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North Carolina Consumer Advisory Council on Health Information

Draft Agenda

Thursday, August 19, 2010

2:30-4:30 pm

Location:  NCHICA conference room, Directions
Web (GoToMeeting):  https://www1.gotomeeting.com/join/248861184
Conference Call: 712.451.6000, Passcode 197738#
2:30    
Brief roll call – Phil Brown (chair) & Robin Wright (co-chair). 

Welcome to new member Cheryl L. Brown, Associate Professor Political Science, University of North Carolina at Charlotte. 

Welcome to new Resource Panel member Latoya Thomas, Research and Communications Strategist, National Health IT Collaborative for the Underserved.
2:40 
Update on Triangle Community Foundation grant submitted on August 15 – Mark Kolman.

2:50
Update on NCHICA Conference NC CACHI presentation – Sherrie Cannoy, Marc Kolman & Karen Davis  

3:00
PHR Web Portal Demonstration: Duke and Pet eHealth Portals – Robin Wright

3:30
NC CACHI Website Update Proposal (refer to attached PowerPoint document) – Robin Wright

3:45
NC CACHI Business Card (refer to attached document) – Robin Wright

4:20    
Council Business

· Review action items from June 17, 2010 meeting (Appendix B) – Council Members.
· Review new action items
4:30
Adjourn

Future NCHICA Meetings

· Next NCCACHI Meeting: Thursday, September 16, 2010 2:30 PM-4:30 PM 
· NCHICA 16th Annual Conference & Exhibition, September 12-15, 2010, Grandover Resort, Greensboro, NC: Annual Conference
· Other NCHICA Meetings: NCHICA Calendar
· NC CACHI Website: Get Involved
Appendix A: MEMBERS 
Sarah Brooks
Phil Brown, NC CACHI Chair
Cheryl L. Brown, Associate Professor Political Science, University of North Carolina at Charlotte
Sherrie Drye Cannoy, Assistant Professor, Business Education NC A&T State University
Debra Cimbala, Independent Consultant and Engaged Consumer
Margo Corbett, Patient Advocate, Speaker & Author The Savvy Patient’s Toolkit & Founder of The Savvy Patient School
Karen M. Davis, VP Research Computing, RTI International
Allen Gray, Associate Professor, Nursing, UNCW (retired) and Captain, Nurse Corps, US Navy Reserve (retired)
Marc Kolman, Executive Director, Piedmont Health Care Consortium
Kathy Parkins
Joan Pellettier, Director, Triangle J Council of Governments’ Area Agency on Aging, representing the North Carolina Association of Area Agencies on Aging
Jody Riddle, Director Upper Coastal Plain Council of Governments - Area Agency on Aging
Chris Shea, Clinical Assistant Professor, UNC-Chapel Hill
PJ Tomolonius
Mike Weaver
Jeff Whisnant, Executive Director, Piedmont Health Care Consortium
Bill Wilson, North Carolina AARP
Robin Wright, NC CACHI Co-chair and eHealth Advocate
Members of the Resource Panel
Holt Anderson, Executive Director, North Carolina Healthcare Information and Communications Alliance
Linda Attarian, North Carolina Health Information Exchange
Bob Jackson, North Carolina AARP
Latoya Thomas, Research and Communications Strategist, National Health IT Collaborative for the Underserved
Andrew Weniger, Program Director, North Carolina Healthcare Information and Communications Alliance
Appendix B: DRAFT NC CACHI Business Card Version 2 (with updated logo)
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BACK

Engaging North Carolina Consumers in eHealth

Contact us to get involved or for information:

· Your Name, Your Phone Number 

· Contact NCHICA directly at 919-558-9258 
( http://www.nchica.org/GetInvolved/CACHI/intro.htm

( 3200 Chapel Hill/Nelson Boulevard, Suite 200, Research Triangle Park, NC 27709  
NC Consumer Advisory Council on Health Information is affiliated with North Carolina Healthcare Information and Communications Alliance
Appendix C: For reference, final email to Josh Stein send August 13, 2010 

Dear Senator Stein:

On August 3, 2010 the NC Consumer Advisory Council on Health Information held an education program on patient consent for health information exchange (HIE). We reviewed basic HIE information (using HHS Office of National Coordinator materials) and Linda Attarian and Robin Wright provided us with an update on the progress of the NC HIE Legal and Policy Workgroup. 

We held a detailed discussion regarding the NC HIE Legal and Policy Workgroup’s HIE patient consent recommendations:

· Pathway 1 - Opt-In (if no relevant NC laws are changed) and;

· Pathway 2 - Opt-Out with exception by provider (if relevant NC laws are changed).

The majority of the group (10 to 1) agreed with the Legal and Policy Workgroup's recommendation of Pathway 2 - Opt-Out with exception by provider. We believe this recommendation supports North Carolina healthcare consumers and adheres to the principles of The Nationwide Privacy and Security Framework for Electronic Exchange of Individually Identified Health Information.

