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Abstract. The COVID-19 era exposes what was already a crisis in the medical profession: structural racism, ageism, sexism,
classism, and ableism resulting in healthcare disparities for Persons with Disabilities (PWD). Early research highlights these
disparities, but we do not yet know the full impact of this pandemic on PWD. Over the last 20 years, many medical schools
have attempted to develop disability competency trainings, but discrimination and inequities remain, resulting in a pervasive
distrust of medicine by the disability community at large. In this commentary, we suggest that disability competency is insufficient
because the healthcare disparities experienced by PWD are not simply a matter of individual biases, but structural and systemic
factors requiring a culture shift in the healthcare professions. Recognizing that disability is a form of diversity that is experienced
alongside other systemic disadvantages like social class, race, age, sex, gender identity, and geographic location, we explore the
transformative potential of disability conscious medical education, training, and practice that draws on insights from intersectional
disability justice activism. Disability conscious medicine is a novel approach, which improves upon competency programs by
utilizing disability studies and the principles of disability justice to guide us in the critique of norms, traditions, and institutions to
more fully promote the respect, beneficence, and justice that patients deserve.
Keywords: Disability, disability justice, medical training, diversity, COVID-19

1. Introduction
Michael Hickson died of COVID-19 on June 11,
2020 in St. David’s South Austin Medical Center in
Texas after the hospital decided that further treatment
for his related pneumonia was futile. Of note, the hospital was not at capacity or short of resources to provide
continued care for Hickson. His wife, Melissa Hickson,
feels that disability and racial bias – Hickson was a
46-year-old Black man with quadriplegia and an anoxic
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brain injury – contributed to the hospital’s decision to
terminate treatment [1]. A conversation she recorded
revealed a physician’s assumptions about Hickson’s
quality of life:
Physician: So as of right now, his quality of life –
he doesn’t have much of one.
Melissa Hickson: What do you mean? Because he’s
paralyzed with a brain injury, he doesn’t have quality of life?
Physician: Correct.
When Melissa Hickson asked why her husband was
being denied treatments that other patients received,
the physician said, “his quality of life is different from
theirs. They were walking, talking people” [2]. Facing
civil rights complaints from ADAPT of Texas and the
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National Council for Independent Living, representatives of St. David’s claim the decision was not made on
the basis of disability [1]. However, even if the physician’s motive was misinterpreted and no specific actions in the case are deemed illegal, the fact remains
that the rhetoric and result were catastrophically tragic.
In this case, we must consider not only the apparent
biases of one doctor, but the totality of the underlying
systemic inequities. Beyond the behaviors of individual physicians, the COVID-19 pandemic exposes what
was already a crisis in the profession: structural racism,
ageism, sexism, classism [3,4], and ableism1 [6] – all
of which contribute to healthcare disparities and disproportionate rates of death [7]. In this commentary, we
argue that the medical profession at all levels of education, training, and practice should look to critical disability studies, and especially the wisdom of intersectional disability justice activists, to confront systemic
injustice. Catastrophe calls for change.
In making this claim, we carry forward an ongoing
conversation in the literature regarding disability studies, medical education, and the healthcare professions.
Previous calls to action, including a 2009 commentary
by Kirschner and Curry [8], as well as a recent article
by Bowen et al., call for disability training in medical
curricula to develop “competency,” defined as “desired
knowledge, skills, and behaviors required to successfully perform the health care role” [9]. While we agree
that disability training would improve the competence
of future physicians, we believe that more collective
action is necessary to transform the practice and delivery of healthcare. Beyond competence, we argue for
what we call disability conscious medicine2 which takes
into account the structural violence3 in the culture of
Westernized medicine. This consciousness begins with
engagement with critical disability studies, a multidisciplinary academic field rooted in the history of civil
rights activism by disabled people which explores the
social, political, and cultural contexts of disability.
1 Linton

defines ableism as “the centering and domination of the
nondisabled experience and point of view” and the idea that “people
with disabilities as a group are inferior to nondisabled people” [5].
2 Sharon N. Barnartt of Gallaudet University argued in 1996 that
“disability consciousness,” based on the concept of collective consciousness, was a more accurate term than “disability culture” to describe the coalition and coming together of the disability community.
Whereas cultures, in Barnartt’s view, maintain social order, collective
consciousness involves critique of norms, traditions, and institutions,
spurring collective action for social change [10].
3 For more on “structural violence” see Farmer PE, Nizeye B,
Stulac S, and Keshavjee S. (2006). Structural violence and clinical
medicine. PLoS medicine, 3(10), e449. doi: 10.1371/journal.pmed.
0030449.

