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Ableism at the Bedside: People with Intellectual

Disabilities and COVID-19
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People with intellectual and developmental disabilities have a higher risk of mortality from
COVID-19 than the general population. Providers may assume that this is due to the burden of
comorbidities for this population; however, the disparity in mortality persists even when control-
ling for comorbidities. We review the current policies and practices that may be contributing to
this higher level of mortality. We contend that pervasive ableism among medical providers leads to
a variation in the medical care options that are provided to people with intellectual disabilities
and their families. Due to this bias, poor outcomes for people with intellectual disabilities may
become a self-fulfilling prophecy. We make recommendations to address the modifiable factors
that are contributing to the higher level of mortality for people with intellectual disabilities who
are infected with COVID-19, provide strategies to combat ableism within the medical field, and dis-
cuss the unique role of the primary care physician as an advocate. (J Am Board Fam Med

2022;35:390-393.)
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Fanet*, a 60-year-old woman with Down syndrome
(DS) and early Alzheimer’s disease, was admitted to the
hospital in the fall of 2020 with COVID-19-associated
preumonia. On the general medical unit, she received
supportive treatment with oxygen, steroids, and remdesi-
vir. She was fortunate to have her primary care physi-
cian (PCP), a family physician who also serves as
director of a specialized clinic for adults with DS, as ber
inpatient attending. He discussed goals of care with
Fanet and ber family (including ber sister who serves as
ber legal guardian), clarifying what they would want if
Fanet’s condition were to worsen suddenly. Would they
want any limits on ber treatment, such as a do-not-
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resuscitate (DNR) order? The PCP counseled that there
was no definitive evidence that Fanet would not benefit
[from intensive treatment, and they all agreed that Fanet
bad a rich, full life. A full code status was maintained.
Her condition worsened over the next 24 hours, and she
was transferred to the intensive care unit (ICU). The
ICU team, on assuming care, asked her PCP why she
did not have a DNR order.

People with DS (and other intellectual/develop-
mental disabilities, or IDD) are known to be one of
the highest risk groups for COVID-19 infectivity and
mortality. A large cross-sectional study found that
“having an intellectual disability was the strongest in-
dependent risk factor other than age for Covid-19
mortality.”" The reasons for this heightened risk are
not clear but may include genetic factors (such as car-
diac defects or immune dysreguladon in DS), comor-
bid conditions (such as obesity and type 2 diabetes,
which are more prevalent in individuals with IDD),””
and structural vulnerabilities, such as socioeconomic
disadvantage, congregate living, and poor preventive
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health care.*® Even after controlling for comorbid-
ities, however, the increased risk of COVID infection
and mortality persists.”” Indeed, one international
survey described a hospitalized 40-year-old with DS
as having the same risk of mortality from COVID-19
as a hospitalized 80-year-old without DS, again con-
trolling for comorbidities.'’

Over the next 6 days, fanet’s PCP was asked by the
ICU team at least 4 times to confirm her code status,
even as her overall condition began to improve. The PCP
ultimately challenged the team on why he was repeatedly
being asked this question. Did they feel ber treatment
was not of medical benefit? If so, what were the data to
support this position? If they did not bhave data, it felt
like disability bias was bebind the repeated questioning.
He told them that before hospitalization, although Fanet
needed some supervision and assistance with ber activities
of daily living, she enjoyed many things - coloring, music,
dancing, movies, and attending ber nieces’ and nephews’
sporting events. Her guardian bad made an informed
decision regarding ber code status based on ber best inter-
est and likelihood of medical benefit. After this discussion,
the ICU team did not repeat their question. A few days
later, Janet was transferred out of the ICU. One week
later, she was discharged, a bit deconditioned but other-
wise functioning at her premorbid status.

Unlike many patients in the era of hospital medi-
cine, Janet was fortunate to have her long-standing
PCP involved in her care decisions.'’ Their relation-
ship served to mitigate what is known as disability bias,
also known as ableism, or the belief that the quality of
life or worth of a person with a disability (PWD) is
inherently less than that of a nondisabled person.'?
Ableism presents on both an individual and a structural
level. Structural disability bias and discrimination were
evident in the early stages of the pandemic as states

scrambled to develop Cirisis Standards of Care (CSC)
or triage guidelines. Some CSC included categorical
exclusion criteria for people with certain disabling con-
ditions, which would effectively deprioritize them
from intensive care services."® Disability discrimination
complaints were lodged, and the U.S. Department of
Health and Human Services Office of Civil Rights
(OCR) warned that “Persons with disabilities. . .should
not be put at the end of the line for health services
during emergencies.” In additdon, “an individualized
assessment. . .based on the best available objective
medical evidence” is required."*

For people like Janet, this OCR directive is nec-
essary but insufficient to protect them against the
bias that presents on an individual level. Most
crisis-oriented medical decisions take place at the
bedside by medical professionals who have little
knowledge or training about disability and within a
health care system where ableist attitudes are perva-
sive.""!” In a recent nationwide survey, 82.4% of
714 U.S. physicians agreed that “people with signif-
icant disability have worse quality of life than non-
disabled people” despite prior studies indicating
that many PWD self-report a good or excellent
quality of life."

