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Executive Summary 

 

The maternal health crisis in American Indian and Alaska Native (AI/AN) communities is both 

urgent and preventable. AI/AN women are two to three times more likely to die of pregnancy-

related causes than White women.1–3 Some state-level data and research suggests rates of AI/AN 

pregnancy-related mortality may be even higher due to systemic data issues, like racial 

misclassification in vital records.4 Maternal Mortality Review Committees (MMRCs) found that 

100% of recent pregnancy-related deaths among AI/AN women were preventable in 2021.5  This 

report emphasizes the critical role of data in addressing maternal health disparities.  

 

Data about American Indian and Alaska Native (AI/AN) populations are frequently 

undercounted, misclassified, or suppressed in public health surveillance datasets. While the US 

National Vital Statistics System (NVSS) offers comprehensive birth and death data that could 

benefit small populations like AI/AN communities, the inaccuracy of racial and ethnic 

information weakens its effectiveness as a resource for understanding AI/AN health.6 

Misclassification in mortality data leads to an inaccurate understanding of health outcomes for 

these groups.7,8 Additionally, national reporting sites such as NVSS or The U.S. Centers for 

Disease Control and Prevention (CDC)’s WONDER database often suppress data due to 

concerns of identifiable data in small sample sizes.9,10 These data issues lead to underestimates 

about the scope of health problems and gaps in knowledge that lead to insufficient responses in 

programming, funding, and policy. Accurately assessing health and wellness among AI/AN can 

be supported by addressing data erasure in public health surveillance systems.  

 

In order to address the shortcomings of data regarding maternal health, it is imperative to 

understand the high rates of maternal mortality among AI/AN populations, the factors 

contributing to undercounting, and the limitations to the surveillance systems that monitor 

maternal mortality and other indicators of health and wellbeing. Data quality improvements can 

be achieved by increasing understanding of Tribal Public Health Authority and Indigenous Data 

Sovereignty, improving funding for public health surveillance, and supporting community 

attuned solutions led by AI/AN people. Several examples of AI/AN-led work and legislation 

relevant to data improvements in AI/AN health and wellbeing are presented. In order to 

strengthen the data quality, improve data access, and address the erasure of AI/AN people in 

data, we must:  

 

● Uphold Indigenous Data Sovereignty 

● Engage Tribes, UIOs, TECs and AI/AN People on Maternal Health Data 

● Improve Data Quality by Including Indigenous Frameworks 

● Ensure Access to Federal Health Data 

 

https://www.zotero.org/google-docs/?p8O8GO
https://www.zotero.org/google-docs/?gtbDri
https://www.zotero.org/google-docs/?hz1eox
https://www.zotero.org/google-docs/?XYuLI8
https://www.zotero.org/google-docs/?cRVyiF
https://www.zotero.org/google-docs/?Dffyzs


  

POLICY BRIEF 3 

 

The background, discussion, examples from practice, and recommendation included in this 

section reflect the authors’ learning from AI/AN communities, matriarchs, and other leaders who 

have and continue to share their knowledge and experience. The content reflects direct 

community experience in addition to formal research and data sovereignty training. As Abigail 

Echo-Hawk, Executive Vice President of the Seattle Indian Health Board, has said many times, 

“When undertaking any efforts toward improving data collection among AI/AN people, come to 

AI/AN people because we have the answers, not because you think we have the most problems.” 

The need for data sovereignty and new approaches to epidemiology have emerged in response to 

ongoing efforts to eradicate us from data systems and information that would strengthen our 

presence on these lands. Our people have solutions to the data issues that are documented herein 

– what is needed are resources and investments in those solutions.  

 

Background  

 

American Indian/Alaska Native Maternal Mortality and  

 

According to the most recent data, the national maternal mortality rate (MMR) was 18.7 deaths 

per 100,000 live births in 2023, a slight decline from 21.5 in 2022.11 Yet, racial and ethnic 

disparities persist. American Indian and Alaska Native (AI/AN) women are two to three times 

more likely to die of pregnancy-related causes than White women, with an MMR of 

approximately 54.4 per 100,000 as compared to 17 per 100,000 among the White mothers 

(2022).2 Disparities in AI/AN maternal deaths also vary by age and timing of death. Data from 

MMRCs in 46 states show that in 2021, about 32% of AI/AN maternal deaths occurred among 

women aged 20-29, and about 57% among those aged 30-39.12 Additionally, over half of the 

deaths occurred 7–365 days postpartum (57%).13 The pregnancy-related deaths among AI/AN 

women were 100% preventable in 2021.13 These statistics thus fail to capture the full picture of 

AI/AN maternal health: the intergenerational trauma of forced family separation, the erosion of 

traditional birthing practices, the geographic barriers to prenatal care in rural and reservation 

communities, and the pervasive inequality within health care systems that AI/AN mothers 

routinely encounter. 

 

Some state-level data and research suggests rates of AI/AN pregnancy-related mortality may be 

even higher due to systematic data challenges, like racial misclassification in vital records.14 In 

Washington state, where the state Maternal Mortality Review Panel has taken deliberate steps to 

address racial misclassification, AI/AN mothers experience a rate of pregnancy-related death 8.5 

times higher than non-Hispanic White mothers.15 This rate (84 per 100,000 births) far exceeds 

the national average, while other racial/ethnic groups in the state experience lower pregnancy-

related death than the national averages (e.g., 36 per 100,000 births among Black mothers and 8 

per 100,000 among Asian American mothers).15 The AI/AN population in Washington 

https://www.zotero.org/google-docs/?X4yb0E
https://www.zotero.org/google-docs/?qILoHs
https://www.zotero.org/google-docs/?zY2Epi
https://www.zotero.org/google-docs/?HigaBE
https://www.zotero.org/google-docs/?o6ctrX
https://www.zotero.org/google-docs/?ZA9h0n
https://www.zotero.org/google-docs/?U5uV87
https://www.zotero.org/google-docs/?cTrBgT
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experiences the highest rate of maternal mortality and 80% of deaths are preventable.16 The 

maternal health crisis in Indigenous communities is both urgent and preventable. 

 

Maternal Mortality Surveillance Systems 

 

The above data is derived from the United States (U.S.) Maternal Mortality Surveillance 

Systems, which evolved and came into existence during a 100-year period. This history, which is 

detailed extensively in other publications, contributes to the complexity in maternal mortality 

surveillance systems.17–19 Public health surveillance, like the Maternal Mortality Surveillance 

Systems, have jurisdictional complexity because governments at the Tribal, local, state, and 

federal levels have different authorities, responsibilities, rules, regulations, and reporting 

processes. The history and jurisdictional complexity results in fragmentation and data sharing 

challenges. Some significant historical milestones in the development of the U.S. Maternal 

Mortality Surveillance Systems worth noting include:   

 

● 1915 - 1930s: Maternal mortality surveillance activities started when basic vital records, 

in the form of death records, were submitted to the National Center for Health Statistics. 

