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Disability, Ethics, and Health Care in the COVID-19
Pandemic
This article considers key ethical,
legal, and medical dilemmas arising for people with disabilities in
the COVID-19 pandemic. We
highlight the limited application of existing frameworks of
emergency planning with and for
people with disabilities in the
COVID-19 pandemic, explore key
concerns and issues affecting the
health care of people with disabilities (i.e., access to information
and clinician–patient communication, nondiscrimination and
reasonable accommodations, and
rationing of medical goods), and
indicate possible solutions. Finally,
we suggest clinical and public
health policy measures to ensure
that people with disabilities are
included in the planning of future
pandemic-related efforts.
The devastation evoked by the
COVID-19 pandemic raises challenging dilemmas in bioethics. It
also speaks to social justice issues
that have plagued historically
marginalized communities in the
United States.
Responses to the pandemic
must be bound by legal standards, principles of distributive
justice, and societal norms of protecting vulnerable populations—
core commitments of public
health—to ensure that inequities are not exacerbated, and
should provide a pathway for
improvements to ensure equitable access and treatment in
the future. (Am J Public Health.
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T

he COVID-19 pandemic
has stretched the capacities of
health care systems and raised
challenging ethical dilemmas.
With the unprecedented, rapid
spread of infection, COVID-19
testing and care capacities have
been overwhelmed. As health
care professionals, families, and
society grapple in real time with
life-or-death decisions regarding equitable access to testing,
shortages in personal protective
equipment, rationing of medical
goods, and clinicians’ distress, the
need for comprehensive emergency plans and guidelines is
more critical than ever. Yet, as the
pandemic wreaks havoc globally,
its wide-ranging impacts on
people with disabilities have received relatively little attention.
Many people with disabilities—a
large and diverse group encompassing individuals with a range of
functional impairments, from
mobility limitations to blindness
or low vision and intellectual
disability—are not necessarily
at higher risk for contracting
COVID-19. However, some
subgroups are, and, more generally, the absence of strong national
policies to accommodate the
needs of this population signiﬁcantly disadvantages the ability
of many people with disabilities
to protect themselves from
COVID-19. This neglect may
result in many people with disabilities being left behind.
People with disabilities have
only recently begun to be
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recognized by the ﬁeld of public
health as a population with signiﬁcant health disparities. Notwithstanding its large size—20%
of children and 26% of adults in
the United States, by estimates of
the Centers for Disease Control
and Prevention (CDC)1,2—this
community remains highly
marginalized and is underserved
and underresearched. Compared
with the general public, people
with disabilities have less education; more economic, food,
housing, and employment insecurity; and less Internet access.3
Although the rate of chronic
medical conditions (e.g., obesity
and cardiovascular disease) may
be higher among some subgroups
(e.g., people with mobility and
intellectual disability),3 the CDC
reports that, overall, “adults with
disabilities are three times more
likely than adults without disabilities to have heart disease,
stroke, diabetes or cancer.”4 In
addition, studies show that the
prevalence of disability, including
unmanaged chronic medical
conditions, is disproportionately
high among racial/ethnic minorities, including American
Indian/Alaska Native communities.5

This puts people with disabilities
in double jeopardy for marginalization in routine and preventive
health care5,6 and, as demonstrated
with COVID-19, in emergency
preparedness and care.
There are only limited data on
emergency planning for people
with disabilities, but the need for
tailored approaches to support
this population during emergencies is not new. In the United
States, such efforts have been
catalyzed by media coverage of
9/11 and Hurricane Katrina,
highlighting the failure to evacuate people with disabilities
during times of disaster.7 More
recently, during the H1N1
pandemic, the CDC called for
recognition of people with mobility and cognitive disabilities as
a high-risk group for developing
inﬂuenza-related complications.8
Yet, existing emergency
guidelines have limited application to the COVID-19
pandemic. For instance, the
recommendation by the CDC
and the Federal Emergency
Management Agency (FEMA)
that people with disabilities respond to disasters such as the
H1N1 pandemic by utilizing a
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“personal support network”
comprising several people8,9 has
limited relevance to COVID-19.