If physicians do not think the lives of individuals
with IDD are worth living, how will that guide their
decision on whether or not to intubate someone with
DS suffering from COVID? What likelihood of suc-
cess will they predict for the intervention? Studies
have shown that physicians are quite poor at predict-
ing whether a patient will survive an ICU stay, tend-
ing to overpredict death before discharge.'® We
submit that these dual forces - overpredicting poor
outcomes and undervaluing the lives of PWD,
including those with IDD - lead to disparities in the

Table 1. Recommendations to Improve Healthcare Services for Individuals with Intellectual and Developmental

Disabilities

Involve primary care physicians, other disability professionals, and advocates who can communicate a patient’s baseline
cognitive, functional, and medical status and the patient’s and family’s values and perception of quality of life with an inpatient

team.

Consider implementing other communication strategies, such as health passports, to provide critical medical and disability-specific

information to any new care provider.

Increase health professional and staff awareness and education about the lived experience of individuals with disabilities. Integrate
core competencies related to disability into medical school curricula.

Encourage dialogue about ableism in the healthcare system. Providers should ask themselves if the presence of the disability
influences their decisions and, if so, why? What is the medical evidence to justify differential treatment?

Create, if not already in place, and engage the disability access (or resource) coordinator or other professional responsible for
hospital compliance with Section 504 and the ADA to promote an inclusive, patient-centered care culture.

Ensure that persons with disabilities have a seat at the table, including involvement in hospital policy discussions, ethics

committees, and the healthcare workforce.
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care provided. In fact, despite increased rates of
COVID-19 hospital admission and mortality, people
with intellectual disability were no more likely to be
admitted to the ICU than people without disabil-
ities." This suggests that they either were not offered
or chose not to pursue a higher level of care, deci-
sions that are usually highly influenced by physicians’
recommendations. Until we address ableism in health
care, the outcomes for people with IDD will remain
a self-fulfilling prophecy.

Janet is currently alive and well due to the care
she received in the hospital. However, her outcome
might have been much different without the presence
of her PCP, who understood her baseline status and
advocated for her. We contend that medical deci-
sions for people with IDD are best made with a PCP
and/or a specialist with knowledge of the disability
who can help teams understand how the acute illness
fits into the person’s life trajectory. We need to
embrace better communication strategies within and
across health care systems so that inpatient teams
know how to, and more frequently choose to, contact
these providers. Tools, such as health passports, can
identify these contacts and also communicate suc-
cinct, valuable medical and disability-specific infor-
mation to provide context for an inpatient team.'” In
addition, health care systems may consider a model
in which some physicians focus their care on a partic-
ular complex population and follow their patients
from the outpatient to the inpatient setting.'®

Even in the absence of these experts and tools,
however, it is imperative that providers who are less
familiar with these conditions be mindful of their
own potential biases and listen to the patients with
IDD and their families. We must take an approach
of narrative humility, because “[a]ssuming that our
reading of any patient’s story is the definitive inter-
pretation of that story is to risk closing ourselves off
to its most valuable nuances and particularities.”"
We must ask ourselves: would we make this same
recommendation for a comparable person without
IDD? If not, what difference does the IDD make?
What are the data that the patient is less likely to
benefit from treatment? Educational resources
aimed specifically at individuals with IDD are one
easily available tool that might enhance the delivery
of equitable care.”’

The COVID-19 pandemic has underscored the
need for systems-level changes to combat the influ-
ence of ableism at the bedside. The Affordable Care
Act requires hospitals to “designate a responsible

employee to coordinate their efforts to comply with
Section 504 and the Americans with Disabilities Act
(ADA)”.*' We must actively engage these individuals
in creating an inclusive, patent-centered care culture
and in increasing staff awareness of disability biases
and disparities. We must include PWD and their
families as stakeholders at all levels of a health sys-
tem, such as in policy discussions, on our ethics com-
mittees, and within the health care workforce itself.
In medical schools, we must integrate core compe-
tencies related to disability into the curricula and
highlight the effects of ableism and its intersection
with other forms of bias and discrimination. Our rec-
ommendations are compiled in Table 1.

At the root of these strategies is empathic curiosity -
the willingness to listen and learn from those who live
with disabilities and their families. Changing the ableist
culture of medicine is a long road, but respect, humil-
ity, and openness are required to take the first step.

*Name changed to protect patient privacy. Patient’s
guardian provided permission to share case.

We thank the patient and her family for the opportunity to learn
and grow from their lived experience.

To see this article online, please go to: http://jabfm.org/content/
35/2/390.full.
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