The data was used to create the inaugural national maternal mortality ratio, and the first 

Maternal Mortality Review Committees seek to find prevention strategies. 

● 1980s - 1990s: Maternal mortality in the United States declined, and many MMRCs 

eventually ended their work. The Centers for Disease Control and Prevention (CDC) 

created Pregnancy Mortality Surveillance System (PMSS) and Pregnancy Risk 

Assessment Monitoring System (PRAMS) as a response to disappearing MMRCs, 

limitations of vital statistics data, and the need for more data about pregnancy and 

parenthood knowledge, attitudes, and behaviors. Improvements in maternal mortality 

eventually began to erode, and maternal mortality rates rose. 

● 2000s - 2020s: Disparities in maternal mortality, especially by race and ethnicity, indicate 

a need to again prioritize maternal mortality surveillance activities. The pregnancy 

checkbox is added to death certificates as a strategy to improve the identification of 

pregnancy-related deaths on death certificates. Support for MMRCs is revitalized and 

funding is provided to modernize data tools and enhance participation in MMRCs. 

  

Today, the surveillance system for maternal mortality in the U.S. includes the National Vital 

Statistics System (NVSS), Pregnancy Mortality Surveillance System (PMSS), and Maternal 

Mortality Review Committees (MMRC). Scholars have described each of these systems and 

provided in-depth summaries of strengths and weaknesses.18,19 Each surveillance system was 

created with a distinct purpose, scope, data source, measure, and terminology as summarized 

below. 

 

  

https://www.zotero.org/google-docs/?eACvp1
https://www.zotero.org/google-docs/?WDNFy0
https://www.zotero.org/google-docs/?2N83Ww
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U.S. Maternal Mortality Surveillance Systems: A Comparison 

  CDC – National Vital 

Statistics System (NVSS) 

CDC – Pregnancy Mortality 

Surveillance System (PMSS) 

State and Local Maternal 

Mortality Review Committees 

(MMRCs) 

Data source Death certificates Death certificates linked to fetal 

death and birth certificates 

Death certificates linked to fetal 

death and birth certificates, medical 

records, social service records, 

autopsy, informant interviews, etc. 

Time frame During pregnancy — 42 days During pregnancy — 365 days During pregnancy — 365 days 

Source of 

classification 

ICD-10 codes Medical Epidemiologists Multidisciplinary committees 

Terms Maternal death Pregnancy-associated, (Associated 

and) Pregnancy-related, 

(Associated but) Not pregnancy 

related 

Pregnancy-associated, (Associated 

and) Pregnancy-related, (Associated 

but) Not pregnancy related 

Measure Maternal mortality rate — 

number of maternal deaths 

per 100,000 live births 

Pregnancy-related mortality ratio 

—number of pregnancy-related 

deaths per 100,000 live births 

Pregnancy-related mortality ratio — 

number of pregnancy-related deaths 

per 100,000 live births 

Purpose Show national trends and 

provide a basis for 

international comparison 

Analyze clinical factors associated 

with deaths; publish information 

that may lead to prevention 

strategies 

Understand medical and nonmedical 

contributors to deaths; prioritize 

interventions that effectively reduce 

maternal deaths 

Source: Eugene Declercq and Laurie C. Zephyrin, Maternal Mortality in the United States, 202519 

 

In order to identify prevention and intervention opportunities to reduce disparities in maternal 

mortality, it is important to understand the history and differences between the maternal 

mortality surveillance systems. This knowledge can inform understanding of the unique 

challenges and opportunities these systems present for describing the trends and contributors to 

pregnancy-related death for AI/AN people. The lack of accuracy in recording race and ethnicity 

for AI/AN people is a well-documented challenge in surveillance data, especially vital statistics 

like birth and death records6,7,20,21. Methodological decisions about racial classification in data 

can affect the size and characteristics of the population used in analysis. 

 

Racial Misclassification 

 

Racial misclassification occurs when an individual’s self-reported race is incorrectly recorded in 

official data collection forms, like birth and death records.22 This issue, frequently seen among 

AI/AN populations, is common throughout federal, state, and local government-sponsored data 

collection efforts.23 A study linking state vital records mortality data to the Indian Health Service 

master patient file found that in Oklahoma all-cause mortality for AIANs was underestimated by 

nearly 29% between 2011 and 2015.8 In the case of maternal mortality, Heck et al.14, describe: 

 

 

 

 

https://www.zotero.org/google-docs/?Rrn8Zx
https://www.zotero.org/google-docs/?els4ic
https://www.zotero.org/google-docs/?RRJgMU
https://www.zotero.org/google-docs/?TgXVV0
https://www.zotero.org/google-docs/?Xo9q8A
https://www.zotero.org/google-docs/?05uG9u
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“Racial/ethnic misclassification on death certificates potentially leads to underreporting 

and compromised estimates of mortality, with as many as 45% of AI/AN deaths being 

misclassified as another race. Given the relatively small AI/AN population, even 

negligible misclassifications can markedly affect data analyses, likely resulting in an 

underestimation of AI/AN maternal mortality.” (p. 226)14 

 

The methods used for racial classification vary across data sources and surveillance systems. 

These methodological decisions impact size and characteristics of populations. For example, the 

PMSS uses separate categories for Hispanic origin and race.24 Any AI/AN person who identifies 

as Hispanic is classified as Hispanic. Any AI/AN individual who identifies as non-Hispanic is 

classified as non-Hispanic single-race AI/AN while people who identify as more than one race 

are classified as non-Hispanic Multi-Race.25 These racial classifications result in an undercount 

of AI/AN people who identify as Hispanic or more than one race or suppresses AI/AN data into 

a Multi-Race category that cannot be disaggregated.  