With stay-at-home and social
distancing orders invoked because of the pandemic, the access
of some people with disabilities
to personal care assistants who
provide direct support in their
daily lives has been restricted.10
Although FEMA has in recent
years highlighted the responsibilities of local governments to
include people with disabilities in
the planning, integration, and
implementation of emergency
programs,11 consolidated and consistent guidelines are lacking.12 As
states, hospitals, health care systems,
and residential settings for people
with disabilities move to develop
responses to the pandemic, it is
critical to explore key issues
likely to have an impact on their
care. We consider 3 key issues:
access to communication and
medical information, nondiscrimination and reasonable accommodations, and rationing
of medical goods.

COMMUNICATION
AND MEDICAL
INFORMATION
Although the scientiﬁc understanding of COVID-19 is
limited, communicating the risks,
measures of prevention, and
treatment options before, during,
and after the emergency are key
to slowing down a pandemic and
improving health outcomes.
However, there are reasons to
believe that people with some
disabilities have been underinformed about COVID-19 and
its ramiﬁcations. Consider the
following: information conveyed
via charts and graphs is inaccessible for blind and low-vision
individuals and incomprehensible for people with intellectual
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disability (and others) if not
provided in plain language.
Similarly, news brieﬁngs conducted without captioning or
qualiﬁed American Sign Language interpreters preclude deaf
and hard-of-hearing individuals
from being informed.
As underfunded organizations
of and for people with disabilities
are forced to replace governmental functions and scramble
to develop accessible information, additional challenges have
emerged. The reliance on
drive-through COVID-19 testing facilities when public transportation is restricted makes it
difﬁcult for blind and low-vision
individuals and people with developmental disabilities to be
tested and seek care. The transition to telehealth is appropriate
in a pandemic but raises other
challenges. For instance, automatic
answering systems with multiple
options are difﬁcult, even impossible
to use for many people with intellectual disability, deaf and hard-ofhearing individuals, or those with
physical or speech-related disabilities that impede navigating
these communication systems.
Telehealth options may also be
challenging for people with psychiatric conditions who, because of
stigma, may conceal their condition and treatment from family
members13 or who cannot conduct
conﬁdential clinician–patient
conversations while shelter-in
orders are in effect.
These examples are not
intended to minimize the importance of the measures taken to
facilitate care in the pandemic.
However, they highlight significant informational disadvantages that people with disabilities
may experience regarding COVID19—from prevention (e.g., social
distancing) to symptom identiﬁcation
and treatment recommendations. And, while clinicians are
often expected to ﬁll patients’
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informational gaps, their ability to
discharge this responsibility during a
pandemic is limited. This difﬁculty is
likely also felt “on the ground.” In a
recent survey of (mostly) people
with intellectual and mobility
disabilities (n = 2469), only 15%
ranked health care providers/health
systems as the most important
source of information about
COVID-19.10
Collaborations with and
budgetary allocations for organizations of people with disabilities are critical for promoting
high-quality, effective patient
care in the pandemic. Currently,
such organizations have been impelled to engage in public health
activities for which they are not fully
prepared or funded. Yet, as organizations with unique expertise in
the needs of the populations they
serve, they are invaluable players in
ensuring better responses to pandemics. Such organizations can assist
in developing disability-accessible
information about COVID-19 (and
future pandemics), admission procedures, and treatment options for
a highly diverse population of
people with disabilities. Federal,
state, and local agencies must also
utilize multimodal communication
strategies (e.g., text, e-mails, radio,
television) to maximize the number
of individuals who are informed
about the pandemic.12

NONDISCRIMINATION
AND REASONABLE
ACCOMMODATIONS
The prohibition of discrimination on the basis of disability,
including the requirements of
reasonable accommodations and
modiﬁcations to ensure equal
access to effective health care
services, is well established in US
and international law.14–17 While
the requirement of reasonable accommodations and
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modiﬁcations is not absolute,
it aims to ensure that policies,
practices, and procedures are inclusive of people with disabilities.
