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Leveraging CMS Platform and TDLC Training & Support for AI/AN 
Population Analysis
Presented by: Ming Gong, PhD | Biostatistician, Albuquerque Area Indian Health Board | 
Albuquerque Area Southwest Tribal Epidemiology Center

ÅIntroduction: Overview of the VRDC CMS platform access.

ÅTDLCôs Purpose and Role in CMS Data Analysis: Training programs, advanced focus areas, and ongoing 
support.

ÅThe Promise of TEC & Tribe Access to CMS Data.

ÅChallenges in Accessing & Analyzing AI/AN Health Data: Approval delays, SAS-only environment, 
compliance barriers.

ÅResults and Lessons Learned: Results, Impact of TDLC training, collaboration benefits, process 
improvements.

ÅFuture Work & Next Steps: Strategies for streamlining approvals, enhancing data accessefficiency.

ÅConclusion: Summary of key takeaways and continued efforts needed.



Steps to Access CMS VRDC Data

Key Tasks for epidemiologists/statisticians

1.     Receive CMS Privacy Board Approval: epidemiologists/statisticians must first obtain approval from the 
CMS Privacy Board.

2. Welcome Emails & VRDC Credentials: Upon approval, users receive access instructions and login 
credentials via email.

3. Set Up CCW VRDC User Account: Users must configure their Chronic Conditions Warehouse (CCW) VRDC 
account for secure access.

4. Complete ResDAC New User Trainings: Mandatory training sessions help epidemiologists/statisticians
understand CMS data use policies and security requirements.

5. Begin Using the Data: After setup and training, epidemiologists/statisticians can access and analyze CMS 
datasets in the VRDC environment.



Purpose of the Tribal Data Learning Community (TDLC)

TDLCôs Overall Goal
The TDLC aims to identify and 

address the pressing data needs of 
Tribal Epidemiology Centers (TECs) 

and the tribal communities they 
serve.

Improved CMS Data Access
TDLC focuses on enhancing TECs' 

access to and utilization of CMS data 
to support their mission of 

improving American Indian and 
Alaska Native health.

Key Components of the TDLC 
Pilot

1. A peer-to-peer learning 
community fostering collaboration 
between TECs, tribes, and CMS. 2. 
Free one-year access to CMS claims 
data via the Virtual Research Data 

Center (VRDC).



TDLCôs Role in CMS Data Analysis

Training & Support for TECS

Bi-Weekly Training (2024)
Covers foundational Medicare & 
Medicaid structures, preparing 
epidemiologists/statisticians for 

AI/AN health data analysis.

Advanced Focus (2025)
Specialized sessions on AI/AN data 

analysis, compliance navigation, and 
best practices for efficiency.

Ongoing Support
Includes mentoring, sample code, 
and technical troubleshooting to 

assist epidemiologists/statisticians in 
CMS data utilization.



The Promise of TEC & Tribe Access to CMS Data

ÅImproved Health Disparities Analysis: Access 
to CMS data enables TECs to identify and address 
AI/AN health inequities with precision.

ÅEnhanced Policy & Program Development:
Data-driven insights support tribal health policies 
and targeted interventions to improve outcomes.

ÅEmpowering Tribal Epidemiology Centers:
Direct access to comprehensive health data 
strengthens TECsôability to advocate for AI/AN 
communities.



Challenges: Lack of a Dashboard or Interface

ÅManual Coding Required: Staff must perform 
labor-intensive coding to extract and analyze CMS 
data, increasing workload.

ÅRisk of Inconsistent Analysis: Without a 
standardized interface, variations in coding 
approaches may lead to inconsistencies in data 
interpretation.

ÅNeed for an Efficient Solution: A user-friendly 
dashboard would streamline data queries and 
improve efficiency in public health analysis.
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Challenges in Accessing & Analyzing AI/AN Health Data

Barriers to Effective Data Access

ÅApproval Delays:  Access requests for CMS data 
can take weeks to months, hindering timely data 
analysis.

ÅSAS-Only Environment:  CMS data analysis is 
restricted to SAS, limiting integration with other 
analytical tools.

ÅStrict Data Extraction Limits:  Restrictions on 
data exports hinder comprehensive AI/AN public 
health surveillance.

