
February 9, 2023

The Honorable Charlotte A. Burrows
Chair
Equal Employment Opportunity Commission
131 M Street, NE
Washington, DC 20507

RE: 2023-2027 Draft Strategic Enforcement Plan (Docket No. EEOC-2022-0006)

Dear Chair Burrows,

On behalf of Patients Rising Now,  thank you for the opportunity to comment on the U.S. Equal
Employment Opportunity Commission’s (EEOC)  2023-2027 Draft Strategic Enforcement Plan
(SEP).

Formed in 2015, Patients Rising Now (PRN) has developed a significant following of over
110,000 patients and caregivers and has guided them on their journeys to advocate for
themselves and their loved ones to get the care and treatments they need to live a fulfilling life.
As a patient advocacy organization, PRN supports reforms and legislation aimed at advancing
patient access to affordable, quality healthcare.

The proposed changes to the SEP outlined will strengthen already sound EEOC policy to protect
members of vulnerable communities. At Patients Rising Now, diversity and efforts to increase
diversity sit among the core of our values. As part of our commitment to ensure that all patients
have access to treatments and care, Patients Rising Now maintains a Diversity, Equity, and
Inclusion Council. The Council is composed of healthcare stakeholders from a variety of
cultural, ethnic, and socioeconomic backgrounds, including youth and patient advocates, health
educators, writers, and consultants, as well as case workers and nonprofit leaders – several of
whom live with rare and chronic diseases themselves.

However, one type of discrimination which is not among the provisions outlined: insurance
plans’ use of the Quality-Adjusted Life Year (QALY). Put simply, Health Technology
Assessment (HTA) organizations like the Institute for Clinical and Economic Review (ICER) use
the QALY to reduce every patient to a dollar amount. QALY projections then determine which
patients get covered,  and who is left without treatment. They prioritize the least costly patients
rather than those who have the greatest need for healthcare. The primary reason this should be



prohibited, and the reason this falls squarely within the EEOC’s perview, is that the QALY is
heavily used in employer-sponsored health plans offered to employees. Meaning, an integral
benefit for employees is on its face discriminatory.

QALY-based models view life as more valuable with a “perfect” body, in “perfect” health. If a
patient does not meet an HTA’s desired characteristics of “perfect,” they will be disadvantaged in
their equations. This is a payer-centric approach to healthcare finance, not a patient-centered
model.

The current QALY-based assessment methods, by definition, assume that a year of additional life
is worth less to someone with a disease. As a result, the standard values drugs used to treat
elderly, disabled, or chronically ill patients less because there is no reasonable expectation that
these patients will experience “perfect health” under any circumstances. QALY-based value
assessments establish standards and baselines that disabled, rare disease, and chronically ill
patients cannot measure up against. What inevitably results is decreased access to care.

Discriminating against an individual on the basis of their disability is not only wrong, it’s illegal.
But, use of the QALY in coverage and payment determinations is allowed to continue. Reducing
the utility of someone just because they have a disability or rare disease, especially if done in the
context of determining whether someone should get a new treatment is discrimination by design.
Counting someone as less of a person for political or economic calculations because of their
health status is like devaluing someone due to their race, gender, religion, or sexual preference.
Indeed, many new medicines that provide great benefit to minorities – to treat cancer, Sickle cell
anemia and other chronic conditions – would be discounted by QALY measures.

Thank you again for holding open a comment period on this critically important issue. EEOC
does, and will continue to do, great work in preventing discrimination. Further examination of
QALY-based value assessments would reveal the same sort of discrimination against which this
commission protects. Swift, corrective action would do a world of good for disabled, rare
disease, and chronically ill patients.

Sincerely

Rachel Derby
Executive Director


