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ABSTRACT 

As COVID-19 spread across the United States, the bioethics community 

encountered challenges both familiar and unknown.  Practitioners prepared to consult and 

advise clinicians, compiling lists of the anticipated bioethical issues, the dimensions of 

which were nuanced and multifaceted.  However, a closer look at the discussion that 

developed around a single critical question, the ethics of ventilator allocation protocols, 

revealed that standard formulas and metrics had unintended consequences. The received 

wisdom of the ethical principles applied to the allocation of this scarce resource was 

questioned and found wanting as critics pointed out protocols that disadvantaged 

minorities, the disabled, and the elderly.  New voices entered old debates. The practice of 

modern American bioethics, shaped at a time when patient autonomy was the prevailing 

value, was narrow in purview. The fundamental inequities of heath and healthcare 

experienced by racial and ethnic minorities and the poor, concerns of justice, were not 

central to the practice. The bioethics community had failed to sufficiently broaden its 

scope as the concepts of the social determinates of health were revealed by research and 

confirmed by lived experience. Prompted by the racial unrest of spring and summer 2020, 

one element of the bioethics community, represented by Association of Bioethics 

Program Directors, has recast its focus.  
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CHAPTER 1: INTRODUCTION 

 

The United States faced upheaval in the late spring of 2020. Hospitalizations and 

deaths from the COVID-19 pandemic were climbing.  After the racially-motivated 

murder of George Floyd in late May, anger and protests brought thousands out of 

quarantine and into the streets. Cities across the country struggled to contain the spread of 

disease and respond to protest.  Individuals weighed the risk of infection with the cost of 

staying silent in the face of injustice. Brought face-to-face with failures in government 

planning and preparation, ineffective public health measures, unimaginable stress on 

medical systems, and the toll of health disparities, public safety, and policing, individuals 

and institutions embarked on self-examination and renewed resolution to face the impacts 

of systemic racism and discrimination on the health and safety of Americans. 

Bioethicists, already engaged with the ethical challenges of COVID-19 care, knew that 

disparities in health and access to healthcare for people of color were associated with 

structural racism. This paper briefly examines initial responses by the academic bioethics 

community to the COVID-19 pandemic and the racial unrest of 2020, the norms of 

American bioethics that informed initial ethical discussions and applications, and why 

and how those responses shifted and evolved between early 2020 and late 2021.   

The first reference to COVID-19 appeared in the American Journal of Bioethics 

(the flagship bioethics journal in the United States) on April 23, 2020. Between then and 

September 30, 2021, the journal published 209 articles mentioning COVID-19. In these 

eighteen months, the bioethics community considered, through the lens of COVID, via 

research, commentaries, and responses, overarching issues of system racism, health 
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disparities, social and epistemic justice, and philosophy.  COVID-19 informed 

bioethicists’ approaches to a wide range of research interests, including drug 

development, non-pandemic diseases, neonatal care, and disabilities. The pandemic also 

engendered an examination of bioethics as practiced by these researchers, educators, and 

consultants. Race or racism was the topic of 66 articles in the same journal in 2020 and 

through 2021. The intersection of the two issues – COVID-19 and racism – spurred 

deeper conversations about each, both together and separately, as issues raised by 

COVID-19 informed discussions of race and racism, and race informed an understanding 

of features of the unfolding epidemic. As mounting evidence that the social determinates 

of health, along with systemic racism, drove the course and impact of COVID-19, 

members of the academic bioethics community, represented by the Association of 

Bioethics Program Directors (ABPD), undertook an assessment of past and current 

efforts to uphold and adjust the existing balance among the principles of beneficence, 

nonmaleficence, autonomy, and justice in their work.  Their statement, written in the 

spring of 2020, is a commitment to “confront the structural racism embedded in our 

society … through concrete actions to change our field and … renewed attention to the 

voices of Black, Indigenous, and other colleagues and communities in our healthcare 

facilities, academic halls, conference centers, committees, and journals in which bioethics 

work is traditionally done” (ABPD, Statement, 2020).   



3 

CHAPTER 2:  INITIAL ASSESSMENT OF BIOETHICS ISSUES AND COVID-19 

 

Calls to address the issues raised for medicine and bioethics – notably the 

disproportionate impact of COVID-19 on disadvantaged populations - began soon after 

the pandemic engulfed New York City in March and April of 2020. Bioethics 

practitioners whose concerns included racism and the upstream impacts of the social 

determinates of health knew that these issues were numerous, complex, and woven into 

the history and current social and economic fabric of American life and the practice of 

medicine.  

As the pandemic took hold, bioethicists associated with hospitals continued 

working with or joined existing or newly formed triage and ethics teams. Healthcare 

ethics consultation team members stood ready to offer general guidance, input into policy 

development, individual consultations, training, and media talking points. Others stepped 

back to survey the array of bioethical concerns, identifying those that might come to the 

fore during a pandemic. Initial lists of ethical issues had “COVID-19” bolted onto rosters 

of classic bioethical questions – clinical research and trials, data protection, treatment of 

critical care patients, limited resources, palliative medicine – being just a few. 

Bioethics organizations began posting tailored resource documents to guide 

healthcare institutions and individual bioethicists as they prepared to confront COVID-19 

in clinical settings. Bioethicists offered best practices for an ethics-based care framework, 

ethics services, regional collaboration, access to therapies and medication. They assisted 

with preparing policies, contingency planning, and advice to manage emerging real-time 
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issues (Hastings Center, 2021). Bioethicists reporting from New York City early in the 

pandemic noted that most consultations involved moral questions of code status, 

provision of care and medical futility (Friedman, 2020), redeployment of medical staff 

beyond their area of expertise, resource allocation (Huberman, 2020), end-of-life decision 

making and establishing goals of care (Fins, 2020). All noted the difficulty of managing 

without clear crisis standards of care declarations and the intensity of the pace.  

The Association of Bioethics Program Directors provided an overview of 

bioethical issues arising from the COVID-19 pandemic. Although the list contains few 

new challenges and practitioners established the dimensions of the arguments, questions 

of balancing competing values foreshadow bioethics’ evolution in a pandemic world 

(McGuire, 2020).  Among the bioethical challenges identified in the overview were: 

Appropriate Use of Prognostic Scoring Systems – Questioning the application and benefit 

of the Sequential Organ Failure Assessment (SOFA)  and other established measures 

anticipated many of the subsequent debates surrounding such scoring systems. Because 

COVID-19 was a new disease, clinicians were urged to combine “objective” metric-

based scoring systems with clinical observation (McGuire, 2020). 

Pediatric Standards of Care – If pediatric hospitals were underutilized during a pandemic 

that impacted an older population, would these hospitals be expected to share resources? 

Children might be prioritized over adults by allocation policies that incorporated life 

years and the life-cycle principle – would this be equitable? Visitor guidelines for 
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facilities serving children with long-term disabilities or chronic illnesses might need to 

differ from those for adults (McGuire, 2020). 

Protection and Prioritization of Healthcare Workers –Healthcare staff assumed increased 

risk as essential workers providing care for patients with COVID-19.  The implications of 

what privileges this increased risk conveyed were controversial and required thoughtful 

consideration of community support, bias, relative social value, and perceptions of 

privilege (McGuire, 2020). 

Provision of Non-Critical, Non-COVID-19 Care – Providers would be called upon to 

achieve the greatest good for the greatest number while delaying care for non-COVID-19 

illnesses and conditions.  Decisions about non-COVID-19 care had to be consistent, 

transparent, objective, and arrived at by consensus. Healthcare systems were advised to 

adopt ethically informed guidance from national healthcare institutes and professional 

bodies (McGuire, 2020). 

 Informed Consent – When optimal treatment is not possible due to COVID-19 

restrictions or resource shortages, how do care providers share this information with 

patients? Issues of informed consent for COVID-19 patients’ participation in clinical 

trials became so complex and multifaceted - isolation protocols, videoconferencing, 

phone consultations, signature attestation, options documentation – that the FDA found it 

necessary to provide frequent updates and clarifications (McGuire, 2020).   

 Healthcare Providers’ Moral Distress - Throughout the pandemic, healthcare providers 

confronted the realities of crisis standards of care, care that may not have aligned with 
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their professional and ethical standards. Medical professionals and healthcare workers 

were faced with the additional burden of recognizing, acknowledging, managing, and 

resolving their feelings of helplessness, distress, and anger, reconciling these feelings 

with their duty to continue to serve (McGuire, 2020). 

Hospital Financial Vulnerability – Many hospitals and health systems were already in 

financial distress. Significantly increased relief funding from the federal government 

averted system failure. However, the longer-term financial health of providers continued 

to be an area of concern (McGuire, 2020). 

Community Engagement – Ordinarily viewed as the domain of public health, bioethical 

concerns about community engagement during the pandemic centered around trust, 

medical misinformation, and public health messaging. Bioethicists would need to contend 

with the implications of public perception of medicine’s work during the pandemic 

(McGuire, 2020). 

Crisis Capacity in Rural and Remote Communities – Bioethicists strongly recommended 

that rural healthcare systems, with fewer resources than urban and suburban medical 

centers, but serving as an integral part of more close-knit communities, create policies, 

guidelines, and resources that met their unique needs and specific circumstances 

(McGuire, 2020). 

