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Abstract

Data quality for and about American Indian/Alaska Native (Al/AN) people
is undermined by deeply entrenched, colonial practices that have
become standard in US federal data systems. This article draws on
cases of maternal mortality and COVID-19 to demonstrate the ethical
and clinical need for inclusive, diverse, and accurate data when
researching Al/AN health trends. This article further argues that
epidemiologists specifically must challenge implicit bias, question
methods and practices, and recognize colonial, racist reporting practices
about Al/AN people that have long undermined data collection,
analytical, and dissemination practices that are fundamental to
epidemiological research.

The American Medical Association designates this journal-based CME activity for a maximum of 1 AMA PRA
Category 1 Credit™ available through the AMA Ed Hub™. Physicians should claim only the credit
commensurate with the extent of their participation in the activity.

First Data Gatherers

American Indian and Alaska Native (Al/AN) people were the first data gatherers in what
is now called the United States.1 Indigenous communities have consistently been
empirically rigorous, collecting both quantitative and qualitative data for health and well-
being purposes.2 Prior to colonization, Al/AN individuals and communities had robust
health, and Al/AN health care practices have long been utilized in Western medicine.3
Indigenous knowledge is still passed down through generations, despite settler
colonialism’s initiation in the late 1400s as one of the most influential social
determinants of Al/AN health.456 Settler colonial logic is a “logic of elimination,”4
whereby settler colonizers purposefully try to deplete and eliminate original people and
their cultures through genocide. Less widely known is how settler colonial genocidal
practices have influenced data.”

Data Sovereignty

Prior scholars have deemed the exclusion of Al/AN people from federal data, such as
the US census, to be “statistical genocide.”” The Urban Indian Health Institute (UIHI)—a
division of the Seattle Indian Health Board and the only national Tribal Epidemiology
Center that serves urban dwelling Al/AN populations by providing public health support
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through data, research, and evaluation—considers statistical genocide to be a form of
data erasure contributing directly to a larger colonial project of data genocide. Data
genocide, as defined by UlIHI, is “the elimination of Indigenous people in data resulting in
the non-fulfillment of treaty and trust responsibilities due to ‘lack’ of data on urban and
rural tribal communities.”® Data genocide also includes the erasure of Indigenous
people through aggregating data and misclassifying Indigenous people within datasets.
Even when collected, any data about nation-based Indigenous people in the United
States must respect federal treaty rights, a tenet of which is Indigenous data
sovereignty. Indigenous data sovereignty is the right of each Tribe to exercise
sovereignty over the collection, ownership, and application of data that aligns
Indigenous customs, values, and ways of knowing.® Data sovereignty extends to any
health information collected about Indigenous people and must be respected to ensure
that collection and use of the data align with Indigenous principles and is guaranteed by
the United Nations Declaration of the Rights of Indigenous People, which the United
States announced support for in 2010.10

Data Invisibility

One striking example of data genocide is the invisibility of Al/AN people in maternal
mortality rates. AIl/AN women, along with Black women, have some of the highest rates
of pregnancy-related mortality deaths, with a significant increase seen in 2021
associated with the COVID-19 pandemic.1! Yet this fact often goes ignored in most
analyses of maternal mortality rates, with Al/AN people being lumped into an “other”
category, thereby erasing their racial and political identity as Indigenous and eliminating
the ability to disaggregate the data and identify disparate outcomes for this group.
Collapsing racial and ethnic data into an other category is often rationalized by small
sample sizes. Yet data genocide—through individuals being racially misclassified within
federal data sets—contributes to shrinking the sample size.”.8 Through racial
misclassification, Indigenous people are made invisible while simultaneously being
labeled as “other.” Consequently, calculation of maternal mortality deaths, which are
linked to the social determinants of health,12 now lies in the hands of a system that
determined that Al/AN birthing people were too small of a population to separate out—or
to do so precisely—within statistical analyses,13:14 making invisible the reality of maternal
mortality for Al/AN women. These practices are racist because they reify settler colonial
power’'s embeddedness in data systems, data analysis, and data dissemination by not
collecting and reporting data on Indigenous people’s race and ethnicity.

This problem is avoidable. Yet it is further exacerbated by common data practices
spanning collection to dissemination. The use of a single-race Al/AN category illustrates
how these data practices are rooted in data genocide.8 Despite Al/AN being one of “the
largest growing multi-racial groups in the United States,”15 it is common practice for
government, academic, and other agencies to use only a single-race Al/AN category in
their analyses, effectively shrinking the sample size of specific groups through dilution,
potentially overlooking statistically significant differences, and upholding a former
colonial practice by the US government to determine who was Al/AN based on blood
guantum.16 There is no scientifically valid reason to use only a single-race Al/AN
category in data analysis and dissemination, and, as a result of the advocacy of tribal
nations, only Tribes, not the US government, can determine who is a tribal member.17
Yet statistical and other agencies continue to use this outdated, nonscientific, and
colonial data practice. The authors recognize this practice as structural racism in data.
To uproot this structural racism, the field of epidemiology must challenge implicit bias,
qguestion what has become standard methodological practice, and recognize the
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unintended and very real consequences of this practice and other colonial data
practices on Al/AN and other populations, such as Pacific Islanders, impacted by
ongoing colonialism.