For the past decade, the field of disability studies
has been strengthening its understanding of intersectional disability justice. Calling for intersectionality,
Anna Mollow has written, “if race and disability are
conceived of as discrete categories to be compared,
contrasted, or arranged in order of priority, it becomes
impossible to think through complex intersections of
racism and ableism in the lives of disabled people of
color” [11]. We cannot address topics like race, gender,
class, and disability discretely, because humans occupy
multiple identities simultaneously, and the experience
of oppression should not be represented as something
that can be measured or compared. Disability justice accounts for the wholeness of the person and relies upon
solidarity across communities and different types of
disability [12]. Going beyond topics of accommodation
and inclusion, the disability justice model:
– creates conceptions of wellness not centered on
norms;
– decenters whiteness, the patriarchy, and competitive standards of productivity;
– disrupts hierarchies of power, such as the doctorpatient relationship;
– reconceptualizes care in terms of collectives and
communities rather than patients and providers;
– values interdependence rather than independence
as a desirable health outcome; and
– provides models for achieving collective access.4
In the following sections of this commentary, we will
expand upon: 1) traditional medical regard for disability, and the negative experiences and perceptions of the
disability community up to and including the COVID19 era, 2) the limited impact of previously implemented
disability competence trainings to effect needed change,
and 3) the transformative potential of disability conscious medical education, training, and practice that
draws on insights from intersectional disability justice
activism. We argue for a paradigm shift in how we
identify and understand disability-related healthcare inequities, rather than a pivot to another set of practices
to address them. In order to address the problem, we
must first learn to understand it – by turning to persons
with disability (PWD) and disability scholars to understand disability justice and intersectionality resulting in
disability consciousness. This reckoning with systemic
injustice will require the collective action of the whole
profession.
4 This list is adapted from the 10 Principles of Disability Justice as
articulated by Sins Invalid [12].
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2. Disability discrimination in medicine
The disability community at large has expressed a
pervasive distrust of medicine [13] which begins with
consideration of the problematic history and relationship between the medical profession and eugenics. In
the late nineteenth and early twentieth centuries, the eugenics movement sought to improve qualities of the human population by preventing people with “defective”
inheritable traits from reproducing through methods of
segregation, sterilization, and even euthanasia [14]. The
role of physicians in this history cannot be ignored.
In the late 1910s, Chicago surgeon Harry J. Haiselden
allowed at least six “defective” infants to die, and flagrantly publicized these acts as noble through journalism and film [15]. Similarly, as numerous states in the
U.S. implemented eugenic laws and policies throughout
the twentieth century, the medical community willfully
participated in discriminatory acts of violence such as
involuntary sterilization, forced institutionalization, and
denial of treatment [14,16]. Notably, these practices
targeted women more than men; Black, latinx, and indigenous people of color more than whites; and the
poor more than the wealthy [17]. U.S. sterilization policies were later credited by Nazi Germany as having
influenced their Euthanasia Program [14]. Eugenics is
more than a historical footnote; beyond the involuntary
sterilizations that continue to this day, eugenic assumptions about what constitutes a “quality” as opposed to a
“defective” body persist in medicine. Satz argues that
“the way in which healthcare currently is practiced and
funded is a form of negative eugenics, that is, preventing people who function in certain ways from existing.
This is because healthcare seeks to prevent, ameliorate,
or eliminate disability, with the goal of normalizing
individuals” [18, pp. 20–21]. Measures of health are
so anchored to conceptions of the “normal” that it is
difficult for providers to imagine wellness in any other
way.
If wellness is measured by proximity to an ableist
norm, so too are medical conceptions of “quality of
life.” Numerous studies have demonstrated that healthcare providers consistently assume the quality of life
experienced by PWD to be lower than what is selfreported [19]. In fact, the self-assessment by PWD of
their quality of life is comparable to that of their nondisabled peers [20,21]. Disabled bioethicist Stramondo
writes, “To me, there is little paradoxical about disabled
people valuing their own life more than it is valued
by non-disabled people making judgments based on
stereotype and stigma” [22]. It is critical here to note
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that “quality of life” self-reported by PWD tends to be
a holistic reflection on the totality of their experiences,
whereas medical providers are more accustomed to
“healthcare-related quality of life,” which is a scholarly
subset of outcomes in research. Due to this narrow understanding, the medical community often incorrectly
equates disability with pain, suffering, limitations, and
dependence [13]. However, disability and illness are
not cognates. Even where there is overlap, healthcare
providers are wrong to assume that lives which include
pain and other challenges are of lower “quality” than
nondisabled lives. While physical medicine and rehabilitation physicians for both children and adults alike
are committed to the function and quality of life of patients, even physiatrists are not exempt from attitudes
that promote ableism over health.
Within a system structured on norms, PWD face
multiple barriers to care that translate to significant
healthcare disparities [23]. A 2007 report by the Institute of Medicine titled “The Future of Disability in
America” highlights this issue, demonstrating that PWD
not only face physical barriers to receiving healthcare
(e.g. inaccessibility of facilities and/or equipment), but
also barriers related to the knowledge and attitudes of
healthcare providers [24]. Several studies have demonstrated that both physicians and medical students report a lack of comfort in interviewing and examining
PWD [25–29] often translating to poor outcomes and
negative attitudes towards working with this patient
population [25–27,29]. PWD themselves also report
negative outcomes, including higher than average rates
of difficulty finding the right type of care, denial of
treatment, and generally negative personal interactions
with medical providers [25,30,31].
The COVID-19 crisis in particular spotlights the consequences of disability discrimination in the medical
community. While there are some resources for those
with disabilities such as the COVID-19 specific webpage5 of the American Association on Health and Disability, research and journalism have identified many
concerning issues. Triage protocols in Italy, where the
number of cases quickly overwhelmed the healthcare
system, deprioritized people on the basis of age and
the presence of comorbidities impacting likelihood of
survival [32]. Similar situations emerged in the United
States, exposing the entrenchment of disability discrimination throughout the healthcare system. In order to
prioritize ventilators to patients “most likely to benefit,”
5 https://www.aahd.us/covid-19/.
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one of the largest hospital systems in New York called
for “compassionate extubation” of patients with “prior
advanced health problems” after seven days [33,34].
Additional policies – Alabama’s devaluation of people
with intellectual disabilities, Tennessee’s exclusion of
people with spinal muscular atrophy, and the University of Washington’s age- and health-based allocation
guidelines – prompted a response from the American
Association of People with Disabilities, who petitioned
Congress to prohibit such rationing [32]. The U.S. Office of Civil Rights has worked to address these discriminatory triage practices [35]. However, we should
expect the law to protect us in this way and work to
prevent such injustices in the first place. Activist Ari
Ne’eman writes about disabled peoples’ perceptions of
healthcare experiences in a time of pandemic:
Disabled people who require ongoing ventilator
care and other forms of expensive lifelong assistance are used to being asked by medical professionals if they would rather abandon life-sustaining
treatment – often with the clear implication that
“yes” is the right answer [32].
These attitudes perpetuate healthcare disparities as
well as violate the core bioethical principles of autonomy, beneficence, nonmaleficence, and justice [16].
Problematically, PWD lack representation on hospital triage committees and within the larger medical
community [34], prompting recent calls for a more
disability-inclusive response to the pandemic [6,34].
Calls for disability inclusion have extended beyond
triage protocols to issues of data and surveillance, in
response to what Reed et al. call the “disability data
gap” [36]. Emerging data on COVID-19 continues to
suggest that age and multiple chronic conditions are associated with an increased morbidity and mortality [37].
However, only a small subset of this data has focused
on specific risks and impacts faced by PWD. For example, researchers have highlighted that people with
spinal cord injuries may require closer supervision due
to unique screening challenges and differences in symptom manifestation [38,39]. Other data suggests that people with intellectual and developmental disabilities experience more severe outcomes from COVID-19, likely
related to higher rates of comorbid conditions as well
as increased vulnerability to the physical, mental, and
social effects of a pandemic [40,41]. However, more
data is needed to better understand the risk that COVID19 poses for PWD. Beyond the virus itself, research
should consider the social and economic factors impacting PWD during the pandemic. In the same way

that demands were made early on in the pandemic to
publish COVID-19 data by age, race, and sex [42], disability data needs to be collected and published to better
highlight and understand these healthcare disparities.