 Resource Allocation and Rationing – Resource allocation was the most pressing problem 

early in the pandemic.  Bioethical issues included defining benefit, managing informed 

consent, considering the unique needs of pediatric patients, engaging communities in 
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hard decisions around resources, and mitigating concerns of discrimination and the 

effects of structural inequities (McGuire, 2020).   

 Discrimination and Health Equity – Continued access to medical services and the impact 

of pandemic-caused economic stress were identified as of particular concern for the 

elderly, disabled, the poor, and racially or ethnically marginalized populations. During a 

pandemic, structural inequalities in the health system could be significantly exacerbated 

(McGuire, 2020). 

Legal Considerations – What might the legal implications be for decisions made during 

medical triage? The authors urged that triage policies be applied consistently and without 

bias and that health systems carefully review the legal protections for their employees 

(McGuire, 2020).  

 Crisis Standards of Care –State authorities developed Crisis Standards of Care in 

response to threats of mass casualty disasters.  In many states, these standards were 

untested, and policy differences from one state to another raised questions of equity 

(Fink, 2020). 

 End-of-Life Decision Making and Palliative Care – Bioethicists suggested that healthcare 

professionals carefully review policies around end-of-life medical care. The 

unpredictable course of COVID-19, difficulties around family consultation due to 

visitation policies, the need for timely decisions, and the overwhelming number of 

severely ill patients required robust and equitable ethics-based policies that could support 

these painful choices (Sheahan and Brennan, 2020). 
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 Health Privacy – how would new digital applications for surveillance and contact tracing 

be compatible with the protections afforded by privacy legislation in the United States 

under the Health Insurance Portability Act (HIPAA)? How would valuable data collected 

and disseminated be treated under these laws (Rothstein, 2020)? 

 Visiting Policies – During the pandemic, health systems adopted strict visitor policies to 

limit the spread of COVID-19 among patients and healthcare providers within hospitals, 

clinics, and other healthcare settings. Although pragmatic and practical, these policies led 

to hardship and distress for patients, their families, and care staff.  Finding the balance 

between the benefits and harm of these interventions engages with the principles of 

nonmaleficence, beneficence, and justice (Sudai, 2021). Addressing issues arising from 

the passage of “No Patient Left Alone” state legislation will complicate these challenges 

going forward (Craver, 2021). 

 Rights of the Disabled – Early in the pandemic, the disabled community realized that 

policies enacted by half of the states excluded the provision of ventilators for the 

disabled. The U.S. Department of Health and Human Services Office of Civil Rights 

provided guidance that prevented this discrimination (USDHHS, 2020).  Concerns 

persisted about implicit biases that could influence the allocation of other resources 

during the pandemic (Scully, 2020). 

 Emergency Use Authorization - The U.S. Department of Health and Human Services and 

the U.S. Food and Drug Administration have the power to authorize and distribute 

unapproved medical products (drugs, biologics, and devices) for a particular public health 
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emergency. They can also authorize and distribute medical products approved for 

indications other than the specific health emergency (Brown, 2020).  Monitoring and 

evaluating the data underlying emergency authorization requests requires extreme caution 

and an ethical approach (Webb, 2020). 

 Drug and Vaccine Access – Ethical considerations of justice and equal access for equal 

need should inform the development of vaccine access priorities and distribution (Webb, 

2020).    

 Vaccine Research – Vaccine scientists must maintain rigorous ethical standards for 

human research in the face of the pressures for rapid product development. Participants 

from low-resource locations and other vulnerable populations should be included but 

protected.  Post-trial access to approved therapies must be part of the trial design 

(Lipworth, 2020). 

Right to Try – Right to try laws posed an ethical dilemma, particularly for pharmacists, 

when patients requested therapies that have been approved for other illnesses or 

conditions and would then be unavailable to those patients due to limited supplies 

(Master and Tilbert, 2020). 

  Many in the bioethics community, comfortable with the familiar outlines of the 

arguments about these issues when situated in the context of the doctor/patient 

relationship, were less conversant with the subtleties of the public health ethics that were 

more relevant during a pandemic (Dunham, Rieder, and Humbyrd, 2020). There was 

implicit but little-discussed recognition that the principles and considerations of 
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individual autonomy give way to those of the greatest good for the greatest number 

during a pandemic. This utilitarianism is the ethical framework for a pandemic (Morris, 

2020), philosophically and practically. Patient autonomy, long prized in American 

bioethics, is of little use when the healthcare system is overwhelmed with hundreds of 

patients and resources are severely limited.  
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CHAPTER 3: SOCIAL AND ECONOMIC DETERMINATES OF HEALTH 

 

As COVID-19 infections spread throughout metropolitan areas of the United 

States in the late winter of 2020, it became clear that the burden of the pandemic was not 

equally distributed. In New York City, the densely populated borough of Queens was one 

of the early epicenters of the coronavirus pandemic. Initial investigators tracking the 

spread of COVID-19 identified both New York airports in the borough as a factor in the 

local distribution of the virus. Large numbers of commuters, many lower-income Blacks 

and Latinos making their way to and from work on public transit provided another source 

of inescapable virus dissemination (Rosenthal, 2020). Location and demographics were 

not the only factors disadvantaging Queens, Brooklyn, and Bronx residents or patients 

not treated in the Manhattan flagship academic medical centers. Lower levels of staffing, 

lack of sophisticated equipment, fewer specialists, and less access to experimental drugs 

resulted in some community hospitals recording death rates three times those at medical 

centers in higher-income areas. However, poverty did not entirely explain the difference 

in death rates between White and Black and Latino Americans during the early months of 

the pandemic. The latter, living in low-poverty neighborhoods in the study area, died at 

three times the rate of white Americans in communities with similar economic 

characteristics (Egede and Walker 2020; Bambra, 2021). 

By late April 2020, researchers modeling those at risk from COVID-19, identified 

from 2018 CDC data, confirmed that people who are “Black, American Indian, or live in 

low-income households are more likely to have conditions associated with increased risk 
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of illness from COVID-19 relative to those who are white or are living in higher-income 

households” (Raifman, 2020).  As the disease spread, retrospective studies based on 

hospitalizations, including sociodemographic data from medical records and publicly 

available information, confirmed the risk factors for community spread.  

Throughout the pandemic, as consecutive waves of illness affected the entire 

United States and differences in infection and death narrowed, cumulative data showed 

that Hispanic people represented a larger share of the cases relative to their population 

(27% vs. 17%).  Black Americans experienced illness in proportion to their percentage of 

the population (12%), but a slightly higher percentage of deaths (14%). When the data is 

age-standardized, Hispanic, Black, and AIAN (American Indigenous and Alaskan 

Native) populations are at least twice as likely to die from Covid-19 than the White 

population (Artiga, 2021). Hispanic and AIAN are at two times the risk of infection than 

White people. Moreover, though the cumulative figures illustrate some convergence in 

the impact of the pandemic, the underlying structural inequities in health and healthcare 

and social and economic factors that placed people of color at increased risk at the outset 

of the pandemic remain (Artiga, 2021). 

How do these underlying structural inequities and their relation to the economic 

and social determinates of health – deficiencies in access to reasonably compensated 

employment, intergenerational poverty, lack of access to education and healthcare, the 

built and natural environment, social context, and racism – increase the risk for illness 

during a pandemic?  
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People with weakened immune systems resulting from chronic stress resulting 

from disadvantageous and difficult living, working, and environmental conditions are 

more vulnerable to infection from COVID-19. The physical and psychosocial impact of 

weathering, long-term exposure to adverse socioeconomic conditions, marginalization, 

racism, police brutality, and discrimination may lower the threshold of immune system 

response. Preexisting health conditions, like heart disease, obesity, diabetes, and 

respiratory illnesses can develop people face barriers to accessing healthcare, healthy 

food, and secure and safe housing.  If not managed, these illnesses can make people 

susceptible to more severe cases of COVID-19 and increased mortality. Limited choice 

for employment is also a factor.  As local and states locked down the population early in 

the pandemic, those working in often lower-paid essential services – transportation 

workers, food service and delivery staff, first responders – unable to work from home, 

entirely dependent on employment income, and more likely to use public transportation, 

experienced increased exposure to the coronavirus (Bambra, 2021).  

Early evidence pointed to structural racism as a contributing factor to these health 

disparities. Structural racism is associated with poorer mental and physical health.  

Structure racism arises when “discriminatory practices in one sector reinforce parallel 

practices in other sectors, creating interconnected systems that embed inequities in laws 

and policies. Consequently, education, employment, housing, credit markets, healthcare, 

and the justice system mutually reinforce practices that allow or encourage 

discriminatory beliefs, stereotypes, and unequal distribution of resources” (Dickinson, 
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2021). During the COVID-19 pandemic, the same structural racism that contributed to 

poor baseline physical health also led to increased mortality. 

Before COVID-19, increased consideration of the social determinates of health 

led many bioethicists to broaden the conversation about the ethics of individual 

healthcare. Looking beyond the patient/provider relationship, they began to consider the 

health of populations and the public policies and legislation that impact individual health. 