ÅCompliance Barriers:  Frequent report rejections 
delay data access due to stringent data security 
policies.

Photo by Hush Naidoo Jade Photography on



Challenges in Accessing & Analyzing AI/AN Health Data

Barriers to Effective Data Access

ÅApproval Delays:  Access requests for CMS data 
can take weeks to months, hindering timely data 
analysis.

ÅSAS-Only Environment:  CMS data analysis is 
restricted to SAS, limiting integration with other 
analytical tools.

ÅStrict Data Extraction Limits:  Restrictions on 
data exports hinder comprehensive AI/AN public 
health surveillance.

ÅCompliance Barriers:  Frequent report rejections 
delay data access due to stringent data security 
policies.



Challenges in Accessing & Analyzing AI/AN Health Data

Barriers to Effective Data Access

ÅApproval Delays:  Access requests for CMS data 
can take weeks to months, hindering timely data 
analysis.

ÅSAS-Only Environment:  CMS data analysis is 
restricted to SAS, limiting integration with other 
analytical tools.

ÅStrict Data Extraction Limits:  Restrictions on 
data exports hinder comprehensive AI/AN public 
health surveillance.

ÅCompliance Barriers:  Frequent report rejections 
delay data access due to stringent data security 
policies.

Photo by Hush Naidoo Jade Photography on



Challenges in Accessing & Analyzing AI/AN Health Data

Barriers to Effective Data Access

ÅApproval Delays:  Access requests for CMS data 
can take weeks to months, hindering timely data 
analysis.

ÅSAS-Only Environment:  CMS data analysis is 
restricted to SAS, limiting integration with other 
analytical tools.

ÅStrict Data Extraction Limits:  Restrictions on 
data exports hinder comprehensive AI/AN public 
health surveillance.

ÅCompliance Barriers:  Frequent report rejections 
delay data access due to stringent data security 
policies.



Challenges in Accessing & Analyzing AI/AN Health Data

Barriers to Effective Data Access

ÅApproval Delays:  Access requests for CMS data 
can take weeks to months, hindering timely data 
analysis.

ÅSAS-Only Environment:  CMS data analysis is 
restricted to SAS, limiting integration with other 
analytical tools.

ÅStrict Data Extraction Limits:  Restrictions on 
data exports hinder comprehensive AI/AN public 
health surveillance.

ÅCompliance Barriers:  Frequent report rejections 
delay data access due to stringent data security 
policies.



Challenges in Accessing & Analyzing AI/AN Health Data

Barriers to Effective Data Access

n



Results and Lessons Learned

Insights from CMS Data Utilization

ÅResults: exploration of AI/AN population 
across years and states

ÅTDLC Training Impact:  Improved 
epidemiologists/statisticians' ability to navigate 
CMS data and address AI/AN health disparities.

ÅCollaboration Benefits: TEC members working 
together have helped resolve technical and 
analytical challenges.

ÅProcess Improvement Needs: CMS data access 
procedures require streamlining to enhance 
efficiency.



Results of AI/AN population



AI/AN population: New Mexico



AI/AN population: Arizona



AI/AN population: Colorado



AI/AN population: Texas



Future Work & Next Steps

Streamlining Approval Processes
Advocating for more efficient CMS data access 

procedures to reduce delays.

Hybrid Analytical Environments
Exploring alternatives beyond SAS to integrate modern 

data analysis tools.

Addressing Compliance Barriers
Developing strategies to navigate data security policies 

while maintaining efficiency.

Expanding AI/AN public health surveillance
Enhancing collaboration and training to improve health 

outcomes for AI/AN populations.



Conclusion

Key Takeaways from CMS Data Utilization

ÅCMS Data is Crucial: Despite challenges, CMS 
data plays a key role in AI/AN public health 
surveillance and policy.

ÅTDLC Training Impact: Training and support 
have enhanced epidemiologists/statisticiansô ability 
to navigate CMS data effectively.

