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Opening Slide

Good morning or good afternoon to everyone who is joining us for this webinar.  I want to thank all of you who are participating in this webinar and let you know that we at UIHI really appreciate you taking the time to be with us today.

My name is Adrian Dominguez and I’m an epidemiologist and also the Scientific Director for the Urban Indian Health Institute. The title of today’s presentation is “Who Counts? Racial Misclassification and American Indians/Alaska Natives.  Before we get started today, I just want to remind people that we will hold questions at the end of the presentation and we will be asking you to do a short evaluation at the end.  At our organization, we always like to begin our presentations in a good way.

Next Slide: In a good way… 
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Let us begin in a good way… 

First I want to acknowledge that where I’m presenting from today, is on the land of the Duwamish.  It is an honor for me to be presenting from their territory and we give thanks to their people and recognize that this is their land where we stand and live on today. I would also like to acknowledge and make it clear that the Duwamish have not been recognized by the State of Washington or the United States Federal Government. This presentation today will be a full and forthright accounting of indigenous epidemiology and the work of the Urban Indian Health Institute. For this we offer no apologies of what we will be discussing, only our gratitude for joining us. 


Next Slide: Agenda
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The agenda fore today’s presentation will include a discussion on:
Indigenous data sovereignty
Who is the Urban Indian Health Institute
Data challenges for AI/ANs
Data misclassification regarding AI/An and it’s implications 
And the efforts to reclaim our data to address our health and our wellness




The right to govern the collection,
ownership and application of one’s
own data
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So Why are we here today?
Our work at the Urban Indian Health Institute is grounded in the principles of indigenous data sovereignty… in order to conduct indigenous epidemiology and evaluation, in order for us to give the very best to our communities we must honor and uphold tribes’ inherent right to govern their peoples, lands, resources, and data. 

This individual and collective right to reclaim both external data collected on Native communities, and to create data that is for indigenous people, by indigenous people, is fundamental to any effort that addresses inequity among AI/AN compared to the dominant population.

American Indian and Alaska Native communities experience some of the starkest disparities in health outcomes, which are the result of on-going racism, prejudices, and biases, inequitable and inefficient distribution of resources, and programs and policies that do not reflect indigenous needs, priorities and self-conceptions – all of which stem from a history of colonialism, including removal from land and forced loss of language, elimination of cultural, forced assimilation, and genocide against indigenous peoples. 

In order to do our work at UIHI, we have to look at the history of data and how it was weaponized as a tool to subjugate, assimilate, discriminate and eliminate indigenous people. A fundamental step to conducting small populations research is the understanding and acknowledgement that this small population isn’t by chance.

There is a long history of Public Health and Public Policy inn the United States that has systematically and continually undermined and destroyed the health and well-being of Native communities. I would like to share some examples of how the United States government attempted to mistreat, abuse, and harm Indigenous people in an attempt to eliminate an entire race.

In the1763 British General Jeffrey Amherst deliberately gave blankets infected with small pox to  Native Americans in order to eradicate them.  He considered them to be deplorable and disgusting. As a result of this biological warfare, many Native American tribes experienced a depopulation, averaging 25-50% loss in population. 

About 100 years ago, the Gila River, which was the central water source and farming irrigation used by Pima Indians was cut off and rerouted to farmers upstream. The loss of water resulted in the community being cut off from their traditional food practices, and ultimately starvation, and poverty of the Pima. Pima had to rely on government rations, the commodity program, which consisted of white flour, lard, canned meats, and other sugary and processed foods and resulted in an obesity epidemic and some of the highest rates of diabetes in the world.  

Throughout the 1960’s and 1970’s it was the express policy of the U.S. government to sterilize Native American women, often times without informed consent or through coercion that threatened the denial of welfare and social service benefits if the women would not acquiesce. It is estimated that by the mid-1970s, more than a quarter of all Native American women between the ages of 18-44 – reproductive age – had been sterilized. This coordinated policy of the federal government was  designed to limit the reproductive capacity of Native communities.

