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Gaps in Available Data Exacerbate Health
Disparities and Create Barriers to Change

INTRODUCTION

COVID-19 has exacerbated longstanding disparities
and further exposed the strong role of social
determinants of health (e.g., poverty, discrimination,
access to resources and services, employment,
housing, education, and health care) in health
outcomes.' COVID-19 cases among Native Hawaiian/
Pacific Islanders and American Indian/Alaskan Natives
are 2.5 and 2 times as high, respectively, as compared
to whites. The rate of COVID-19 related deaths among
African Americans is twice as high as whites."

The American Medical Association (AMA) reports that
higher incidence of COVID-19 in African American
communities can be attributed to, among many, three
key factors, including structural-level inequalities

and social determinants of health, higher rates of
pre-existing chronic conditions — as a result of lower
access to health care and population health factors,
and increased rate of employment in the essential
non-health care labor sector (e.g., public transportation
workers)." The findings are not surprising as they
highlight centuries of lived experience that major
advancements in health care over the last century too
often exploit or leave behind communities of color" —
this includes advancements in the collection of health
data that drives our understanding of health systems.

COVID-19 also illuminated critical gaps in information
on race, ethnicity, and health that left holes in our early
understanding of disparities in the spread and impact
of the pandemic. As of December 2020, the Centers
for Disease and Control (CDC) reports race/ethnicity
data for just 51% of COVID-19 cases and 78% of
COVID-19 deaths” As evidenced by CDC COVID-19
demographic reporting, there remain large gaps in the
consistency and uniformity of COVID-19 racial/ethnicity
data, which continue to hinder our ability to recognize
and act on racial/ethnic COVID-19 disparities in
communities of color¥ For example, in lieu of reporting
actual crude numbers of COVID-19 deaths by race/
ethnicity, some states report percentages instead —

resulting in estimations. In addition, gaps remain with
respect to information on hospitalizations related to
COVID-19 cases.

Fixing the system means understanding and
confronting all that feeds into it. To begin overcoming
health disparities, researchers, policymakers, and
providers need actionable data that demonstrate how
and why people of color experience worse health
outcomes than their white counterparts. Without
substantial, accurate, disaggregated data, that
understanding cannot be realized and we will continue
to see higher rates of negative health outcomes for
people of color.

This paper is the first in a series that will identify
some of the challenges in collecting the types of data
that are essential to improving health disparities in
the United States; solutions to those challenges and
barriers to their implementation; and actionable steps
that policymakers can take to drive change. We begin
our series by examining three major challenges that
perpetuate data gaps: inadequate data collection,
technological barriers, and provider and patient
concerns.
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BACKGROUND: HEALTH DISPARITIES
SIGNAL GAPS IN HEALTH DATA

Health disparities in the United States are well-
documented." Since publication of the landmark

1985 Heckler Report - the first national report
demonstrating health disparities across racial and
ethnic groups™ - significant research and policy

efforts have been devoted to reporting racial and
ethnic health disparities. Groundbreaking research
across disciplines has transformed the way that we
understand the correlation of race, ethnicity, and
health. Firstly, sociology literature has revealed the
social construction of race through discriminatory laws
and practices.* Through this lens, we begin to uncover
that racial/ethnic disparities are correlated with social
determinants (e.g., geography, socioeconomic status,
wealth, and physical/built environment) and structural
inequities.® Public health research has heightened
understanding of the effects of racism on racial health
inequities.

Statistics on maternal mortality serve as alarming
evidence of both the impact of health disparities
and the need for better data collection. In the
United States, American Indian/Alaskan Native and
Black women are 2-3 times more likely to suffer a
pregnancy-related death than white counterparts.*"
Among women with a college degree, Black women
are 5 times more likely to die as a result of maternal
causes than white mothers. However, because of
flawed data collection, researchers did not realize the
depth and breadth of the crisis until very recently.

