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Structural Ableism: Defining 
Standards of Care Amid Crisis  
and Inequity
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Equitable Standards for All Patients  
in a Crisis

Health care delivered during a pandemic instan-
tiates medicine’s perspectives on the value of 
human life in clinical scenarios where resource 

allocation is limited. The COVID-19 pandemic has fos-
tered dialogue and debate around the ethical principles 
that underly such resource allocation, which generally 
balance (1) utilitarian optimization of resources, (2) equal-
ity or equity in health access, (3) the instrumental value 
of individuals as agents in society, and (4) prioritizing 
the “worst off” in their natural history of disease.1,2 State 
legislatures and health systems have responded to the 
challeges posed by COVID-19 by considering both the 
scarcity of intensive care resources, such as mechanical 
ventilation and hemodialysis, and the clinical criteria to 
be used for determining which patients should receive 
said resources. These crisis guidelines have yielded sev-
eral concerning themes vis-à-vis equitable distribution of 
health care resources, particularly when the disability sta-
tus of patients is considered alongside life-expectancy or 
quality of life.3

Crisis standards of care (CSC) prioritize population-level 
health under a utilitarian paradigm, explicitly maximizing 
“life-years” within a population of patients rather than 
the life of any individual patient.4 Debated during initial 
COVID surges, these CSC guidelines have recently 
been enacted at the state level in several settings, 
including Alaska and Idaho.5 In a setting with scarce 
intensive care resources, balancing health equity in 
access to these resources against population-based 
survival metrics has been a challenge for commissions 
considering CSC.6,7 This need for balance has further 
promoted systemic views of “disability,” raising con-
cern for structural “ableism” and highlighting the need 

for greater “ability awareness” in clinicians’ continued  
professional learning. 

Structural Ableism: Defining Perspectives  
to Address Health Equity
Ableism has been defined as “a system that places value 
on people’s bodies and minds, based on societally con-
structed ideas of normalcy, intelligence, excellence, and 
productivity…[and] leads to people and society determin-
ing who is valuable and worthy based on their appear-
ance and/or their ability to satisfactorily [re]produce, 
excel, and ‘behave.’”8 Regarding CSC, concerns about 
systemic bias in guideline design were raised early by 
disability advocacy groups during comment periods.9,10 
More broadly, concerns about ableism sit alongside many 
deeply rooted societal perspectives of disabled individuals 
as pitiable or, conversely, heroic for having “overcome” 
their disability in some way. As a physician who sits in a 
manual wheelchair with paraplegia and mobility impair-
ment, I have equally been subject to inappropriate bias 
and inappropriate praise for living in a wheelchair. I have 
also wondered, alongside my patients living with different 
levels of mobility or ability, why others often view us as 
“worse off.” Addressing directly whether disabled individu-
als are “worse off,” disability rights attorney and advocate 
Harriet McBryde Johnson has articulated a predominant 
sentiment among persons living with unique or different 
abilities:

Are we “worse off”? I don’t think so. Not in any 

meaningful way. There are too many variables. For 

those of us with congenital conditions, disability 

shapes all we are. Those disabled later in life adapt. 

From Tufts University School of Medicine, Boston, MA. 
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We take constraints that no one would choose and 

build rich and satisfying lives within them. We enjoy 

pleasures other people enjoy and pleasures pecu-

liarly our own. We have something the world needs.11 
Many physician colleagues have common, invisible 

diseases such as diabetes and heart disease; fewer col-
leagues share conditions that are as visible as my spinal 
cord injury, as readily apparent to patients upon my entry 
to their hospital rooms. This simultaneous and inescap-
able identity as both patient and provider has afforded 
me wonderful doctor-patient interactions, particularly 
with those patients who appreciate how my patient expe-
rience impacts my ability to partially understand theirs. 
However, this simultaneous identity as doctor and patient 
also informed my personal and professional concerns 
regarding structural ableism as I considered scoring my 
own acutely ill hospital medicine patients with CSC triage 
scores in April 2020. 