 

Racial misclassification is problematic because it obscures data and erodes allocation of 

resources. For this reason, Echo-Hawk et al.26 argue racial misclassification contributes to the 

“the elimination of AI/AN people resulting in the non-fulfillment of treaty and trust 

responsibilities due to lack of data on urban and rural tribal communities.” For nearly 30 years, 

scholars have examined racial misclassification and proposed methods for correcting 

misclassification in AI/AN data.27–29 The Urban Indian Health Institute (UIHI) recommends an 

inclusive standard where all AI/AN people – alone, multiple races, and Hispanic origin – are 

counted.30  

 

The UIHI recommendation to correct racial misclassification was applied to maternal mortality 

data. A report titled Pregnancy-Related Deaths: Data from Maternal Mortality Review 

Committees in 36 US States, 2017–2019 demonstrated how applying the UIHI recommendation 

resulted in increased identification of pregnancy-related deaths among AI/AN people from 9 to 

17 cases.12 In a second example from 2021, identified cases increased from 24 deaths to 37 

deaths when AI/AN people was counted if they reported AI/AN alone and in combination with 

other racial identities. The authors of these reports cautioned that despite the increase in cases, 

the number was likely still an undercount due to persistent limitations in how vital records 

classify AI/AN women.”31 Without accurate data collection and racial classification, the true 

burden of maternal mortality in AI/AN communities remains underestimated, further obscuring 

the need for resources and policy change.  

 

 

 

 

 

https://www.zotero.org/google-docs/?x73fPO
https://www.zotero.org/google-docs/?wB6BwL
https://www.zotero.org/google-docs/?H30B1m
https://www.zotero.org/google-docs/?DkqOcc
https://www.zotero.org/google-docs/?vBJbhu
https://www.zotero.org/google-docs/?WvABU8
https://www.zotero.org/google-docs/?HvDec0
https://www.zotero.org/google-docs/?SAoNC0
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Discussion 

 

Public Health Authority 

 

Public health authority is one of the legal foundations for a sovereign government to oversee the 

health and wellbeing of their citizens within their jurisdiction.32 The inherent sovereignty of a 

Tribal nation upholds this legal foundation regardless of whether a Tribe operates their own 

public health department.32  Tribal Epidemiology Centers (TECs), many founded as tribal public 

health organizations nearly 30 years ago, were designated Public Health Authorities in the Indian 

Healthcare Improvement Act of 2010. A total of 12 TECs serve AI/AN communities across the 

U.S., including 11 regional TECs founded to support the 574 federally recognized Tribes and 1 

national TEC serving urban Indian organizations.33 Designation as public health authorities, 

gives TECs the legal authority to engage in public health activities as a sovereign government 

would to promote and protect the health of the people within their jurisdiction.34  

 

Congressionally authorized scopes of work for TECs specify public health activities, including 

access to data for epidemiologic and public health functions.33,35 However, Tribes and TECs face 

barriers in accessing and obtaining federal and state health data and few pathways or policy 

guidelines exist for state or federal government agencies to implement data sharing.35 While 

concerns about protecting individual health data are valid, it is important to consider the 

implications of not developing adequate pathways and support for Tribes and TECs to regularly 

access their protected health information. Upholding Indigenous data sovereignty and improving 

data collection practices are critical steps toward supporting AI/AN maternal and infant health.  

 

Indigenous Data Sovereignty 

 

Data sovereignty—the right of Indigenous communities to govern the collection, ownership, and 

application of their own data—is fundamental to addressing maternal health disparities affecting 

AI/AN communities. According to several scholars35,36, the legal frameworks of sovereignty, 

treaties, and trust obligations apply to AI/AN data and form the basis of automatically sharing 

public health data with Tribes and TECs. Furthermore, data sovereignty extends to any and all 

data collected about AI/AN people.26 Data sovereignty practices also combat ongoing issues in 

which AI/AN peoples have been subjects of surveillance and research rather than partners in it, 

and have had data extracted from communities, interpreted through colonial frameworks, and 

rarely returned in ways that support community-defined priorities. This legacy of data 

exploitation and extraction has contributed to persistent knowledge gaps, misclassification, and 

invisibility in maternal health statistics that obscure the true extent of disparities and hinder 

effective intervention. Conversely, the Urban Indian Health Institute's Data Defender model 

positions Tribes, AI/AN organizations, and AI/AN people as stewards of their own information 

by employing data governance structures that honor Indigenous values, protecting privacy, and 

https://www.zotero.org/google-docs/?xGosIY
https://www.zotero.org/google-docs/?9vP9mi
https://www.zotero.org/google-docs/?EMjnro
https://www.zotero.org/google-docs/?taYDol
https://www.zotero.org/google-docs/?bTKjUT
https://www.zotero.org/google-docs/?5nHeGu
https://www.zotero.org/google-docs/?XEySGl
https://www.zotero.org/google-docs/?QQA3Z2
https://www.zotero.org/google-docs/?pJjzjH
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ensuring data serves community wellness rather than merely outside academic or governmental 

interests. These frameworks challenge conventional research paradigms and call for fundamental 

restructuring of how maternal health data is collected, analyzed, and utilized. 

 

 

Strengths-Based Data Approaches 

Western data collection on the health and wellbeing for AI/AN populations, describes the health 

problems and deficits in AI/AN communities, without acknowledging or often even considering 

the community-based approaches that have begun solving these issues. In recent years, 

researchers working to measure AI/AN health have taken important steps to move the focus of 

the field from a “deficit-based” focus to one that is more “strengths-based. Where deficit-based 

health models focus on what is wrong, strengths-based approaches focus on identifying and 

supporting the various protective factors that support people improving or maintaining health. 

There are several examples of data collection tools being modified and adapted to be strengths 

based and community-attuned to provide more robust data on the health and well-being in 

AI/AN communities.  A Dakota community created the Wicozani Instrument , a nine-item self-

report tool that measures mental, physical, and spiritual health and the impact on the quality of 

li37.37 Dr. Angela Snowshoe and colleagues developed the Cultural Connectedness Scale (CCS), 

a 29-item instrument that measures the degree of cultural connection in First Nations you.38 

Building off Snowshoe’s work, members from six Urban Indian Health Organizations worked to 

adapt the CCS to be appropriate for the multi-Tribal communities of urban California.39 In a 

2024 paper, Maudrie et al. developed an Indigenous Nourishment Scales in collaboration with 

AI/AN communities in Baltimore and Minneapolis that captures indicators of Indigenous 

nutrition.40 These Indigenous-led measurement development efforts demonstrate how to improve 

the completeness of data collected that is useful, relevant, and community-attuned. 

Workforce Development  

 

Support the development of a professional workforce, including AI/AN scientists, who are 

knowledgeable about data issues and capable of training people (e.g hospital staff, funeral 

directors, coroners, etc.) about strategies for improving AI/AN data. Scientists from AI/AN 

communities remain underrepresented within government, academic, Tribal, private, and 

nonprofit research settings. According to the Postsecondary National Policy Institute, American 

Indian and Alaska Native higher educational attainment is less than half of the national rate, with 

16.8% of adults earning a bachelor’s degree or higher compared with 36.2% of all America.41 

While training programs and recruitment efforts exist at varying levels of education, higher 

education attainment in data science, public health, and related fields remains a core issue 

undermining AI/AN data leadership. At the same time, there is a highly qualified cadre of AI/AN 

https://www.zotero.org/google-docs/?8SBReR
https://www.zotero.org/google-docs/?Wr0Ii6
https://www.zotero.org/google-docs/?a5Fllu
https://www.zotero.org/google-docs/?8GGQfe
https://www.zotero.org/google-docs/?1n91aZ
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researchers in maternal health who are at the forefront of addressing the policy and data issues 

highlighted in this report.  