Nearly two decades ago, researchers realized that
lack of standardized information collection was
resulting in inaccurate counting of maternal deaths.
As a solution, in 2003, the National Center for Health
Statistics recommended that states include a maternal
death checkbox on death certificate forms. It took
nearly fifteen years for all states to adopt a standard
checkbox, so it was not until 2018 that the United
States had data on maternal mortality from all 50
states to better inform understanding of this terrible
and avoidable crisis.

Likewise, mortality rates due to COVID-19 have been
making somber headlines for several months and
deserve the attention they are garnering. Early in

the pandemic, reports began to surface that largely
Black communities are disproportionately affected by
COVID-19.%" Reports developed across the country

-- including Dallas,* the Bronx,*" and Detroit*" — that

demonstrated inequities in COVID-19 related deaths
and hospitalizations across communities with low
access to care and widening income inequality. In the
case of COVID-19, we understand that the observed
racial disparities are the result of decades of systemic
racism and social determinants of health, not race
itself This pandemic highlights the urgency in
improving collection and reporting of race/ethnicity

in relation to health outcomes to be able to evaluate
and track progress on eliminating health inequities,
which in the United States has been strongly
associated with race through laws and policies.

Disaggregated data within the
dimension of race/ethnicity alone
are not sufficient to reduce health
inequities since racial health
inequities are so closely correlated
with social determinants of health.
The impacts of race/ethnicity

are interconnected with other
social dynamics — we need to
simultaneously assess these areas
to ascertain root causes of racial/
ethnic disparities for action. Thus,
disaggregated race/ethnicity data
must be complemented by data on
social determinants of health to truly
advance health equity.

The following discussion examines three major
challenges to proper data collection that must be
overcome to improve data collection and reporting,
including improvements to the types of data currently
collected, technological barriers to collecting data, and
apprehension from both providers and patients when
collecting or providing data.

DISCUSSION

Challenge 1: The types of data collected are
not mandated, not standardized, and not
granular



Currently, most aspects of race and ethnicity data
collection and reporting are not fully standardized,
and this perpetuates the gaps in information that
negatively affect people of color. In fact, health

data can be collected and reported by humerous
entities at the federal, state, local, and provider levels
with different requirements or systems, leading to
fragmented and disjointed capture of health data. See
Appendix.

Standardization

The importance of standardization has been
recognized on a national scale at least as far back as
2002, when the Institute of Medicine released a report
with this finding:

“Standardized data collection is critically important
in the effort to understand and eliminate racial and
ethnic disparities in health care. Data on patient
race, ethnicity, and primary language would allow
for disentangling the factors that are associated
with health care disparities, help plans monitor
performance, ensure accountability to enrolled
members and payers, improve patient choice,
allow for evaluation and intervention programs,
and help identify discriminatory practices.”

Section 4302 of the Affordable Care Act established
standards for the collection and reporting of race,
ethnicity, language, sex, and disability data in all
publicly funded national health surveys. The federal
government has issued guidance to improve
standardization of those data, but the standards fail to
reach a great number of other reporting entities at the
federal, state, and local levels including administrative,
billing, and medical records that are key health data
collection sources. ™

Mandates

While standardization is crucial, the federal
government has not enacted the types of mandates
needed to require that the data are collected in the
first place. A 2018 analysis of 125 CDC-sponsored
surveillance and health monitoring data systems active
from 2010-2013 found that 20% of those systems

did not collect any such data, and a small minority of
systems (21%) contained detailed race information;
authors defined data on race and ethnicity as “detailed
if the system collected more detailed data on race
(e.g., Vietnamese) or Hispanic/Latino ethnicity (e.g.,
Puerto Rican)” than the Office of Management and
Budget (OMB) standard five racial and two ethnic

categories discussed below. The systems analyzed
included nationally notifiable disease systems, annual
health surveys, disease registries, vital records, and
hospital discharge data systems.*

