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Civil rights leaders call for federal intervention in
Oregon’s discriminatory health care rationing plan

Oregon plan harms people of color, people with disabilities, older
adults

Portland, Oregon—Disability Rights Oregon led a letter from 21 state and national
organizations and four Oregon residents denouncing the devastating consequences of
Oregon’s plan to ration health care during the pandemic. The letter to the Office for Civil
Rights at the U.S. Department of Health and Human Services (OCR) cites the negative impact
this plan will have on people of color, people with disabilities, immigrants and seniors. The
letter asked OCR to find that Oregon’s Crisis Care Guidance discriminates against people of
color, people with disabilities and seniors in violation of federal law.

“We are scared,” said Ross Ryan, a Mt. Angel resident with an intellectual disability who
joined the civil rights complaint. “No one should have to worry about whether a doctor
will listen to you or treat you when you are really sick just because you have a
disability.”

“Every week, we see more deaths in Oregon and we know people with disabilities,
people of color, immigrants and older adults are being hit the hardest,” said Jake Cornett,
Executive Director of Disability Rights Oregon. “We’ve demanded state leaders address
problems with Oregon’s Crisis Care Guidance to safeguard the civil rights of
Oregonians, yet we’ve seen no response. If Oregon’s leaders won’t step-up to ensure
state policies do not discriminate before the next surge of this pandemic emerges, we’ll
look for leadership elsewhere. Our families cannot afford to wait.”

Reports in Oregon show communities of color are disproportionately impacted by COVID-19.
For example, while 13.3 percent of Oregonians are Hispanic, they constitute 29.1 percent of all
COVID-19 deaths according to Oregon’s May 5 weekly COVID-19 report. The State has failed
to report this data for people with disabilities.
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"Though Oregon was the first state admitted to the Union with exclusion laws written
into its state constitution, and its legacy of racism, xenophobia and disparate treatment
of immigrants and minorities is well documented, non-discriminatory access to life
saving medical care for Oregon residents must clearly be an unalienable right,” said
Marcus C. Mundy, Executive Director of the Coalition of Communities of Color. “COVID-19
provides another opportunity for America, and Oregonians, to demonstrate that even in
crisis, perhaps especially in crisis, we adhere to our core principles that all life is
valuable, and all in America must be treated fairly and equally."

Civil Rights Leaders Demand Changes

The civil rights leaders seek changes to Oregon’s Crisis Care Guidance that include the
following protections for people with disabilities, people of color and older adults:

e No categorical exclusions. No person will be disqualified from receiving critical care
solely on the basis of their disability, race, age, or other protected class.

e A prohibition on coercive Do Not Resuscitate or Do Not Intubate medical orders.

o No reference to specific disabilities as a basis to reduce the likelihood that those
individuals would receive critical care.

o No consideration of life expectancy or the availability of resources in the longer term
as a basis to deny critical care treatment.

o No one be denied care based on stereotypes, assessments of quality of life or
judgments about a person’s “worth” based on the presence or absence of disabilities
or other factors.

e All rationing decisions must be based on individualized patient assessments by
clinicians using the best available objective medical evidence. This means that
rationing decisions cannot be based on discriminatory assumptions about a person’s
disability, medical conditions, race, or age.

e Making modifications to the assessment tools used under the Guidance if a person
cannot be accurately and fairly assessed due to a disability.

e Making modifications for people whose disabilities might require a longer period of
treatment—for example, on a ventilator—in order to ensure an equal opportunity to
benefit from the treatment.

Read the full text of the letter here.
Organizations and Individuals Joining the Civil Rights Complaint

Joining Disability Rights Oregon in this complaint were 14 civil rights and advocacy
organization in Oregon representing the interests of people with disabilities, older adults,
immigrants and people of color; four Oregon residents who fear discrimination; six national
advocacy organizations and the former Principal Deputy Assistant Attorney General in the
U.S. Department of Justice Civil Rights Division.
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Oregon Organizations: Disability Rights Oregon; The Arc of Oregon; ACLU of Oregon;
Coalition of Communities of Color; Independent Living Resources; Latino Network;
Native American Youth and Family Center; Oregon Consumer League; Oregon
Council on Developmental Disabilities; Oregon Self Advocacy Coalition; Oregon State
Council for Retired Citizens; United Seniors of Oregon, Unite Oregon and Urban
League of Portland.