ÅContinued Efforts Needed: Ongoing work is 
required to overcome technical and compliance 
barriers for better outcomes.
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Navigating the Data Landscape: GPTEC's Journey with 

CMS Data for AI/AN Population



Overview



Timeline

Phase 1

04/2024 ς 06/2024

Introduction to 

CMS Data Access & 

Security

Phase 2

07/2024 ς 10/2024

Technical Training 

on CMS Data 

Structure & 

Analysis

Phase 3

11/2024 ς 12/2024

Data Exploration & 

Identifying Priority 

Projects

Phase 4

01/2025 ς 06/2025

Maternal Health 

Report Completion 

& Finalization

Phase 0

07/2023 ς 03/2024

CMS Data Access Application & IRB Approval



Success Stories / Reportable 
Achievements

40+ 5
Training sessions:

TDLC Learning Sessions & office hours; 

1:1 Technical Assistance with TDLC experts;

ResDAC Training;

Dataset holders 

in GPTEC completed security training and 

gained access to CMS data.

3
TA requests from Tribe 

One answered; 

2 requests are in progress.

1
Comprehensive Report 

On GPA Native American Maternal Health is 

in progress.



#1 Application Pathway

Requires research pathway instead of public health, involving IRB 

reviewτa major challenge for future Tribe access.

#2 Super Complex Dataset

Steep learning curve; most tribal organizations lack experience and 

must start from scratch, on top of daily responsibilities.

#3 Sustainability Issues

Four datasets cost $100k+ per yearτa significant financial burden.

Challenges

Warning!
Steep Learning Curve



Summary

Immense Potential:

CMS data is one of the most 

comprehensive for Native communities.

Time Needed for Full Orientation and to 

Be Capable of Pulling Analytical Reports 

and Answering TA Requests:

2-3 years

Ongoing Support Needed:

Free access and dedicated technical 

support are critical for success.

Sustainability:

Investment in time, money, and resources 

should lead to long-term impact and 

meaningful outcomes.
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Centering Tribal Sovereignty Throughout Data 
Integration: Addressing Biases in Data Systems 

and Practices
Isabel Algrant
Assistant Director of Training and Technical Assistance
Actionable Intelligence for Social Policy (AISP)
University of Pennsylvania

Saundra Mitrovich, Tyme and Yahomee Maidu
Consultant for Civic Policy and Advocacy
Native American Rights Fund and Native Counts Coalitions



As railroads and highways both 

developed and decimated 

communities, so too can data 

infrastructure.

We can co-create data infrastructure 
to promote racial equity and the public 

good, or we can invest in data 
infrastructure that disregards the 

historical, social, and political context.
2



Racial Equity is...

Racial equity is a process of eliminating racial disparities and improving outcomes for 

everyone. It is the intentional and continual practice of changing policies, practices, 

systems, and structures by prioritizing measurable change in the lives of Black, 

Indigenous, and people of color.
Race Forward 

3

Data Infrastructure is...
The systems, technologies, and processes for using, 

storing, securing, and interpreting data. This includes 

hardware, software, and organizational practices.

https://www.raceforward.org/what-racial-equity-0


Addressing the 
Elephant

4
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When We Talk About 
Integrated Data Systems, what 

do we mean?

Å²ŜΩǊŜ ǘŀƭƪƛƴƎ ŀōƻǳǘ ǇŜƻǇƭŜΣ ƴƻǘ ǘŜŎƘ 
solutions
ÅEfforts that link administrative data across 

domains/agencies
ÅEfforts that curate data that is relevant and 

high quality
ÅEfforts that serve as a public utility (not 
ǊŜǎŜŀǊŎƘ ŦƻǊ ǊŜǎŜŀǊŎƘΩǎ ǎŀƪŜύ
ÅEfforts that have defined governance 

structures (data is only used for approved 
uses)

6

Integrated Data 

Systems



We are: We are not:

Data Evangelists Data Holders or Intermediaries

Connectors, Community Builders, Thought Partners, 
Cheerleaders, and Data Sharing Therapists

A Vendor or Vendor Recommender

Focused on Ethical Data Use for Policy Change Focused on Academic Research

!L{tΩǎ wƻƭŜ
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Governance, legal, 

cleaning, linking, 

standardizing

Usable data

Insights that drive 

change

We focus on the kale.
8



When considering data collection, 
access, integration, or use, ask:

9

ÅIs this legal?
ÅIs this ethical?
ÅIs this a good idea?
ÅHow do we know and 

who decides?