A number of states have laws or regulations related

to the collection of race and ethnicity data needed to
help address disparities. The degree to which those
mandates are enforced varies, and enforcement could
be key to improvement. According to one expert,
enforcing state mandates is difficult because collecting
race and ethnicity data is a sensitive topic.* While
states have the ability to reject hospital data when key
fields are missing, this is not likely to occur with race
and ethnicity data.®

A survey of hospitals conducted when twenty-

two states had a mandate to collect race/ethnicity
data revealed that only about 50% of respondents
were aware of the mandate. ™" In addition, 5% of
hospitals located in states with a mandate to collect
race/ethnicity data did not do so. According to the
researchers who conducted the survey, “this gap
between knowledge and practice, and the apparent
lack of enforcement of mandates, demonstrates the
need for policies at the state and/or federal level
regarding the collection of complete and accurate
race/ethnicity data to improve quality of care and
reduce disparities.”V

Granularity

At present, even in the minority of cases when
government entities collect data crucial to improving
disparities, the data lack the granularity needed

for meaningful change. Entities that collect certain
demographic data based on federal guidelines for
reporting must follow standards set forth by OMB.
Specifically, OMB provides minimum standards for
collecting data on race across five broad categories:
American Indian or Alaska Native (AIAN), Asian, Native
Hawaiian or other Pacific Islander (NHOPI), Black, or
white.

Two categories for ethnicity are also part of the OMB
standards - Hispanic or Latino, and Not Hispanic

or Latino. Race and ethnicity have historically been
collected as separate questions, despite recent
research encouraging otherwise. In fact, OMB
standards require the 2-question format for self-
identification purposes. If self-identification is not
possible, then it allows for observers to use the one
question format and encourages them to answer both



race and ethnicity questions in the same question.*

These broad categories have at least two major
drawbacks. First, the categories do not provide
enough detail to identify and understand disparities
within smaller minority communities or populations.
For example, OMB defines “Hispanic” for purposes
of data collection as “a person of Cuban, Mexican,
Puerto Rican, South or Central American, or other
Spanish culture or origin regardless of race.” Itis a
broad term that could encompass people from scores
of countries, each with unique cultural aspects. A
2015 survey conducted by the Pew Research Center
found that 50% of Hispanics most often describe
themselves by their family’s country of origin*¥ The
Asian American community in the United States is
similarly heterogenous in background and culture.
Due to such heterogeneity, interventions to advance
health equity among Hispanic and Asian American
populations should be culturally sensitive and relevant
to the intended communities. Second, when broad
categories fail to align with how individuals self-
identify, people tend to overuse the “Some Other
Race” category, which represented the third largest
group in the 2000 and 2010 US census. Vi xxii

When state, local, or private entities collect certain
data, they are not required to use the OMB standards,
which creates an additional challenge to the lack of
granularity. Data collected by those entities may not be
comparable enough for researchers and policymakers
to understand how health systems are failing certain
populations. Gaps in data collection during the
COVID-19 pandemic highlight this challenge. A recent
article found that at the time of publication, 39 of 47
states with hospital discharge data systems were
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Challenge 2: Data collection systems
are outdated and do not allow for
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Health data are collected and reported through a
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systems is a technological barrier that perpetuates
gaps in data collection. While some providers or public
health entities may have advanced data systems,
many in the United States are well behind. Some
providers still rely on fax machines or regular email to
submit data, which are often missing crucial elements.

During the COVID-19 crisis, the lack of a standard,
interoperable system has become a source of
frustration for providers, epidemiologists, and other
health experts. A scenario in Washington State, where
National Guard members were called up to manually
enter data that were not received electronically,
illustrates the challenge public health officials and
researchers face. ™ In a time when contact tracing
and other community information is imperative, the
ability to see a full picture of health data is crucial but
nearly impossible to achieve because of fractured
technological systems. A recent report in the New York
Times summarizes the situation in the United States:
“Data often come to public health authorities using
only the information that laboratories need to track
the record, not the details that public health officials
need to understand the disease.” " Details are just as
important to understanding disparities as they are to
understanding the diseases themselves.

