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North Carolina Consumer Advisory Council

On Health Information

Minutes
June 21, 2007
2:30-4:30 at NCHICA office 

Those attending:   Holt Anderson, Executive Director, NCHICA
Philip Brown, NC Senior Citizen Association

Sherrie Cannoy,  UNC Greensboro

Karen Davis, RTI
Susan Murphey, student in Health Policy
Angie Santiago, NC HISPC Project Manager

Jeanne Smythe, 
Ray Tennant, National Institute of Health

Lynn Thorne,
              Via phone:  Carolyn Hartley, Physician’s EHR

          Alison Rein, AcademyHealth
1. Introductions

2. Approval of minutes—will be done at next meeting (was skipped)
3. Sherrie Cannoy – research IRB has been approved; will send out via email before next meeting.
4. Discussion Notes for Topic: CACHI AND CONSUMER PARTICIPATION IN HIT EFFORTS: 
Alison Rein:  Need for Consumer Participation in HIT Landscape

Discussion of purpose and impetus for consumer participation in HIT landscape at local, state, nat’l levels.  There is some consumer engagement attempted in the HIT arena, but the actual consumers are never really involved in the efforts, especially in a resource-constrained environment.  There is not yet a clear strategy or roadmap from a policy perspective to achieve the NHIN, although there are many layers of activity going on.  The issue is not really about the technology, because we don’t want technology to dictate what we do or to have peoples’ lives dictated by the type of technology available.  Due to the efforts of organizations such as AHIC, et, and increased media coverage regarding security breaches, there is recognition for consumers to be engaged in HIT discussions.
Alison suggested that the CACHI actually has consumer engagement, which is actually rare; if done in a meaningful way, instead of just having a token consumer or representative available,   as many organizations do.  She suggested that our CACHI is diverse and seems to be adept for appreciating the sophistication at the IT level while also looking at it from a consumer 


perspective.  The way that NCHICA approaches the consumer to know that it is listening as an organization, lets the consumer know that they are important, and that is not always feedback given to the consumer.  Many consumer advocate organizations have a lot of issues and not enough funding to support such an effort.  In advocating consumer participation, it is also important to frame it, not in IT perspectives, but as a vision for health care in the future.
Holt Anderson:  CACHI participation in NCHICA Conference (September)

There is funding through the NC HISPC for consumer engagement in the process at the local level.  This will enable members of the CACHI to attend the NCHICA annual conference this September on assignment to attend presentations on HIT, and according to a set of questions (sample given by Alison) report back to the CACHI group as well as the HISPC November meeting on what they feel about the presentations.  The registration will be covered, and Holt will seek additional money for travel, if possible.  The goal also is to set up a 20 minute lunch with Kolodner, National Coordinator’s Office, to meet with the CACHI members and discuss their concerns with him.

These opportunities will provide the consumers a chance to see what is being done at the local level and to discuss concerns with someone at the national level---in essence, to be heard.

Discussion included sample questions which Alison generated for the CACHI to answer regarding the NCHICA presentations.  (Sample questions from Alison for the September NCHICA Conference are at the end of the minutes.)
Angie Santiago:  CACHI participation in NC HISPC Project:

· See Angie’s handout at end of minutes.
· Discussion of NC HISPC project and it’s need for CACHI consumer involvement to help produce consumer toolkit at state level for other states to utilize in engaging their consumers

· The Council agreed to receive assistance from the HISPC Consumer Engagement Team.

· The Council agreed to the participating in the annual conference.
5. Action items from this meeting:  

· CAC members:  look over Conference agenda for your interests; look over website and give feedback

· Holt: possibly pursue funding for conference attendee travel; speakers for next 2 meetings

· Linda and Phil B.:  Complete survey questions regarding the older population’s perceptions of health IT, possibly for October

· Phil B.:  will contact Dennis Street, head of Division of Aging

· Sherrie: update member list/phone #s, update email contact list, questions for NCHICA conference, agenda for July meeting (send to Holt for speaker purposes), get deadlines for NCHISPC extension, add member commitments on agenda template
· Angie Santiago:  synopsis of conference speaker notes, minutes for June meeting

· Angie and Sherrie:  work on HISPC items
· Carolyn: Will schedule an E.H.R PHR demonstration.  

