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Purpose

Ten years ago the Oregon Governor's 2000 Racial and Ethnic Health Task Force declared that race and
ethnicity data collection is deficient in the State. In response, the Office of Health Policy and Research
required hospitals to collect this data beginning in 2008. Although the Task Force turned attention toward
this important and often overlooked issue, and progress has been made in some areas, there is much work
yet to be done. Collecting race and ethnicity data in ambulatory care settings (especially those that have
electronic health records) is the next logical step. Without this data, an accurate understanding of where
health disparities exist among populations is unknown.

The purpose of this report is to explain why collecting data of this type is important for Oregon, outline the
process used for determining a voluntary standard for collecting race and ethnicity data, share the input
gathered from interviews with the public, publish a detailed list of race and ethnicity categories for Oregon,
and present recommendations for standardizing a method of data collection.

Why Collect Data on Race and Ethnicity?

In many cases race and ethnicity data are already being collected in a patient’s chart notes; the challenge lies
in extracting the information so that it can be used to measure the care of a population. For clinics that have
an electronic health record or patient management system, one of the greatest barriers to collecting these
data is finding a home for the data in the current system. However, the case for collecting these data is too
important to ignore and, given proper incentives and resources, the technological issues can be addressed.

Reasons for collecting race and ethnicity data include:

¢ Reducing ethnic and racial disparities in health care
o Identify where disparities exist.
o Gain understanding about the health and cultural needs of different populations.
e Allocating resources appropriately
o Data can be used to address and improve health outcomes by targeting resources where they
are needed.
o ltcan also be used to look for problems or incident rates for a specific population of patients
and can compare diseases among communities of color.
¢ Making health care more efficient
o Data can be used to adjust physician panels for interpreters and other needs based on the
complexities of patients.
e Enabling providers to deliver culturally-senstive care
o Knowing the percentage of patients in a specific race/ethnicity would help with staff education
about the cultural differences between health care providers and members of the community.
¢ Informing policy decisions for health organizations and the state
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o This information can assist health organizations and policymakers in developing best practices
to reduce disparities in a clinical environment and lobbying for legislative policy changes.
Having the data is useful when talking to policy leaders to review health and social indicators.

Even when health systems are not sure how best to use the data, it is worth collecting because it raises
awareness and creates a more complete picture of a given organization’s patient population. When collected,
organizations are more likely to find a way to use the data.

Process for Making Decisions about Collecting Race and Ethnicity Data

To facilitate the achievement of the vision of the Oregon Health Fund Board, in March of 2009, the Oregon
Office of Health Policy and Research, Oregon Safety Net Advisory Council, Oregon Association of Hospitals
and Health Systems, and Partner for Quality Care — an initiative of the Oregon Health Care Quality
Corporation (Quality Corp ) — convened a meeting to develop a voluntary state standard for collecting race,
ethnicity and primary language data. Participants included consumer groups, health plans, providers and state
agency representatives. The participants agreed on the goal statement that:

Collecting patient information about race, ethnicity and language through self-report
from the patient by a well-trained staff in a practical, standardized, valid, reliable and
culturally appropriate and sensitive format is critical to eliminate disparities and achieve
high quality health care for all.

Participants discussed how to implement this goal. They noted that collecting data using a detailed list of race
and ethnicity specific to Oregon is preferable to using the federal Office of Management and Budget (OMB)
broad race and ethnicity categories (see Appendix). Collecting detailed data increases the opportunity for
consistency and accuracy, and fosters dialogue. However, it is also important to aggregate detailed data into
the OMB race and ethnicity categories to facilitate community-wide data aggregation and national
comparison, and complete state and/or federal regulation reporting requirements.

Due to time limitations and complexity of the issue, participants focused on race and ethnicity data collection,
leaving language data collection for future discussions.

The Quality Corp drafted a detailed list for race and ethnicity that comprises the OMB categories. The draft
standard needed further review and and input from community organizations, health plans, and providers.
The Quality Corp hired a consultant specializing in minority advocacy to seek input on the draft voluntary
standard from key racial, ethnic, and cultural minority groups and individuals. Through this outreach process,
these groups reached consensus on what the voluntary statewide standard categories should be for their
constituency and also recommended a methodology for collecting race and ethnicity data in Oregon.