 

Existing models for workforce development for AI/AN, such as the Centers for Disease Control 

and Prevention (CDC) Tribal Epidemiology Center Public Health Infrastructure (TECPHI) 

program, should continue to be funded. After a 5-year investment from 2017-2022, TEC 

workforce grew by 72%, the proportion of staff with a health-related degree increased by 27%, 

and representation of AI/AN staff increased to 33% of all TEC staff.42 Workforce investments in 

TECs led to improved data infrastructure, increased data sharing, and increased dissemination of 

health data specific to AI/AN population.42  More support for workforce development improves  

AI/AN-led maternal and child health data efforts, including racial misclassification data 

trainings, which is addressed further under our recommendations. 

 

Funding  

 

Current funding structures significantly shape—and often constrain—the ability of AI/AN 

communities to exercise data sovereignty in maternal health research and program evaluation. 

Indian Health Service funding, chronically inadequate and subject to discretionary 

appropriations, limits infrastructure for robust data systems within Tribal health programs. 

Federal research grants frequently require data sharing arrangements that conflict with Tribal 

sovereignty and data governance protocols. Philanthropic funding, while sometimes more 

flexible, often supports short-term projects that cannot sustain the long-term data infrastructure 

AI/AN communities need to monitor and improve maternal health outcomes over time. 

Furthermore, AI/AN communities continue to receive a small fraction of philanthropic 

investment dollars.  

 

According to a report by Native Americans in Philanthropy, “In relation to Native communities, 

approximately 0.04% of funding goes to AI/AN people,43 according to a 2018 publication by 

First Nations Development Institute; on average, 0.15% of community foundation funding goes 

to Native American organizations and causes annually”44 These challenges are compounded by 

the current federal funding environment. Recent administrative actions have disrupted ongoing 

maternal health initiatives, creating uncertainty for programs, longitudinal studies, and 

community-based participatory research projects that are essential for understanding and 

addressing AI/AN maternal health disparities. The defunding of federal mechanisms not only 

threatens to widen existing knowledge gaps but also undermines Tribal sovereignty, treaty rights, 

and trust responsibility. In this context, protecting and expanding AI/AN-led data sovereignty 

initiatives becomes not merely a matter of research ethics, but a critical strategy for Tribal Public 

Health Authority, maternal health equity, and survival. 

 

https://www.zotero.org/google-docs/?sVawjz
https://www.zotero.org/google-docs/?d6NckU
https://www.zotero.org/google-docs/?vZWJ4t
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Community Engagement, Governance, and Data 

Considering the data gaps, underreporting and absence of AI/AN-defined indicators, it is 

important to look to AI/AN-led efforts. 

 

Albuquerque Area Southwest Tribal Epidemiology Center  

Albuquerque Area Southwest Tribal Epidemiology Center (AASTEC) leads multiple Tribal 

Maternal Child Health programs and projects with partners in their service area. In 2018, 

AASTEC launched the Tribal Pregnancy Risk Assessment Monitoring System (PRAMS), a 

Tribal public health surveillance system. The project, a collaboration with the Navajo Nation 

Tribal Epidemiology Center and the New Mexico Department of Health, delivers a culturally 

adapted public health survey designed to gather vital data on the experiences, attitudes and 

behaviors of AI/AN mothers before, during, and after pregnant.46  In 2024, AASTEC hosted 

workshops with AI/AN communities to co-create a Tribal PRAMS Toddler Survey. The 

initiatives aim to strengthen the availability of high-quality AI/AN-specific data for Tribes and 

Tribal health programs to monitor trends, plan targeted programs, and inform policy based on 

rigorous, culturally attuned data.   

Arizona Tribal Maternal Health Task Force47  

Arizona Department of Health Services (ADHS) created the Tribal Maternal Health Task Force 

(Tribal MHTF) as part of their Maternal Health Innovations Program. The Tribal MHTF was a 

response to data from 2018-2019 showing AI/AN mothers had the highest pregnancy associated 

preventable mortality compared to all racial and ethnic groups in Arizona. The Tribal MHTF was 

formed with a mandate to engage AI/AN people in implementing community-driven, culturally 

attuned, and tailored solution48,49 A Program Manager, who is a member of Navajo Nation with 

over a decade of experience working with the AI/AN community, supports the Tribal MHTF. In 

this role, the Program Manager works with Arizona’s 22 federally recognized Tribes, Dine 

College, and the Intertribal Council of Arizona to implement culturally appropriate initiatives to 

decrease maternal morbidity and mortality. The creation of the Tribal MHTF has built a pathway 

toward Indigenous data sovereignty as Arizona’s Maternal Mortality Review Committee now 

convenes a AI/AN subcommittee to review pregnancy-related deaths for AI/AN people. 

Hummingbird Indigenous Family Services50  

The Nest pilot, led by Hummingbird Indigenous Family Services, is an example of strengthening 

data systems to support American Indian, Alaska Native, Native Hawaiian, or Pacific Islander 

families expecting a child. The five-year guaranteed income pilot relieves financial stress by 

providing up to $1,250 monthly to 150 families in King and Pierce Counties until their child’s 

third birthday. The program has advanced maternal health and well-being data quality and 

efficiency through an Indigenous-led design process, while providing financial support. 

Hummingbird partners with Aidkit, which provides a customized platform to include a lineage 

https://www.zotero.org/google-docs/?ataTVc
https://www.zotero.org/google-docs/?3A3Z40
https://www.zotero.org/google-docs/?IcWe2t
https://www.zotero.org/google-docs/?XIYyL4
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tracker without requiring Tribal identification numbers, respecting sovereignty while gathering 

needed eligibility data. The system also enforces strong data governance protections, ensuring 

that data is not monetized, and streamlines enrollment and reporting through a secure, mobile-

friendly platform. For the evaluation component of the Nest, Hummingbird retains full data 

ownership while collaborating with an external university partner and collecting novel data on 

Indigenous maternal health and economic well-being indicators. This approach demonstrates 

how investments in cash assistance programs can combine culturally responsive design with 

rigorous data integrity. The Nest pilot offers a model of ethical data systems work that delivers 

measurable results, upholds sovereignty, and supports family.50 

Tulalip Nation and Washington State Data Sharing Agreement51 

In early 2025, the Tulalip Tribe and Washington State Department of Health signed the first ever 

Tribal specific data sharing agreement.52 The landmark agreement advances Tribal Data 

Sovereignty by giving Tribes direct access, ownership, and governance of public health data 

collected by the state. This includes surveillance data, disease reporting, birth records, labs, and 

environmental health metrics. With this agreement, the Tulalip Tribe has the data to lead 

investigations of community health threats, set priorities based on real-time local data, and 

control how the data is used. This partnership embodies a government-to-government model 

grounded in transparency, respect for Tribal self-determination and improved health outcomes.   

