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Re: OMB-2023-0001 Initial Proposals for Updating OMB’s Race and Ethnicity
Statistical Standards (88 FR 5375)

To Director Young and Dr. Orvis:

The Asian & Pacific Islander American Health Forum (APIAHF) and its national,
state, and local partners appreciate the opportunity to comment on the Office
of Management and Budget’s (OMB) Standards for Maintaining, Collecting,
and Presenting Federal Data on Race and Ethnicity. APIAHF is the nation’s
leading health policy group working to advance the health and well-being of
over 25 million Asian Americans (AAs) and Native Hawaiians and Pacific
Islanders (NHPIs) across the U.S. and its territories. Because we work with
many different Asian American and Native Hawaiian and Pacific Islander (AA
and NHPI) communities and populations, we are acutely aware of the
importance of these federal standards. Disaggregated data for Asian American
and Native Hawaiian and Pacific Islander populations beyond the 1997 OMB
minimum race and ethnicity classifications are vital for federal departments
and agencies to understand the needs of diverse communities and to
effectively meet their obligations to serve the American people. We and our
community partners rely on the race and ethnicity data collected by federal
departments and agencies in all the work that we do.

We commend OMB for recognizing that it is an appropriate time to review and
update these standards to reflect the changes in the United States’ racial and
ethnic populations in the last 25 years, as well as changes in data collection,
analysis, and reporting methods, and evolving public policy needs.



Require the Collection of Detailed Race and Ethnicity Categories by Default

We strongly urge OMB to require all federal departments and agencies to collect, analyze, use,
report, and disseminate disaggregated data on AA and NHPI populations. In addition, we urge those
statistics be condensed to distinct minimum categories of “Asian American” and “Native Hawaiian
and Pacific Islander” (when appropriate).

It is critically important that disaggregated data for Asian American and for Native Hawaiian and
Pacific Islander (NHPI) populations are thoroughly collected and made more readily available.
Greater disaggregation is essential for federal departments and agencies to understand and
effectively serve diverse Asian American and NHPI communities. Disaggregated data also help state
agencies, community-based organizations, and researchers better identify the needs facing different
populations.

Specifically, we urge OMB to require agencies to follow the question format used in the U.S.

Census’s National Content Test (NCT) Final Report that resulted in optimal response rates. (Fig- 26,
Pg. 88)

The 2015 National Content Test demonstrates that using the six most populous classifications, plus
listing the next three most populous populations as “for example” write-in options, resulted in the
greatest number of responses from these disaggregated groups.? Therefore, all federal departments
and agencies should be required to collect, analyze, use, report, and disseminate data at these more
granular levels, specifying the nine most populous populations for each race and ethnicity category.
This includes check boxes for Chinese, Filipino, Indian, Vietnamese, Korean, and Japanese under
Asian, with “Pakistani, Cambodian, Hmong, etc.” listed as “for example” write-in groups, and check
boxes for Native Hawaiian, Samoan, Chamorro, Tongan, Fijian, and Marshallese, with “Palauan,
Tahitian, Chuukese, etc.” listed as “for example” write-in groups.?

We also recommend that these categories not be static. We have seen both extensive population
growth in Asian American & NHPI communities, as well as shifts in which communities are growing
the fastest and in which regions. The new standards should account for future predictions. The
Asian American population is projected to grow 137% between 2015 and 2060, while the NHPI
population is projected to grow 97%.2 These are rates faster than any other racial group. We urge
OMB to require that these standards be updated prior to each decennial census, in order to adjust
for global factors for changing the relative size of Asian American & NHPI populations over time. To
ensure consistent data collection, the six most populous groups in the NCT format should be
represented as check boxes, accompanied by the next three most populous groups as examples for
write-in responses.

OMB should advise agencies to avoid question designs that discourage participation or self-
identification, and support consumer testing of new questions (including specific feedback from AA
and NHPI groups).

The 2010 Census Race and Hispanic Origin Alternative Questionnaire Experiment demonstrated
potential question design and placement scenarios that limited AA and NHPI participation, including



insertion of different examples for “Other Asian” and “Other Pacific Islander” next to their respective
check boxes.*® We support the Working Group’s efforts to remove the word “Other”, and encourage
inclusion of write-in fields or broad/geographically balanced selections next to each respective
category, in order to maximize likelihood of self-identification. We also urge OMB to issue
complementary guidance on the wording and instructions accompanying the race and ethnicity
guestion. Respondents should clearly understand they may check as many boxes as they feel they
personally identify, with preservation of check boxes for specific AA and NHPI groups continuing to be
an important design consideration, as their removal decreased response rates among Asian Americans
and Native Hawaiians and Pacific Islanders.

We urge OMB to issue guidelines that make it clear these are minimum standards, and (when
relevant) encourage federal agencies to include groups with significant state or regional
representation that may otherwise be overlooked in NCT standards.

