March 2, 2026

Honorable lJillian Gilchrest Honorable Matt Lesser

State Representative State Senator

Legislative Office Building, Room 2002 Legislative Office Building, Room 2800
Hartford, CT 06106-1591 Hartford, CT 06106-1591

Dear Rep. Gilchrest and Sen. Lesser:

| am writing on behalf of the Color of Gastrointestinal lliness (COGI) to share my concerns about
the Connecticut legislature’s consideration of Governor's Bill No. 5040, specifically Section 6
which authorizes a third party to conduct comparative effectiveness reviews of prescription
drugs that may be selected. COGlI represents Black, indigenous and other people of color (BIPOC)
who are affected by inflammatory bowel disease (IBD), digestive disorders, gastrointestinal
cancer and associated chronic ilinesses. Therefore, COGI has very serious concerns about the
health equity implications of value assessments conducted by third parties that devalue people
with disabilities and serious chronic conditions, which this legislation authorizes without
safeguards consistent with federal law and regulations.

To achieve optimal health outcomes, policymakers must consider how their actions may
unintentionally create more barriers for our patients to access to treatment. Due to the historic
perception that people of color are not impacted by IBD, it often takes far too long for patients
in our community to get an accurate diagnosis. Given this delay, it is essential that once we are
diagnosed, we are able to quickly and efficiently access the medications we need — additional
delays only enhance the disparities in care that patients of color already face.

| founded COGI based on my own personal experience as a Black woman. | have been on 16
medications, from pills to injections to suppositories. | started having rectal bleeding at the age
of 13 yet was not diagnosed with Crohn’s disease until 2018 after a 30-year journey. And even
with diagnosis, | did not get an advanced therapy prescribed until December 2023. That
medication changed my life. Yet | also recognize that | have a progressive disease and my health
has been forever impacted by a delayed diagnosis and delayed prescribing of the advanced
therapy | needed.
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Value assessments of health care, including prescription drugs, are often developed in a manner
that devalue disabled lives and the impact of care on their quality of life, with disproportionate
implications for people who already face significant health disparities. Their use by payers leads
to more aggressive utilization management, whether related to reviewed drugs or products
treating the same condition. Payers may consider certain drugs to be a therapeutic alternative
despite evidence that treatments are not necessarily interchangeable for patients in the real
world, a concept known as personalized medicine. The legislation does not protect against this
likely response to discriminatory value assessment data impacting formulary placement of drugs,
thereby entrenching existing health disparities when patients cannot get the drug that would be
most effective for their individual and personalized needs.

We are concerned that the legislation does not include meaningful protection against the use of
quality-adjusted life years (QALYs) and similar measures that are known to devalue people with
disabilities and serious chronic conditions. For example, the Institute for Clinical and Economic
Review (ICER) may view itself as an eligible third-party contractor for the types of reviews
outlined in the proposed legislation, an entity that views the QALY as the gold standard for value
assessments and also uses an equally discriminatory measure called the equal value of life year
gained (evLYG). Despite QALYs and similar measures being barred by federal law from use in
Medicare reimbursement and coverage decisions and subsequently barred from use in any
program receiving federal funds by the regulations governing disability nondiscrimination in
Section 504 of the Rehabilitation Act, ICER seeks to partner with governments and payers to use
their assessments in decisions impacting patients and people with disabilities. Using QALYs and
similar measures indirectly by reference to ICER studies or to similar assessments of value from
other countries is inconsistent with these federal safeguards.

We appreciate your consideration of our concerns and hope that the legislature will not advance
Section 6 of this bill. There is much work to be done to address the egregious use of utilization
management and adverse formulary placement of certain drugs by payers that is at the heart of
affordability and access challenges for patients.

Thank you for your consideration of our comments.

Sincerely,

Melodie C. Narain-Blackwell

Melodie C. Narain-Blackwell
President & Founder
Color of Gastrointestinal Ilinesses (COGI)



