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Abstract 

The purpose of this study is to investigate the factors that shape the (in)visibility of 

Native American women with intellectual and developmental disabilities in health surveillance. 

This research is part of a larger project that aims to increase cancer screening rates among Native 

women with IDD. Previous research demonstrates that Native American women and women 

with disabilities receive cancer screenings less frequently than women in the general 

population—which suggests even greater screening disparities for Native women with IDD. 

However, data about the cancer screening rates of Native women with IDD, as well as basic 

demographic information such as the size of this population, do not exist. This paucity of health 

information limits the capacity for interventions that address the disparities experienced by these 

women, who exist at the intersection of several marginalized identities.  

To understand the forces that contribute to the limited demographic picture of Native 

women with IDD, I interviewed eleven experts who work with Native peoples and/or individuals 

with IDD in a variety of government, academic, and community settings. Drawing from 

participant interviews, I present three major barriers to the demographic visibility of this group 

of women. In Chapter One, I review the primary data systems in the United States, highlighting 

significant gaps in the demographic portrayal of Native women with IDD. In Chapter Two, I 

investigate the structural forces that limit Native women’s access to spaces of surveillance. In 

Chapter Three, I demonstrate how the Eurocentric epistemologies that guide data collection 

reinforce the demographic erasure of Native women with IDD by negating Indigenous 

worldviews. I conclude with a discussion of future directions, offering the paradigms of 

multivocality and Indigenous Data Sovereignty as a means to create a more equitable data 

landscape for intersectional populations such as Native women with IDD.  
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We’ve been travelin’ a long time, ain’t it? I mean, Columbus shows up, and we 

start walkin’ away from that beach, tryin’ to get away. And then Custer moves into 

the neighborhood, drivin’ down all the property values and—and we gotta keep on 

walkin’. Then old Harry Truman drops the bomb, and we gotta keep on walkin’ 

somewhere. ‘cept it’s all bright now and we can see exactly where we’re goin’. 

Hey! And then we get a beach house on the Moon. But old Neil Armstrong shows 

up and boots us off into space … geez, your dad’s gotta be livin’ in Mars, Arizona. 

 

– Thomas Builds-the-Fire, Smoke Signals 

 

 

We found ourselves in a situation even as recently as the '50s and '60s and probably 

even more recent … We look at physicians telling mothers, telling families, this 

child [with disabilities] is you know, going to be a drain on the family, they're gonna 

ruin your marriage, they're gonna be horrible for the siblings, the best thing you can 

do is put them away. And so the advice of the medical community was, that this 

person is not of value, and therefore should go elsewhere, and you should get on 

with your life as though they never existed.  

 

     – Abby, Project Interviewee 
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Prologue 

Who Counts? The Multiple Levels of Demographic (In)visibility 

 As we approach the end of our interview, Nina shifts our discussion to the World’s Fair. 

For this Indigenous education scholar and activist, the notorious twentieth century spectacle 

seems to bring our conversation full circle. Indeed, the fair encompasses many topics we had 

discussed in the hour prior, and from the look in Nina’s eyes, she is painfully attuned to how this 

troubling historical event relates to our current conversation topic, the invisibility of Native 

American women with intellectual and developmental disabilities (IDD) in data systems.  

Established in a rapidly modernizing fin de siècle United States, the World’s fair boasted 

the economic triumphs of an industrializing nation and the promise of a new scientific age (Trent 

1998, 202). Accompanying this spirit of progress, however, was a darker purpose: distinguishing 

the so-called “defectives” of society from a superior White race. A notorious draw of the fair was 

its “living museums,” displays of people with disabilities and individuals from “primitive” races 

intended to fascinate, disgust, and most importantly, draw a line between the Western onlookers 

and the subjects of the exhibits (201). Tracing the fair’s exhibition of cultural “subhumans” to 

the continued marginalization of so-called “defective” populations in the dominant social 

discourse, Nina remarks: 

… both Natives and folks with disabilities … are kind of these like displays of cultural 

weird, you know …  it's an appropriation but it's also [the] positioning of difference as 

being a form of entertainment … a fair is a cultural space, right, a social space. But then, 

that can’t be separated from the research and the policy space either (Interview 8, 

November 22, 2019).  

 

Nina connects the “social production of otherness” (Interview 8, November 22, 2019) 

perpetrated by the World’s Fair to definitions of “abnormality” that continue to play out in 

spaces of power (Trent 1998, 201-202). Challenging the idea that visibility always equates to 
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what is seen, her story about the World’s Fair asks us to consider the manifold meanings of 

(in)visibility for the group of women at the center of this study, Native American women with 

IDD. Displays of “primitives” and “defectives,” compiled for the entertainment of White 

audiences, shaped burgeoning institutions of science, policy, and education in the United States, 

defining the contours of (ab)normality that are continually reproduced in social spaces (201). 

This chilling vignette demonstrates that the roots of erasure often lie in what is plainly visible, 

prompting a deeper investigation into the ways marginalized populations are obscured by the 

dominant social narrative. Indeed, Nina’s story asks, where can we locate the invisibility of 

Native women with IDD in the hypervisible portrayals of Indigenous peoples/individuals with 

disabilities as defective, burdensome, and inherently other? 

In this paper, I investigate the (in)visibility of Native women with IDD within a highly 

sophisticated health surveillance system dedicated to the “calculated management of life” 

(Foucault 1978, Location 1807). Drawing from participant discussions, I explore how this 

population is represented in the data systems that serve as gatekeepers for essential health 

resources (United States Census Bureau 2020). Interviewees presented a multilayered 

understanding of (in)visibility in our conversations, underscoring the complex and often 

paradoxical consequences of being seen. These conversations guided the body of this work, 

which presents the invisibility of Native women with IDD at three levels. Chapter One begins 

with a review of the primary data systems in the United States, highlighting significant gaps in 

the demographic portrayal of Native women with IDD. Moving from the sparsely rendered 

health picture of this group, Chapter Two investigates the structural forces that limit Native 

women’s access to spaces of surveillance. In Chapter Three, I discuss the epistemological 

frameworks that undergird the modern health surveillance system, contending that the 
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quantitatively driven ethos of Western knowledge production serves as its own form of negation 

by disregarding Indigenous worldviews. This critical, multilevel approach to understanding 

(in)visibility demonstrates how in modern data systems, the problem of erasure extends far 

beyond the simple question of who is counted 
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Introduction 

 A Picture of Absence 

According to the Centers for Disease Control and Prevention, stark cancer screening 

disparities exist among different populations of women. On the axis of “race/ethnicity,” Native 

American women receive mammograms/pap smears between 10 and 15% less frequently than 

White women. In the realm of (dis)ability, women who experience disability are screened 

between 10 and 20% less often than the general population of women (CDC 2017a; CDC 

2017b). While these statistics suggest a double burden of screening disparities for Native 

American women who also have a disability, the actual screening rates of this intersectional 

group of women remain unknown.  

I recently presented on this data gap at a meeting of one of the nation’s largest disability-

serving institutions. My lecture focused on the paucity of health information about Native 

American women with intellectual and developmental disabilities (IDD), serving as part of a 

larger community-informed project which aims to increase cancer screening rates among this 

group of women. This project is funded by the Partnership for Native American Cancer 

Prevention (NACP), a collaboration between the University of Arizona and Northern Arizona 

University. As a junior scholar, the conference afforded me a critical platform to share my 

team’s investigation of the health disparities experienced by Native women with IDD, which is 

limited by the incomplete demographic picture of this population.  

After delivering my lecture, I attended a presentation that drew a stark and urgent parallel 

to the work that my team had disseminated just hours prior. Pulling up a complex array of graphs 

and figures, the presenting researcher described a project that used existing data to elucidate the 

differences in quality-of-life outcomes for people with IDD by self-reported race/ethnicity. The 
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impressively designed meta-analysis addressed the largely unstudied intersection of racial/ethnic 

affiliation and IDD status (Havercamp et al. 2019), and I was eager to hear the researcher’s 

insights about Native peoples with IDD. However, my excitement waned when the presenter 

explained that he had excluded the American Indian/Alaska Native (AIAN) population from his 

analysis, on the grounds that the sample size of this group was too small. Thus, even in this 

cutting-edge project focused on the experiences of people with IDD along lines of racial/ethnic 

identity, Native American women were still invisible, excluded from the picture on the basis of 

poor statistical viability. 

Watching this presentation, I couldn’t help but sense an eerie irony. While analyses of the 

IDD population at the intersection of ethnicity remain few and far between, this innovative study, 

dedicated to highlighting the complex interactions between racial/ethnic identity and disability 

status, nevertheless neglected to include Native American populations with IDD. I couldn’t help 

but recognize how this oversight reaffirmed Native peoples’ status as the “minority’s minority” 

(Nina, Interview 8, November 22, 2019), a group that’s excluded from even those rare endeavors 

to highlight disparities among people with IDD along lines of ethnicity. This stark omission 

prompted me to wonder, how did we get here? What underlying forces permit this sort of 

exclusion from the demographic picture? 

 These initial questions evolved into a study of representation, and more critically, the 

circumstances that push people to the margins. The purpose of this project is to investigate the 

factors that shape the (in)visibility of Native women with IDD in major health surveillance 

systems. As the conference vignette illustrates, analyses of health disparities among people who 

experience IDD have major limitations for Native American peoples, who remain invisible even 

in intersectional breakdowns of disability status and racial/ethnic affiliation. Aiming to “think 
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through the effects of being seen,”1 I ask, what are the politics of (in)visibility for Native women 

with IDD in the context of major data systems? An important and related follow-up question is, 

what does data justice look like for this population? Moreover, as researchers and community 

advocates, how can we begin to foster a more equitable data landscape?  

 My thesis research emerged from a community-informed project I have been a part of 

since September 2017. The team’s study aims to adapt an existing cancer screening curriculum 

for women with IDD to the varied cultural contexts experienced by Native women with IDD. 

The proposed screening program educates women about the process, experience, and importance 

of receiving a mammogram, the typical screening for breast cancer, and a pap smear, the 

screening for cervical cancer. In this ongoing study, the research team has formed community 

partnerships with various disability and Native American-serving institutions; convened an 

Advisory Board with stakeholders in cancer, Native American, and disabilities-focused 

organizations; and conducted interviews with community leaders, providers, Native women with 

IDD, and their caregivers. This foundational work has set the stage for subsequent phases of the 

project, which will focus on delivering the adapted cancer screening program to Native women 

with IDD.  

 This project was catalyzed by previous research that revealed sharp cancer screening 

disparities among both the population of Native American women and the population of women 

who experience disability (CDC 2017a; CDC 2017b). This double disparity of cancer screening 

rates by “race/ethnicity” and disability status portends an even sharper inequity in cancer 

screening rates for Native women with IDD. However, while cultivating relationships with 

potential community partners and project funders, our research team struggled to characterize the 

 
1 Julie Armin, Personal Communication, March 14, 2019 
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screening disparities experienced by this intersectional group of women. A review of the relevant 

literature and available data2 demonstrated a dearth of information on Native women with IDD. 

Troublingly, the research team could not locate a reliable estimate of the size of this population, 

let alone an approximation of the cancer screening rates of Native women with IDD. Simply put, 

these individuals are missing from the demographic picture. 

Our research team experienced first-hand the problematic outcomes of this statistical 

absence. In the United States, public health funding is structured around the existence of data to 

demonstrate the need of a population (Rodriguez-Lonebear 2016; Bonardi and Lauer 2011). 

Without any information about the screening outcomes of Native women with IDD, efforts to 

increase screening rates of this population are consistently called into question by prospective 

funders. This interrogation of population relevance points to a vicious cycle in which the 

invisibility of Native women with IDD in health surveillance systems further contributes to their 

erasure by disincentivizing programming focused on this group. In turn, the absence of 

interventions targeted to this population reinforces their place at the margins of public health 

discourse in a self-justifying cycle of data-driven interventions.  

It was in this cycle that we found ourselves as we sought to justify a curriculum devoted 

to the unique health outcomes experienced by Native women with IDD. Our team operates from 

the theory of intersectionality, which argues that groups existing at the juncture of multiple 

marginalized identities experience unique challenges that cannot be analyzed on a single axis of 

inequality, like race, gender or ability (Crenshaw 1989, 139; Hankivsky 2012, 1713). Building 

 
2 The United States Census, American Community Survey (ACS), National Health 

Interview Survey (NHIS), Behavioral Risk Factor Surveillance System (BRFSS), National Core 

Indicators (NCI), and State of the States in Intellectual and Developmental Disabilities were 

included in the team’s initial data review.  
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off this theory, the umbrella project seeks to elucidate the distinct barriers/facilitators to cancer 

screening for the Native women with IDD and adapt a health curriculum to their specific 

circumstances. However, the primacy of demographic data in crafting health programs has 

created barriers to certain funding streams and community partnerships, a limitation that has 

been discussed at length in American Indian Studies (Rainie et al. 2017) and disabilities research 

(Bonardi and Lauer 2011). Indeed, recent research has focused on problems in identifying Native 

American populations (Kukutai and Taylor 2016) and people with IDD (Havercamp et al. 2019) 

in major surveillance systems, but to our team’s knowledge, no one has investigated this issue 

for Native women with IDD.   

This substudy attempts to fill the gap in the literature through a structural analysis of the 

forces that shape the invisibility of Native women with IDD in major data systems. In this paper, 

I theorize (in)visibility at multiple levels, attempting to uncover the multilayered political, 

economic, and social forces that prevent this population from being seen. This research will 

serve as the groundwork for deeper investigations into the nature of knowledge production in 

data systems and approaches to increasing the representation of intersectional populations like 

Native women with IDD in health surveillance systems.  

Methods  

This investigation took shape in the Spring of 2019, when our research team, led by co-

principal investigators in anthropology and public health, identified gaps in the data about Native 

women with IDD that merited further exploration. Data collection was approved by the 

Institutional Review Board at the University of Arizona (Protocol Number: 1709856263), as a 

substudy of the project aiming to increase the cancer screening rates of Native women with IDD. 

I completed the substudy for my undergraduate capstone thesis, with the goal of expanding and 
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eventually publishing the results of this research. The co-principal investigators of the parent 

cancer screening project mentored me during the planning, data collection, and writing phases of 

this project. Additionally, Dr. Janelle Lamoreaux, a faculty mentor from the School of the 

Anthropology at the University of Arizona, served as my thesis advisor.  

For nearly three years, I have worked as an assistant on the overarching cancer screening 

project, performing data management, attending team meetings, and coordinating community 

activities/recruitment. This study is housed under the Partnership for Native American Cancer 

Prevention (NACP), a National Cancer Institute-funded collaboration between the University of 

Arizona and Northern Arizona University. All project activities have taken place in Arizona, 

including interviewee recruitment, partnership formation, and curriculum adaptation. Early in the 

project, we noted that in the absence of a clear demographic picture of Native women with IDD, 

this population is often dismissed as too small to merit targeted interventions. Without precise 

statistical figures, we faced a heightened burden of proof when advocating for this group of 

women, even when stakeholder interviews pointed to critical barriers to cancer screenings (Julie 

Armin, Personal Communication, April 20, 2020). This climate of doubt shaped the questions 

put forth in this paper, which were further informed by years of community-based collaborations 

and meetings with our partners/research team.  

This substudy was also inspired by my personal experience as a caretaker, friend and 

teacher to people who have IDD. For almost three years, I have worked at a day program for 

adults with IDD, providing life skills instruction, physical assistance, and emotional support to a 

diverse group of individuals. My role as a support provider has galvanized me to address the 

health inequities experienced by people with IDD. Thus, my perspective is shaped by both the 

research/capacity building lens of the broader cancer screening project and by my direct care 
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work with people who experience IDD. This viewpoint has informed the combined 

theoretical/advocacy approach of this paper, which is a critical analysis of (in)visibility aiming to 

generate future directions for applied research.  

 To complete this (in)visibility analysis, I conducted eleven semi-structured interviews 

with a transdisciplinary cross-section of experts. In this study, experts are broadly defined as 

individuals who work with Native American peoples, individuals with IDD, or populations that 

identify as Native American and also experience IDD. Participants hail from diverse academic, 

government, and/or community backgrounds and work in a variety of fields, including public 

health, the social sciences, disability studies, American Indian studies, the public sector, and the 

nonprofit sector. Interviewees operate primarily in the United States, and each expert has 

interacted with demographic data in their work. Five of the participants work primarily with 

people experiencing IDD, four participants focus on Native American peoples, and two 

participants concentrate those who experience IDD and also identify as Native American. Six of 

the experts identified as Indigenous during the interviews, and the remaining participants did not 

self-identify their ethnicity. Nine of the experts live and work in Arizona, and the remaining two 

interviewees are located in the eastern United States.  

 These research participants represent a diverse spectrum of stakeholders, offering a 

transdisciplinary perspective on the (in)visibility of Native women with IDD in data systems. 

Five of the interviewees are experts on data issues concerning Native peoples/people with IDD. 