States like Hawaii and Oregon have large groups of people residing under the Compact of Free
Association (COFA) who come from the Marshall Islands, Federated States of Micronesia and Palau.
While Marshallese are included in the standards, other populations from COFA jurisdictions, such as
those from Pohnpei of the Federated States of Micronesia, are not. Surveys and programs collecting
information specifically from regions with high COFA populations should add those options under
Native Hawaiian and Pacific Islander as such data can assist federal agencies in tailoring their
programs to the target audiences served.

We especially wish to note the important responsibility the federal government plays in the lives of
people originating from COFA jurisdictions. Under COFA, the United States has exclusive military
access to the regions under the compact jurisdictions, which are of great strategic importance. In
exchange, residents of those countries, may freely reside and work in the United States without a
visa. The federal government has a particular responsibility to ensure the well-being of these
communities, which are often not counted in most federal surveys. By adding the detailed check
boxes and write-in examples, community groups and government agencies serving these
populations will be able to better identify, understand, and address their needs.

OMB should issue guidelines emphasizing that these standards are the minimum categories, and
federal agencies should continue to go beyond them in their data collection. There are times when
making a larger number of race and ethnicity options available provides important data without
significant administrative burden. For example, including a greater number of race and ethnicity
categories in digital formats demands less operational capacity than on paper surveys. Agencies
collecting data online should, therefore, be expected to collect data beyond the minimum
standards.

We urge OMB to require federal agencies to establish implementation workplans & timelines for
changes to the standards, and establish a process for correcting deficiencies.

Once finalized, we urge OMB to work closely with agencies to start implementing changes to the
standards as quickly as possible. Some agencies took years to adopt the 1997 standards, well beyond
the 2003 effective date. For example, the Office of Personnel Management did not report data on



Native Hawaiian and Pacific Islander populations in the federal workforce until 2013. OMB should
establish an implementation deadline shorter than five years, and be proactive in monitoring and
supporting the implementation of revised standards.

We urge OMB to require federal agencies to disclose and justify exclusion of any minimum category
data, including disaggregation by the nine most populous populations in each race and ethnicity
category.

Agencies should specifically state whether any data in the minimum categories is not reported because
the data was not collected, not analyzed, or found not to be statistically significant. For example, if a
survey’s sample size made it impossible to report out data on all the minimum categories, the agency
should explicitly state that in reports and presentations.* In the examples we note of reports that did
not comply with the 1997 standards, many included no explanation for why the data was not reported
out in the minimum categories.

We urge OMB and all agencies involved in data collection to continue to follow best practices in
stakeholder engagement and confidentiality and privacy.

When collecting race and/or ethnicity data, agencies would be best served by partnering with
community groups connected to diverse populations in order to ensure respondents understand the
purpose of the data collection. Community groups are able to explain the importance of race and
ethnicity data. In addition, data collections should have clear information on the purpose and uses
for which the data will be used, as well as descriptions of the steps agencies take to protect
respondent privacy and confidentiality.

We urge OMB to continue to revise these standards, and establish a regular review ahead of each
decennial census.

As demographics continue to evolve, it is important to provide more frequent opportunities to
evaluate and improve data collection standards. OMB should continue to issue statistical working
papers examining statistical trends and agency actions in the areas covered by the standards, as well as
convening workgroups, which should be institutionalized, that would allow agency resource sharing. At
a minimum, OMB should publish an annual report on how federal departments and agencies are
implementing the revised standards, and which major federal data sets, surveys, and other data
collection still are not implementing the revised standards. OMB should also complete a
comprehensive review of the standards, in conjunction with content testing and other changes to the
decennial census, at least every ten years.

We urge OMB to specifically make available for public comment the input and recommendations
from federal departments and agencies impacted by the potential changes to SPD 15 standards.

We appreciate that OMB has convened internal working groups with representatives from federal
departments and agencies to consider these questions. However, since the deliberations of these
working groups are not public, impacted communities have not been able to contribute to their



discussions, including the Census Bureau with its National Content Testing surveys and HHS with its
implementation of its ACA section 4302 standards.

Examples demonstrate the importance of collecting disaggregated data

Research has shown that disaggregated data on Asian American and on Native Hawaiian and Pacific
Islander populations have an important and meaningful impact on how programs and services are
made available to specific Asian American and Native Hawaiian and Pacific Islander groups and in
dispelling the “model minority” myth that all Asian Americans are well-educated, wealthy, and
healthy.3 This harmful stereotype masks the social and medical consequences faced by Asian
Americans and Native Hawaiian and Pacific Islanders experiencing disparities.* For example:

e An analysis of U.S. Census and other available disaggregated data by the Asian American
Center for Advancing Justice (now Asian Americans Advancing Justice) demonstrated
differences in poverty, education, health insurance, and home ownership among Asian
American and Native Hawaiian and Pacific Islander groups.>

e In education, research reveals that many Asian American groups have lower achievement
levels than their White peers, which is not apparent at the aggregated group level.® A
Washington state analysis of disaggregated data found large differences in income and
eligibility for free and reduced meals, discipline, absences, and college enrollment among
Asian American and Native Hawaiian and Pacific Islander groups.’