Oregon Residents who Fear Discrimination: Ryan Ross of Mt. Angel is a person with
an intellectual disability; Timothy Roessel of St. John is a person with multiple
disabilities who survived COVID-19; Annadiana Johnson of Forest Grove is an older
adult with underlying health conditions living in a retirement community and Nicole
Charpentier of Portland is a person with cerebral palsy.

National Organizations: The Arc of the United States; Autistic Self Advocacy
Network; Bazelon Center for Mental Health Law; Center for Public Representation;
Disability Rights Education & Defense Fund; Justice In Aging and Sam Bagenstos,
former Principal Deputy Assistant Attorney General in the U.S. Department of Justice
Civil Rights Division.

About Disability Rights Oregon

Disability Rights Oregon upholds the civil rights of people with disabilities to live, work, and
engage in the community. The nonprofit works to transform systems, policies, and practices
to give more people the opportunity to reach their full potential. For more than 40 years, the
organization has served as Oregon’s Protection & Advocacy system.
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the allocation of scarce medical resources. We understand that public officials and health
care institutions must make difficult choices about how to allocate care, but it is critical that
OCR take immediate steps to ensure that life-saving care is not illegally withheld from people
with disabilities, people of color, older adults, and others with co-morbid conditions in
Oregon, due to discriminatory triage criteria endorsed by the state.

As the COVID-19 pandemic progresses, it amplifies profound, preexisting inequalities in our
society and health care system. Many Native American people, African-American people,
Hispanic people, people from other communities of color, people with disabilities,
immigrants, institutionalized persons, and working class Americans already experience
negative health outcomes at higher rates when compared to their white, non-immigrant, or
affluent peers. Early indicators show the effect of COVID-1g is following a similar trajectory.
People of color and immigrants are frequently employed in essential positions and are
working in contact with the public during the Governor’s stay at home order. We have long
known that women of color make up the largest group of personal care aides, home health
aides, and nursing assistants who provide direct care to older adults and people with
disabilities. These essential workers are at elevated risk of exposure to COVID-19 due to their
close contact with patients. People of color, people with disabilities, older adults, and
immigrants are also disproportionately unhoused, underhoused, or living in communal
settings where they do not have adequate space to socially distance themselves from others
who may be sick.

At the same time, these same communities have long received inadequate medical care, been
exposed to numerous environmental hazards, and been denied adequate medical insurance.
This has led to worse health outcomes and shortened life expectancy for people of color,
people with disabilities, and immigrants compared to others in the United States. As a result
of systemic unequal treatment, these communities disproportionately have diagnoses of
diabetes, respiratory disease, heart disease, liver disease, neurologic conditions, and high
blood pressure. These same conditions predispose these communities to endure the worst
outcomes after COVID-1g infection. Oregon’s Guidance would deny lifesaving care to people
with these conditions, which are known to disproportionately affect people of color, older
adults, and people with disabilities.

Considering that members of these communities are already more likely to be exposed to
COVID-19 and more likely to need intensive care once they are infected, it would be an even
greater injustice to deny them the care they need once they are infected, relying on resource
allocation criteria that reflect existing discrimination, such a pre-existing conditions, long-
term prognosis, and resource utilization. Oregon’s Guidance cannot, on its own, redress
centuries of inequality, but it should not reinstitute that discrimination in deciding who
should receive lifesaving care. For this reason, we request a finding by your Office that triage
factors which deny life-saving treatment to individuals based on underlying co-morbidities,
long-term prognosis, and age, must be eliminated from the Guidance in order to comply with
federal law.
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l, Complainants

The Arc of Oregon’s mission is to provide advocacy, support, and services to children and
adults with intellectual and developmental disabilities across the state. The Arc of Oregon in
Multnomah, Clackamas, and Washington Counties shares the mission of the statewide
organization and has been operating in the Portland area for 67 years. It has a hard-earned
reputation of offering advocacy and inclusive programs for people with intellectual and
developmental disabilities. It seeks to bring the voices of people experiencing intellectual
and developmental disabilities to the forefront, and to promote their inclusion as a guiding
principle in our programming.

