10/25/2012
Theme 1 & 3 Subcommittee meeting

Attendance:

Colin McHugh – Anthem BC/BS
Dawn Gallagher – OSC/HIT
Shaun Alfreds - HIN
Dev Culver - HIN
Josh Cutler – ME heart center, MMA

Kathryn Pelletrau - MHDO
Poppy Arford - Consumers
Elizabeth Mitchell - MHMC
Kim Cook – on behalf of Jim Harrison/on Point

Tom Bradley – AG’s office
Judy Lauren - MHMC
Karynlee (by phone) - MHDO
Barbara Leonard (by phone / heading to meeting)

Paul Gauvreau – AG’s office
Focus for today: 
· defining terms

· differentiating entities 

· review language of LD 1818draft recommendation
· PHI models

· Collection, storage, etc.

· Integrated vs. merged model

Will be reporting back to LD 1818 group at its next meeting
The recommendation
· Reflects input of many parties

· Three types of PHI merging

· Intergrated, merged, “combined”

· Dev – “linking” could also stand in for “combining”

· Group: “linking” has value

· Single point of accountability should be government agency

· MHDO could serve as that point

· Reconstitute MHDO board to ensure 

· Also provide for ongoing advisory groups

· Board-member chaired

· Represent consumers and stakeholders

· Two structures in place:

· MHDO

· HIN

· Dual role:

· Private entity

· Contract for state HIE

· Must examine roles of both structures to improve quality, access, and timeliness

· Look at role of HIE

· What is it? What does it mean? Where does it sit?

Group reactions to recommendations:

· Dev – change spelling to HealthInfoNet

· Shaun – contract with state is to perform services under HIE cooperative agreement

· HIN doesn’t get paid to provide services to the state; there has been grant funding, but no payment-for-services or ongoing contract

· Josh – clarify cooperative agreement

· Dev – federally defined for HIN; HIN is beneficiary of grant under cooperative agreement

· Dawn – HITECH & ARRA established ONC, which is an agency alongside medicare & Medicaid; ONC exists outside medicare and Medicaid, who run their own meaningful use programs.

· ME established OSC, currently under DHHS commissioner’s office

· HIT program in Maine is tied to MaineCare and DHHS commissioner’s office

· HIN had been serving as health information handler in other contexts; cooperative agreement (runs from 2010 to September 2013) granted HIN $4.4m to run HIE; REC grant came directly from ONC to HIN
· Josh – did HIN have to receive any state designation to receive these funds?

· Dev / Shaun – no; funds flowed from ONC to HIN
· Dawn – did have to have OSC; states could decide how exchanges would be formed; can have multiple exchanges if a state desires; Maine chose “state-designated, statewide, health information exchange.” However, this term was never defined by statute. 
· Functional definition: as long as HIE has certain opt-in, opt-out provisions, HIE can fulfill role

· Executive order designated HIN as SDHIE

· Kim Cook – reword to “HIN, a private entity that currently operates as SDHIE and currently receives money through cooperative agreement”

· Cooperative agreement was only for $ to operate/expand; didn’t CREATE HIN.

· Colin – concerned that it makes it sound like there is only one HIE

· Dev – most states have single umbrella organization setting framework for HIEs
· Poppy – is there any regulatory framework for HIEs?

· Dev – HIPPA; Shaun – 22 MRSA 1711-C both cover SDHIE

· Dawn – rules are in statute, not regulations; also, no statute defining SDHIE

· No application process

· Shaun – nothing technically prohibits competing HIE

· Poppy – who is responsible to make sure statutes are being adhered to?

· Dev – HIPPA covered entities are responsible for their own data

· HIN manages data on behalf of covered entities as a business associate
· HITECH act integrated regulations re: covered entities against business associates (e.g. HIN)

· Dawn – HITECH Act also gave state AGs [power over HIEs?]
· Dawn – Board of HIN is a private board, not like MHDO w/ public interest board

· Shaun – disagrees; HIN board has 4 gov’t members; goal was to assure it had public, payor, provider, and consumer community

· Several state health commissioners are part of board, named by office; comes from HIN bylaws and charter
· Dawn – MHDO’s board composition is defined by statute. That was the difference Dawn intended to highlight
· Dev – not sure he agrees…

· Josh – how are non-named HIN board members selected?

· Dev – indicates class/category; “consumers,” “public members,” etc.

· Built so that no one stakeholder has a majority vote

· Poppy – HIN can change bylaws?

· Shaun – yes, w/ 2/3rds board vote

Josh – shelve recommendation; Josh wants these issues examined further
Colin / Theme 3 – Jim’s diagram (see online materials)
· What is a comprehensive dataset?
· Integrated v. Merged (ref: comprehensive data set chart; online materials)

· Integrated:

· Merged:

· Claims from MHDO & Clinical from HIN are linked

· Allows creation of data extract including both kinds of datas
· Should this group be making technical recommendations?