Looking upstream for opportunities to provide preventative care decreases the need for 

intensive health intervention later. Finding a better balance between bioethical 

frameworks of personal responsibility for health and social determinates of health could 

lead to more equality in providing healthcare and government programs and policies to 

improve population health (Ahola-Launonen, 2015). Wraparound government programs 

and policies could support housing, nutrition, education, and access to preventative 

healthcare and services, decreasing the impact of poor environments on health. Bioethics 

could have been engaged with these issues but was, to a large degree, not.  

When confronted with the social realities that the pandemic laid bare, ethicists 

again questioned the relevance of bioethics, describing its scope as narrow, blind to the 

impact of health and healthcare disparities. Charges that “bioethics has followed popular 

trends rather than led them” (Moreno, 2005) and “bioethics was not up to the challenge of 

COVID” (Fins, 2020) might be 15 years apart but express the same concern. How had the 

focus of bioethics become so narrow? What prompted bioethicists to “question the 

relevance of bioethics – and ask why my field hasn’t done more to identify … disparities 

and do something about them” (Fins, 2020). 
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CHAPTER 4: TRADITIONAL SCOPE OF BIOETHICS IN THE UNITED STATES 

 

One of the founders of modern American bioethics, Albert Jonson, provided his 

perspective on these questions in the first year of the 21st century. Bioethics, he argued, 

had taken a right turn on a road that was both straight and narrow. Straight, he noted, 

because it led to a clear result - ethics for clinical medicine, appropriate for advances in 

medical technology and healthcare, but narrow, as it eschewed the social and cultural 

fabric in which healthcare was embedded in favor of “close” and “restricted” medicine 

confined to the relationship between physician and patient (Jonsen, 2001).  

This path proved a fruitful way forward, providing a needed focus on individual 

patient rights and their central role in their own medical care. The approach to this new 

framework employed thoughtful and profound use of moral philosophy. However, the 

principle of personal autonomy became paramount. The other guiding principles of 

bioethics – beneficence, nonmaleficence, and justice, and the underlying philosophical 

tenets – receded. Solidarity, a mainstay of European bioethics, is seldom discussed in 

American bioethics.  Jonson found a pattern of seminal events – increased understanding 

of genetics, the politicized end-of-life controversies of the 1980s, the ravages of the 

AIDS epidemic that detoured bioethics from a broader road focused on society onto a 

narrow path of autonomy and individualism (Jonson, 2001).  

American bioethics has pressed the knowledge and skills of diverse disciplines -- 

philosophy, history, sociology, medicine, anthropology, religion – into the service of 
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technology-driven science and clinical medicine (Camporesi and Cavaliere, 2021). 

Where it touches the broader aspects of the human condition, end of life, birth, informed 

consent for clinical trials, and new procedures, the questions that arise are reduced to a 

mediation between body and machine or between patient and physician.   

The Tuskegee syphilis study, a catalyst for the establishment of formal bioethics 

programs, reinforced the preeminence of autonomy at the expense of nonmaleficence, 

beneficence, and justice. In this infamous study, 439 Black American men with late-stage 

syphilis were recruited as subjects in a research study without being informed that the 

study required that they receive no treatment for their disease or even that they were 

enrolled in the first place. 

The principal ethics lessons from Tuskegee are most commonly understood to be 

related to clinical research. Adding complete transparency for informed consent, 

eliminating any provisions that would withhold available treatment due to research goals, 

and building trust could avert these abuses. The horrifying facts of the study were made 

public in 1972. The rights of patients to self-determination and autonomy protected 

subjects from the paternalistic style of medical practice and clinical research that led to 

the depredations of Tuskegee. These new concepts of patient rights aligned with the 

movement for women’s rights, gay rights, and the civil rights movement that flourished 

in the 1960s.  This alignment helped cement the connection between Tuskegee and the 

bioethics principle of patient autonomy.  

Imagine if the study was understood as an example of exploitation, deceit, and 

deliberate disregard for the principles of informed consent and a blatant example of the 

insidious impact of racism on health and access to healthcare? (Ray, 2017).  The lack of 
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options for healthcare in the impoverished, rural area of Georgia made the study possible. 

With no health insurance, and only 16 physicians in Macon County, most of the 

population, many sharecroppers struggling through the early years of the Great 

Depression, had few paths to adequate medical care. The false promise of treatment for 

syphilis, along with hot meals and physical exams, was identified as the critical 

motivation for participation in the study. “Only the offer of treatment elicited the 

cooperation of the men. They were told they were ill and were promised free care. 

Offered therapy, they became willing subjects” (Brandt, 1978). 

The men received treatment consisting of aspirin, mineral supplements, popularly 

known as “tonics,” and spinal taps, which substituted for the adequate medical treatment 

promised. For the latter, the formal notice to participants to schedule the spinal taps 

concluded: “REMEMBER: THIS IS YOUR LAST CHANCE FOR SPECIAL FREE 

TREATMENT. BE SURE TO MEET THE NURSE.” The researchers knew there were 

few healthcare options available to the study’s population. In the minutes of a Center for 

Disease Control meeting in 1965, researchers noted that “They are getting better medical 

care than they would under any other circumstances.” (Reverby, 2012). If the participants 

found their way to medical assistance, researchers urged local physicians not to treat 

them, compounding the unethical action of withholding treatment within the study 

(Brandt, 1978).  

The lessons of Tuskegee taken to heart by the bioethics community were not that 

institutional racism, then and now, pervade American life and American healthcare. That 

racism exists in clinical research might have been a key takeaway, but the inescapable 

racism of American society and its pernicious and pervasive impact on health was not 
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(King, 2004, Wilson, 2021). With the increasing understanding of the social determinates 

of health, failing to engage with this fact is an abrogation of responsibility to address 

justice in healthcare. 
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CHAPTER 5: RACE AND WHITENESS IN AMERICAN BIOETHICS 

 

Critiques of American bioethics’ marginalization of race and racism are decades 

old.  A pervasive and invisible “whiteness” and, by default, the othering of nonwhiteness 

is normative in American law, rights and power, healthcare, and by extension, bioethics.  

The “whiteness” of American bioethics recurs as a theme in examinations of the 

profession – both in its composition and its concerns.  Critics have described in detail the 

“dominance and normativity of whiteness in the cultural construction of bioethics in the 

United States” (Myser, 2003). The chasm between the practice of American bioethics and 

meaningful engagement with the issues of race results from the failure to understand the 

fraught backstory of racism and the philosophical and cultural rationalization of racism 

that continues to inform modern American culture and life (Danis, Wilson, and White, 

2016. Calls for self-examination by bioethics professionals and the repeated failure of 

bioethicists to respond to these calls to grapple with racism in medicine and health recur 

in early twentieth-century American bioethics. Reminders that the profession represented 

a centering of whiteness and its power (Garcia, 2003).  In 2001 the Hasting Center, a 

non-profit bioethics organization, encouraged the profession to include race as a subject 

for bioethics investigation.  A subsequent search for articles on race and racism in the 

Hastings Center Report, American Journal of Bioethics, Literature and Medicine, and the 

Journal of Medical Humanities found little research or commentary that engaged with 

racial inequities and health disparities (Hoberman, 2016).   

Genetic screening, eugenics, population control, and medical research are all 

topics for bioethics, but the role of race, prominent in many of them, has not been central 
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(Wolf, 1999).  The statement “though important efforts to introduce context and social 

justice concerns, into bioethical thought have been made, much remains to be done” 

(King, 2004) is still relevant. Despite the acknowledgment that racism was a central 

concern, in 2016, bioethicists could still assert that bioethics had not contributed 

substantially to addressing the issue. Patricia King delivered the same message in a 2017 

lecture, asking, “is there a way forward?” as bioethics continued to ignore the role of 

racism in the “norms, practices, and institutional structures” of healthcare, health science, 

and health policy (King, 2017).  

Some authors call for fundamental shifts in the discipline’s practices, suggesting 

that bioethics be refit for purpose. They take a step back from the critique of current 

practices in specific scenarios, calling for an examination of what may be fundamental 

assumptions that embed racism in bioethics. Practitioners can discard the deficit model 

and “begin with a recognition that vulnerable individuals and groups are not voiceless 

entities who lack the capacity to decide what is good for them—or indeed, for wider 

society.” The proposed alternative “is a model where we acknowledge the lived 

experience of minorities and engage with them” (Viana, Raman, and Barber, 2021).   

Others have despaired of change and call for a complete break with the traditional 

bioethics community. To advance the work of bioethicists addressing racial justice and 

the structural racism they document as inherent in American institutions and individual 

actions, including at healthcare centers, in government health initiatives, and biased 

individual practitioners, some bioethicists have called for a Black bioethics. Keisha Ray 

explains, “In many ways, black bioethics can be explained very simply as the exploration 

and interrogation of any event, ideal, technological advancement, person, or institution 
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that directly or indirectly affects the health or well-being of black (loosely defined) 

individuals or the black population” (Rey, 2020). Citing the lack of serious engagement 

with nearly every ethical issue thrown up by the devastation of the pandemic, she indicts 

the profession for failing to champion diversity in recruiting, hiring, publishing, and 

promoting minority scholars. Minimized and ignored, Black bioethicists will join others 

whose interests in exploring and exposing difficult issues or non-traditional topics have 

led them to form their own academic homes (Ray, 2020). 
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CHAPTER 6: EXPANDING THE SCOPE OF THE CONVERSATION 

 

The realities of the pandemic began to infiltrate traditional bioethics discourse. 

