September 12, 2025

William N. Parham, 111
Director, Division of Information Collections and Regulatory Impacts
Office of Strategic Operations and Regulatory Affairs

Re: Form Number: CMS-P-0015A (OMB Control Number 0938-0568): Medicare Current
Beneficiary Survey

The undersigned organizations submit this comment to express serious concern regarding the
Centers for Medicare & Medicaid Services’ (CMS) decision to remove demographic questions
on gender identity and to eliminate the measure of perceived discrimination by health care
providers due to personal characteristics from the Medicare Current Beneficiary Survey
(MCBS).

The MCBS is the only nationally representative survey of Medicare beneficiaries that provides a
holistic view of beneficiaries’ social and medical risk factors and how these intersect with health
care utilization, costs, and outcomes. Data from MCBS are used to estimate total Medicare
health care costs and utilization, as well as to develop and monitor programs and initiatives
intended for Medicare beneficiaries. CMS is now revising this important survey to revise the
sexual orientation question to remove the “something else” option, remove the gender identity
questions, and remove the question on perceived discrimination by health care providers due to
personal attributes, including race or ethnicity, language or accent, gender or gender identity,
sexual orientation, age, culture or religion, disability, or medical history.

The changes proposed by CMS will undermine its ability to effectively administer the Medicare
program, fulfill statutory obligations, support the enforcement of civil rights laws, and inform
evidence-based policymaking.

1. Statutory obligations require the collection of comprehensive demographic data and
information on experiences of discrimination

Since the creation of Medicare through the Social Security Amendments of 1965, Congress has
obligated the Secretary of the U.S. Department of Health and Human Services to evaluate
approaches for the collection of data for the Medicare program to “allow for the ongoing,
accurate, and timely collection and evaluation of data on disparities in health care services and
performance on the basis of race, ethnicity, and gender.”' Multiple resources indicate that CMS
administers various data collections, including MCBS, to effectuate this mandate.> As CMS
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itself has noted, the MCBS data are especially important because the survey provides
information on Medicare beneficiaries that is not available in CMS administrative data.’

The proposed changes, including eliminating demographic questions on gender identity and
perceived discrimination, also conflict with CMS’ responsibilities under the Evidence-Based
Policymaking Act of 2018 and the Paperwork Reduction Act, which emphasize the federal
government’s obligation to gather and evaluate high-quality data to inform program
administration and policy development. Through the MCBS, CMS must demonstrate scientific
integrity and methodological rigor by providing objective, accurate, and timely information
about the experiences of beneficiaries. Removing these questions strips away a critical source of
information about barriers faced by beneficiaries, weakens the ability to identify disparities in
access, treatment, and outcomes, and design solutions to address those issues.

In addition, CMS’ proposal to eliminate the perceived discrimination question will also hinder
monitoring and enforcement of federal nondiscrimination protections. For example, Title VI of
the Civil Rights Act, Section 1557 of the Affordable Care Act, Section 504 of the Rehabilitation
Act, and the Age Discrimination Act prohibit discrimination in federally funded programs such
as Medicare. Without reliable data on whether beneficiaries experience discrimination based on
characteristics such as race, language, gender identity, sexual orientation, disability, and/or age,
CMS cannot effectively assess compliance with these statutes. The absence of such data would
not only impede civil rights enforcement but also limit CMS’s ability to proactively identify
patterns and take corrective action to ensure all beneficiaries receive equitable care.

2. LGBTQ+ older adults, especially transgender adults, face health disparities and rely
on Medicare

Research consistently demonstrates that LGBTQ+ older adults experience significant disparities
in health, disability, and economic security compared to their non-LGBTQ+ peers.* According to
the Williams Institute, there are approximately 18 million LGBT adults (aged 18 and older) in
the United States, including 2.1 million transgender adults, of whom 154,800 are transgender
adults aged 65 and older.’ The population of LGBT older adults in the United States is projected
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to steadily increase with some studies predicting that by 2030 there will be 7 million LGBTQ+
Americans over the age of 50.°

Transgender adults in particular experience higher rates of disability and chronic conditions,
coupled with economic barriers such as unemployment and poverty, making them more likely
than cisgender adults to rely on Medicare, often through disability-based eligibility before age
65.7 Because CMS has not consistently included questions related to sexual orientation and
gender identity on its information collections, research specifically on LGBTQ+ Medicare
beneficiaries remains limited. The removal of gender identity questions from MCBS eliminates
yet another critical source for these data.