In the early 2000s there was a study conducted with the Havasupai Tribe that collected DNA to study type II diabetes, but the samples were then used for schizophrenia research, tribal ancestry  research, and geographical mapping, which were not included in the consent process or stated research goals – and also reflected negatively on the tribal community. This is just one present-day example of the mal-treatment and disrespect of Native sovereignty. It is important to acknowledge that tribal cultures have distinct conceptions of bodily autonomy, consent, research, privacy, etc that Western researchers fail to understand and thus cause harm and disrespect. 
 
I don’t tell you about these events to make you feel uncomfortable, I tell you about these  historical traumatic events because they are the truth. As my good friend Dr. Don Warren states, we must walk through the truth in order to achieve equity. 

So what does this look like in our organization and how do we do this work at UIHI? 

What does this look like in practice?
Next Slide: Decolonize Data
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This is our visual mission statement – Decolonizing data for indigenous people, by indigenous people. This is ledger art and it was created by Blackfeet Artist – John Issaiah Pepion.

Ledger art is a demonstration of both the historical colonial registry and the way in which native people took that practice and documented not just the diseases and the deaths, but also documented resiliency and our beautiful events – the births, weddings, ceremonies. The drawing depicts a woman dressed in regalia, proud and tall… grounded and surrounded by traditional values with the corn and flowers, but also equipped to conduct rigorous, technologically advanced research and indigenous epidemiology.  Our people have always been scientists, have always been disciplined in research. We recognize that research and evaluation have always been indigenous practices. At UIHI we seek to use the best of western science and technology while staying grounded in indigenous values.

Next Slide: About UIHI
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So who is the Urban Indian Health Institute?
UIHI is one of 12 tribal epidemiology centers (TECs) funded by the Indian Health Service (IHS) and a Division of the Seattle Indian Health Board. While the other 11 TECs work with tribes regionally, the UIHI focuses on serving the nationwide urban Indian population. UIHI has been in existence since 2000. 

All TECs partner with local Tribes and communities to improve health and well-being through culturally-competent approaches to disease control and prevention. TECs often coordinate between Tribes, the Indian Health Service, other federal agencies, state governments, and academic institutions. As a TEC, UIHI has 7 core functions. We:

Collect data
Evaluate data and programs
Identify health priorities with for urban communities
Make recommendations for health service needs
Make recommendations for improving health care delivery systems
Provide epidemiologic technical assistance to urban communities
And provide disease surveillance for urban communities

In addition, UIHI serves to improve the health and well-being of AI/ANs by:

Identifying & understanding health disparities and resiliency
Strengthening public health capacity for AI/ANs
Conducting disease surveillance so as to prevent disease
And advocating for health promotion and disease prevention programs grounded in indigenous methodologies 

Next Slide: TEC Service Area Map
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So here is the map of the 12 TECs.  Note, the TECs are designated Public Health Authorities. 
12 IHS Tribal Epidemiology Centers with public health authority – UIHI is only one with urban focus. 

Next Slide: UIHN Map
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And here is the map of the Urban Indian Health Network. The Urban Indian Health Network is made up of more than 60 health, social service and faith-based organizations that provide services to urban indigenous communities. These organizations are private, not-for-profit, that vary in size and programmatic offerings. A third of the clinics we work with are Federally Qualified Health Centers. 

Cities that aren’t present on the map, don’t indicate that there isn’t an urban indigenous community there. But rather a lack of investment in organizations that serve urban Indians. In addition to this Urban Indian Health Network, UIHI is committed to providing TA and resources to community partners, academics, and state and local health jurisdictions. 
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When we talk about decolonizing data we are talking about reclaiming the indigenous values of data collection, data analysis, and research… both qualitative and quantitative research. We are talking about data for Native people, by Native people, and recognizing the inherent strength of indigenous people.  Decolonizing data encompasses Indigenous Methodologies, Indigenous Epidemiology, Indigenous Research, and Cultural Rigor. 

AT UIHI, we are initiating the shift into decolonizing data by introducing culturally –rigorous science, reclaiming indigenous values, and using our knowledge to bring health back into Indian population and communities. 

Indigenous Methodologies – means that we look to incorporate in our methods and work the strength of kindness, compassion, love, gratitude, and the act of gifting and receiving. From our culture we have identified and recognized that these are characteristics of bravery, courage, determination, endurance, patience, perseverance, and well-being. We do this work with prayerful intent for future generations. 