During our conversations, these interviewees spoke about their work to improve the 

demographic picture of these populations. Three participants work as disabilities service 

providers, five study Native/IDD peoples in an academic setting, and five work in 

Indigenous/disabilities activism. These individuals drew from their diverse backgrounds and 
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interactions with data systems to comment on the limited demographic picture of Native women 

with IDD. Though the participants belong to a wide variety of fields, they are united by their 

shared dedication to improving the lives of people with IDD and/or Native people. Informed by 

their in-depth work with these groups, they offered insights that do not currently exist in the 

literature. Their varied perspectives inform the body of this work, serving as the foundation for 

understanding the factors that limit the visibility of Native women with IDD in health 

surveillance.  

 Before conducting interviews, I provided each participant with a signed copy of the 

project Disclosure Form, which describes the purpose of the study, the ways that I plan to use the 

data collected in interviews, and protocols in place for protecting interviewee identities. After 

reading through this form with interviewees, I obtained participants’ verbal consent to be 

interviewed. All identifiable data is stored in an encrypted digital platform accessible only by the 

research team, and participants were assigned pseudonyms to protect their identities. Interviews 

were recorded with participant consent and transcribed using Express Scribe software. I coded 

the transcripts for major themes, with a focus on insights about the barriers to visibility for 

Native women with IDD in surveillance systems. Eight interviews informed the bulk of this 

paper, guiding my multilevel analysis of the factors that prevent Native women with IDD from 

being captured in data systems. The remaining transcripts have been archived for analyses in 

future work beyond the scope of this paper. 

 In addition to expert interviews, primary source analysis served as a foundation of this 

study. To characterize the gap in data on Native women with IDD, I analyzed the primary 

surveillance systems in the United States, including the Census, the American Community 

Survey, the National Health Interview Survey, and the Behavioral Risk Factor Surveillance 
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System. I also examined IDD-specific data sets, including the National Core Indicators, the State 

of the States in Intellectual and Developmental Disabilities, and the Residential Information 

Systems Project. Our team selected these surveys based on their broad accessibility and their 

important role in justifying research funding and public health programming. While 

administrative and state-level surveys serve as additional sources of data, this information is 

often siloed within different institutions and does not provide a nationwide picture of Native 

women with IDD. I weave my analysis of health surveillance systems together with expert 

interviews to create a picture of invisibility for this group of women. Secondary literature 

provided a sort of scaffolding to anchor the experiences of Native women with IDD in the 

context of broader concerns about data on Native American/disabled populations. However, to 

our team’s knowledge, this is the first study that addresses the representation of Native women 

with IDD in health surveillance systems.  

Theoretical Lens  

 I used a combined invisibility/Tribal Critical Race Theory framework to investigate the 

relationship of major data systems to the (in)visibility of Native women with IDD. Modeling my 

analysis after anthropologists Rebekah M. Ciribassi and Crystal L. Patil, I employ a lens of 

(in)visibility “as a way of probing the day-to-day reinforcements of marginality” for Native 

women with IDD (2016, 131). Using (in)visibility theory, I investigate the structural forces that 

erase this population from the demographic picture, which are reproduced “through nuanced and 

normalized everyday interactions of power and social positioning” (132). As a means to shed 

light on the political economic forces that exclude marginalized groups from spaces of “‘political 

worth,’” this lens probes the intersection of aesthetics, or what is seen, and politics, or who 

decides what is seen (132). In the case of this study, the (in)visibility framework not only attends 
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to the literal presence/absence of Native women with IDD in data systems, but to the relations of 

power that pattern and perpetuate their erasure from surveillance. This dynamic framework, 

which interrogates the systemic factors that “differentially render some lives more meaningful” 

(132), is aptly suited to an exploration of the data systems that confer—and withdraw—visibility 

from different populations.  

 A politically contextualized (in)visibility framework illuminates the structural forces that 

prevent Native women with IDD from being captured in health surveillance. However, this lens 

is strengthened through its engagement with Tribal Critical Race Theory (TribalCrit), which 

animates the (in)visibility framework from an Indigenous context. Adapted by Indigenous 

education scholar Bryan McKinley Jones Brayboy from Critical Race Theory (CRT), which 

contends that “racism is endemic in society,” TribalCrit attends to the unique experience of 

AIAN individuals as “both legal/political and racialized beings” (2006, 428). Emphasizing 

instead that “colonization is endemic to society” (of which racism is a part), TribalCrit centers 

the analysis on over five-hundred years of interactions between Indigenous peoples and colonial 

powers. It takes into account centuries of exploitation by imperial powers, loss of lands and 

cultural heritage among various Native American communities, and the unique sovereign 

relationship between tribal nations and the United States government. As such, this framework 

accounts for both the structural racism experienced by people who identify as Indigenous and the 

continuing power struggles between Native nations and the federal government (430).  

 TribalCrit outlines nine tenets that provide a more contextualized framework to study the 

“the lives and experiences of tribal peoples” (Brayboy 2006, 430). Three of these tenets figure 

centrally in this paper, working synergistically with (in)visibility theory to examine the 

representation of Native women with IDD in data systems. The first and primary point of 
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TribalCrit is that “colonization is endemic to society.” Brayboy characterizes this as the 

dominance of European epistemologies, institutions, and ontologies in contemporary U.S. 

society, as well as the continued rejection of Indigenous worldviews as uncivilized and 

“‘incapable of meeting the productivity needs of the modern world.’” (430). He goes on to 

explain that the Eurocentric rendering of Native cultures as primitive has justified centuries of 

assimilation campaigns bent on “‘killing the Indian and saving the man’” (430).  

A related principle of TribalCrit is that interactions between the United States 

government and Indigenous communities are “rooted in imperialism, White supremacy, and a 

desire for material gain” (Brayboy 2006, 431). Brayboy addresses the long U.S. history of 

exploiting traditional Indigenous lands, an imperialist agenda that has shaped current inequities 

faced by Native peoples. Moreover, the ongoing dominance of Western education systems, legal 

structures, and knowledge paradigms reflects the assumed primacy of European thought and 

practice. This White supremacy, combined with the denial of Native peoples’ unique legal 

relationship with the U.S. government, functions to erase Indigenous experiences from 

contemporary social discourse. Reflecting on the systemic absence of AIAN perspectives from 

the cultural narrative, Brayboy writes, “The everyday experiences of American Indians … have 

essentially been removed from the awareness of dominant members of U.S. society” (431). In 

the realm of health surveillance, we will see how this removal patterns the invisibility of Native 

women with IDD on multiple levels. Outright exclusion from surveillance systems demonstrates 

one layer of erasure, while the primacy of Western knowledges in data systems constitutes a 

more embedded form of Indigenous negation in the dominant colonial culture.  

The final relevant tenet of TribalCrit is that “stories are not separate from theory,” instead 

serving as “legitimate sources of data and ways of being” that structure many Indigenous 
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cultures (Brayboy 2006, 430). Brayboy explains that oral tradition and other non-western ways 

of knowing serve as the groundwork for many Native American societies, and that these forms of 

data should be honored in knowledge-producing institutions like the academic, research and 

legal systems (439). His critique of dominant Western paradigms of “truth” bears heavily on 

U.S. surveillance structures, which discount populations that are not readily amenable to 

statistical analyses (Muller 2019). Moreover, this TribalCrit principle highlights the vast breadth 

of knowledge traditions practiced by Indigenous tribes, challenging the exceptionalism that’s 

frequently ascribed to Western scientific paradigms.  

The tenets of TribalCrit outlined above attend to a deep history of colonial interaction 

between tribal nations and the U.S. government, while challenging the primacy of Western ways 

of knowing. In this thesis, I work with Tribal Critical Race Theory and a framework of 

(in)visibility to interrogate factors that prevent Native women with IDD from being captured in 

health surveillance, including the problematic nature of surveillance itself. This hybrid lens is 

further guided by the principles of intersectional research, which “‘moves beyond single or 

typically favoured categories of analysis (e.g. sex, gender, race and class) to consider 

simultaneous interactions between different aspects of social identity … as well as the impact of 

systems and processes of oppression and domination’” (Hankivsky 2012, 1712).  

Intersectionality recognizes that individual experience cannot be encompassed by a single 

characteristic, like gender or race/ethnicity (Crenshaw 1989, 140). Moreover, this theory rejects 

the idea that marginalized identities are “additive” (Hankivsky 2012, 1713); that is, one cannot 

simply combine the experiences of Indigenous peoples and individuals with IDD to paint a 

picture of the inequities faced by Native women with IDD. Rather, intersectionality examines 

how “social locations and structural forces interact to shape and influence human experiences” 
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(Hankivsky 2012, 1713), demanding an original investigation of the factors that pattern 

oppression for “multiply burdened” groups (Crenshaw 1989, 140). As such, I use 

intersectionality to explore the forces that pattern invisibility for Native women with IDD, which 

differ from the experiences of Indigenous peoples and individuals with IDD. This theory lends 

itself to a multilevel analysis of the structures that pattern inequality, serving as a touchstone 

upon which I build my analysis of demographic (in)visibility for this group of women.  

Clarification of Terms  

 For the purpose of this study, the terms Native American, Native, American 

Indian/Alaska Native (AIAN), and Indigenous are used as synonyms, referring to an incredibly 

large, diverse group of societies that are indigenous to the lands currently claimed by the United 

States. The term “Indigenous” also includes Native Hawai’ians in this context. While used to 

broadly describe individuals who identify as indigenous to U.S.-occupied lands, these terms belie 

a vast spectrum of histories, ontologies, and ways of knowing that cannot be encapsulated by 

general labels. Indeed, there are 567 federally recognized tribes, along with numerous Native 

nations that are not recognized by the U.S. government (Rainie 2017, 1).  

Moreover, while terms like “Native American” are employed to describe important 

inequities across categories of “race/ethnicity,” our team does not regard these labels as 

biologically meaningful categories. Rather, we seek to understand how socially constructed 

race/ethnicity classifications pattern health disparities, or as anthropologist Clarence C. Gravlee 

puts it, how social inequality is embodied by racially marginalized groups (2009). Lastly, it is 

important to note that individuals may prefer one general term over another, and that many 

Indigenous peoples prefer to be identified by their tribal/community affiliation instead of a broad 

category like “Native American.” Thus, while the terms used in this work attempt to capture a 
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diverse array of cultures under an umbrella of related histories, the available expressions offer an 

imperfect way to characterize highly varied individuals/communities.  

 The American Association on Intellectual and Developmental Disabilities (AAIDD) 

defines intellectual disability as “disability characterized by significant limitations in both 

intellectual functioning and in adaptive behavior, which covers many everyday social and 

practical skills. This disability originates before the age of 18” (AAIDD n.d.). According to the 

AAIDD website, intellectual functioning refers to “general mental capacity,” including reasoning 

and problem-solving skills. Adaptive behavior describes the “conceptual, social, and practical 

skills that are learned and performed by people in their everyday lives,” including activities of 

daily living (ADL) and interpersonal skills (AAIDD n.d.). Intellectual disability is considered to 

be one type of developmental disability, which is defined by the Developmental Disabilities Act 

of 2000 as “‘a severe, chronic disability that is attributable to a mental or physical impairment, is 

manifested before the individuals attains age 22, is likely to continue indefinitely, [and] results in 

substantial functional limitations’” (Havercamp et al. 2019, 21). Therefore, an individual can 

identify as having a developmental disability without experiencing intellectual disability, though 

the categories overlap considerably.   

Occupational therapist Alexandra Bonardi and public health researcher Emily Lauer 

argue against simply grouping people with IDD in a larger “disabilities” category in health 

surveillance. They explain that people who have IDD share a unique set of circumstances, 

including early age of onset and lifelong chronicity, that may distinguish their health outcomes 

from that of individuals who experience cognitive difficulties for another reason, like traumatic 

brain injury or Alzheimer’s disease (Bonardi and Lauer 2011, 10). Therefore, it is critical to 

elucidate the social, environmental, and functional factors that pattern the health experiences of 
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this specific population (25). Additionally, there is not a single universal definition for IDD, and 

someone who is identified as having IDD in a clinical/surveillance setting may not incorporate 

this understanding into their everyday life.  

In this paper, I aim to use person-first language, which de-emphasizes any single identity 

label (such as “disabled”) when referring to an individual or group (CDC 2020a). Therefore, the 

reader will often (though not uniformly due to language constraints) see phrases like “individuals 

who identify as Native American” and “people who experience IDD” in this work. However, I 

also appreciate the arguments for identity-first language, which works to empower marginalized 

groups by destigmatizing labels like “disabled” (Callahan 2018). I have chosen to use the former 

paradigm to highlight the shared personhood among the tremendously diverse, heavily 

marginalized groups that play a role in this story.  

Limitations of Study 

 This project sought to elucidate some of the broad forces that shape the (in)visibility of 

Native women with IDD in data systems. However, each Indigenous community is unique, and 

there is a danger of perpetuating pan-Native stereotypes when analyzing this incredibly diverse 

group as a whole. As Brayboy and Indigenous scholar Lavonna Lovern note, certain 

epistemological, ontological, and historical similarities among Native cultures permit a general, 

if imperfect, analysis (2006, 427; 2008, 3). Indigenous scholars have argued that ideally, research 

should take place in partnership with individual Native communities, with community members 

involved as equal collaborators in every part of the research process (Hoover 2016; Rainie et al. 

2017).  Embodying this call for community partnerships, our research team has fostered several 

collaborations with tribal nations and Native-serving organizations to adapt and deliver a cancer 

screening curriculum for Native women with IDD. However, in this substudy I focused on the 
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perspectives of experts in different institutional settings and did not work directly with Native 

communities. Thus, this paper represents a pilot project designed to produce some preliminary 

directions for future research and partnerships; it does not pretend to be more. 

 Additionally, when discussing issues that may affect Native women with IDD, 

interviewees occasionally drew from their experiences working with people who identify as 

disabled generally. While disparities faced by people with disabilities likely overlap with those 

experienced by people with IDD specifically, observations about the general disabilities 

population only give a partial picture of what’s going on at the level of IDD. For instance, one 

interviewee noted that people with IDD often experience discrimination within the greater 

disabilities community, which seeks to distance itself from individuals who are deemed 

cognitively “impaired” (Chris, Interview 9, November 26, 2019). Therefore, I note where 

participants were talking about the general disabilities population, with the idea that this expert 

testimony can be used as a starting point for deeper study of the experiences of people with IDD.   

 Lastly, this paper does not focus on the gendered dimension of identity, concentrating 

instead on the way Native women with IDD are constructed at the intersection of ethnicity and 

disability status. Interviewees did not really touch on the ways that gender might influence the 

(in)visibility of these women in data systems; interestingly, of all the identities attributed to these 

women, this was the most invisible. Health inequities experienced by Native peoples with IDD 

may be exacerbated along lines of gender, a facet of inequality that is missed when analyses 

disregard this dimension of experience. Moreover, barriers to cancer screenings may increase 

depending on the availability of equipment to perform tests specific to women, like 

mammograms. Therefore, future research should investigate the ways in which gender affects 

how this population is captured in data systems.    
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Chapter Overview 

 This paper is divided into three chapters, which each cover a different aspect of 

(in)visibility. In Chapter One, I describe the results of a data review, which demonstrates how 

Native women with IDD are excluded from existing health surveillance frames. Interview 

testimony was used to inform the direction of this review, offering insider knowledge about the 

limitations of various surveillance systems. Chapter Two discusses structural barriers to being 

captured in data systems. For people with disabilities, demographic visibility is largely tied to the 

state service system, which provides support to a small minority of people with IDD in the 

country. However, lack of IDD/Native American representation in lawmaking spaces erases the 

unique circumstances of these groups from the legislative picture, leading to large obstacles in 

accessing supports. Lastly, Chapter Three explores how Eurocentric epistemologies, which guide 

the production, analysis, and dissemination of data in the United States, obscure Indigenous 

knowledge and experiences. I conclude with a brief overview of future research directions, 

which tap into interviewees’ imaginations in pursuit of a more equitable data landscape.  

.  
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Chapter One 

The Data in Review 

According to Disability Statistics,3 an online repository of demographic information 

about people with disabilities, approximately 60,900 Native American women between the ages 

of 18 and 64 identify as having a cognitive disability (Yang and Hock 2018). Behind Oklahoma 

and California, Arizona has the third largest population of Native women with a cognitive 

disability at approximately 4,700 women (Yang and Hock 2018). The American Community 

Survey (ACS), from which these statistics were derived, does not distinguish intellectual and/or 

developmental disability from other forms of cognitive impairment, including traumatic brain 

injury, dementia, and mental health disorders (United States Census Bureau 2017). Thus, while 

this website offers a starting point to understand how many Native women experience cognitive 

difficulties in the United States, it does not distinguish Native women with IDD from the general 

group of Indigenous women who have an intellectual impairment. This approximation was 

nonetheless one of the most precise figures our team could find about the population of interest. 