Despite improvements, studies
show that many health care facilities and medical equipment
remain inaccessible, and that
health care providers often
have insufﬁcient training about
the needs of people with
disabilities.18,19
Although these systematic
deﬁciencies have resulted in
poorer health outcomes among
people with disabilities,5 the
undisputed need for urgent response in the pandemic has exacerbated the challenges. For
example, newly constructed alternative care settings may be
impossible for blind and lowvision individuals to navigate;
the use of nontransparent facial
masks prevents lip-reading
among some deaf and hardof-hearing patients; and the
no-visitor order for adult patients
comes at a time when an accompanying caregiver may be especially
needed to facilitate communication
and decision-making with some
people with intellectual disability.20
Some of these challenges are unavoidable during a pandemic and
may not be in violation of the legal
requirement for reasonable modiﬁcations (e.g., use of alternative care
settings). Other challenges, however, could have been addressed
with earlier planning, such as acquiring transparent facial masks.
Systemic barriers that have
persisted for decades (e.g., inaccessibility of facilities and equipment) cannot be instantly reversed.
However, adopting measures to
facilitate engagement of patients
with disabilities in their care is essential. For example, informed
consent processes should take place,
as much as possible, through direct
conversations with patients and
their family members. The already
expanded use of telemedicine
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options to facilitate communication
among clinicians, patients, caregivers, and family members should
include disability-friendly accessibility measures that can be downloaded into computers and mobile
devices (e.g., remote audiovisual
description services for blind and
low-vision individuals, captioning
or third-party remote connection
with American Sign Language interpreter for deaf and hard-ofhearing people).
The requirement of reasonable accommodations and modiﬁcations is also key for treatment
decisions. A patient with disabilities may require, for example, an
extended period of ventilator use
for recovery or bed allocation in
an established (rather than an adhoc) care setting, where accessible
equipment is more likely to be
available. Classifying patients’ usual
caregivers as “essential personnel,”
who are entitled to provide support
to hospitalized patients, should also
be considered. Certainly, such a
classiﬁcation raises several dilemmas,
including the possible risk of infection to caregivers, need for personal protective equipment at a
time of shortage, and determining
that caregivers are not under undue pressure to risk their own lives
to support the individual with
disability. However, as attested by
the growing number of states that
have reversed their no-visit policy
for people with disabilities,20 such
accommodations allow caregivers
to provide indispensable and
necessary supports during the
pandemic and throughout the
admission and hospitalization
period. Plain-language forms inquiring about the needs of a patient with disabilities at time of
admission to health care facilities,21
coordinated efforts with communitybased organizations, and consultation with in-house experts (e.g.,
university disability services)
can be instrumental in ﬁnding
practical solutions and better

addressing the needs of patients
and providers with disabilities.

RATIONING
The issue of rationing medical
goods and services is a controversial topic in the COVID-19
pandemic. The debate has been
particularly relevant for people
with disabilities, with several
states reportedly having developed triage policies that recommended disability-based exclusion
from lifesaving treatments. Washington State, for example, excluded
patients with “loss of reserves in
energy, physical ability, cognition and general health,” while
Alabama’s (now reversed) policy
excluded patients with “severe or
profound mental retardation,”
“moderate to severe dementia,”
and “severe traumatic brain
injury.”22(p2) Following complaints ﬁled by disability rights
organizations about these emerging discriminatory schemes, the
US Department of Health and
Human Services’ Ofﬁce for Civil
Rights (OCR) issued an instructive bulletin on March 28, 2020,
reafﬁrming the continued application of relevant disability laws
in the pandemic to medical decisions relating to people with
disabilities.23 Although reassuring, questions about rationing
determinations and disability
remain, especially as several
similar complaints remain
under review.
Rationing requires difﬁcult
decisions about allocation of
scarce resources under conditions
of extreme time pressure and
limited data. Ethicists have long
considered the values underpinning rationing decisions, and, although maximizing the number of
saved lives is commonly the decisive goal,24–26 there are varying
views about how to operationalize
it and balance multiple, competing
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ethical and societal values. Another
key question is how equality and
nondiscrimination on the basis
of disability are to be interpreted
in rationing decisions.
Part of the challenge is that
existing guidelines are often
drafted by medical experts with
little input from people with
disabilities. Whether and how
disability perspectives about resource allocation are incorporated into the guidelines is unclear.