Indigenous Epidemiology – is applying traditional knowledge for strength-based analysis of indigenous data.  We analyze data with prayerful intent for the well-being of our people. 

Indigenous Research – Is a radical act of resistance against all the has oppressed us.  Our research, Indigenous Research, is done for the love of our people and recognizes that we have always been scientists/researchers. 

Lastly Cultural Rigor – is being grounded in cultural knowledge and supplementing when needed, with western science… making sure we include and tell our stories. 


Decolonizing Research
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 Let’s discuss the challenges of conducting epidemiological research in urban Indian communities?
In a research, policy and societal context where epidemiological evidence and data are critically important, we work to provide accurate, actionable data but have some unique considerations and challenges….

These challenges overlap and interrelate and have very real impacts on our understanding of urban Native communities and their health risks, behaviors, strengths, and patterns of resource allocation.

Next Slide: Lack of Data
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The first of these data challenges is the “Lack of Data”. What do I mean by this? 

AI/AN are a small population. As stated before there are approximately 5.2 million American Indians and Alaska Natives in the U.S. according to the 2010 Census. The population isn’t that large to begin with, and the more granular you get in terms of stratification for health outcomes, demographics, and geography, the fewer people you have to work with to record meaningful data.

In Addition, There are limited data sources available. Particular to the work of UIHI, is a lack of data sources that collect race/ethnicity data and geographic data. This greatly confounds our ability to conduct research specific to the health of urban Indians. Also, state and national health departments don’t provide data that is more granular than state level, which obscures variability in population health linked to the geographic context. 

Next Slide: Challenges of Westernized Systems
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Next let’s talk about challenges regarding Westernized systems. 

For instance the Biomedical-epidemiological method. This model guides our federally funded research paradigm in the US and requires researchers to justify the need for a study based upon evidenced based practices (EBTs) and westernized paradigms that often are insufficient to understand the health status and well-being of indigenous communities. So when we talk about Evidence Based Practices, the questions that comes to mind is… who’s evidence are we talking about? Is it Indigenous Evidence Based Practices? 

Another challenge we see is the lack of cultural relevance with data collection tools. Most data collection tools are not culturally-adapted, and do not ask questions that hold resonance for native communities, and thus the results cannot fully inform policy and programs in native communities. 

Next Slide:  Invisibility and Erasure
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Now let’s talk about Invisibility and Erasure.

Collapsing racial data into other or into multi-racial categories frequently makes AI/ANs invisible. Too often in the publication and presentation of data, racial groups with small numbers are collapsed into a catch-all ‘other’ category, that renders invisible the unique data of each group. Additionally, with growth and recognition of multi-racial individuals, data collection is increasingly allowing for individuals to identify with more than one race which is tremendously important, however those individuals are homogenized when their race is reported out simply as ‘multi-racial.’ Without further breakdown and enumeration of the different racial combinations, we resort to assessing racial strata as one, thus allowing for a population to be erased and omitted from reports.  This tells indigenous people they are not important, insignificant, or they do not matter. 

Also, suppression of small numbers. It is standard epidemiologic practice to suppress small numbers out of concern for protected health information (PHI) and because small samples often yield statistically insignificant results, and when applied without question or consideration of alternate strategies, it is yet another form of erasure leading to invisibility of indigenous people. 

Next Slide: Incomplete Systems of Data
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Lastly, when talking about data challenges regarding urban AI/ANs we must address the variability in data governance and presentation, and missing data. 


Regarding the variability in the collection, analysis, and presentation of data we see a wide range of methodologies that create inconsistency in available data available. – For instance, how is AI/AN defined… as alone or in combination with other races? How was race identified… as self-identification as is enumerated in the U.S. Census or tribal enrollment which the Indian Health Service and other federal agencies use? There needs to be greater transparency and documentation about methodologies and greater exploration of the implications of these choices.
Also we must address high rates of missing data in both race/ethnicity and health-related fields of data-sets.