To better understand how this rough population estimate fits into the larger data picture 

for Native women with IDD, I begin by examining the state of health surveillance for Indigenous 

peoples and populations with IDD in the United States. Both groups experience exclusion within 

a quantitative surveillance infrastructure that privileges large and generalizable populations; 

however, there are growing movements to increase the demographic visibility of Native 

communities (Kukutai and Taylor 2016) and individuals with IDD (Havercamp et al. 2019). I 

then return to Native women with IDD to examine the (in)visibility of this group in the context 

 
3 Disability Statistics is maintained by the Institute on Employment and Disability at 

Cornell University.  
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of the larger data picture on Indigenous peoples and individuals with IDD. While AIAN/IDD 

populations are frequently subject to erasure in major data systems, this exclusion is 

compounded for Native women with IDD, who remain invisible even in data movements 

dedicated to Indigenous peoples/people with IDD. This multiscale review demonstrates the 

doubly marginalized status of this group within predominant data systems at the intersection of 

ethnicity and disability status (Hankivsky et al. 2012).  

 According to the 2010 U.S. Census, there are an estimated 5.2 million people who 

identify as American Indian or Alaska Native (AIAN), representing about two percent of the 

total U.S. population. The Census also reported 540,000 individuals who identify as Native 

Hawai’ian (Rainie et al. 2017, 1). There are 573 federally recognized tribes in the United States, 

each a sovereign entity with a “formal nation-to-nation relationship with the US government” 

(NCAI n.d.). As sovereign nations, Indigenous tribes retain the right to self-govern, though the 

National Congress on American Indians cites organizational, resource, and bureaucratic 

limitations as barriers to tribal autonomy (n.d.). There are twenty-two federally recognized tribes 

in Arizona, and the state is home to the third largest Native American population in the country, 

with over 350,000 individuals who identify as AIAN (Norris, Vines and Hoeffel 2012). 

However, as Brayboy notes, not all Indigenous nations are recognized by federal/state 

governments (2006, 433).  

Indigenous communities have long been characterized by statisticians as too small to 

permit meaningful data collection and statistical analysis, a point that Nina emphasized during 

our interview (Interview 8, November 22, 2019). The education scholar expressed disdain for 

this quantitatively oriented system, explaining that Indigenous peoples have a very different 

perspective on how to “count” their members. Referring to the experts that perform statistical 
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analyses on populations, she remarked: 

… to just be like, we don't have enough people, they’re [Native peoples] the minorities' 

minority, and so, you know those questions don't matter. 'Cause, of course when you're 

looking at something to be statistically, to have statistical validity … you need like, ok we 

have this many participants, and then that makes us have a trend, right. But I think in Native 

communities, if one person needs support and services, that's enough validity (Interview 8, 

November 22, 2019).  

 

Nina’s frustrations communicate a different worldview in Indigenous communities, where 

“need” is assessed not by population metrics, but by the particular circumstances of an 

individual. According to Nina, this approach addresses the support requirements of community 

members on a case-by-case basis, instead of defining need by an external mechanism, such as 

statistics. Justification for supports is centered on the unique realities of each person, reflecting 

the dynamic balance that defines healthy relationships within many Native communities (Nina, 

Interview 8, November 22, 2019).  

In contrast, social demographer Desi Rodriguez-Lonebear notes, much of the data 

collected on Native peoples by external surveys like the ACS is focused on aggregate AIAN 

population size (2016, 263), likely to compensate for small sample sizes obtained from 

Indigenous communities. The Department of Housing and Urban Development cites additional 

barriers to surveillance of AIAN communities, including the disperse nature of many rural 

Native American populations and the diverse cultural backgrounds of different Indigenous 

communities (HUD 2015). In a well-known paper advocating for Indigenous Data Sovereignty, 

public health researcher Dr. Stephanie Russo Carroll outlines the flaws of a “data landscape” ill-

suited to accommodating tribal needs, arguing that data collected on Indigenous populations in 

the United States is inconsistent, irrelevant, of poor quality, steeped in mistrust, and “controlled 

by those external to Native Nations” (Rainie 2017, 2). The consequences of this incomplete 

demographic picture are stark: Tribal nations lose out on critical federal resources if they cannot 
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demonstrate a quantitative “need” for funding (HUD 2015). Several interviewees lamented this 

process of exclusion, highlighting how Indigenous communities are rendered invisible by 

sampling methods that privilege large, spatially concentrated populations, which in turn bars 

their access to essential funding and services.  

 Parallel gaps exist in the availability of data on people who experience IDD in the United 

States. In a foundational paper out of the University of Massachusetts Medical School, 

researchers describe efforts to increase the visibility of adults with intellectual disabilities (ID) in 

a data landscape that fails to provide adequate information about the health disparities faced by 

this population (Bonardi and Lauer 2011, 6). Emerging in the wake of Affordable Care Act 

(ACA)-mediated surveillance changes, the report outlines the stark absence of data about people 

with IDD due to wide-ranging and inconsistent definitions of intellectual disability, as well as 

the aggregation of people with IDD into a broader “disabilities” category (Bonardi and Lauer 

2011). The authors write: 

Both in the United States and internationally, variation in how the population is defined 

and in how researchers operationalize the existing definitions has presented a significant 

challenge to consistent, sustainable health surveillance … As a population within the 

broader ‘disability’ population, adults with intellectual disability are all but invisible in 

national health surveillance (6). 

  

In pursuit of new ACA standards, the Department of Health and Human Services 

developed six questions to identify disability. The brief survey, which has been implemented in 

major surveillance efforts like the ACS and the Behavioral Risk Factor Surveillance System 

(BRFSS), assesses functional difficulties “including communication, mobility, self-care, sensory 

issues, concentration and memory” (Bonardi and Lauer 2011, 10). Moving away from more 

stringent biomedical definitions of disability, the questionnaire aims to identify disability through 

a functionally based model. However, the following questions, which address cognitive 
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difficulties, do not make an etiological distinction between adults with ID and adults with other 

conditions that might impair cognitive function, including dementia-related illnesses like 

Alzheimer’s disease and mental health disorders:  

Because of a physical, mental, or emotional condition, do you have serious difficulty 

concentrating, remembering, or making decisions?  

 

Because of a physical, mental, or emotional condition, do you have difficulty doing errands 

alone such as visiting a doctor’s office or shopping (10)?  

 

Lacking a component that specifically captures people with IDD, these questions fail to identify 

this population within U.S. surveillance systems, effectively rendering this group invisible in the 

most important health data sets. 

In the multidisciplinary meeting described by the Bonardi and Lauer report, experts 

developed an operational definition of ID to better identify this population in data systems. 

Moving away from biomedically oriented understandings of disability, this definition aimed to 

capture people with IDD in a more holistic fashion that accounted for functional support needs 

and lifetime experience (for instance, age of onset). The definition proposed by stakeholders 

includes the 1) presence of “intellectual limitations” that cause functional difficulties with 

everyday tasks; 2) early age of onset; and 3) the need for long-term support (2011, 5). A more 

recent report developed in partnership with the Department of Health and Human Services 

echoes the need for new questions to identify adults with IDD in national data sets and also calls 

for questions that distinguish people with intellectual disabilities from individuals with 

developmental disabilities (DD) (Havercamp et al. 2019, 9). Indeed, while the ID and DD 

populations overlap, these groups also experience specific challenges and support needs that 

merit more precise surveillance (Bonardi and Lauer 2011, 10). Without adequate public health 

information about people with IDD, these reports contend, researchers and providers cannot 
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identify and address health disparities faced by this population (Bonardi and Lauer 2011, 6; 

Havercamp et al. 2019, 9). However, major health surveillance systems like the ACS and the 

Current Population Survey (CPS) continue to use the six-item survey of disability (Bonardi and 

Lauer 2011, 10), perpetuating the invisibility of people with IDD – and intersectional 

subpopulations like NA women with IDD – within national data systems. 

 In October 2019, the journal Intellectual and Developmental Disabilities, published by 

the American Association on Intellectual and Developmental Disabilities (AAIDD), released a 

special issue on the current state of surveillance for people experiencing IDD. Building off the 

2011 and 2019 reports, the issue highlights several challenges and opportunities in increasing the 

demographic visibility of people with IDD. An overarching theme of the issue is the need for 

accurate data on the IDD population to inform research, policy, funding, and utilization of 

supports and services (Anderson et al. 2019, 421; Bonardi et al. 2019, 390; Havercamp et al. 

2019, 376; Krahn and Havercamp 2019, 476). According to the issue introduction, broad 

challenges in the field of IDD health surveillance include “how to define cases, how to find 

cases, and how to obtain accurate information” about individuals in this population (Havercamp 

and Krahn 2019, 347). The authors point out that while health surveillance efforts have improved 

generally in the United States over the last few decades, data collection on people with IDD has 

actually decreased to the point of nonexistence (347). Without an improved demographic picture, 

researchers maintain, efforts to increase the health and wellbeing of people with IDD will remain 

significantly limited. 

Scholars cite several factors that contribute to the diminished demographic picture of 

people with IDD. While surveillance mechanisms like the National Health Interview Survey 

(NHIS) and the Survey of Income and Program Participation (SIPP) once included supplements 
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to identify people with IDD, these surveys no longer provide adequate information on the 

population of interest (Havercamp et al. 2019, 9-10). Moreover, while the prevalence and 

associated health needs of children with IDD are monitored by several national data sets, this 

surveillance does not continue into adulthood (9). The low prevalence of IDD is also cited as a 

challenge due to small populations sizes and limited capacity for statistical analysis (42). The 

issue of small populations is further compounded by the need to include underrepresented 

groups, such as ethnic minorities, in the sampling frame for people with IDD (44). As we will 

see, the challenges in capturing the population with IDD are exacerbated for Native women with 

IDD, who represent a small proportion of an already underrecognized group.  

 Although national health surveillance is wrought with gaps and inconsistencies for 

Indigenous peoples and individuals with IDD, several institutions have emerged to improve the 

demographic picture of these populations. For instance, a growing Indigenous Data Sovereignty 

Movement (IDSM) calls for tribal “ownership, collection, control, analysis, and use” of tribal 

data in order to improve its utility for sovereign governance (Raine et al. 2017, 6). I discuss this 

movement in greater detail in the conclusion, which proposes applications of the IDSM to 

improve the visibility of Native women with IDD. Here, I highlight organizational efforts to 

improve the health picture of the IDD population, with a focus on how these institutions struggle 

to capture Native women with IDD. Interviewees emphasized three important repositories of 

health information about people with IDD: The Residential Information Systems Project (RISP) 

out of the University of Minnesota, the State of the States in Intellectual and Developmental 

Disabilities out of the University of Colorado, and the National Core Indicators (NCI) out of the 

Human Services Research Institute.  

Started in 1977, RISP is a longitudinal survey of long-term support services (LTSS) for 
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people with IDD in each state.4 Information is gathered annually from state IDD agencies about 

aspects of the residential settings in which member adults live, including “federal and state 

funding mechanisms used, residential setting type and size, age of recipients, and expenditures” 

(RISP 2020a). RISP offers both long-term trends and state-to-state comparisons of residential 

characteristics among recipients of Medicaid-funded LTSS. Examples of data collected include 

the 1) proportion of individuals who live in a family home or group home and 2) the trends in 

LTSS usage over time (RISP 2020b). According to service provider Tabitha, this project presents 

data collected from state agencies in a clear, concise format that can easily be used by 

researchers and activists to track broader changes in the IDD service system, such as the progress 

of deinstitutionalization across different states (Interview 2, November 8, 2019). 

Like the RISP, the State of the States on Intellectual and Developmental Disabilities is a 

longitudinal study, as interviewee Abby described, of the “financing of public supports and 

services to people with intellectual and developmental disabilities” (Interview 3, November 12, 

2019). Started in 1982 by Dr. David Braddock as an initiative to monitor the progress of 

deinstitutionalization, the State of the States tracks spending and programmatic trends in each 

state and in the country as a whole, offering both a comparative and long-term view of 

investment in supports for people with IDD (State of the States n.d.). According to Abby, who 

works closely with different states to advocate for people with IDD, the data collected and 

disseminated by the State of the States is used by a variety of stakeholders to support IDD-

related causes. For instance, the data demonstrates the effects of different policy initiatives like 

 
4
 According to the U.S. Department of Health and Human Services, long-term supports 

and services (LTSS) “encompass a variety of health, health-related, and social services that assist 

individuals with functional limitations due to physical, cognitive, or mental conditions or 

disabilities.” Medicaid serves as a major source of LTSS funding (HHS 2018).  
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deinstitutionalization, assists states in budget planning by illustrating how state spending on 

people with IDD compares across the nation, and enables activists to present evidence-based 

arguments when advocating for greater programmatic funding (Interview 3, November 12, 

2019).  

Lastly, the National Core Indicators (NCI) is a collaboration between The National 

Association of State Directors of Developmental Disabilities Services (NASDDDS) and the 

Human Services Research Institute (HSRI) to holistically track the progress of state IDD services 

and the overall well-being of people with IDD. Forty-six states currently participate in the NCI, 

measuring development in key quality of life areas including health and welfare, community 

inclusion, and employment. The NCI uses a holistic person-centered model to measure the 

success of state IDD services, collecting data through a face-to-face survey of adults with IDD 

and a family survey administered by mail (HSRI and NASDDDS 2020). Examples of data in the 

NCI report include whether respondents like their home, whether respondents would like to have 

a job in the community, and the turnover rate of support providers (HSRI and NASDDDS 

2018b).  

While RISP, the State of the States and NCI illustrate the commendable efforts of 

researchers to fill the gaps in health surveillance of people with IDD, these projects do not 

reliably capture populations that lie at the intersection of IDD and other marginalized identities. 

Several factors contribute to the continued invisibility of Native women with IDD within these 

data sets. In particular, the data collected about people with IDD is often aggregated to exclude 

details about self-reported race/ethnicity, tribal affiliation, and health outcomes by race/ethnicity. 

This severely limits the utility of IDD-specific data for Native woman with IDD. For instance, 

according to Abby, the State of the States data does not parse out IDD funding by 
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“race/ethnicity” or other demographic variables, focusing instead on broad spending and policy 

trends (Interview 3, November 12, 2019). Moreover, while RISP includes demographic variables 

like gender and racial/ethnic identity in its breakdown of persons living in Public Residential 

Facilities, adults that identify as AIAN are nevertheless grouped into “the dreaded catchall 

‘Other’ category” (Brayboy 2006, 434) in this survey (Larson et al. 2018b, 114). Reflecting the 

conference vignette in the introduction of this paper, even in RISP efforts to parse people with 

IDD by race/ethnicity, Native American individuals are relegated to an unhelpful class of 

“Other” that fails to describe this group. By focusing on the broader picture of public funding 

and service provisions, these surveillance projects perform the important work of empowering 

systems-wide analyses and advocacy for people with IDD. However, they do not capture the rich 

diversity of experience within the IDD population at the axis of racial/ethnic affiliation and other 

social identities.   

Even data sets that provide information about the prevalence of AIAN individuals with 

IDD do not reach the level of granularity needed to adequately represent Native women with 

IDD. While the NCI report lists the proportion of respondents who identify as AIAN 

(approximately one percent), the survey does not break this figure down by tribal affiliation 

(HSRI and NASDDDS 2018a, 10). Rodriguez-Lonebear characterizes sovereign tribal nations as 

the basic sociopolitical unit for AIAN life, pointing out that “as governance entities, tribes are 

the pre-eminent units of measurement for the collective dispersal of federal funding” (2016, 

263). Several interviewees emphasized that these nations are not homogeneous bodies, instead 

distinguished by unique cultural and community contexts (Ronald, Interview 10, December 4, 

2019). Reflecting this observation, a report from the Sonoran University Center for Excellence in 

Developmental Disabilities (UCEDD) states about AIAN populations, “Few national datasets 
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have sample sizes large enough to draw meaningful conclusions and when they do, studies that 

reflect urban AI/AN issues may not be representative of specific tribal communities” (Cohen et 

al. 2012, 6).  

Aggregation of Indigenous peoples into a single “AIAN” category, both in IDD-specific 

and broader data sets, obscures the tribal governments within which many Native individuals 

operate. Moreover, the generalized “AIAN” label impedes the sovereign right of Indigenous 

peoples to self-identification and negates the unique status of Indigenous peoples as both 

“legal/political” and “racialized beings” within autonomous tribal nations (Brayboy 2006, 432). 

Indeed, Indigenous peoples retain certain legal rights within the nation-to-nation relationship 

between tribal governments and the United States, though this interaction is not widely 

recognized in the dominant colonial culture (433). The general “AIAN” designation also renders 

invisible the particular health circumstances of different tribal nations, thereby preventing 

stakeholders from identifying the most underserved communities. 

Lastly, aggregation at the level of health outcomes can lead to incomplete information 

about the population of Native women with IDD. For example, NCI provides unparalleled 

statistics on the health and wellbeing of individuals with IDD; however, this detailed information 

is not cross-listed with demographic variables like race/ethnicity (HSRI and NASDDDS 2018a). 

Thus, while the survey offers estimates of women with IDD receiving critical health services like 

breast and cervical cancer screenings, it does not indicate the proportion of Native women with 

IDD who receive these services. Ultimately, while surveys like the NCI, RISP, and the State of 

the States commendably compensate for the dearth of information about people with IDD in 

major health surveillance systems, these projects nevertheless fail to capture intersectional 

subpopulations like Native women with IDD in their analyses. Aggregation of data at multiple 
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levels obscures more nuanced, ethnic and tribal components of IDD experience, limiting our 

understanding of individuals at the juncture of multiple marginalized identities. This is 

particularly true for Indigenous peoples, who are often grouped into a useless “Other” category 

when racial/ethnic identity is reported.  

