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North Carolina Consumer Advisory Council on Health Information

Minutes
Thursday, December 16, 2010

2:30-4:30 pm

Location:  NCHICA conference room, Directions
Web (GoToMeeting):  https://www1.gotomeeting.com/join/783491777
Conference Call: 712.451.6000, Passcode 197738#
	Agenda Item
	Who

	Brief introductions. 

Note: Our last meeting was November 18.
	All

	Discuss the NCHICA/CACHI Brochure: Get to know the facts about Electronic Health Records
http://www.nchica.org/GetInvolved/CACHI/EHR%20brochure.pdf
Who is the audience for this brochure? (This brochure was developed when NCHICA participated in the HHS Electronic Health Information This was part of a consumer education effort. NC CACHI handed this out at the NC HIMSS meeting “Takin’ IT to Jones Street.”)

Chris Shea is going to get feedback from his students. 

We agreed to share with other groups and get their feedback. 

Comments:

This is appealing to professional organizations, may be too complicated for consumers. More appealing to older consumers. How can we change the messaging to appeal to all NC consumers?

May be too simplistic and doesn’t cover all the bases.

Could we obtain an EHR communications grant to develop a public relations campaign in NC? ONC has allocated funds for a national campaign and it was kicked-off 2 months ago. ONC is starting to hold meetings with consumers. Which components of HIT would be interesting to consumers? 

Allscripts has a connection to Microsoft HealthVault. There are a number of vendors that are involved in PHR activities. 

Current HIE activities are focused on providers, not on consumers. The goal is to develop a HIE system first and educate providers.

The terminology is confusing. 

We should focus on providing generic and basic information. Do we need to create more than one brochure? Suggestions: What are the rights of consumers regarding their electronic health records? What is EHR? What are your rights? What does this change mean to you? 

The brochure highlights the benefits and puts EHR privacy and security in a very positive message. Is the current brochure balanced in its message. Should patients have any concerns? What are risks of EHR? 

We should check the Carespark information: http://www.carespark.com/dev/index.php?option=com_content&view=article&id=14&Itemid=38
Does the UNC school of public health have any information? Chris will check and see if they would be willing share; guidelines for developing information for consumers or if there are groups that have developed EHR materials or know of those who have.

Looks very appealing and works well for older vision. 
Cover panel sheet (under “Other benefits are:”)
Delete the “are” above.
In second bullet, I would change “would end up” to “could end up”
 
Inside sheet:
 
1st para – change “will be beneficial to” to “will benefit”
 
2nd para – change “installed” to “completed”
 
Last para – not sure the last sentence makes me feel warm and fuzzy – “as safe as possible”
 
Bullet formatting around center graphic needs work.
 
I would delete the sentence:  “Just like with banks . . .

The following two paragraphs begin to get to the “benefits” of EHR.  I would suggest that we rework those paragraphs into the benefits section on the back of the flyer and make that the second section.

I think the third panel on the inner page should remain privacy and security.

The back page should become the “Accessible” section, but would like to consider changing that title to “Access”

The, “This publication is made possible through the . . .” sentence should end with “Information Technology”

As I look at the NCHICA mission, I am wondering about the work “enabling” and wonder if we should replace it with “responsible, enabling” or just “responsible”.

 

The Advisory Council also said that the brochure was too wordy.  So if we can consider that . . .   

 

Have we checked the language for reading level??

 

With regard to how appealing it looks, I notice that the picture under “Privacy and Security”  is hard to see/comprehend and is inconsistent with the others, which depict people. 

 

Questions the Council asked were about: opting out; whether they would receive only an electronic copy of their record if a copy was requested (citing that many don’t have access to computers); will this mean that more doctors will refuse to accept Medicare patients due to the higher costs of EHR’s; what about access to these records for research studies; how would records be transferred to doctors who may be out of the network of the original doc; is this a “universal permission to treat”?