Healthcare inequities– the availability of resources, their distribution, the challenges 

patients faced as they attempted to access care in overburdened institutions in their 

neighborhoods, and the relative baseline health of populations in marginalized and poor 

communities – were baked into the pandemic. Few interventions made a difference as 

COVID-19 spread from community to community.  Although the ethical challenges 

arising during the pandemic were familiar, the context was shifting. In addition to joining 

triage teams to assist with decisions about the allocation of ventilators and ICU beds, 

informing physician/patient decisions made at the bedside, medical bioethics now added 

elements more frequently encountered in questions about public and population health 

and health policies to their consideration of ethical actions. Most fundamental was 

repositioning focus from what was best for the individual patient to maximizing the 

benefit of measures for the general population.   

New points of view, energized by a renewed emphasis on health equity and social 

justice, challenged traditional practices and established protocols. Arguments for 

different approaches centered  the implications of race and class-based disparities in 

health and healthcare. The evolving debate over ventilator allocation guidelines and 

protocols provides an example of this evolution.  How did the accepted protocols and 

allocation frameworks fare when social justice and equity became a consideration? 

Because racial disparities in the COVID-19 outcomes became evident and inescapable 



23 

early in the pandemic, failure to address race in the allocation of ventilators was a failure 

in treatment. Failure to include race as a factor in just allocation policies would be a 

failure of bioethics. 

Ventilator Allocation Protocols 

Initial Assumptions 

Several bioethicists, anticipating a healthcare system overwhelmed with COVID-

19 patients combined with a shortage of ventilators in areas with large outbreaks or 

limited resources, offered a comprehensive review of allocation protocols. A 

conventional and widely-cited article published in the New England Journal of Medicine 

on March 20, 2020 (Emanuel et al. 2020) outlined four widely accepted fundamental 

values underlying health resource rationing:  

• maximizing the benefits produced by scarce resources 
• treating people equally  
• promoting and rewarding instrumental value 
• giving priority to the worst off 

The authors believed that these values were sufficient to guide allocation when 

applied in concert and context.  Ethical allocation of scarce resources would maximize 

benefits, save lives, and improve the patient’s post-treatment lifespan. During a 

pandemic, the most relevant principles were maximizing benefits, valuing population 

health, and protecting individual lives. The approach endorsed by the authors also 

prioritized health workers and COVID-19 research volunteers for interventions. Their 

policies discouraged using a first-come, first-served protocol, instead suggesting random 

allocation for patients with similar prognoses. They allowed that policies should be 

responsive to new research and evidence and change as needed. During the pandemic, 
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healthcare workers should apply identical allocation policies to Covid-19 and non-Covid-

19 patients alike (Emanuel et al., 2020). 

A similar review of protocols appeared in the Journal of the American Medical 

Association on March 27.  In this article, the allocation of ventilators was also posited as 

a choice between individual patient well-being, as judged by their personal physician, and 

a public health imperative to support the greatest good for the greatest number. Multiple 

criteria, integrated into a single tool, would allow for multiple values to inform allocation 

decisions. Two key metrics were central to this approach – the patients’ likelihood of 

survival to hospital discharge and achieving longer-time survival based on any comorbid 

conditions. The policies supported prioritized public health responders and younger 

patients. Described as ethically dubious was excluding large groups of patients based on 

comorbidities, disease progress, and cognitive impairment, as was a single focus on 

survival to hospital discharge (White and Lo, 2020).   

The Conversation Evolves 

The demographic reality of the COVID-19 infections and deaths in the United 

States swiftly redirected the discussion of ventilator allocation protocols. In the formal 

responses posted to the JAMA and NEJM websites, issues of discrimination against 

specific populations (Brown, Goodwin, 2020), legal obligations (Liddell et al., 2020), the 

real-world experience of medical providers (Firth, 2020), structural racism (Chomilo, 

2020), the considerations of context, family relationship, and cautions about easy 

assumptions regarding the layperson’s understanding of the rationale for allocation 

(Hyder, 2020), were raised.  Paradoxically, the failure to contain or shorten the COVID-

19 pandemic provides the ongoing opportunity to reassess and modify other resource 
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allocation protocols, including the provision of ventilators (Tolchin, 2020). Critiques of 

the initial criteria for ventilator allocation offered alternatives, viewed through the lens of 

social justice.  

Policies at the Onset of the Pandemic 

Triage plans allocate scarce medical resources when there is insufficient capacity 

to provide resources to everyone who needs them.  These plans exist to “ensure the 

greatest benefit to the greatest number, and to reduce the number of patients who will be 

unable to receive critical care resources” (Maves, 2020). 

A review of 26 U.S. hospital ventilator triage policies undertaken during the 

second half of March 2020, early in the pandemic in the United States, revealed that 

many policies explicitly referenced the ethical values of justice, transparency, 

stewardship, duty to care, and duty to prevent unnecessary loss of life.  Issues identified 

during the review included the lack of any triage policy, the wide variety of allocation 

criteria, and the lack of consistency among medical centers within the same community 

(Antommaria, 2020).  SOFA (Sequential Organ Failure Assessment) scores were 

referenced in 95.2% of policies employing scoring systems, but operational standards 

differed from institution to institution, with gaps in specific directions for application. 

Blinding strategies and processes for appeal and review left some policies incomplete and 

institutions open to charges of discrimination (Antommaria, 2020). 

SOFA/Sequential Organ Failure Assessment Score 

SOFA, or the Sequential Organ Failure Assessment Score, is a standard in many 

ventilator allocation protocols. Initially developed in the 1990s to assess sepsis, SOFA 

was later pressed into service to provide a quantitative and objective population measure 
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for gauging and monitoring acute morbidity in intensive care units (Lambden, 2019). 

SOFA was applied during the pandemic to assess patient condition for ventilator 

allocation. To arrive at a final score, clinicians aggregated six scores, one each for the 

respiratory, cardiovascular, hepatic, coagulation, renal, and neurological systems. The 

higher the cumulative score, the worse the patient’s condition.  If two patients required a 

ventilator, but only one was available, the patient with the lower score would be 

prioritized. 

Although described as a utilitarian exercise of triage, the use of SOFA scores was 

controversial. The populations “competing” for the resource were too diverse for a single 

measure to be fair (Menconi, 2020). Triage protocols using SOFA disadvantaged Black 

Americans. The argument: adverse health outcomes that arise from social determinates of 

health include the high prevalence of chronic diseases, diabetes, obesity, and heart 

disease, among African Americans.  These conditions led to more severe cases of 

COVID-19 infections and to lower SOFA scores resulting from an assessment of the 

patient’s heart, lung, kidney, and neurological function.  A sicker patient with 

compromised health will not be the best candidate for ventilator allocation. Their 

mortality risk score will be high.  

The ABPD statement suggested that SOFA scores were not unbiased or without 

ethical implications.  Were SOFA scores alone clinically valid for COVID-19, or should 

scores be combined with stringent clinical assessments?   

SOFA - Life Years 

Incorporating life-years (prioritizing those who would survive the longest after 

treatment) into the allocation assessment increases the disadvantage of some patients. 
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With an average five-year deficit in life years compared to White Americans, this 

measure shortchanges Black Americans (Menconi, 2020).  Non-Blacks live longer lives, 

thus saving more life years if both patients are the same age. The objective medical 

knowledge that creates allocation models depend on a healthy-to-unhealthy continuum – 

if a population clusters at one point on that continuum, that population is either 

advantaged or shortchanged.  A framework that included social justice and respect and 

adjusted for standard life years in allocation policies would not compound the injustices 

that led to a shorter life expectancy (Stone, 2020).  

SOFA - Creatine 

One of the SOFA scores uses the level of creatine, a waste product of muscles, 

found in the blood to measure kidney function. Higher creatinine levels are not 

distributed equally across similar population may cluster, reflecting scores that stem from 

illness related to structural inequalities (Schmidt, 2020). The path from higher rates of 

kidney disease arising from higher rates of diabetes and hypertension can be traced back 

to stress, poverty, and discrimination. The researcher suggested removing the creatine 

measure altogether. The suggestion’s drawback is that race-based adjustments imply a 

race-based biological, not social, difference. Removing the creatine measure is also 

impractical because of the widespread acceptance of creatinine levels as a general 

indicator of health (Schmidt, 2020). 

SOFA - The “Give Back” 

An alternative to fine-tuning SOFA scores internally was to correct and balance 

the final medically-based score. Adding “points” for Black patients was proposed to 

address the baked-in burden of being Black and socially and economically disadvantaged 
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in the United States (Sederstrom, 2020).  Seizing the opportunity to deliberately address 

racism in the present, rather than adjusting the SOFA formula in the future, draws 

attention to the discomfort of outright favoring one group over another by pointing out 

that the current system does the same. Who, under this system, identifies those who are 

eligible for this ‘give back?’  How would race and economic status be conclusively 

defined?   