· Specify that “linking” should meet certain requirements in, say, and RFP, and allow vendor, etc. to deal with technical aspects

· Colin – two competing ideas:

· Merge a master data set under MHDO

· Keep data sets separate, but allow linking for data outputs

· Dev – what questions need to be answered, and what is the minimum amount of data necessary to answer those questions?

· Use minimum amount to maintain consumer trust/confidence

· Paul G – HIPPA “minimum necessary” doesn’t apply to providers exchanging PHI amongst themselves

· Does apply to exchange of PHI to health plans

· Define objectives carefully, precisely

· Problem comes when HIN / providers has to redact “unnecessary” PHI

· Dawn – at some point we will have to get to particulars of the data (PHI, aggregated, etc.)
· Integrated model: who owns the data?

· Multi-stakeholder review of data requests would be necessary

· If request is not for PHI, then requested data is extracted

· If request is for PHI, minimum necessary analysis is applied before data is released

· Merged model: claims and clinical (in different databases) are linked to produce “data extract”
· Linking occurs after multi-stakeholder review

· For PHI, minimum necessary analysis occurs BEFORE data are linked/extracted

Poppy – consumer trust is low in gov’t and private entites

· Risk & Benefits & Limitations

Poppy – how would integration v. merge change things for HIN?

· Dev – HIN under a mandated model

· Kathryn Pelletreau – mandated by whom?

· Dev – current framework is voluntary

· Kathryn – is voluntary the only way to run it?

· Dev – consumer consent was decision made by board; trust is a factor; voluntary by PROVIDER and PATIENT was necessary for trust; even an incorrect perception can harm trust
· Dev - Legally, no obligation for HIN to voluntary

· Dev – if data goes elsewhere, opt-out rate will increase
· Dawn – what does MHDO do with clinical data that isn’t TPO?

· Dev – no idea; MHDO isn’t a HIPPA covered entity though
· Dawn – couldn’t legislature limit MHDO to releases of clinical data only for TPO?

· Perhaps a “point system” to determine whether data should be released?

· Dev
 – Clinical data is currently managed as only treatment data; those with TPO rights already have access. What is the usage BEYOND TPO for those entities that could be in the exchange? TPO is already taken care of by HIN
· Dev – HIN hasn’t excluded the participation of any covered entity; provider community is pushing for more uses of clinical data (e.g. ACOs), and more covered entities are becoming members

· Elizabeth Mitchell – should form drive function? What data do users need from MHDO that they aren’t getting now?

· Colin – fundamental issue is MHDO data; currently, of limited use; can only be used for deidentifed studies
Paul G – not necessary for Maine to commandeer MHDO; use MHDO as it is set up, amend MHDO statute to require clinical data; choose that HIN handle the data, and still allow opt-out
· Elizabeth Mitchell – HOW we get data is less important than GETTING data
· Shaun – MDHO is not currently voluntary, correct? Group: agrees.

Poppy – new system must pass “test of trust” of consumers/public

· Lots of fuel for the fire of public distrust

· However, if consumers can be made aware of REAL BENEFITS TO THEM from participating, incentivizes consumer participation
Kim Cook – could our recommendations focus on end-goals rather than underlying structure?
· Colin – so far, have sought stakeholder feedback; struggling with how to make sense of combining claims and clinical information; point of diagrams is not technical – it’s OWNERSHIP of data and GOVERNANCE of data
· Elizabeth Mitchell – recommendations, absent a basic structure, are less powerful than both together.

· Josh – be aware of what debate evolved into: current situation
· Must meet needs of data users without upending what we’ve already achieved

· Paul G – MHDO had many structural impediments; there are also many externalities:
· Federal gov’t databases (medicare, Medicaid)

· Users need this data, but we’re powerless to get it

· Kathryn Pelletrau – we focus on clinical and claims, but MHDO has other roles – be careful not to disrupt the other functions of MHDO
· ## There are also other sources of DATA – census, etc.
Colin – step 1 is making the MHDO more useful.

· Step 2 is how do you combine clinical & claims data?

· Issues: ownership, mandates, etc.

Kathryn Pelletreau: what are other issues with MHDO?

· Absence of PHI; can’t be re-identified

· Limitations on longitudinal use

· ## MHDO is used in many ways by many users; now, we just want to “kick it up a notch”
Dawn – return to recommendation & “risks, benefits, limitations” analysis

· Give LD 1818 group a couple of different models to compare

· Idea is to report out only factual information, but then policy devolves to state agencies

· EM:

· Efficient

· Effective

· Most accountable gov’t structure

· Dawn - Gov’t structure is most likely necessary – i.e. MHDO
· To ensure efficacy & efficiency, how do we change MHDO structure?