The person not in favor of Opt-Out with exception by provider option was concerned about the inclusion of mental health information into the HIE. Subsequently, we're planning to continue our education by inviting a mental health professional to one of our meetings. 

Furthermore, to develop consumer engagement and trust in the NC HIE we recommend that:

· a consumer be appointed to the NC HIE board;

· a detailed plan for involving consumers in statewide HIE services is incorporated into the NC HIE Operational Plan (providing for consumer awareness, education, and empowerment);

· and the NC HIE budget fully supports funding for planning, developing, implementing, and maintaining a consumer HIE program.

NC CACHI is committed to supporting consumer adoption of HIE in North Carolina. Additionally we support the NC HIE board in being established as a trusted, transparent, and collaborative organization that equally represents all stakeholders.

We appreciate your support. Please let us know if you have any questions.

Sincerely,

North Carolina Consumer Advisory Council on Health Information
Appendix D: For reference, notes for Future Position/White Paper (from August 3, 2010 meeting)
Reference

· No consent.  Health information of patients is automatically included— patients cannot opt out.
· Opt‐out.  Default is for health information of patients to be included automatically, but the patient can opt out completely. 
· Opt‐out with exceptions. Default is for health information of patients to be included, but the patient can opt out completely or allow only select data to be included.
· Opt‐in. Default is that no patient health information is included; patients must actively express consent to be included, but if they do so then their information must be all in or all out.
· Opt‐in with restrictions. Default is that no patient health information is made available, but the patient may allow a subset of select data to be included. 
Principles Discussed

· Agree with the HIE patient consent selection by the NC HIE Legal and Policy Workgroup: Opt-Out with exception by provider (vote was 10 to 1).

· Developing consumer trust in NC HIE requires that a consumer be appointed as a member of the NC HIE board. 

· NC HIE needs to provide funding for consumer HIE awareness, education, and empowerment. 

· We discussed the Privacy and Security of individually identified health information. This link to The Nationwide Privacy and Security Framework for Electronic Exchange for Individually Identified Health Information provides an overview of this topic (synopsis listed below): http://healthit.hhs.gov/portal/server.pt/community/healthit_hhs_gov__privacy___security_framework/1173
· INDIVIDUAL ACCESS Individuals should be provided with a simple and timely means to access and obtain their individually identifiable health information in a readable form and format. 
· CORRECTION Individuals should be provided with a timely means to dispute the accuracy or integrity of their individually identifiable health information, and to have erroneous information corrected or to have a dispute documented if their requests are denied.
· OPENNESS AND TRANSPARENCY There should be openness and transparency about policies, procedures, and technologies that directly affect individuals and/or their individually identifiable health information. 
· INDIVIDUAL CHOICE Individuals should be provided a reasonable opportunity and capability to make informed decisions about the collection, use, and disclosure of their individually identifiable health information.
· COLLECTION, USE, AND DISCLOSURE LIMITATION Individually identifiable health information should be collected, used, and/or disclosed only to the extent necessary to accomplish a specified purpose(s) and never to discriminate inappropriately. 
· DATA QUALITY AND INTEGRITY Persons and entities should take reasonable steps to ensure that individually identifiable health information is complete, accurate, and up-to-date to the extent necessary for the person’s or entity’s intended purposes and has not been altered or destroyed in an unauthorized manner.  
· SAFEGUARDS Individually identifiable health information should be protected with reasonable administrative, technical, and physical safeguards to ensure its confidentiality, integrity, and availability and to prevent unauthorized or inappropriate access, use, or disclosure.
· ACCOUNTABILITY These principles should be implemented, and adherence assured, through appropriate monitoring and other means and methods should be in place to report and mitigate non-adherence and breaches.  
Appendix E: Action Log

	No.
	Date Opened
	Action
	Progress
	Who

	1
	8/3/2010
	NC CACHI members residing in North Carolina, review and comment on the NC HIE DRAFT Operational Plan. Open for comments from August 19 to 25, 2010: http://www.ncdhhs.gov/healthit/calendar/1008.pdf
	In Progress
	All

	2
	8/3/2010
	Write notes for future White Paper on HIE (refer to appendix of August 19, 2010 agenda)
	Done
	Robin Wright

	3
	8/3/2010
	Invite a mental health professional to discuss why mental health data should be included in HIE
	In Progress
	Robin Wright

	4
	8/3/2010
	Request funding to develop consumer HIE programs and materials. Sent to Josh Stein on August 13 (refer to Appendix)
	Done
	Robin Wright 

	5
	7/15/2010
	Invite eHealthcare technology companies to a future meeting to provide us with a demonstration of their product(s)? HIPAAT Inc. Consent Management Specialists? myHealtheVet?)
	In Progress
	Sherrie Cannoy 

	6
	7/15/2010
	Invite companies to demonstrate their consumer ‘HIE’ products: Clinivations?
	In progress
	Margo