3. Shortcomings of disability competence
According to the Centers for Disease Control and
Prevention, 26% of U.S. adults reported having a disability6 in 2016 [44]. By the numbers, all medical
providers will care for PWD and many will experience, or be personally affected by, disability. For these
reasons, there have been numerous calls for increased
training to improve disability “competence.” Improved
disability competence would help prevent the kinds of
biased assumptions we observed in Michael Hickson’s
story, not only about quality of life, but also about the
value of disabled lives. But the health and healthcare
disparities exposed by COVID-19 go deeper than bias:
they point to structural, systemic, and social inequities
that cannot be reduced to a lack of competence. In this
section we outline competency efforts and discuss their
shortcomings.
3.1. Disability competence in education and training
Although the Association of American Medical Colleges and other professional organizations recognize
the need for medical education to include training related to disabilities [45], such programs remain limited.
In a 2015 survey of curriculum deans at 75 medical
schools, only 52% reported having a “disability awareness program” [46]. When generalizing this data to
all American medical schools, the authors suggest that
potentially no more than 23% have disability-focused
training [46]. Among these schools, varying degrees
of disability-related training have been implemented,
including hands-on experiences with standardized patients, simulation exercises, panel discussions with patients with disabilities, and didactic approaches to highlight disability-related issues [46–49]. Of note, no standardized curriculum has been widely adopted.
Of disability curricula that have been proposed [8,46–
53], several follow the Bloom’s taxonomy framework
used widely throughout healthcare education, propos6 The CDC defines disability as “any condition of the body or mind
(impairment) that makes it more difficult for the person with the
condition to do certain activities (activity limitation) and interact with
the world around them (participation restrictions)” [43].
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ing instruction based on three educational outcomes:
knowledge, skills, and attitudes [49,51–53]. “Knowledge” and “skills” related to disability are largely addressed in cultural competence training, often alongside but discrete from issues related to race, gender, and
class [49]. These topics include easily-assessed knowledge and skills that encourage effective communication
and examination practices for patients with disabilities,
but rarely explore more general skills directed towards
a population that has historically been disadvantaged by
medicine and society as a whole [52,53]. While many
of these interventions have been well-received by faculty and students [46,47], true changes in “attitudes”
are difficult to assess. Given their limited focus, these
disability curricula seem to achieve tolerance at best
and do not address, or even acknowledge, activism for
disability rights and justice as valuable to future physicians [54].
Similarly, the concept of disability as a form of diversity and an aspect of identity has not fully permeated
medical education and training [55,56]. The American
Academy of Graduate Medical Education (ACGME)
only appointed its first Chief Diversity and Inclusion
Officer recently in 2019 [57]. However, it remains unclear whether disability diversity is fully appreciated
by the ACGME as the culture of residency training interferes with resident physicians’ abilities to prioritize
and engage in opportunities that grow their disability
consciousness. Efforts to improve patient safety (e.g.
duty hours regulations) have not fully eliminated barriers to quality care [58]. Instead, resident physicians are
part of an “assembly line” culture that reduces patients
down to a product on the line. This is dehumanizing
to both patients and physicians, and especially threatens the safety and experiences of patients that already
face discrimination and disparities within the healthcare
system.
In response to these shortcomings, some scholarship has gone beyond the call for disability competence
training and proposed deeper engagement with critical
disability studies. Scholars have articulated the value of
this field for integration into medical education [59,60]
as well as occupational therapy [61,62] and the rehabilitation sciences [63]. For Couser, disability studies
enable medical professionals to consider disability from
an inside as opposed to an outside perspective, thereby
reckoning with the harms as well as the benefits of medical treatment [60]. Campbell critiques medicine’s tendency to view disability as a personal medical tragedy,
discounting the socio-environmental factors that shape
disability [59]. Based on a global appraisal of disability
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modules within medical education, Campbell describes
“a fragmented system of implementation, poor communication among medical schools and conceptual confusion as to the meaning and goals of disability education for medical students”; moreover, “interventions are
usually horizontally incorporated into the curriculum,
limited in scope and short in duration” [58, p. 225].
We join Campbell in her call for a more comprehensive, vertically-integrated curriculum, building on the
promise of the UN Convention on the Rights of People
with Disabilities [64]. Indeed the gravity of the moment
calls for broader actions. An appropriately urgent response is one that is not left to the next generation of
healthcare providers but instead calls upon all levels of
education, training, and practice. Further, by emphasizing the connection between disability experiences
and other structural forces influencing health disparities, like racism, we call for a response that attends to
the intersectionality of these issues and addresses the
injustices together rather than separately.

3.2. Disability competence in research and practice

While our demand for a broad, multi-level culture
shift may seem unattainable, other culture shifts in
medicine have occurred in the recent past in response
to systemic problems. For instance, the rise of patientcentered research and care7 sought to improve patient
autonomy and the patient-doctor relationship, and increase inclusion of patient perspectives in research. Arguably, if patient-centered care were sufficient, a story
like Michael Hickson’s should not have occurred. The
problems exposed by the COVID-19 crisis are about
more than patient autonomy and interpersonal interactions, and instead expose the need to re-examine the
foundational assumptions of medicine and its centering on white, patriarchal, and capitalist structures and
norms.
In practice, patient-centered care and disability competence have failed to disrupt the normalizing tenden-

7 While there are many definitions of patient-centered care, the
core tenant is that the “individual’s specific health needs and desired
health outcomes are the driving force behind all health care decisions
and quality measurements” [65].
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cies of medicine with regard to disability-specific concerns such as cochlear implants, prenatal diagnosis and
abortion, genomic editing, and end-of-life decisionmaking. On one hand, cochlear implants at an early age can
improve verbal language acquisition and other benefits
to childhood development [66,67]. On the other hand,
some deaf parents report worrying that their children
may potentially not identify with their culture if they
are no longer deaf [66,67]. This worry is not unfounded
as some scholars suggest that cochlear implants could
eventually threaten the structure of the Deaf community [68,69]. Disability communities also resist research
and funding that focuses on diagnosing autism, Down
syndrome, and other conditions prenatally, resulting
in termination of pregnancies on the basis of disability [70,71]. Although these medical ethics debates are
beyond the scope of this article, it is clear that society is not prepared to assess the ethical implications
of making “designer babies” with human germline genomic editing (HGGE) [72]. Who will decide which
people, with which conditions and disabilities, maintain their “right to life?” [71]. If disability is diversity,
then HGGE may seek to eradicate that diversity, which
would have consequences for all of humanity, not just
specific disability communities. Finally, many disabled
scholars and advocates have identified another concern
with the process of offering “Do Not Resuscitate” orders and hospice care, as well as medical assistance in
dying (MAID) and physician-assisted suicide [73,74].
While compassionate care is important, what physicians
perceive as mercy can actually be violence to those who
wish to receive life-saving or – extending treatments,
as in the case of Michael Hickson.
Beyond these concerns of the disability community,
the shortcomings of patient-centered care and disability
competence are that these models do not seek to alter
the exclusive cultural, economic, and financial structures underlying the practice of medicine. Disability
competence interventions in education, practice, and
research to date have failed to enact the change that is
needed. Future changes to medical education and clinical practice policies can only be successful if we first
truly recognize the divide between disabled communities and medicine and then seek innovative solutions to
bridge it. In the next section we will describe how a culture shift toward disability consciousness confronts the
broader injustices of the for-profit healthcare industry.
4. Opportunities for disability consciousness
We use the term “disability consciousness” in the
way Sharon Barnartt proposed in 1996:

While a culture functions to maintain the social
order, a collective consciousness impels the actions which comprise social movements. Disability
consciousness impels the social movement actions
which are occurring within the disability community at this time. The distinction has implications
for the process of policymaking, as well as for its
content [10, p. 2].
The development of a collective consciousness begins with recognizing “attributes for the problem which
make it a societal rather than an individual problem,”
and “invok[ing] the necessity for collective action” [10,
p. 5]. Disability conscious medical education, training, and practice requires not only an appreciation of
humanities-based critical disability studies theory, but
also the importance of an experiential intersection of
disability with race, ethnicity, gender, sexuality, and
class, best illustrated by disability justice activists of
multiple marginalized identities.8
Therefore, raising disability consciousness begins
with centering diverse disability voices. Wells et al. have
argued that “from an educational point of view, recognition of the disabled person’s own expertise and the
idea of partnership is only fully realized when the disabled person is introduced as the teacher” [52, p. 788].
The power dynamic between patient and physician can
only be addressed if the medical community accepts the
disability voice and its authority on these issues. During
residency and practice, physicians must be encouraged
to seek out opportunities to include the perspectives
of PWD whenever possible, drawing from patient perspectives, disabled activists and self-advocates in the
community, along with larger voices in the disability
studies literature. This will promote a sense of “disability humility” [13], enabling medical professionals
to cede their own power. By actively and continuously
listening to disabled voices, they may begin to imagine
wellness and a “quality” life in a more expansive sense,
discarding narrow norms.