 
	All

	Any other business.
Marc Kolman has been talking to MetaAnalytix (an NCHICA member company) to explore if their product could be used for a consumer application. For discussion purposes he is going to share a simple report with us and invite them to our next meeting in January. Our goal would be to learn about available applications and how we might recommend they be used. 
	All

	Adjourn. 
	All


Future Meetings

· Next NCCACHI Meeting: Thursday, January 20 2011 2:30 PM - 4:30 PM 
· Other NCHICA Meetings: NCHICA Calendar
· NC CACHI Website: Get Involved
Appendix A: Members (attending members checked (Done)
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
( - 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
( 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
Jeff Whisnant, Executive Director, Organization to Provide Equal Access to Technology, Inc.
Bill Wilson, North Carolina AARP
( Robin Wright CPHIMS, NC CACHI Co-chair and eHealth Advocate

Debbie Zanes, Duke University Hospital
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

Eva Powell, National Partnership for Women and Children
(  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: Action Log

	No.
	Date Opened
	Action
	Progress
	Who

	1
	12/16/2010
	As UNC Chapel Hill students for feedback on the NCHICA/CACHI Brochure: Get to know the facts about Electronic Health Records

	In Progress
	Chris Shea

	2
	7/15/10
	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 

	3
	7/15/10
	Invite companies to demonstrate their consumer ‘HIE’ products: Clinivations?
	In progress
	Margo Corbett

	4
	6/17/10
	Inform ONC about our willingness to work with them on holding a listening program in NC.
	Pending
	Eva Powell

	5
	6/17/10
	Start linking state consumer advocate groups 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? 
	Pending
	? (from Eva Powell)

	6
	7/15/10
	Demonstrate eHealth patient portals. Note: Chris Shea reports that UNC’s portal is in development. Note: Robin demonstrated the Duke & Pet portal at the August meeting.
	Ongoing
	All

	7
	5/20/10
	Issue invitations to the following people attend one of our meetings:

· Jerry Fralick (NC CIO): Jerry Fralick Facebook Page
· Done: 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)
	Ongoing
	All

	8
	Updated on 10/21/10

6/17/10
	Draft communication and consumer engagement work plans
	In Progress
	Marc Kolman

	
	
	
	
	

	
	8/19/10
	Develop business card based on agreed design.
	In Progress
	Robin Wright & Laura

	
	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

	
	Collected from multiple meetings 
	NC HIE Consumer Awareness and Education:

1. Brochure: Advantages of EHRs

2. Other possible brochures—

a. Advantages of PHRs

b. Differences in EHR, PHR, HIE

3. Dictionary of acronyms

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

Considerations:

· 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
	Pending
	Robin Wright

	Completed Action Items

	
	11/18/2010
	Read NCHICA/CACHI Brochure: Get to know the facts about Electronic Health Records
http://www.nchica.org/GetInvolved/CACHI/EHR%20brochure.pdf
Provide your feedback to Robin Wright before the December 16th NC CACHI meeting.
	Done
	All

	
	8/19/10
	Triangle Community Foundation grant submitted on August 15. Response expected by December 30, 2010. 12/16/2010-the grant was not awarded to NC CACHI. This was a very competitive grant and we were not selected because our project was not as ‘tangible’ as other projects. 
	Done
	Marc Kolman

	
	8/19/10
	Update NC CACHI website
	Done
	Robin Wright & Laura

	
	8/19/10
	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
	Done
	All

	
	8/19/10
	Review the Update ONC Tiger Team, August 16 letter: http://healthit.hhs.gov/portal/server.pt?open=512&mode=2&objID=2833&PageID=19477

	Done
	All

	
	8/3/10
	Invite mental health professionals to discuss why mental health data should be included in HIE (Robin Huffman and Dr. Michael Lancaster)
	Done
	Robin Wright

	
	7/15/10
	Read the Arizona HIE Consumer Consent document before the HIE consumer consent meeting on August 3rd.
	Done
	All

	
	8/3/10
	Request funding to develop consumer HIE programs and materials. Sent to Josh Stein on August 13 (refer to Appendix)
	Done
	Robin Wright 

	
	7/15/10
	Explore the possibility of applying for a Triangle Community Foundation grant. Grant request sent August 15, 2010.
	Done
	Marc Kolman

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

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

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

	
	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 Wright

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

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

	
	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). 
	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). Note: Website updated November 2010.
	Done
	Robin Wright
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