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I. Introduction from the Chairs 

The cost of health care today has a stifling effect on workers, families, taxpayers, and the economy in general. Public and private health care costs have grown and continue to grow more rapidly than those of other sectors. These obligations are crowding out our capacity to invest in other public goods (education, infrastructure) and to grow our economy.  The health care system in the United States, and in Maine, is more costly less efficient and ranks lower on quality measures, than other wealthy, developed countries. Emulating the efficiency and effectiveness of health systems in these countries – or of the most efficient systems in the United States – could eventually lower costs by 15 to 30%, while improving quality. In order to accomplish this efficiency, our health system needs the capability to observe and measure its value (defined as favorable outcome achieved per dollar spent); to become, as the Institute of Medicine has described, a continuously learning health system. This capability rests on the availability of health data. Maine is ahead of most states in our ability to analyze the performance of our health care system based on health data we currently collect. However, there is considerable room for improvement in our health data structures.  This report, the product of a multi-stakeholder workgroup created through Resolve Chapter 109 by the 125th Legislature, explores the current state of health data structures in Maine and makes recommendations for their continued improvement. 

The State of Maine has been a leader in the collection of health data to facilitate analysis of the costs of health care in the state.  The Maine Health Data Organization (MHDO) was created in 1995 by the Legislature to maintain the first all-payer claims data base in the United States.  MHDO holds paid claims for care provided to Maine residents’ citizens and paid by most commercial and public payers. In addition, MHDO collects discharge information on all episodes of care provided by Maine’s hospitals and ambulatory surgical centers. These data, termed administrative data as opposed to clinical data, have proven immensely useful in the analysis of provider and health system performance. 

Over the years, the availability of this data has allowed examination of care patterns and costs in the state.  Employers in particular, as sponsors of health care, have used this information to identify high cost providers as well as high cost conditions and the effects of employer-based wellness interventions on the cost of health care for their employee population.  One analysis of the cost of health care in Maine, done for the Dirigo Health Agency’s Maine Quality Forum, illuminated the impact of avoidable complications of chronic illness on the total costs of care in Maine and was pivotal in formulating health policy supporting the development of advanced primary care practices.  Other analyses have provided insight into the use of hospital emergency rooms by various segments of Maine’s population.  More recently, however, the timely availability of this information from the MHDO has lagged behind the desire of public and private stakeholders to have it for analysis. 

Moreover, analysis of costs payment alone is not sufficient for a complete view of the value that the payers of health care – who are ultimately the wage earners and taxpayers of the state – are getting for their investment. For although claims analysis is useful for observing the processes of care, it is not adequate for evaluating the outcomes of care. For this, clinical data in addition to administrative data are necessary.  

Clinical quality measurement is concerned with three domains of measurement: structure, process, and outcome.  Structural quality measures describe attributes of providers (hospital bed size, number of primary care physicians in a geographic area).  Process measures describe the components of an encounter between a provider and a patient (tests ordered, medication prescribed).  Outcome measures describe the effect of care on aspects of patient (or population) well-being, such as survival, return to function, or state of control of a chronic illness.  

Administrative data such as claims data can provide insights into care processes and are valuable to the extent that adherence to certain processes (timely intervention for heart attack treatment, for example) is associated with improved outcomes (lower mortality rate in heart attack patients). However, outcomes data, which is arguably the most useful quality information, is not available in administrative data sets. When Maine’s all-payer claims data base was organized, there were no good ways of collecting large amounts of clinical outcomes data for populations.  Now, however, with the development of electronic health records, it is feasible to describe health outcomes in large populations of patients.  The marriage of cost  data with clinical outcomes data makes robust analysis of the overall performance of health care providers and of the value of health care in Maine possible.   

Maine’s Dirigo health reforms of 2003 established a relationship between MHDO and the Dirigo Health Agency’s Maine Quality Forum (MQF). The two organizations are charged with identifying and collecting health care quality data from Maine hospitals. Together, MHDO and MQF have developed a data base of clinical measures, including outcome and process measures, that has advanced the public’s understanding of care quality in Maine’s hospitals.  These measures include process and outcome indicators in areas such as heart disease, pneumonia, and healthcare associated infection. These data have been useful, but their scope is narrow, leaving out large areas of measurable hospital performance and most clinician performance.  