ACLU of Oregon is a nonpartisan organization dedicated to the defending and advancing civil
liberties and civil rights. The ACLU believes that the freedoms of press, speech, assembly,
and religion, and the rights to due process, equal protection and privacy, are fundamental to a
free people. The ACLU advances and defends civil liberties and civil rights through activities
that include litigation, education, and lobbying.

The Coalition of Communities of Color is an alliance of culturally-specific community based
organizations in Oregon with representation from the following communities of color:
African, African American, Asian, Latino, Middle Eastern and North African, Native American,
Pacific Islander, and Slavic. The Coalition supports a collective racial justice effort to improve
outcomes for communities of color through policy analysis and advocacy, environmental
justice, culturally-appropriate data and research, and leadership development in communities
of color.

Disability Rights Oregon’s (DRO) mission is to promote and defend the rights of individuals
with disabilities. DRO envisions a society in which persons with disabilities have equality of
opportunity, full participation and the ability to exercise meaningful choice. Since 1977
Disability Rights Oregon has been the Protection and Advocacy System for the State of
Oregon.

Independent Living Resources is a non-profit organization dedicated to helping people

with all disabilities. Independent Living Resources was founded in 1957 and works to promote
the philosophy of Independent Living by creating opportunities, encouraging choices,
advancing equal access, and furthering the level of independence for all people with
disabilities.

Latino Network was founded in 1996 by community leaders who grew concerned about the
lack of adequate resources to meet the needs of the growing Latino community. Since then,
the Latino Network has evolved to become an organization that encompasses
transformational programs aimed at educating and empowering Latinos in Multnomah
County, Oregon.
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Native American Youth and Family Center is a family of numerous tribes and voices who are
rooted in sustaining tradition and building cultural wealth. It provides culturally-specific
programs and services that guide our people in the direction of personal success and balance
through cultural empowerment. Its continuum of lifetime services creates a wraparound,
holistic healthy environment that is Youth Centered, Family Driven, and Elder Guided to
enhance the diverse strengths of Native youth and families in partnership with the
community through cultural identity and education.

Oregon Consumer League has worked for 50 years to protect Oregonians’ rights through
education, policy development and advocacy. A critical part of that work is to promote sound
policy and governmental regulation in the interest of consumers and to help ensure effective
enforcement.

Oregon Council on Developmental Disabilities works to create social and policy change in
Oregon so that people with developmental disabilities, their families and communities may
live, work, play, and learn together. Council Members are appointed by the Governor of
Oregon. The Council includes self-advocates, family members of people with developmental
disabilities, representatives of advocacy organizations, community organizations that provide
services and supports to people with developmental disabilities, and representatives of state
agencies that receive federal funding on behalf of people with developmental disabilities.

Oregon Self Advocacy Coalition (OSAC) is an organization fighting for the rights of people
with intellectual and developmental disabilities. Operated by people with disabilities, OSAC
organizes and advocates for full inclusion in society. It works to reverse the assumption that
people with disabilities deserve only limited roles in society. OSAC represents self-advocates
in Oregon.

Oregon State Council for Retired Citizens (OSCRC) is a non-profit, non-partisan organization
dedicated to advocating for a good quality of life for seniors and people with disabilities. The
Council was founded in 1969 to represent the interests or Oregon’s seniors. The Council is a
state affiliate of the National Council on Aging.

United Seniors of Oregon is a non-profit, non-partisan organization dedicated to advocating

for a good quality of life for seniors and people with disabilities. United Seniors was founded

in 1979 to advocate for better policies for seniors in Oregon. United Seniors is a state affiliate
of the National Council on Aging.

Unite Oregon is led by over 13,000 people of color, immigrants and refugees, rural
communities, and people experiencing poverty working across Oregon to build a unified

intercultural movement for justice.