· MHDO board recognizes changes are necessary

· Recognized that, regardless of model, governance structure must accommodate a broad public interest
· Paul G – as powers of MHDO grew, board grew to a “lugubrious leviathan”

· Underlying structure was infirm; it’s critical that all stakeholders are represented; meaningful advisory committees are necessary

· Smaller, more manageable board will work; must respect advisory subcommittees

· Dawn – PUC “combined intervenor” mode; one board member responsible for representing multiple interests

· Poppy – currently, MHDO board is unpaid. Board member attendance was irregular and hampered progress
· Dawn – issue: must be some financial incentive for board members?

· Kathryn P – no; that wouldn’t work. Perhaps clearer definition of rules & attendance policies, etc.

· Advisory group structure is incredibly staff-intensive
· MHDO is almost 100% assessment-funded; should be pushing costs DOWN, avoiding administrative busy-work
· How do you fund support for growing MHDO responsibilities?
Josh – Summary of MHDO board under “merged” model
· Currently no recommendation that data go anywhere other than where it already goes
· Time to time, this data must be linked

· Is it the MHDO board the entity that will decide when/why data sets will be linked?

· Does the group agree?

· Consensus: entity making this decision will be public

· Dawn – selecting MHDO provides flexibility

· Kathryn P – board is currently very informal; a recommendation out of this group to restructure the MHDO board would be useful.
· Elizabeth Mitchell – put state coordinator/OSC on MHDO board

· Shaun – disagrees with going down structure route; deciding governance will define structure; HIN has many limitations on releasing data and can only meet structural goals with governance/oversight allowing it to meet those roles
· Elizabeth Mitchell – consensus around an integrated structure under MHDO?
· ## – technical solutions are irrelevant, allow the RFP vendor to solve that; there is no difference
· Colin – idea is to illustrate OWNERSHIP & CONTROL of data, not location/technical details
· Kathryn – MHDO already works with a restricted data set; exhaustive, robust security around data requests
· Give successor to MHDO authority
· Dev - agrees, generally
· Difficulty is what data should be made available under what conditions
· Dev – HIN is merely an engine; if clinical data needs to be available, authority/direction for HIN to do that must come from PROVIDERS, under current structure.

· Paul G – example is how CDC/Providers/HIN work together on reportable conditions

· Josh – mandate or voluntary?

· Shaun – business interest – perceived value to organization providing the data – incentivizes quality data

· Poppy – What will fill end of grant for HIN in September 2013?

· Shaun – provider community currently pays HIN’s bills; has a positive sustainable revenue model; customers pay for a service
BREAK
Josh – What sort of end user would want/need PHI?

· Shaun – any data submitter that is a covered entity

· Health services research question: IRB, voluntary human subject research

· Josh – matched or identified?

· CE – identified to link back to data

· Research – must maintain consent from every patient; Josh – that’s customary IRB process now

· Big Pharma

· Marketing companies

· Josh – most people don’t care about PHI except those who are already using it

· Shaun – linking requires identified information
· ACOs?

· Shaun – Covered entity / TPO already

· Dawn – what if ACO wanted data on other ACO’s patients?

· Not possible – requires patient relationship

· Elizabeth – only providers see identified data; others see aggregated/deidentified information
Poppy – when do consumers ever get to see their own PHI?

· Paul G – consumers have a hard time getting data from various providers
· Dev – one of HIN’s purposes was to get patient info to patients; key part of building trust 

Colin – what do we have consensus on?
· High-level governance structure

· Some kind of MHDO board that provides oversight  as we combine clinical & claims data

· Group: consensus

· Elizabeth: including other data (hospital, CDC, etc.)?

· Group: yes

Maine Quality Forum
Dawn – in w/ Dirigo health; funding ends DEC 31 of 2013

· What would happen to MQF after that date?

· Josh – MQF has staff of one

· Karynlee – disagrees; Dirigo Health Agency has many folks working on quality information; includes coop with Muskie School
· Dawn – what is FTE equivalent?

· Karynlee: 2-3; 2 state employees + 1 coop employee
· Dawn – any current grants?
· Karynlee: total quality expenditures have been minimal; most are supported by primary funding (usu $900k-$1m; closer to $2m now; reflects new projects being undertaken)
Josh – MQF originated as public reporting entity for providing quality information about healthcare

· Developed set of quality measures that form “Chapter 270” measures
· Data that providers can be compelled to submit

· Also encompasses quality improvement functions

· Incl. the spread of health information technology throughout Maine

· MQF’s major project: collect & report “patient experience of care” data

· MQF has supported analyses of MHDO data in the past

Karynlee – MHDO is responsible for Ch 270 laying out quality metrics

· Quality forum makes recommendations to MHDO board for revisions to CH 270

· Changes are “major substantive.”