…  

A brief review of major health surveillance systems in the United States demonstrates the 

invisibility of Native American women with IDD at multiple scales. Within the data landscape, 

this group of women exists at the intersection of two marginalized populations, people who 

identify as Native American and individuals who experience IDD. According to participant 

testimony and existing research, data on both populations is marred by small sample sizes, 

inconsistent/incomplete identification methods, and aggregation into imprecise categories. At the 

level of IDD-specific data sets, Native women with IDD continue to be obscured by aggregation, 

preventing researchers from even obtaining a prevalence estimate for this population. Echoing 

previous research (Rainie et al. 2017, 14), almost half of the interviewees attested to the 

importance of up-to-date health surveillance as a tool to advocate for population-specific 

programs and funding. It follows that without a place in the current surveillance infrastructure, 

Native American women with IDD are severely disadvantaged in terms of resource allocation 

and meaningful health interventions. In the next section, I discuss participant interpretations of 

this data “gap,” highlighting some of the structural forces that make this group of women 

particularly vulnerable to demographic invisibility.  
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Chapter Two 

Structural Determinants of Being Seen 

Moving beyond the gaps in existing data, this chapter attends to the forces that prevent 

Native women with IDD from accessing spaces of surveillance. Participant conversations 

elucidated the broad political economic structures that exclude these women from data systems, 

underscoring the “day to day reinforcements of marginality” that render this population invisible 

(Ciribassi and Patil 2016, 131). Drawing from these discussions, I will investigate two systemic 

barriers to being seen. First, I explore the IDD service system as a key gatekeeper to 

demographic visibility, emphasizing the structural forces that bar certain individuals from 

accessing supports. I then explore the lack of Indigenous/IDD representation in legislative 

spaces, analyzing how this absence reinforces the erasure of Native women with IDD from data 

systems. These barriers to invisibility not only encompass the concrete exclusion of this 

population from salient “social spaces” like health surveillance, but the more figurative exclusion 

of Native women with IDD “in the designation of political worth” (132). 

The Disability Service System as a Gatekeeper of Visibility 

Several participants highlighted the state-run IDD service system as a primary avenue to 

being captured in health surveillance. Indeed, while national health surveys fail to capture the 

IDD population under the general umbrella of “cognitive difficulties,” more detailed state 

surveillance efforts and IDD-specific surveys only capture individuals who already belong to 

service systems (Paul, Interview 5, November 15, 2019). For instance, administrative data from 

bureaucratic entities like the Centers for Medicaid and Medicare Services and the Social Security 

Administration provide information about people with IDD beyond what one would find in a 

national survey, but only for those who are already registered within service systems 
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(Havercamp et al. 2019, 9). Similarly, the State of the States and National Core Indicators work 

directly with state service agencies to gather information about people with IDD and the funding 

mechanisms that serve them (HSRI and NASDDDS 2020; State of the States n.d.). However, 

individuals who are not registered for public supports are absent from these surveys.   

The consequences of this selective capturing are stark: By one estimate, only twenty 

percent of the approximately 7.37 million people with IDD in the United States are recognized 

by service systems (Larson et al. 2018a). Paul, an interviewee who works for a prominent IDD 

advocacy organization in Arizona, lamented this surveillance gap. With frustration in his voice, 

he explained that approximately seventy percent of people with IDD statewide fall outside of the 

Medicaid-funded service system, a figure that only slightly improves on the nationwide estimate. 

For this activist, the widespread focus on individuals who receive state supports only obscures 

the much larger group that remains invisible to surveillance efforts. Recalling the 2018 case of a 

Native woman who was raped by her nurse in a long-term care facility, he remarked:  

… we're dealing with this right now in the wake of the Hacienda healthcare incident that 

happened last December … and the governor, Governor Ducey appointed a task force to 

come up with recommendations for how we could provide better protections for vulnerable 

adults. One of the things that is an unfortunate …  effect of this is that we're focusing almost 

exclusively on people who are part of the system (Interview 5, November 15, 2019; 

emphasis added). 

 

While the Hacienda case illustrates the unacceptable vulnerability of people with 

disabilities to violence and abuse, Paul’s account emphasizes the need to look beyond service 

systems to the vast majority of people who are not captured in data systems. This example is 

especially salient for the population of Native women with IDD: While the exact prevalence of 

violence against this group remains unknown, the populations of Native women and women with 

disabilities experience some of the highest levels of sexual assault (Powell 2019). Current data 

sets only capture the needs of individuals already receiving supports, obscuring the needs of 
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people who exists outside of the government gaze. This data gap sharply limits researchers’ 

capacity to identify key disparities among the entire population of individuals with IDD and 

develop interventions to address these issues.  

Echoing Paul’s anecdote, Abby related that “the people who are getting captured [in data 

systems] … are the people who are getting state-supported services” (Interview 3, November 12, 

2019). In order to understand who has access to this critical visibility-making structure, it is 

important to recognize the context in which the current service system developed. In the last 

forty years, the IDD service landscape has undergone a major transformation. Through the 

process of deinstitutionalization, hundreds of thousands of people with IDD have been 

transitioned from state-managed facilities to integrated community living settings. As recently as 

1999, the Supreme Court ruling in L.C. & E.W. vs. Olmstead required states “to provide 

community-based services for people with mental disabilities if treatment professionals 

determine that it is appropriate,” demonstrating a major paradigm shift in the way people with 

disabilities are expected to live within society (Davis, Fox-Grage and Gehshan 2000, vii).  

While deinstitutionalization has vastly altered the standard service model for people with 

IDD, the process of community integration is ongoing. A 2000 report from the National 

Conference of State Legislators cited “wide variation” among state adoption of community-

based service models, including pace of deinstitutionalization, political support, and funding 

allocated to community living (Davis, Fox-Grage and Gehshan 2000, 10). Participant testimony 

echoes the heterogeneity related in this report: Abby mentioned several states that have been 

“resistant to deinstitutionalization,” including New Jersey, Texas, and Illinois, in contrast to 

thirteen states that have completely transitioned to a community model (Interview 3, November 

12, 2019). As a data expert who works closely with advocates of deinstitutionalization, Abby is 
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deeply attuned to the complex changes brought about by efforts to transition people with IDD to 

community settings. She explained that individuals with IDD and their families do their best to 

operate in this climate of transition, but often struggle to adapt to fluctuating funding streams, 

changing paradigms of care, and inconsistent advice from practitioners (Interview 3, November 

12, 2019). Moreover, she noted, irregularities both within and across state service systems 

contribute significantly to the differential access experienced by people with IDD. 

This broader context of change serves as a backdrop to the challenges faced by Native 

American women with IDD when accessing service systems. Working on the frontlines to 

advocate for more consistent IDD supports, Abby and Paul are keenly aware of the structural 

barriers that plague the current service infrastructure. For instance, service funding and eligibility 

parameters represent a shifting target that varies with broader political economic trends. Drawing 

from her work with the State of the States, Abby described a major dip in funding for IDD 

services that tracked with the Great Recession (Interview 3, November 12, 2019). Paul 

reaffirmed this observation, recalling how prior to 2009, the Arizona Division of Developmental 

Disabilities (DDD) dedicated significant programmatic funding to people with IDD, regardless 

of whether they qualified for the Arizona Long Term Care System (ALTCS).  

Also known as the Elderly & Physical Disability (E/PD) Program, ALTCS is a Medicaid-

funded program that provides long-term care to Arizona residents 65 and older and/or 

individuals who “have a recognized disability” (Paying 2020). ALTCS eligibility is based on 

level of impairment, income, and financial assets, and importantly, not all people who have IDD 

qualify for this program (DES n.d.). In the current system, produced through several budget cuts 

and systemic deprioritization of people with IDD, only ALTCS members are eligible for targeted 

DDD services. Thus, while DDD members who do not qualify for ALTCS are still assigned a 
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case manager to assist them in finding community resources, they do not receive the 

comprehensive support – including habilitation, employment training, and day programs – 

offered by the agency (Linda, Interview 6, November 15, 2019). When the recession hit, Paul 

explained, DDD members found themselves excluded from these important services overnight, 

as the agency was forced to accommodate funding slashes. According to this activist, these 

relatively new eligibility requirements exclude about seventy percent of people with IDD in 

Arizona from services, demonstrating the pervasive devaluing of this population in state budget 

planning (Interview 5, November 15, 2019).  

 Paul highlighted organizational problems within state IDD agencies as another barrier to 

services. In Arizona, the DDD service system is chronically underfunded, leading to insufficient 

training of support coordinators, excessive caseload burden, and rampant staff turnaround 

(Critchfield 2019). In his advocate position, Paul has talked with many families who struggled to 

navigate through the complex eligibility requirements, widespread misinformation, and chaotic 

environment of the DDD service system. Reflecting on these experiences, he described the 

consequences of an overburdened, undertrained DDD support staff: 

… too often people are misinformed about their rights, they're misinformed about services 

available to them, they're misinformed about all kinds of stuff because support coordinators 

are not given adequate training and they're thrown in (Interview 5, November 15, 2019).  

 

Careful to not place the blame on overwhelmed support coordinators, he illustrates how systemic 

organizational flaws within the DDD agency lead to confusion among people with IDD and their 

caregivers about the services and supports available to them. This is especially damaging in light 

of the complex DDD application process. According to Linda, an interviewee who works closely 

with the agency to connect tribal members to services, prospective clients must pass through an 

initial eligibility screening phase, and only then are they able to apply for ALTCS. Reflecting on 
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several examples of families who struggled with the application, Linda indicated that this process 

likely feels overwhelming to begin with and impossible without the proper agency guidance 

(Interview 6, November 15, 2019). As another interviewee astutely pointed out, incomplete or 

inaccurate information about available resources acts as a major barrier to individuals seeking 

support (Chris, Interview 9, November 26, 2019). Thus, the bureaucratic disarray of the 

underfunded DDD agency further marginalizes people with IDD who struggle to obtain care. 

While funding slashes and organizational problems act as barriers to services for the IDD 

population as a whole, interviewees also highlighted specific challenges for AIAN communities 

in obtaining government support. Linda and Paul pointed out that services may simply not be 

available in the rural locations inhabited by many tribal communities, posing a major challenge 

for people with IDD in accessing assistance. According to a 2009 Arizona Department of Health 

Services report, sixty-three percent of Native Americans in Arizona live in rural areas (DHS 

2009). Drawing from her experience working with these rural communities, Linda spoke 

extensively about the disconnect between tribal needs and service availability: 

… certain services are not available, in different parts of the state. Especially in the rural 

communities. So, there might be a need for instance for therapy, in Northern Arizona, but 

there's no providers to offer or provide that service. So, a member may need it, but it's not 

available, and so they're not able to get it (Interview 6, November 15, 2019).  

 

Thus, she explained, while tribal members may enroll in targeted DDD services with the 

help of liaisons who work to connect Native communities with supports, these individuals 

nevertheless face a dearth of providers to fulfill their needs. Linda went on to describe the 

challenging, often impossible logistics of connecting DDD contractors to tribal members, 

remarking, “if you go down to Supai, which is down in the Grand Canyon, there may not be a 

regular therapist available. Because somebody has to either fly down or take a horse or a mule to 

go down” (Interview 6, November 15, 2019). The absence of service providers in rural areas is 
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further complicated by the long-term support needs of people with IDD. Contrary to individuals 

who seek acute care for any number of conditions, people with IDD usually require assistance 

throughout their lifetime. However, regular access to services like occupational therapy, 

behavioral health services, and vocational rehabilitation may not be feasible for members and 

their caregivers who must travel long distances to the nearest support provider. Experts like 

Linda and Paul, who work on the front lines of this resource-poor environment, sense their 

limitations within this systemically broken service landscape. Working tirelessly to connect 

people with IDD to systems of care, they nevertheless struggle to move the dial in a broader 

political landscape that deprioritizes rural communities and people with disabilities.  

While the shortage of rural providers for people with IDD represents a major gap in 

service provision, this disparity also underlies the invisibility of Native women with IDD in 

health surveillance. Linda explained that much of the data collected about DDD members is 

obtained through private service providers who contract with the government agency. This 

information is used to develop quarterly “Planning Documents” that help steer the supports 

provided to a member, including discontinuing, increasing, and/or requesting new services 

(Interview 6, November 15, 2019). However, if a tribal DDD member cannot access supports 

because there are no providers near her rural community, data about her progress will not be 

collected, and her ongoing needs will remain unknown. Clearly, simply belonging to the DDD 

system is not enough, since tribal members experience erasure through a lack of provider-

mediated surveillance in rural areas where services are not available.  

This vicious cycle of lacking services and insufficient data collection demonstrates that 

individuals who manage to become DDD members must nevertheless navigate an unequally 

distributed service infrastructure. Anthropologist Margaret Rodman describes “places” as 
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socially contingent, embodying “experiential reality,” as well as the history, power, and 

inequality embedded in society (1992, 641). Drawing out this thread, Native American women 

with IDD operate at both the physical and social margins of a service network that “differentially 

render[s] some lives more meaningful” by clustering supports away from rural spaces (Ciribassi 

and Patil 2016, 132). This sociospatial exclusion from service provisions underlies the structural 

inequity of place, writing urban bodies as more important than their rural counterparts. 

Moreover, the marginality of rural spaces is exacerbated by a crippled DDD agency that can 

barely afford to provide services to individuals in resource-rich environments.  

Lastly, interviewees cited fear and mistrust of data-collecting institutions as a barrier to 

services for Native women with IDD. Chris, a disabilities scholar who works in activism at the 

university level, discussed the widespread hesitancy among people with disabilities to engage in 

support services that gather information about participants. Speaking about the need for 

organizations to allay concerns about even the most mundane administrative data collection, they 

explained: 

…. it's always about having the conversation of what will be done with the data … that it’s 

not going to go towards anything that's going to be detrimental, or that they'll [people with 

disabilities] be identified in some way or on a registry somewhere … those are a lot of 

fears, I think, for any sort of marginalized population … who is going to have access to 

that data and like, could anything negative happen from it (Interview 9, November 26, 

2019).  

 

Mistrust of data collection is also well-documented among AIAN communities, “not least 

because data on Indigenous Peoples have long been used in ways that Indigenous Peoples do not 

support” (Rainie et al. 2017, 4). Rainie and colleagues cite a relatively recent scandal in which 

researchers used blood from members of the Havasupai tribe for several studies, including a 

project looking at the genetic determinants of schizophrenia, without participants’ consent. The 

investigators then published the results of these studies, betraying tribal members’ trust and 
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violating the principles of human subjects research (4). This transgression echoed an already 

long history of institutional abuses against Native peoples, fueling Indigenous mistrust of 

Western research and paralleling the wariness that Chris mentioned in our conversation about 

people with disabilities.  

Abby echoed this climate of well-earned suspicion, reflecting on a past of atrocities 

against people with disabilities and other marginalized populations in the name of “research.” As 

a demographer who advocates for people with IDD, Abby can read timelines of mistreatment 

through the longitudinal trends she studies. She remarked:  

I mean we look at Tuskegee, and the syphilis trials, we look at the hepatitis trials that 

were done at Willowbrook5 … I mean there are definitely things in our collective history 

that show that like, you know, people don't necessarily, they're not necessarily wrong for 

not trusting (Interview 3, November 12, 2019).  

 

A history of organizational abuses has left lasting scars among people with disabilities and other 

marginalized populations, discouraging participation in modern-day service agencies like the 

DDD. Indeed, while this agency does not perform research on those enrolled in services, 

members are still subjected to extensive functional testing, psychometric assessment, and 

documentation of their progress within the service system (Linda, Interview 6, November 15, 

2019). These procedures could feel invasive to individuals who experience stigma and/or 

marginalization at the hands of dominant cultural and political institutions, including people with 

IDD and AIAN communities (Chris, Interview 9, November 26, 2019). Moreover, one 

interviewee pointed out, hesitancy to access government supports may stem from family 

members who, often due to fear of abuse, do not trust service providers to care for their 

 
5 Willowbrook State School was a publicly run institution for children with mental illness 

and/or IDD. Willowbrook came to symbolize the horrors of state institutions for people with 

IDD after a report came out in the 1970’s about patient overcrowding, abuse, and neglect, as well 

as hepatitis studies performed on residents without their consent (NPR 2008).  
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vulnerable loved one (Tabitha, Interview 2, November 8, 2019). Multiple interviewees suggested 

that layers of mistrust, formed through centuries of institutional mistreatment of Indigenous 

peoples and individuals with IDD, render data-collecting structures hostile and untrustworthy for 

these populations. In turn, this environment of doubt reinforces the invisibility of Native women 

with IDD in the critical service surveillance network.   