Electronic health records (EHR) carry with them the potential for reporting massive amounts of clinical data, much of which is in the category of outcomes.  Health information exchanges (HIE) such as Maine’s HealthInfoNet have demonstrated and exploited the potential of EHR  to collect clinical information from large populations to be used for quality analysis and care improvement.  The next logical step in creating the toolset necessary for development of learning health system for Maine is building the capability of linking these clinical data with administrative data already in place in the MHDO. 

Considerable pressure already exists for providers to engage in care improvement initiatives driven by the use of cost and quality data.  The Maine State Employees Health Commission has been an innovator in the development of incentives for its members to choose higher value providers.  Medicare, through its Shared Savings, Bundled Payment, and Patient Centered Medical or Health Home programs, has offered providers the opportunity to share in the savings generated by providing high quality care at a lower cost. MaineCare is developing a Value-Based Purchasing program.  The Maine Health Management Coalition has provided its member employers with tools for assessing health care costs and quality and helped guide their employees in making rational value-based choices for their care. 

Improvement in the availability of administrative data, broadening the range of clinical quality measures, and developing safe and reliable rules governing the linkage of these two types of health data would allow the assessment of care value, both quality and cost, by all Maine stakeholders. This sets the stage for providers to continuously improve, for consumers to make better informed decisions, and for employers and payers to derive value from Maine’s health care system.  

II. Background of Report 

In 2011, a legislative Resolve formed a Work Group (Group) led by the Department of Health and Human Services, to evaluate and report on options to “improve the availability and access to health care data.”  The Resolve identified four areas for evaluation:  the database where medical claims are submitted; current and proposed uses of health care data; privacy laws; and costs of making health care data available.  The Resolve was later amended to provide the Work Group additional time to complete its work (See Appendix A for the Resolve, laws, Work Group membership and details on meetings). 

III.  The Policy Case to Improve  Availability and Access to Health Care Data—Voice of the Customer  

The Work Group recognized that “improving availability and access” to health care data required that both categories of health data – clinical as well as administrative — are needed to formulate a policy case to guide the State’s efforts.   This recognition resulted in the Group’s consensus policy case statement:       

	POLICY CASE 
	
	
	

	A high quality and efficient health care system is in the public interest.  Everyone is involved with health care and a tremendous amount of public (and private) funds are spent on health care. Successful health care system reform will result realizing improvement in care quality and safety, lower cost trends, and better patient experience. Neither administrative or clinical data, by itself, is sufficient to evaluate quality and costs of the health care systems at the individual consumer, provider, practice, hospital or payer levels. Similarly, clinical data is not by itself sufficient to evaluate quality and costs of the health care systems at the individual consumer, provider, practice, hospital or payer levels. Accurate, available administrative and clinical health data that is accessible, with strict safeguards and confidentiality requirements, to all stakeholders; consumers, providers, employers, patients, purchasers, payers, and researchers, is necessary to analyze our current health care system and guide our future development achievement of the Triple AIM goals; overall improvement in population health, patient experience, efforts toward realization of a financially sustainable health care system, here in Maine.  


The Group also recognized that the path to the desired state requires broad consumer and multi- stakeholder engagement efforts. A  and a “Voice of the Customer” (VOC) survey soliciting input was issued in late spring. The survey produced informative and provocative comments and resulted in several presentations and thoughtful discussions between the Work Group and other experts in the health care data and claims field, health services researchers, hospital and health system representatives, physicians, payers, public agencies, individual consumers, and employers. 
Above all else, the customers stated that timely and accurate health care data, including claims and clinical data, are imperative to move forward from the current state of our health care system toward the goals of the policy case. Four general themes related to governance, data protocol, consumer engagement and protected personal private health information emerged. The Workgroup divided into subcommittees to address these themes. Each of the theme subcommittee’s work and recommendations are discussed below. 