e The U.S. Department of Education has found that while 67% of Asian Americans, 18-24 years
old, were enrolled in college, there is a 55 percentage point difference between Chinese
enrolled at a 75% percent rate and Bhutanese at 20%, with other groups varying widely as
well.®

e The Center for American Progress found a $50,000 difference between the Asian American
group with the highest average income and the group with the lowest.?

e APIAHF analysis of the National Health and Nutrition Examination Survey revealed that,
overall, about 20% of Asian American children in the U.S. were overweight. However, when
we examined data for disaggregated Asian American groups, we found that Filipinos (29%)
and Southeast Asians (27%), including individuals of Indonesian, Malaysian, and Thai
descent, had a significantly higher prevalence of overweight children.?

e A National Institutes of Health study found that, while overall cancer mortality for Asian
American and Native Hawaiian and Pacific Islander men was lower than non-Hispanic White
men, cancer mortality rates were higher for Samoan (293.9 per 100,000 persons) and Native
Hawaiian men (263.7 per 100,000 persons) than for non-Hispanic White men (241.3 per
100,000 persons) and for all other Asian American groups.!?

e Breast cancer rates vary widely among women by disaggregated Asian American group and
immigration status. While Asian Americans as an aggregated group have some of the lowest
rates in the United States; one study found breast cancer rates are higher among foreign-
born Chinese women and Filipina women than White women.!?

e The University of Michigan Institute for Social Research found that Samoans and Tongans
had higher rates of hypertension than Californians at large, smoked at about four times the



rate of Californians, were less likely to have health insurance, and used available health care
services at lower rates, relying heavily on emergency room care.'3

e A review of Asian American and NHPI involvement in the justice system by the Substance
Abuse and Mental Health Services Administration found that Laotians have the highest Asian
American and NHPI incarceration rates as a percent of their population, while Filipinos have
the largest subgroup of Asian American incarcerated adult males.

These examples demonstrate the need for disaggregated data to identify and meet the needs of
diverse Asian American and Native Hawaiian and Pacific Islander communities. Moreover, state
agencies, as well as community-based organizations, also need disaggregated data to develop
focused interventions and allocate resources appropriately to address the varying needs of Asian
American and Native Hawaiian and Pacific Islander groups. For example:

e Coastline Community College in California used disaggregated data to improve its design of
programs for the college’s diverse Asian American and Native Hawaiian and Pacific Islander
populations.®®

e A community-based organization, Asian Americans for Community Involvement in San Jose
(AACI), learned through disaggregated data that Vietnamese women were at the greatest
risk for cervical cancer, but had the lowest cervical cancer screening rates among Asian
American groups. AACI was then able to secure grant funding and collaborate with the
University of California San Francisco to implement a culturally competent cervical cancer
education program that increased cervical cancer screening among Viethamese women.

e When New York City conducted an anti-smoking campaign, overall smoking rates dropped
but rates among Asian Americans did not. A study using data from the REACH US Risk Factor
Survey was able to identify differences among trends in different Asian American groups,
including gender trends. For example, Korean men had smoking rates twice that of Chinese
men and three times that of Asian Indian men.2® Asian American advocacy groups and
providers were able to use these data to work with the city Department of Health to better
target their anti-smoking efforts.

When OMB last updated these standards in 1997, it required that federal departments and agencies
collect and report separate data on Asian Americans from Native Hawaiians and Pacific Islanders,
rather than as a combined group. In doing so, and in examining other questions about race, OMB
made numerous references to changing demographics and the need for data on smaller groups,
such as Native Hawaiians, that were facing different experiences than the aggregated Asian
American and Pacific Islander classification revealed.!” For example, OMB noted differences in
educational outcomes, income, and poverty between the two groups, not unlike the research cited
above. It also considered the statistical methodology challenges with collecting data on smaller
groups, but decided that disaggregation was both feasible and justified. It is for these same reasons
that the standards should now be updated to require collection of disaggregated Asian American
and Native Hawaiian and Pacific Islander data.

The collection, analyses, use, reporting, and dissemination of disaggregated race and ethnicity data
has increased at the federal level.



OMB'’s 2012 Statistical Policy Working Paper found that it was common for federal departments and
agencies to collect, analyze, use, report, and disseminate disaggregated Asian American and Native
Hawaiian and Pacific Islander data in meaningful ways:

Data from the Census 2010 Summary File 2 identify 47 Asian American and 43 Native
Hawaiian and Pacific Islander groups; the 2010 decennial census included disaggregated
classifications for 6 Asian American groups and 4 Native Hawaiian and Pacific Islander
groups.

The American Community Survey utilizes multi-year estimates to provide more detailed
information about race and ethnic groups.

The Department of Labor uses the Current Population Survey to collect and releases annual
information on labor trends for specific Asian American groups including Asian Indians,
Chinese, Filipinos, Japanese, Koreans, and Vietnamese. They survey uses multi-year
estimates to provide more detailed information.