 

Legislative History and Issues for Congress 

 

H.R.1318 - Preventing Maternal Deaths Act of 2018 (115th Congress) 

 

This bipartisan bill, first introduced in 2017, became law in December 2018. It was passed with 

the goal of addressing maternal mortality rates, including thorough provisions specifically meant 

for Tribes. It led to the establishment of Tribe- or Tribal organization-operated maternal 

mortality review committees (MMRCs) to identify pregnancy-associated or related deaths; 

identify outcomes, trends, and patterns that may contribute to such deaths; and make 

recommendations to improve maternal care and reduce the rate of such deaths. Under the law, 

recommendations could be provided to health care professionals and facilities, coroners, medical 

examiners, and other professionals tasked with completing death records. This allowed Tribes 

and Tribal organizations to lead efforts to improve AI/AN maternal health data, which is the 

critical foundation for increased investments in AI/AN maternal health. A bill to reauthorize this 

Act was introduced in 2023 and passed the House of Representatives in 2024 but failed to 

advance in the Senate. H.R.1318 included funding to support these efforts through fiscal year 

2023. The reauthorization bill would have provided additional funding through fiscal year 2028. 

Access to quality data is critical for appropriate funding, as many government funding decisions 

are data-driven. A new reauthorization bill, introduced in March 2025, currently sits with the 

https://www.zotero.org/google-docs/?Uaauk7
https://www.zotero.org/google-docs/?uhgFbp
https://www.zotero.org/google-docs/?pBNkJN
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House Committee on Energy and Commerce. The Preventing Maternal Deaths Act of 2018 

should be reauthorized to support continued data improvement efforts, which in turn will lead to 

better awareness of factors impacting maternal mortality rates and increased targeted investments 

to address them. 

  

H.R.3320 - Data to Save Moms Act (118th Congress) 

 

Introduced in 2023, this bill, aimed at improving maternal health data collection and data quality, 

failed to gain traction in Congress. It would have built on the success of MMRCs by providing 

grants for states, Tribes, Tribal organizations, and urban Indian organizations. The grants would 

have been used to increase representation on MMRCs, ease participation from community 

members, and increase outreach to communities. The bill would have further broadened the 

scope of MMRCs, requiring data collection and review, when possible, on cases of severe 

maternal morbidity, suicide, overdose, and deaths from mental health conditions or substance use 

disorder. In addition to MMRCs, the bill sought to improve data by requiring the Centers for 

Medicare and Medicaid Services and the Agency for Healthcare Research and Quality to review 

and improve maternal health data collection practices. This bill should be reintroduced as it 

would not only contribute to supporting MMRCs but would also improve data practices within 

government agencies. 

 

Native Children’s Commission Implementation Act 

 

This draft legislation focused on improving the health and well-being of AI/AN children. Certain 

provisions contained in the legislation could prove useful in addressing AI/AN maternal health. 

The legislation recommends the creation of an Office on Native Children, housed within the U.S. 

Department of Justice (DOJ), and the establishment of a National Clearinghouse on Native 

Children to better coordinate data, programs, and funding. The draft legislation also calls for the 

creation of an Inter-Agency Committee on Indigenous Data Sovereignty, led by the DOJ and the 

Office of Management and Budget, with a report due to Congress within one year. The 

legislation directs the HHS Secretary to conduct a study on maternal mortality and domestic 

violence to support understanding of solutions for Native maternal health. Other provisions call 

for the establishment of several Tribal Advisory Committees (TAC) including: a TAC to support 

the Inter-Agency Committee on Indigenous Data Sovereignty within the Bureau of Indian 

Affairs, a TAC on Native maternal health within HRSA’s Maternal Health Bureau, and a TAC 

on Early Childhood in the Office of Early Childhood Development at the Administration for 

Children and Families. These provisions could galvanize support, improve the quality of 

information across federal agencies, bolster data access for the I/T/U system, and increase 

resources for maternal health. 
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Department of Health and Human Services (HHS) Data Access 

 

25 U.S.C. § 1621m guarantees access to all HHS data for Tribes and TECs. To uphold 

congressional intent and ensure Tribes and TECs can carry out their duties and responsibilities as 

public health authorities, HHS and all HHS Divisions must work to improve access to data for 

use by Tribes and TECs. HHS and Divisions must update their existing internal policies to go 

further than HHS’s Tribal Data Access Policy and Tribal Epidemiology Center Data Access 

Policy. HHS and its Divisions must ensure explicit deadlines are stated and upheld for data 

sharing, require periodic Tribal input on the ease of data access, offer training to federal 

employees on sharing data with Tribes and TECs, and remove any existing language in policies 

that prevent the sharing of data with Tribes and TECs. With improved access to HHS data, 

Tribes and TECs will be able to deepen our understanding of the maternal health crisis, offer 

data-driven solutions, and seek data-driven funding opportunities. 

  

Centers for Disease Control and Prevention (CDC) Data Modernization Initiative (DMI) 

 

The DMI was launched by the CDC in 2019 as an effort to overhaul public health data 

management in the federal government, ultimately leading to the CDC’s Public Health Data 

Strategy (PHDS), launched in 2023. The goal of the PHDS is to create an interconnected data 

infrastructure to be better prepared for future health crises. As CDC continues to work on an 

interoperable and interconnected data infrastructure, it must ensure that Tribes, Tribal 

organizations, urban Indian organizations, and TECs have access to this infrastructure. This 

would uphold congressional intent for access to all HHS data by Tribes and TECs and empower 

Indian Country to produce better data to continue to shine a light on the maternal mortality crisis 

and need for additional resources. 