As a practicing hospital medicine physician, I have 
been emboldened by the efforts of my fellow clini-
cians amid COVID-19; their efforts have reaffirmed all 
the reasons I pursued a career in medicine. However, 
when I heard my clinical colleagues’ first explanation 
of the Massachusetts CSC guidelines in April 2020, I 
raised my hand to ask whether the “life-years” to which 
the guidelines referred were quality-adjusted. My con-
cern regarding the implicit use of quality-adjusted life 
years (QALY) or disability-adjusted life years in clinical  
decision-making and implementation of these guidelines 
was validated when no clinical leaders could address 
this question directly. Sitting on the CSC committee for 
my hospital during this time was an honor. However, it 
was disconcerting to hear many clinicians’ unease when 
estimating mean survival for common chronic diseases, 
ranging from end-stage renal disease to advanced heart 
failure. If my expert colleagues, clinical specialists in kid-
ney and heart disease, could not confidently apply mean 
survival estimates to multimorbid hospital patients, then 
idiosyncratic clinical judgment was sure to have a heavy 
hand in any calculation of “life-years.” Thus, my primary 
concern was that clinicians using triage heuristics would 
be subject to bias, regardless of their intention, and neg-
atively adjust for the quality of a disabled life in their CSC 
triage scoring. My secondary concern was that the CSC 

guidelines themselves included systemic bias against 
disabled individuals.

According to CSC schema, triage scores index heavily 
on Sequential Organ Failure Assessment (SOFA) scores 
to define short-term survival; SOFA scores are partially 
driven by the Glasgow Coma Scale (GCS). Following pro-
fessional and public comment periods, CSC guidelines 
in Massachusetts were revised to, among other critical 
points of revision, change prognostic estimation via “life 
years” in favor of generic estimation of short-term sur-
vival (Table). I wondered, if I presented to an emergency 
department with severe COVID-19 and was scored with 
the GCS for the purpose of making a CSC ventilator 
triage decision, how would my complete paraplegia and 
lower-extremity motor impairment be accounted for by a 
clinician assessing “best motor response” in the GCS? 
The purpose of these scores is to act algorithmically, to 
guide clinicians whose cognitive load and time limitations 
may not allow for adjustment of these algorithms based 
on the individual patient in front of them. Individualization 
of clinical decisions is part of medicine’s art, but is diffi-
cult in the best of times and no easier during a crisis in 
care delivery. As CSC triage scores were amended and 
addended throughout 2020, I returned to the COVID 
wards, time and again wondering, “What have we 
learned about systemic bias and health inequity in the 
CSC process and the pandemic broadly, with specific 
regard to disability?”

Ability Awareness: Room  
for Our Improvement
Unfortunately, there is reason to believe that clinical judg-
ment is impaired by structural ableism. In seminal work 
on this topic, Gerhart et al12 demonstrated that clinicians 
considered spinal cord injury (SCI) survivors to have low 
self-perceptions of worthiness, overall negative attitudes, 
and low self-esteem as compared to able-bodied individ-
uals. However, surveyed SCI survivors generally had sim-
ilar self-perceptions of worth and positivity as compared 
to ”able-bodied” clinicians.12 For providers who care for 
persons with disabilities, the majority (82.4%) have rated 
their disabled patients’ quality of life as worse.13 It is no 
wonder that patients with disabilities are more likely to feel 
that their doctor-patient relationship is impacted by lack 
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of understanding, negative sentiment, or simple lack of 
listening.14 Generally, this poor doctor-patient relationship 
with disabled patients is exacerbated by poor exposure 
of medical trainees to disability education; only 34.2% of 
internal medicine residents recall any form of disability 
education in medical school, while only 52% of medical 
school deans report having disability educational con-
tent in their curricula.15,16 There is a similar lack of disabil-
ity representation in the population of medical trainees 
themselves. While approximately 20% of the American 
population lives with a disability, less than 2% of American 
medical students have a disability.17-19 

While representation of disabled populations in medi-
cal practice remains poor, disabled patients are generally 
less likely to receive age-appropriate prevention, appro-
priate access to care, and equal access to treatment.20-22 

“Diagnostic overshadowing” refers to clinicians’ attribution 
of nonspecific signs or symptoms to a patient’s chronic 
disability as opposed to acute illness.23 This phenome-
non has led to higher rates of preventable malignancy in 
disabled patients and misattribution of common somatic 
symptoms to intellectual disability.24,25 With this disparity 
in place as status quo for health care delivery to disabled 
populations, it is no surprise that certain portions of the 
disabled population have accounted for disproportionate 
mortality due to COVID-19.26,27

Disability advocates have called for “nothing about us 
without us,” a phrase associated with the United Nations 
Convention on the Rights of Persons with Disabilities. 
Understanding the profound neurodiversity among several 
forms of sensory and cognitive disabilities, as well as the 
functional difference between cognitive disabilities, mobility 

