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May 8, 2026

Mr. Vernon Rowen

Executive Director

Minnesota Prescription Drug Affordability Board
85 7th Place East, Suite 280

Saint Paul, MN 55101

Vernon.Rowen@state.mn.us
Dear Mr. Rowen:

Last September, the Partnership to Improve Patient Care (PIPC) reached out to share with the
Minnesota Prescription Drug Affordability Board (PDAB) the concerns of patients and people
with disabilities related to the PDAB’s potential use of cost effectiveness analyses and
specifically quality-adjusted life years (QALYs) and similar measures that devalue disabled lives.
We shared background on the existing federal law and regulations that bar the use of QALYs
and similar measures in decisions impacting reimbursement and coverage.! To date, we have
not received a response acknowledging that the PDAB is aware of these important safeguards
that | and many others in the disability community have fought to achieve.

Our new research on the United Kingdom’s health system, where QALYs were created as a tool
to ration care, is a cautionary example rather than a model. Their reliance on the discriminatory
QALY, its rigid evidence standards, its exclusion of patients from meaningful decision-making,
and its systematic delays in granting access to innovative medicines have produced outcomes
that should be impermissible in the U.S. People with disabilities, older adults, and those with
rare or complex conditions are the most impacted due to restricted access to care.? If this
Board’s work mimics the UK by incorporating discriminatory value assessments into decision-
making, it will be risking these same negative outcomes experienced in the UK.3

At the April meeting, the PDAB had the opportunity to learn from the real-world experiences of
U.S. patients whose affordability challenges are largely drawn from formulary benefit design

L https://www.pipcpatients.org/uploads/1/2/9/0/12902828/pipc_minnesota_pdab_2025.pdf

2 https://www.pipcpatients.org/uploads/1/2/9/0/12902828/uk_health_care_system_-_pipc_white_paper__3_.pdf
3 “There has been increasing interest by the Federal Government in reducing the cost of health care by modeling
parts of its national health insurance programs after the healthcare systems of other countries, such as the United
Kingdom. Several of these countries utilize QALYs to make benefits and coverage decisions. The coverage denials
and loss of access to care faced by people with disabilities in these countries illustrate what might happen if the
United States made a similar choice.” National Council on Disability, 2019. https://www.ncd.gov/report/quality-
adjusted-life-years-and-the-devaluation-of-life-with-a-disability/
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and utilization management. The lack of understanding among Board members as to the
complexity of the drug supply chain and statements from the Board members that patient costs
are not the focus of the PDAB’s work runs contrary to what we believed to be the intent behind
creating the PDAB. Proprietary transactions prevent patients from having concrete knowledge
of actual prices. Therefore, patients and people with disabilities only have knowledge of prices
and associated costs that they experience, which often involve fighting for insurance coverage
of needed medications. If the goal is to reduce costs in a manner that is meaningful and positive
for patients, the PDAB should welcome data to understand the real-world affordability
challenges that patients and people with disabilities face so that any policy advanced by the
PDAB makes their quality of life better — not worse.

We understand that the budget proposed by Governor Walz eliminates the Prescription Drug
Affordability Advisory Council, which includes seats for patients. It is vital that patients have not
only a voice but a vote in this process. Health care policy work is complicated, and patients are
the ones that will ultimately face any harmful unintended consequences. When the disability
community was fighting for passage of the Americans with Disabilities Act (ADA), our mantra
was “Nothing about us without us.” While we also want a vote for patients on the PDAB, at a
minimum the Board should have meaningful input from patients and people with disabilities in
an advisory role. Otherwise, this effort is not about helping them and could be a threat to their
care.

We are also concerned that the Minnesota PDAB process is not fully accessible to the public
and people with disabilities. In efforts to access the video of the April meeting, we were
prompted to request access — receiving a response several days later. Comments submitted to
the PDAB are also not made available on the website. Digital access is an important aspect of
accessibility for people with disabilities, as well as the public.*> Without it, the PDAB’s work
cannot be fully transparent and will therefore lack credibility among the stakeholders whose
health care is directly impacted.

We urge the PDAB to pause its work and to collaborate with patients and people with
disabilities on a process that is transparent, includes their meaningful engagement, and
safeguards against discrimination in a manner that is compliant with federal laws against use of
measures that devalue disabled lives.

Thank you for your consideration.

4 https://gingrich360.com/2023/05/18/the-internet-should-be-accessible-and-usable-for-americans-with-
disabilities/
5 https://www.ada.gov/resources/2024-03-08-web-rule/
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Sincerely,
~N
— Co<l ha

Tony Coelho
Chairman
Partnership to Improve Patient Care
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