 

Recommendations 

 

The following recommendations would uphold congressional intent for access to all HHS data 

by Tribes and TECs, and empower Indian Country to produce better data, and galvanize AI/AN 

communities to continue to shine a light on the maternal mortality crisis and need for additional 

resources. Key recommendations to improve data, data sovereignty, and governance for 

American Indian and Alaska Native maternal health includes: 

 

● Uphold Indigenous data sovereignty  

● Engage Tribes, UIOs, TECs, and AI/AN about maternal health data 

● Ensure data access to federal health data for Tribal Public Health Authorities  

● Improve data quality by including Indigenous frameworks 
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Uphold Indigenous Data Sovereignty 

● Create an Inter-Agency Committee, led by the DOJ and the Office of Management 

and Budget, on Indigenous Data Sovereignty, with a report due to Congress within 

one year.  

● This would uphold Indigenous data sovereignty, the right for Tribes to govern the 

collection, ownership, and application of their own data, including data collected on 

their Tribal citizens, in relation to maternal and infant health. Indigenous data 

sovereignty practices can help inform the improvement of data structures to reflect 

the collective interests of Tribes and urban AI/AN communities. 

 

Engage Tribes, UIOs, TECs and AI/AN People on Maternal Health Data 

● To support the growing AI/AN population, each federal agency must uphold the 

rights under Tribal Consultation policies and implement an Urban Confer policy, such 

as the Indian Health Services policy. These processes can facilitate identification of 

recommendations by Tribes and AI/AN communities for addressing maternal health 

issues, including data access and quality.  

● Establish Tribal Advisory Committees (TACs) within the Bureau of Indian Affairs to 

support the inter-agency committee, within HRSA’s Maternal Health Bureau focused 

on Native maternal health, in the Office of Early Childhood Development at the 

Administration for Children and Families on early childhood 

● Direct the HHS Secretary to conduct a study on maternal mortality and domestic 

violence to support a further understanding of solutions for Native maternal health 

within executive agencies. This can galvanize support within agencies and lead to 

increased federal resources dedicated to this cause. Better information within the 

executive branch would allow federal agencies to be better partners for the I/T/U 

system as it continues to improve maternal health outcomes. 

 

Improve Data Quality by Including Indigenous Frameworks 

● Consider cultural implications and redefine quality improvement. Federal agencies 

must review how quality improvement is defined, and in doing so, honor the 

existence of Indigenous frameworks. This should occur in federal policies, programs, 

funding, training, technical assistance, data and information sharing, partnerships, and 

collaboration.  

● Improve federal data tools, like the Health Resources and Services Administration 

(HRSA) Maternal and Infant Health Mapping Tool, which perpetuates the erasure of 

AI/AN people. This work should be done in collaboration with Tribal public health 

authorities and TECs. 

● Human Health Services (HHS) and its divisions should be required to provide 

technical assistance and training to States to improve data quality.  
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● Require CDC and other government agencies to publish annual infant and maternal 

health reports specific to AI/AN populations and data. Request that the agency 

achieve this by using small population methodologies for sampling analysis in 

consultation with Tribes, Tribal organizations, and urban Indian organizations as well 

as national organizations such as the National Indian Health Board and the Urban 

Indian Health Institute (UIHI). These methodologies include:   

○ Aggregating data across time to include a longer time frame for the analysis 

which builds larger samples, thus assists in overcoming the challenge of small 

populations analysis.  

○ Using weighted sampling for AI/AN populations, as this gives increased 

strength to small populations.  

○ Oversampling the AI/AN population. 

○ Include data that lists AI/AN alone and in combination with other races as 

well as including both Non-Hispanic and Hispanic.   

 

Ensure Access to Federal Health Data 

● Implement recommendations from the Native Children’s Commission 

Implementation Act, a draft legislation focuses on improving the health and well-

being of AI/AN children where certain provisions contained in the legislation could 

prove useful in addressing AI/AN maternal health including:  

● Create an Office on Native Children, housed within the U.S. Department of Justice 

(DOJ), for the purpose of establishing a National Clearinghouse on Native Children. 

This allows for the compiling of data and reports on Native children and the sharing 

of information on grant opportunities. This would improve data access for the I/T/U 

system and promote access to federal resources.  

● Implement 25 U.S.C. § 1621m Department of Health and Human Services (HHS) 

Data Access to guarantee access to all HHS data for Tribes and TECs 

● Implement CDC’s Public Health Data Strategy (PHDS) and ensure that Tribes, Tribal 

organizations, urban Indian organizations, and TECs have access to this 

infrastructure.  

 

Implementation Pathways 

 

Addressing all recommendations will require a multipronged approach that engages legislators, 

administrators, and federal agency partners. Ensuring buy-in from stakeholders at all levels will 

be critical to improving maternal health data for AI/AN communities. Congress can, through its 

oversight of federal agencies, support administrative-level changes. Efforts should be focused on 

specific committees and subcommittees relevant to the legislative efforts and administrative 

bodies targeted by these recommendations. These include Appropriations, Indian Affairs, 

Natural Resources, Energy and Commerce, Finance, and Ways and Means. While unified, 
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national changes are ultimately preferred, state-level changes can fill targeted gaps and 

demonstrate the effectiveness of certain solutions. State-level changes can serve as pilot 

programs that federal implementation can be modeled after, such as the example of Arizona’s 

Tribal MMRC. Testimony, oral or written, can be a catalyst for change, and advocates should 

seek opportunities to testify and give success stories. Organizations can also work with their 

members of Congress to organize briefings and present stories and data to members and staff. 

Building this base of support is critical to long-term success.  

 

References 

1. CDC. Disparities and Resilience Among American Indian and Alaska Native Women 

Who Are Pregnant or Postpartum. HEAR HER Campaign. January 31, 2025. Accessed 

October 30, 2025. https://www.cdc.gov/hearher/aian/disparities.html  

2. Hill L, Rao, Alisha, Artiga, Samantha, Ranji, Usha. Racial Disparities in Maternal and 

Infant Health: Current Status and Efforts to Address Them. KFF. October 25, 2024. 

Accessed October 30, 2025. https://www.kff.org/racial-equity-and-health-policy/racial-

disparities-in-maternal-and-infant-health-current-status-and-efforts-to-address-them/  

3. Burns A, DeAtley T, Short SE. The maternal health of American Indian and Alaska 

Native people: a scoping review. Soc Sci Med. 2023;317:115584. 

doi:10.1016/j.socscimed.2022.115584  

4. Heck JL, Jones EJ, Bohn D, et al. Maternal Mortality Among American Indian/Alaska 

Native Women: A Scoping Review. J Womens Health (Larchmt). 2021;30(2):220-229. 

doi:10.1089/jwh.2020.8890  

5. CDC. Pregnancy-Related Deaths Among American Indian or Alaska Native Women: 

Data from Maternal Mortality Review Committees. Maternal Mortality Prevention. August 

25, 2025. Accessed October 30, 2025. https://www.cdc.gov/maternal-mortality/php/data-

research/mmrc/aian.html  

6. Anderson RN, Copeland G, Hayes JM. Linkages to improve mortality data for American 

Indians and Alaska Natives: a new model for death reporting? Am J Public Health. 2014;104 

Suppl 3(Suppl 3):S258-262. doi:10.2105/AJPH.2013.301647  

7. Arias E, Schauman WS, Eschbach K, Sorlie PD, Backlund E. The validity of race and 

Hispanic origin reporting on death certificates in the United States. Vital Health Stat 2. 