Legislative Representation and the Politics of Being Seen 

 For Native American women with IDD, a second major determinant of (in)visibility is 

lack of IDD/AIAN representation in spaces of legislative power. Discussing the Herculean 

efforts that activist organizations must undertake to advocate for the IDD population to 

lawmakers, Paul explained: 

… we have to kind of bend over backward to show legislators why each dollar invested 

makes such a huge difference in individuals' lives, and why this is not a throwaway 

population … Part of that is simply because our legislators are not full-time legislators, 

they're not experts in IDD issues (Interview 5, November 15, 2019; emphasis added).  

 

As a relatively small, socially undervalued population, people with IDD must continually 

compete with other marginalized populations for critical funding and supports. A paucity of 

disabilities education among lawmakers further obscures this population from the legislative 

gaze and reifies individuals with IDD as a “special interest group” apart from, and secondary to, 

the central body politic (Abby, Interview 3, November 12, 2019). Lack of representation of 

people with IDD within the legislative space thus reinforces the invisibility of this population, 

underscoring Ciribassi and Patil’s argument that visibility lies at the juncture of perception, or 

what is seen, and power, or what is considered important (2016, 132). As Paul laments, people 

with IDD and their advocates must not only work tirelessly to simply be seen within spaces of 

power, but to somehow prove that they are more than a “throwaway population,” bearing enough 

“political worth” (132) to merit lawmakers’ consideration. 
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Abby’s discussion of the shifting political landscape in Illinois underscores the 

connection between representation and political relevance: 

[Governor Pat Quinn] very much was on board with this idea of downsizing the institutions 

and had actually put out a call to close two of them … the staff that he hired was working 

in that direction, etcetera. Pat got defeated, but then you figure a new governor comes in, 

and maybe that governor is like, eh, my main concern is something else. And this over here 

can just be status quo. There's nobody screamin' about it, everything's fine, if it ain't broke 

don't fix it. And they have different priorities. And so, it's just like any other special interest 

issue (Interview 3, November 12, 2019; emphasis added). 

  

With disabilities advocate Pat Quinn no longer serving as governor, people with IDD in Illinois 

were suddenly reduced to “another special interest issue,” their particular needs, challenges, and 

triumphs pushed to the margins of a constantly shifting political landscape. This undulating focus 

of power, defined through leadership turnover within the halls of local, state, and national 

government, merits anthropologist Seth Holmes’ meditations on structural vulnerability. Aptly 

describing the tenuous nature of funding for people with IDD, this term refers to the “social 

structures that produce and organize suffering” among different populations (2011, 426). Subject 

to mutable funding streams and the transient whims of the political elite, people with IDD are 

structurally vulnerable to health disparities that emerge from inconsistent and insufficient public 

support. Their pointed absence within the collective legislative consciousness underlies the 

problems within underfunded service agencies and the continued invisibility of IDD within 

major health surveillance systems. Moreover, the dehumanizing manner with which advocates 

are asked to justify the needs of this population constitutes its own form of erasure, consistently 

calling into question the innate worth of people with IDD as more than a peripheral “special 

interest group” competing for political attention.  

 The absence of AIAN communities in legislative spaces also contributes to the 

invisibility of Native women with IDD. Ronald, an interviewee who works with a federally 
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funded training center to improve the lives of tribal members with IDD, highlighted the lack of 

Indigenous representation among lawmakers as a key force of erasure. Referring to systemic 

flaws within the federal funding mechanisms that support tribal disability programs, he 

explained:  

 … it’s that whole thing around policy development and the one-size-fits-all model.  I think 

administratively, when you're talking about policy makers, you know you have people in 

positions that are making decisions for people at the macro-level … You know, and so we 

talk about at the federal level, you know people making decisions, they might not have this 

understanding of what a rural tribal community deals with …  [A]nd what is their 

relationship to these, these unique communities? … So I think that's really probably at the 

heart of it all. Is you know there's, you know a lack of representation, of Native people or 

individuals understanding Native circumstances (Interview 10, December 4, 2019). 

 

According to this service provider, the physical absence of AIAN representatives within 

lawmaking spaces equates to the political absence of Indigenous voices in public policy. Ronald 

described how legislators craft laws around the “most common denominator,” a majority-

favoring heuristic that invariably excludes the unique cultural contexts of tribal nations. 

Moreover, the “general population” on which policies are based is embedded within a colonial 

framework that privileges White, Western experiences, further excluding Indigenous 

perspectives from spaces of political influence (Brayboy 2006, 432).  

Reflecting Brayboy’s argument that “colonization is endemic to society,” Ronald 

characterized the invisibility of Indigenous communities within legislative spaces as another 

chapter in a long and sordid history of imperial disavowal. He went on to explain:  

And it gets into I think a bigger circumstance too, you know in the sense that, when you 

talk about our society historically … the treaties between the U.S. government and 

individual tribes, you know that practice of negating the claims of Native communities has 

been ongoing … And I think through that process, as we look at it in a contemporary 

perspective, you still have, we still have a lot of tribes that are, in dire circumstances where 

there still is a lack of economic development, there still is a lack of employment 

opportunities … That initially through treaties, the government had promised tribes to fund, 

fully fund, these projects. [A]nd up to the current day, the government is not doing that, 

they're not holding up to their end of the bargaining (Interview 10, December 4, 2019). 
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Critically, Ronald’s comment reveals, the invisibility of Indigenous communities within the 

offices of policymakers is not a result of accidental ignorance or a simple tyranny of the 

majority. Rather, the practice of tribal negation has played out in centuries of colonial conquest, 

through the programmatic dismissal of Indigenous worldviews and cultural realities (Brayboy 

2006, 430). At the policymaking level, this assimilationist mindset encourages legislators to 

operate through a “common denominator” exemplified by Western, White bodies, thus excluding 

the experiences of AIAN peoples in the creation of laws. 

 Parallels between the exclusion of individuals with IDD and Indigenous peoples from 

legislative spaces suggest that Native American women with IDD are multiply marginalized 

within political contexts. Insufficient representation of the IDD and AIAN communities in 

policymaker discourse underscores the formidable task of advocating for this group of women, 

who lie at the intersection of two marginalized populations. In the realm of healthcare, this 

erasure from the legislative agenda amounts to structural violence, as the needs and disparities 

experienced by this population remain unseen and unfunded by lawmakers.  

…  

  Several structural forces interact to perpetuate the invisibility of Native women with IDD 

in health surveillance systems. Physical space plays an important role in the way the population 

of interest is marginalized, affecting access to visibility-producing service systems and 

legislative bodies. This corporeal absence is accompanied by the social exclusion of Native 

women with IDD from “political worth” (Ciribassi and Patil 2016, 132), manifest in funding 

slashes to the IDD support infrastructure and colonial negation of Indigenous experiences. Thus, 

while IDD activists, DDD tribal liaisons, and government champions work tirelessly to represent 

people with IDD, AIAN populations, and those that fall at the intersection, systemic barriers to 
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visibility limit the extent to which these groups will be counted. 
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Chapter 3 

Epistemological Conflicts and Data-Mediated Erasure 

 While structural barriers embody the mundane, everyday relations of power that limit the 

presence of Native American women with IDD in health surveillance systems (Ciribassi and 

Patil 2016), the (in)visibility of this population is encompassed more broadly by the 

epistemological frameworks that guide data collection in the United States. Interviewees offered 

several illustrations of how Indigenous worldviews are excluded from surveillance systems, a 

force of erasure that is embedded into the data collection mechanism itself.  

To understand how this group of women is obscured from the country’s health 

surveillance infrastructure at the epistemological level, it is important to first recognize some of 

the fundamental theoretical work on modern data systems. While broad surveillance campaigns 

may feel like second nature to modern populations, scholars have worked to problematize our 

acceptance of demographic monitoring as a routine component of life. Thus, this chapter will 

begin with a brief overview of the organization, goals and critiques of contemporary surveillance 

networks, with an emphasis on how demography is used to manage the subjects of a nation state 

(Foucault 1978). The purpose of this introduction is to de-center the modern surveillance 

paradigm from the privileged place of business-as-usual by contextualizing these data systems 

within their highly contingent modern-industrial origins. This background sets the stage for my 

analysis of how invisibility emerges at the site of knowledge production for Native women with 

IDD. Drawing from interviewee conversations, I then present three examples that demonstrate 

how this health surveillance structure, conceived through a distinctly Western worldview, 

perpetuates the erasure of this group of women.   

In “Making Up People,” philosopher Ian Hacking describes how nation states “construct” 
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their subjects through an essentializing lens aimed at classifying and controlling populations 

(2006, 1).  For instance, individuals categorized as “prostitutes” or “obese” come to be defined 

by these labels through the association between classification (“prostitute”) and the classified 

(people described as “prostitutes”) (1). Hacking calls this phenomenon the “looping effect,” 

wherein people are transformed by the research tools that describe them. That is, the more a 

certain group of people are classified as “prostitutes,” the more we will see them as prostitutes, 

along with all the meanings attached to that term. Futhermore, he argues that the scientific 

“engines of discovery” – that is, the epistemological frameworks that guide scientific inquiry – 

are the dominant people-making apparatuses in modern health surveillance. While the categories 

one would find in a survey like the Census are taken for granted in both popular and academic 

circles, Hacking refutes the notion that these labels comprise an irrefutable body of “facts.” 

Rather, classifications like “Race” reflect a series of Western values, brought to life by the 

scientific lens, that shape perceptions about different populations (1).  

Hacking’s observations reflect a classic biopower critique of the modern surveillance 

mechanisms that organize the forces of life (Foucault 1978, Location 1758). Philosopher Michel 

Foucault writes that demography, along with other tools of biopolitical control, aims to exert “a 

positive influence on life, that endeavors to administer, optimize, and multiply it, subjecting it to 

precise controls and comprehensive regulations (Location 1759; emphasis added). Modern 

health surveillance, as a component of a biopowerful nation state, is not a passive record of fact. 

Rather, systematized data collection aims to both define its biopolitical subjects and submit them 

to the rules of the state. The theory of biopower, animated by Hacking’s notion of making up 

people, serves as a useful lens for analyzing the way Native American women with IDD are 

constructed within modern data systems.  
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 Hacking presents a five-part model to explain how populations are structured through the 

modern demographic gaze. He begins with a classification, in this case “woman,” “Native 

American,” and “intellectually and/or developmentally disabled.” This classification is then 

attributed to certain people, in this case our population of interest, and the category attributed to 

these people is defended by the knowledge produced by experts. In the realm of health 

surveillance, “experts” are normally statisticians and biomedical researchers. Finally, experts are 

supported by institutions that “guarantee their legitimacy, authenticity and status,” including the 

healthcare, research, and schooling systems in the United States (Hacking 2006, 2). As the 

procedures behind their creation fade from view, statistically constructed persons are eventually 

reified as factual beings. Thus, individuals are not only counted by health surveys, but defined by 

the categories into which they are placed (1).  

This framework presents fundamental obstacles to the visibility of Native women with 

IDD. Modern health surveillance systems privilege quantitative and frequently, biomedical 

paradigms in the construction of different populations (Hacking 2006, 1). Indigenous forms of 

knowledge, such as intergenerational storytelling and oral tradition, are negated by this data 

infrastructure, which acts as a critical gatekeeper for funding and resources (Brayboy 2006, 439). 

On the rare occasions when Native women with IDD are included in health surveillance, their 

erasure nevertheless occurs as Indigenous worldviews are eclipsed by Western frames of 

identity. Interviewees identified three examples that illustrate the consequences of this 

“epistemological divergence” for the (in)visibility of Native women with IDD. First, I will 

elaborate on the “metric fixation” (Muller 2019) of modern health surveillance that disavows 

small populations and qualitative ways of knowing. I then discuss conflicting understandings of 

disability, reflecting on the many meanings of this identity beyond traditional Western 
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frameworks. This section concludes with participant meditations on hypervisibility, which 

describes the way in which marginalized bodies are marked, objectified, and ultimately 

disregarded in the dominant cultural narrative (Ciribassi and Patil 2016, 132). The resulting 

“visibility paradox” reduces Indigenous peoples and individuals with IDD to a collection of 

pervasive stereotypes, thereby erasing the diverse and deeply contextual experiences of these 

populations. In each of these examples, I aim to show how the surveillance practice of “making 

up people” reifies Native/disability identity through the dominant colonial lens, thus cementing 

the invisibility of Native women with IDD within social discourse.  

“Metric Fixation” and Statistical Erasure  

Speaking to the critical role that surveillance plays in securing funding and resources for 

AIAN communities, Nina remarked: 

I understand [the importance of being counted in surveys like the Census], but I'm also 

critical of it too because I'm like … why is the system set up in a way that we have to like 

provide these numbers in order to provide this data, to like back up the fact that there's 

communities that need support … So I think what I’m saying with this, is that a lot of times 

things like, like a Census, though it's important and I understand why it's important, I think 

a lot of Native people understand why it's important, there's kind of a value shift, of like 

this idea that you have to have labels and data and measurements and certain numbers of 

people in order to like, justify, a need (Interview 8, November 22, 2019).  

 

Nina’s comment questions the privileged position of numerical surveillance, pointing out that 

Indigenous societies operate through relational paradigms that do not associate need with 

quantity. Her critique embodies the theory of “metric fixation,” which describes the fallacious 

assumption, adopted almost ubiquitously by Western institutions, that quantitative measurement 

offers the key to improvement (Muller 2019, 1). Coined by historian Jerry Muller, this tongue-in-

cheek term criticizes the assumption that standardized measurements offer the clearest picture of 

a problem and its potential solutions. He writes that a key element of “metric fixation” is “the 

belief that it is possible and desirable to replace judgment (metric fixation), acquired by personal 
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experience and talent, with numerical indicators of comparative performance based upon 

standardized data (metrics)” (1). Muller acknowledges that many situations merit quantitative 

data analysis, but he laments the blind faith with which organizations pursue this information. 

Likening metric fixation to a cult, he asserts that this framework persists in Western institutions 

without a critical examination of the relevance or consequences of the data produced (2).  

 The primacy of quantitative data in health surveillance has sobering consequences for the 

visibility of Native Women with IDD. For one, although many Indigenous communities do not 

subscribe to “metric fixation,” tribal populations are regularly compelled to provide numerical 

evidence as justification for funding and support. Speaking to the differences between 

Indigenous and Western understandings of society, Nina explained: 

… in an Indigenous worldview, truth is about like, the relational experience between 

things. It's about a balance, between all of these … key stakeholders, or players. It's about 

creating that balance, and doing it through a form of like spiritual knowledge and knowing 

… I think it's like a continuous move to keep things that are interrelated in good relationship 

with one another (Interview 8, November 22, 2019).  

 

Reflecting on her personal heritage, Nina describes a framework that holds the maintenance of 

relations, conceived through a dynamic balance of knowledges, as the paramount source of truth. 

Brayboy echoes this reflection, explaining that stories and “oral knowledge” are “real and 

legitimate forms of data” in Indigenous communities. He emphasizes these qualitative ways of 

knowing as the theoretical foundation for many Indigenous cultures, patterning how society is 

organized and how people associate with one another and their environment (2006, 439). 

However, this worldview is negated by data systems preoccupied not with how people relate to 

each other, but how people are categorized, counted and managed. Relational perspectives are 

expunged through the standardized classifications of modern health surveillance, a form of 

erasure bent on assimilating AIAN populations into the dominant colonial narrative (430).  
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 In addition to negating qualitative epistemologies, metric fixation excludes small, 

marginalized populations, such as Native women with IDD, from spaces of social worth 

(Ciribassi and Patil 2016, 132). According to Muller, “accountability” holds a special importance 

within this framework, meaning at once to be responsible and “‘capable of being counted’” 

(2018, 1). By this logic, the institutional relevance of a population is predicated on its capacity to 

be counted. Nina voiced her frustration about this “tyranny of metrics,” citing statistical analysis 

methods as another form of Indigenous erasure: 

… you have like, major racial groups, and then you have “Native” and … it's always 

"Other" or, like "Not enough data," or, whatever … Which I think is actually a form of 

erasure. Because, to just be like, we don't have enough people … they’re [Indigenous 

peoples] the minorities' minority … ‘cause, of course when you're looking at something 

… to have statistical validity …  you need like, OK we have this many participants, and 

then that makes us have a trend, right. But I think in Native communities, if one person 

needs support and services, that's enough validity (Interview 8, November 22, 2019).  

 

As Nina relates, metric fixation justifies the exclusion of Indigenous peoples based on 

their small population sizes and limited capacity to be counted. Resistant to statistical sampling 

and broad demographic generalizations, AIAN individuals are aggregated or simply eliminated 

from countless data sets, an everyday “practice of exclusion” that trivializes their personhood 

(Ciribassi and Patil 2016, 132). The same can be said for the IDD population, which remains 

largely invisible to health surveillance efforts because of poorly worded survey questions and 

small sample sizes (Bonardi and Lauer 2011). Instead of reframing its parameters to incorporate 

these populations, a metrically fixated data system discards these groups as unworthy of 

inclusion. However, it is important to note that small population size does not simply explain 

why certain populations are captured and others are not. Disproportionate celebrity access to 

COVID-19 tests, for instance, serves as a painfully current example of how diminutive 

populations often receive the lion’s share of attention and resources (Schaffer 2020). The AIAN 
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and IDD populations face systemic barriers to visibility that are compounded by a system that 

privileges quantitative outcomes, highlighting how metric fixation merely functions to reinforce 

the exclusion of the already marginalized.  