SOFA - Area Deprivation Index 

Another proposal references the Area Deprivation Index (ADI), a validated 

measure created by the federal government for census block groups, calculated to assess 

mortality and disease prevalence. The Office of Civil Rights in the Federal Health and 

Human Service Department created a model policy for allocating COVID-19 medications 

that provided “heightened access” to those living in socially and economically 

disadvantaged neighborhoods, as measured by the Area Deprivation Index. The ADI may 

be useful for identifying communities for targeted but broad-based efforts to distribute 

vaccines or therapeutics but is judged as lacking specificity when applied to individual 

patients (Schmidt, 2020). 

Future allocations of ventilators from state and federal stockpiles could be 

allocated disproportionately to safety-net hospitals and other medical centers “serving 

communities with a high proportion of persons of color and other disadvantaged groups” 

(Stone and Lo, 2020). For SOFA scoring, the ADI functions as an equity weight to 

determine and add a social deprivation score to SOFA.  This remedy is based solely on 

tiny geographic areas. Some patients with health compromised by socioeconomic 

conditions may not reside in areas identified as ADI and vice versa.  
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SOFA - Eliminate SOFA Scoring  

Discarding SOFA scoring altogether is another option (Schmidt, 2020). As the 

pandemic continued, some clinicians suggested that SOFA scores were of limited use for 

allocating ventilators. Because COVID-19 was a respiratory disease with single organ 

dysfunction, and SOFA was designed for patients with multiple organ impairment, there 

was not enough variation in the SOFA scores among COVID-19 patients to guide 

decision-making. Based on retrospective studies, age was a more helpful indicator 

(Raschke, 2021).   

People with Disabilities 

Early in the pandemic, some state allocation and triage policies did not comply 

with the Americans with Disabilities Act, the Rehabilitation Act, and the Affordable Care 

Act. Patients with disabilities could be excluded from SOFA-based allocation or 

characterized as poor candidates for ventilator support. For instance, complaints filed 

with the Pennsylvania Department of Health led the state to revise their Crisis Standards 

of Care for Pandemic guidelines to comply with federal law; disability could no longer be 

the basis for decisions about access to treatment or care. 

Most Lives Saved (MLS) 

Many criticized the “most lives saved” principle as embedded in a fundamentally 

privileged view of the equality of all patients. Non-Black lives are saved because they are 

healthier lives (Bruce, Tallman, 2021).  

Prioritizing Healthcare Workers 

Some bioethicists used social utility and reciprocity principles to justify 

prioritizing healthcare workers as candidates for ventilators. Because they possessed 
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skills valuable during the pandemic and could save lives while risking their own, these 

individuals have instrumental value (Emanuel et al., 2020). Because they provided 

usefulness in saving lives, allocation policies that rewarded them would provide 

reciprocity. However, by assigning more value to healthcare workers’ lives than to 

others, including other essential workers, these policies contravene the “common moral 

commitment” to value everyone’s life equally and the professional value of putting the 

patient’s life first (Chen, 2021). Practical considerations, including how to define 

“healthcare worker, and determining if the COVID infection was work-related, also argue 

against this policy. 

Regional Allocation 

In 2009, during preparations for a possible swine flu pandemic, the New York City 

Department of Health and Mental Hygiene compiled estimates of ventilator capacity in 

New York City hospitals. Scenarios that assumed significant pandemic attack rates 

revealed system capacity deficits between 1578 and 2662 ventilators. Given the 

disturbing impact of uneven distribution of ventilators, this passage from a 2009 article 

appears prophetic: 

Disparities would only become more critical during a pandemic flu. Imagine an 
outbreak equally affecting two neighborhoods in Manhattan and Queens. 
Rationing ventilators would be especially harsh in Queens, where the ventilator 
density is just over a third of what it is in Manhattan. This poses an immediate 
challenge to fairness and equity, if triage decisions are to be made locally. When 
appeals processes are taken out of the mix and opportunities for third party 
advocacy are decreased, some communities might rightly feel that they have lost 
voice. Scarcity combined with the loss of some regulatory protections could lead 
to hidden rationing: decisions might appear fair when viewed from within the 
perspective of one hospital, but grossly inequitable when compared to choices 
made at facilities with more ample resources (Fins, 2009). 
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After considering the unequal allocation of ventilators in New York City, this 

bioethicist suggested that distribution of reserve supplies maintain an equal ventilator 

density across all city boroughs or bring all to the standard of Manhattan.  In addition, “a 

promise of prepositioning ventilators ahead of a wave of illness will help build trust with 

communities that need to be part of the process of planning for a pandemic event and that 

may harbor concerns about fairness” (Fins, 2020). 

The ethical implications of a too narrow approach to resource availability and 

resource sharing and allocation policy are clear, as is the need for a national standard for 

triage and allocation. To bolster the trustworthiness of the health system for all 

disadvantaged communities, medical professionals must provide communities with the 

opportunity for input. They must also assure residents of resource equity integral to a 

single standard for triage and allocation (Fink, 2020). 

Triage Team Composition and Training 

Critiques of the accepted allocation wisdom also called out documented physician 

bias when treating minority patients. Creating triage teams with members from diverse 

economic and social backgrounds and points of view can provide different perspectives 

and reduce discrimination.  On triage teams, representatives from historically 

disadvantaged populations would promote justice (Schmidt, 2020; Stone, 2020).   

First Come, First Served 

A first-come, first-served distribution of resources avoids triage.  However, 

patients who have easy access to transportation and medical services would be 

advantaged. This population is more likely to be educated and have means (Tolchin, 

2020).  
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Lottery 

Completely random allocation of ventilators would remove triage teams from 

making imperfect adjustments to allocation protocol. A lottery system would not add to 

injustice by giving anyone preferential treatment and “be in keeping with arguably more 

sophisticated and nuanced versions of the principle of utility as applied in the context of 

acutely scarce public goods” (Silva, 2020). The author allowed that this sounded odd or 

even wrong.  Marginalized populations might be more likely to be subject to a lottery, 

given that preexisting conditions made them more ill (Tolchin, 2020).  Removing 

consideration of a patient’s chance of survival could lead to more deaths overall, more 

deaths among the historically disadvantaged, and provide no mitigation for healthcare 

inequalities (Stone and Lo, 2020).   

Revised Triage Policy 

White and Lo, the authors of the March 2020 JAMA allocation article, revisited 

the topic in December 2020, when they argued that “ICU triage policies should 

simultaneously promote population health outcomes and mitigate health inequities” 

(White and Lo, 2020).   Allocation policies that promoted the values of positive 

population health outcomes and the principles of justice and equity would use a point 

system that included criteria for hospital survival, near-term prognosis, structural 

inequities, for prioritizing frontline workers and those who have had the least chance to 

live through life’s stages. Anticipating objections to this plan – the impracticalities of 

assessing these points during crisis healthcare, the possibility of saving fewer lives, lack 

of applicability outside the United States, loss of flexibility in triage team decision 
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making and practical outcome - the authors suggested that clinicians test any new 

protocols via computer modeling and tabletop exercises (White and Lo, 2020). 

Summary 

In a rejoinder to these critiques, one author pointed out that a ventilator allocation 

policy does nothing to address the roots of structural racism and will have at best a minor 

mitigating effect on entrenched injustices. “This does not mean the efforts are 

unimportant; rather, it means that even if successful, there is much more work to do 

within medicine and society to implement anti-racist policies” (Chomila, 2020).  

Additionally, comprehensive and well-resourced triage teams with robust “support 

protocol, infrastructure, processes, legal and regulatory protections, and training” (Maves, 

2020) were a luxury for health systems in disadvantaged or rural communities.  

When freed from the straight jacket of classical clinical medicine, conversations 

about ventilator allocation at the individual and community levels became more complex 

and remained intractable. Informed by multiple viewpoints, discussions were more 

nuanced and purposefully inclusive. By embedding bioethical questions in a deeper 

context, including perspectives from the public health, disability, and social justice 

communities, new solutions and protocols could be offered and considered. Viewing 

ventilator allocation through the lens of the ethical principle of social justice led to the 

search for alternative practices to achieve a better balance between utility and equity (dos 

Santos, 2020).  Examining bioethical issues from fresh viewpoints, informed by work in 

various academic disciplines, can widen the scope of debate, resulting in better protocols. 

Academic bioethicists often have the advantage of working directly with medical 
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professionals to effect change and policy beyond the patient/clinician dyad, providing 

leadership and insight into appropriate and ethical alternatives.    
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CHAPTER 7: ASSOCIATION OF BIOETHICS PROGRAM DIRECTORS 
STATEMENT ON VIOLENCE, COVID, AND STRUCTURAL RACISM IN 

AMERICAN SOCIETY 

 

The (ABPD) evolved from a workshop supported by the Greenwall Foundation, 

itself established with the mission to “expand bioethics knowledge to improve clinical, 

biomedical, and public health decision-making, policy and practice” (Greenwall, 2021). 

Today the ABPD’s membership represents approximately 70 U.S. and Canadian 

bioethics programs.  As the organization matured and its members organized and 

professionalized as bioethicists, it has expanded its sphere of influence. In 2015, the 

ABPD adopted the Association of American Medical Colleges’ position statement on 

Fetal Tissue for Research. They followed in 2017 with an endorsement of the AAMC’s 

Ad Hoc Group for Medical Research Fiscal Year 2018 Recommendations, advocating for 

an increase of $2 billion in funding for NIH to support the research capacity of this 

federal agency. They also urged the adoption of federal legislation to protect the 

healthcare workforce with Deferred Action for Childhood Arrivals (DACA) status 

(ABPD Position Statements, n.d.). 