Main Idea: This has been an on-going collaborative process, with work 
co-created and presented by dozens of peopleProcess

ÅExpressed need from Sites
ÅLearning from Broward 

County, FL
ÅInitial Funding from AECF
ÅCreated Workgroup

ÅSecure Funding
ÅIn Person Workgroup 

Meetings
ÅWriting, editing, & review
ÅDissemination

ÅDocument shifts in site-
based practices
ÅLearn and share and shift
ÅSecure funding
ÅPlanning and beginning 

EiPLC

ÅPlanning, curriculum, and 
resource creation
ÅCohort 1 of EiPLC
ÅPlan for updated Toolkit
ÅCohort 2 of EiPLC

2017-
2018

2019-
2020

2021-
2022

2022 -
2023

ÅGraduating Cohort 1 of 
EiPLC
ÅConvening New Toolkit 

Workgroup
ÅBuilding Toolkit Website

2023-
2025

10



What: 

ÅPositive and Problematic Practices for using data 

at each stage of the lifecycle

ÅWorks in Action

ÅActivities to get you, your team, & your partners 

started in a companion workbook

Where: aisp.upenn.edu/centering-equity

Hawn Nelson, A., Zanti, S., Jenkins, D., Algrant, I., 
Rios Benitez, J., et al. (2025). A Toolkit for 
Centering Racial Equity Throughout Data 

Integration. Actionable Intelligence for Social 
Policy, University of Pennsylvania. 

https://www.aisp.upenn.edu/centering -equity/

Hawn Nelson, A., Algrant, I., Lewis, B., Jenkins, D., 
Paull, K., et al. (2025). Your Journey to Centering 
²ëĄĮëŁ DŨŵĮŲƗɢ ! :ōŇŦëňĮōň ÒōũĿăōōĿ Ųō !^µ¯ʀŬ ! 

Toolkit for Centering Racial Equity Throughout 
Data Integration. Actionable Intelligence for Social 

Policy, University of Pennsylvania. 
https://www.aisp.upenn.edu/centering -equity/
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Tribal nations have an inherent right to govern their 
own data and must be consulted about any data that 
concerns them.

12



Foundations for Working with Tribal Data

ɽ»ũĮăëŁ ĊëŲë ŬōƐĎũĎĮĤňŲƗɾ ōũ ɽ^ňĊĮĤĎňōŵŬ ĊëŲë ŬōƐĎũĎĮĤňŲƗɾ 

ÅTribes have a government-to-government relationship with state and 
federal agencies
ÅTribes hold the authority to make decisions about the collection, 

ownership, and use of their data
ÅTribes may also have legal authority to access data collected by other 

governments

When using Tribal Data

Å[ŜŀǊƴ ǘƘŜ ¢ǊƛōŜΩǎ ǇǊƻǘƻŎƻƭ ŦƻǊ ¢Ǌƛōŀƭ /ƻƴǎǳƭǘŀǘƛƻƴ
ḬData protection polices
ḬTribal IRBs
ḬResearch codes

ÅGuidance and Responsibilities for Effective Tribal Consultation, 

Communication, and Engagement
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https://www.oregon.gov/lcd/Commission/Documents/2022-03_Item-4_TSPPart3_Attachment-B_West-Coast-Tribal-Engagement-Guidance-March-2020.pdf
https://www.oregon.gov/lcd/Commission/Documents/2022-03_Item-4_TSPPart3_Attachment-B_West-Coast-Tribal-Engagement-Guidance-March-2020.pdf


Data Lifecycle

[ŜǘΩǎ ǘƘƛƴƪ ƻŦ Řŀǘŀ ǳǎŜ ŀǎ ŀ ŎȅŎƭŜ - each phase 

is related to and builds on the others. As we 

work to integrate and/or use Tribal data, we 

have to consider the needs, wants, and 

concerns of Tribal and Indigenous 

communities at every stage of the data 

lifecycle.

14



In 2019, Indigenous Women from across Minnesota testified 
before the state senate (or over the phone) about the 
disproportionate risk of harm experienced by Indigenous 
people. These testimonials led to the creation of a Task Force 
who conducted quantitive and qualitative research with 
those from Minnesota Indigenous communities.

