Yellow = “major” recommendations

Grey = issues that require discussion even though not “shaded” in draft report

Theme 1, Governance
· There is consensus that there is value in linking clinical and claims and other data

· We desire a single point of accountability which would be a government agency

· MHDO could (should) provide this single point

· MHDO Board should be reconstituted (note membership suggested in “guidance”)
· MHDO Board should promulgate rules regarding handling of clinical and claims data

· There needs to be a mechanism for the submission, release, disclosure and use of clinical, claims, and other data that is as comprehensive as possible, recognizing that improvements in technology will allow ever increasing data flow possibilities.

· (From “guidance”): Rules should address 
· the submission of data and the reporting requirements, to include clinical, claims, and other data, and reporting by various sources such as providers, payers, and other sources currently reporting to the MHDO

· appropriate release of deidentified or aggregated data, minimally necessary PHI for TPO, and the review, approval, and appeals process for the request of data
· MHDO needs to identify what data elements should be requested without duplicating what is already collected
Note that grid here suggests MHDO be given legislative oversight of clinical data. May be helpful to define “oversight.”

· Merge Maine Quality Forum into MHDO

· MHDO Board must be held accountable (by its reconstitution?)

· From final Theme 1 recommendation, below:

· There need to be methods for ensuring accountability of the MHDO Board

· Establish and lead ongoing multi-level advisory groups which represent the broad spectrum of stakeholders at the organization and individual consumer levels. 

· Maintain “high regard for opt-in/out model for clinical information submission; consider similar choice model for claims

· Ignores authorization agreement between plan members and payers

· Requests for (de-identified) linked claims and clinical information only be granted to approved users of the information based on the reported uses of the data as well as ability to safeguard the information
· This is for linking, not access to each individual data set

· PHI should be viewable only for TPO purposes. “Minimally necessary” PHI can be used for public health purposes (what?). The value of this use should be balanced against consumer/individual protections.
· “Action” section reads: “MHDO rules must comply with these principles and must consider and honor the circumstances under which the data was submitted or exchanged.  In addition to the APA requirements for submitting provisionally adopted m-s rules, a description of the analysis performed to ensure that the rule comports with these principles must be submitted along with the provisionally adopted rules to the HHS Committee. (Not clear what this means)

· Require that linked claims and clinical information only remain identifiable for the purpose of the linking process itself.  Once linking is complete. The member information should be de-identified and stored in an encrypted state using the highest standards…

· This requirement must be specifically stated in rules
· We need to have a viable financial model

· For what specifically:

· Operation of linking and de-identifying claims and clinical??

· “providing claims and clinical data to qualified requestors”

THEME 4: (As included within Theme 1 above)
· There need to be methods for ensuring accountability of the MHDO Board (See above)
· Establish and lead ongoing multi-level advisory groups which represent the broad spectrum of stakeholders at the organization and individual consumer levels. 

THEME 2 Data Protocols::

· Support the goals of the state health care data provider to responsive and timely, accurate, accessible, streamlined and secure.

· Support the state’s health care data provider (MHDO) effort of building on its existing systems to take advantage of newer technologies better suited to meet the changing needs of the market, such as building a highly robust and secure data warehouse.  

· Support national standards for data collection and distribution as appropriate. 

· This section of the report should be enriched by  (first 2 as suggested by J Harrison)
· Summary of the Deloitte report and recommendations

· Summary of MHDO management plans and milestones in place to implement the recommendations

· More specificity around other MHDO plans for ensuring more timely data availability, given that these concerns drove the original creation of the LD 1818 work group

THEME 3, PHI:

· Balance consumer privacy considerations regarding the safeguarding and disclosure of PHI with the societal imperative to drive higher quality and more affordable health care.

· Under guidance: Enact rules and policies consistent with the opt-out and opt-in described in Theme 1

· Opt-in/out is in place for the HIE, does it need to be in place for the MHDO?
· Also under “guidance”: Consumers must have tools available to them to become active engaged consumers. Patients must have the tools available to access their personal health records in a variety of ways…

· The NMHDO should consider ways of providing consumers “digital access” to their personal health records. (Draft states this is critical to the “value chain” as consumers consider whether or not to allow their clinical data to be collected.)

· Isn’t this a provider or even a health plan function?  Also seems very expensive and a service to individuals possibly not worth the cost. Providers and health plans are motivated by the “market” to provide services like this. Information should flow from claims and clinical (HIE to collect data from disparate sources and encounters) back to provider who could then supply it to patient.
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