2008;(148):1-23.  

8. Dougherty TM, Janitz AE, Williams MB, et al. Racial Misclassification in Mortality 

Records Among American Indians/Alaska Natives in Oklahoma From 1991 to 2015. J 

Public Health Manag Pract. 2019;25 Suppl 5, Tribal Epidemiology Centers: Advancing 

Public Health in Indian Country for Over 20 Years(Suppl 5 TRIBAL EPIDEMIOLOGY 

https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0


  

POLICY BRIEF 17 

 

CENTERS ADVANCING PUBLIC HEALTH IN INDIAN COUNTRY FOR OVER 20 

YEARS):S36-S43. doi:10.1097/PHH.0000000000001019  

9. Parker J, Irimata K, Zhang G, et al. National Center for Health Statistics Data 

Presentation Standards for Rates and Counts. National Center for Health Statistics (U.S.); 

2023. doi:10.15620/cdc:124368  

10. Data Use Restrictions. Accessed October 30, 2025. https://wonder.cdc.gov/datause.html  

11. CDC. Data from the Pregnancy Mortality Surveillance System: Pregnancy-related 

mortality ratio over time. Maternal Mortality Prevention. April 29, 2025. Accessed October 

29, 2025. https://www.cdc.gov/maternal-mortality/php/pregnancy-mortality-surveillance-

data/index.html  

12. CDC. Pregnancy-Related Deaths Among American Indian or Alaska Native Women: 

Data from Maternal Mortality Review Committees: Demographic Characteristics. Maternal 

Mortality Prevention. August 25, 2025. Accessed October 29, 2025. 

https://www.cdc.gov/maternal-mortality/php/data-research/mmrc/aian.html  

13. CDC. Pregnancy-Related Deaths Among American Indian or Alaska Native Women: 

Data from Maternal Mortality Review Committees: Preventability and Contributing Factor 

Class. Maternal Mortality Prevention. August 25, 2025. Accessed October 29, 2025. 

https://www.cdc.gov/maternal-mortality/php/data-research/mmrc/aian.html  

14. Heck JL, Jones EJ, Bohn D, et al. Maternal Mortality Among American Indian/Alaska 

Native Women: A Scoping Review. J Womens Health (Larchmt). 2021;30(2):220-229. 

doi:10.1089/jwh.2020.8890  

15. Washington State Department of Health. Washington State Maternal Mortality Review 

Panel: Maternal Deaths 2017-2020.; 2023.  

16. Communities--8400 PHH and S. Maternal Mortality Review Panel | Washington State 

Department of Health. Accessed October 31, 2025. https://doh.wa.gov/public-health-

provider-resources/public-health-system-resources-and-services/maternal-mortality-review-

panel  

17. St Pierre A, Zaharatos J, Goodman D, Callaghan WM. Challenges and Opportunities in 

Identifying, Reviewing, and Preventing Maternal Deaths. Obstet Gynecol. 2018;131(1):138-

142. doi:10.1097/AOG.0000000000002417  

18. Callaghan WM. Overview of Maternal Mortality in the United States. Seminars in 

Perinatology. 2012;36(1):2-6. doi:10.1053/j.semperi.2011.09.002  

19. Declercq E, Zephyrin LC. Maternal Mortality in the United States, 2025. 

doi:10.26099/kdfd-fc19  

https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0


  

POLICY BRIEF 18 

 

20. Bor J, Bird M, Hakes JK, Himmelstein DU, Himmelstein G, Woolhandler S. Life 

Expectancy of American Indian and Alaska Native Persons and Underreporting of Mortality 

in Vital Statistics. JAMA. 2025;334(3):243-252. doi:10.1001/jama.2025.8126  

21. Jim MA, Arias E, Seneca DS, et al. Racial misclassification of American Indians and 

Alaska Natives by Indian Health Service Contract Health Service Delivery Area. Am J 

Public Health. 2014;104 Suppl 3(Suppl 3):S295-302. doi:10.2105/AJPH.2014.301933  

22. Home | Racial Misclassification. March 16, 2020. Accessed October 31, 2025. 

https://www.racialmisclassification.org/  

23. Haozous EA, Strickland CJ, Palacios JF, Solomon TGA. Blood Politics, Ethnic Identity, 

and Racial Misclassification among American Indians and Alaska Natives. J Environ Public 

Health. 2014;2014:321604. doi:10.1155/2014/321604  

24. CDC. Data from the Pregnancy Mortality Surveillance System: Pregnancy-related deaths 

by race-ethnicity and age. Maternal Mortality Prevention. April 29, 2025. Accessed October 

29, 2025. https://www.cdc.gov/maternal-mortality/php/pregnancy-mortality-surveillance-

data/index.html  

25. CDC. About the Data: Pregnancy Mortality Surveillance System. Maternal Mortality 

Prevention. May 2, 2025. Accessed October 30, 2025. https://www.cdc.gov/maternal-

mortality/php/pregnancy-mortality-surveillance-data/about.html  

26. Echo-Hawk A, Locklear S, McNally S, Baker L, Gurule S. How Should Epidemiologists 

Respond to Data Genocide? AMA Journal of Ethics. 2025;27(1):44-50. 

doi:10.1001/amajethics.2025.44  

27. Llaneza AJ, Holt A, Seward J, Piatt J, Campbell JE. Assessment of Racial 

Misclassification Among American Indian and Alaska Native Identity in Cancer 

Surveillance Data in the United States and Considerations for Oral Health: A Systematic 

Review. Health Equity. 2024;8(1):376-390. doi:10.1089/heq.2023.0252  

28. Addressing Racial Misclassification. Urban Indian Health Institute. Accessed October 31, 

2025. https://www.uihi.org/resources/addressing-racial-misclassification/  

29. Bigback KM, Hoopes M, Dankovchik J, et al. Using Record Linkage to Improve Race 

Data Quality for American Indians and Alaska Natives in Two Pacific Northwest State 

Hospital Discharge Databases. Health Serv Res. 2015;50 Suppl 1(Suppl 1):1390-1402. 