Inclusion of sexual orientation and gender identity items in federal surveys such as the MCBS
should follow best practices for measurement, such as those recommended by the National
Academies of Sciences, Engineering, and Medicine.® Retaining these voluntary questions is
essential to build a more accurate understanding of the needs of LGBTQ+ beneficiaries. At the
same time, CMS must ensure that all demographic information, including sexual orientation and
gender identity data collected through federal surveys including the MCBS, are gathered,
analyzed, and reported in compliance with the strongest applicable privacy and confidentiality
standards. Protecting respondents’ information is critical to building trust and should be achieved
by meeting the requirements of robust safeguards.

3. Data about perceived discrimination by health care providers are essential to ensure
accountability

Evidence shows that discrimination in health care is both widespread and harmful, yet data on
the experiences of Medicare beneficiaries specifically is limited. According to a 2023 study by
KFF, about one in five (18%) Black adults and roughly one in ten American Indian and Alaska
Native (12%), Hispanic (11%), and Asian (10%) adults who received health care in the past three
years report being treated unfairly or with disrespect by a health care provider because of their
racial or ethnic background.” Additionally, a 2024 study by the Center for American Progress
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found that more than one-third of transgender adults (37 percent) postponed or did not try to
access needed medical care due to the fear of experiencing disrespect and discrimination.'
Negative experiences and discrimination by health care providers contribute to worse health
outcomes, delays in care, and diminished trust in the healthcare system."'

The MCBS is the only nationally representative survey of Medicare beneficiaries that captures
perceived discrimination by health care providers, filling a critical data gap on the experiences of
older adults and people with disabilities left by other federal data collections. For example,
inclusion of a question about perceived discrimination by health care providers in the 2024
MCBS provides evidence that beneficiaries under 65 years; people speaking a language other
than English at home; beneficiaries with race/ethnicity other than White non-Hispanic, Black
non-Hispanic, Hispanic, or Asian; and beneficiaries who identify as lesbian, gay, or bisexual
were more likely to report being treated in an unfair or insensitive way by a healthcare
provider."”” Eliminating the perceived discrimination question would erase one of the few tools
available for CMS to monitor discrimination in Medicare, while also depriving researchers,
policymakers, and advocates of critical data needed to identify barriers to care, develop
solutions, and hold the health care system accountable.

4. Request for action

In light of the evidence of the necessity of questions on gender identity and perceived
discrimination, the undersigned respectfully request that CMS act immediately to:

1. Reinstate voluntary demographic data questions about gender identity as previously
included on the MCBS.

2. Reinstate the MCBS question about perceived discrimination due to certain personal
attributes, including race or ethnicity, language or accent, gender or gender identity,
sexual orientation, age, culture or religion, disability, or medical history.

3. Publicly disclose the rationale for removing these questions, including any internal
review or justification, to restore trust in the agency's commitment to unbiased,
scientifically valid data collection.

Conclusion

Removing demographic questions on gender identity and the measure of perceived
discrimination from the MCBS will eliminate a critical tool for identifying disparities in access,
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treatment, and outcomes. It would also impede enforcement of civil rights protections and
weaken the evidence base needed to design programs that meet beneficiaries’ needs. CMS has a
statutory responsibility to collect unbiased, scientifically valid data that reflect the realities of all
Medicare beneficiaries. Abandoning these questions in response to politically motivated
directives would compromise that responsibility, erode the foundation for evidence-based
policymaking, and undermine trust in CMS’s commitment to transparency and scientific
integrity.

Thank you for your consideration of this important matter.
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