8 For

further reading on intersectionality and disability justice, we
direct the reader to the following resources:
– The Disability Visibility Project Website: https://disabilityvisibility
project.com/
– The Sins Invalid Website: https://www.sinsinvalid.org/
– Wong, A. (ed), (2018). Resistance and Hope: Essays by Disabled
People, Disability Visibility Project
– Wong, A. (ed) (2020). Disability Visibility: First-Person Stories
from the Twenty-First Century, Penguin
– Piepzna-Samarasinha, L. L. (2018). Care Work: Dreaming Disability Justice, Arsenal Pulp Press.
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Once liberated from restrictive ideals of normality, medical professionals may learn to imagine interdependence rather than independence as a desirable
health outcome and lifestyle. As disability justice activist Stacey Milbern Park explains, “We know no person is an island, we need one another to live. No one
does their own dental work or cuts their own hair. We
all need support. Hierarchy of what support is okay to
need and what isn’t is just ableism” [75]. Recognizing
the inherent interdependence of all human beings facilitates a conceptualization of care and assistance as the
ongoing work of a community rather than commodities that are produced and consumed. Care work is a
broad spectrum of which medical care is only a part.
Beyond physicians and surgeons, a medical caregiving
team also includes nurses and nursing aides, physical
and occupational therapists, technicians, environmental
service workers, home health workers, personal needs
attendants, childcare and elder care providers, and other
domestic workers. Although workers in all of these categories are essential, they are not accorded equitable respect and remuneration. As our population ages, the Bureau of Labor Statistics classifies home health aides and
personal care aides among the fastest growing occupations, yet median wages for these jobs are just $25,280 a
year [76]. These wages reflect racial, ethnic, and gender
pay gaps: 89% of the home care workforce are women,
and disproportionately women of color [77]. Undervaluing this essential labor has consequences for those
with disabilities: shortages of domestic care workers
force PWD and the elderly to enter nursing homes and
other congregate living situations [78], which are actually more costly to the healthcare system [79] and pose
an increased risk of exposure to communicable diseases
like COVID-19 [80].
The disability justice model conceives of care not
as a transaction but as an organic process and way of
life, in which PWD are both givers and receivers of
care. Leah Lakshmi Piepzna-Samarasinha writes about
care collectives that “work from a model of solidarity
not charity – of showing up for each other in mutual
aid and respect” [80, p. 41]. This model holds space
for the human connection that the care relationship can
yield, a connection which is too often absent from the
clinical encounter. Care work is a rich opportunity for
intercultural discourse and exchange across communities. Founded on solidarity, care networks repudiate the power dynamics and profiteering of the present
healthcare system, in which the majority of profits go
to people who have no contact with patients – top insurance and pharmaceutical company CEOs make be-
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tween $44,000 and $225,000 per day [82] – while families go into debt [83], family members (mostly women)
give up their careers to provide care to children and
elders [84,85], and care workers bring in near-poverty
wages [86].
These structural inequities are too often taken for
granted as part of an unchangeable reality or features
of the culture that are beyond a physician’s concern.
While medical training often includes educational units
on social determinants of health such as social class
and race, these units could be improved with a more
purposefully intersectional approach, including overlapping experiences of disability, race, ethnicity, gender, sexuality, and more. For example, the Center for
Economic and Policy Research reports that nearly twothirds of those experiencing longer-term poverty have
a disability and nearly one-third of people with a disability live in poverty, whereas the rate of poverty for
non-disabled people is just over 1:10 [87]. Addressing
social determinants of health recognizes that medical
impairments do not exist in a vacuum and that medical
knowledge is both medical and social in nature. The
World Health Organization’s International Classification of Functioning, Disability, and Health (ICF) [88]
is a step in the right direction towards understanding
this complexity. However, the ICF paradigm has yet
to influence usual billing and reimbursement models
in medicine. Students should be taught to recognize
specific impairments and their functional implications,
but also consider larger social contexts: societal barriers, economic burdens, and social institutions in place,
including the for-profit structure of the U.S. healthcare
system.
Embracing disability as both a part of diversity and
a demographic marker will allow us to advance the art
and science of medical care and research. In addition,
we should encourage more PWD to enter the practice
of medicine, thereby offering professional and personal
representation in the practice [89,90]. Diversity in medical schools and in positions of leadership is one step
toward decentering whiteness and the patriarchy within
medicine. However, diversity on its own will not lead to
automatic change. It must be accompanied by efforts to
build collective access, which entails not only physical
accessibility and accommodations, but also a broader
culture shift that embraces difference rather than expecting assimilation. This culture shift would involve,
among other things, rethinking the competitive pedagogies and demanding working conditions that lead to
burnout [91].
Building “collective access” refers not only to the
accessibility of the healthcare professions, but also the
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accessibility of healthcare services to the public – the
whole public. Collective access entails financial and geographic accessibility [92]. Our understanding of health
disparities will always be incomplete if we fail to seriously consider the role of prohibitive costs in preventing disadvantaged populations from receiving, and
sometimes even seeking, the care they need [93]. Nirmala Erevelles remarks in Disability and Difference in
Global Contexts that the insurance industry in America
is essentially a gatekeeping mechanism with the power
to determine which lives are worth saving, decisions
that are often based on perceptions of an individual’s
contributions to society in the form of wealth, status,
and labor capacity. “Put simply,” she writes, “access to
health care in the United States is predicated upon one’s
capacity to contribute to its profitability” [93, pp. 14–
15]. These forms of institutionalized and legal discrimination are intersectional, and operate along axes of
race, ethnicity, class, gender and gender identity, sexuality, and of course, disability status and chronic health
conditions. Geographic distribution of resources is also
critical, as evidenced by veterans’ difficulties accessing
healthcare due to distance [95], the limited availability of psychiatric and other mental health care in rural
areas [96], and the severe under-resourcing of the Indian Health Service [97]. Any “Social Determinants of
Health” curriculum without self-reflective consideration of how the healthcare system itself contributes to
health disparities is therefore incomplete.
Access barriers that disproportionately impact
marginalized communities are an indictment of the
healthcare system as a whole, and public attention has
elevated this issue within the political arena, as evidenced by the growing calls for a universal, singlepayer system. The Medicare for All movement is motivated by a basic belief that healthcare is a human right.
The American Medical Association (AMA), an organization representing a small fraction of physicians in
the US and yet wielding significant political power, actively opposed efforts to organize a single-payer system for a century [98,99]. The AMA’s history is also
notable for maintaining a racial divide, with many local chapters denying membership to Black physicians
during the Jim Crow era [99,100]. Tellingly, the alternative organization founded by Black physicians in response to this exclusion, the National Medical Association [99, p. 27], vocally supported single-payer activism in the 1960s while the AMA continued to stand
against it [98,99, p. 74, pp. 36–38]. However, medical professionals can organize to build power and alter
these circumstances. In the summer of 2019, a coalition