doi:10.1111/1475-6773.12331  

30. Best Practices for American Indian and Alaska Native Data Collection. Urban Indian 

Health Institute. Accessed April 14, 2021. https://www.uihi.org/resources/best-practices-for-

american-indian-and-alaska-native-data-collection/  

https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0


  

POLICY BRIEF 19 

 

31. CDC. About the Data: MMRIA. Maternal Mortality Prevention. August 25, 2025. 

Accessed October 29, 2025. https://www.cdc.gov/maternal-mortality/php/data-

research/mmria-methods/index.html  

32. Tribal Maternal Mortality Review: Law and Policy Considerations. National Indian 

Health Board; 2024. https://legacy.nihb.org/resources/TribalMMRCPolicyBrief.pdf  

33. US Code Title 25 Chapter 18 - Indian Health Care Improvement Act. Accessed October 

29, 2025. 

https://www.ihs.gov/sites/ihcia/themes/responsive2017/display_objects/documents/home/US

Code_Title25_Chapter%2018.pdf  

34. Gostin LO, Wiley LF. Public Health Law: Power, Duty, Restraint. 3rd ed. University of 

California Press; 2016. Accessed October 29, 2025. 

https://www.jstor.org/stable/10.1525/j.ctv1wxsrj  

35. Schmit CD, O’Connell MC, Shewbrooks S, et al. Dying in Darkness: Deviations From 

Data Sharing Ethics in the US Public Health System and the Data Genocide of American 

Indian and Alaska Native Communities. J Med Internet Res. 2025;27:e70983. 

doi:10.2196/70983  

36. Bear Don’t Walk IV O, McLester-Davis LWY, Trinidad SB. Rectifying Genocidal Data 

Stewardship: A Commentary on Ethical and Legal Obligations for Sharing Data With Tribal 

Entities. J Med Internet Res. 2025;27:e77946. doi:10.2196/77946  

37. Peters HJ, Peterson TR, Dakota Wicohan Community. Developing an Indigenous 

Measure of Overall Health and Well-being: The Wicozani Instrument. Am Indian Alsk 

Native Ment Health Res. 2019;26(2):96-122. doi:10.5820/aian.2602.2019.96  

38. Snowshoe A, Crooks CV, Tremblay PF, Craig WM, Hinson RE. Development of a 

Cultural Connectedness Scale for First Nations youth. Psychol Assess. 2015;27(1):249-259. 

doi:10.1037/a0037867  

39. Masotti P, Dennem J, Hadani S, et al. The Culture is Prevention Project: Measuring 

Culture As a Social Determinant of Mental Health for Native/Indigenous Peoples. Am Indian 

Alsk Native Ment Health Res. 2020;27(1):86-111. doi:10.5820/aian.2701.2020.86  

40. Maudrie TL, Caulfield LE, Nguyen CJ, et al. Community-Engaged Development of 

Strengths-Based Nutrition Measures: The Indigenous Nourishment Scales. International 

Journal of Environmental Research and Public Health. 2024;21(11):1496. 

doi:10.3390/ijerph21111496  

41. Postsecondary National Policy Institute. Postsecondary Student Factsheets.; 2025. 

Accessed October 29, 2025. https://pnpi.org/wp-content/uploads/2025/06/Student-Factsheet-

Booklet-2025_final.pdf  

https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0


  

POLICY BRIEF 20 

 

42. Reece J, Skelton-Wilson S, Mitchell-Box K, Groom A, Thomas C. Building a Roadmap 

to Health Equity: Strengthening Public Health Infrastructure in Indian Country. Public 

Health Rep. 2023;138(2 Suppl):7S-13S. doi:10.1177/00333549231186579  

43. Native Americans in Philanthropy. Native Americans Are 2.9% Of U.S. Population But 

Receive 0.4% Of Philanthropic Dollars. November 17, 2020. Accessed October 29, 2025. 

https://nativephilanthropy.org/blog/2020/11/17/native-americans-are-2-of-u-s-population-

but-receive-0-4-of-philanthropic-dollars  

44. First Nations Development Institute. Community Foundation Giving to Native American 

Causes. 2018. Accessed October 30, 2025. 

https://www.firstnations.org/publications/community-foundation-giving-to-native-american-

causes/  

45. Albuquerque Area Southwest Tribal Epidemiology Center. Tribal PRAMS | AASTEC. 

Accessed October 28, 2025. https://www.aastec.net/services-programs/tribal-prams/  

46. Tribal Epidemiology Centers. AASTEC Success Story: Tribal PRAMS Project. AASTEC 

Success Story: Tribal PRAMS Project. Accessed October 28, 2025. 

https://tribalepicenters.org/aastec-success-story-tribal-prams-project/  

47. Maternal Health Learning & Innovation Center, Northern Arizona University. 

Implementing a Tribal Maternal Health Task Force. Accessed October 30, 2025. 

https://itcaonline.com/wp-content/uploads/2023/02/Implementing-a-Tribal-MHTF-toolkit-

FINAL.pdf  

48. Christ C. Arizona’s Maternal Mortality Review Program Receives National Recognition. 

AZ Dept. of Health Services News. July 8, 2019. Accessed October 28, 2025. 

https://directorsblog.health.azdhs.gov/arizonas-maternal-mortality-review-program-receives-

national-recognition/  

49. HRSA Maternal and Child Health Bureau. Arizona - 2024 - III.F. Public Input. Accessed 

October 29, 2025. https://mchb.tvisdata.hrsa.gov/Narratives/IIF6PublicInput/e2fa72c8-0b1c-

42b6-860f-86ad7a1df7cf  

50. Aidkit. Hummingbird Indigenous Family Services: The Nest | AidKit. Accessed October 

28, 2025. https://www.aidkit.com/publication/hummingbird-indigenous-family-services-the-

nest  

51. Kalliber K. First tribal data sharing agreement signed between the Tulalip Tribes and the 

Washington Dept of Health. Tulalip News. https://tulalipnews.com/2025/01/22/first-tribal-

data-sharing-agreement-signed-between-the-tulalip-tribes-and-the-washington-dept-of-

health/. January 22, 2025. Accessed October 28, 2025.  

52. Washington State Department of Health. DOH and Tulalip Tribe sign historic Tribal-

specific data sharing agreement | Washington State Department of Health. January 21, 2025. 

https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0


  

POLICY BRIEF 21 

 

Accessed October 28, 2025. https://doh.wa.gov/newsroom/doh-and-tulalip-tribe-sign-

historic-tribal-specific-data-sharing-agreement  

https://www.zotero.org/google-docs/?sL9Uz0
https://www.zotero.org/google-docs/?sL9Uz0