Challenge 3: Providers and patients are
apprehensive about race and ethnicity data
collection

Challenges for data collection are not limited to
regulatory and technical issues. Providers and patients
both report discomfort with collecting and providing
information that is needed to address disparities in the
United States health system.

Self-reported race and ethnicity data is considered the
most accurate by many researchers. When another
party reports data on race or ethnicity, high instances
of inaccurate information have been reported. One
study of the accuracy of observer-reported data
found that nearly 30% of African Americans, 40%

of Hispanics, 70% of Asians, and nearly all Native
Americans participating in the study were classified
differently than their self-reported information.*" The
study also provided that “self-reported Asians had the
most administrative classifications of ‘unknown’ and
self-reported American Indians the most occurrences
of being falsely classified in the administrative data.”
Those inaccuracies can lead to gaps in data and
underestimation of health disparities. For example,
the 2006 National Healthcare Disparities Report

“could not produce statistically reliable estimates for
most quality and access measures for the NHOPI
population, about half of the quality measures and
one-quarter of the access measures for the AIAN
population, about one-third of the quality measures for
Asians, and most quality measures for people of more
than one race.”

Providers express many concerns, including “privacy,
the legality of collecting the information, possible
resistance from patients and staff, difficulty recording
the data, and uncertainty about whether the data
would be useful.” For example, according to at
least one expert, providers must sometimes deviate
from various standards of care according to individual
patient needs. Reluctance to collect certain types

of data may stem fear of being labeled racist or
negatively evaluated by administrators and payors
when deviating from those standards. >

Additionally, providers may not believe racism or
disparate outcomes are a problem in their practices,
despite evidence that providers may contribute to
health disparities unknowingly as a result of implicit or
unconscious bias. Recent research shows that even
when controlling for income, age, disease severity, and
health insurance coverage, Black patients were less
likely to receive appropriate care for certain cardiac
and kidney conditions and less likely to receive the
best treatment for stroke, AIDS, and cancer, though
many effective treatment options currently exist. i
These findings point to an uncomfortable reality and
the lived experience of many people of color—some
people in the US are more likely to die because of
implicit bias held by providers about their race or
ethnicity, not just because they lack access to health
care or financial resources. If providers view data
collection as relevant only to their own practices,
instead of the larger system and the systemic racism
that drives disparities, they may be less inclined to see
the importance of collecting data.*

Concerns from patients are in many ways tied to the
legacy of racism and exploitation in the U.S. health
systems. History, even very recent history, is replete
with examples of medical experimentation on people
of color, from the Tuskegee Syphilis Experiment, to the
harvesting of cells from Henrietta Lacks, to the history
of forced sterilization of Black and Brown women that
continues presently, and numerous historical examples
causing medical mistrust that resonate in minority
communities to this day. Patients understandably

cite mistrust and concerns that data will be used for



discriminatory practices or adversely affect care when
surveyed about hesitation in providing certain data.®

CONCLUSION

In the United States, racial disparities in health
outcomes are well-documented and researched, as
is the lack of data needed to address the inequities
in U.S. health systems. Accurate, actionable data

is essential to improving health outcomes for all
Americans and crucial to remedying the disparities
faced by people of color. Missing information related
to race, ethnicity, and language result in our nation’s
inability to knock down health barriers, and a lack of
urgency to implement change reinforces that health
disparities in the United States are deeply rooted in
systemic racism and devaluing of Black and Brown
lives.

In this paper, we have explained the importance of
data collection on race/ethnicity and some of the
challenges to improving data collection:

« The types of data currently collected lack the
granularity and standardization needed to draw a
complete picture of the health challenges that result
from systemic racism.

- The systems used to collect data are outdated,
and communities lack the resources needed
to implement more advanced, interoperable
technology.

« Race is a fraught issue, and providers are either
not aware of the importance of race and ethnicity
data for the health system as a whole or are wary
of collecting the information out of fear it could be
used to question their practices. Patients may also
be unwilling to share such personal information
because of the history of exploitation that Black and
Brown communities have endured.