In health surveillance systems, Native women with IDD face erasure through the 

negation of Indigenous knowledge frames and the primacy of large, numerically amenable 

populations. The ethos of metrics has a chilling message for small, socially marginalized 

populations: If you cannot be counted, you simply don’t count. Thus, this group of women is 

rendered invisible not only by the structural barriers that prevent them from being captured in 

data systems, but by the assumption that their worth is tied to their measurability.   

Defining (Dis)ability: Which Perspectives Count?  

 While Tabitha and I chatted in her colorfully decorated office, her voice would 

sometimes drop to no more than whisper. As the director of a combined art studio/day program 

for adults with IDD, she is well aware of where disabilities surveillance falls short when 

describing the richly expressive, wholly unique individuals in her program. Speaking quietly yet 

adamantly, she explained that her everyday experience with the artists is simply not captured in 

the surveys and diagnoses that attempt to define (dis)ability. Reflecting on the fallacy of defining 

a universal developmental “normal,” she asks: 

Who is categorizing, what is normal, what is not normal? … learning things by numbers 

[statistical data], really doesn’t connect to real life. And real-life issues. We can get the 

average, but then we never can find the average person (Interview 2, November 8, 2019).  

 

Her meditations on the evasive “average” person reflect a central conflict in efforts to increase 

the visibility of people with IDD. Biomedically and functionally based models of disability are 

privileged within data systems, service networks, and school settings. However, the neat 

(dis)ability binary assumed by these paradigms does not necessarily reflect the community 
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realities or lived experiences of people with IDD. Consequently, even well-intentioned efforts to 

advocate for this population run the risk of further marginalizing groups that do not subscribe to 

the same dichotomous parameters of (dis)ability. 

Indigenous scholar Lavonna Lovern has discussed at length the consequences of this 

disconnect for groups like Native women with IDD. Arguing for a multifocal discourse on 

disability, she discusses how Eurocentric understandings of (dis)ability have subsumed 

alternative definitions within funding and service institutions. In order to obtain support in the 

current system, individuals who do not subscribe to the Western disability binary are compelled 

to dismiss their own “definition of self” and comply with dominant frameworks of (ab)normalcy 

(2008, 2). The primacy of Western disability models, discussed at length by interviewees, thus 

acts as another barrier to visibility for the population of interest. In this section, I first investigate 

the institutions, namely the medical and school systems, that reinforce the dominant framework 

of (dis)ability. Interviewee testimony illustrates how arbitrary standards of “normal” are 

mobilized to categorize people as disabled, a competency-based approach drawn from a colonial-

capitalist ethos of productivity. I then return to Indigenous understandings of disability, 

examining how this population is conceived differently within AIAN cultures to illustrate the 

futility of the traditional Western binary in describing the lived experiences of Native women 

with IDD.    

 When asked who defines (dis)ability in the United States, Tabitha did not hesitate to 

implicate the medical and school systems. After all, she remarked, these institutions “are 

responsible for growing” children, from the time of birth, into socially acceptable citizens. 

Moreover, she explained, families are tasked with monitoring their children based on the 

standards put forth by the educators and providers. The onus is placed on caregivers to track the 
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standardized developmental “milestones” of young children, as reflected in the Centers for 

Disease Control and Prevention (CDC) guidelines:   

Developmental monitoring observes how your child grows and changes over time and 

whether your child meets the typical developmental milestones in playing, learning, 

speaking, behaving, and moving … When you take your child to a well visit, your doctor 

or nurse will also do developmental monitoring (CDC 2020b). 

 

Developmental monitoring, as well as more intensive developmental screening and evaluation, is 

performed by trained specialists that assess children based on a preformed set of outcomes, such 

as beginning to smile at people by the age of two months (CDC 2019). Similar standardized 

assessments occur in the school system. For example, the “Child Screening and Assessment” 

page on the Department of Health and Human services website warns that as many as one out of 

four children under the age of six are “at risk” for developmental delays, which can be flagged 

by “standardized developmental screening tools” (HHS 2020).  

Tabitha condemned the lasting damage of these developmental assessments for people 

with IDD and their caregivers, explaining:  

… once you fail in school, in earlier age … you are damaged in some sense. Your 

confidence. And you don't have the second chance to catch up. Because the school, parents, 

yourself, label you that you’re not good enough (Interview 2, November 8, 2019; emphasis 

added).  

 

As an art instructor who helps people with IDD find their expressive voice, Tabitha understands 

the futility of standardized assessments in capturing the development, let alone the ability, of 

people designated as “disabled.” Furthermore, she notes the lasting devastation that labels of 

deficiency have on the social and emotional worlds of those who do not conform to 

developmental standards. While perhaps important in identifying developmentally related health 

concerns, these assessments subject children and their caregivers to state-issued parameters of 

“normalcy,” a form of embodied regulation Foucault calls anatomopolitics (1978, Location 
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1784). The monitoring and adjustment of bodies deemed delayed, performed with the well-

intentioned aim of helping children “catch up” to their peers, reflects the biomedical conception 

of disability as pathological. Thus, resources are devoted to correcting deviant bodies that fail to 

fit the pre-designed standards of medical professionals.  

Lovern observes that this ethos of regulation is especially damaging for Indigenous 

peoples, who already do not fit the racialized Western archetype of the able-bodied being. She 

explains that disability is constructed against an idealized “able body” patterned on the 

heteronormative values of a White colonial culture, disadvantaging Indigenous peoples in 

institutions that assess developmental competency (Lovern 2008, 3).  For example, Brayboy 

notes the inflated proportion of Native American children in special education as a symptom of 

the Eurocentric values that dominate the American education system (2006, 430). Indigenous 

historian Adria Imada expands on the imperial-capitalist history of this (dis)ability paradigm, 

contending that “colonialism demanded able bodyminds from subordinated subjects” to fulfill 

desired productivity outcomes. When colonized peoples were not able or willing to meet the 

labor demands and cultural standards of their oppressors, they were conceived as defective 

(2017, 1). Through this colonially conceived dichotomy of (dis)ability, the disabled body, 

regarded as undesirable in a capitalist system that prioritizes economic productivity, becomes a 

problematic “Other” requiring clinical correction (Lovern 2008, 3).  

 In addition to monitoring an individual’s adherence to uniform metrics of development, 

standardized assessments of disability also pattern access to service systems. To be eligible for 

DDD services in Arizona, for instance, an individual must have a clinical diagnosis of Cerebral 

Palsy, Autism Spectrum Disorder, Epilepsy, or Intellectual Disabilities (Linda, Interview 6, 

November 15, 2019). These rigid diagnostic requirements not only subjugate Indigenous 
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individuals to Western understandings of disability, but limit services to families who have 

access to a qualified provider. Moreover, DDD-eligible diagnoses are subject to pervasive racial 

bias, leading to systematic under- and overdiagnoses among different groups (Chris, Interview 9 

November 26, 2019). Drawing from their experience advocating for people at the intersection of 

disabilities and what they described as racialized marginalization, Chris explained: 

… disabilities [diagnoses] are very racialized … if we're looking at people who are 

diagnosed with Autism, if you're not a White man, or a White boy, you're going to have a 

hard time getting an Autism diagnosis. Whereas other diagnoses are very racialized, like 

schizophrenia, Black men are disproportionately more at risk for being diagnosed with that 

(Interview 9, November 26, 2019).  

 

As the gatekeeper to disability diagnoses, the medical establishment determines who has access 

to supports. However, limited access to healthcare services and racial bias may serve as barriers 

to accessing the necessary diagnosis, presenting manifold challenges to AIAN people seeking 

services. Thus, biomedical standards for “disability” not only negate Indigenous worldviews but 

limit the visibility of Native American individuals within critical service networks.  

 Indigenous understandings of (dis)ability emerge in stark contrast to the standardized 

assessments that “make up” people with disabilities in Western institutions (Hacking 2006).  

Speaking to the relational perspective that forms the groundwork of many Indigenous 

communities, Ronald commented: 

… there's some commonality around this idea of the role of community members 

contributing, what they're able to give back to the community. So it’s a very strong 

perspective of inclusion. You know that everyone has something to contribute (Interview 

10, December 4, 2019).  

 

Unlike assessments that base an individual’s worth on a set of arbitrary benchmarks, AIAN 

cultures are oriented around a “mode of caring” that foregrounds interdependent relationships in 

organizing experience (Lovern 2008, 5). Accordingly, “‘normalcy’” is defined not by a uniform 

set of standards, but by “whether or not the individual is in balance with all her relations,” which 
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include both humans and the surrounding environment (6). Nina echoed this sentiment, 

reflecting:  

… in an Indigenous worldview, truth is about the relational experience between things. 

It's about a balance between all of these like kind of these key stakeholders, or players. 

It's about creating that balance, and doing it through a form of like spiritual knowledge 

and knowing … I think it's like a continuous move to, to keep things that are interrelated 

in good relationship with one another (Interview 8, November 22, 2019). 

 

This emphasis on balance, Lovern explains, tends to preclude rigid binaries of ability. 

Indeed, words for “disability” do not exist in many Indigenous languages. An individual’s merit 

is instead constructed around their fulfillment of community obligations, which differ from 

person to person (2008, 6). As Ronald and Nina indicate, this philosophy of balance, which 

focuses on the community as the central social unit, creates many opportunities for differently 

abled people to contribute and thrive. Individuals who would be defined as “disabled” in 

Western society may be recognized as having a “physical or mental difference,” but this 

difference would not constitute their entire being (6). This philosophy emerges in stark contrast 

to the essentializing role that disability plays in the dominant colonial culture. U.S. institutions 

define able bodies through a capitalist lens of “compulsory productivity” that subjects 

individuals to rigid standards of competence (Imada 2017, 1). From conception onward, those 

who fail to adhere to a priori definitions of normalcy are stigmatized as deviant, reflecting a 

worldview that seeks not to achieve balance among diverse elements, but to identify and correct 

aberrant members of the social body.  

 Expounding on the relational perspective that grounds many Indigenous worldviews, 

Nina pointed out another critical distinction between Western and AIAN conceptions of 

(dis)ability. She explained that in Indigenous contexts, the idea of disability cannot remain 

isolated to the individual, but must be expanded to incorporate the “human, animal, plant, 
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spiritual and elemental” aspects of the community (Lovern 2008, 5). She explained:  

The other side of it, that I think is less addressed in disability studies scholarship and in 

Native studies scholarship, is that there's a connection between colonial and empire-

induced disability … One really big example that comes to mind is uranium mining on 

Navajo nation. Tons of uranium mining, sites were not cleaned up, and so the result is that 

all of this toxic radioactive stuff is getting into the water, and the plants, and everything, 

and so it's reproducing really high cancer rates within the Navajo nation that weren't there 

prior to uranium mining (Interview 8, November 22, 2019).  

 

While Western societies characterize disability at the site of the individual, Nina argues that one 

cannot disentangle centuries of environmental exploitation from the disruption of Indigenous 

communities, which include both human members and the surrounding land. Neoliberal 

conceptions of disability fail to encompass the total disablement of this system, which 

understands the “destruction of Earth … [as] inextricable from the disablement of Indigenous 

ontology” (Jaffee and John 2018, 1407).  

As Nina describes, this more holistic perspective of disability is embodied in the 

deleterious consequences of colonial resource projects. Between 1944 and 1986, four million 

tons of uranium were extracted from Navajo lands, corresponding to exorbitant increases in rates 

of cancer and kidney disease among reservation communities (Morales 2016). This example of 

“empire-induced disability” demonstrates the debilitating outcomes of the entire colonial project, 

from subjugation of the individual to extortion of the environment (Nina, Interview 8, November 

15, 2019). Nina’s perception of a total disability reflects this deeply interconnected 

understanding of place, rejecting “the taken-for-granted dualism between the environment and 

(disabled) humans within (settler) disability studies” (Jaffee and John 2018, 1407). A disability 

paradigm that limits analysis to the individual is inherently colonial, implying a Western 

nature/culture binary that renders the land a passive resource for human consumption. As Nina 

attests, the stakes are much higher than any single person, and understandings of disability in an 
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Indigenous context must incorporate the incapacitation of both people and place over centuries 

of imperial conquest.  

 Immersed in the skillfully crafted, deeply expressive work of her member artists, Tabitha 

recognizes the futility of evaluating individuals on a standard scale of “normal.” Efforts to 

engineer the “average person” only obscure the unique contexts embodied by each artist, a crude 

negation that parallels the absence of Indigenous perspectives in standardized developmental 

assessments (Interview 2, November 8, 2019). Western measures of (dis)ability, which write 

bodies as more or less valuable through a static collection of functional/psychometric 

parameters, disregard AIAN conceptions of the fluid balance between one’s relations (Lovern 

2008, 5). Occupational therapist Alison Gerlach warns that service systems which remain blind 

to this ethos of caring risk “perpetuating a history of oppression and assimilation” by basing 

support eligibility on dichotomous understandings of (dis)ability (2008, 18). More broadly, 

placement of Native bodies into this framework reflects efforts to assimilate Indigenous peoples 

into the dominant cultural context, an ongoing process of erasure that plays out in even the most 

well-intentioned surveillance efforts (Brayboy 2006, 430).  

By dismissing the dynamic, relational ontology that undergirds many Indigenous 

communities, standardized disability assessments undermine the sovereign tribal right of self-

determination and reinforce the “guardian/ward relationship” that continues to define interactions 

between Native nations and the U.S. government (Brayboy 2006, 434).  This imperative to 

assimilate compels Native women with IDD to adopt Western frameworks of disability to access 

important services, rendering them invisible at the level of identity. Individuals face a choice 

between self-negation and exclusion from potentially critical supports, a negotiation in which 

Indigenous communities consistently emerge as the loser.  
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Practicing the “Cultural Weird”:6 Hypervisibility and the Paradox of Being Seen  

 Bringing our conversation about the (in)visibility of Native women with IDD full circle, 

Nina reflected on the long shadows cast by the World’s Fair. Observing how this twentieth 

century entertainment space inculcated modern understandings of the Other, she remarked: 

And so, looking at how [the Fair] actually contributes to the social positioning of Other, 

like those are the people at the fair, who do these little performances and we watch them. 

And they’re the Native folks doing their traditional stuff and the disabled folks doing 

whatever. And it becomes reproduced over and over again in the community … this 

assumption that, you know, Native people are pets, or people with disabilities are pets, like 

there's this structure of parentalism over them. They're more primitive in whatever kind of 

way … And so that obviously then reproduces in science and in policies and [in] the 

assumptions that we have (Interview 8, November 15, 2019).  

 

As someone who identifies as Indigenous and works in a Western academic setting, Nina is 

uniquely positioned to observe how problematic ideas of White Man’s Burden have been 

reproduced in knowledge-making institutions. Echoing her assessment, disabilities scholar James 

Trent highlights three major outcomes of the World’s Fair. Living museums of “primitives” and 

“defectives” established the parameters of (ab)normalcy for a White audience and empowered 

practitioners to distinguish between treatable and untreatable “inferiors.” Moreover, “freak” 

exhibitions of Indigenous people and individuals with disabilities justified colonial claims to 

power through a paternal civilizing lens. Ultimately, the construction of inhuman “Others” 

reaffirmed authorities’ faith in education and science to correct aberrant populations, leading to 

the segregation, sterilization, and even extermination of undesirables throughout the twentieth 

century (1998, 201).  

 Far from the vestiges of a culturally troubled past, teachings from the World’s Fair 

continue to reproduce in discourse on AIAN communities and people with disabilities. 

 
6 Nina, Interview 8, November 15, 2019  
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According to interviewee accounts, the assumptions that guide popular perception, policy 

decisions, and surveillance efforts are built around a model of Native/disability Otherness, 

“marking” these populations as foreign, anomalous, and ultimately, subhuman (Ciribassi and 

Patil 2016, 132). Ciribassi and Patil theorize hypervisibility as a form of “enacted marginality” 

wherein targeted bodies are “reduced, misrepresented, and made into spectacle in order to 

facilitate objectification and exploitation” (132-133). The hypervisibility of certain populations 

as inferior, reinforced by the statistical mechanisms that “make up people,” paradoxically renders 

these groups invisible by erasing their experiences from the dominant cultural narrative (Hacking 

2006, 1).  

 The hypervisibility of Indigenous and disabled bodies as social Others continues to play 

out in mainstream social discourse, suggesting that for Native women with IDD, the question of 

“being seen” is far more complicated than simply being counted in health surveillance. 

