directory Lookup Service to see who has records at which providers’ locations, but not what the records contain.  The question and concern was of anonymity and privacy that a patient has even visited a specific provider’s office (for example, behavioral health).  It was mentioned that the NHIN project will need to mitigate risk to a practical extent.  The question of patient consent in the NHIN arose and the issue of what ‘grain’ of opting in and out would be available.  (For example, to what level of detail would a patient be able to grant consent for disclosure of records.)  Within this context, another question was at what cost is the choice to opt in/out versus the healthcare consequences.  As a result of the interface with electronic systems, do you get better care?  It was suggested that there would be better care with the electronic record, and, in essence, opting into the system to disclose information would result in better care.  However, informed consent may be difficult to achieve.  Primarily, one is asked to sign a form without telling anything or giving an option.  Often those forms state that the patient has received the Notice of Privacy Practices without the patient actually having received the policies before signing the form.  Can a patient actually choose to be informed on it?
One Council member attended the national HISPC conference and presented the CACHI efforts in the consumer education track.  Most states have focus groups and have advocacy groups around the table, but the Council member felt that his emphasis was to remind them that they are all consumers.  His impression was that the CACHI wasn’t really different from other groups and that he felt the presentation comments were positive.  He discussed how to elicit involvement and present a consumer’s voice.  One other point he made at the conference was to emphasize that the efforts of the people involved in making HIE (healthcare information exchange) decisions have pretty good ideas and seem to know what to do, but to ensure that it is driven by the right interests.  It was felt by some council members that HIE efforts could be hijacked by special interests.  Individuals could be informed on HIE efforts and could be active in consumer efforts to be involved; there is a unique opportunity to have an impact on the process---a voice is needed.  In other state presentations, for the Education and Involvement track, there  is an assumption that HIE is a complicated issue that we need to understand, but there is very little about how consumers are involved in the whole structure.  
The council members discussed how they can represent consumers versus representing their own experiences and that it is alright for them to represent themselves and personal experiences rather than a group of people.  It was stated that everyone who makes a decision about HIE is a person; is a consumer and they all have family members (who have received care at some point).  Whether they can speak of behalf of themselves versus the focus of an advocacy organization they represent is a different issue.  

It was suggested that the CACHI could sponsor town hall meetings which would be an opportunity to hear many different perspectives.  There are things that the council members feel could be done to reach out to other consumers.

It was also suggested that the (HIE) issues are understood; that they are almost intuitive to use technology for the maximum for the benefit of better healthcare.  

The George Clooney story was discussed.  It was mentioned that people, for example in Tennessee, want access to healthcare in the first place (based on comment from article).  As insured people, the CACHI members should find a way to speak for people who have access to healthcare.  They probably don’t care about privacy and many don’t have the background to understand the (HIE and healthcare quality) questions.  People can go on the Internet to check for the quality of healthcare providers, but that assumes that they know how to use the computer and can access a computer and the Internet.

One issue is how to engage consumers and many of the issues that CACHI is struggling with are also seen at the national level efforts.  It’s similar to Maslow’s hierarchy of needs—if you don’t have healthcare, then you don’t care and don’t have information to exchange.  

One question which was raised was whether the efforts regarding the reporting of national standards of care have consumer groups involved to provide opinions.  These could provide a guide point for CACHI to involve consumers.

Another topic of discussion was how to be aware of the issues going on during sessions of the North Carolina General Assembly.  Could the DHHS representative be a ‘feed’ person to inform CACHI on the current legislation?  One tool could be the weekly NCHICA newsletter, which could include information on legislation being considered.  Including information about CACHI in the newsletters could also be a way to let others know what the CACHI is doing.  This would give the members an avenue to express their voice to NCHICA members.
The Council members agreed that Sherrie, as a resource panelist, should continue to generate the minutes and agenda (as based on their recommendations for the topics of each meeting).

Two of the council members stated that they would try to attend at least part of the Governance Council meeting on Friday, Nov. 16th.


Other discussion included how to create a self-sustainable council.  The consumer toolkit is being generated to include information on the CACHI and how it was formed, its policies, procedures, and involvement in projects.  The council members agreed that, instead of discussing all of those matters during the meeting, that Sherrie should assign each of them a section to write and send the toolkit to them to complete.  They will then discuss these at the December meeting.  It was decided that the December meeting would be December 13th instead of December 20th.

TO DO:

Linda:

Complete survey and prepare for distribution to council for approval?—Is going through IRB process currently
Sherrie:

Add to distribution list Dennis Street, the NC Division on Aging

Minutes from prev. meeting to email to council

Transcribe minutes for November

Create Dec. agenda based on topics requested by members

Send Holt’s slides to the council members

Get CACHI members’ names put onto the NCHICA email newsletter list

Get more information about the Cabarrus Health Alliance (time involved, etc)

Send out toolkit for members to add sections—these will be discussed at the Dec. meeting

Finalize items from CACHI and NCHICA conference attendance

Reserve room for 2008 meetings

Send a copy of the consumer’s guide to health information exchange to the CACHI members
Angie:  Send use cases to CACHI so they can vote
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