Table. Massachusetts Crisis Standards of Care Triage Point System (April 7, 2020) and Revision of 
Specifications (April 20, 2020)

Multi-principle Strategy to Allocate Critical Care to Adult Patients During a Public Health Emergency (April 7, 2020)

Principle

Point System*

Specification 1 2 3 4

Save the most lives Prognosis for  
short-term survival 

(SOFA score)

SOFA score <6 SOFA score 6-9 SOFA score 10-12 SOFA score >12

Save the most life-
years

Prognosis 
for long-term 

survival (medical 
assessment 
of comorbid 
conditions)

— Major comorbid 
conditions with 

substantial impact 
on long-term 

survival

— Severe comorbid 
conditions; death 
likely within 1 year

Multi-principle Strategy to Allocate Critical Care to Adult Patients During a Public Health Emergency (April 20, 2020)

Point System*

Specification 1 2 3 4

Prognosis for 
survival of the acute 

illness

SOFA score <6 SOFA score 6-9 SOFA score 10-12 SOFA score >12

Prognosis for 
survival beyond the 

acute illness

— — — Severely life-limiting 
conditions; death 

likely within 1 
year regardless of 
whether patient 

survives the acute 
illness

SOFA, Sequential Organ Failure Assessment. 
*Persons with the lowest cumulative score will be given the highest priority to receive critical care services.
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impairment, and inability to meet one’s instrumental activ-
ities of daily living independently, others have proposed a 
unique approach to certain disabled populations in COVID 
care.28 My own perspective is that definite progress may 
require a more general understanding of the prevalence 
of disability by clinicians, both via medical training and by 
directly addressing health equity for disabled populations 
in such calculations as the CSC. Systemic ableism is 
apparent in our most common clinical scoring systems, 
ranging from the GCS and Functional Assessment Staging 
Table to the Eastern Cooperative Oncology Group and 
Karnofsky Performance Status scales. I have reexamined 
these scoring systems in my own understanding given their 
general equation of ambulation with ability or normalcy. 
As a doctor in a manual wheelchair who values greatly 
my personal quality of life and professional contribution to 
patient care, I worry that these scoring systems inherently 
discount my own equitable access to care. Individualization 
of patients’ particular abilities in the context of these scales 
must occur alongside evidence-based, guideline-directed 
management via these scoring systems.

Conclusion: Future Orientation
Updated CSC guidelines have accounted for the unique 
considerations of disabled patients by effectively caveat-
ing their scoring algorithms, directing clinicians via dis-
claimers to uniquely consider their disabled patients in 
clinical judgement. This is a first step, but it is also one 
that erodes the value of algorithms, which generally obvi-
ate more deliberative thinking and individualization. For 
our patients who lack certain abilities, as CSC continue 
to be activated in several states, we have an opportunity 
to pursue more inherently equitable solutions before fur-
ther suffering accrues.29 By way of example, adaptations 
to scoring systems that leverage QALYs for value-based 
drug pricing indices have been proposed by organiza-
tions like the Institute for Clinical and Economic Review, 
which proposed the Equal-Value-of Life-Years-Gained 
framework to inform QALY-based arbitration of drug pric-
ing.30 This is not a perfect rubric but instead represents an 
attempt to balance consideration of drugs, as has been 
done with ventilators during the pandemic, as a scare and 
expensive resource while addressing the just concerns of 
advocacy groups in structural ableism.

Resource stewardship during a crisis should not dis-
count those states of human life that are perceived to 
be less desirable, particularly if they are not experienced 
as less desirable but are experienced uniquely. Instead, 
we should consider equitably measuring our intervention 
to match a patient’s needs, as we would dose-adjust a 
medication for renal function or consider minimally inva-
sive procedures for multimorbid patients. COVID-19 has 
reflected our profession’s ethical adaptation during crisis 
as resources have become scarce; there is no better time 
to define solutions for health equity. We should now be 
concerned equally by the influence our personal biases 
have on our clinical practice and by the way in which 
these crisis standards will influence patients’ perception 
of and trust in their care providers during periods of 
perceived plentiful resources in the future. Health care 
resources are always limited, allocated according to 
societal values; if we value health equity for people of all 
abilities, then we will consider these abilities equitably as 
we pursue new standards for health care delivery.
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