Voices from the Community

Individual meetings were held with 11 leaders from the Hispanic/Latino, Asian Pacific Islander, African, African
American, Russian and Native American communities. Conversations focused on why health care
organizations will be collecting data, how the data might be used, and seeking the leaders’ input and
reactions to this idea. Community leaders were advised on the project and asked what can be done to help
patients feel comfortable responding to data collection questions and how health care organizations could
implement workflow changes and policies to successfully address the diversity of patients being served.
These meetings with community leaders assisted with developing relationships, opened communication, and
helped address barriers in their communities regarding health education and awareness.

Community leaders articulated their views and suggestions on the standard categories and recommended a
methodology for collection of race and ethnicity data in Oregon. While the questions asked by the interviewer
focused specifically on collecting race and ethnicity data, responses from participants provided rich
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information about why it's important to recognize different ethnic groups within a race category and specific
needs that each population may have. Their comments provide insight about the host of health implications
for dealing with minority populations and underscore the need to collect detailed race and ethnicity data in
order to provide culturally sensitive care. Much research has been done on providing culturally competent
care, but was not within the scope of this project.

The following are comments from conversations with minority communities in Oregon in response to these
questions:

e s the list satisfactory for an initial start to collecting race and ethnicity for your community?

e Does it reflect the race and ethnic demographics for Oregon?

e What are your concerns with the list?

African
e Because language and ethnicity define the African community, language should be captured at the
same time as race and ethnicity. Asking the African community to list “other” as an option for
race/ethnicity would be confusing.

e The category should ask for “Country of Origin” and should allow for patients to list additional ethnic
information. Learning an Africans’ ethnicity is important; for example, Africans who migrated from the
Middle East would not identify themselves as Middle Easterners.

e The African community won't feel comfortable providing race and ethnicity information — they would
need some culturally appropriate community outreach and education. They would also feel more
comfortable if the health care organization had staff that was diverse at the front desk.

e In the African community, knowing ethnicity is more important than race. It is also important for a
provider to know if a patient is an immigrant or refugee.

Asian
e It's not enough to have a category called Asian; it is important to know what area of Asia a patient is
from (i.e., North Central, Southwest, South, East and Southeast). This is important to know because of
specific health indicators that providers should be aware of based on a patient’s race and ethnicity —
also it's important to know if a patient is a refugee or immigrant.

e Knowing a patient is Asian may not provide enough information that would successfully describe an
accurate problem list (example: hepatitis is as issue with Cambodians, so it's good to know if the
patient is from Cambodia to possibly test for hepatitis based on any symptoms present).

e lLanguage is a big barrier to receiving quality care for the Asian community. It is important to also
address the need to collect data that reflects the different languages in the Asian community.

e The issue with the Asian community is getting them into the doctor’s office — most will not seek health
care until it's an acute care status. Refugees have issues with trusting the health care system because
some of them come from a system where the government is corrupt — resulting in some concern about
how the data will be used.

The Asian community is a very private culture. Education and income level may not play a part in their
decision to seek medical care. Data should be collected in the exam room by a clinician (RN, MA); the
physician should not be the person asking for the information. A script should be developed to assist staff
with knowing how to ask for the information.
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American Indian & Alaska Native

Black

All of Oregon'’s Tribes should be listed because this is their homeland — however, this only represents
about 10 percent of the American Indian population in Oregon. Because there are 565 American
Tribes and 338 Alaska tribes, patients should be allowed to list their own tribe(s).

Because there are so many tribes and patients may belong to multiple tribes, it is best to allow people
to self identify their tribe(s) - they will normally list more than one. A lot of Native Americans and
Native Alaskans belong to more than one tribe and it is disrespectful to not allow them to identify all
the tribes that they are part of. It is not recommended that sub-categories of tribes should not be
listed.

Ninety percent of American Indians and Alaska Natives are not identified as such by health providers;
they are often mistaken for Hispanic, Asian, Caucasian or something else. This is why it's important to
allow people to self identify.

Cowlitz and Smith River could be added to the list to capture tribes on the California and Washington
borders. Rather than rolling the data up into OMB categories, it would be helpful to the tribes if health
care systems could capture specific tribal information.

American Indians may want to provide information in person or talk with staff prior to providing
change information. Health care providers should also be aware of American Indian traditions. If an
American Indian is in the hospital, lots of friends and family may visit — cultural practices may include a
healer to come sing and pray; this may be disruptive to other patients, care processes and workflows.

