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State Perspective - how to make the patient-
centered outcomes research data 
infrastructure more useful.
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• Large federal data projects using EHR and linked data are 
critical to patient outcomes research but the time lag makes the 
results less actionable for state health policy
• Time lag between submission of data, harmonization and release of data
• State analysts are dependent on federal agency for data access
• Congressional objectives may trump state needs

• Local data collaborative informed by communities of patients, 
providers and payers are key to informing state health policy.

• Policy makers like to based their decisions on local data
• Potential for more timely and targeted data projects
• Based on state needs and priorities



Examples of State Initiatives
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1. All Payer Claims Data Bases (APCDs)

2. Local voluntary collaborative effort between health systems and 
health department on surveillance of COVID-19 vaccines

3. Medicaid Outcomes Distributed Research Network

4.    Minnesota’s Community Measurement



1.  All Payer Claims Data (APCD)
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• State APCDs collect and harmonize claims data from public and 
private payers - medical, pharmacy (some dental) and include patient 
demographics, provider codes, clinical, financial, and utilization 

• The mechanisms and purposes vary across states 

• Primary objectives: to better understand the public/private financing 
of health care at the state level, to inform state health reform activities, 
and to evaluate the outcomes of state reform strategies.  

• The APCD Council was initiated in 2009 to provide a forum for states 
implementing APCDs to share information, expertise, and insight on 
their development and use. 
• Coordinated by the Institute for Health Policy and Practice at the University 

of New Hampshire (UNH) and the National Association of Health Data 
Organizations (NAHDO).
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2021
23 States with 

APCDs
(6 in process of 
implementation)

Source:  APCD Council, https://www.apcdcouncil.org/
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7Source: Jiani Yu et al HEALTH AFFAIRSVOL. 37, NO. 12: Population-Level Estimates Of Telemedicine Service 
Provision Using An All-Payer Claims Database. https://www.healthaffairs.org/doi/full/10.1377/hlthaff.2018.05116

https://www.healthaffairs.org/author/Yu%2C+Jiani
https://www.healthaffairs.org/journal/hlthaff
https://www.healthaffairs.org/toc/hlthaff/37/12


What works
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• Covers the majority of residents in each state, includes geographic 
representation, and capture of longitudinal information on a wide range of 
individual patients, providers and payers.

• Comprehensive utilization and spending data available at state level
• State legislative mandated participation
• Federal funding through various initiatives 

Challenges

• Data access for researchers varies by state 
• Colorado ease of access
• MN more difficult and no data on payer/provider identities
• Race/ethnicity data lacking

• No data on use of services by uninsured
• Gobeille v. Liberty Mutual Insurance Co. (2015) ruled that a federal ERISA 

law takes precedence over Vermont state law, shielding the self-funded 
insurer and its third-party administrator from having to share claims data 
with state APCD.

• Lack of standardization of encounter level claims from capitated health 
plans



Federal APCD Advisory Committee
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• Consolidated Appropriations Act of 2021 requires the Secretary of 
Labor to convene the State All Payer Claims Databases 
Advisory Committee

• Advice on standardized voluntary reporting system by group 
health plans to State APCDs and guidance to States on the 
process by which States may collect such data 

• Report due June 25, 2021.

The legislation includes grant funding of $125 
million for states to establish all-payer claims 

databases (APCDs) about $2.5 million for 
states over three year period

Source:Health Affairs Blog. https://www.healthaffairs.org/do/10.1377/hblog20210104.961016/full/



2.  Voluntary local health system collaboration
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• Voluntary, locally organized project to provide public health 
surveillance data in close to real-time for decision makers

• Distributed Data Network
• No patient level data shared between systems
• Vaccines reported by the MN Immunization Information Connection 

(MIIC) are linked to participating health systems EHR
• Summary data are aggregated at a Central Site

• The results capture about 89% of the initial 1.5 million first and 
second doses administered in the state
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Minnesota EHR Consortium Dashboard



What worked
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• Embedding skilled and innovative researchers in health systems
• Systems/researchers committed to improving population health
• Immediate demonstrated usefulness of data/information (actionable)
• Health informatics component added technical capacity

• Distributive data network model
• Avoids concerns about data privacy
• Avoids months of negotiating DUA
• DUA still exist but mostly straight forward

Challenges
• Interest in adding smaller independent clinics and FQHCs – more 

difficult/costly to build up infrastructure for data submissions
• Better race/ethnicity data
• Sustainable funding
• Communications, engagement and dissemination

• How to engage public and local communities for outreach, vaccination and other 
targeted education/interventions