The National Health Interview Survey asks specifically about 6 Asian American groups and 3
Native Hawaiian and Pacific Islander groups. The survey utilizes oversampling and multi-year
pooling techniques to report on smaller groups

The Department of Health and Human Services (HHS) has recommended using 6 Asian
American and 3 Native Hawaiian and Pacific Islander groups in federal health surveys; HHS’
implementation guidance states that “While data alone will not reduce disparities, it can be
foundational to our efforts to understand the causes, design effective responses, and
evaluate our progress.”!®

The HHS Office of the National Coordinator for Health Information Technology 2015
certification requirements for health information technology requires that electronic health
records have the capability to use the Centers for Disease Control and Prevention (CDC) Race
and Ethnicity Code Set, which contains 921 detailed races and ethnicities.*®

The federal government has prioritized the use of disaggregated data.

The federal government has consistently recognized that racial and ethnic disparities, such as in
health care, are some of the greatest public policy problems facing our country, creating both a
human and economic toll. Many agencies have identified the lack of consistent, accurate data as a
major barrier to addressing expensive disparities. By adopting the Census NCT optimal question
format and requiring that agencies use it as a threshold for data collection, OMB would ensure the
level of data consistency that currently does not exist within the federal government, but is
necessary to achieving equity in public policies and government services. For example:

The CMS Equity Plan for Improving Quality in Medicare, the Centers for Medicare &
Medicaid Services Office of Minority Health states that the “comprehensive patient data,
including race, ethnicity, language... are required to plan for quality improvements, and to
address changes among the target populations over time.”?° The CMS National Quality
Strategy, for goals 1 and 6, includes the collection of quality race and ethnicity data in its
foundational principles.? The 2018 Medicare Final Call Letter notes that, “CMS also expects
MAOs to analyze enrollee data to identify disparities among their enrollees and undertake



quality improvement and outreach activities to increase enrollee engagement so that
appropriate care, including preventive services, can be provided to enrollees who have been
identified as having worse health outcomes.”??

In 2021, the Office of Assistant Secretary for Planning and Evaluation published an analysis
of the rates of lack of health insurance among Asian Americans and Native Hawaiian and
Pacific Islander populations in 2019, finding Native Hawaiians and Pacific Islanders with the
highest rate of uninsurance at 12.3 percent, followed by Korean Americans at 10 percent,
and Vietnamese Americans at 8.3 percent, all higher than the aggregated uninsurance rate of
6.8 percent for all Asian Americans and Native Hawaiians and Pacific Islanders.%®

CMS reports that among all ACA health insurance marketplace enrollees nationally, 10.4
percent were Asian in 2020, and 10.0 percent in 2021. Among those Asian enrollees in 2020,
28.2 percent were Vietnamese, 24.0 percent were Asian Indian, 17.2 percent were Chinese,
9.3 percent were Korean, 3.5 percent were Filipino, and 1.1 percent were Japanese; in 2021,
among Asian enrollees, 29.4 percent were Vietnamese, 23.4 percent were Asian Indian, 17.1
percent were Chinese, 8.5 percent were Korean, 3.8 percent were Filipino, and 1.2 percent
were Japanese. These data are vital in prioritizing outreach and enrollment activities among
these diverse Asian communities, especially to continue to reduce the rate of uninsurance in
Korean American and other populations. In addition, among all marketplace enrollees
nationally, 0.1 percent were Native Hawaiian or Pacific Islander in 2020 and 2021. Among
those Native Hawaiian and Pacific Islander enrollees in 2020, 12.9 percent were Native
Hawaiian, 7.7 percent were Chamorro, and 6.6 percent were Samoan; the percent of
Samoan enrollees decreased to 5.6 percent in 2021. These data are vital in prioritizing
outreach and enrollment activities among these diverse Native Hawaiian and Pacific Islander
communities.*’

The Department of Education has provided grants to state education agencies to collect and
analyze disaggregated data on English learner Asian American and Native Hawaiian and
Pacific Islander groups.?3 In response to a Request for Information on the use of
disaggregated Asian American and Native Hawaiian and Pacific Islander student data in
school planning and programming, the Department of Education received over 700
comments, overwhelmingly in support of data desegregation.?



The collection, analyses, use, reporting, and dissemination of disaggregated race and ethnicity data
is also increasingly common at the state level.

Strong standards that include disaggregated racial classifications also are emerging at the state
level. Oregon requires data collection and intake forms to include 9 Asian American and 3 Native
Hawaiian and Pacific Islander groups. In addition, all covered programs must report biannually on
progress, challenges and plans for addressing challenges in implementing the standards.?> California
recently passed a law strengthening its data disaggregation requirements for its Department of
Public Health, Department of Fair Employment and Housing, and Department of Industrial Relations,
adding 8 Asian American and 2 Pacific Islander groups.?® New York City passed a resolution in 2016
requiring agencies collect data on the city’s top 30 ethnicities and language speakers.?” In 2021, New
York State enacted Assembly Bill A6896A, requiring disaggregation by 19 Asian and 5 Native
Hawaiian and Pacific Islander groups.*® The Hawaii Department of Education reports on students
and teachers using 7 Asian American and 7 Native Hawaiian and Pacific Islander groups.?® This year,
the state of Washington’s Healthy Youth Survey started collecting disaggregated data on Asian
American students, to reflect its diverse and growing population.?®