There should be a biracial category that allows patients to list two races.

The detailed list is appropriate for the Black community; however, trust is an issue with the African
American community and health care providers — so creating an environment where patients feel
comfortable providing this information is very important. Patients may not feel confident they will
receive the same level of care as Whites if they provide this information. Patients need to be educated
as to why the information is being requested and what is going to happen to the information.

It's important that African Americans feel they have a relationship with their provider prior to providing
information regarding race. They don’t trust that they will get the same quality of care as others when
this information is provided; staff diversity make African Americans feel more comfortable.

Hispanic/Latino

Language is a large barrier for the Hispanic community in receiving quality care; it's important to have
interpreters to be able to communicate medical information for patients.

It may be important to know if a patient is from North America, Central American or South America, as
there are some cultural differences.

The Hispanic community would feel comfortable providing race and ethnicity information as long as
questions do not focus on immigration status or U.S. residency questions.

The community has to trust the person or organization that’s providing and requesting the
information. Patients won't ask why the information is being requested, they will just be leery and may
not return to a provider’s office — the Hispanic community is not the best at self-advocacy.
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White/Eastern European
e Eastern European and Middle Eastern won't really identify themselves as white. New immigrants don't
identify with race but would understand ethnicity.

e The patient-provider relationship is important. There are many cultural rituals that providers should
have knowledge of that may assist in accurate diagnoses.

5
Draft 8.10.10



OMB Category

Detailed List

Hispanic/ Latino

Hispanic/Latino

Cuban

Guatemalan

Honduran

Kanjobal

Mexican

Mixtec

Puerto Rican

Purepecha

Salvadoran
Triqui
Zapotec

Other

American Indian/Alaska Native

American Indian

Burns Paiute Tribe

Confederated Tribes
Coos, Lower Umpquiz
Siuslaw Indians

Confederated Tribe o
the Grand Ronde

Confederated Tribes
the Siletz Indians

Confederated Tribes
the Umatilla

Confederated Tribes
the Warm Springs

Coquille Indian Tribe

Cow Creek Band of
Umpgua Indians

Cowlitz

Smith River

Other Tribes

Alaska Native

List Tribe (s)
below

Black/African American

African Americe

Cuban

Haitian

Other Country ¢
Origin not listed

Central African
Republic

Brundi

Congolese

Ethiopian

Nigerian

Somalian

SomaliaBantu

Sudanese

Other Country

Native Hawaiian /
Other Pacific
Islander

Pacific Islander

Fijian

Guamanian

Native Hawaiian

Samoan

Other Country

North

Asian Indian

Burmese

Burmes&aren

Cambodian

Chinese

Filipino

Hmong

Japanese
Korean
Laotian
Mien
Pakistani
Thai
Tibetan
Vietnamese

Other Country

White (includes Middle Eastern and North African)

White / Eastern
European

Belorussian

Bosnian

Croatian

Czech

Georgian

Kosovar

Moldovan

Polish

Romanian
Russian
Ukrainian

Other Country

Middle Eastern/ | White/

North African Western European
Afghanistani English
Algerian French
Armenian German
Egyptian Irish

Iranian Italian

Iraqi Scottish
Israeli Other Country
Jordanian

Kurdish

Kuwaiti

Lebanese

Libyan

Palestinian

Saudi Arabian
Syrian
Tunisian
Turkish
Yemeni

Other Country
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Recommendations for Data Collection Methodology and Tools

In order for the data to be useful and accurate, it needs to be collected in the same manner. The 2008
Oregon Health Fund Board proposal calls for race, ethnicity and primary language data to be collected at the
same time other billing data is collected, and that data definitions and data collection methodology are
standardized so that sources can easily be combined and compared.

Collecting detailed data increases the opportunity for consistency and accuracy, and fosters dialogue.
However, it is also important to be able to aggregate detailed data into the OMB race and ethnicity
categories to facilitate community-wide data aggregation and national comparison, and complete state
and/or federal regulation reporting requirements.