The UIHI's report, “Data Genocide of American Indians and Alaska Natives in COVID-19
Data,”8 which discussed Al/AN COVID-19 data reporting for all US states, illustrated the
detrimental effect of the elimination of Al/AN in data, as it resulted in misallocation of
federal funds meant to address the pandemic,18 despite Al/AN being one of the groups
most detrimentally affected by the virus.1® In one of the first studies published on COVID-
19 infection rates in Al/AN, the authors were only able to include data reported to the
Centers for Disease Control and Prevention for 23 states, as the rest of the nation was
not reporting a minimum of 70% complete race and ethnicity data, effectively limiting
the understanding of the virus in a paper that was intended to inform public health and
clinical practice.1® Colonial data practices effectively prohibit researchers and clinicians
from accessing the information they need to make data-driven decisions in research,
policy, programming, and practice. In order to attain health equity, these practices must
be challenged. For example, an individual can be an enrolled member of a federally
recognized Tribe and categorized as American Indian, yet at the same time be racialized
on a phenotypical level as Black or White, resulting in racial misclassification in medical
records. These differences in racial reporting are crucial to capture within the data, as
Al/AN patients can have significantly worse COVID health outcomes, for example, than
White or Black patients.20 Disaggregated data on Indigenous peoples’ Tribal and
community belonging, race, and ethnicity is vital in order for researchers to fully
understand the diverse and complex picture of Indigenous health.2:

Consequences of Data Genocide

Ongoing data genocide contributes to social theories of health inequalities like “deaths
of despair” to explain why non-Hispanic White mortalities due to suicide, drug overdose,
and alcoholic liver disease exceed the death rates of other racial groups, while ignoring
the extreme health inequity Indigenous people experience.22 In fact, the validity of such
theories is challenged when data about Al/AN people are appropriately included in
analyses.22 Excluding Al/AN people from the data or subsuming them (thereby rendering
them invisible) under an other category harms not only Indigenous people themselves—
as inaccurate pictures of their colonially imposed health inequity due to data genocide
are presented—but also those in other racial groups, as data genocide of Indigenous
people misrepresents the data and promotes misunderstanding of health inequity
among persons and communities designated as other. While Friedman et al
demonstrate that, indeed, Indigenous people are experiencing much higher rates of
deaths of despair than their non-Hispanic White counterparts,23 we strongly stand
against the language of “despair” when analyzing deaths of any type for any racial
group. This phrasing places blame on an individual’s emotional states and emotional
points of intolerance instead of framing these deaths within the uninhabitable structures
that settler colonialism and capitalism created. Data genocide has implications for the
lived experiences of today’s Al/AN people and communities. Genocide happening within
data collection, analysis, and dissemination hides lived realities of poor health
outcomes, such as the alarmingly high rates of maternal child mortality for Indigenous
women, and masks the contemporary ways in which settler colonialism affects Al/AN
persons’ and communities’ health.
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Rethinking Data Practices

To address data genocide at a basic level within clinical data collection and analysis,
several small changes can be made. UIHI's “Best Practices for American Indian and
Alaska Native Data Collection”15 recommends a myriad of best practices that are
grounded in and stem from Indigenous values. This framework specifies ensuring that
any data collected about Al/AN people include a multiracial category and that those
people are counted in the Al/AN category during analysis. Or, in other words, “if the
Al/AN individual identifies as another race, include the individuals who are Al/AN in any
combination with any other race and include those who identify as Latinx/Hispanic. In
the event the definition cannot be as inclusive as stated above, the next less inclusive
definition should be used, i.e. Al/AN alone.”15 International efforts led by the Maori
Indigenous Sovereignty Network in New Zealand include creating a platform for Maori
Tribal information managers to access existing government datasets, to which they then
can add their own Tribal data and analysis; the platform is an efficient tool at merging
governmental data with supplementary Tribally collected and owned data.24

The UIHI's “Best Practices” also identifies opportunities to train staff, doctors, and data
analysts on proper race data collection.1® Such training includes an understanding of
race as a social construction and not as biological essentialism,25 learning about the
political status of Al/AN individuals and Tribes, and understanding the impacts of
racialization on health and the various ways in which these impacts must be captured in
our ever-growing multiracial society. Additionally, epidemiologists must be trained on
small population methodologies and Indigenous statistics2é for quantitative data
analyses. Yet it isn’t just quantitative data about Al/AN people that must be
meaningfully included; qualitative data must also be collected that can add rich nuance
to our understandings of Indigenous health. Last, and most important, those who collect
data should engage in conversations with local Tribes and urban Native communities on
Indigenous data sovereignty and what data collection practices work best for their
communities and geographies.
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