• Different skill set than data analytics



3.  Medicaid Outcomes Distributed Research 
Network (MODRN)
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• Collaboration across to analyze Medicaid data across multiple 
states to facilitate learning among Medicaid agencies

• Participants from AcademyHealth’s State-University Partnership 
Learning Network (SUPLN) and the Medicaid Medical Director 
Network (MMDN)

• Data distributed network allows states to retain their own data and 
analytic capacity but compare to other state outcomes.
• Common data definitions, statistical code, outcome measures

• Eleven university-state partnerships now participate in an effort to 
provide a comprehensive assessment of opioid use disorder 
treatment quality in Medicaid



14https://files.kff.org/attachment/Issue-Brief-Opioid-Use-Disorder-among-Medicaid-Enrollees

All six states cover evidence-based medication-assisted treatment (MAT). 
Despite these efforts, less than half of Medicaid enrollees with opioid use 
disorder in the six states receive any MAT. Among those receiving 
pharmacotherapy, 52% received at least six months of treatment. 



15Source: https://academyhealth.org/sites/default/files/publication/%5Bfield_date%3Acustom%3AY%5D-
%5Bfield_date%3Acustom%3Am%5D/polysubstance_use_disorders_brief_0.pdf



What worked
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• Distributed data network model
• Avoids concerns about data privacy
• Avoids months of negotiating DUA
• DUA still exist but straight forward around aggregate data

• Engaging local Universities with analytic expertise with state Medicaid analysts
• Collaboration around policy topics/priorities and closer to real-time analysis

Challenges
• Limited state participation

• Requires analytic expertise and political/leadership support
• State-University relationships mixed across states
• State Medicaid agency capacity

• Data sharing agreements and DUAs still required for University-based 
research access to data files unless all of the analysis run at the state

• Financing to support sustainability of network/models



4. 
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• Collection and reporting of statewide performance data on health care 
quality and cost measures. 

• Builds on regulatory need for health system reporting and supports health care 
operations

• Based on Minnesota Statewide Quality Reporting and Measurement 
System.

• Physician clinics and hospitals have been reporting standardized quality 
measures since 2010. 

• The clinical data are used by health systems to identify characteristics 
of providers or care delivery methods that result in better outcomes.

• New entrance into research area with a large-scale research collaborative 
between Minnesota Community Measurement, Minnesota Department of 
Health, and HealthPartners Institute, MDH (funded by PCORI) 
• Minnesota Care Coordination Effectiveness Study to study the effect of 

care coordination on patient outcomes
• Community Measurement provides the clinical data and serves as the data 

aggregator of clinical EHR data, claims data from payers, and survey data 
from individual patients.

Source:  https://www.health.state.mn.us/facilities/hchomes/mncares.html
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What worked?
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• Central organization provides comparative data needed to meet regulatory 
requirements

• Clinical quality (HEDIS)
• But also cost of care comparisons

• Collaborative spirit across providers/health systems

• Provider-led governance structure

• State funding

• Local research capacity to inform care provided across the country

Challenges
• New entrance to large-scale collaborative research projects

• Transition to hosting clinical data infrastructure for research
• Balancing need for health system reporting and new interest in clinical research

• Need for dedicated resources to specifically support making the data more 
available and accessible to researcher



Summary
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• Local-based collaborations that are close to policy makers and 
decision makers are more feasible and more actionable for state 
health policy

• Leveraging state regulatory requirements to facilitate data collection 
and then wrap around infrastructure for research capacity.
• e.g. provider HEDIS measures, total cost of care requirements or cost of 

care reporting

• Collaborative distributive networks with motivated and interested 
researchers embedded within health systems and public agencies can 
lead efforts to support targeted data/analytic needs
• Targeting COVID-19 vaccination strategies
• Medicaid policy priorities such as Substance Use Disorders

• Federal financing of local models can be used to inform other 
activities across the states 



About the State Health Data Assistant 
Center - SHADAC 
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SHADAC is SHADAC is a multidisciplinary health policy research center 
with a focus on state policy. For 20 years, SHADAC has produced 

rigorous, policy-driven analyses, translating complex research findings 
into actionable information that is accessible to a broad audience. 

SHADAC faculty and staff are nationally recognized experts on collecting 
and applying health policy data to inform or evaluate policy decisions, 

with expertise in both federal and state survey data sources. We provide 
unbiased technical assistance and in-depth analysis to states and other 

organizations and collaborate with a wide range of partners including 
foundations, state and federal agencies, academic institutions, other 

research organizations, and nonprofits.



Thank you!

Lynn A. Blewett, PhD
Director, State Health Access Data Assistance Center

University of Minnesota, School of Public Health

Check out our website at www.shadac.org and 
follow us on Twitter: @shadac @lynnblewett
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