Theme 1:  Establishing multi-stakeholder directed Data Governance Structures that optimize the collection, processing, and distribution (accessibility) of health care data.   

All stakeholders agreed that access to both clinical and claims data, that protects personal health information (PHI) and acts to drive attainment of the tripe Aim in Maine, is crucial to achieve meaningful improvements in health care.  The focus of the Theme 1 subcommittee was to address the adequacy of existing governance structures of clinical and claims data, and to make recommendations for improvements to those structures that would best meet the goals of the policy case statement. 

The current state of governance structures for claims and clinical data can best be described as follows:  

Claims data are kept in what is called an “all-payer claims database” (APCD), a repository of every claim paid and the medical diagnostic codes for the claim.   The APCD is managed by the Maine Health Data Organization (MHDO) which is authorized by Maine law to “create and maintain a uniform objective, accurate and comprehensive health care information data base system.”  The MHDO is an independent State agency governed by a 21-member board of directors, appointed by the Governor, who represent both public agencies and private entities.  It has rulemaking and enforcement authority to require hospitals and payers to submit claims and quality data.   (See Appendix C.)  

“Real-time” hospital and provider clinical data are submitted to what is called the “Health Information Exchange” (HIE).  Hospitals and providers participate in the HIE by becoming customers of a non-profit company, HealthInfoNet that operates the HIE.  HealthInfoNet is governed by the company’s Board of Directors, appointed by HealthInfoNet. (See Appendix D.)

Although there was complete consensus on the value of linking the claims and clinical data, the challenge for the subcommittee was establishing processes and mechanisms that should be used to accomplish the linking and the goals of the policy case statement.    
The linking of clinical and claims data is difficult because the data are housed in two separate systems, each with its own applications.  Should the linking be done via a hub with two spokes or within one or both of the two separate systems?  Who decides whether the data can be released and the costs to get data?           

These questions require some balancing of interests.  Some argue that the private sector, governed by voluntary contracts and the market, will ensure the best security, privacy, and compliance. HealthInfoNet (HIN) has built a “business trust model” with individual customer agreements (health care providers and hospitals) that determine what clinical information is shared with other customers or public health authorities or payers. In that sense, the health care provider or hospital “owns” or “controls” the data.  

On the other hand, there are providers that for financial or other reasons, are not customers of the Health Information Exchange (HIE).  Their patients’ data are not in the exchange even if the patients want it to be available for treatment or other purposes.  Should the ability to pay or bottom line benefit for engaging HIE services, including value-added analytical services, help determine the quality of medical care for Maine patients for reasons that are outside of the patient’s control?       

The pace of change in technology is rapid.  Our technology today is leaps and bounds ahead of the technology a year ago.  A year from today, it will be leaps and bounds ahead of where we are now.   We also know that we cannot delay some of these important decisions.  Maine was among the first states in the nation to set up an all-payor claims database.  Maine is one of the first states to have a state-wide Health Information Exchange.  This is an opportunity for the State to continue to lead the nation by become the first in creating links between clinical and claims databases, thus unlocking a new generation of health care knowledge. 

The benefits that can come from participation in an HIE should, unequivocally, be available to all consumers patients, providers, payers and other appropriate users. We need to have a level playing field where all have appropriate access to the benefits of health care data.  It is critical that Maine provide public access to cost and quality of care health data, including state of the art digital access to both. This would include a much improved MHDO Health Cost website ( see http://gateway.maine.gov/MHDO/healthcost/ ) and patient portal access for all Maine residents, which ensures that patients' clinical record and individually identifiable health information is secure, protected, and available to the patient (see VA Blue Button  http://www.va.gov/bluebutton/ ). Together, this health information will provide Maine people with the tools needed to engage fully, effectively and efficiently in improving their health and accelerating the attainment of the Triple Aim in Maine. 
Recognizing that neither the market nor the government can provide the perfect solution, we recommend that the combined effort of both public and private resources continue. The MHDO, with a reconstituted Board and with more focus on the public imperative to have a “level playing field” of information and better health outcomes for all, is the most viable and least restrictive form of oversight that is readily available. HealthInfoNet, having already established a Health Information Exchange in Maine, should continue to have the opportunity to make a business case for its market place solution.   