In addition to these organizations, this Complaint is brought by the following individuals:
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Ross Ryan is 51-years-old and lives in Mt. Angel, Oregon. He identifies as having an
intellectual disability and is an active advocate. He is a member of OSAC as well as a member
of the executive committee of Oregon’s Developmental Disability Coalition. He has spent his
life advocating for the equal rights of people with disabilities and full inclusion in society.
Ross lives independently and is interested in meteorology, puzzles, camping, and needle
point. He is worried that people with disabilities will not get public safety information
regarding COVID-19 in an accessible way. This would result in people like him not knowing
how to get to the hospital or how to talk to their doctors once they get there.

Timothy Roessel is 55-years-old and lives in St. John, Oregon. Timothy has multiple
disabilities, including lungs damaged in a scuba accident when he was young. In March 2020,
he was presumed positive for COVID-19. He had a high fever, cough, and a tightness of chest
making it difficult to breathe. “It was like having a bucket on my chest that someone was
slowly filling with sand.” However, he was denied a COVID-19 test and related treatment due
to rationing guidelines that did not make him a high priority despite his physical

disabilities. He survived the ordeal but is concerned that his remaining lung functioning has
been permanently reduced. He also worries about others like him that will be denied care
due to assumptions or stereotypes about their disabilities and quality of life.

Annadiana Johnson is a 67-years-old woman who lives in a retirement community and uses a
scooter or walker to ambulate. She has fibromyalgia, heart disease, chronic obstructive
pulmonary disease, osteoporosis, and severe dietary restrictions. She does not have a car and
uses mass transit to get to her doctor and out into her community. During this pandemic, she
has not consistently had access to personal protective equipment that she needs to go out
safely. She is also very worried about having safe, equal access to medical care because of her
disabilities. For example, if she does get sick, she may not have safe access to a test. Even if
she finds a safe way to get a test or get to the hospital for care, based on the current
guidance, she does not know if the hospital would even consider her for treatment given her
multiple disabilities or accommodate her based on those same disabilities. She is worried
about the lack of accommodations for her physical and other disabilities. She is locked at
home and is afraid.

Nicole Charpentier is a 39-years-old woman who uses a wheelchair. She identifies as having
cerebral palsy and asthma. In March 2020, she was feeling very sick and having a hard time
breathing. Her doctor recommended that she go to the hospital because she was
experiencing COVID-19 symptoms. When she got to the hospital with her personal care
worker, the physician argued with her regarding her disabilities and whether she should get
any accommodations or access to needed medical services. This same physician also
recommended that her personal care worker maintain a six-foot distance regardless of her
care needs. She is worried that if she ever needs medical care again, she will have to fight for
care and her rights to accommodation and to be free from discrimination.
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their obligations under laws and regulations that prohibit discrimination on the basis of race,
color, national origin, disability, age, sex.”

The “Ventilator Allocation Guidelines” from the New York State Task Force on Life and the
Law is a useful model in that it addresses the discriminatory pitfalls of an allocation system
and related “quality of life” determinations:

“Quality of life judgments must not serve as a substitute for ethically sound principles
that are available for public scrutiny. The Guidelines must reflect our common duty to
protect the rights of the disabled, even while potentially encompassing them in an
allocation system.”

To correct the existing omission in Oregon Guidance’s “Ethical Framework” and prevent
decisions based upon potentially discriminatory “quality of life” factors, the following
language should be included at the beginning of the Guidance:

Importantly, to protect against discrimination, the triage team protocol would NOT be based
on morally or scientifically irrelevant considerations such as socio-economic status,
race/ethnicity, gender identity, sexual orientation, national origin, immigration status, faith
orientation, parental status, ability to pay, insurance coverage, or disability, nor based solely
on age; instead, the best available medical information will be used to assess the potential to
benefit from scarce resources in terms of likelihood of survival.

2. Eliminate categorical exclusions to avoid discrimination.

The Guidance includes categorical exclusions on the basis of diagnosis or functional
impairment that would deny individuals access to any critical care treatment. For example,
Appendix E describes several overly broad exclusionary categories that do not qualify for any
life-saving treatment, such as “liver disease, neurologic disease, and heart failure.” See
Appendix E-2. The categories plainly discriminate against persons with specific conditions,
without regard to individual evaluations, objective medical criteria, or individually-specific
survival determinations. These discriminatory categorical exclusions should be removed.
These categorical exclusions may have also served as a discriminatory basis for a hospital to
preemptively seek DNR’s for clients with developmental disabilities. See DRO’s first OCR
complaint (see Ref. # 22090147). The Guidance should expressly prohibit preemptory do-not-
resuscitate or do-not-intubate orders. DNIs and DNRs are extraordinary medical decisions
and should only be entered into after getting full and robust informed consent, in a language
appropriate to the individual's need and after the opportunity to consult with loved ones.