Early in the COVID-19 pandemic, members of an ABPD task force identified and 

outlined emerging ethical challenges. The primary challenge was the probability that 

hospitals and healthcare systems would need to ration scarce critical care resources of all 

kinds. The task force ticked off the issues of resource allocation– defining benefit, 

discrimination against the disabled, assessing long or short-term survival and the 

attendant systematic disadvantages for the elderly, and those with underlying conditions, 

the shortcomings of the SOFA, or any scoring system.  Nearly missing was the 
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acknowledgment of a fundamental, pandemic-imposed shift in the focus of clinical 

ethics: from the bedside of individual patients to the population at large. The framework 

in which allocation decisions were decisions about individuals, while appropriate for the 

patient or institution, could disadvantage an entire community. Whether independent or 

part of an extensive health system, every healthcare facility was now part of a nationwide 

public health experiment in resource management. The task force argued that respecting 

the rights and preserving fairness for the individual was critical but conceded that a 

complete examination of ethics in a public health crisis might be necessary (ABPD, April 

2020).   

Responding to the devastation of COVID-19, the glaring health disparities the 

pandemic exposed, and the reckoning demanded by the events of the spring of 2020, the 

ABPD created a Presidential Task Force on Racial Equity, Diversity, and Inclusion. The 

Association committed to “forcefully confront the structural racism embedded in our 

society, attend to the concerns of their Black colleagues, and take concrete actions to 

transform the profession. The Association has constituted a Presidential Task Force on 

Racial Equity, Diversity and Inclusion in Bioethics” (ABPD, 2020). The task force was 

directed to “explore and recommend strategies for improving diversity and racial equality 

in the field of bioethics” (ABPD). Its specific objectives to achieve lasting change 

included the charge to: 

• Assess and document the current state of ethnic diversity and racial inequities in 

the field of bioethics in North America. 

• Describe problems, causes, and consequences associated with existing inequities 

and a lack of diverse perspectives and voices in bioethics. 
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• Identify individual and institutional responsibilities for improving diversity, 

equity, and inclusion in bioethics aimed at sustainable change and transformation 

in the field of bioethics. 

• Develop indicators, an assessment tool(s), and research approaches for examining 

bioethics programs regarding structural racism and possibilities for increasing 

equity, diversity, and inclusion. 

• Identify strategies, actions, and funding sources for improving diversity in 

bioethics research, practice, and education in the near and longer future. 

In the late spring of 2020, the Association unveiled its statement “Violence, 

COVID, and Structural Racism in American Society” (ABPD, 2020). Perhaps a more 

accurate title might have been “in American Bioethics” as the specific issues identified 

focused inward to examine the state of the bioethics profession. Members of the 

Association individually and publicly endorsed the steps outlined to confront the 

structural racism in society, and by extension, within the profession. The roster of 

commitments that comprise the statement are attainable because they fall mainly within 

the control of their members and the bioethics community, touching on employment, 

academic partnerships and inclusion, collegial and community outreach, and engagement. 

The concrete steps outlined in the statement fall into a few broad categories, professional 

advancement, research, community outreach, and action. 

• Regarding inclusion in the bioethics community, the signers commit to expanding 

bioethics education to young Black students and those of other historically 

disadvantaged backgrounds and creating opportunities for Black scholars. They 
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intend to offer mentoring and sponsorship to students, fellows, and junior faculty 

to promote these individuals to leadership positions with the profession.  They 

promise to listen to and collaborate with Black, Latinx, Indigenous, and other 

scholars in projects, working groups, conferences, and as contributors to research 

and publications.  

• Bioethicists commit to promoting and encouraging research and work on racism – 

in empirical studies on the ethical implications of racism writ large on medicine, 

public health, and the provision of healthcare services. They vow to center the 

issues of violence against Black communities in overt forms and the insidious 

impact of such violence on the mental and physical health of the community in 

research, analysis, teaching, and redress.  

• They would prioritize community outreach, increasing engagement, involvement, 

collaboration, and partnerships to promote understanding of the intersection of 

bioethics and community issues.  

• Within the profession, they pledged to increase the ability of ethics educators and 

ethic consultants to recognize, address, and counter racism in the course of their 

work. In all professional settings - including clinical settings, the classroom, on 

Institutional Review Boards, consulting, and in media engagements, bioethicists 

will recognize, call out, and reject racism. 

In the February 2021 issue of the American Journal of Bioethics, an issue devoted to the 

intersection of race, medicine, and bioethics, contributor after contributor urged the 

profession to commit to an even more radical rethinking of their work. Readers were 
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challenged to apply the principle of bioethics in upstream contexts of all health (King, 

2021), compromise comfort to speak up about racism (Jones, 2021), proactively resist 

injustice (Mithani, 2021), and, ultimately, move the profession to “the forefront of 

thinking about how race and racism affect health, health outcomes, health access, and 

health status” (Wilson, 2021). Although providing grounding arguments in philosophy 

and proposing conceptual frameworks to provide a rationale and structure, the overriding 

call is for action. Urgent, necessary, lifesaving action.  

The authors may have sensed that, between the time ABPD released the statement 

and the penning of these articles, the urgency had drained out of the dialogue. As one 

commentator pointed out before the pandemic and racial upheaval, “like most academic 

cultures, [bioethics] does not lend itself being mobilized on behalf of catalyzing social or 

institution transformations” (Hoberman, 2016).  As COVID-19 infections and the spring 

and summer chaos of 2020 recede, so may promises and commitments. However, there 

are different kinds of calls to action – some enlist and inspire their audience while others 

set out the broad paths to reform.  Each is necessary, but each must be effective. 

The statement provides no information about operationalizing these 

commitments. Members are part of a professional association, but it is unclear whether 

they are signing as individuals or representatives of their academic programs. This lack of 

clarity leaves the impression that the signatories are part of an invisible college, operating 

in an amorphous milieu of scholarly bioethics studies-related activity. Work in bioethics 

is characterized as “loosely coordinated” and “informal” (Sayeed and Taylor, 2020), and 
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in this case, a lack of a unified professional voice undermines the impact. Despite the 

endorsements of the signatories, there is a danger that signatures are all that is required.  

 Situating these commitments in the real world, in real places, or during discrete 

time-bound settings is challenging for the reader. Is the statement’s intent for bioethics 

program directors to examine their beliefs and seek to understand how structural racism 

manifests in their work and institutions? Such self-reflection would appear to be 

necessary before deploying anti-racist practices throughout programs, research, and the 

profession.  It is unclear at what point these statements will translate to concrete action. 

What form will these changes take, and how would they manifest, at ground level, day by 

day? 

Because the signatories are members of the ABPD, this paper assumes that the 

statement’s scope includes activities undertaken both as an academic professional and as 

a director of an academic program, likely situated within a department, college, or 

medical school.  Directors for bioethics programs within academic medicine may have 

considerable latitude to design their curriculum or may need to function within narrow 

strictures dictated by their institution.  Each director’s scope of influence is likely located 

along a continuum of control and autonomy.  Programs may also have specific areas of 

concentration, staff expertise, or specialty based on their origins as an outgrowth of an 

existing department or their intentional founding as a part of a specific mission.  

If program directors choose to integrate these practices into the operation of 

bioethics programs, what strategies and structures are available to them. Are there regular 
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opportunities to articulate and share new goals and metrics to include in planning and 

evaluation that measure progress over the short and long term?  What support can they 

expect from professional leadership,  is advanced education, consultative services, and 

funding available? 

The Association’s members represent a wide range of bioethics programs, filling 

a variety of academic niches: Duquesne University’s program features the Center for 

Global Health Ethics, the University of Pittsburgh is the home of the Center for Bioethics 

and Health Law, other programs explore bioethics and the social sciences or medical 

humanities or clinical bioethics. Within each program, academic professionals pursue 

specific, highly specialized research. The over 300 individuals who endorsed the 

statement are not each perfectly positioned to include anti-racism in their scholarly work. 

However, all can confront these challenges within the profession and healthcare. As 

scholars who research, publish and participate in their academic community, signatories 

have scope for action but must still function in an environment they do not fully control.  

Finally, there is an undertone of noblesse oblige in some language in the 

statement. It would be unfortunate if the signatories viewed themselves primarily as 

gatekeepers who now understand that the gates need to open just a bit wider. Mentoring 

and sponsorship are crucial to academic success, and members of this group have the 

means to extend themselves in support of others. This support should be generous. Given 

the institutions in which some members work, calling out racism when recognized would 

be a difficult and personally courageous act.  But many are well-positioned to speak with 

authority. When seeking partners and engaging more authentically with local 
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communities and scholars from underrepresented groups, bioethicists may find that they 

will be learning, not teaching. Before offering education programs to promote 

understanding, they must understand and respect their audiences, seeking out new voices 

with whom to ally. That search should be broad.  

• Research: Seek out and engage work already being done by Black scholars, as 

well as those of other underrepresented groups, and invite them to collaborate on 

and lead scholarly projects, working groups, and academic publications in 

bioethics and reject opportunities that fail to include diverse voices.  