While the absence of disability
voices on such drafting committees may result in unconscious
bias27 being introduced into the
guidelines, the presence of 1
person with disabilities among
many clinicians on such committees may be insufﬁcient to
affect the outcomes (as has occurred with some community
members serving on institutional
review boards28). Inconsistent
application and interpretation of
existing standards may similarly
result in discriminatory outcomes
for people with disabilities. For
example, New York State’s 2015
Ventilator Allocation Guidelines26
(currently under review by the
OCR) could be interpreted to
allow the removal and reallocation
of personal ventilators of people
using them regularly if they arrive
at a hospital from chronic care
facilities and are deemed ineligible
for treatment.26 Despite clariﬁcation that such an outcome was
not intended by the drafters of
the guidelines,29 worry is fueled
by the absence of a clear, publicly available list of treatmentexclusion criteria and a history
of disability discrimination in
society, including health care.30
Rationing based on prognosis
for survival—a reasonable criterion in a pandemic—similarly
raises distress among people with
disabilities. Common presumptions of disabilities as implying
adverse health outcomes5 may
result in inaccurate or biased
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prognoses. Subjective quality-oflife judgments may similarly enter
rationing decisions and result in
discriminatory outcomes. Key
gatekeepers, including emergency
department clinicians, nurses, and
medical students, often rate the
quality of life of people with
disabilities much lower than do
the individuals with disabilities
themselves, and such biases have
an impact on medical futility
decisions.31
To prevent discrimination,
health care facilities should explicitly distinguish between
disability status (e.g., deafness
and intellectual disability) and
comorbidities that have been
shown to affect survival (e.g.,
end-stage cancer) as a criterion
for denying lifesaving treatment
of COVID-19. They should
endorse a clear, unbiased process
to assess patients individually,
ensuring that allocation decisions
are based solely on objective
medical evidence for likelihood
of survival from COVID-19,
rather than on perceived quality
of life associated with disability.
Transparency in rationing decisions is essential for maintaining
public trust in the medical response
to this pandemic, particularly
given the history of disability
discrimination, including the
connection between eugenics
and the medical profession.
Measures to safeguard against
biases erroneously affecting rationing decisions are also needed.
As initial assessments of patients
are likely to affect subsequent
decisions, it is crucial that they be
re-evaluated by additional clinicians. Although disability training
for clinicians is impractical at this
time, educating members of
ethics committees (who are likely
already involved in the COVID19 response) and triage committees
(if established) and creating diverse,
interdisciplinary committees can be
helpful. Triage committees are
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intended to “buffer” clinicians
from the distress over decisions
that contravene their patients’ best
interests (e.g., ventilator withdrawal) by entrusting “respected
clinicians and leaders among their
peers and the medical community”
with rationing decisions.25(p2)
As regular contact with people
with disabilities has been shown
to reduce biases, triage committees should include members of
health disciplines such as rehabilitation that hold more optimistic views of prognosis and
quality of life of patients with
disabilities.32 Including health
care providers with disabilities,
especially those who are also from
racial/ethnic minorities, would
be similarly invaluable. The
prevalence of disabilities is higher
among racial/ethnic minorities,
and existing (limited) data suggest
that health disparities are compounded among people with
disabilities who belong to underserved racial/ethnic groups.5,6
Moreover, given the high stakes
for people with disabilities in
rationing decisions, representatives of organizations of people
with disabilities or disability rights
experts should be consulted in
rationing decision-making processes. Although the need for
diverse members of triage committees may add complexities,
it could facilitate unbiased outcomes and increase trust in the
decision-making process.

MOVING FORWARD
As we move from the apex of
the pandemic—at least in terms
of an initial wave—to its aftermath,
marginalized groups such as people
with disabilities must be included
in future emergency preparedness
and implementation efforts.