3. Eliminate reliance on resource utilization to avoid discrimination.

The Guidance directs that, in the absence of a medical condition which satisfies the
exclusionary criteria, critical care allocation decisions should be based upon four “additional
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criteria”. See Appendix E-4. While the first two criteria (likelihood of death and likelihood of
survival and recovery from the current illness) are appropriate, the third criteria is
problematic because it limits life-saving treatment to resource utilization. Not surprisingly,
persons with disabilities and those who have experienced longstanding health inequities
based upon race or age are far more likely to need more treatment resources - in the short or
long-term - to recover from the presenting illness. As a result, treatment decisions that deny
life-saving care to those who require more health care resources to recover, but have the
same probability of recovering with such resources as other patients, are inherently
discriminatory, and severely prejudice persons with disabilities, older adults, and individuals
from communities of color.

4. Eliminate reliance on co-morbid conditions and projections of long-term
prognosis in order to ensure life-saving treatment decisions are only based on
clinical decisions concerning short-term survivability.

The fourth criteria for scare resource allocation - co-morbid conditions and long-term
prognosis — is even more problematic and should be eliminated. This criterion demonstrably
discriminates against persons with disabilities, older adults, and individuals from
communities of color who present with pre-existing conditions. This decision factor reflects
specific disabilities or conditions that are not tied to the core variable - short-term
survivability. This factor places individuals with chronic illnesses and disabilities that shorten
long-term lifespan at a disadvantage for accessing treatment. Moreover, there is no
limitation whatsoever on the concept of long-term. Health care decisions that are based
upon unlimited long-term prognosis fail to account for the significant uncertainty
surrounding long-term survival probabilities. Many clinicians lack expertise necessary to
accurately predict long-term prognosis for people with complex care needs, disability, and
chronic conditions. Use of long-term survival alone is likely to have discriminatory results.

5. Include the Right to Receive Reasonable Accommodations

The Guidance makes no mention of reasonable accommodations in the Modified Sequential
Organ Failure Assessment (MSOFA) necessary to ensure equal treatment of individuals with
disabilities or pre-existing organ conditions. Accommodations should be made: (1) in
calculating the MSOFA score, in order to adjust for and accommodate pre-existing
disabilities; (2) in communicating with persons with disabilities, in order to ensure accurate
information is obtained and conveyed; and (3) in allowing support persons to assist or
accompany persons with disabilities. For example, the MSOFA may disadvantage specific
disability categories, such as chronic ventilator users, that start at a higher SOFA score as
their "baseline" condition. The Oregon Guidance must include provisions for ensuring people
with underlying conditions not related to COVID are not penalized in the rating system
during an acute care episode.
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individuals who are admitted to the hospital with a personal ventilator should not have them
reallocated or removed for another individual.

Patients with disabilities may require specific accommodations in communicating their needs
and preferences regarding treatment, including access to interpreters and specialized
assistive technology. Itis critical that all reasonable steps be taken to ensure guardians,
family members, and health care agents are afforded an equal opportunity to communicate
with the disabled individual, their treating clinicians, and the triage assessment team. If
necessary, this communication should be facilitated through specialized interpreters,
telephonic or video technology that is effective for, and accessible to, the person and their
supporters.

IV.  OCR Must Protect All Oregon Residents Without Discrimination

In Oregon, residents with disabilities, older adults, incarcerated people, and communities of
color with co-morbid conditions are experiencing intense fear and anxiety, not only because
they are at heightened risk of contracting the COVID-19 virus, but because they expect to be
denied lifesaving care in the event health care rationing goes into effect under the attached

Guidance.