of protestors comprising medical students, nurses, doctors, and other healthcare workers, alongside disability activists and members of the Jane Addams Senior
Caucus, staged a rally and a die-in at the AMA’s annual
convention in Chicago demanding Medicare for All.
Shortly thereafter, the AMA severed ties with the Partnership for America’s Healthcare Future, an industrybacked lobbying group against single-payer proposals [98]. While the AMA remains opposed to Medicare
for All, a coalition of physicians with the broader care
collective and the disability community can be a force
for change: collective action for collective access.
The disparities exacerbated by COVID-19 represent
a moral imperative for significant change. A singlepayer system providing universal healthcare would address systemic inequities by eliminating barriers to care
based on employment, insurance, prohibitive costs and
inequitable reimbursement rates for Medicaid which
currently preclude many providers and care agencies
from treating recipients. Additionally, it would provide
long-term supports and services for elderly and disabled
people that make age-in-place and community living
the default, rather than institutional settings [101]. A
single-payer system would eliminate premiums and outof-pocket medical expenses reduce administrative costs
and simplify the bureaucratic process and increase the
amount of healthcare jobs. Systems change like this
also has the potential to improve working conditions
and increase the amount of time caregivers can spend
with patients. In families and other care webs, if someone needs to take time away from work to care for
a loved one, they will not have to sacrifice their own
health insurance to do so. Of course, switching to a
single-payer system would represent the beginning of a
march toward health justice, not the end. The movement
has not been without flaws: for years, Medicare for All
proponents neglected the perspectives of the disability
community, and earlier proposals failed to include essentials like long-term supports and services. Representative Pramila Jayapal’s 2019 House bill changed
that [102]. Now, PWD like activist Ady Barkan have
moved into the limelight [103]. A singlepayer system
on its own will not erase stigmas and traumas, nor resolve geographic and cultural barriers to care. Clearly
a change of direction is called for. Currently, despite
a professed commitment to patient-centered care, the
system is market-centered. The inequities described in
this article will soon pale in comparison to a situation
in which millions of Americans will lose their health
insurance along with their jobs, during a global pandemic.
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Policies eliminating private insurance and prohibitive
healthcare costs, and regulating the pharmaceutical industry would increase access and reduce disparities, but
many of the problems we have elucidated are beyond
policy. Access is a floor, not a ceiling. We are calling
for a deeper culture shift that cannot be distilled into a
simple set of actionable steps. Instead, we ask physicians to examine their own humanity, cultivate humility,
and enter into coalitions with patients, PWD, and all
levels of care workers. For almost two decades, disability competence steps, strategies, and directives have
been implemented with little to no input from these
stakeholders resulting in a clearly insufficient response.
Disability competence solutions target only small-scale
interactions between doctors and patients, but the bigger
problems are structural, resulting from the organization
of power. To change the system, we have to recognize
our own power. With a coalition of disabled communities and scholars to help us strive toward disability
justice in medicine, we can ultimately move towards
disability consciousness.

5. Conclusion
It is not only possible, but imperative, to offer medical care that improves quality of life while dignifying and respecting the impact of disability on a person’s life. The medical community must address structural violence impacting disabled, racialized, and other
marginalized populations now more than ever. Healthcare providers are called to care for all individuals with
compassion, empathy, and respect, regardless of their
differences. Therefore, we must recognize the hypocrisy
in professing to embrace those with disabilities while
ignoring the ostracizing effects of centering our profession on curing the abnormal. Medical education, training, and practice should move beyond the goal of curing
pathologies, a model that makes people feel broken and
causes emotional and physical harm. Incorporating disability justice and intersectionality throughout medical
education, training, and practice will promote the art of
enabling as well as healing that should be inherent in
the practice of medicine.

Conflict of interest
Authors AD and MQ have no conflicts of interest
to report. Author CL has received an honorarium as a
speaker for Catalyst Medical Education.

401

References
[1] Shapiro J. One man’s COVID-19 death raises the worst fears
of many people with disabilities [Internet]. NPR; 2020 Jul 31
[cited 2020 Sep 5]. Available from: https://www.npr.org.
[2] Texas Right to Life. Quadriplegic COVID-19 patient starved
by Texas doctor because of his disability [video file]. 2020
June 26 [cited 2020 Sep 5] Available from: https://www.
youtube.com/watch?v=jq-_gtjnzZg&feature=youtu.be.
[3] O’Connor MI. Equity360: gender, race, and ethnicity –
COVID-19 and preparing for the next pandemic. Clin Orthop
2020; 478(6): 1183–5. doi: 10.1097/CORR.00000000000012
82.
[4] Roberts SE. I can’t breathe – race, violence, and COVID-19.
Ann Surg 2020; 272(3): e191. doi: 10.1097/SLA.000000000
0004256.
[5] Linton S. Claiming disability: Knowledge and identity. NYU
Press; 1998. 9.
[6] Guidry-Grimes L, Savin K, Stramondo JA, Reynolds JM,
Tsaplina M, Burke TB, et al. Disability rights as a necessary framework for crisis standards of care and the future
of health care. Hastings Cent Rep 2020; 50(3): 28–32. doi:
10.1002/hast.1128.
[7] Infectious Diseases Society of America. COVID-19 and
health disparities in the United States [Internet]. IDSA; 2020
[updated 2020 Jun 16; cited 5 Sep 2020] Available from:
https://www.idsociety.org/globalassets/idsa/public-health/
covid-19/covid19-health-disparities.pdf.
[8] Kirschner KL, Curry RH. Educating health care professionals
to care for patients with disabilities. JAMA 2009; 302(12):
1334–5. doi: 10.1001/jama.2009.1398.
[9] Bowen CN, Havercamp SM, Karpiak Bowen S, Nye G. A
call to action: Preparing a disability-competent health care
workforce. Disabil Health J 2020: 100941. doi: 10.1016/j.
dhjo.2020.100941.
[10] Barnartt SN. Disability culture or disability consciousness? J
Disabil Policy Stud 1996; 7(2): 1–19. doi: 10.1177/1044207
39600700201.
[11] Mollow A. “When black women start going on Prozac”: race,
gender, and mental illness in meri nana-ama danquah’s willow
weep for me. MELUS 2006; 31(3): 67–99. doi: 10.1093/
melus/31.3.67.
[12] 10 principles of disability justice. 2015, Sep 17 [cited 2020
Sep 6]. In: Sins Invalid [Internet]. Available from: https://
www.sinsinvalid.org/blog/10-principles-of-disabilityjustice.
[13] Reynolds JM. Three things clinicians should know about
disability. AMA J Ethics 2018; 20(12): 1181–7. doi: 10.1001/
amajethics.2018.1181.
[14] Davis LJ. Enforcing normalcy: Disability, deafness, and the
body, Verso; 1995. 1–49.
[15] Pernick MS. The black stork: Eugenics and the death of
“defective” babies in American medicine and motion pictures
since 1915. Oxford University Press; 1996.
[16] Ouellette A. Bioethics and disability: Toward a disabilityconscious bioethics, Cambridge University Press; 2011. 1–71.
doi: 10.1017/CBO9780511978463.
[17] Volscho T. Sterilization racism and pan-ethnic disparities of
the past decade: the continued encroachment on reproductive
rights. Wicazo Sa Rev 2010; 25(1): 17–31. doi: 10.1353/
wic.0.0053.
[18] Satz AB. Healthcare as eugenics. In: Silvers A, Shachar
C, Cohen IG, Stein MA, eds. Disability, health, law, and
bioethics. Cambridge: Cambridge University Press; 2020,

