
<oai_dc:dc xmlns:oai_dc="http://www.openarchives.org/OAI/2.0/oai_dc/" xmlns:dc="http://purl.org/dc/elements/1.1/" xmlns:xsi="http://www.w3.org/2001/XMLSchema-instance" xsi:schemaLocation="http://www.openarchives.org/OAI/2.0/oai_dc/ http://www.openarchives.org/OAI/2.0/oai_dc.xsd">
  <dc:title>Collection of race, ethnicity, language (REL) data in Medicaid applications : a 50-state review of the current landscape</dc:title>
  <dc:creator>Zylla, Emily, author.</dc:creator>
  <dc:creator>Lukanen, Elizabeth, author.</dc:creator>
  <dc:subject>Data Collection</dc:subject>
  <dc:subject>Ethnicity</dc:subject>
  <dc:subject>Language</dc:subject>
  <dc:subject>Medicaid -- statistics &amp; numerical data</dc:subject>
  <dc:subject>Racial Groups</dc:subject>
  <dc:subject>State Government</dc:subject>
  <dc:description>Medicaid is a vital source of health insurance coverage for low-income children, adults, and individuals with disabilities; however, many individuals in Medicaid experience significant health disparities. Collecting and monitoring data on disparities by race, ethnicity, and language is an essential first step in any effort to reduce health disparities and address health equity. Today, all state Medicaid agencies collect self-reported data on race, ethnicity, and language (REL) from applicants during the eligibility and enrollment process. However, the type and granularity of information collected varies considerably, and many states continue to face longstanding and persistent challenges in collecting complete, accurate, and consistent data on REL. The U.S. Department of Health and Human Services (HHS) provides guidance, but does not mandate, that states use REL data collection standards that were developed by the U.S. Office of Management and Budget (OMB) and updated after passage of the Affordable Care Act (ACA). (See BOX pages 3 - 5) However, states are only allowed to require questions that are necessary for determining eligibility on their applications, therefore questions about topics such as race and ethnicity must clearly be labeled as optional. Even with the existence of recommended data standards there has been wide variability in how states ask about these topics and the completeness of various states’ datasets. For example, the Centers for Medicare and Medicaid Services (CMS) recently released a Data Quality assessment of the race/ethnicity data in the Transformed Medicaid Statistical Information System (T-MSIS) Analytic Files (TAF). According to the assessment of the 2018 TAF, 20 states’ race/ethnicity data were classified as either “high concern” or “unusable,” due to levels of missing- or incompleteness. The objective of this brief is to document how states are collecting information about race, ethnicity, and language on their Medicaid applications. The information presented here draws from the State Health Access Data Assistance Center’s (SHADAC’s) review of 50 states’ paper Medicaid applications and 33 states’ online Medicaid applications.ii Although online applications have become the predominant mode of submission in nearly half of states, the share of applications submitted online varies significantly across states. Maryland and New York, for example, report that the share of applications submitted online are 100 percent and 95 percent, respectively. However, Alaska and South Dakota respectively report that just 9 percent and 10 percent of their applications are submitted online. For this resource, we provide an overview of REL data collection standards and examine state Medicaid application’s question structure, answer options, and instructional language. We provide an overview of the frequency of different iterations of questions and responses and provide state examples to illustrate common and unique data collection practices. Although other design factors, such as an application’s overall length, readability, or design layout undoubtedly impact user experience (and whether or not an applicant provides complete information), we did not assess applicants’ user experience in this report. In addition, the information presented here does not account for any instruction or support provided by enrollment assisters whose training on these questions may vary. Finally, while this issue brief outlines data collection standards and some limited research on the best ways to collect this information, it does not make judgments on which states collect this information in the best way. There is very limited research assessing the validity of REL data collected via the Medicaid application process. It remains a gap in our understanding and one that we encourage states to explore. A forthcoming companion brief will provide similar information on the collection of information on sex, gender, and disability. In a related case study, our SHVS Technical Assistance partner, Bailit Health, will examine in more depth additional documents such as supplemental eligibility and enrollment forms and assister/navigator training materials that could provide additional insights into how the data collection methods documented here are implemented in real life in selected states.</dc:description>
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