April 12,2022

The Honorable Jim Wood
Assembly of California

P.O. Box 942849
Sacramento, CA 94249-0002

RE: Office of Health Care Affordability — Request for Amendments
Dear Assemblymember Wood:

We understand that the rising cost of healthcare is a concerning issue that requires real solutions. As
organizations representing patients and people with disabilities, the affordability of health care is a
significant priority, and we look forward to working with state policymakers to manage health costs in a
manner centered on meeting the health care needs of people with disabilities and chronic conditions. In
doing so, we urge the state to avoid policies that would potentially discriminate by relying on
inequitable metrics such as the Quality-Adjusted Life Year (QALY) that have detrimental implications for
access to needed care and treatment by explicitly barring their use in health care decisions.

We are aware that the bill, AB 1130, is under consideration by the California legislature to establish,
within OSHPD, the Office of Health Care Affordability to analyze the health care market for cost trends
and drivers of spending, develop data-informed policies for lowering health care costs for consumers,
set and enforce cost targets, and create a state strategy for controlling the cost of health care and
ensuring affordability for consumers and purchasers. We are also aware that similar policies are being
considered by the Governor and may be included in the budget process. We believe it is essential that
people with disabilities and chronic conditions, those who would be most impacted by these types of
policies, are able to have a robust voice in the development of this legislation and specifically on the
Office of Health Care Affordability Advisory Board. If created, the 24 undersigned organizations
representing patients and people with disabilities would like to be resources to the Board as it strives to
make balanced decisions and avoid unintended consequences for patient access to needed care.!

We are writing to share information about QALYs and to advocate for provisions to be included that
would bar their use by the Board in deliberations about the effectiveness of treatments and services. As
you may know, entities that review the cost and benefit of health care often rely on QALYs and some
even call QALYs the “gold standard.”?
potentially violate existing civil and disability rights laws. Therefore, we propose the following

Yet, referencing discriminatory metrics such as QALYs can

amendments to AB 1130 and that the intent of these amendments be included into any associated
budget action:

* Amendment 1: on page 36, after line 10, insert: “(8) Account for impact on access to care with
specific consideration of the impact on persons with disabilities and chronic illness.”

* Amendment 2: on page 42, after line 28, insert: “(r) The Office or Board shall not develop or
utilize, directly or indirectly through a contracted entity or other third-party, a dollars-per-
quality adjusted life year or any similar measures in determining or researching whether a
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particular health care treatment is cost-effective, appropriate payment amounts, or policies,
targets, or programs.”

QALY-based assessments assign a financial value to health improvements provided by a treatment that
do not account for outcomes that matter to people living with the relevant health condition and that
attribute a lower value to life lived with a disability. When applied to health care decision-making, the
results can mean that people with disabilities and chronic illnesses, including older adults, are deemed
not worth the cost to treat. We encourage you to review the report from the National Council on
Disability, an independent federal agency, recommending that policymakers avoid referencing the QALY,
clarifying that its use in public programs would be contrary to United States civil rights and disability
policy.® Most recently, the National Council on Disability initiated work to review how states may be
using QALYs and their implications for restricting access to care.*

The United States has a thirty-year, bipartisan track record of opposing the use of the QALY and similar
discriminatory metrics and establishing appropriate legal safeguards to mitigate their use. Section 504 of
the Rehabilitation Act ensures that people with disabilities will not be “excluded from participation in,
be denied the benefits of, or otherwise be subjected to discrimination,” under any program offered by
any Executive Agency, including Medicare.’ Title Il of the Americans with Disabilities Act (ADA) extended
this protection to programs and services offered by state and local governments.® Based on the ADA’s
passage in 1990, in 1992 HHS rejected a state waiver application because its reliance on QALYs and cost
effectiveness standards would have violated the ADA and lead to discrimination against people with
disabilities in determining the state’s prioritized list of services.’