Oregon, in its 2013 legislation setting out standards requiring collection of detailed race and
ethnicity data made the following findings:*°

e data collection standards used by state agencies are inconsistent and insufficient to
adequately assess the status and needs of Oregon’s communities of color, and immigrant
and refugee communities;

e inadequate data collection standards make it difficult to analyze how race, ethnicity and
language impact individual and community health, making services more expensive and less
effective in addressing community needs;

e improved data collection supports more effective interventions to address persistent
disparities and protects public entities from liabilities arising from violation of civil rights
laws;

e improvements in data collection standards are needed to ensure state of the art, efficient,
uniform and consistent data collection by race, ethnicity and preferred language...

New York City’s legislative findings included in the 2016 resolution state “...Existing data often do
not provide City government and others with full information about the demographics of the
individuals served by City agencies. Detailed information about the ancestral/ethnic and linguistic
makeup of an agency’s client population can help agencies and community organizations to make
ongoing adjustments to their outreach and service delivery models. This legislation will help the City
and its partners to better understand and serve residents of all backgrounds and identities.”3!

If OMB adopts standards that require the collection of disaggregated data, state and local
governments that already require this collection will see reductions in complexity of
implementation, both as they benefit from being able to follow the best practices laid out by OMB
and because their data systems will match the federal government’s.



We also wish to note that national data provides insights that state and local data do not, and that
state efforts cannot substitute for federal disaggregation standards. It is important to understand
trends of specific populations throughout the entire country so that targeted efforts can be
undertaken to assist them. For example, Kevin Nadal, professor of psychology at the City University
of New York and President of the Asian American Psychological Association, testifying in favor of
New York City’s data standards bill, stated that the “disaggregated data that does exist tends to
focus on Asian Americans on the West Coast, which are often not generalizable to Asian Americans
on the East Coast.”3?

The lack of disaggregated data has hampered efforts to further the public good

We have consistently heard from our partners working directly to reduce health disparities and
improve public health about how the lack of disaggregated data from federal surveys and programs
has hampered their efforts. The following examples illustrate these experiences:

e Currently, there is no health data available for the Vietnamese community in the Gulf Coast,
nor they are being collected by the local health department. When BPSOS, a community
based organization working in Mississippi and Alabama, applied for funding to address the
health issues and needs in the local Vietnamese community, they were forced to rely on
anecdotal and self-reported information as evidence. In many cases, their proposals were
rejected because they could not provide statistics and data to substantiate the issues and
problems. Their most recent proposal for funding to address cardiovascular diseases
(education, prevention and treatment) was rejected because they did not have any relevant
data for Vietnamese Americans in Mobile County. Furthermore, because of lack of critical
health data, they are often hesitant to apply for funding opportunities even when they know
issues are rampant.

e Chien-Chi Huang, Executive Director, Asian Women for Health in Boston, MA, reports that
her organization has been unable to get funding to provide the much needed cancer
prevention and screenings services for the community because of the lack of data on the
populations they serve. Particularly, Asian Women for Health provides services around
cancer, the leading cause of death for Asian Americans, but data is rarely collected or
reported in a way that allows the organization to demonstrate its needs quantitatively. The
organization has conducted focus groups in Chinese, Vietnamese, and South Asian
communities that have shown that culture and language barriers are preventing them from
accessing services. They have found that there are differences among Asian American
groups. Asian Women for Health would like to be able to fill these needs, but is unable to,
because data does not exist to quantitatively prove their needs.

e Karen E. Kim MD, a professor of Medicine and Director of the Center for Asian Health Equity
at the University of Chicago has also found the lack of disaggregated data a major
impediment. Because there is no nationally available data suitable on the colorectal cancer
screening among Korean Americans, Dr. Kim was forced to use local data in a grant
submission. The grant was rejected, specifically including comments that the population
appeared to small, an inaccurate assertion that could have been countered if national
disaggregated data was available.
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e The New Mexico Asian Family Center has had to rely on disparate data sources to make their
case to funders. While they have worked with their state department of health to make
improvements, such as being able to identify Hispanic Asians, they have primarily relied rely
on community members to assist in pulling together data sources. Unless they are able to
pull together numbers, they are not able to get funding for their direct service work.

e HOPE Clinic in Houston, TX wants to better understand cancer data on Asian American

groups in order to better serve their clients and improve health care outcomes. Yet because

the data they have found usually does not disaggregate Asian American groups, they have
had trouble identifying the specialized issues faced by specific groups, particularly around
specific types of cancer. They have started to sample their own client intake data, but
because it is limited to their service area, it is limited. While they would be able to have
broader conclusions from broader data, they have been able to bring more resources to their
community by highlighting trends in their own data.