Include Tribal and Indigenous 
partners in planning, be sure to 
discuss the boundaries of the 
project and permissible use.

Work in Action: 
Minnesota MMIR Office

Planning

Their final report led to the creation of 
the Office of Missing and Murdered 
Indigenous Relatives (MMIR), which still 
works to improve the contributing 
factors to violence again Indigenous 
people.

15



Data Collection

Work with Tribal partners to determine 
how to gather data that can best identify 
Tribal members, lands, resources, and 
services

Ask Tribal partners how their community 
would like to participate in data 
collection

Data Access
Honor the government-to-government 
relationship by ensuring there is a clear 
plan in place to grant access to Tribal and 
Indigenous partners.

Return any data and analysis to the 
communities in ways that are meaningful 
and useful to them

Work in Action:

The Albuquerque Area Southwest Tribal Epidemiology Center 
(AASTEC) works to produce robust and representative data of 
American Indian and Alaska Native (AI/AN) people.

!^ɭ!r ĤũōŵŦŬʀ ĊëŲë ëũĎ ōģŲĎň ŬŵŦŦũĎŬŬĎĊ Įň ëĤĤũĎĤëŲĎ 
because of their small numbers, however, these communities 
need granular health data to target supports as well. To that 
end, AASTEC conducts an oversample project on the New 
Mexico Youth Risk and Resilience Survey, where the random 
cluster sample is supplemented with survey data from 
schools with high AI/AN populations.

AASTEC also conducts analysis, develops reports, and 
disseminates data and findings directly back to Tribal schools 
and partners.

16
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Algorithms & AI Reporting & Dissemination

Tailor products to the methods and 
practices of information sharing 

within the Tribal community

See the Kahnawake School Diabetes 
Program & »Ď kþĪŵĮ ²ëũëŵňĤë 

Charitable Trust

Consider Indigenous ways of 
knowing when conducting 

analysis

Contextualize results with the 
history of colonization and the 

conditions it created

Analysis

Do not give generic advice or 
use tools uncritically - consider 

the needs of specific nation

Article on Ethical Development 
of AI and Indigenous Data 

Sovereignty

17
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²ƘŜǘƘŜǊ ȅƻǳΩǊŜ ŀ Řŀǘŀ ƻǿƴŜǊΣ ŀ Řŀǘŀ ǎǘŜǿŀǊŘΣ ŀ Řŀǘŀ 

custodian, a caseworker τ no matter where you are, 

there is something you can do, today, to center racial 

equity. 

Biggest Takeaway?

18



Opening the Floor
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CREDITS: This presentation template was 
created by  Slidesgo , including icons by Flaticon , 

infographics & images by Freepik

Credits

Please keep this slide for attribution
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Isabel Algrant

Assistant Director of Training and Technical Assistance
ialgrant@upenn.edu

Check out our publications and quality framework: https://aisp.upenn.edu/

Subscribe to our newsletter: https://bit.ly/signupAISPnewsletter

Saundra Mitrovich

Consultant for Civic Policy and Advocacy
Native American Rights Fund and Native Counts Coalitions
saundra.mitrovich@outlook.com
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PANEL : REFORMING  TRIBAL  HEALTH  
DATA  INFRASTRUCTURE

TRIBAL LIAISON
NATIONAL CENTER FOR FATALITY 

REVIEW AND PREVENTION (NCFRP)

TECHNICAL ASSISTANCE 
MANAGER FOR CHILD DEATH 

REVIEW AND FETAL AND 
INFANT MORTALITY REVIEW

NCFRP



EQUIPPING TRIBES TO USE DATA SYSTEMS TO ACHIEVE 
HEALTH PRIORITIES AND UPHOLD SOVEREIGNTY

TELLING STORIES TO SAVE LIVES



Key Funding Partner

The National Center is funded in part by Cooperative Agreement 

Number UG7MC28482 from the U.S. Department of Health and 

Human Services (HHS), Health Resources and Services Administration 

(HRSA), Maternal and Child Health Bureau (MCHB) as part of an award 

totaling $5,149,996 annually with 0 percent financed with non-

governmental sources. These contents are solely the responsibility of 

the authors and should not be construed as the official position or 

policy of, nor should any endorsements be inferred by HRSA, HHS or 

the U.S. Government.
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