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Celebrating 100 Years

Consensus Statement on Health Equity

Our current health system came of age when racial segregation and many other forms
of discrimination based on such things as gender identity and sexual orientation,
disability, and other factors were sanctioned by custom and law. Widely practiced
discrimination bred structured health disparities for racial groups and other populations
whom the society decided to disadvantage. The U.S. health care system has
dismantled the outward manifestation of segregated care so that race is no longer the
explicit discriminator. However, the legacy system continues to bolster discriminatory
practices and has replaced the language of segregation with new discriminators. These
discriminators, such as location, personal income, and employment and insurance
status disproportionately impact the historically disadvantaged. The net result is that
structured health disparities remain.

Commitment to Action

Piecemeal solutions are no longer an option. It is time for a complete transformation of
the health care system to promote unbiased structures and processes to advance
equitable access to quality health care for all. This includes addressing all societal,
structural, financial, and policy determinations that are products of — and reinforce — this
historical bias. We, as the leaders of the nation’s patient groups, commit to working
together to end structural discrimination in the health care system and align on a
successful strategy for reform. We call on our nation’s leaders to join us. Patient
organizations are uniquely positioned to lead the health ecosystem towards equity. We
commit to elevating the patient voice and reframing conversations to elevate managing
the health, financial, and other risks patients face over managing financial liability to the
health system. Specifically, we will work to:

e Promote an inclusive, equitable, accessible, and high-quality care delivery
system;

e Advocate for equitable access to affordable and comprehensive health insurance
coverage;

e Partner with organizations that have a track record in addressing social
determinants of health to reduce health disparities; and

e Collaborate with the biomedical and health-services research and the health
economics ecosystem to support equity in development and valuation of new and
innovative treatments and services. This includes the collection and reporting of
demographic factors in research to include race, disability status, ethnicity, age,
sexual orientation and gender identity, and other factors to help identify and
eliminate biases.



We recognize that health inequity is a highly complex problem. Effective solutions will
require action from across the entire health ecosystem and collaboration with
organizations outside the health care sphere, including policymakers at all levels of
government, employers, health insurers, researchers, clinicians, caregivers, patients,
and others.

We, as patient groups representing and advocating for all people regardless of race,
ethnicity, gender identity, sexual orientation, disability status, or country of origin, must
commit to take action within our organizations and the communities we serve to reduce

health inequities.

Sincerely,
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Miriam O’Day
President & Chief Executive Officer
Alpha-1 Foundation

Harry Johns
President & Chief Executive Officer
Alzheimer’s Association
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Randall Rutta

President & Chief Executive Officer
American Autoimmune Related
Diseases Association

ks

Mirta Avila Santos, MD
Executive Director

American Behcet's Disease Association
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Gary M. Reedy
Chief Executive Officer
American Cancer Society

Tracey D. Brown

Chief Executive Officer
American Diabetes Association
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Robert Gebbia

Chief Executive Officer
American Foundation for Suicide
Prevention
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Nancy Brown
Chief Executive Officer
American Heart Association
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LaVarne Burton
President & Chief Executive Officer
American Kidney Fund
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Harold P. Wimmer

National President & Chief Executive
Officer

American Lung Association

Mary Richards
President & Chief Executive Officer
Amputee Coalition
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Ann Palmer
President & Chief Executive Officer
Arthritis Foundation

Kenneth Mendez

President & Chief Executive Officer
Asthma and Allergy Foundation of
America
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Emily Milligan
Executive Director
Barth Syndrome Foundation

M%'wr

Alice Bast
Chief Executive Officer
Beyond Celiac

va]wﬂ\) Y. dlon

Marilyn G. Geller
Chief Executive Officer
Celiac Disease Foundation
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Michael Sapienza

Chief Executive Officer
Colorectal Cancer Alliance

James D. Crapo, MD
Chief Executive Officer
COPD Foundation
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Michael Osso
President & Chief Executive Officer
Crohn’s and Colitis Foundation
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Kenneth Hobby
President
Cure SMA
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Laura Thrall
President & Chief Executive Officer
Epilepsy Foundation

Julia Jenkins
Executive Director
EveryLife Foundation for Rare Disorders
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Katherine Wilemon

Founder & Chief Executive Officer
Familial Hypercholesterolemia
Foundation
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Laurie Fenton Ambrose
Co-Founder, President & Chief
Executive Officer

GO2 Foundation for Lung Cancer

Sharon Meyers, EdD, CFRE

President & Chief Executive Officer
Hemophilia Federation of America
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Louise Vetter

President & Chief Executive Officer
Huntington’s Disease Society of
America
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Diana Gray
President & Chief Executive Officer
Hydrocephalus Association
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John G. Boyle
President & Chief Executive Officer
Immune Deficiency Foundation
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Andrea Ferris
President & Chief Executive Officer
LUNGevity Foundation
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Stevan W. Gibson
President & Chief Executive Officer
Lupus Foundation of America
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Paul Gionfriddo
President & Chief Executive Officer
Mental Health America
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Samantha Masterson

President & Chief Executive Officer
Myasthenia Gravis Foundation of
America



Daniel H. Gillison, Jr.
Chief Executive Officer
National Alliance on Mental lllness
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Andy Bryant
Acting Chief Executive Officer
National Alopecia Areata Foundation
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Linda D. Wilkinson
Executive Director
National Blood Clot Alliance
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Julie Block
President & Chief Executive Officer
National Eczema Association
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Mary Fete

Executive Director

National Foundation for Ectodermal
Dysplasias

Leonard A. Valentino
President & Chief Executive Officer
National Hemophilia Foundation
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Kevin Longino

Chief Executive Officer and Kidney
Transplant Patient

National Kidney Foundation
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Cynthia Zagieboylo
President & Chief Executive Officer
National Multiple Sclerosis Society
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Peter L. Saltonstall

President & Chief Executive Officer
National Organization for Rare
Disorders

Claire Gill

Chief Executive Officer
National Osteoporosis Foundation



Randy Beranek
President & Chief Executive Officer
National Psoriasis Foundation

Tracy Smith Hart

Chief Executive Officer
Osteogenesis Imperfecta Foundation
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Julie Fleshman, JD, MBA
President & Chief Executive Officer
Pancreatic Cancer Action Network
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Pat Furlong

Founding President & Chief Executive
Officer

Parent Project Muscular Dystrophy
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Jeff Todd
President & Chief Executive Officer
Prevent Blindness
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Barbara Collura

President & Chief Executive Officer
RESOLVE: The National Infertility
Association

Steven Taylor

President & Chief Executive Officer
Sjogren's Foundation
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Oved Amitay
President & Chief Executive Officer
Solve ME/CFS Initiative

Sara Struwe
President & Chief Executive Officer
Spina Bifida Association
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Calaneet Balas
President & Chief Executive Officer
The ALS Association
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Lisa Butler
Executive Director

The GBS/CIDP Foundation International



Susan Sherman
Chief Executive Officer
The LAM Foundation

Michael L. Weamer
President & Chief Executive Officer
The Marfan Foundation

Andrea Baer
Executive Director
The Mended Hearts, Inc
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Amit Paley
Chief Executive Officer
The Trevor Project

Celina Gorre
Chief Executive Officer

WomenHeart: The National Coalition of
Women with Heart Disease



