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Introductions

• Vincent Mor, PhD, MPI of the NIA funded IMPACT Collaboratory 

and Professor, Department of Health Services, Policy & Practice, 

Brown University School of Public Health

• David Gifford, MD, MPH, Chief Medical Officer, American Health 

Care Association and Professor of the Practice, Brown University 

School of Public Health

• David Dore, PharmD, PhD, Principal Scientist, Exponent 

and Adjunct Professor, Brown University School of Public Health



Background: What is a Data Cooperative?

• Opportunity for data owners to pool data

• Can be “vertical” (an integrated hospital system)

• Can be “horizontal” (all hospitals in a state)

• OR can be both vertical and horizontal (state all-payer claims 
database, multi-institutional integrated electronic medical record 
[EMR] systems)



Background: Different Types of Data Consortia

• Data Repositories

• OptumLabs (United Health Insurance Claims and EMR data linked)

• Health Care Cost Institute (multiple companies’ insurance claims)

• Centers for Medicare & Medicaid Services (CMS) Medicare Claims linked to nursing 

home Minimum Data Set (MDS) and home health agency (HHA) Outcome 

and Assessment Information Set (OASIS) assessments

• Data Linkage Services

• Datavant uses tokens to link individuals’ records across different data sources and 

creates de-identified files

• Federated Data Systems

• Use a common data model in multiple data systems; data remain distributed; same 

analysis code used to create common tables



Centralized Data Sharing Consortia

• Rare

• Privacy concerns at both patient AND provider level

• Regulatory complications (HIPAA/HITECH Act, liability, etc.)

• Require trust

• Data security

• Control over how the data are used (which questions are asked)

• All parties involved must see value

• Providers must benefit from data sharing
• Receive alerts about new information



Long-Term Care Data Cooperative Mission

The mission of the Long-Term Care (LTC) Data 

Cooperative is to improve the quality of care within skilled 

nursing facilities by compiling the most comprehensive data 

on nursing home residents nationwide – and to translate 

these data into accessible and actionable information 

designed to help clinicians, managers and policy makers 

improve care.



LTC Data Cooperative Functions

• Support improved healthcare 

operations, including care coordination;

• Public health surveillance;

• Support research funded through 

National Institutes of Health-funded

academic partners; and

• Support research, including Phase 3 

and Phase 4 clinical trials https://www.ahcancal.org/Data-and-

Research/Pages/LTC-Data-Cooperative.aspx



Partners Serve Distinct Roles

Brown University School of Public Health

• Received National Institute on Aging (NIA) grant; contracts with AHCA, Exponent, and Acumen

• Solicits researchers to work with the data 

American Health Care Association

• Oversees operations of the LTC Data Cooperative

• Recruits NHs to enroll

• Contracts with EMR vendors to transfer EMR data to Exponent

• Reviews research applicationsand gets input from providers

Exponent

• Oversees the data

• Receives the data directly from EMR vendors 

• Curates data into core data model across EMR vendors

• Transfers data to Acumen for matching with CMS claims

Acumen

• Matches coded EMR data to Medicare claims and records



Structure and Data Flow

Governance, ClinOps

Leadership, Recruiting, Care 

Coordination

PI Leadership (Mor), 

Recruitment, Applied Aims, 

Innovation, etc.

Compile data from EMR 

vendors, standardize, 

provision access, support 

Care Coordination



Surveillance and Research Functions

• Public health surveillance

• Estimating incidence & prevalence and determinants of infections

• Observational treatment effectiveness research

• Comparative effectiveness of drugs, therapies and treatments

• Testing and re-testing patient risk algorithms

• Using changing vital signs to improve hospitalization risk models

• Recruitment into clinical trials

• Comparative effectiveness of two FDA-approved treatments in cluster RCT

• Recruit facilities and then get patient consent for Phase 3 clinical trials



Core Data Model

Patient

Facility

Provider Assessment

Condition

Observation

Medication Treatment

Vaccination

Entities Concepts Forms

Episode/Stay



Core Data Model

Patient

Facility

Provider
• MDS-3
• Cognitive
• ADL
• Adv Directives*
• TBD*

Assessment

• Diagnosis
• Symptom*
• Allergy*

Condition

• Vitals
• Labs
• Adverse Events*

Observation

• Order
• Administration
• History*

Medication

• Order*
• Administration*
• History*

Treatment

• Order
• Administration
• History

Vaccination

Entities Concepts Forms

• Admit/Discharge
• Return/Leaves
• Hospitalizations*

Episode/Stay



Current Geographic Coverage of Facilities



Data Example: Medication Order Details



Data Example: Medication Administration Record



Study Examples (earlier Coop data structure)