Than Tan, a Seattle Times columnist, has covered the importance that disaggregated data

has in education.? In describing a report that failed to recognize opportunity gaps faced by

different Asian American populations, Tan quotes James Hong of the Vietnamese Friendship

Association. “Funders might see this and think Asian students are doing great. Reporting bad

data is really harmful to communities.” Tan also points to the example of the University of

Washington’s decision to reverse its Southeast Asian recruiting efforts, after it incorrectly

assumed that population had achieved parity with Whites, when presented with evidence to

the contrary.3*

It is difficult for groups and agencies working to provide services to or conduct research on specific
Asian American & NHPI populations to receive funding without sufficient data that can be used to
justify the need for that work. In the experience of our partners and our own experience, access to
both private and public resources are constrained for groups because the data often does not exist.
For example, APIAHF analysis of CDC funding profiles found that only 24 of the agency’s 8,679
available grants were awarded to organizations focusing on Asian American and NHPI
communities.®

Comments on minimizing cost and burden and factors in feasibility

The notice requests comments on the costs and benefits of requiring federal agencies to collect
disaggregated data. The important benefits to government programs, communities, researchers,
and advocates, described above, outweigh costs and burdens to implementing agencies. Indeed,
NOT collecting disaggregated data would result in a burden to communities, researchers, advocates,
and policy makers.

For example, when the state of Oregon began implementing its standards, the Oregon Department
of Human Services undertook a comprehensive review of its data collection systems, including an
analysis of whether or not the datasets collected the newly required categories, identified the
challenges in implementation and laid out steps towards addressing the challenges.3¢ The federal
government could follow a similar prioritization process. It could also issue guidelines that permit
agencies to implement the new disaggregation standards during other system upgrades, minimizing
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the burdens that would be produced from modifying databases for the sole purpose of following the
standards.

Technical assistance can support implementation of changes.

We also trust that OMB can work with agencies to provide assistance to support implementation of
any changes to these standards. It took several years to adopt the 1997 changes to the standards
and we expect a similar incremental adoption of these proposed changes. Adding additional
disaggregated categories also should not be viewed in isolation. If the other working group
recommendations to combine the race and ethnicity question and create a new MENA category are
adopted, then many federal departments and agencies would already be making changes to their
data collection and reporting systems. Adding disaggregated data checkboxes would not present as
a substantial incremental cost or burden when all these changes are made together.

As we noted above, Oregon has actively supported the implementation of its new race and ethnicity
data standards, which included a series of community meetings. One result is that the state updated
its Medicaid systems first, before moving on to other enrollment systems, as they found Medicaid
enrollees are mostly also enrolled in other programs. They also focused on future cost savings by
combining eligibility systems into a unified data collection platform, avoiding the costs of keeping
multiple systems updated.

In considering how to best implement the new standards, OMB should follow Oregon’s example and
include community input for prioritizing which databases OMB should proactively support adoption
of these changes. Community groups, as well as researchers, policy makers and state and local
agencies, have significant expertise to help the federal government identify which surveys and data
collections would provide the most benefit if they collected additional disaggregated data. As more
federal departments and agencies begin to collect additional disaggregated data, OMB can highlight
and support best practices in data collection, analyses, and reporting that would build momentum
for further collection and use of disaggregated data.

We also would prioritize collection and reporting of the Census National Content Test optimal
guestion format for the following surveys and data collection instruments, which, from our
experience and that of researchers working on Asian American & NHPI issues, would be important
for identifying trends in specific groups:
e All Census administered surveys, especially the American Community Survey and the Current
Population Survey
e The National Health Interview Survey, which currently already collects data on six Asian
American groups but only three NHPI groups.
e The National Health and Nutrition Examination Survey
e The Integrated Postsecondary Education Data System
e The Youth Risk Behavior Surveillance System
e The National Notifiable Disease Surveillance System
e The Pregnancy Risk Assessment Monitoring System
e The National Crime Victimization Survey



Current burdens fall on community groups

Currently, because of the lack of disaggregated data for the populations they serve, many
community groups undertake time consuming and expensive data collections of their own. Because
these groups typically lack the expertise on data issues, they must put greater relative resources
into data collection efforts than government agencies that are already engaging in data collection.
OMB should consider the reduction in the burden on community based organizations when
considering new requirements for government agencies. For example:

Dr Tsu-Yin Wu, a professor with Eastern Michigan University, related this experience: In
Michigan, when | first started to study cancer screening practices among the Asian Pacific
American community, | wanted to know which groups are more at risk. The data we had at
that time from the Michigan Department of Community Health only contained Asian
Americans as in one group. They were claiming that we had too small of the sample so they
cannot separate into subgroups. Asian Americans are the only groups (along with Latino) in
the 2010 census have "increased" in population. So our Healthy Asian Americans Project
ended up collecting our own data during health fairs. Although we're making small
incremental progress, it's time consuming and also costly for us to take on this tremendous
task.