Interviewees cited several manifestations of this “visibility paradox,” emphasizing the role of 

biomedical institutions that create, justify, and reproduce destructive stereotypes about these 

populations (Ciribassi and Patil 2016, 133). In this section, I reflect on three interviewee 

illustrations of hypervisibility-as-erasure. First, I investigate the long U.S. history of 

appropriating AIAN cultures for colonial consumption, an ongoing process of exoticization that 

essentializes Indigenous communities as a relic of the past. I then analyze the portrayal of 

disability/Indigeneity as “defective” in popular culture and academic research, reflecting on how 

narratives of deficiency reify social exclusion. I conclude the chapter by examining selective 

hypervisibility, the tendency of knowledge-producing institutions to focus analysis on one aspect 

of group identity at the exclusion of others. As we will see, this practice limits the capacity of 

intersectional interventions by oversimplifying the picture of social inequality.  
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 Interviewees recognized the exoticization of Native cultures, practiced through centuries 

of colonial interactions, as a potent force of erasure for the population of interest. In her analysis 

of the Apostle Islands Indian Pageants of the early 1920s, Indigenous historian Katrina Phillips 

outlines the development of exotic “Indian” tropes for consumption by White tourists. 

Emphasizing the pageants’ role in writing Native peoples as the vestige of a wilder frontier past, 

she argues that “the purported conquest of indigenous lands and indigenous bodies is manifested 

through concurrent presentations of American Indian exoticism with the eroticism inherent in 

cultural tourism” (2015, 35). Relegated by these displays to a bygone era, Native communities 

became a commodity of stylized reenactments that built on a narrative of complete colonial 

assimilation. Her reflection offers a pointed example of a typical colonial practice: Pretending 

like Indigenous communities no longer exist, having been completely assimilated into the 

dominant European narrative.  

Speaking to colonial depictions of “Indian” identity that have emerged through projects 

like the Apostle Islands Pageants, Brayboy characterizes the “sign Indian” as “that which 

signifies what a ‘real Indian’ is or looks like (often an ecology-loving, bead-wearing, feather-

having, longhaired, tall, dark man or woman)” (2006, 434).7 Anthropologist Virginia McLaurin 

notes that such stereotypes persist in popular media, “deny[ing] Indian identity” through comedic 

 

7 While widespread Indigenous sovereignty activism and films like Smoke Signals and 

the more recent Wind River have worked to dispel romanticized stereotypes about Native 

communities in the United States, the “sign Indian” is still widely consumed in European popular 

culture. Germany is particularly enmeshed in Indianthusiasm, or “the problematic German 

infatuation with Indigenous peoples and cultures of North America” (Lutz, Strzelczyk, and 

Watchman 2020, 10). Indianer tropes play a ubiquitous role in the country, from Karl May’s 

iconic Winnetou (the archetype of a noble savage and a figure that one colleague likened to the 

Harry Potter of Germany), to “Indian Festivals” where hobbyists adorn moccasins and 

headdresses to participate in weeks-long reenactments (Lutz, Strzelczyk, and Watchman 2020, 

10). 
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mockery or essentializing tropes of Native “culture” such as shape-shifting and paranormal 

encounters (2012, V). The persistence of such stereotypes evokes a sense of Wild West 

primitiveness that situates AIAN peoples securely in the American past. As such, tropes of the 

“sign Indian” not only impede the right of tribes to self-identification but render invisible the 

diverse and often difficult experiences of contemporary Indigenous communities.  

 As a scholar of decolonizing epistemologies, Nina is sharply attuned to appropriation of 

Native cultures for popular consumption. However, she noted with profound frustration that the 

same damaging tropes of the historical, exotic “Indian” cast a long shadow over academic 

research on Indigenous peoples, continuing to produce tension between Native communities and 

Western scholars. She explains:  

… this happened a lot in research with Native communities where, an anthropologist would 

come into a space and observe a ceremony. Something very sacred with a lot knowledge 

in the community, and without having a lot of education about that community's worldview 

they could come up with a conclusion of what the community was doing that has nothing 

to do with what they're actually doing. And oftentimes, in Native communities, 

anthropological research of these ceremonies and these practices … was that, oh, you know 

Native people are a little bit wild, they're a little bit uncivilized (Interview 8, November 22, 

2019).  

 

Reflecting Deloria’s critique of the anthropologist as a “vulture” of colonization (Waldram 1997, 

162), Nina condemns a long history of research that sought to exoticize Indigenous practices for 

the sake of European consumption. For this young scholar, the same scars that animated 

Deloria’s “Anthropologists and Other Friends” over fifty years ago continue to haunt research 

with Indigenous communities. Indeed, “expert” accounts of Indigenous ceremonial traditions 

legitimized the subjugation of AIAN communities under colonial rule and situated Native beliefs 

in a problematic primitive past. Nina reminded me that colonial narratives of progress also 

justified a devastating boarding school system that brutally kidnapped Indigenous children from 

their families in forcible attempts to “civilize” them (Interview 8, November 22, 2019). 
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Interweaving narratives of the “wild Indian” from both popular and academic circles, Nina’s 

testimony demonstrates the broad cultural underpinnings of this historicized, heavily 

romanticized Wild West trope. Her critique of the Eurocentric research model suggests that for 

Native communities, the process of Othering is ongoing, with enduring stereotypes of exoticism 

continuing to erase the lived experiences AIAN peoples.  

 How does Nina’s observation about pervasive tropes of the “primitive Indian” relate to 

the (in)visibility of Native women with IDD in data systems? For one, stereotypes of Indigenous 

exoticism are embedded in the terms used to identify Native people in major data systems. 

Essentializing labels like American Indian, which aggregate tribal nations into a single group, are 

charged with elements of the “sign Indian” that permeates social discourse (Brayboy 2006, 434). 

Thus, not only do these terms artificially unify an incredibly diverse array of Indigenous 

communities, they also reinforce broader cultural metaphors of exoticism that are inextricably 

linked with the “Indian” label. In turn, tropes of the historical, primitive Native serve as an 

overarching agent of erasure, reproducing the fallacy that AIAN communities disappeared with 

the colonial project.8 

Several interviewees pointed out the consequences of perceived Indigenous foreignness. 

Ronald, the tribal disability program consultant, pointed out that the alienation of Native peoples 

from legislators in Washington contributes to the invisibility of Indigenous experiences in U.S. 

laws (Interview 10, December 4, 2019). Having no relationship with tribal nations, most 

 
8 A recent story from a colleague in Art Education should serve to quell any doubts about 

how tropes of the historical Indian play out in the everyday lives of Indigenous peoples. She 

recalled testimony from a classmate who, after identifying as a member of the Navajo Nation, 

explained that on several occasions someone had told him that they didn’t think Native 

Americans existed anymore. Meant seriously or in jest, these comments underscore the pervasive 

erasure of Indigenous communities from contemporary discourse (Personal Communication, 

April 4, 2020).   
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politicians operate as though AIAN communities are a thing of the past. This perception of 

absence is further reinforced by surveillance that negates the diverse realities of Indigenous 

populations in the United States. As this troubling example illustrates, tropes of the historical 

American Indian, dispersed throughout the dominant cultural discourse, disavow the rich 

diversity and frequent hardship of contemporary Indigenous communities.   

 Interviewees also cited hypervisible narratives of deficiency as a potent force of 

invisibility for Native women with IDD. When asked how people with disabilities are portrayed 

in broader culture narrative, Chris paused, seeming to reflect on their own experience as a young 

person with a disability. As we chatted in the courtyard of the university psychology building in 

the twilight of a late autumn evening, the accomplished graduate student and disabilities activist 

contemplated culturally embedded disability stereotypes not too different from the World’s Fair 

label of “defective.” Chris explained that in popular media, people with disabilities are 

consistently framed as victims, with an individual’s entire character arc centered around 

overcoming her debilitating condition. Smiling ruefully in the dimming light, they remarked: 

I would say at least once a year, there's a new film that comes out, someone's portraying 

someone with a disability, and that can reinforce negative stereotypes a lot of times … I 

think it can feel like your disability is just like a very individual thing then, it can feel very 

isolating, and that's likely the rhetoric you've been taught, like from your family, or from 

your community, or like, your religious organization, or school, you know all these 

institutions, is that it's like this is a problem with you, that should be fixed, in order for you 

to be like, more normal or to have a better life. I think that's also the message we see in 

media too, people always want to cure their disability, that it's an inherently bad thing, that 

there’s nothing else that can be done, like you'll always be very isolated, or depressed, and 

so there's really not  any good, happy, or even neutral representation … It's always like 

[having a disability] is a main plot point, is like, they become disabled, or it's a big thing 

for them to overcome (Interview 9, November 26, 2019; emphasis added).  

 

Reflecting on the devastating stigma that accompanies portrayals of disability as disease, 

this young activist would like to see stories that do not cast disabled characters in a tragic, 

pathological light. Emphasizing the malleable nature of bodies as “a product of specific social, 
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cultural, and historical contexts,” Ciribassi and Patil detail how individual bodyminds become 

fragmented by a biomedical gaze aiming to isolate and treat disease (2016, 133). People with 

disabilities are thus essentialized to their so-called impairment, their personhood dissected and 

divorced from the abnormality of medical interest. Fueled by this pathologizing model of 

disability, stories about people with disabilities are consistently framed in terms of “overcoming” 

a debilitating condition. From the household to the education system to popular media, portrayals 

of disability turn a microscopic gaze on what is regarded as malformed, weak, and sickly in the 

disabled body. This hypervisibility of deficiency proves cripplingly isolating to young people 

who experience disability, making them question if the they even have a right to be happy in a 

body deemed socially unworthy (Chris, Interview 9, November 26, 2019). 

 This hypervisibility of the disabled “body-in parts” (Ciribassi and Patil 2016, 133) is 

evident in popular representations of disability as “an inherently bad thing.” Individuals who 

work to overcome their inherently “flawed” bodies are rendered heroic, perhaps, but at the cost 

of devoting their entire life to fixing in themselves what is inherently “wrong.” As Lovern points 

out, those who neglect to overcome their disability are ascribed a “weakness of character,” 

failing to fulfill a social responsibility of curing their pathological bodyminds (2008, 3). For 

Chris, this intense focus on what’s flawed in people with disabilities amounts to a devastating 

form of erasure. Depicted as individualized pathology instead of socially and environmentally 

embedded reality, disability serves as a potent force of invisibility, isolating disabled bodies as a 

site of hypervisible disrepair and justifying systems that exclude this group of people from 

everyday activities. People with disabilities cannot feel happy, content, or normal, Chris 

explains, in bodies deemed dysfunctional. Rather, Western narratives would tell us, this group 

must dedicate their lives to reaching a “normal” body-mind state to achieve “a better life.” The 
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onus to improve is not on a society out of balance with the malleable spectrum of human ability, 

but on individuals reduced to their defective parts (133).  

 Narratives of disability as dysfunction emerge in the data systems that attempt to capture 

this population. While national surveys like the ACS and BRFSS have made strides in 

transitioning from a strict biomedical model of disability to a more holistic assessment of support 

needs (Bonardi and Lauer 2011), the standard six-item disability questionnaire still solely 

focuses on impairment. The third questionnaire item, which addresses “cognitive disability,” 

illustrates the deficiency-oriented nature of the survey: 

Because of a physical, mental, or emotional condition, do you have serious difficulty 

concentrating, remembering, or making decisions (Bonardi and Lauer 2011, 10)?  

 

Throughout this paper, we have seen several interviewees point out the need for better data to 

capture the support needs of people with IDD (Paul, Interview 5, November 15, 2019; Anne, 

Interview 11, December 18). Undoubtedly, information about the difficulties that people with 

IDD face in their daily lives is critical to informing health interventions that accurately address 

their needs. Nevertheless, the questions posed by the standard six-item questionnaire reify the 

deficiency of disability, playing into the same tropes that Chris highlighted in popular depictions 

of people with disabilities. In major health surveillance systems, people with disabilities are 

reduced to their traits of “impairment,” reaffirming the hypervisible portrayal of disability as 

victimhood. While IDD-focused surveys like the National Core Indicators take a far more 

strengths-based approach to characterizing the lived experience of individuals with disabilities, 

these projects do no give us a clear picture of Native women with IDD.  

 Paralleling the impairment-based approach to disability in health surveillance and popular 

culture, deficit-oriented narratives of Native peoples have been well characterized by Indigenous 

data scholars (Rainie et al. 2017; Rodriguez-Lonebear 2016). The problematic portrayal of AIAN 
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bodies as lacking emerged as a major theme in my conversation with Carolee. As a prominent 

Indigenous activist and forerunner of the Indigenous Data Sovereignty Movement (IDSM), 

Carolee works closely with tribal nations to build capacity around data governance. In this role, 

she has witnessed first-hand how major data systems, which tend to emphasize Native 

deficiency, offer little value to Indigenous communities. Echoing Rodriguez-Lonebear’s 

observation that “High rates of suicide, diabetes, unemployment and substance abuse are but a 

few of the pervasive deficit statistics used to characterise native populations” (2016, 261), 

Carolee spoke to the need for analyses that highlight the many strengths of Native communities. 

Using the entrenched stereotype of alcoholism in AIAN populations as an example, she 

demonstrated how existing data can be reinterpreted to debunk unfavorable tropes of Indigenous 

peoples:  

You can reanalyze the data and ask questions differently, and so there is a BRFSS re-

analysis of the data around alcohol consumption and Native peoples. Which among other 

things shows that the highest rate of abstention from alcohol is actually Native people of 

all racial or ethnic groups. But the narrative is far different from that, right (Interview 4, 

November 13, 2019).  

 

Carolee’s reflection on AIAN alcoholism stereotypes, which have been soundly 

debunked by a recent study analyzing the drinking rates of different racial/ethnic groups (Erikson 

2016), underscores the widespread role of deficiency narratives in erasing Indigenous 

experience. Ciribassi and Patil discuss the pervasive role of biomedicine in “marking” bodies as 

diseased, placing a seemingly objective veneer over damaging stereotypes about marginalized 

racial groups (2016, 132). In the case of Native populations, the common research practice of 

linking pathological conditions to Indigenous bodies—from fixation on diabetes rates to 

hyperattention on mental health problems and suicidality—fashions AIAN bodies as subordinate 

to their non-Native counterparts. Moreover, this trope of Native dysfunction renders invisible the 
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diverse and deeply contextualized struggles, resiliencies, and triumphs of Indigenous 

communities, which have been forced to cope with over five-hundred years of colonial genocide.  

 Interviewee accounts revealed stark parallels in the way Indigenous and disabled bodies 

are pathologized, victimized, and ultimately delegitimized in data systems and broader cultural 

narratives. Hypervisible tropes of the Native/disability plight, ranging from problematic genes to 

impaired functionality, stem from a deeper colonial understanding of these populations as 

deficient. Harkening back to a time when entire populations were construed as disabled by their 

colonial subjugators, Imada observes that “disability operated as … a very useful weapon during 

the incarceration, elimination, and removal of unfit colonial Others” (2017, 1). This centuries-old 

link between disability, Indigeneity, and conquest underscores the continued primacy of 

deficiency narratives in constructing Native/disability identity.  

In turn, Native women with IDD are doubly obscured by surveillance efforts that 

mobilize pathologizing language to describe AIAN peoples and individuals with disabilities. 

Furthermore, the absence of this group from more holistic surveys, like the National Core 

Indicators or the tribally specific data sets championed by Carolee, exemplifies the multiplicative 

nature of invisibility. Individuals at the juncture of two marginalized identities, such as Native 

women with IDD, face forms of erasure that are not captured along a single axis of oppression, 

demonstrating the pressing need for intersectional analyses in studies of inequity (Crenshaw 

1989, 139).  

 As revealed by interviewee testimony, hypervisible tropes of Native exoticism and 

Indigenous/disability deficiency obscure the rich and varied experiences of these populations, 

thereby limiting the utility of health surveillance for Native women with IDD. As we wrapped up 

our conversation in the fading autumn twilight, Chris highlighted another critical element of the 
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visibility paradox: the selective hypervisibility of identity. The perceptive disability scholar 

explained that in cases of social injustice, the legal and media systems tend to foreground certain 

characteristics of a marginalized population while downplaying others. This practice 

oversimplifies the discourse on inequity and limits the capacity for meaningful intersectional 

analyses. Chris expounded on this issue with a chillingly salient case of selective hypervisibility, 

explaining: 

… there's been a lot of media around reporting cases of police brutality, [but] if it's a person 

of color who has a disability, [it’s common] that they'll only report on them being a person 

of color, and that their disability isn't included. Or if it’s a white person that experiences 

police brutality and they have a disability, that’s like, the only thing that they'll focus on. 

So I think that it depends on which identity is seen as the one that you'll focus on more 

(Interview 9, November 26, 2019).  

 

The hypervisibility of police brutality victims as men of color obscures the fact that many, if not 

most, of these individuals also identified as disabled. A report by the Ruderman Family 

Foundation estimates that as many as half of the people killed by law enforcement had a 

disability, a disturbing trend that has been overshadowed by well-intended media reports about 

the racial trends of institutional violence (Perry and Carter-Long 2016, 1).  