In 2010, the Affordable Care Act (ACA) stated that the Secretary of Health and Human Services (HHS) has
no authority to deny coverage of items or services “solely on the basis of comparative effectiveness
research” nor to use such research in a manner that would attribute a lower value to extending the lives
of older adults, people with disabilities or people with a terminal illness. Additionally, the ACA
specifically prohibits QALYs and similar metrics from being used by HHS as a threshold to establish what
type of health care is cost effective or recommended, as well as prohibiting their use as a threshold in
Medicare to determine what is covered, reimbursed or incentivized.’ Most recently, HHS reiterated in a
final rule that it is a violation of section 504 of the Rehabilitation Act, the ADA, the Age Discrimination
Act, and section 1557 of the ACA for state Medicaid agencies to use measures that would unlawfully
discriminate on the basis of disability or age when designing or participating in VBP arrangements.™

We hope that you will engage patients and people with disabilities in your current process and bear in
mind these legal protections under health and civil rights laws as you consider AB 1130 and other similar
action. We appreciate the important work you are doing and stand ready to work with you on
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appropriate policies that do not discriminate or limit access to needed care and treatment. We would be
happy to discuss our concerns and the experiences of patients and people with disabilities. Please reach

out to Siri Vaeth (svaeth@cfri.org) if you would like to discuss in more depth.

Sincerely,
Siri Vaeth, MSW
Executive Director

Cystic Fibrosis Research Institute

svaeth@cfri.org

Kelly Barta

State Advocacy Manager

Allergy & Asthma Network
kbarta@allergyasthmanetwork.org

Eugenia Welch

CEO

Alzheimer's San Diego
ewelch@alzsd.org

Gunnar Esiason, MBA

Boomer Esiason Foundation

Exec. Vice President, Strategy & Advocacy
Gunnar@Esiason.org

Rhonda Smith

Executive Director

California Black Health Network
rsmith@cablackhealthnetwork.org

Carole Florman

Policy Fellow

CancerCare
cflorman@cancercare.org

Desiree Magee

Founder

Daphne's Lamp
desiree@daphneslamp.com

George Huntley

CEO

Diabetes Patient Advocacy Coalition
ghuntley@diabetespac.org

Sue Peschin

President and CEO

Alliance for Aging Research
speschin@agingresearch.org

Adrienne Shapiro

Founder and CEO

Axis Advocacy
adrienne@axisadvocacy.org

Angela Ramirez Holmes
Founder/President

CA Action Link for Rare Diseases (Cal Rare)
Angela@calrare.org

Liz Helms

President & CEO

California Chronic Care Coalition
lizhelms@chroniccareca.org

Julie Kornack

Chief Strategy Officer

Center for Autism and Related Disorders
J.Kornack@centerforautism.com

Erika Emerson

Chief Policy Officer

Diabetes Leadership Council
ebemerson@diabetesleadership.org

Eric Harris

Director of Public Policy
Disability Rights California
Eric.Harris@disabilityrightsca.org




Irma Resendez

Executive Director

Familia Unida Living with MS
Iresendez@familia-unida.org

Marc Yale

IPPF Advocacy & Research Coordinator
Intl. Pemphigus Pemphigoid Foundation
marc@pemphigus.org

Jimmy Boyd

Analyst

Men's Health Network
Men@menshealthnetwork.org

Thayer Roberts

Deputy Director

Partnership to Improve Patient Care
thayer@pipcpatients.org

Kari Rosbeck

President and CEO

TSC Alliance
krosbeck@tscalliance.org

Cc:

Felica Jones

CEO/Executive Director

Healthy African American Families
felicajones@haafiil.org

Scott Suckow

Executive Director

Liver Coalition of San Diego
scott@livercoalition.org

James Lee

Public Policy Chair

Neuropathy Action Foundation (NAF)
info@neuropathyaction.org

Richard Zaldivar

Founder and Executive Director
The Wall Las Memorias
richard.zaldivar@twlmp.org

The Honorable Joaquin Arambula, Chair, Assembly Budget Subcommittee No. 1
The Honorable Susan Eggman, Chair, Senate Budget Subcommittee No 3

The Honorable Richard Pan, Chair, Senate Health Committee

Ms. Keely Bosler, Director, California Department of Finance

Ms. Tam Ma, Deputy Legislative Secretary, Office of Governor Newsom

Members, Assembly Budget Subcommitee No. 1
Members, Senate Budget Subcommittee No. 3

Members, Senate Health Committee

Ms. Andrea Margolis, Consultant, Assembly Budget Subcommitee No. 1

Mr. Eric Dietz, Consultant, Assembly Republican Caucus

Mr. Scott Ogus, Consultant, Senate Budget Subcommittee No. 3
Mr. Anthony Archie, Consultant, Senate Republican Caucus