Below are recommendations from the community for promoting accurate data collection:

e Allow the patient to self-identify. Don't have the health care office determine a patient’s race and
ethnicity by observation.

e Have someone at the clinical level (not administration or billing) collect race and ethnicity data during
the registration process. Patients may not trust the front office staff because this is also the level that
handles payments and financial issues. There is more trust at the care level.

e Collect data as part of basic intake (registration). Avoid asking for race and ethnicity data after a
patient is in the exam room unless it's presented in a way that ties into their medical needs. Ask for
information when the medical assistant is taking vitals.

e Explain that answers to the questions will not affect a patient’s care. Offer the option not to answer.

e Develop a script and train staff. Find a community partner to assist with vetting the script and process.
Statements such as “We are asking you this question so we can provide you with the best care for you;
it won't be shared with the government” or “We are starting to collect this information from all
patients, would you be willing to provide this information in private?” can be helpful.

e Make the detailed list available in other languages.

e Use aform, but also allow patient to provide information in person.

e Use open-ended questions.

e Don't inquire about immigration status. Ask only information that is relevant.

e Vet communication messages with appropriate community contacts. Provide incentives for community
organizations to assist with designing communication messaging (i.e., postcards and/or training to
message information to community).

e Strengthen the patient-provider relationship by asking if there are any customs, traditions and beliefs
the patient wants to share. Respect what is shared.

e Focus on collecting language with race and ethnicity information to remove language barriers.
e Focus on workforce diversity so that staff understand and reflect the patient population.

e Have more than one approach for collecting data.
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Next Steps
The Quality Corp hopes that hospitals and medical groups in Oregon who are working to collect accurate

race and ethnicity data will find this report valuable and helpful. As this report is still in draft form, the Quality
Corp is very interested in receiving feedback from organizations about the report itself, what is being done in
other organizations to collect race and ethnicity data, and how the Quality Corp can help. Learning from the
experience of other organizations will add to the body of knowledge and guide future work. Feel free to email
staff@qg-corp.org or call at (503) 241-3571 with feedback.

While asking patients to self-identify is the “gold standard” of data collection, this approach is not without its
challenges. Organizations may want to consult the Health Research and Educational Trust Disparities Toolkit.
The web-based tool provides hospitals, health systems, clinics, and health plans with the information and
methodology for systematically collecting race, ethnicity, and primary language data from patients. Visit
www.hretdisiparities.org to view or download a copy of the toolkit.

The Quality Corp thanks all the hospitals and medical groups working to collect accurate race and ethnicity
data, and thanks the many people who were interviewed for their time and for sharing their insight.
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Appendix

OMB Standards (Revised 1997)

In 1997, the Office of Management and Budget (OMB) published revisions to the Standards for Classification
of Federal Data on Race and Ethnicity. The OMB revised standards include separate race and ethnicity
questions. The question about ethnicity is asked first.

OMB Ethnicity Categories

Hispanic or Latino: A person of Cuban, Mexican, Puerto Rican, South or Central American, or other
Spanish culture or origin, regardless of race. The term "Spanish origin" can be used in addition to
"Hispanic or Latino."

Not Hispanic or Latino.

OMB Race Categories

American Indian/Alaska Native: A person having origins in any of the original peoples of North and
South America (including Central America), and who maintains tribal affiliation or community
attachment.

Asian: A person having origins in any of the original peoples of the Far East, Southeast Asia, or the
Indian subcontinent including, for example, Cambodia, China, India, Japan, Korea, Malaysia, Pakistan,
the Philippine Islands, Thailand, and Vietnam.

Black/African American: A person having origins in any of the black racial groups of Africa. Terms
such as "Haitian," "Dominican," or "Somali" can be used in addition to "Black or African American."
Native Hawaiian/Other Pacific Islander: A person having origins in any of the original peoples of
Hawaii, Guam, Samoa, or other Pacific Islands.

White: A person having origins in any of the original peoples of Europe, the Middle East, or North
Africa.

Health Research & Educational Trust (HRET) Disparities Toolkit recommended modifications to OMB include
adding the following categories:

Multiracial: OMB does not support using a multiracial category. However, HRET's field experience has
shown that the use of this category is necessary when checking off more than one response option is
not possible for a variety of reasons.

Declined: This category is an indication that the person did not want to respond to the question and
should not be asked again during the same visit or during a subsequent visit.

Unavailable/Unknown: This category should be used when data is missing or when the patient or
caregiver is unable to provide an answer. The patient may be asked again during the same visit or
during a subsequent visit.
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