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North Carolina Consumer Advisory Council on Health Information

Draft Agenda

Thursday, June 17, 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 introductions and announcements (Appendix A)—Phil Brown (chair) & Robin Wright (co-chair): Welcome to potential new members Brett Obringer, Shabaz Rabbani, and Cheryl Brown (she will attend our August meeting).
2:50   
Review action Items from May 20, 2010 meeting (Appendix B)—Council Members

3:15
Provide feedback regarding HIE consumer consent issues for June 18th NC Health Information Exchange Policy meeting (refer to Appendix C)—Robin Wright   

3:45   
Other business—Council Members

· Eva Powell (Director HIT National Partnership for Women & Families) suggests that NC CACHI team up with the Southern Piedmont Community Care Plan, Inc. in Concord. They were awarded one of the Beacon Community grants and plan to focus on "care coordination for patients with diabetes, heart disease, hypertension, and asthma by engaging patients and providers in bidirectional data sharing through a Health Record Bank, empowering patients and family members to participate in self-management through patient portals, and expanding access to care managers to facilitate post-discharge planning." This could be a very strong collaboration: NC CACHI could provide the policy expertise and SPCCP could provide the real world experience and examples of how HIE can benefit consumers.  
4:25    
Review active actions items
4:30
Adjourn

Future NCHICA Meetings

· Next NCCACHI Meeting: Thursday, June 17, 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: NC CACHI Members
TARA Please add membership list here.

Appendix B: Action Log
	No.
	Date Opened
	Action
	Date Closed
	Who

	1
	5/20/2010
	Provide a link to the NC HIE meetings. 

Update: The NC HIE Website is in development This is the temporary website: http://www.healthwellnc.com/UpcomingHWTFMeetings.aspx
	Pending
	Robin Wright

	2
	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 
	Pending
	?

	3
	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?
	Pending
	Sherry Drye Cannoy

	4
	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

	5
	5/20/2010
	Jeff and Robin will 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

	6
	Possible Actions (from past meetings)
	Develop list of activities and timetable:

1. 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 

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.)
	NA
	NA


Appendix C: Reference Information for June 17th Meeting

The Five Consent Models (from TN; Opt-in / Opt Out / Mixed Model)
No consent 
This model provides no opportunity for accommodation of individual preference with respect to participation in electronic exchange, so the health information of patients under the care of a participating provider organization is automatically included in and available (often according to certain rules) through the exchange.  This model is typically found in states that require no additional provisions for the electronic exchange of health information beyond the federal floor set by the HIPAA privacy regulations.  In these states, electronic exchange can take place irrespective of and without obtaining patient preferences for participation (within the bounds of applicable federal and state laws).  Not all HIOs with this authority exercise it, but no consent should be considered as an option in the spectrum.  
One interesting permutation of this approach is the possible requirement that patients be notified of their participation in the exchange and educated as to what the exchange does, how the information is used, and what purpose(s) it serves.  Another possible version of this model provides no opportunity for accommodation of individual preference with respect to participation in electronic exchange (meaning that all data flow into the exchange), but does require that patients be afforded the opportunity to exercise consent for making the information available for any purpose not already permitted by law (e.g., public health surveillance).  This means that while patients would have no ability to constrain the flow of their information into the system, they would have some authority to determine how (e.g., by whom, under what circumstances) it can be used.  It should be noted that this concept may also be applied to the opt-in model described later in this section. 

Opt-out 
In an opt-out model, the default is for all or some pre-defined set of data (e.g., labs, summary record information) to be eligible automatically for exchange, with a provision that patients must be given the opportunity to opt out in full.  In a typical opt-out scenario, this could mean either that the information of the patient who opts out is collected through the exchange (and used only for legally permitted purposes, such as public health reporting), but never shared with other providers for clinical care, or that the patient’s preferences are captured and propagated such that his / her clinical information never even enters the exchange.  Regardless of where in the system the information exchange is blocked, this option allows for no granularity of patient preference, meaning that a patient’s information is either all in or all out.  Many electronic exchange models with the legal authority to adopt the no consent approach ultimately end up using an opt out approach instead.  
Opt-out with exceptions 
In an opt-out with exceptions model, the default is that all or some pre-defined set of data types are eligible for exchange, but patients can either opt out in full (as described above), or: 1) selectively exclude categories of data / specific data elements from the exchange; 2) limit exchange of their information to specific providers / provider organizations; and / or 3) limit exchange of their information for specific purposes.  The trade-off with this level of patient accommodation is that it is technically and procedurally more complex to administer and manage.  Very few electronic exchange models have allowed for full granularity in the choice of data type exchanged, but some have allowed patient choice as to which provider types may gain access to their data via the exchange.  Granularity of exchange at the individual provider level is procedurally more complicated and could pose additional management challenges.  For these and other reasons, it has rarely been implemented.  Most entities engaging in electronic exchange have not yet attempted to allow granularity with regard to purpose specification, as very few are currently using the information for purposes other than clinical care delivery and public health.     

Opt-in 
In an opt-in model, the default is that no patient data are automatically made available for electronic exchange.  Patients wishing to make all, or a pre-defined set, of their information available must actively express their desire to participate.  This option allows for no granularity of patient preference—meaning that a patient’s information is either all in or all out.  Once participating, patients who opt in have no control over what information is shared, how, with whom, or for what purpose. The only exceptions here are: 1) permission is later revoked by the patient; or 2) other protections extend to the data (e.g., marketing provisions in the HIPAA privacy regulations). 
Opt-in with restrictions 
In an opt-in with restrictions model, the default is that no patient data are automatically made available for electronic exchange.  Patients wishing to make all, or a pre-defined set, of their information available for exchange must actively grant their consent to participate.  They then have the option to make all of their information eligible for exchange or: 1) include only specific categories of data or / data elements; 2) enable information to flow only to specific providers; and / or 3) allow their information to be exchanged only for specific purposes. 
The CareSpark organization, which spans areas of both Virginia and Tennessee, therefore has chosen an opt-out model.  However, the CareSpark Board of Directors felt strongly that community members involved in the exchange should be well educated about the process. As a result, CareSpark established an opt-out with notice policy, meaning that no data are included in the system until the patient has received at least minimal education about the exchange.  At present, this education occurs largely in provider settings.  CareSpark leaves the question of whether more strenuous consent policies should be used to the discretion of individual provider organizations. If provider organizations prefer, they can require express consent (or denial thereof) from their patients.
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