Just like technological advances, this is an evolutionary process. The State needs to continue to develop appropriate data governance structures that are flexible, efficient, and place us where we need to be to take advantage of technology advances In the future, responsible always to the public interest in an affordable, safe, high value, sustainable healthcare system accessible to all Maine people.
The following statement was the Theme 1 recommendation to the Work Group:  

	   Final Recommendation Theme 1 – Governance 

	Final Recommendation:  There is consensus that there is significant value in linking clinical and claims and other data.  This may be achieved through one or more data bases, yet we desire a single point of accountability and  oversight which would be done by a government agency.    The MHDO is the steward and setter of policies on claims and quality data and is a governmental structure that could provide this single point.   To better carry out its public interest functions, the MHDO Board structure needs to be reconstituted to carry out the public oversight (promulgate rules) of clinical, claims and other sources of data.  and There should also be mechanisms established by which the MHDO may be informed and evaluated through public input and review (i.e. multi stake holder advisory groups)    


Theme 4:  Establishing mechanisms to ensure that consumer/  multi stakeholder engagement and feedback is requested and prioritized to ensure value is being derived from health care data. 

The Work Group believed that multi consumer and stakeholder engagement is an intrinsic part of appropriate governance of the health care data and systems.  For that reason, the Theme 4 subcommittee group reported its work to the Theme 1 governance subcommittee to consider as part of its recommendations.  
The Theme 4 subcommittee viewed the scope of its work as the establishment of mechanisms to ensure multi consumer engagement.  From that perspective it was important to develop a structure that regardless of how the world changes, we have a structure that can change with it.  

The subcommittee worked on the “desired state” of consumer engagement mechanisms including characteristics, logistics, benefits, and risks of consumer engagement structures, and then moved to barriers to implement the ideas.       

An inventory of the current state of mechanisms to ensure engagement was performed.  (See appendix E.) This inventory assisted the Theme 4 subcommittee to conclude that to promote efficiency and meaningful outcomes for stakeholders, there needs to be a forum for various other advisory groups to report activities and coordinate efforts.  

The Theme 4 subcommittee’s unanimous recommendation is as follows:
	Final Recommendation Theme 4 -- Consumer Engagement 

	The structure of the State agency (MHDO) should include a mechanism that establishes and leads ongoing multi-level advisory groups with articulated stakeholder definitions, goals and evaluation systems. The advisory groups should represent the broad spectrum of stakeholders, and include both at the organizational and individual consumers levels.  The framework should seek to establish the MHDO as a forum for both the agency’s and various other related advisory groups to report their activities. The goal being to achieve promote collaborative, multi stakeholder endorsed outcomes.    


(See Appendix F for definitions and framework of stakeholder groups.) 

Theme 2. Data Processing Structures and Protocols 

Theme 2:  Implementing technically-sound and scalable Data Processing Structures and Protocols that permit timely, accurate, and cost effective submission and dissemination of pertinent health care data (administrative and clinical).

MHDO, since the original passage of the legislation forming the Work Group done in 2011, has made significant progress and improvements to its organization and mission.  MHDO management presented the Theme 2 subcommittee with summaries of the improvements made and in the works. (See Appendix G.)    

The Theme 2 subcommittee agreed with the MHDO new strategic plan goals to be:  

· Responsive and timely: clearly communicating to our clients what data are available and managing data release to published timeframes. 

· Accurate:  ensure consistency and conformity of claims submissions

· Accessible: providing self-service applications where possible and removing barriers to data access.

· Streamlined: building efficient processes for data gathering and release.

· Secure: protecting the confidentiality of personal health data – electronic threats change and systems must adapt to meet these challenges.

After discussing and agreeing on the importance of the MHDO as a steward of health care data, a unanimous Theme 2 subcommittee made the following recommendation: 
	Final Recommendation Theme 2- Data Protocol 

	1.  Support the goals of a State health care data provider to be responsive and timely, accurate, accessible, streamlined, and secure;    
2. 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; and 
3.  Support national standards for data collection and distribution as appropriate. 