· Important dataset that many stakeholders rely on

· Dirigo Health is scheduled to be defunded at end of 2013; not sure where MQF will go, or just “go away.”

· Patient-centered medical home project spans many agencies;  CMS contract is with Dirigo Health
· Dirigo health is collecting the CMS data on patient-centered medical home patients

· Important to decide where these things will be moved, how these projects will continue
Josh – this group could recommend that MQF be transitioned into MHDO

· Shaun – where would funding come from?

· Dawn – there is money available for administering meaningful use program

· 90-10 federal match; 10% state must pay can be “in-kind”

· Could be used to supplement meaningful use quality program
· Elizabeth – not opposed to moving MQF to MHDO; MQF engages in many critical projects

· MHDO should remain a source of data, but any reporting function should be limited to users; not MHDO presentation.
· Dawn – where MQF worked on meaningful use or HIT issues, 90-10 funding could apply 

· Josh – MQF has engaged in analysis in the past; presentations to the public, interpreting data for the legislature. Even though MQF doesn’t meet MHDO mission exactly, is MQF reporting and analysis still okay?
· Elizabeth – yes; just don’t put any “pre-fabricated” limitations on the data before presenting to users – give raw data to data requestors.

· Josh – agrees.

· Poppy – No private entity would be interested in reporting quality & cost data for consumers; should provide for some governmental agency to provide that information
· Josh – MQF was designed to decide what should be reported; reporting grew at consumer demand.
· Kathryn P – if MQF moves over to MHDO, how will MQF be governed?

· Subject to MHDO board?

· Comes to MHDO intact with current oversight/review?

· How can you ensure that there won’t be any pressure on MHDO funding?

· Paul G – did legislature discuss consequences of defunding of MQF?

· Kim Cook – discussion wasn’t public; was done in caucus

· Karynlee – defunding was through the budget; no other avenue

· Statute hasn’t been repealed; how do you run an agency without funding?

· Paul G – authorize unfunded entity to apply for grants, outside funding

· Would have to be authorized by statute

Report back from theme 4 group (see online materials)
Role clarification: Theme 4 would clarify role of gov’t to nongov’t entites re: healthcare databases, analyses, & publication or release of all of those
Colin – fundamental to Theme 4’s subsequent recommendations
Multi-level domain-specific stakeholder groups
· Presented as
· Submitters

· Aggregators

· analysts

· Payors

· Providers

· Gov’t

· Consumers (individual & organizational)
· Policy-oriented organizations

Accountability: how do you ensure/monitor consumer engagement?

· Accountability – standing oversight function aligned with data governance

· Transparent processes to define stakeholder domains

· Input & feedback

· Requires guidelines or protocols to balance all stakeholder input

· Transparency is key

· Goal is multi-stakeholder collaboration

· Articulated values & goals

· Can be measured & evaluated

· Feasibility

· Establish priorities for new projects

Poppy’s multilevel/domains description
· Poppy – all stakeholders are, in some way, consumers
· Every stakeholder domain will be consumers or users of the data
· Traditional consumers are referred to as “consumer group”
· Defined as: actual potential recipients or purchasers of health related goods or services
· Ensure that as many groups are at the table as possible
· Organizational consumers AND individual consumers
· Point is to develop framework for deciding reasonable role for consumers
· Currently, consumers have limited access to data
· Must be mindful of how to make information transparent and accessible enough for consumers to engage with
· Elizabeth M – is this in reference to something specific to MHDO, or just consumers generally?
· Is access to the data dependent on the situation?
· Poppy – just speaking generally about what data is necessary for interested parties to fulfill their roles
· Josh – should MHDO report on healthcare to consumers directly?
· Poppy – state should be a leader in providing info to consumers; not necessarily provide or pay for providing that information; State should “be loud about it.”
· State should be provider of last resort for quality data to consumers
· Elizabeth – mission of MHMC is to publicly report health information; difficulty is getting access to data. MHMC gets data from MHDO and it works well.
· When quality information is promulgated by private entity, there is no certainty that quality data will always be available
· Kim Cook – there is no certainty that legislature won’t de-fund a governmental entity like the MQF
· Poppy – state is conducting/funding “patient experience of care” survey; Poppy didn’t have a say how that information would be reported. Consumer voice wasn’t invited to the table
· Kathryn P – how can we make this part of our recommendation?
· Poppy – make the state say that consumers will always have a vote
· Karynlee – disagrees; project was discussed with consumer reps on other boards.
· Poppy wouldn’t have agreed to the patient experience of care survey if she were on the board.
· Dawn – include Poppy’s package with recommendation.
· Elizabeth – are employers deliberately excluded?
· Poppy – no, that was an oversight
· Kathryn P – balance stakeholder input against risks & cost of massive bureaucracy
· Poppy – absolutely, look to the future. Incorporate across multiple stakeholder advisory groups
Josh – meeting adjourned
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