402

A. Doebrich et al. / COVID-19 and the need for disability conscious medical education, training, and practice

pp. 20–32. doi: 10.1017/9781108622851.005.
[19] Shakespeare T, Iezzoni LI, Groce NE. Disability and the
training of health professionals. The Lancet 2009; 374(9704):
1815–6. doi: 10.1016/S0140-6736(09)62050-X.
[20] Albrecht GL, Devlieger PJ. The disability paradox: high quality of life against all odds. Soc Sci Med 1999; 48(8): 977–88.
doi: 10.1016/S0277-9536(98)00411-0.
[21] Amundson R. Quality of life, disability, and hedonic psychology. J Theory Soc Behav 2010; 40(4): 374–92. doi:
10.1111/j.1468-5914.2010.00437.x.
[22] Stramondo J. COVID-19 triage and disability: What not to
do. 2020, Mar 30 [cited 2020 May 18]. In: American Journal
of Bioethics Blog [Internet]. Available from: http://www.
bioethics.net/2020/03/covid-19-triage-and-disability-whatnot-to-do/.
[23] World Health Organization and World Bank. World report on
disability [Internet]. WHO; 2011 [cited 2020 May 30]. Available from: https://www.who.int/publications/i/item/worldreport-on-disability.
[24] Institute of Medicine. The future of disability in America.
Washington, DC: The National Academies Press; 2007. doi:
10.17226/11898.
[25] Morrison EH, George V, Mosqueda L. Primary care for adults
with physical disabilities: perceptions from consumer and
provider focus groups. Fam Med 2008; 40(9): 645–51.
[26] Wilkinson J, Dreyfus D, Cerreto M, Bokhour B. “Sometimes
I feel overwhelmed”: educational needs of family physicians caring for people with intellectual disability. Intellect
Dev Disabil 2012; 50(3): 243–50. doi: 10.1352/1934-955650.3.243.
[27] Shah P, Norlin C, Logsdon V, Samson-Fang L. Gynecological care for adolescents with disability: physician comfort,
perceived barriers, and potential solutions. J Pediatr Adolesc
Gynecol 2005; 18(2): 101–4. doi: 10.1016/j.jpag.2005.01.
004.
[28] Tervo RC, Azuma S, Palmer G, Redinius P. Medical students’ attitudes toward persons with disability: a comparative
study. Arch Phys Med Rehabil 2002; 83(11): 1537–42. doi:
10.1053/apmr.2002.34620.
[29] Sharby N, Martire K, Iversen MD. Decreasing health disparities for people with disabilities through improved communication strategies and awareness. Int J Environ Res Public
Health 2015; 12(3): 3301–16. doi: 10.3390/ijerph120303301.
[30] Mitchell SE, Weigel GM, Stewart SKA, Mako M, Loughnane
JF. Experiences and perspectives on advance care planning
among individuals living with serious physical disabilities.
J Palliat Med 2016; 20(2): 127–33. doi: 10.1089/jpm.2016.
0168.
[31] Iezzoni LI, Kilbridge K, Park ER. Physical access barriers
to care for diagnosis and treatment of breast cancer among
women with mobility impairments. Oncol Nurs Forum 2010;
37(6): 711–7. doi: 10.1188/10.ONF.711-717.
[32] Ne’eman A. I will not apologize for my needs. The New
York Times [Internet]. 2020 Mar 23 [cited 2020 May 18].
Available from: http://www.nytimes.com.
[33] Eisenberg A, Goldenberg S. Northwell memo calls for
rationing ventilators to “patients most likely to benefit” [Internet]. Politico. 2020 Apr 3 [cited 2020 Jun 1]. Available from:
https://www.politico.com/states/new-york/albany/story/
2020/04/03/northwell-memo-calls-for-rationing-ventilatorsto-patients-most-likely-to-benefit-1271711.
[34] Tsaplina M, Stramondo JA. #WeAreEssential: Why disabled
people should be appointed to hospital triage committees.
2020, May 15 [cited 2020 May 31]. In: The Hastings Center

[35]

[36]

[37]

[38]

[39]

[40]

[41]

[42]

[43]

[44]

[45]

[46]

[47]

[48]

Bioethics Forum Essay. Available from: https://www.thehas
tingscenter.org/weareessential-why-disabled-people-should
-be-appointed-to-hospital-triage-committees/.
Office for Civil Rights (OCR). Civil rights and COVID-19.
Civil rights for providers of health care and human services
[Internet]. HHS.gov; 2020 [updated 2020 Oct 9; cited 2020
Oct 10]. Available from: https://www.hhs.gov/civil-rights/forproviders/civil-rights-covid19/index.html.
Reed N, Meeks L, Swenor B. Disability and COVID-19:
who counts depends on who is counted. Lancet Public Health
2020; 5(8): e423. doi: 10.1016/S2468-2667(20)30161-4.
Jordan RE, Adab P, Cheng KK. Covid-19: risk factors for severe disease and death. BMJ 2020; 368: m1198. doi: 10.1136/
bmj.m1198.
Korupolu R, Stampas A, Gibbons C, Hernandez Jimenez
I, Skelton F, Verduzco-Gutierrez M. COVID-19: screening and triage challenges in people with disability due to
spinal cord injury. Spinal Cord Ser Cases 2020; 6(1): 35. doi:
10.1038/s41394-020-0284-7.
Rodríguez-Cola M, Jiménez-Velasco I, Gutiérrez-Henares F,
López-Dolado E, Gambarrutta-Malfatti C, Vargas-Baquero E,
et al. Clinical features of coronavirus disease 2019 (COVID19) in a cohort of patients with disability due to spinal cord
injury. Spinal Cord Ser Cases 2020; 6(1): 39. doi: 10.1038/
s41394-020-0288-3.
Turk M, Landes S, Formica M, Goss K. Intellectual and
developmental disability and COVID-19 case-fatality trends:
TriNetX analysis. Disabil Health J 2020; 13(3): 100942. doi:
10.1016/j.dhjo.2020.100942.
Thompson JR, Nygren MA. COVID-19 and the field of intellectual and developmental disabilities: where have we been?
Where are we? Where do we go? Intellect Dev Disabil 2020;
58(4): 257–61. doi: 10.1352/1934-9556-58.4.257.
Bhala N, Curry G, Martineau AR, Agyemang C, Bhopal R.
Sharpening the global focus on ethnicity and race in the time
of COVID-19. The Lancet 2020; 395(10238): 1673–6. doi:
10.1016/S0140-6736(20)31102-8.
CDC. Disability and health overview. Disability and health
promotion [Internet]. CDC; 2019 [cited 2020 May 18]. Available from: https://www.cdc.gov/ncbddd/disabilityandhealth/
disability.html.
Okoro CA, Hollis ND, Cyrus AC, Griffin-Blake S. Prevalence of disabilities and health care access by disability status and type among adults – United States, 2016. MMWR
Morb Mortal Wkly Rep 2018; 67(32): 882–7. doi: 10.15585/
mmwr.mm6732a3.
Expert Panel on Cultural Competence Education for Students
in Medicine and Public Health. Cultural competence education for students in medicine and public health: Report of
an expert panel [Internet]. Washington, D.C.: Association
of American Medical Colleges and Association of Schools
of Public Health; 2012 [cited 2020 May 31]. Available
from: https://www.pcpcc.org/resource/cultural-competenceeducation-students-medicine-and-public-health.
Seidel E, Crowe S. The state of disability awareness in American medical schools. Am J Phys Med Rehabil 2017; 96(9):
673–6. doi: 10.1097/PHM.0000000000000719.
Shakespeare T, Kleine I. Educating health professionals about
disability: a review of interventions. Health Soc Care Educ
2013; 2(2): 20–37. doi: 10.11120/hsce.2013.00026.
Ankam NS, Bosques G, Sauter C, Stiens S, Therattil M,
Williams FH, et al. Competency-based curriculum development to meet the needs of people with disabilities: a call to