First, data collection during
and after this emergency can inform improvements of national
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and local responses to future
pandemics. Currently, scarce data
are available about disease, recovery, and mortality rates from
COVID-19 among people with
disabilities. Following media reports of disproportionately high
infection and mortality rates in
congregate settings, some states in
the United States began recording such data. Although still incomplete, accumulated data
indicate that, as of May 21, 2020,
residents of long-term-care facilities account for 16% of the
total cases across 42 states and
42% of the total deaths across 38
states.33 In addition, a ﬁrst international study of electronic
medical records of COVID-19–
positive patients found higher
case-fatality rate among people
with intellectual disabilities aged
0 to 17 years and 18 to 74 years
compared with other patients
with COVID-19.34
Yet, it is unknown how many
people with disabilities in the
United States, with or without
chronic underlying conditions
associated with COVID-19 such
as diabetes, hypertension, lung
diseases, and cardiovascular diseases,35 have been sick, died,
or recovered from COVID-19.
Given the cyclical interaction
between poverty and disabilities
(including unmanaged chronic
conditions5) and reports of higher
mortality rates from COVID-19
in impoverished neighborhoods and
among racial/ethnic minorities,35,36
it is further likely that the infection
and death toll in the disability
community will be high. Collecting
and analyzing local and national data
that include documented underlying conditions and disability status,
aggregated data from treatment decisions, and accurate recording of
cause of death (a practice that has
been previously found to be
compromised with regard to
people with intellectual and
developmental disabilities who
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died from pneumonia37) will
allow for developing equitable
strategies for health care allocation in future health crises that
are supported broadly by multiple constituencies, including
those with disabilities.
Second, the need for identifying short- and long-term
remedies (i.e., treatment and
vaccination) is dire. Fair allocation is similarly necessary. Distributive justice and the societal
value of protecting vulnerable
populations requires that, after
protecting front-line health care
and service providers,26 those
who are most vulnerable to
COVID-19 come next. Although disability status alone
would not qualify, rates of
chronic medical conditions (e.g.,
diabetes, cardiovascular disease)
associated with worse outcomes
of COVID-19 are higher among
this population.4,5 As people with
disabilities are more likely to be
insured through public sources,38
state and national governments
must ensure that such high-risk
individuals, including those who
rely on personal care assistants for
whom physical distancing is difﬁcult,10 have access to critical
COVID-19 interventions.
Finally, the unique vulnerability of people with disabilities in
group homes and residential facilities, psychiatric institutions,
nursing homes, and prisons
should also be prioritized. Such
settings have been shown to be
“ground zero” in the COVID-19
pandemic, especially nursing
homes with high occupancy of
Black/African American and
Latino residents.39 The latter
ﬁndings also highlight the impact
of compounded health disparities: individuals (including seniors)
from racial/ethnic minorities
needing long-term care are more
likely than Whites to reside in
nursing homes that are overcrowded,39 underfunded,
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understaffed, and with poorer
quality of care.40 The limited and
inconsistent guidelines in such
facilities regarding visitations, staff
screening, and personal protective
equipment,33 and their (in)ability
to respond appropriately to
COVID-19 is a result of systemic
issues that need to be addressed.
Future preparedness efforts must
focus on increased funding to
residential facilities and development of policies to mitigate
risks. These include ensuring
access to testing, separation of
COVID-19 patients from other
residents, provision of personal
protective equipment for direct
care staff, and improved training
and support to ensure safe and
high-quality implementation of
emergency procedures.
The devastation evoked by
this pandemic raises challenging
bioethical dilemmas that speak
to social justice issues that have
plagued historically marginalized
communities in the United
States. The lack of preparedness
in providing accessible COVID19 information, the delayed
consideration of the unique health
care needs of people with disabilities during the pandemic, and
biased policies about allocation
of medical goods are reﬂective
of long-term neglect of this population in health care and in society. The pandemic also brings to
the fore the dire impacts of compounded health disparities on
health outcomes: although the
impacts of health disparities are
relevant for people with disabilities, as a group, these impacts are
especially alarming, and disproportionally high, among people with
disabilities from racial and ethnic
minorities, including American
Indian/Alaska Native communities. Responses to this pandemic
should not exacerbate inequities
faced by people with disabilities.
There is an urgent need for
developing and implementing
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immediate measures to address the
challenges. Clear guidelines to
ensure accurate and comprehensive data recording are essential to
inform our next steps. Enhanced
consideration of the needs of
this large community during the
pandemic is necessary to ensure
equitable access and treatment in
the future. People with disabilities
are equally valuable members of
our society. Responses to the
COVID-19 pandemic should not
leave them behind.
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