• Value of daily (or more frequent) vital signs

• Value of dated incident diagnoses

• Value of clinical symptoms for improving mortality prediction

• Randomized Clinical Trial to increase COVID vaccination



Daily Temperature Relative to COVID-19 Testing 



Correlation Between Positive COVID-19 Test Date 
and COVID-19 Diagnosis Date









Tips to Know Before Applying

• The LTC Data Cooperative is a provider-led initiative

• All funded applications require approval from the LTC Data Cooperative 
participants through a public comment period

• If a preliminary approval application has been submitted:

• Principal investigator will receive a letter of support

• Once funding has been granted, final review and approval will be granted 

through the LTC Data Cooperative participants and the LTC Data 

Cooperative Review Committee

• Once funding has been granted, a full application with updated materials 

must be submitted



Application Process

Researcher with 
unfunded project 

submits a 
preliminary approval 

application

LTC Data Cooperative 
Review Committee 
reviews, proposing 

modifications 
as appropriate

Researcher makes 
modifications, as needed

Review committee grants 
contingent approval and 
sends support letter to 

researcher

Researcher receives 
funding

Researcher submits a 
standard application

Review Committee 
hosts community 
comment period, 

reviews application, 
and proposes 
modifications, 
as appropriate

Researcher makes 
modifications, as needed

Review committee grants 
approval and sends approval 

letter to researcher

Researcher completes 
data use agreement for 

EHR data

If necessary, 
researcher completes

additional MedRIC
application for 

linked claims data

Researcher begins study

2-3 weeks

6-8 weeks



Frequently Asked Questions (1/3)

Q: Now that my research proposal has been approved, what happens next?

A: The appropriate person at your organization signs the LTC Data Cooperative Data Use 

Agreement (DUA) and returns it to the recipient specified in the DUA instructions. Once the 

signed DUA has been received and reviewed for completeness, an email with instructions on 

how to access the data environment will be sent to you within 1-2 weeks.

Q: Do I need to download any software to access the data?

A: Data environment access is granted through a web browser; common analysis software is 

pre-installed in the environment. Additionally, a desktop client for PC or Mac can be 

downloaded to access the environment.



Frequently Asked Questions (2/3)

Q: I need MedRIC access–what do I do?

A: There is a separate application process for the MedRIC Enclave. Once approval has been 

received from the LTC Data Cooperative, investigators will receive a letter of approval which 

will need to be delivered to Acumen to begin the application process. 

Q: When can I get started?

A: You may begin analysis after successfully accessing the environment and having the 

requested data revealed to you. Standard data extracts will generally be available within one 

week. Custom data cuts may take longer.



Frequently Asked Questions (3/3)

Q: Who do I contact with questions about access to the data environment, data 

extraction, or data security?

A: Please email ltcdc@exponent.com with your study name, principal investigator name, and 

institutional affiliation.

Q: Who do I contact with general questions about the LTC Data Cooperative, including 

application-specific questions?

A: Please email LTCDataCooperative@ahca.org with your study name, principal investigator 

name, and institutional affiliation.



Helpful Links

• Datavant

• Health Insurance Portability and Accountability Act

• HITECH Act Enforcement Interim Final Rule

• LTC Data Cooperative

• MedRIC Enclave Application

https://datavant.com/
https://www.hhs.gov/hipaa/for-professionals/index.html
https://www.hhs.gov/hipaa/for-professionals/special-topics/hitech-act-enforcement-interim-final-rule/index.html
https://www.ahcancal.org/Data-and-Research/Pages/LTC-Data-Cooperative.aspx​
http://www.medric.info/request/data-request-new


Questions?