A. Doebrich et al. / COVID-19 and the need for disability conscious medical education, training, and practice

[49]

[50]

[51]

[52]

[53]

[54]

[55]

[56]

[57]

[58]

[59]

[60]

[61]

[62]

[63]

[64]

action. Acad Med 2019; 94(6): 781–8. doi: 10.1097/ACM.
0000000000002686.
Ioerger M, Flanders RM, French-Lawyer JR, Turk MA. Interventions to teach medical students about disability: a systematic search and review. Am J Phys Med Rehabil 2019; 98(7):
577–599. doi: 10.1097/PHM.0000000000001154.
Alliance for Disability in Health Care Education. Core competencies on disability for health care education [Internet].
Peapack, NJ: Alliance for Disability in Health Care Education; 2019 [cited 2020 Sep 17]. Available from: http://www.
adhce.org/.
Mayer RS, Shah A, DeLateur BJ, Durso SC. Proposal for a
required advanced clerkship in chronic disease and disability
for medical students. Am J Phys Med Rehabil 2008; 87(2):
162–167. doi: 10.1097/PHM.0b013e31815b7331.
Minihan PM, Robey KL, Long-Bellil LM, Graham CL,
Hahn JE, Woodard L, et al. Desired educational outcomes of
disability-related training for the generalist physician: knowledge, attitudes, and skills. Acad Med 2011; 86(9): 1171–
1178. doi: 10.1097/ACM.0b013e3182264a25.
Wells TPE, Byron MA, McMullen SHP, Birchall MA. Disability teaching for medical students: disabled people contribute to curriculum development. Med Educ 2002; 36(8):
788–90. doi: 10.1046/j.1365-2923.2002.01264_1.x.
Iezzoni LI, Long-Bellil LM. Training physicians about caring
for persons with disabilities: “nothing about us without us!”
Disabil Health J 2012; 5(3): 136–9. doi: 10.1016/j.dhjo.2012.
03.003.
Phillips BN, Deiches J, Morrison B, Chan F, Bezyak JL. Disability diversity training in the workplace: systematic review
and future directions. J Occup Rehabil 2016; 26(3): 264–75.
doi: 10.1007/s10926-015-9612-3.
Nicolaidis C. What can physicians learn from the neurodiversity movement? Virtual Mentor: Am Med Assoc J Ethics
2012; 14(6): 503–10. doi: 10.1001/virtualmentor.2012.14.6.
oped1-1206.
White S. ACGME names first chief diversity and inclusion
officer. ACGME Newsroom [Internet]. ACGME; 2019 Mar
11 [cited 2020 Sep 13]. Available from: https://acgme.org/
Newsroom/Newsroom-Details/ArticleID/8038/ACGMENames-First-Chief-Diversity-and-Inclusion-Officer.
Osborne R, Parshuram C. Delinking resident duty hours from
patient safety. BMC Med Educ 2014; 14(S2). doi: 10.1186/
1472-6920-14-S1-S2.
Campbell FK. Medical education and disability studies. J
Med Humanit 2009; 30(4): 221–35. doi: 10.1007/s10912009-9088-2.
Couser GT. What disability studies has to offer medical education. J Med Humanit 2011; 32(1): 21–30. doi: 10.1007/
s10912-010-9125-1.
Gitlow L, Flecky K. Integrating disability studies concepts
into occupational therapy education using service learning.
Am J Occup Ther. 2005; 59: 546–53. doi: 10.5014/ajot.59.5.
546.
McCormack C, Collins B. Can disability studies contribute to
client-centred occupational therapy practice? Br J Occup Ther
2010; 73(7): 339–42. doi: 10.4276/030802210X1278584021
3328.
Magasi S. Infusing disability studies into the rehabilitation
sciences. Top Stroke Rehabil. 2008; 15(3): 283–7. doi: 10.
1310/tsr1503-283.
Szmukler G. The UN convention on the rights of persons
with disabilities: “rights, will and preferences” in relation

[65]

[66]

[67]

[68]

[69]
[70]

[71]

[72]

[73]

[74]

[75]

[76]

[77]

[78]

[79]

[80]

403

to mental health disabilities. Int J Law Psychiatry 2017; 54:
90–7. doi: 10.1016/j.ijlp.2017.06.003.
NEJM Catalyst. What is patient-centered care? [Internet].
NEJM Catalyst; 2017. Available from: https://catalyst.nejm.
org/doi/full/10.1056/CAT.17.0559#.
de Vieira S, Bevilacqua MC, Ferreira NMLA, Dupas G.
Cochlear implant: the complexity involved in the decision
making process by the family. Rev Lat Am Enfermagem
2014; 22(3): 415–24. doi: 10.1590/0104-1169.3044.2432.
Hyde M, Punch R, Komesaroff L. Coming to a decision about
cochlear implantation: parents making choices for their deaf
children. J Deaf Stud Deaf Educ 2010; 15(2): 162–78. doi:
10.1093/deafed/enq004.
Hladek G. Cochlear implants, the deaf culture, and ethics. The
Institute for Applied & Professional Ethics Archives [Internet]. Ohio University; 2009 Jul 27 [cited 2020 May 30]. Available from: https://www.ohio.edu/ethics/2001-conferences/
cochlear-implants-the-deaf-culture-and-ethics/index.html.
Pass L, Graber AD. Informed consent, deaf culture, and
cochlear implants. J Clin Ethics 2015; 26(3): 219–30.
Rosenblatt A. Autism, advocacy organizations, and past injustice. Disabil Stud Q 2018; 38(4). doi: 10.18061/dsq.v38i4.
6222.
Riss-Minervini M-J. Trisomie 21, quelle éthique entre le droit
à la vie et une possible interruption médicale de grossesse?
[Trisomy 21, the ethics between the right to life and a possible
termination of pregnancy for medical reasons]. Soins Pediatr
Pueric 2018; 39(302): 19–22. doi: 10.1016/j.spp.2018.03.004.
Boardman F. Letter to the editor. Gene editing and disabled
people: a response to Iñigo de Miguel Beriain. J Community
Genet 2020; 11(3): 245–7. doi: 10.1007/s12687-020-004655.
Dembo J, Schuklenk U, Reggler J. “For their own good”: a
response to popular arguments against permitting medical
assistance in dying (MAID) where mental illness is the sole
underlying condition. Can J Psychiatry 2018; 63(7): 451–6.
doi: 10.1177/0706743718766055.
Behuniak SM. Death with “dignity”: the wedge that divides
the disability rights movement from the right to die movement. Polit Life Sci 2011; 30(1): 17–32. doi: 10.2990/30_
1_17.
Wong A. Loving Stacey Park Milbern: A remembrance. 2020,
May 19 [cited 2020 May 31]. In: Disability Visibility Project
[Internet]. Available from: https://disabilityvisibilityproject.
com/2020/05/19/loving-stacey-milbern-a-rememberance/.
U.S. Bureau of Labor Statistics. News release: Employment
projections, 2019–2029 [Internet]. U.S. Department of Labor;
2020 [cited 2020 Sep 13]. Available from: https://www.bls.
gov/news.release/pdf/ecopro.pdf.
PHI. U.S. home care workers: Key facts [Internet] PHI; 2019
[cited 2020 Sep 13]. Available from: https://phinational.org/
wp-content/uploads/legacy/phi-home-care-workers-keyfacts.pdf.
Graham J. Severe shortage of home health workers robs
thousands of proper care. Kaiser Health News [Internet].
Kaiser Family Foundation; 2017 Apr 26 [cited 2020 Sep
13]. Available from: https://khn.org/news/severe-shortage-ofhome-health-workers-robs-thousands-of-proper-care/.
Osterman P. Who will care for us? Long-term care and the
long-term workforce. Russell Sage Foundation; 2017. doi:
10.7758/9781610448673.
Arons MM, Hatfield KM, Reddy SC, Kimball A, James A,
Jacobs JR, et al. Presymptomatic SARS-CoV-2 infections