Next Slide: Common Causes & Factors of Misclassification 
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So now  I would like to concentrate on racial misclassification as it is a prevalent framework in the underestimation of the actual AI/AN population. Racial misclassification is the practice of assigning other races to AI/AN people such that they are not recorded as indigenous. There are many mechanisms by which racial misclassification comes about. 

First, tribe formerly ‘recognized’. Federal and state policies have at certain points rescinded recognition of tribes, which does not change those members identity as indigenous people, but does alter their access to resources.
Second, the use of Spanish surnames to determine race. Particularly in California and the Southwest, we see ethnicity enumerated solely on the basis of a Spanish last name.
Third, self-identification with multiple races. As of the 2010 Census, just under 45% percent of American Indians and Alaska Natives self-identified as such in combination with another race or ethnicity. While the Census is designed to enumerate and capture this reality, many data collection tools only have the dimensions to capture a single racial identity. 
Fourth, changes to tribal enrollment policies. Each tribe has the authority to establish tribal enrollment policies and standards and to also change them, which can shrink or expand formal tribal rolls and cause confusion. 
Fifth, AI/AN is not a response category. Some data collection and input tools don’t have AI/AN as a response category.
Sixth, inconsistent definition of AI/AN. Different data sources have different definitions.
Seventh, imprecise definition of AI/AN. Some sources use self-identification while others use tribal enrollment. 
Eighth, changing self-identification. Racial and ethnic identity is an intensely personal thing and people have the right to evolve in their self-identification.
Ninth, a Tribe is not federally recognized. At present 573 tribes are federally recognized, more are recognized at a state-level and an untold number have been excluded from formal recognition. 
Next, fear of racism. AI/AN may not report that they are Native for fear of being discriminated. Also, we have recorded at UIHI instances, particularly in our MMIW report, in which police departments and coroners offices, code AI/AN as white. We see this as there isn’t any value in coding them as AI/AN. There is an assumption that white is the default or norm. 
Lastly, subjective observation of data collector: Particularly for mortality, there are instances of racial misclassification that arise from the subjective observation of a coroner or medical examiner.

Next Slide: Audience Q#2
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So how can we correct and address racial misclassification?
One strategy is to conduct specific research on AI/AN population/community. We should work with native communities to understand how they want to be enumerated and identified, and also to identify topics that are relevant to our communities. 
Another avenue would be to support linkage projects like the Improving Data & Enhancing Access (IDEA-NW) project which UIHI collaborates on with the Northwest Portland Area Indian Health Board. This type of project compares public health data sets with tribal enrollment lists to identify cases of racial misclassification and then correct the counts for the state of Washington.
Lastly, report limitations of work. It is important to list and discuss limitations in any research project so those considerations can be accounted for in evaluating the results and outcome, but also so that future endeavors may seek to address and improve upon these limitations. In the next few slides, we’ll share some of the results from the IDEA-NW Linkage Project, and while the data shows marked change in pre- and post- linkages, these tribal rolls with which the linkage was conducted was for only federally recognized tribes… so this endeavor does not capture any American Indians or Alaska Natives in the dataset who may be from non-federally recognized tribes or from tribes who are outside of the Northwest Portland Area Indian Health Board service area. 

Next Slide: IDEA-NW CHARS Analysis 



Washington

CHARS, 2010

CHARS, 2011

Deaths, 2010

Trauma,
2005-2009

(- 13-

sent for

linkage

746,029

738,406

48,259

111,825

8,043

8,144

588

2,254

Number (%)

misclassified

race among
matches

3,937

3,660

82

1,265

49.0%

44.9%

13.9%

56.1%

prior to
linkage

9,794

10,812

971

1,778

Al/AN in AI/AN in
database database ascertainment
of Al/AN

after

linkage

12,268

13,290

1,053

3,043

% increased

25.3%

22.9%

8.4%

71.1%

Number (%)

of

misclassified
coded as
White

2,299

2,272

79

819

58.4%

62.1%

96.3%

64.7%

Linkage Project — Washington State

Number (%)
of
misclassified
with
unknown or
missing race

1,380 35.1%

1,110 30.3%

241 19.1%

Misclassificati
on prevalence

among all

post-linkage

Al/AN

32.1%

27.5%

7.8%

41.6%

Source: Warren-Mears, V., Joshi, S., Weiser, T., Dankovchik, J., Bigback, K., & Bennett, N. (2017). Improving Data & Enhancing Access (IDEA — Northwest): An extension of the Northwest Tribal

Registry Project. Northwest Portland Area Indian Health Board.