Perhaps the biggest question in this discussion is,
“why are we still in this position?” As evidenced by

the research cited in this paper, and the mountains

of other studies, surveys, and calls to action, the
importance of data and the large gaps that exist in U.S.
health systems are well-known and well-documented.
What more can be done? Why has it not been done?
In our next paper we will explore some of the solutions
that have been proposed, and also the barriers to
implementation.
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Appendix A. Data Collection Sources, Mandates, Standards, and Granularity

Mandates

Standardization

Granularity

Federal surveys

Medicare

Medicaid and
CHIP

State surveys

Section 4302(a) of the ACA
required HHS to establish a
data collection standard for
national population health
surveys that is aimed at
understanding health dis-
parities

Other surveys are subject to
various requirements which
may or may not require col-
lection of race/ethnicity data

Medicare Enroliment Data-
base (EDB) includes race
and ethnicity data

Required by Section 4302(b)
of the ACA to collect race/
ethnicity data based on the
HHS standard developed
for Federal population
health surveys

Race/ethnicity data collec-
tion on these surveys is at
the discretion of the state/
survey sponsor

HHS developed a disaggre-
gated standard based on
OMB standard for national
population health surveys that
rely on self-reporting

Provider-based surveys rely
on provider records which do
not follow these standards

Not applicable to surveys that
are not considered population
health surveys

The primary data source is
administrative records of the
Social Security Administra-
tion (SSA) with some limited
self-reported data

Data collection standards
have changed over time and
so the race/ethnicity cate-
gories vary by beneficiary
depending on when the data
were collected

Ongoing data quality con-
cerns as evidenced by analy-
sis of the Medicaid Statistical
Information System (MSIS)
data including large amounts
of missing data

Race/ethnicity data collection
on these surveys is at the
discretion of the state/survey
sponsor

Lack of standardization
among states can make it
challenging to aggregate

HHS standard is more
granular than OMB mini-
mum standard, however, it
still leaves out major groups
such as Middle Eastern/
North African

Sample sizes are some-
times not large enough to
support granular publishing
of data

Other Federal surveys have
option to use minimum
OMB standard

Granularity and quality

vary considerably by racial/
ethnic group with the data
being more accurate for
white and Black populations

HHS standard more gran-
ular than OMB minimum
standard, however, it still
leaves out major groups
such as Middle Eastern/
North Africa

Race/ethnicity data collec-
tion on these surveys is at
the discretion of the state/
survey sponsor

States can use a level of
granularity that allows
them to collect data on the
populations in their specific
state



Vital Records

Private entities
(e.g., hospitals,
provider groups,
health plans, etc.)

Race/Ethnicity is a required
part of the US Standard
Certificate of Death. The US
Standard Certificate of Live
Birth recommends inclusion
of parental race/ethnicity
but does not require it.
Newborn race/ethnicity is
not recorded on the US
Standard Certificate of Live
Birth.

No direct national mandates

Unrelated statutes result

in an incidental mandate

-- for example, hospitals
must comply with Title VI

of the Civil Rights Act that
prohibits discrimination on
the basis of race in order to
be reimbursed by Medicare/
Medicaid. This results in a
requirement to collect race/
ethnicity data for the pur-
pose of documenting the
absence of discriminatory
behaviors.

Ongoing data quality con-
cerns particularly for death
records since it is recorded
by a third party

States, Territories, DC, and
NYC compromise 57 distinct
jurisdictions and can adapt
the US standard to meet their
local needs

Lack of standardization
among private entities makes
it challenging to aggregate
across entities

Data collection processes are
at the discretion of the private
entities

The granularity of State
collection of vital records
is primarily dependent
on state compliance and
unique needs

US standard certificates fol-
low OMB Standards and go
beyond the required ethnic-
ity/race categories listed in
the OMB

Lack of granularity or small
sample sizes for very gran-
ular categories can make it
difficult to discern dispari-
ties among smaller popula-
tions

Varies between entities
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