404

[81]
[82]

[83]

[84]

[85]

[86]

[87]

[88]

[89]

[90]

[91]

[92]

A. Doebrich et al. / COVID-19 and the need for disability conscious medical education, training, and practice
and transmission in a skilled nursing facility. N Engl J Med
2020; 382(22): 2081–90. doi: 10.1056/NEJMoa2008457.
Piepzna-Samarasinha LL. Care work: Dreaming disability
justice. Arsenal Pulp Press; 2018.
Physicians for a National Health Program Health industry CEOs’ compensation in 2017 [Internet]. PNHP; 2020
[cited 2020 Sep 13]. Available from: https://pnhp.org/healthindustry-ceos-compensation-in-2017/.
Richard P, Walker R, Alexandre P. The burden of out of
pocket costs and medical debt faced by households with
chronic health conditions in the United States. PLOS ONE.
2018; 13(6): e0199598. doi: 10.1371/journal.pone.0199598.
Ferrant G, Pesando LM, Nowacka K. Unpaid care work:
The missing link in the analysis of gender gaps in labour
outcomes. Gender and development [Internet]. OECD; 2014
[cited 2020 Sep 13]. Available from: https://www.oecd.org/
dev/development-gender/Unpaid_care_work.pdf.
Dugarova E. Unpaid care work in times of the COVID-19
crisis [Internet]. UNDP; 2020 [cited 2020 Sep 13]. Available
from:
https://www.un.org/development/desa/family/wpcontent/uploads/sites/23/2020/06/Unpaid-care-work-intimes-of-the-COVID-19-crisis.Duragova.pdf.
Office of the Assistant Secretary for Planning and Evaluation.
2020 poverty guidelines [Internet]. ASPE; 2020 Jan 21 [cited
2020 Sep 13]. Available from: https://aspe.hhs.gov/2020poverty-guidelines.
Fremstad S. Half in ten: Why taking disability into account
is essential to reducing income poverty and expanding economic inclusion [Internet]. Center for Economic and Policy Research; 2009 [cited 2020 May 31]. Available from:
https://cepr.net/report/half-in-ten/.
World Health Organization. International classification of
functioning, disability and health (ICF) [Internet]. WHO;
2001 [cited 2020 May 31]. Available from: https://www.
who.int/classifications/icf/en/.
Iezzoni LI. Why increasing numbers of physicians with disability could improve care for patients with disability. AMA
J Ethics 2016; 18(10): 1041–9. doi: 10.1001/journalofethics.
2016.18.10.msoc2-1610.
Swenor B, Meeks LM. Disability inclusion – moving beyond
mission statements. N Engl J Med 2019; 380(22): 2089–91.
doi: 10.1056/NEJMp1900348.
Shanafelt TD, Dyrbye LN, West CP. Addressing physician
burnout: the way forward. JAMA 2017; 317(9): 901–2. doi:
10.1001/jama.2017.0076.
Hamraie A. Designing collective access: a feminist disability
theory of universal design. Disabil Stud Q 2013; 33(4). doi:
10.18061/dsq.v33i4.3871.

[93] Kirzinger A, Muñana C, Wu B, Brodie M. Data note: Americans’ challenges with health care costs [Internet]. Kaiser
Family Foundation; 2019 Jun 11 [cited 2020 Sep 13]. Available from: https://www.kff.org/health-costs/issue-brief/datanote-americans-challenges-health-care-costs/.
[94] Erevelles N. Disability and difference in global contexts:
Enabling a transformative body politic, Palgrave Macmillan;
2011, 14–5.
[95] Buzza C, Ono SS, Turvey C, Wittrock S, Noble M, Reddy
G, et al. Distance is relative: unpacking a principal barrier
in rural healthcare. J Gen Intern Med 2011; 26(Suppl 2):
648–54. doi: 10.1007/s11606-011-1762-1.
[96] Anderson TJ, Saman DM, Lipsky MS, Lutfiyya MN. A crosssectional study on health differences between rural and nonrural U.S. counties using the County Health Rankings. BMC
Health Serv Res 2015; 15: 441. doi: 10.1186/s12913-0151053-3.
[97] Anderson ES, D’Andrea S. Emergency medicine and
the indian health service: overburdened and understaffed.
Ann Emerg Med 2017; 69(6): 711–3. doi: 10.1016/j.
annemergmed.2017.03.065.
[98] Michels J. The spin doctors. Jacobin Magazine [Internet].
2020 Jan 9 [cited 2020 Sep 14]. Available from: https://
jacobinmag.com/2020/01/american-medical-associationmedicare-for-all.
[99] Hoffman BR. The wages of sickness: The politics of health
insurance in progressive America. Chapel Hill: University of
North Carolina Press; 2001.
[100] Nelson A. Body and soul: The Black Panther party and the
fight against medical discrimination. University of Minnesota
Press; 2011.
[101] Alonso-Zaldivar R. Sanders’ “Medicare for All” expands
long-term care benefits. AP news [Internet]. AP; 2019 Mar
8 [cited 2020 Sep 16]. Available from: https://apnews.com/
6a1b6a26372a490c8a854310fdbae2a8.
[102] Ives-Rublee M. The Medicare For All conversation must
include the disability community [Internet]. Bustle; 2019 Feb
28 [cited 2020 Oct 10]. Available from: https://www.bustle.
com/p/the-medicare-for-all-conversation-must-include-thedisability-community-16185358.
[103] Gambino L. Medicare for All: Activist dying of ALS testifies
via eye movements at hearing. The Guardian [Internet]. 2019
May 2 [cited 2020 Oct 10]. Available from: https://www.
theguardian.com/us-news/2019/apr/30/medicare-for-allhearing-ady-barkan-als.