Washington Comprehensive Hospital Abstract Reporting System
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Project. Northwest Portland Area Indian Health Board.
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During 2012-2013, post-linkage AI/An hospital discharge rates were 32% higher than pre-linkage rates.

Abbreviations: AI/AN – American Indian/Alaska Native; NHW – Non-Hispanic White
*Pre-linkage AI/AN count = 19,555; Post-linkage AI/AN count = 26,132



Comprehensive Hospital Abstract Reporting System
(CHARS) Hospital Discharges, Washington State, 2014:
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IDEA-NW, CHARS 2014 
One of the datasets that the IDEA-NW project linked was hospital discharge data for the state of Washington. In 2014, the post-linkage AI/AN hospital discharge rate were 39% higher than pre-linkage rates – and higher than that of NHW.

*Pre-linkage AI/AN count = 9,342; Post-linkage AI/AN count = 13,103
Abbreviations: AI/AN – American Indian/Alaska Native; NHW – Non-Hispanic White

Next Slide: IDEA-NW Mortality analysis


Washington State Mortality, 2014
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In 2014, post-linkage AI/AN mortality rates were 10% higher than pre-linkage rates.


Leading Causes of Death for Washington Al/AN, 2009-2013:

Pre-linkage Post-linkage Change in #
m Cause of Death Al/AN A/AN

10

Major Cardiovascular Diseases
Malignant Neoplasms
Unintentional Injury or Accident
Chronic Liver Disease and Cirrhosis
Chronic Lower Respiratory Diseases
Diabetes Mellitus

Suicide

Alzheimer's Disease

Influenza and Pneumonia

Other Respiratory Diseases

Total Deaths

1,148
902
543
250
231
206
147

98
69

68

6,759

1,261
980
580
275
260
224
166
111

73

73

7,485

+113

+78

+37

+25

+29

+18

+19

+13

+4

+5

+726

Source: Warren-Mears, V., Joshi, S., Weiser, T., Dankovchik, J., Bigback, K., & Bennett, N. (2017). Improving Data & Enhancing Access (IDEA — Northwest): An extension of the Northwest Tribal Registry
Project. Northwest Portland Area Indian Health Board.
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IDEA NW, WA Mortality, 2009-2013
The IDEA NW project also looked at mortality statistics for the state of Washington, and conducted linkages with Washington State tribal rolls. While the numbers of additional cases may seem small, it’s important to think about the relatively small overall population which these cases are coming from and when the top 10 are aggregated together it is almost a tenth of the total deaths in the study period. 

Next Slide: Epidemiologic strategies with small numbers
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There are important efforts that can be made for correcting racial misclassification. Correcting for racial misclassification is important to our practice of indigenous epidemiology. In addition, there are many other strategies to conduct small number analysis.  So what are the other strategies that can be used to increase sample size and allow us to conduct small number analysis? Well…

Epidemiologic Strategies
Aggregating data across time. Building a longer time-frame for your analysis – 3 or 5 years – is a simple way to build a larger sample size.
Use weighted sampling. This gives increased strength to small populations. 
Oversample AI/AN population. Specifically design data collection practices to capture individuals that identify as AI/AN 
Limit stratification. More stratifications often reduce sample sizes to very small numbers.
A I sated before Use data output from linkage project. As shown by the NW projects, conducting linkages can be an important and powerful way to increase the sample size in your study population. Hence, we must support such efforts. 
Report limitations of work. If you are unable to increase the sample size, explain why increasing sample size was not feasible. Its important to list limitations in any research project so those considerations can be accounted for when considering the results and outcome from the analysis. Also reporting limitations will allow future endeavors to address and improve upon these limitations. 
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Promoting Health Equity