Theme 3:  Balancing Consumer Privacy considerations regarding the safeguarding and disclosure of Protected Health Information (PHI) with the societal imperative to drive higher quality and more affordable health care.

The legal issues surrounding protected health information are quite complex.  Laws  have been developed in a piecemeal fashion, and terms and definitions vary by law and rule and even in conversation.  Therefore, the Work Group sought the assistance of a “Legal Work Group” to help inform the Work Group’s recommendations.
  (See Appendix H. for the detailed analysis of federal and State laws and rules)
An individual state’s law must be consistent with federal laws and rules.  Given that HIPAA and Substance Abuse laws are federal, Maine must abide by these laws.   Having said that, HIPAA allows states some flexibility in how they enforce certain elements.

The State has the ability to amend Maine laws to allow “increased availability and access” to protected health information, and MHDO has the authority to change its rules (subject to the Administrative Procedurals Act).  However, any such amendment to Maine law should seek to balance the protections afforded by HIPAA.     

The Work Group recommends that language to amend Maine law or agency rules, to “increase availability and access” to health care data be drafted based on the specific recommendations accepted by the legislature.   
IV. Recommendations and Next Steps 

The entire Work Group reconvened to discuss the subcommittee’s recommendations and to formulate recommendations for the final report.  As instructed by the Resolve, this document “reports the recommendations based on the findings and conclusions, determined by vote, of the working group.”  The grid of recommendations notes which recommendations are based on consensus and those that passed with a super-majority but not unanimous vote.  
We are pleased to report that all of the Work Group’s solutions were reached on a consensus basis. – This has not yet been determined! 

The Work Group recognizes that the path forward requires both short and longer term steps. Some preliminary steps can be taken this year to set the improvements in motion while we further study and refine actions based on emerging technology and policy developments.   This course ensures that we take actions that are needed today yet recognize that health care data and needs continually evolve.   
First, we propose that the HHS committee report out a bill this session, including the restructuring of the MHDO Board, that would be needed to accomplish some of the improvements laid out in this report.  
Second, we propose that two study efforts take place in 2013, under the aegis of a reconstituted Maine Health Data Organization (Board?):  

1) A study of protocols, data management, privacy, and encryption that leads to standards for the use of linked databases (in which MHDO is involved) This would result in a major rulemaking process.  

2) A study of financial options for funding the system, which would be provided to the Legislature next year for action. 

Section on Funding:

One of the challenges that the Work Group, and indeed, the State and the nation face, is that the rising costs of health care have not and cannot, maintain a sustainable health care system.  Our health system needs the capability to observe and measure its value and this capability rests on the availability of health data, which requires a collaborative effort to leverage all available resources.      
MHDO is funded though a combination of fees and subscriptions. HealthInfoNet has received  several million dollars in public funding (federal) to operate the Health Information Exchange.  (It is scheduled to receive the last $100,000 in public funds by September 30, 2013.) 

The HITECH Act provides opportunities for federal funds for HIE activities and improvements.     Federal rules and Maine State government purchasing policies generally provide that the decision of who becomes the SHIE would be based on an RFP process.  That process truly allows the market place to work where it works best—providing a service based on competitive bids, and truly allows the decision of who gets that bid to be made in a transparent public process by decision makers who are best equipped to make policy decisions.  We recommend that the MaineCare HIT program funding be used to supplement the recommendations included in this report. TBD.  

V. Conclusion 

Draft Language

Appendices
� Theme 4 


� As background in 2010, the OSC was established by Executive Order (EO) and is now housed in DHHS.  It is advised by a HIT Steering Committee (HITSC), an approximately 17 member Committee of stakeholders established in the EO.  The HITSC first established the Legal Work Group (LWG) in 2010 to help inform them on privacy issues. The LWG was again reconvened in 2012 for two purposes, one of which falls under the purview of the 1818 group--To help inform the 1818 Group on the question about Increasing Access to PHI.  The LWG has approximately 12 members, comprised of lawyers and other professionals from the State, healthcare organizations, consumers, and others.    
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