Potential Speakers/Contacts:

· Representative from Attorney General’s office

· Deborah Peel—Pt Privacy Rights organization

· Andrew Winnegar—EHI

· HISPC November National Meeting, Consents, Data Sharing, Collaboratives

· NHIN – Consumer empowerment, e-RX regulations, First Responders, E.H.R / LAB, Medications, Quality

· Dennis Street, Division of Aging
· Robert Wood Johnson Foundation—Project Health Design
6. Misc meeting notes:  

HISPC
June-Dec project extension

Consents

Data sharing agreements

Collaborative

NCGA

May form a study commission between sessions on HIT

CAC?  Could provide input?

Senator Cowell’s effort

NHIN

Consumer empowerment

eRx responders

First Responders

EHR/Lab

Medications

Quality

ZARB

Consulting in Raleigh

Messaging to help work with CAC/NCGA

Need common Message!

CDC

BioSense

Due July 9th
HOLT:  

Study done on opting in RHIO---patients are automatically opted out; have to choose to opt into the system; 97% did choose to opt in


Opt out—separate RHIO—patients automatically opted in; have the choice to opt out of the system; 3% chose to opt out

Sample Questions from Alison Rein for CACHI attendees at the NCHICA conference

Draft Questions for NCHICA Conference 

1. Who are the key stakeholders involved in the efforts described in this session?  In your view, is the level of input from each one adequate?  Appropriate? 

2. Has this presentation provided you with a clear picture of why the issue is relevant to consumers?  If so, how?  If not, can you describe what’s missing? 

3. To what extent, and how, do you think the information captured in this session could be best communicated to consumers? 

4. How well does this session address and/or align with aspirational or future visions for a connected health care environment from a consumer perspective? 

5. Does this session raise any concerns for you regarding how, with whom, and for what purpose personal health information is shared? 

6. To what extent do you think the program or ideas described in this session generalizable? 

7. What parties do you think will (or do) benefit most from the effort described in this session? 

8. Can you tie this effort back to one or more of the consumer priorities identified by your group?   

Angie Santiago’s Handout

(1) Consumer Engagement.  Consumers – as the subject of the health information to be exchanged electronically and as the potential users of personal health records - generally do not have sufficient information at their disposal to weigh the risks and benefits of health information technology and, accordingly, they do not play an active role in technology’s design and use.  North Carolina continues to seek opportunities to actively engage consumers through workshops, town meetings, public communications, and through the establishment of the North Carolina Consumer Advisory Council on Health Information.

The NC Consumer Advisory Council on Health Information (NC CACHI) was established in 2006 by NCHICA to provide a venue for a diverse group of consumers to become informed about the benefits and potential challenges of moving from a paper-based health and care system to one in which health information is securely collected and exchanged.  NC CACHI will be briefed on topics germane to their charter including national initiatives and projects that might be underway in NC with a specific focus on the privacy and security aspects.

As one of the resources available to NC CACHI, the NC HISPC Consumer Engagement Team will assist the North Carolina Consumer Advisory Council realize the following tasks:  

(a) Develop and implement public messages to raise awareness of the Council’s existence and mission.  

(b) Develop a long term strategy and process that will act as a roadmap the Council can use to address privacy and security concerns.

(c) Develop a program to raise broader consumer and provider awareness for the general public on issues surrounding health information privacy and the risks and benefits of health information technology.

(d) Develop a program to raise awareness on current initiatives in personal and electronic health records and their impact on consumers and providers.   

(e) Test this pilot program at NCHICA’s Annual Conference September 23 – 26 by having the NC CACHI attend sessions and report on their perceptions of the policy and technology presentations made at that event.  A structured for the reports will be developed in advance and approved by the Council.

(f) Propose that the NC CACHI present their work and insights gained at the National HISPC Meeting in November.

(g) Develop a health information consumer toolkit to share with other states interested in starting similar initiatives.

(2) North Carolina can serve in a leadership capacity to the multi-state and regional collaborations to create awareness and outreach programs to the predetermined audiences.
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