Calls for collaboration among bioethicists regardless of race or ethnicity are 

decades old (Myser, 2003, Garcia, 2003).  These authors suggest and endorse 

“community based participatory research…where majority and minority group 

bioethicists can operate as ostensibly equal collaborators, meld majority and minority 

spaces, and erase hierarchical positioning in bioethics” calling for “concerted efforts to 

encourage and support such research” (Garcia, 2003).  Given current conditions, there 

may be a long ramp-up before mutual trust and clarity around goals and outcomes result 

in collaborative research.  Moreover, those who can leverage resources to fund an 

initiative may need to relinquish control of the project or research rather than set the 

direction.   

• Teaching: Prepare ethics educators to identify and address racism, including 

institutional and structural racism, in their teaching at every level.  
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• Expand bioethics education for young Black students, as well as other students of 

historically disadvantaged backgrounds, at the high school, college, and graduate 

school levels, with the goal of encouraging these students to enter the field or 

engage bioethics topics as citizens. 

An audit of publicly accessible information for three Master of Bioethics 

programs analyzed course-offering language as a proxy for course content to discern if 

the curriculum centered anti-racism, diversity, equity, and inclusion. The contention was 

that insufficient reconceptualization of the core curriculum in bioethics perpetuates the 

historical injustices that result in health disparities. The intent was to call attention to 

thoughtless retreading down well-worn paths of core content. Despite the statement, 

coursework appeared to keep concerns about power, oppression, inequities, bias, and 

privilege at the margins of academic bioethics. After a preliminary investigation, with 

acknowledged limitations to methodology, the authors found that topics were addressed 

in elective or non-core course offerings. One institution failed to include the words race, 

racism, or racial in all their public-facing language. None of the programs reviewed 

included the words or phrases implicit bias, indigenous, sexual orientation, whiteness, 

colonialism, class, or cis/heteronormativity (Kalevor et al.,2021).  

ABPD members who educate medical and allied health professions students have 

an opportunity to contribute to discussions around restructuring medical education. The 

American Medical Association’s strategic plan to embed racial justice and advance health 

equity will guide the Association for the next two years. Can these plans inform bioethics 

education initiatives that complement and support already charted directions, including 
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structural competency in the place of cultural competency (AMA, 2021; Berger and 

Miller, 2021; Lapite, Morain and Fletcher, 2021).  The AMA recommendations for 

medical education mirror earlier proposals to measure the social mission of medical 

schools. This study counted the number of medical school graduates who practice 

primary care, work in areas with shortages in healthcare professionals, and are from races 

or ethnicities underrepresented in medicine. Although critiqued as too focused to provide 

meaningful measurements, the social mission proposal highlighted shortcomings in 

recruiting and retaining students from marginalized populations (Smith, 2010).  In some 

academic bioethics programs, leadership announced structural realignments, adjustments 

to focus, and new initiatives. To the extent that these changes impact other program 

elements, they may represent a fundamental shift in focus. 

In April 2021, Michigan State University renamed the Center for Ethics and 

Humanities in the Life Sciences the Center for Bioethics and Social Justice.  With a new 

director and new mission, the center “has a vision of a health system that is 

compassionate, respectful and responsive to people’s needs, so that equity, inclusion and 

social justice are available to all” (Michigan, 2021). The director distinguished between 

bioethics as merely a field of study and a discipline with real-world goals and meaningful 

applications. He vowed to engage the MSU community, area constituents, and local 

organizations to begin conversations about barriers to living a healthy life.  Aligned with 

a medical school with a tradition of social missions, the program and curriculum centers 

the patient in medical education through content focused on the social context of clinical 

decisions. 
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In Washington, DC, Howard University will break ground on a National Research 

Center for Health Disparities in 2023.  The Center includes office space and a 260,000 

square foot laboratory designed to house medical research and pharmaceutical firms with 

missions focused on solutions to chronic illnesses. Proximity to Howard’s medical 

school, faculty, and the university’s graduates will foster collaboration. Public materials 

make no mention of bioethics, however (Howard University). 

At Clarkson University in New York, the bioethics program found a new home in 

the Lewis School of Health Sciences. The purpose of the announced shift is to 

“purposefully integrate the application of bioethics to issues in healthcare. This 

integration aims to develop a community of scholars that are committed to researching 

issues of justice and ethics in health, and through this dual-perspective scholarship 

identify solutions. There are opportunities for scholarship that address the unique ethical 

issues encountered in the delivery of rural healthcare” (Clarkson University Media 

Relations, 2021). 

Federal programs might increase the impetus for action. Drexel University’s 

Dornsife School of Public Health and College of Nursing and Health Professions 

received first-round funding for recruiting and promoting “inclusive excellence in the 

biomedical research community.” The school received a five-year $14.4 million ‘Faculty 

Institutional Recruitment for Sustainable Transformation’ (FIRST) grant from the 

National Institutes of Health to “hire, retain and support, diverse, early career researchers 

with a focus on health disparities research on aging, chronic disease and/or environmental 

determinates” (Drexel University, 2021). 
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• Ethics Consultations: Ensure that ethics consultants are prepared to recognize and 

counter racism, including institutional and structural racism and their impacts, as 

they arise in clinical encounters and in advising on institutional policy.  

A recent article addressing the incorporation of anti-racism in ethics consultations 

directly referenced the ABPD statement on racism. Despite a call to reduce disparities, 

discrimination, and inequities and identify marginalized voices during consultations, the 

core competencies for bioethics consultants in The American Society for Bioethics and 

Humanities Report -  ‘Core Competencies for Healthcare Ethics Consultants’ - include no 

mention of racism or discrimination. Based on a systematic review, anti-racism also did 

not figure in either the literature on clinical ethics consultation or in a summary of over 

700 ethics consultations (Danis, 2020). Countering racism in healthcare ethics 

consultations may require constant, conscious attention to subtexts of the presenting 

issues.  Suppose racism is not the precipitating factor in consultations. In that case, action 

to reduce racism healthcare setting by ethics consultants may have to be in the form of 

staff education and collaborative policy discussions.  Expanding ethics committee 

structures to include staff from ancillary medical center functions – billing, discharge 

planning, meal service, interpreters. These employees may discern instances where issues 

of discrimination and bias may compromise service that other miss (Danis, 2020).  

• Advocacy: Reject racism and be actively anti-racist wherever we do our bioethics 

work, in academic environments, in healthcare settings, on Institutional Review 

Boards, when consulting with governmental and non-governmental organizations, 

in media engagements, and elsewhere.  
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Bioethics, as a profession, has held advocacy at arm’s length. Countering the 

ravages of racism, bias, and discrimination in healthcare requires action, not academic 

examination.  To abandon this self-protective reflex of neutrality, bioethicists need first to 

name racism as a central concern in the abstract, as reflected in the statement, but then 

call it out when it manifests in their professional and personal spheres. “It is not enough 

to simply acknowledge or believe that something is unjust. Such a feeling needs to be 

coupled with verbalizing—overtly speaking—the injustice” (Mithani, Cooper, and Boyd, 

2020). Bioethicists are challenged to examine their motives about power, privilege, place 

in the medical establishment, and discomfort with change. To stand aside while someone 

else tells their story, or the story, is powerful advocacy. Choosing to reject the tendency 

to narrowly focus on clinical bioethics, permanently widening the scope of concern to 

social and economic determinates of health, can free the profession to ally firmly with 

voices currently silenced.  

• Community Engagement: Listen to and learn from the voices of Black, Latinx, 

Indigenous, and other colleagues, patients, and the broader community about how 

to right past wrongs in our field and how to create a more inclusive bioethics 

moving forward.  

• Offer more educational and community outreach opportunities to promote 

understanding of issues at the intersection of bioethics and race.  

No one has compiled data on new or reinvigorated community outreach or 

educational programs offered by academic bioethics programs. Current programs often 

take this form: “Each year we offer Mini Bioethics Academy, our community education 
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series, and other public symposia. We engage the news media in their coverage of current 

events related to bioethics. We view community engagement to be an essential 

component of the Center’s mission given the cultural relevance of bioethics issues and 

the Land Grant mission of the University” (University of Minnesota, 2021). Engaging 

with external communities can be difficult, loaded with questions about power, 

leadership, and authenticity (Berger and Miller, 2020).  Practitioners have offered ethical 

frameworks for partnering with local communities’ involvement that respect the role of 

the individual in the community, employ honesty to build trust, and endorse intellectual 

humility in service to creating authentic relationships. (Wilson, Jackson, and Harrell, 

2019). Bioethics practitioners would seem well-positioned to employ community 

collaboration to design and deliver fruitful outreach opportunities. They can afford to 

listen and learn but must be prepared to engage. There is an assumption that the unheard 

voices still want to speak, that marginalized colleagues are willing to carry on engaging, 

and that all view dialogue as appropriate and necessary.  Others may believe that there 

has been enough dialogue and the issues are past discussion.    

• Accountability: Hold each other, and the institutions in which we work, 

accountable for each of these commitments.  