In lllinois, the Asian Health Coalition found the lack of disaggregated data masks the
diversity of health outcomes, disease burdens, and health disparities within and across the
Asian American and Pacific Islander (AAPI) population. In their words, “Having information
on the health status and needs of specific subgroups would allow policymakers, health
planners, and community-based organizations (CBOs) to develop more effective and
targeted health programs and policies, thereby improving health outcomes and reducing
disparities within each distinct AAPI community.” In response, they conducted a
comprehensive assessment of the health needs, determinants of morbidity and mortality,
and health care access patterns of three AAPI communities in Chicago. The survey found
public health programs were not tailored to meet the cultural and linguistic needs of many
AAPI communities.?” The survey consumed around $100,000 in resources and the
equivalent of two dedicated full time employees.

InterIm CDA works with AAPI populations in Seattle and had been frustrated in trying to
relay their client’s concerns about public safety to city and county officials, who often
assumed model minority stereotypes about the conditions of AAPI neighborhoods. Because
they lacked any disaggregated government data, Interlm CDA put significant resources into
conducting a qualitative and quantitative survey of residents, which showed the diverse
concerns from different ethnicities and language speakers.3® These results convinced public
safety officials to focus on more culturally competent practices, such as addressing concerns
about calling 911 and sanitation improvements.3? In addition, Interlm CDA received funding
to conduct additional surveys in future years.

Shahana Hanif, testifying in favor of the New York City data standards bill on behalf of
CAAAV: Organizing Asian Communities stated that in order to identify trends and needs in
the city’s Asian American population in housing developments. Because the data did not



exist, they used last names in voter files and door knocking, to assess trends. Hanif testified
that disaggregated data would have enabled them to better serve the community.*°

Community groups that provide health services, such as clinics, will also benefit from the enhanced
standards. Many health centers that provide services to diverse populations already track detailed
origin, race, and ethnicity data during their client intake process. For example, when Asian Health
Services in Oakland, CA started tracking their clients’ health outcomes by detailed race, because
information was not otherwise available on local health trends at that level, they found higher
smoking rates for Korean and Viethamese immigrant men, higher hepatitis B rates for Chinese and
Vietnamese patients, and high levels of diabetes among their overall Chinese population. However,
health centers do not have a standardized set of detailed checkboxes or guidelines for guidance and
therefore different health centers may not collect race and ethnicity data the same way. While the
OMB standards do not apply to the type of data that federally qualified health centers report, they
will, along with guidance, provide a resource for these centers.

Reduction in burden on survey tabulation and analysis

We acknowledge that adding additional check boxes may lead to some initial upfront costs in
system upgrades and new paper in non-digital data collection. Yet, there is reason to believe the
federal government will save money in the long term by avoiding the costs already associated with
the current standards and lack of detailed data collection.

Some surveys have fill-in-the-blanks options for race and ethnicity. Adding check boxes not only
encourages more self-identification, as found in the Census National Contest Test, but it reduces the
costs in determining the intent and correct categorization of potentially unclear or illegible write in
responses. More check boxes that increase the likelihood that respondents will see categories that
they identify with, such as the top six Asian American and NHPI populations that we recommend
OMB adopt, reduce the likelihood that they will use write-in answers. For example, Ninez Ponce,
PhD, MPP, Principal Investigator, California Health Interview Survey (CHIS), University of California
Los Angeles Center for Health Policy Research, told APIAHF the following, “for a diverse state as
California, expanding racial/ethnic categories in surveys acknowledges a greater range of cultural
identities, increases the quality of representation in surveys, AND facilitates data processing
savings. For CHIS, it actually costs more to code open-ended ‘Other specify’ responses than to
create pre-specified response categories for race and ethnicity.”

Furthermore, standardizing the collection of detailed race and ethnicity data will provide
consistency across federal data collection, reducing costs and complexities in comparing responses
across programs and surveys. Currently, there is no standard format for which detailed checkboxes
agencies should utilize, adding complications to researchers using multiple datasets in studies.
Requiring a minimum six checkboxes, along with a write-in with consistent examples, will increase
reliability of federal race and ethnicity data. For national standardization and consistency, we also
encourage OMB to issue guidance to state and local agencies that are not subject to federal
government standards (such as state agencies administering vital records) recommending they
follow the new standards.
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Federal agencies and OMB have the potential to consider methods of tabulating survey and other
data collections in ways that further reduce any burdens. For example, New York City is
implementing its standards by using one standardized race and ethnicity data collection form, both
for written and digital data collections. This form is processed by the mayor’s office as a way to
centralize reporting processes and reduce the implementation costs for agencies required to collect
detailed data. Because there is one form with one method of processing data, costs are less. The city
plans to have its standards fully implemented within a year. While this method may be difficult to
replicate for the entire federal government, it demonstrates that there are creative processes OMB
can consider when evaluating any burdens of requiring collection of disaggregated data.

Data collection supports compliance with federal civil rights laws.

Our nation must have the most effective and updated tools to investigate and enforce civil rights
laws. Discrimination takes an uncountable toll on human lives in everything from housing to voting
rights to health care. By collecting detailed data, federal agencies will be better equipped to protect
the civil rights of our increasing diverse country.

