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To Whom It May Concern,

We are grateful for the opportunity to provide comments to the National Committee for
Quality Assurance (“NCQA” or “Department”) regarding its proposed changes to the Healthcare
Effectiveness Data and Information set (“HEDIS”) Breast Cancer Screening and Cervical Cancer
Screening measures. !

The undersigned are scholars affiliated with the Williams Institute, an academic research
center dedicated to conducting rigorous and independent research on sexual orientation and
gender identity (“SOGI”), including on disparities and discrimination experienced by lesbian,
gay, bisexual, and transgender (“LGBT”) people. The Williams Institute has long worked with
federal agencies to improve data collection on the U.S. population, including producing widely
cited best practices for the collection of SOGI information on population-based surveys.?

We write to you in support of the proposed changes to the HEDIS measures to update the
definition of all people recommended for routine screening for breast and cervical cancer. This
update acknowledges that individuals in need of these cancer screenings may have a diverse set
of gender identities and experiences, while previous guidelines were limited by their focus on
“females.” There is currently very little data or research done on the rate of breast and cervical
cancer among transgender and gender nonbinary people (hereinafter “transgender people”).
Important areas with little or missing information include access to cancer screenings,
participation in preventative screenings, and the quality of medical treatment received.?
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Existing research indicates that transgender people experience discrimination and
disparities related to health care access. For example, research done by the Williams Institute
shows transgender individuals consistently report significantly lower rates of preventative care
compared to their cisgender adult counterparts. In California, 39% of transgender adults had no
preventative care visit during the past year compared to 28% of cisgender adults,* and nationally,
20% of transgender adults report that they have no place to go for their healthcare.> According to
a report from the 2015 U.S. National Transgender Survey, “Only 27% [of transgender adults
assigned female at birth] reported that they had a Pap [test] in the past year, compared to 43% in
the U.S. adult population.”® A lack of provider and patient knowledge about the necessity of
routine screening may further disparities in health outcomes.”

Provider bias and discrimination when seeking care are also major factors impacting
breast and cervical cancer screening among the transgender population. For example, a national
survey showed 62% of transgender people worry about being negatively judged when seeking
healthcare.® New guidelines could help to increase provider awareness and patient access to
inclusive care, leading to an increase in early detection and quality treatment options.

Similar changes to the ones proposed by NCQA have been suggested in the context of
HPV screening to increase awareness of early risk factors and detection among sexually active
transgender individuals with a cervix.® These changes would help to bring quality measures in
line with the most recent version of the World Professional Association for Transgender Health’s
(“WPATH”) Standards of Care.!? Less invasive, patient-centered HPV testing via self-swabbing
has been studied as a potential solution to increasing the rate of early screening, especially for
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those who may experience physical or emotional discomfort during gynecological exams.!! Any
changes to these measures should look to such research to help improve quality of patient-
provider interactions and uptake of screenings. Medical providers may have difficulty
determining the appropriateness of various breast cancer imaging and treatment options for
transgender patients, therefore education on updated guidelines is needed to help increase
provider knowledge.!?

We recommend that NCQA also include guidance for ethical use of these insurance
records and incorporate controls around misuse of these data into the existing accountability
mechanisms used by the organization, such as through accreditation considerations. Although the
disclosure of personal medical information is strictly regulated under federal law such as the
Health Insurance Portability and Accountability Act (“HIPAA™)!® and some state and local laws
may offer additional protections against discriminatory use of information, even entities and
individuals with potentially lawful access to records may choose to use them to harm transgender
patients. For example, elected officials in Florida!* and Missouri'> have recently requested, and
in the case of Florida, received information about young people obtaining gender-affirming care
through state-funded providers. In Arkansas, state law explicitly permits insurance providers to
deny gender-affirming care.'® Therefore, NCQA should ensure to the greatest extent possible that
these changes do not contribute to denial of care for transgender patients, particularly in states
without SOGI or nondiscrimination protections.!” One approach to this consideration might be
an evaluation of the impact of the changes after implementation.

Lastly, we recommend that NCQA assess the impact of these changes for intersex people.
Intersex people are born with (or develop naturally in puberty) genitals, reproductive organs,
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and/or chromosomes that do not fit standard definitions of male or female.'® While insufficient
research has been done to date to identify the range of health needs of intersex populations,
research suggests that intersex people experience poorer health than is typically observed in the
general population.!® The changes proposed by NCQA could potentially allow better health
outcomes and better measurement for some intersex patients. However, further research could
support making additional recommendations to accommodate those with variations in sex
characteristics, including the possibility of accommodating anatomical inventories in future
releases, as discussed in the proposed revisions.

We commend the NCQA for the proposed revisions to gender inclusion measures in an
effort to ensure that “all members who are recommended for routine breast and cervical cancer
screenings receive the screening.” The resulting data would help us to better understand the
health disparities among gender minority populations and advance inclusive care. Thank you for
your consideration.

Respectfully Submitted,
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