 Chris lamented this oversimplified approach to social justice, which suggests that as 

racialized accounts of police abuses become more visible, the disability element of this story is 

increasingly pushed to the shadows. Moreover, disability is only recognized in White victims of 

police violence, demonstrating the primacy of Whiteness as a baseline by which to distinguish 

social Others (Brayboy 2006, 432). In popular discourse about law enforcement victims, 

individuals are differentially categorized by the identity that most clearly contrasts them against 

a White background: For racial/ethnic minorities with a disability, this is skin color; for disabled 

people who are White, this is disability. This illustration of selective hypervisibility has sobering 

implications for Native women with IDD. Already we have seen how IDD-focused surveys fail 
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to capture this population with any great fidelity, limiting the capacity of researchers and tribal 

nations to address the health needs of these women. The case of police brutality merely hints at 

the potentially vast array of health disparities experienced by this group, who are rendered 

invisible by more convenient single-identity depictions of inequity.  

… 

 While the first two chapters of this paper demonstrated key logistical barriers to visibility 

for Native women with IDD, interviewee conversations revealed that for this population, the 

roots of erasure lie much deeper than not being counted in data systems. Turning a critical gaze 

to the frames that govern health surveillance in the United States, this chapter covered three 

major ramifications of “epistemological divergence” for the visibility of Native women with 

IDD. Our first site of erasure emerged from limited statistical methods that privilege large, 

homogenous populations in health surveillance. Western preoccupation with quantitative data, 

described by Muller as “metric fixation,” negates Indigenous ways of knowing and devalues 

smaller populations that are not amenable to traditional statistical analyses.  

Moving from issues of methodology to one of semantics, participants explained that 

dominant biomedical/functional paradigms of disability do not necessarily reflect the lived 

realities of Native women with IDD. To access support services, these women and their 

caregivers must subscribe to colonially derived frameworks of disability, a process of self-

negation that pushes them further to the margins.  

Finally, interviews touched on the “visibility paradox,” wherein hypervisible tropes of 

disability/Indigeneity reduce these populations to subhuman caricatures in both research and 

mainstream culture. Stereotypes of Indigenous exoticism, frameworks of disability/Native 

deficiency, and the “selective hypervisibility” of marginalized identities in social discourse each 
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play a role in erasing the experiences of AIAN populations and people with IDD, limiting the 

utility of health surveillance to faithfully capture these groups.  

 In each case of erasure, we see that “being counted” in health surveillance has as much to 

do with the guiding worldview of data collection as the numerical tabulation of bodies. Differing 

definitions of Truth collide at the site of health surveillance, and the assumed objectivity of 

scientific fact leaves little space for alternative epistemologies. The nation-state practice of 

counting, categorizing, and regulating bodies operates in stark contrast to Indigenous systems of 

knowledge, which foreground oral tradition and the maintenance of one’s relations as important 

and dynamic sources of truth (Brayboy 2006, 439; Nina, Interview 8, November 22, 2019). 

However, the surveillance structures that govern health discourse leave no room for different 

worldviews, revealing that even if Native women with IDD were counted in these systems, a 

fundamental methodological overhaul must occur before they will ever be truly visible.   
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Conclusion 

Paths to Data Justice  

 In this paper, I explored the (in)visibility of Native women with IDD on many levels. 

Interviewee testimony informed several broad themes about the erasure of this population from 

the demographic picture. In Chapter One, I discuss invisibility at the level of the data itself, 

exploring how Native women with IDD remain absent from health surveillance even as 

movements to increase the demographic visibility of Indigenous peoples/individuals with IDD 

continue to gain traction (Rodriguez-Lonebear 2016; Havercamp et al. 2019). This review was 

informed by expert insights about the data that powers funding streams and the limitations of 

current surveillance mechanisms in capturing intersectional populations.  

In Chapter Two, I take a higher-level approach to the phenomenon of (in)visibility, 

asking not what data exists, but how erasure is reproduced for Native women with IDD. This 

chapter attends to the structural forces of invisibility, highlighting state service systems and 

legislative spaces as key gatekeepers to being seen. Participants who work in Native 

American/IDD advocacy expressed their frustrations about a disorganized, underfunded support 

infrastructure, the absence of services in rural spaces, and the lack of Indigenous/IDD 

representation in lawmaking bodies. Interviewees also cited fear of stigma, cultivated by a long 

history of government abuses against Native peoples and individuals with IDD, as a significant 

barrier to spaces of surveillance. These systemic flaws, embedded in the institutions in which 

activists, scholars, caregivers, and Native women with IDD must operate, push this population to 

the demographic margins.  

 Chapter Three expands upon the first two sections by exploring why Native women with 

IDD are excluded from health surveillance. Interviewees discussed how Eurocentric 
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epistemologies, which guide data collection mechanisms in the United States, negate Indigenous 

worldviews and render invisible the experiences of Native communities. Hacking’s theory of 

“making up people” characterizes modern surveillance systems as the “engine” by which 

biopowerful nation states classify, organize, and control their populations (2006, 1). Participant 

testimonies revealed how this model clashes with the community realities embodied by Native 

women with IDD, which do not abide by the knowledge frames of the dominant Western society. 

Interviewees cited the primacy of quantitative measurement, the dominance of Western 

(dis)ability paradigms, and the hypervisibility of damaging disability/Indigenous tropes as potent 

forces of erasure for the population of interest.  

Future Directions 

 While interviews painted a stark picture of invisibility for Native women with IDD, 

participant conversations also elucidated paths to data justice. Here, I highlight three major 

directions for future research collaborations. First, I touch on interviewee critiques of the 

“expert” role, pointing out the ways a multivocality paradigm can transform traditional research 

models to empower community members as leaders. I then expand on this theory of 

multivocality as a means to address transdisciplinary questions, such as the (in)visibility of 

Native women with IDD in health surveillance. I conclude with a case for Indigenous Data 

Sovereignty, using a participant case study to illustrate the potential of tribal governance in 

achieving true data equity.  

Interviewees spoke at length about the shortcomings of traditional research models when 

working with marginalized communities. Several interviewees challenged the role of “expertise” 

itself, asking how traditionally underserved groups can instead be empowered to foster change. 

Tabitha, the art teacher and day program director, asks researchers and policymakers to consider 



82 

 

new possibilities for leadership when advocating for people with IDD. Speaking about the artists 

who work in her studio, she explained: 

I think we need to use them [people with IDD] as a teacher, or peer mentor … And using 

more visuals, or art, or videos. Not necessarily spoken or written language … I think we 

really need to utilize our people as the educator. And in doing so, we can really learn 

together… they can share their examples, or they can show their perception in different 

ways. Sometimes we use videos, sometimes we use the narratives, that are translated into 

their stories … I think the alternative media can give us more variety of communication … 

How much in-depth thoughts and sharing they can do, about their issues (Interview 2, 

November 8, 2019).  

 

When provided with the appropriate supports, including non-verbal modes of communication, 

the artists at Tabitha’s studio thrive as leaders and educators. This story embodies the idea of 

multivocality, which is “the process of sharing authority and expertise” among the different 

stakeholders in a project (Pegno and Farrar 2017, 169). Employed widely in community museum 

settings, this paradigm challenges traditional top-down research hierarchies by honoring the 

expertise of community members. Embodying a multivocal approach, Tabitha’s story prompts us 

to reconsider the role of people with IDD in society, not merely as passive recipients of services, 

but as advocates, educators, and key stakeholders in the research process. Her narrative flips the 

script, so to speak, about who qualifies as a “teacher” in programs designed to support people 

with IDD, prompting community leaders to think more deeply about how this population can be 

mobilized as changemakers. 

 Nina, the education scholar who focuses on decolonizing epistemologies in the 

classroom, echoed Tabitha’s sentiment in relation to research with Indigenous communities. 

Speaking to how she approaches interviewees in her own research, she remarked:  

I'm trained as a qualitative researcher, so my data is very much like this: conversations, 

stories, and like oral histories as well. So, for me, the reason why I like qualitative data, is 

because there's potential for a more relational aspect of the story … And that's because  

[stories] allow for … communication of a different worldview. But they also open up 

pathways for reciprocal communication as well … an interview can be a conversation, right 
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… And so that type of reciprocal relationship I think is really important, because it's not 

extractive (Interview 8, November 22, 2019).  

 

Nina’s comment critiques the traditional research paradigm, which situates investigators as the 

sole keeper of “expert” knowledge and subjects as passive recipients of study protocol. Rather, 

she advocates for a more relational worldview in which both participant and researcher have 

knowledge to offer. She sites this ethos of reciprocity within a growing body of Indigenous 

scholarship that breaks ranks with the Eurocentric, top-down approaches of Western academia in 

favor of more relational conceptions of truth. This perspective reflects a multivocality approach 

to research while also honoring longstanding modes of knowledge exchange in Indigenous 

communities.  

Both Nina’s and Tabitha’s testimonies address a deeper question of personhood, that is, 

who is considered human enough to have a voice in community discourse (Ciribassi and Patil 

2016, 132). Nina explained that “persons,” which include both humans and animals in many 

Indigenous contexts, “have knowledge themselves, they have autonomy … and they're experts in 

their own form of knowledges.” By respecting the knowledge of another being, she continued, 

one respects their personhood, an esteem that is too often withheld from Indigenous peoples and 

individuals with IDD (Interview 8, November 22, 2019). This reflection prompts many questions 

about the role of expertise in producing knowledge about Native women with IDD, pointing to 

important directions for future research. For one, how can the “expert” position be expanded to 

foreground the voices of Indigenous communities and people who experience disability? How do 

individuals who currently serve these populations function within an inequitable system? What 

issues do they prioritize, and why? Moreover, how do these professionals reconcile the 

limitations of Eurocentric institutions with their advocacy work, and when do they decide to 

fight back? Perhaps most importantly, how can the perspectives of institutional experts be 
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combined with other sources of expert knowledge (for instance, the perspectives of people with 

IDD) to better address intersectional disparities?  

Interviewees also highlighted multivocality as a promising strategy to foster 

transdisciplinary relationships. During our conversation, Tabitha described a fruitful 

collaboration between her studio and the local art museum, a partnership that would have never 

occurred if she had not remained open-minded to a relationship with the museum. Emphasizing 

the importance of unexpected relationships, she remarked: 

… we have [a] fantastic relationship with the community museum … That connection just 

hit really well because what they’re teaching about community art education and museum 

education, we simply practice it in our community. Although we are separately growing, 

what we are doing really parallel[s], so our connection really made it easy … Once we 

[got] into their world, we open[ed] up so much opportunity to reach out to the community 

and students that we never had … So, I think connecting [with] the people who work with 

the community, and sensing their mission or core values, where we share, I think those 

people … are the ones that multiply our impact (Interview 2, November 8, 2019). 

 

Tabitha went on to explain that a previous collaboration had failed to materialize because the 

partnering disabilities-serving organization did not share the values of her studio. While her 

program encourages artists to push their expressive boundaries, this institution assigned people 

with IDD to unfulfilling employment positions without any opportunities for growth. On the 

other hand, the art museum embraced her studio’s mission to empower members of this 

population. The museum has held several exhibitions and receptions in partnership with her 

gallery program, and the two organizations plan to collaborate on future projects.  

Tabitha cited this ongoing relationship as a provocative example of multivocality, 

wherein the voices of a traditionally marginalized group are welcomed, even celebrated, in the 

historically exclusive museum space (Pegno and Farrar 2017, 170). Thus, this paradigm emerges 

both as a means to “level out” traditional research hierarchies and broaden scholarly 

understanding of what constitutes an effective research partnership (169). A multivocal 
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perspective is especially important for groups like Native women with IDD, who often fall at the 

crossroads of distinct and siloed disciplines. Encouraging dialogue across traditionally isolated 

fields, the multivocality framework enables transdisciplinary collaboration and thus holds the 

key to improving the lives of intersectional populations like Native women with IDD.  

 Participant testimony also highlighted the importance of Indigenous Data Sovereignty 

(IDS) in achieving true data equity. Carolee, an Indigenous scholar and data activist, champions 

IDS as a means to “put Indigenous data in Indigenous control” (Interview 4, November 13, 

2019). According to Rainie et al., IDS “is the right of a nation to collect and manage its own 

data” (2017, 6). Implied in data sovereignty is tribal governance of data, which includes the 

“ownership, collection, control, analysis, and use of data” (Rainie et al. 2017, 6). IDS has 

emerged as a worldwide movement, with organizations like the United States Indigenous Data 

Sovereignty Network and the Native Nations Institute working to build capacity for tribes to 

govern their own data.  

Proponents of IDS contend that tribal nations face a paucity of quality data on their 

members, caused by a long history of external data collection efforts that do not attend to the 

perspectives, experiences, or knowledge systems of Indigenous peoples (Rodriguez-Lonebear 

2016, 254). They point out that IDS empowers tribal leaders to gather information about issues 

relevant to their communities and affirms the sovereignty of tribal nations (253-254). Rodriguez-

Lonebear calls the growing IDS movement “a nascent data revolution now getting under way in 

Indian country,” underscoring supporters’ urgent call to reclaim the data landscape from colonial 

powers (254).  

My conversation with Ronald revealed the stark limitations of existing data systems for 

tribal nations, and the applications of IDS in developing more equitable surveillance practices. 
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As a training specialist for tribal nations seeking to improve their services to members with 

disabilities, Ronald works directly with Indigenous communities to build better community 

programs. He explained:  

… that would include us going into their tribal communities and visiting with the 

[disabilities] program, and do what we call the program assessment. So, we look at their 

files, we collect data on their perceptions around the needs of the community, we identify 

challenges and barriers that the community itself may encounter in the sense of barriers 

with accessibility … but then we also identify some of the strengths they have, in 

understanding that these are tribal communities, you know we look at things in a culturally 

responsive manner (Interview 10, December 4, 2019).  

 

Embodying the spirit of multivocality, Ronald recruits many different voices in his assessment of 

tribal disability programs. His team mobilizes the expertise of the whole community when 

improving a service, ensuring that the changes are embedded in a holistic, “culturally 

responsive” manner. Moreover, his evaluation breaks from pervasive tropes of Native deficiency 

by assessing both barriers to program development and the strengths of a particular tribal nation.  

Ronald’s team has enjoyed much success with this model, building services that embody 

the unique practices and perceptions of each community. He noted the potential of these 

collaborations to fill a major gap in the literature on tribal disability programs, which could assist 

other tribes in developing programs and applying for service improvement grants.  However, 

Ronald explained, the reach of this work is limited due to the federal grant structure that funds 

program improvement activities. This grant prevents the training center from working with client 

tribal nations to disseminate program best-practices, on the basis that the funding is allotted for 

technical assistance and not research. While Ronald collects data to demonstrate the 

improvement of tribal disabilities services to grant funders, his team cannot publish this 

information in a manuscript that could guide other tribal programs seeking support. The data is 

instead withheld within the grant program itself, out of reach of both the training center and the 
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tribal communities on which the information was collected.9  

Ronald believes that the influence of the training center would be far greater if tribes 

were empowered to share best practices in their disability programs. Aware that the reach of the 

training center does not extend to all tribal communities, he regards the grant-issued ban on 

publications as a missed opportunity for improving the lives of Indigenous peoples with 

disabilities. Moreover, the absence of literature to substantiate successful tribal disability 

programs serves as a major barrier for tribes seeking grants to improve their own services (he 

astutely pointed out that many grant applications have a section requiring literature to support the 

proposed use of funds). Thus, the sequestration of tribal program data within the grant system 

perpetuates a vicious cycle that prevents the dissemination of critical research and as a result, 

limits tribal capacity to apply for funding to improve services.  

Ronald’s story exemplifies the importance of Indigenous Data Sovereignty in achieving 

true data justice. While his training center effectively collaborates with Indigenous communities 

to revamp their disability programs, its reach is limited by an imperial grant system that 

withholds tribal data from tribal peoples. The isolation of this data within a federal agency 

reflects a long history of U.S. policies that limit tribal autonomy and withhold valuable resources 

from Native communities. Without Indigenous data governance, Native peoples are continually 

subject to the agendas of external powers, limiting the capacity of tribal nations to achieve true 

 
9 Ronald and I did not discuss the possibility of informal data sharing among tribal 

disability programs contracted with his training center. However, it was not clear from our 

interview whether tribes had any access to the data collected through the disability services 

improvement grant; moreover, Ronald emphasized the moratorium on research and 

dissemination as the key limitation in increasing the reach of the training center beyond the tribal 

disability programs funded by the federal government. Therefore, I emphasize here the 

consequences of the grant restrictions for publication, though I will focus on the potential of 

tribal data sharing in future work.  
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self-determination (Rodriguez-Lonebear 2016, 253). This case demonstrates the urgency with 

which Indigenous data governance projects should be pursued, as a path to greater visibility for 

Native peoples and a means to realize tribal sovereignty. 

… 

In this study, I looked at the structural factors that perpetuate the invisibility of Native 

women with IDD in surveillance systems. This project was founded on the right of every person 

to be seen on their own terms, a fundamental tenet of self-determination. As participant 

narratives foreshadow, future investigations will shift from problems to possibilities, exploring 

ways to foster data equity and increase the representation of Native women with IDD in data 

systems. Multivocality and Indigenous Data Sovereignty offer promising avenues to data justice, 

with manifold possibilities for transdisciplinary and community collaborations. I hope that this 

story of (in)visibility inspires greater attention to the health disparities faced by marginalized 

populations, and a deeper awareness of those who are still pushed out of sight.  
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