In summary, we make the following recommendations regarding the minimum use categories. OMB
should:
¢ Require all federal departments and agencies, when collecting, analyzing, using, reporting,
and disseminating data on race or ethnicity, to collect, analyze, use, report, and disseminate
disaggregated race and ethnicity data for AA and NHPI groups, including disaggregation by
the nine most populous populations in each race and ethnicity
o Develop resources and best practices for departments and agencies to use in collecting,
analyzing, using, reporting, and disseminating disaggregated data
¢ Work with agencies and departments to enforce compliance with the standards
e Require agencies to publicly justify any exclusion of the minimum categories
¢ Publish an annual report on the implementation of the revised standards and conduct a
comprehensive review of the standards in conjunction with any updates to the decennial
Census

Updates to Terminology Used for Race and Ethnicity Classifications

We strongly support OMB’s proposal to change the terminology for Native Hawaiian and Pacific
Islander populations.

We strongly urge changing the terminology in the standards to “Native Hawaiian and Pacific
Islanders” rather than the current “Native Hawaiian and Other Pacific Islander.” We developed this
position with the Native Hawaiian & Pacific Islander Alliance.*! This terminology reflects the
common wording used by the NHPI community. We also support ending the use of the term
“Guamanian” and using “Chamorro”.

We strongly support OMB’s proposal to remove the term “Far East” from the standards.

15



This term is not in common use, many consider it offensive, and it should not be used in any federal
data collection.

We support the proposal to end use of “majority” and “minority” in the standards.

As the diversity of the U.S. population continues to increase, agencies must adopt standards of
reporting out at least all the OMB minimum categories, unless unable to for statistical significance
or privacy and confidentiality reasons, in which case agencies should clearly and publicly justify such
exclusions. When combined, Asian Americans and NHPI are the “majority” populations in the state
of Hawaii. Communities of color are the majority populations in the state of California.
Demographics have significantly changed over the past twenty-five years. Asian Americans are the
fastest growing race group in the United States, with 81% growth between 2000 and 2019. The
difference in changes over time among Asian American groups illustrates both the need for
disaggregated data and the need for reconsideration of terminology. For example, during this period
the Bhutanese American population experienced a nearly 12,000% increase, while the Japanese
American population decreased. The NHPI population also grew rapidly at 61%, nearly four times
faster than the U.S. population as a whole.*?

Add “Middle Eastern or North African” (MENA) as a New Minimum Category

We urge OMB to establish a new MENA category.

We support the establishment of a new Middle Eastern and North African (MENA) group and
reporting category. This distinguishable community of over 5 million Americans warrants
identification in federal surveys, but must currently select one of the other five categories
(predominantly “White” or “Other”).*3 Over 87% of respondents belonging to this heritage prefer to
identify as MENA when given the option, suggesting a significant population that has not been able
to identify itself.** Current standards do not allow federal agencies to identify the unique issues
faced by this population and adequately serve them. Creating this category would allow agencies, as
well as community-based organizations, to identify instances of discrimination, better address hate
crimes, and prioritize health and social services programs.

Thank you again for the opportunity to provide comments on the proposed changes to the
standards. Please contact Jennifer Van der Heide (jvanderheide@apiahf.org), APIAHF Vice President of
Policy and Advocacy for questions or concerns.

Sincerely,
The Asian & Pacific Islander American Health Forum

National Civil Rights and Health Justice Partners:

American Cancer Society Cancer Action Network

Asian Health Coalition

Asian Pacific Partners for Empowerment, Advocacy and Leadership (APPEAL)
Association of Asian Pacific Community Health Organizations (AAPCHO)
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Families USA

Hepatitis B Foundation

Japanese American Citizens League

Mary Ann Liebert Inc.

National Asian Pacific American Families Against Substance Abuse
National Collaborative for Health Equity

National Council of Asian Pacific Americans (NCAPA)
National Council of Asian Pacific Islander Physicians
National Tongan American Society

Papa Ola Lokahi

Razakaar Foundation

Rosalind Franklin Society

Safe States Alliance

South Asian Public Health Association

Trust For America’s Health

State and Local Partners:

APICAT - Asian Pacific Islander Coalition Advocating Together for Health
Asian Counseling and Referral Service

Bhutanese Community Association of Pittsburgh (BCAP)
Center for Southeast Asians

COFA Alliance National Network of WA

Dr. Yolanda Cares Foundation

HIMSS National Capital Area Chapter Board Advocacy Chair
Institute for Climate and Peace

KCS

LAO Assistance Center of Minnesota

Marshallese Educational Initiative

New Mexico Asian Family Center

NICOS Chinese Health Coalition

Ohio University

Oklahoma Micronesian Coalition

Orange County Asian and Pacific Islander Community Alliance (OCAPICA)
SEWA-AIFW

United Health Organization

United Micronesian Women

Utah Pacific Islander Health Coalition

VAYLA New Orleans

Vietnamese American Roundtable

Washington State Public Health Association

WellWrx Consulting, OT Bay Area, DisruptOT
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