	7
	7/15/2010
	Demonstrate eHealth patient portals. Note: Chris Shea reports that UNC’s portal is in development.
	In Progress
	Robin Wright

	8
	7/15/2010
	Read the Arizona HIE Consumer Consent document before the HIE consumer consent meeting on August 3rd.
	Done
	All

	9
	7/15/2010
	Explore the possibility of applying for a Triangle Community Foundation grant. Grant request sent August 15, 2010.
	Done
	Marc

	10
	6/17/10
	Review NC CACHI website and make recommendations to improve it. Ideas: Facebook, Twitter
	Done
	Robin

	11
	6/17/10
	Review NC CACHI draft business card and match to our mission.
	Done
	Robin

	12
	6/17/10
	Inform ONC about our willingness to work with them on holding a listening program in NC.
	In Progress
	Eva Powell

	13
	6/17/10
	Start linking state consumer advocate and see if they’re interested in developing a listserve to connect with each other. Possibilities: Create List Serve to update consumer advocacy key players and share information. Gain input on who are they, what they are focused on (region, group, etc.), who they support, what is their role, how do they support consumers? How can we help each other? 
	In Progress
	Eva Powell

	14
	5/20/2010
	Issue invitations to the following people attend one of our meetings:

· Jerry Fralick (NC CIO): Jerry Fralick Facebook Page
· State Senator Josh Stein (NC HIE member & former consumer protection with the NC attorney general’s office): State General Assembly
· State Representative Chris Heagarty: NC General Assembly
· Department of Justice NC HIE members: Kim D’Arruda & Chris Wilson 

· Maggie Jeffus: State Rep from Greensboro

· Adam Searing, NC Justice Center (recommended by Eva Powell)
	In progress
	Pending

	15
	6/17/10
	Create draft communication plan from the ‘in progress’ action items listed below.
	In Progress
	Robin

	
	5/20/10
	Think of ideas for a future op-ed piece for a news article for discussion. Ideas discussed at May meeting:

· A considered and studied view of consumer issues for HIE (see Markle eBill of Rights). 

· Inform people/legislators that NC CACHI is a resource & we will take up issues.
	Pending
	Jeff Whisnant& Robin Wright

	
	Add to Communication Plan (from past meetings)
	Develop list of activities and timetable:

1. Consumer Brochure-- Advantages of EHRs

2. Other possible brochures—

a. Advantages of PHRs

b. Difference in EHR, PHR, HIE

3. Dictionary of acronyms

4. Creating presentations for organizations and groups involved in HIE/EHR/PHR efforts 

5. Develop final business card (Sherrie Cannoy)

In development of materials, we need to consider:

· Whether to include a byline/Slogan for CACHI to be used on CACHI materials?  

· Including the approach of “What’s in it for me (the consumer/patient)?”

· How consumers will weigh value and desire and convenience of information with security/privacy

· Creating a set list of questions (and potential answers) that consumers may have at presentations or from reading brochures: 

· Using the list of “Talking Points of PHRs and HIT” for presentations and creation of materials

· Outlining content to include advantages of electronic HR, privacy, confidentiality, legal recourse, etc.

· Developing a plan for including health care providers in the educational testing, i.e., physician groups, hospitals, long-term care providers 

· Need to work on funding ideas (NIH, HIE, etc.)

· Focus groups and consumer listening sessions
	In Progress
	Robin

	Completed Action Items

	
	
	
	
	

	
	
	
	
	

	
	
	
	
	

	
	
	
	
	

	
	7/15/2010
	Write a cover note to Josh Stein containing NC CACHI offer of service to NC HIE and send him the final mission statement by July 20, 2010.
	Done
	Robin

	
	7/15/2010
	Send NC CACHI members the NCHICA Business Continuity & Disaster Recovery document.
	Done
	Holt

	
	6/17/10
	Find one page synopis of NCCACHI & send to Shabaz (robin). Note: Refered him to website & new mission statement.
	Done
	Robin

	
	6/17/10
	Eva will send us info on Campaign for Better Care
	Done
	Eva Powell

	
	5/20/2010
	Provide a link to the NC HIE meetings. 

Update: The NC HIE 

http://www.ncdhhs.gov/healthIT/
Bonus Link to the US HHS national consumer website launched July 1 (thanks Allen Gray!): 

http://www.healthcare.gov/

	Done
	Robin Wright

	
	5/20/2010
	Work on a draft general statement (shorter version of mission/vision?) to bring to the group for discussion for our June 17th meeting (current message highlights engagement, participation, & education of consumers). Can we use this information on a business card?
	Done
	Sherry Drye Cannoy

	
	5/20/2010
	Talk to Laura about developing a consumer friendly website (do we need to purchase a new domain for NC consumers?). Update: Laura is willing to help with this after the 6th AMC Security & Privacy Conference (ends June 7).
	Done
	Robin Wright
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