For this reason, the individual and organizational Complainants request that your Office
immediately investigate and issue a finding that the Guidance unlawfully discriminates
against these individuals in violation of federal law. Urgent action is needed given the pace at
which the pandemic is spreading and the rising demand on health care resources.

We further request that your Office advise Oregon that it must eliminate triage criteria based
on life limiting co-morbidities and long-term prognosis, and suggest that it develop revised,
mandatory, non-discriminatory Crisis Guidance of Care. Those revised Guidance must:

1) prohibit consideration of disability or age independent of its impact on short-term
survival from COVID-1g;

2) prohibit any implementation of the Guidance that would result in discriminatory
treatment or impact on populations protected by Title VI of the Civil Rights Act of
1964, the Age Discrimination Act of 1975, and Section 504 of the Rehabilitation Act of

1973;

3) include an explicit assurance that all individuals are qualified for, and eligible to
receive, lifesaving care, regardless of diagnosis, functional impairment, activities of
daily living needs, or related resources to meet those needs;

4) ensure that all triage decisions must result from individualized assessments based
on objective medical evidence;
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5) eliminate undefined “co-morbidities” or “long term prognosis” as factors in triage

scoring protocols; and

6) require that the Guidance include reasonable accommodations/modifications of
the triage protocol for people with disabilities.

Thank you for your attention. We look forward to your response. You can contact Emily
Cooper, Disability Rights Oregon’s Legal Director, at ecooper@droregon.org.

Sincerely,

Jake Cornett

Executive Director
Disability Rights Oregon

Kelly Simon

Interim Legal Director

American Civil Liberties Union of Oregon
PO Box 40585

Portland, OR 97240

Marcus L. Mundy

Executive Director

Coalition of Communities of Color
221 NW 2nd Ave., Ste 303
Portland, OR 97209

Ricardo Lujan-Valerio
Director of Advocacy
Latino Network

410 NE 18th Ave
Portland, OR 97232

Beth Kessler

Executive Director

Oregon Council on Developmental Disabilities
2475 SE Ladd Ave #231

Portland, OR 97214

Paula Boga

Executive Director
The Arc of Oregon
2405 Front St NE #120
Salem, OR 97301

Barry Fox-Quamme

Executive Director

Independent Living Resources (ILR)
1839 NE Couch St.

Portland, OR 97232

Paul Lumley

Executive Director

Native American Youth and Family Center
5135 NE Columbia Blvd.

Portland, OR 97218

Gabrielle Guedon

Executive Director

Oregon Self Advocacy Coalition
919 NE 19th Ave ste 275-n
Portland, OR 97232
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Steve Weiss Dr. James (Jim) Davis

President Executive Director

Oregon State Council for Retired Citizens & United Seniors of Oregon
the Oregon Consumer League 5816 SW Westdale Ct.

2727 SE 16th Ave. Portland, OR 97221

Portland, OR 97202

Kayse Jama

Executive Director
Unite Oregon

1390 SE 122nd Avenue
Portland, OR 97233

Residents of Oregon:

Ryan Ross
Mt. Angel, OR

Annadiana Johnson
Forest Grove, OR

National Organizations:

Steven Schwartz

Kathryn Rucker

Alison Barkoff

Cathy Costanzo

Center for Public Representation
22 Green Street

Northampton, MA 01060

Regan Bailey

Denny Chan

Gelila Selassie

Justice In Aging

1101 | Street, NW, Suite 1100
Washington, DC 20036

Timothy Roessel
St. John, OR

Nicole Charpentier
Portland, OR

Shira Wakschlag

Director, Legal Advocacy & Associate General
Counsel

The Arc of the United States

1825 K Street NW, Suite 1200

Washington, DC 20006

Sam Bagenstos
625 South State Street
Ann Arbor, Ml 48109
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Jennifer Mathis

Director of Policy and Legal Advocacy
Bazelon Center for Mental Health Law
1090 Vermont Avenue NW, Suite 220
Washington, DC 20005

Claudia Center

Legal Director

Disability Rights Education & Defense Fund
3075 Adeline Street, Suite 210

Berkeley, CA 94703

Samantha Crane

Director of Public Policy
Autistic Self Advocacy Network
PO Box 66122

Washington, DC 20035
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