The task force’s objectives include developing indicators, an assessment tool(s), 

and research approaches for examining bioethics programs regarding structural racism 

and possibilities for increasing equity, diversity, and inclusion. Further, they are charged 

with identifying strategies, actions, and funding sources for improving diversity in 

bioethics research, practice, and education in the near and long-term future.  
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What might derail these nascent efforts?  Two bioethicists offer a list of realistic 

challenges to the profession engaging in a meaningful engagement with a similar issue - 

justice. Acknowledging that to move forward, they speculate that the American bioethics 

community will need “a willingness to go to places that we suspect might be personally and 

professionally uncomfortable for many of us” (Sayeed and Taylor, 2021).  The challenges to 

overcome include the profession’s narrow focus on clinical ethics. The social determinates of 

health, the upstream causes of many of the issues encountered later at the bedside, are not 

driving the agenda for teaching or practicing bioethics.  In addition, there is no consensus 

among bioethicists about what constitutes justice in healthcare, nor, necessarily, should there 

be. Lack of agreement about healthcare justice begs the question of how to achieve a just 

healthcare system.  Thirdly, the profession is not accustomed to taking activist stances in the 

political arena; their focus is on teaching, research, and publishing.  The American healthcare 

system is a web of competing interests.  Before they can work toward justice, bioethicists 

need to agree, define and advocate for the healthcare values they espouse and become deeply 

engaged in the political process to affect change.  Moreover, the status quo keeps bioethicists 

comfortable in their roles as scholars and researchers, rewarded for their work within the 

medical establishments and systems under scrutiny for perpetuating inequities.   Finally, 

many in the profession do not have the lived experience to allow for authentic work in justice 

issues, although they have the self-awareness to be concerned about hypocrisy (Sayeed and 

Taylor, 2021). 

Although the authors have valid concerns, they find hopeful indicators in recent 

developments in the profession. They see an increase in justice as a concern in lectures, 
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seminars, and special issues of professional publications. The profession is changing, as 

evidenced by the objections to the business-as-usual allocation model proposed for 

ventilators. The ABPD and the American Society for Bioethics and Humanities (ASBH) 

recognize race and diversity, equity, and inclusion issues and have issued statements on 

their positions. It is also clear, even after a cursory review of the literature, which 

scholars are taking the lead in grappling with racism directly and as part of their 

academic research.  
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CHAPTER 8: CONCLUSION 

Thousands of statements on racial justice and equity were offered by corporations 

and institutions after the death of George Floyd, and the civil unrest, outrage, and 

reactions that ensued. Most of these institutions were also managing through the 

disruptions caused by the COVID-19 pandemic.  The bioethics community faced a 

combination of rolling disasters with a direct bearing on their work. The pandemic laid 

bare the unethical disparities in American healthcare.  Inequalities caused by racism 

compromised the health of minorities and confounded their access to even inadequate 

care. For those engaged in work at medical centers and other care facilities, the 

immediacy of the needs of their patients at first eclipsed other concerns. But as the 

pandemic evolved, most bioethicists understood that the same disparities that led to a 

disproportionate death rates for minority populations also led to the rage in the streets.  

Addressing the inequities of the American healthcare system was unrealistic in the 

middle of the pandemic. There was ample opportunity to assess bioethicists’ culpability 

in failing to call out and address the lack of justice in the healthcare system.   

The spring ABPD 2020 statement focused on how to dismantle structures within 

the professions’ control. The statement is conservative but forward-looking.  It references 

inclusive bioethics, leadership changes, redress, funding, and accountability.  It defines a 

broader scope for medical bioethics, one that makes a great deal more room for justice, 

especially racial justice and issues of violence, police brutality, and poverty. Based on the 

developments summarized above, change is happening. But is there a role for bioethics in 

the broader community of research ethics, public health ethics, and advocacy? There are 
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no firm boundaries among these interests, as evidenced by the ethical issues identified 

before, during, and likely after this pandemic. The comprehensive debate surrounding 

ventilator allocation demonstrates the value of diverse and unconventional thinking.  As 

the bioethics community attends to inclusivity, by encouraging a more diverse 

membership, it is past time to address its exclusivity. Public health ethics is not another 

world, set apart from medical bioethics.  Partnering with colleagues from public health 

ethics can amplify and deepen the new work they’ve set for themselves. 

For the initiatives outlined, accountability is an issue, as it is challenging to 

maintain focus among competing calls for attention. Bioethics does not operate by edict 

in a top-down corporate hierarchy. The profession depends on its community. Only a 

sustained collective effort will move this agenda forward.  The primary resource to end 

racism in bioethics is the community of bioethics - a community used to having difficult 

discussions about critical issues. This community champions justice as a foundational 

principle.  If they fail to carry out these new tasks, it will be due to bioethicists’ choice to 

remain on a straight and narrow road instead of venturing off-trail and charting an 

unexplored path.  
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APPENDIX: Association of Bioethics Program Directors Statement on Violence, 
COVID, and Structural Racism in American Society 

 

ABPD STATEMENT ON VIOLENCE, COVID, AND STRUCTURAL RACISM IN 
AMERICAN SOCIETY (N.D.) 

As directors and faculty of bioethics programs and centers across the United States and 

Canada, we have dedicated our careers to promoting equitable access to the healthcare 

system and the fair and ethical delivery of healthcare services. Yet, for too long, we in 

these bioethics communities have failed to forcefully confront the structural racism 

embedded in our society. We have not adequately spoken out as a profession about the 

profound impact of racism on medicine, on public health, on clinical care, and on medical 

research, despite the centrality of justice as a guiding principle for our field. Today, we 

commit to changing that, both individually and collectively, through concrete actions to 

change our field.  

We also commit ourselves to renewed attention to the voices of Black, Indigenous, and 

other colleagues and communities in our health care facilities, academic halls, conference 

centers, committees, and journals in which bioethics work is traditionally done. Bioethics 

sees itself as a profession which champions the disenfranchised. However, we have not 

done nearly enough to champion them within our own ranks. We commit now to doing so 

for our Black colleagues as well as all underrepresented voices.  

The impact of racism is undeniably reflected in the well-recognized health disparities for 

Black Americans and other communities of color. It has manifested most recently in the 

disproportionate impact of COVID-19 on the Black community in the United States. It is 

an obligation of our field to identify, oppose, and try to remediate such disparities to the 

best of our abilities.  

We deplore racism and fully support the efforts of peaceful protestors around the United 

States who are drawing long overdue attention to the gross injustices that have been 
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allowed to fester for generations. As a field, bioethics must acknowledge its role in 

tolerating those injustices by failing to work to dismantle them.  

Statements of solidarity and lamenting past inaction are not enough. We, the undersigned 

members of the bioethics profession in the United States and Canada, commit to taking 

concrete steps towards meaningful and lasting transformation. We commit to:  

• Listen to and learn from the voices of Black, Latinx, Indigenous, and other 
colleagues, patients, and the broader community about how to right past wrongs 
in our field and how to create a more inclusive bioethics moving forward.  

• Expand bioethics education for young Black students, as well as other students of 
historically disadvantaged backgrounds, at the high school, college, and graduate 
school levels, with the goal of encouraging these students to enter the field or 
engage bioethics topics as citizens. 

• Create opportunities for Black scholars, as well as other students of historically 
disadvantaged backgrounds, to pursue academic careers in bioethics, and mentor 
and sponsor students, fellows, and junior faculty from those communities to 
promote their success in bioethics. Then to support and recruit these scholars, 
educators, and consultants for leadership positions in bioethics. 

• Explicitly recognize and examine violence against Black communities, including 
gun violence, police brutality, structural racism, and poverty, as medical, mental 
health, and public health challenges worthy of ethical analysis, research, teaching, 
and redress. 

• Offer more educational and community outreach opportunities to promote 
understanding of issues at the intersection of bioethics and race.  

• Seek out and engage work already being done by Black scholars, as well as those 
of other underrepresented groups, and invite them to collaborate on and lead 
scholarly projects, working groups, and academic publications in bioethics and 
reject opportunities that fail to include diverse voices.  

• Prioritize funding opportunities and journal symposia on issues at the intersection 
of bioethics and race.  

• Incorporate racism more fully into our understanding of, and work on, justice in 
health and health care.  

• Promote and encourage empirical work on the ethical implications of race, 
racism, discrimination, health disparities, and other products of structural racism 
on medicine, public health, and the provision of healthcare services.  

• Ensure that ethics consultants are prepared to recognize and counter racism, 
including institutional and structural racism and their impacts, as they arise in 
clinical encounters and in advising on institutional policy.  

• Prepare ethics educators to identify and address racism, including institutional and 
structural racism, in their teaching at every level.  
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• Reject racism and be actively anti-racist wherever we do our bioethics work, in 
academic environments, in health care settings, on Institutional Review Boards, 
when consulting with governmental and non-governmental organizations, in 
media engagements, and elsewhere.  

• Hold each other, and the institutions in which we work, accountable for each of 
these commitments.  

Given the tragic events and responses of the recent past, our attention has been directed 

primarily to the injustices facing Black Americans. The field of bioethics commits to 

taking similar steps with members of other historically underrepresented and 

disadvantaged groups.  

We commit ourselves to following the actions enumerated above. It is time for American 

bioethics to reflect the diversity of people and groups affected by bioethical issues and to 

address racism and racial injustice as core aspects of bioethics research, teaching, and 

clinical service. 
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