Example program recommendations:

v'Advocate for how data is collected
v'Collect culturally relevant information
v'Conduct mixed-methods research

v'Recognize that “not statistically significant”
does not mean a problem does not exist

v'Report strength-based results


Presenter
Presentation Notes
In our effort to promote the health and well-being of AI/AN communities, we must question and address methods that limit the quantity and quality of data. For instance, it is important to 

Advocate for how data is collected.  This includes:
Allowing individuals to identify multiple races on data collection tools
Including multiple race fields in datasets
Avoid reporting ‘multi-racial’ and ‘other’ when possible.  For example,
When UIHI builds and designs primary data collection tools, we follow these practices. 
We also work in consultation with Public Health Seattle King County on expanding definition of AI/AN related to MCH research
Next, collect culturally relevant information
Ask questions and design projects that are relevant to Native communities and culturally specific
Consult indigenous organization and people
For example, UIHI is designing and conducting Urban Indian BRFSS that will include questions on historical trauma and resiliency.
In addition, conduct mixed-methods research
Storytelling is important to indigenous communities’ conceptualization and communication
Conduct focus groups and key informant interviews
For example when UIHI conducted a  Needs Assessment for Urban Disabled and Elder Natives in King County, WA, we coupled quantitative data with data from focus groups for our report.
Also it is important to understand that when something is not statistically significant it does not mean a problem does not exist.
Often epidemiologists have findings that are not statistically significant, but that doesn’t mean the data isn’t important or indicative of change or disparity, especially when working with a small population. We seek to provide as much information as possible to our community partner organizations so they may better understand, and serve, their community.
Lastly, report strength-based results
Much of public health funding and attention focuses on disparity and deficit.
UIHI in our reports provide an alternative that recognizes the strength and resiliency of urban Native communities. 

Next Slide: Reclaiming narratives of health and well being
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indigenous health and
N well-being
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So I would like to conclude by saying it is important that AI/ANs reclaim narratives of their indigenous health and well-being. Today we have mostly focused on the epidemiologic side of UIHI in conducting research and working with urban Native communities. But the work that UIHI does is vast in terms of the elements for indigenous methods and practices. We use these elements to assess and evaluate urban AI/AN populations. To provide accurate and meaningful data that is relevant and reflects the unique cultures, traditions, and health needs of urban Indian communities. Everything we do is for the love of our people.  It is done in a spirit of generosity and gratitude, rigor and respect. We engage and collaborate with our people and community. We put them first and allow them to guide us in our endeavors. Our work is anchored and grounded in traditional values. It empowers our community to walk in a culture of wellness. This is who we are!

“Don’t come to us because you think we have the most problems, come to our community because you think we have the answers.”

Thank you.
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Resources

Tribal Nations & the United States: An Introduction (National Congress of
American Indians)

Broken Promises: Continuing Federal Funding Shortfall for Native Americans
(U.S. Commission on Civil Rights)

The American Indian and Alaska Native Population: 2010 Census Briefs (U.S.
Census Bureau

Jim, M.A,, et al (2014). Racial Misclassification of American Indians and Alaska
Natives by Indian Health Service Contract Health Service Delivery Area. Am J
Public Health; 104 (Suppl 3): S295-302

James, R.J., et al (2018). Responsible Research with Urban Americans and
Alaska Natives. Am J Public Health: 108 (12): 1613-1616

Urban Indian Health Data Dashboard (Urban Indian Health Institute)



http://www.ncai.org/tribalnations/introduction/Tribal_Nations_and_the_United_States_An_Introduction-web-.pdf
https://www.usccr.gov/pubs/2018/12-20-Broken-Promises.pdf
https://www.census.gov/history/pdf/c2010br-10.pdf
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC4035863/
https://www.ncbi.nlm.nih.gov/pubmed/30359103
http://www.uihi.org/urban-indian-health/data-dashboard/

Adrian E. Dominguez, MS
Scientific Director
Urban Indian Health Institute

adriand@uihi.org
(206)324-9360 x3038

Urban Indian 611 12th Avenue South, Seattle, WA 98144
Health Institute  Phone: (206) 812-3030 Fax: (206) 812-3044

A Division of the Seattle Indian Health Board Ema|| infO@Uihi.Org WebSite: WWW.Uihi.Org
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